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Zusammenfassung

In der vorliegenden Arbeit wird der Prozess der Institutionalisierung klinischer Ethik-
komitees in den USA und in Deutschland unter besonderer Berticksichtigung der Par-
tizipation von beruflich Pflegenden untersucht. Im Mittelpunke steht die Analyse, wie
die tatsichliche Ausgestaltung klinischer Ethikkomitees in der Praxis aussicht. Gefragt
wird auch, inwiefern die traditionell fiirsorglich orientierte Handlungspraxis der Heil-
und Pflegeberufe, in zunehmend nach betriebswirtschaftlichen Kriterien organisieren
Krankenhiusern, ihren Platz in ethischen Diskussionen der Komitees findet. Klinische
Ethikkomitees dienen hierbei als Raum zur Analyse ethischer Diskussionen und zur
Fokussierung auf die Akteure der Pflege, die den grofiten Teil der praktischen Fiirsorge
erbringen.

Die grundsitzlich komparativ angelegte Studie verkniipft mittels Literaturstudium
und Experteninterviews, eine historische Analyse klinischer Ethikkomitees in den USA
(erster Teil) mit einer Untersuchung von Theoriensitzen, die Care als fiirsorgliche Praxis
begreifen (zweiter Teil). Die Erforschung der Entwicklung deutscher Ethikkomitees in
drei Krankenhdusern erfolgt gestiitzt auf Feldstudien, die auf Daten aus teilnehmenden
Beobachtungen sowie Interviews aufbauen. Sie umfassen die Entstehungsphase der drei
Ethikkomitees sowie deren Weiterentwicklung in einem Zeitraum von zwei Jahren.

Fiir diese spezifische Forschungsarbeit ist das von Adele Clarke entwickelte Konzept
der Situational Analysis (2005) grundlegend, weil es einen passenden Rahmen zur
Verkniipfung historischer, konzeptioneller und ethnographischer Zuginge bietet. Die ge-
wonnenen Daten wurden im Sinne der qualitativen Inhaltsanalyse nach Philipp Mayring
(2003) ausgewertet und strukturiert.

Die Analyse der US- amerikanischen Entwicklung zeigt unter welchen Einfliissen
sich der neue Typus klinischer Ethikberatung in Form von multidisziplindren Ethik-
foren entwickeln konnte. Dazu zihlen personliche Schicksale, die durch die Medien in
der Bevolkerung fiir Aufmerksamkeit sorgten, wie die story von Karen Quinlan und die
sogenannten Baby Doe Cases. Fiir eine Beschleunigung der Entwicklung sorgten Akkredi-
tierungsprozesse von Krankenhiusern, die eine Etablierung eines Instruments zur kli-
nischer Ethikberatung forderten. Die amerikanische Regierung unterstiitzte ebenfalls die
Entwicklung der Ethikkomitees, um die Institutionen sowie eine Entscheidungsfindung
durch die Berufgruppe der Arzte zu schiitzen und eine sich abzeichnende Welle von /zuw-
suits abzuwenden.

Die Partizipation von Pflegenden bei diesen Entscheidungsfindungen wird seit den
80er Jahren in der US- amerikanischen Pflegewissenschaft diskutiert. Es stellt sich her-
aus, dass Pllegende in Hospital Ethics Committees (HCE) zwar vertreten sind, jedoch
kaum eigene Belange zur Sprache bringen. Zwischen 1980 und 1990 kam es zur Bildung
von Nursing Ethics Committees, um vor allem diesem Defizit Rechnung zu tragen. Bei
Diskussionen in klinischen Ethikkomitees orientieren sich die meisten Teilnehmenden
an einem von Ethikexperten favorisierten analytischen Modell der Prinzipienethik, das
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den Respekt vor der Autonomie von Patienten und das Prinzip der Gerechtigkeit betont.
Dagegen spielen in Ethikkomitees Themen einer fiirsorglichen Praxis eine eher rand-
stindige Rolle. Eine Debatte um eine Fiirsorgeethik wurde allerdings in Anlehnung an
die Untersuchung von Carol Gilligans’ In a Different Voice (1982) in feministischen und
pflegewissenschaftlichen Kreisen gefiihrt. In den 90er Jahren haben dann vor allem Ver-
treterinnen einer politisch - feministischen Ethik versucht, Care als ein Modell der Praxis
zu entwickeln. Diese, fiir eine Analyse der Praxis klinischer Ethikkomitees hilfreichen
Studien von Joan Tronto (1994), Margaret Urban Walker (1998) und Elisabeth Conradi
(2001) wurden in dieser Arbeit ausfiihrlich rezipiert. Durch ihre Sprache konnte Care als
soziale Praxis angemessener erfasst werden, ebenso die institutionellen und politischen
Rahmenbedingungen in ihrer Verantwortlichkeit fiir eine fiirsorgliche Praxis.

Die Beobachtungen und Interviews der Feldstudie zeigen, dass eine fiirsorgliche
Praxis in der Tradition der hippokratischen Medizin (Ethos), im klinischen Alltag von
Arzten, Pflegenden und Klinikseelsorgern lingst keine Selbstverstindlichkeit ist. Es wird
vielmehr um sie gerungen, insbesondere wenn es um die Verantwortlichkeiten einer hu-
manen Pflege am Ende des Lebens geht, aber auch um Regulierungsmafinahmen, wann
welche Patienten beispielsweise wie lange eine Ernidhrungssonde erhalten sollen. Die von
Seiten der Medizin und der Pflege eingebrachten ,ethischen Fille® zur Beratung, zeigen
im Verlauf der Diskussion ein Ringen um Zustindigkeiten und entpuppen sich nicht
selten als soziale Probleme oder entstehen durch mangelnde Fachkompetenz. Die Kon-
flikte erscheinen durch eine Ubersetzung in eine Sprache, die sich ethischer Prinzipien
zur Uberpriifung und Regulierung bedient sowie durch eine Verschiebung auf die Han-
dlungsebene des Management, losbar. Die Kommunikationsmuster der beobachteten
Ethikforen sind als diskursive Praktiken in einen grofleren gesellschaftlichen Diskurs der
(Bio-) Ethik eingebettet. Deren Formationsregeln durchdringen die Sprache der Akteure
und schrinken die Moglichkeit ein, dass was fiir sie und den Patienten auf dem Spiel
steht, in Beziehungen statt in Regeln zu denken.

Schlagwérter: Klinische Ethikkomitees, Partizipation von Pflegenden, Marginalisation
von Fiirsorge



Abstract

In this work the institutionalisation of Hospital Ethics Committees in the USA and in
Germany will be analysed by focussing on nurses” participation and the representation of
caring issues. Therefore, questions about the design of Hospital Ethics Committees and
how their practices really look like, will be raised. The central question is, how the tradi-
tional care ethos of the helping professions in medicine and nursing can find its place in
discussions of these committees while hospitals have increasingly been organised along
economic criteria.

The comparative research combines a literature study, expert interviews and histori-
cal analysis of Hospital Ethics Committees in the USA (first part) with an investigation
into theoretical approaches that understand care as a practice (second part). The empirical
study of Ethics Committees in Germany took place over two years in three Ethics Com-
mittees in a Lutheran hospital, a Catholic hospital and a Communal one that had been
privatised. The field study is based on participant observations and interviews.

For the overall research, Adele Clarke’s work of Situational Analysis (2005) proved to
be fundamental since it offered to combine historical, conceptual and ethnographic ap-
proaches. The gathered data were structured and interpreted in the framework of qualita-
tive content analysis.

The analysis of the US- American development shows under which influences a
new type of consultation, namely multidisciplinary ethics consultation as a shared-deci-
sion-making process could unfold. Personal fates like the story of Karen Quinlan and the
so-called “Baby-Doe-Cases” contributed to the establishment of Hospital Ethics Com-
mittees. An acceleration of the growth of these committees were accreditation processes
of hospitals that would demand such an instrument to deal with ethical conflicts. US-
American governmental intervention could also support its development, mainly to pre-
vent law-suits.

Nurses” participation in US- American Hospital Ethics Committees has been a mat-
ter of concern since the 1980is. Studies could show that nurses were members of these
committees, but they would not bring in their unique ethical issues. In order to focus
more on nurses specific conflicts, between 1980 and 1990 Nursing Ethics Committees
were established. Discussions in Hospital Ethics Committees were framed by a principle-
based model. Respect for autonomy became the leading principle. Hereby, conflicts with
regard to a practices of care were rather marginalized. Nevertheless, a debate about care
ethics took place in the nursing scientific community when Carol Gilligan had published
her research /n a Different Voice (1982). In the 1990is mainly political (feminist) ethicists
worked on theoretical approaches to understand care as a practice. The refined under-
standing of care by Joan Tronto, Margaret Urban Walker and Elisabeth Conradi were
especially helpful to describe the unseen work of care in the data given by the participant
observations.
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My observations and interviews in the field work show that care practices in the
tradition of Hippocratic Medicine are no longer self-evident for the helping professions.
Physicians and nurses do rather struggle for a care ethos especially with regard to end-of-
life questions and regulations of tube-feeding. The “cases” for ethics consultation brought
into the committees by physicians and nurses did not rarely emerge as social problems
and as a lack of professional competence. The problems appeared to be solvable by trans-
lating them into a language of principles and making the process manageable. These prin-
ciple-based discussions in the practical arena of the hospital resemble discourse practices
embedded within the larger bioethical debates on the political arena. Technical proce-
dures given my management and administration do fit into the use of abstract principles
and contribute to a language that limits the possibilities to think — what is at stake for
patients — in terms of caring relations rather than thinking in terms of rules, regulations
and control.

Key Words: Hospital Ethics Committees, Nurses’ Participation, Marginalisation of
Care
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Introduction

Nursing director, Hospital Ethics Committee member: “But we should not
make things too easy. We have to take care of the fights around the issue of
competencies and of real conflicts and unveil the problem in its concreteness”

(Beck 2005, see appendix I1, 4.2: B 19)

Physician, committee chairperson: “Yes, I think this is right. This reminds
me of a dialogue that taught me a lesson about the different perceptions of
medicine and nursing. A physician asked the nursing team why the patient
had died. A nurse reacted by asking: ‘I don’t understand (..) was he not al-
lowed to die?’ (..) I think, we should search for more of these examples and
take them to the committee!” (Boha 2005, see appendix I, 4.2: B 20).

Problem Statement and Research Question

What is the use of Hospital Ethics Committees? Who do they serve? Who gets a voice
and who does not get the time and authority to tell what the “real conflicts” are, for ex-
ample, of a patient, the family or the medical and nursing team. What are the conditions
that create problems of and around dying in a hospital? How does a committee actually
work behind closed doors? Who demands to have the power of defining what an “ethical”
problem is.

These are questions that do not only arise when analyzing empirical data of this work,
like the dialogue presented above, but they have also been evolving by exploring the phe-
nomenon of Hospital Ethics Committees within the context of bioethics. Nevertheless,
by thinking about these questions and observing Hospital Ethics Committees’ discursive
practices in Germany, my focus at some point shifted from what is talked about to the
unsaid and invisibilities. Hereby, questions of and around care practices evolved. Like any
professional practice, care practices are generally understood as a coherent and complex
set of activities with standards of excellence that help to make practice what it is and
cannot be fully understood apart from it. Each practice is lived out in a specific way, and
influenced in conditions of structural change like health care reforms.

The tradition of medicine has until now been characterized by an aspiration to pro-
vide as complete as possible a service of care for the populations for which it had respon-
sibility. The same accounts for nursing and caring practices, but the tradition is loosen-
ing. Despite the collective assumption that medical and nursing practice rests on solid
grounds of knowledge and a caring ethos, changes of practices have not only come about
in a complex and diffuse fashion, but also come along with sacrifices, losses and deficits.

Managed care, invented and developed in the USA, recently implemented in Germa-
ny, provides one example that is promising efficiencies by eliminating assumed “wasteful”



and “unnecessary” care. Managed care is an example, reminding that the doctor-patient-
relationship as well as the nurse-patient-relationship is not taking place as an isolated dyad,
but is strongly influenced by its institutional and economic context. What US- American
medical sociologists like Charles Bosk and Joel Frader (1998: 94) once remarked for the
situation in the USA can now be said for changing processes in German Health Care.

The growth of ethics committees is another new phenomenon in Germany. Ethics
committees were created in the USA not only in order to discuss ethical research ques-
tions, but also problems in clinical care. In the USA as well as in Germany, the need for
ethics consultation and the building up of committees is generally explained by referring
to technical progress that had changed Health Care. I will argue, whether and how this
influences medical research and clinical work, cannot simply be explained by technical
progress, but possibly by reactions to external economic and socio-political forces as well
as to ethical manoeuvres themselves. For the historical analysis my questions are: What
were the forces and conditions that drove the increasing numbers of Hospital Ethics
Committees? And, what were the manoeuvres for the discourse and practices of these
committees?

Situating the Field of Analysis and Approaching the Subject Matter

In the past, the community and neighbourhood, also the church, gave comfort and help
to someone in need. Problems such as solitude, despair, or fear to go on living were dealt
with on a direct communal basis. These rather informal arrangements are almost or not
completely substituted by an expanding network of health care institutions and formal
settings to offer consultations. Health care services are increasing in number and also
the role of health care professionals is becoming more important. These specialized and
institutionalized organizations forms are called the professional care sector or care markert.
Nursing, understood as a differentiated system of specialized nurses, practices, nursing
institutions and nursing science is a part to secure health care.

Not saying this is a good or a bad thing, despite a long exile in the private domain,
caring is becoming a subject of public discourse. It is remarkable, that currently in various
fields of political debate, like education, family, or labor politics, an international care-
debate has found its attention.! One example that care is becoming a political concern in
Germany is shown by the current debate on a change of care-arrangements for children,
and whether it can be justified that East European women do nursing care at home for the
old, ill, and disabled people, earning two Euros for an hour of care work. The minister,
who has gone about new governmental regulations in child care has also announced to
put policy questions around elderly care on the agenda.” The political debate about care

1 As exemplified in the work by Birgit Pfau-Effinger und Birgit Geissler (Ed.) (2005): Care and Social

Integration in European Societies.

2 An example for this current political debate is the “Aktionsprogramm fiir Mehrgenerationenhiuser”
(2005 — 2007) of the “Bundesfamilienministerium” (BMES]).



shows the prevailing ambivalence that a matter of concern that once belonged to the pri-
vate domain is now turning into an affair of the state. The work of care falls outside of the
field of productive activity and carries the problem how its worth could ever be expressed
in economic terms.

In Germany, along the process of health care reforming, modern bioethics as a disci-
pline as well as a practice has become established within the last fifteen years. With re-
gard to burning issues, one impulse for the evolution of applied ethics in German Health
Care arose from a widely spread discourse on reproductive technology, gene-therapy, and
embryo research.> Moreover, care at the end of life and Euthanasia have been incessantly
crucial issues of the bioethical discourse in Germany. Since 2004 questions about end-
of-life care at the bedside have for the first time been becoming a dominant point at issue
by governmental committees: Questions in the framework of patients” autonomy, the use
of Living Wills and Withholding and Withdrawal of Treatment have become a policy
issue for the Enquete Commission on Ethics and Law in Modern Medicine of the German
Bundestag, for the National Ethics Council as well as for a working group established by
the Federal Ministry of Justice’ in Germany. Their published drafts for legislation show
different positions, revisions were made, but it has not come to an agreement yet.

I would like to point to what is new about these handlings. The fact that currently
in Germany difhicult end-of-life questions are answered by a demand for written forms
of Living Wills to secure patients’ autonomy is one remarkable change in medical and
nursing practice. Furthermore, the fact that the debate on the use of Living Wills has now
prompted governmental intervention is another significant turning point since caring
practices at the bedside have never been regulated by political authorities before.

On a micro-political level, the new regulations are discussed by local ethics forums,
termed Institutional Ethics Committees (IECs), Clinical Ethics Committees (CECs) or
Hospital Ethics Committees (HECs) as they have once been invented in the US in the
1970s. Ethics committees were created in the US not only in order to discuss ethical
research questions, but also problems in clinical care. Besides taking responsibility for
staying informed on major bioethical issues with clinical relevance like regulations of
Living Wills, Hospital Ethics Committees serve to develop, review, and apply the eth-
ics policies or guidelines in and of the institution. In US- American hospitals, the most
common form of ethics policy is the “Do Not Resuscitate” (DNR) policy, which sets
out the institution’s guidelines for withholding or withdrawing life-sustaining treatment.
Moreover, Hospital Ethics Committees are responsible for case review. The kind of review
varies. The committee can be directly involved in prospective case review and becomes
a consultant to assist in the ongoing management of care of patients. Committees do
usually also offer retrospective case review. Then, the goal is to determine whether and

3 See for example the issues presented in the book Bivethik. Eine Einfiihrung, edited by Marcus Diiwell
and Klaus Steigleder in 2003.

4 See: Bundesministerium der Justiz (BM]) (2004). See also Volker Lipp (2005) who comments on the
debate from a juridical perspective.



how the case could have been better coped with. In addition, these committees play
an educational role. Education involves mediation techniques and learning theoretical
frameworks as well as the training to use a special “model of ethical decision-making” in
order to discuss an ethical issue reasonably. With regard to actors, such committees con-
sist of small groups of people, professionals as well as lay persons, who meet on a regular
basis to address so called “ethical” issues that emerge within the health care institution.
Those people are mainly clinical professionals, like physicians, nurses, chaplains, and so-
cial workers. Among them, there is sometimes a lawyer and, at least one person who is in
the position of being an “ethics expert”, usually a philosopher or a theologian. The group
is acting behind closed doors at a certain place and time, and may serve themselves, the
patient, relatives of the patients, a special unit, or the entire hospital.

The number of Hospital Ethics Committees has especially been increasing since
the German Accreditation Organizations of Health Care have demanded that hospitals
should have policies and procedures to cope with ethical issues. The rapid growth of eth-
ics committees is a new phenomenon in Germany and qualitative research what the actors
of and in these committees are actually doing, is missing.

The establishment of Hospital Ethics Committees demands that there is a room for
reflection — in a denotative as well as in a figurative sense — within the hospital setting.
This is unusual for daily clinical work since nursing as well as medical practice is action-
orientated. The criteria of urgency shapes the communication culture, not the play on
elaborate words based on theoretical frameworks. Dealing with critical situations of ill or
dying patients is part of the everyday practice of nurses and medical doctors. An inter-
disciplinary ethical consultation while sitting around a table — away from the patients’
bedside — is in some way odd since it implies the transformation of an original non-verbal
act, highly shaped by sensitive competencies, into a discursive matter of fact. Therefore,
Hospital Ethics Committees represent a new type of coping with conflicts in clinical prac-
tice as well as a new way of consultation and participation.

Purpose and Significance of the Study

The aim of this work is to understand the phenomenon of bioethics by committee prac-
tices in the hospital setting. Hospital Ethics Committees are the locus of this investiga-
tion which is not primarily concerned about bioethics as a discipline, but about its effects
in and on medical and nursing practice. Hospital Ethics Committees are seen as a suitable
institutional field to analyze a new type of coping with conflicts in clinical practice as well
as a new type of consultation and participation practices. I will use these committees as a
vehicle to shed light on a part of the process-transformations in clinical practices and the
way caring issues are dealt with. Since caring practices are mainly carried out by nurses
they are the actors mostly of interest here.

Moreover, nurses are by far the biggest group of professional health care, especially in
the hospital. The World Health Organization assigns nurses and midwives to have a de-
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cisive role in Europe with regard to the development of strategies in health care reforms.
Reforms in health care that demand high standards on quality, efficiency and a human-
istic ethics at the same time, need to consider the participation of nurses. Nurses — even
though not many — do participate within the academic discourse. Nevertheless, care work
and those who mostly fulfill caring practices are usually unseen and undervalued. Nurs-
ing matters have mostly been invisible on the political agenda of German Health Care.
Although nursing has become an academic discipline within the last 20 years in Ger-
many, its lobby is weak in comparison to the medical profession. They are still struggling
for more political power, institutionally as well as academically.

Nurses have hardly expressed their own position on bioethical issues within their
academic discipline and do rarely show up within the public debate. Even though deci-
sions will have a strong impact on their practice, nurses hardly raise their voice, and are
even less listened to. In keeping its development as an academic discipline, nurses want
to transform their knowledge from a record of experiences to a logical organization of
relevant knowledge.

Within the last 15 years, US- American and Canadian nursing scholars, especially
Joan Liaschenko (1993 a, b) and Patricia Rodney (1997) have investigated the ethical con-
cerns of practicing nurses and noted in their separate empirical research the invisibility
of their conflicts when doing care work. Do these conflicts and concerns find a place in
Hospital Ethics Committees?

From a political science perspective, studying professions can open a crucial dimen-
sion of the intermediary realm between individual and state. Professions are political
entities, not just when they form interest groups, but because in the intermediary realm
of civil society, professions possess the power to distract, encourage, limit, and inform
public recognition of as well as deliberation over social conflicts. For reasons pointed out
above, nurses are a suitable group to investigate into unknown spaces of Hospital Ethics
Committee’s practices, to question the definition of what counts as an “ethical” problem
and who dominates the committee discussions. Moreover, the focus on nursing helps to
shed light on different voices and can bring questions of care to a head.

Development of the Research Process and Structuring

The work is structured in three parts that gradually developed during the research proc-
ess. The original thesis of this project was that the hierarchical and increasingly economi-
cally orientated principles of hospitals, influence the demanded democratic procedures
of ethics consultation and Hospital Ethics Committees. Hereby, the participation of the
nursing profession might be impeded in a particular way and the conflicts they experi-
ence could be excluded. If a group who delivers the biggest amount of direct care is not
participating in defining, discussing and resolving what the “ethical” conflicts of daily
patient care are, then the search for an argumentation would be in need.



By an international literature review and expert interviews in the US, the phenom-
enon of Hospital Ethics Committees was approached by a broader social science perspec-
tive that included an inquiry of the historical background of these committees. I identi-
fied surprising silences in the discourse of Hospital Ethics Committees and had to refine
my research questions. Finally, the research process combines three areas: Hospital Ethics
Committees, the development of bioethics and care. How was this triangulation brought
out?

The decision of exploring the historical background of contemporary Hospital Eth-
ics Committees lead me to the origins and development of bioethics as an influential
force that has shaped the work of these committees. The identification of the forces and
the analysis of the way questions and issues were constructed in the development of US-
American Hospital Ethics Committees revealed what has been becoming at stake, what
and who is sidelined, transformed or ignored for whose and what interest (part I).

One of the silences I identified in the bioethics discourse concerned questions of care
and more specifically caring issues and conflicts. Why care matters, why and how it needs
to be seen as something being of relevance, and more specifically, what international em-
pirical literature tells about the work of Hospital Ethics Committees, issues of care and
nurses’ participation became the following theoretical part of the analysis (part II).

Consequently, the study of what has been present and implicated in the history of
Hospital Ethics Committees as well as what has 7oz been present and implicated (conflicts
of care), sharpened my ears and eyes for the participant observations and interviews in the
practical arena. The field research was carried out as a parallel process of the theoretical
analysis over two years in three Hospital Ethics Committees in Germany (part I1I).

In chapter one the current state of the art of social science research on Hospital Ethics
Committees in Germany and the US will be discussed. Then, the theoretical framework
and the design of the study including its methodological consideration is presented. An
overview of the following chapters will be given in the introduction of each of the three
parts. In the end I will discuss the findings of the practical arena analysis in connection
with the findings of part one and two and then the conclusion will be drawn.



[ State of the Art, Theoretical Framework and
Methodological Considerations

1 State of the Art in Social Science Research

Hospital Ethics Committees in Germany have neither been examined by foregrounding
bioethics, nor in relation to caring and nursing. In 1998 the US- American sociologists
Charles Bosk and Joel Frader published an article they called Institutional Ethics Commir-
tees: Sociological Oxymeron, Empirical Black Box. Bosk and Frader reflect the emergence
and purpose of such forums by asking for more qualitative research that needs to be done
(Bosk, Frader 1998). This accounts for the current situation in Germany.

Hospital Ethics Committees in Germany appear to be unknown discursive spaces
behind closed doors. Published research has been limited to surveys which mostly provide
quantitative data, e.g. about the numbers of committees that have been established.

The first clinical ethics committees were established in 1997. The German Lutheran
and Catholic Church Association published a brochure that encouraged and called up
to establish clinical ethics committees according to the US-American model. In 2000
a survey revealed that among 795 members of the Christian churches’ association, 30
hospitals declared to have an ethics committees or a comparable arrangement to offer
consultation.

A recent survey (Dérries, Hespe-Jungesblut 2007) shows that most of the German
hospitals that have established or are in the process of building up any kind of ethics
consultation service, have decided for Hospital Ethics Committees. Most of the hospitals
felt that they should have a committee to get certified by agencies that audit the quality
standards of health care institutions. According to the survey, especially Lutheran and
Catholic hospitals were motivated to build up a committee due to impulses given by
the Christian Association of Hospitals. Hospitals also thought that an ethics committee
could be an answer to a concrete ethical conflict they have currently been coping with.
Finally, ethics committees were built up because the staff wanted it.

Like this publication, articles on Hospital Ethics Committees are written by philoso-
phers, physicians, and sometimes theologians and biologists (Simon, 2000; Neitzke 2002,
2003; May 2004; Vollmann, Wernstedt 2005; Dérries 2007).

Unfortunately, at the time of writing down, findings of the research projects on Hos-
pital Ethics Committees in social science have not been published yet. The department
of sociology of the Ludwig-Maximilian University in Munich in cooperation with the
Lutheran-theological department of the University in Gottingen has been working on
an interdisciplinary research project on organizational forms of Hospital Ethics Com-
mittees, and the department of Cultural Studies in Essen worked on a research project



called Clinical Ethics Committees, its Organizational Forms and Moral demands in Theory
and Practice’

US- American social science publications explicitly on Hospital Ethics Committees
are limited. Daniel Chambliss (1996) observed during his ten years of hospital field study
that first, Hospital Ethics Committees tended over time to become somewhat dominated
by legal, rather than ethical issues, and second, that these committees only enter the
discussion after the health professionals at the bedside cannot or don‘t want to, make a
decision themselves, or the family disagrees with the professionals.

The research that my study can mostly relate to in its whole composition, is the disser-
tation by Patricia Flynn of the University of California, San Francisco, advised by Adele
Clarke, called Moral ordering and the social construction of bioethics (1991a). She examined
the emergence of the discipline of bioethics and its move into Hospital Ethics Commit-
tees as well as into a larger policy arena: community based bioethics committees. Flynn
found that the disciplinary emergence of bioethics was an attempt to deal with develop-
ing problems of justice, and that decision-making processes in ethics both, at the policy
level and at the local committee level (like Hospital Ethics Committees) are based upon a
process of what she identified as “moral ordering”. She defines rather generally:

“Moral ordering in health care is but one part of a broader moral ordering processes. ... In
bioethics today there is no ... fixed moral order but instead a moral ordering and re-ordering
about who is a person, what is an acceptable or unacceptable quality of life, how is death de-
fined, and when shall we withhold or withdraw treatment. Many of these decisions are clearly
social and ethical and not exclusively medical ones” (1991b: 146).

For the most part, however, Flynn argues that bioethical knowledge has been produced
and re-produced in the image of medicine, and the medical profession has protected an
incursion by law, ethics and government into their realm by “extending its own bounda-
ries to include these other factions now reframed in medical terms ... While government
has attempted to define the boundaries of medicine’s practice ... , the medical profes-
sion has been successful at reclaiming its authority” (1991b: 155). Her study reveals that
medicine absorbed the language of ethics and law, even transformed their principles into
a new vocabulary and process used in committees. Thus, Flynn concludes that ultimately
biomedicine defines the terms of the work of bioethics. “Having a committee to discuss
bioethical issues implies that ethical issues will be discussed. ... In fact, this is not true.
The advice requested, and decisions made, are framed in terms of medicine and not eth-
ics” (Flynn 1991a: 182). She also observed that in committee discussions there is much
that is simply not picked up “ ... much that is cut off, many questions and interruptions

. (since the) .. medical discourse often cuts off contextual issues and redirects the focus
to technical concerns. But it is not just physicians who do this. All who are using the
medical discourse do so” (Flynn 1991a: 185).

5 Both projects were named at a conference I attended in Essen in 2002. Matthias Kettner and Arnd
May wrote about the conference in a short report (2002), which however does not include findings.



2 'Theoretical Framework and Research Design

New and unstudied research areas like Hospital Ethics Committees in Germany first
demand exploration to approach the phenomenon. Not the testing of formal theories, but
the development of theories, grounded in empirical data of cultural description is recom-
mended for such new fields of social science research (Mayring 2002: 105-107).

When the methodological considerations unfolded during the research process in
2005, Adele Clarke’s work Situational Analysis was published and proved to be the ad-
equate choice to meet the complexity of my research questions. In the prologue of her
book, Clarke explains: “What I am ultimately grappling toward are approaches that can
simultaneously address voice and discourse, texts and the consequential materialities and
symbolism of the nonhuman, the dynamics of historical change, and last but far from
least, power in both its more solid and fluid forms” (2005: xxiii; emphasis added). The
framework of Situational Analysis is new in its way of combining historical and discourse
analysis with empirical research of the subject matter.

With roots in Chicago sociology, symbolic interactionism and pragmatic approaches
to philosophy, Grounded Theory was originally developed in the late 1960s in the sur-
roundings of Barney G. Glaser and Anselm Strauss (1967). It offers an empirical approach
to the study of social and political life through qualitative research and distinctive ap-
proaches to data analysis. The procedure involves that evolving concepts, constructs and
hypotheses are continuously developed, refined and connected. Therefore data gathering
and data analysis happen simultaneously. In the course of the research process a theoreti-
cal framework is step by step generated by modification. Grounded Theory has classically
been applied in field research in which the researcher has been involved as a participant

observer.
Compared to Glaser and Strauss (1967), Adele Clarke (2005) sees Grounded Theory
as “... conceptually much broader — not only fully sociological but also as pertaining to

meso / organizational / institutional concerns ... and also relevant far beyond sociology”
(Clarke 2005: 18). She profoundly disagrees with Glaser’s understanding of context that
it has to emerge as a relevant category or as a theoretical code like all other categories in
Grounded Theories respectively that it cannot be assumed in advance. On the contrary,
Clarke has predicted Situational Analysis on the analytic necessity of addressing “con-
text”. She also contradicts Glaser’s position that the goal of Grounded Theory should be
a-historical, a-cultural, and transcendent. With reference to Donna Haraway (1988) she
points out that there is no meaningful voice emerging from nowhere (Clarke 2005: 18).
For Clarke, “Knowledges and knowledge productions are situated and non-inno-
cent” (2005: 18). Clarke is interested in assuming and acknowledging the embodiment
and situatedness of all knowledge producers, and she aims to make the broader situation
of the phenomenon under research the analytic ground (Clarke 2005: 21). Thereby, the
researcher can draw on interviews as well as on historical, and other discursive material,
including data arising from field research. “Situational analysis allows researchers to draw



together studies of discourse and agency, action and structure, image, text and context,
history and the present moment — to analyze complex situations of inquiry broadly con-
ceived” (Clarke 2005: xxii).

Situational analysis includes the comparative method as used in Grounded Theory.
Glaser and Strauss explain, whenever a comparison is drawn, for example between coun-
tries or institutions like the hospital, the correctness of the early impression about one
country or hospital needs to be validated by comparing it with the other one(s). Compari-
son cases are sought out and used by the researcher to provoke analyzes (Glaser, Strauss
1967, 1974). Adele Clarke understands this comparative method in its broadest sense as a
strategic method that can be applied to social unities of any size.

Taking history seriously is a another key feature that is integrated in situational analy-
sis (Clarke 2005: 261). Clarke emphasizes that the social phenomenon under research has
to be understood in its historical context to make better sense of a contemporary situation
of interest (2005: 262-264) and remarks: “This is what I mean by ‘historicizing’ contem-
porary research as compared to doing ‘full-on’ history” (2005: 265).

Furthermore, following Clarke, the primary path of Situated Analysis around the
post-modern turn is through Michel Foucault (Clarke 2005: 52). She takes up Foucaults
central point about practices by quoting him:

“(A)s in my other earlier work, the target of analysis wasn’t ‘institutions,” ‘theories’ or ‘ideologies,
but practices — with the aim of grasping the conditions which make these acceptable at a given
moment; the hypotheses being that these types of practice are not just governed by institutions,
prescribed by ideologies, guided by pragmatic circumstances — whatever role these elements
may actually play — but possess up to a point their own specific regularities, logic, strategy, self-
evidence and ‘reason.” It is a question of analysing ‘regime of practices’ — being understood here
as places where what is said and what is done, rules imposed and reasons given, the planned and
the taken-for-granted meet and intersect” (Foucault cited in Clarke 2005: 53).

For Clarke, there are strong echoes between Foucault’s “regime of practices” and Anselm
Strauss’s “negotiated ordering”. While Foucault focuses on the ongoing “how”, that is
to say, the ways in which a regime of practices must be sustained through performance
of those practices over time, Strauss’s “negotiated ordering” focuses on the management
of contingencies in those practices through strategic negotiations, but similarly assumes
ongoing practices (Clarke 2005: 53).

Foucault’s concept of “discursive practices” describes ways of practices which could,
when historically analyzed, produce dominant discourses that can put together injunc-
tions about particular ways of being in the world (Dreyfus, Rabinow 1983: 59). Dominant
discourses are reinforced through institutional systems of law, the media, or medicine and
so forth. For instance, institutions of medicine, care and the media can together produce
extensive discourses on health and the responsibilities of citizens to pursue it.® “Discur-
sive formations are .. capable of and routinely contain contradictory discourses ... It is

6 An example is demonstrated in an essay by Margaret Urban Walker (2006): The Curious Case of Care
and Restorative Justice in the US Context.

10



through this containment that some stability is achieved — however temporary, elusive, or
conditional” (Clarke 2005: 54). Moreover, a discourse is effected in disciplining practices
that produce subjects and subjectivities through surveillance, and various (self-) technolo-
gies, ways of a proper order in producing ourselves as disciplined subjects (Foucault 1974,
1986, 1988). Both, individuals and collectivities are constituted by the development and
dynamics of discourses and disciplining (Foucault 1988). Clarke explains:

“For Strauss, both individuals and collectivities are produced though their participation in so-
cial world arenas, including their discourses. While Foucault’s language of disciplining and
the constitution of subjectivity(ies) is more insistent and decenters ‘the knowing subject’ much
more thoroughly, these productions are accomplished through routine practices. Later in his
career, when issues of agency concerned him more, Foucault (1988:11; emphasis added) stated:
‘I would say that if now I am interested, in fact, in the way in which the subject constitutes him-
self in an active fashion, by the practices of self, these practices are nevertheless 7or something
that the individual invents by himself. They are patterns that he finds in his culture and which
are proposed, suggested and imposed on him by his culture, his society and his social group’”

(Clarke 2005: 57).

By the concept of ‘situation’ and the framework of Situational Analysis, Clarke seeks to
capture these points outlined above, the situation qua conditions of possibility and the
action, discourses, as well as practices in it. “I conclude by asserting that a worthy project,
and part of doing situational analysis, is to learn how to productively take back and forth
among these useful and provocative concepts analytically” (Clarke 2005: 59).

Adele Clarke suggests writing memos and designing maps as analytically walking
around, through and across the “social worlds / arenas” of investigation and “staring
relentlessly until their commitments, ideologies / discourse, work organizations, tech-
nologies ... can be specified” (Clarke 2005: 115). Similarly, the questions that should be
raised are:

“What is the focus of the arena?

— What social worlds are present and active?

— What social worlds are present and implicated or not present and implicated?

— Are there any worlds absent that you might have expected?

— What are the hot issues/contested topics/current controversies in the arena’s
discourses?

— Are there any surprising silences in the discourse?

— What else seems important about this arena?” (Clarke 2005: 115).

The “social worlds” that are identified as not being present in the arena, then become the
next area of investigation, that is, following Clarke, the “relational analysis” (Clarke 2005:
102-108).
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3 Method and Sources of Information

3.1 Germany and the United States:
Literature Review, Interviews and Pre-Study

For an overview about the local scene of Hospital Ethics Committees, the research was
prepared by a literature analysis and informant interviews in Germany. The threepart
analysis for understanding the emergence as well as the foundations of Hospital Ethics
Committees demanded different ways and tools of gathering information and collecting
data.

The first part is based on a US- American literature analysis of the history of Bioethics
and Hospital Ethics Committees as well as expert interviews during a one month stay at
the Center for Bioethics at the University of Minnesota in 2004 and a one week visit at
the Center for Health Policy and Ethics at the University of Creighton (Omaha) in 2005.
Moreover, there was given access to authentic institutional data of US- American hospi-
tals and informants by visiting the Massachusetts General Hospital in Boston and the
Alegent Health Care Hospital in Omaha in 2005. The second part of the study required
an in-depth literature analysis on caring, nursing and committees. Interviews were also
used as sources of information (see appendix I, 1 and I, 2).

The third part consists of participant observations in three Hospital Ethics Commit-
tees in Germany over twenty months (October 2004 — July 2006), a Catholic Hospital in
Southern Germany, a Lutheran Hospital in Northern Germany and a Municipal Hospi-
tal (than privatized) in Northern Germany as well. Before the main field research could
start, a pre-study (survey) was needed to identify the hospitals that had started to build up
an ethics committee nearly at the same time. This was done by attending conferences on
Hospital Ethics Committees (University of Essen 2002, Academy of Tutzing in Munich
2003) and getting into contact with actors of the clinical field (door-openers).

Notes were taken from informative talks and interviews (see list of informant inter-
views in appendix I, 1). The expert interviews were audio-taped and then transcribed (see
list of expert interviews and transcripts in appendix I, 2).

3.2 Field Research in Germany: Participant Observation and Interviews

Like in any qualitative orientated research, the method is specifically connected to the
subject matter, and the instruments are specifically developed and differentiated for the
research questions. An early definition of participant observation that focuses on the role
of the observer refers to it as:

“A process in which the observer’s presence in a social situation is maintained for the purpose of
scientific investigation. The observer is in a face-to-face relationship with the observed, and, by
participating with them in their natural life setting, he gathers data. Thus, the observer is part
of the context being observed, and, by participating with them in there natural life setting, he
gathers data” (Schwartz, Schwartz 1955: 344).
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Reading definitions of participant observation since then (Becker 1958; Bruyn 1963;
Mayntz, Holm, Hiibner 1978; Spradley 1980; Lamnek 1995; Flick 1996; Mayring 2002),
I found out that most of the characteristics are maintained that can be summed up as
followed: In the first place, participant observation is not a single method but rather a
characteristic style of research that blends a number of methods and techniques, like
participant observations, informant interviewing, and content analysis as were combined
in this study. Second, participant observation is intentionally unstructured in its research
design in order to maximize discovery and description rather than systematic theory
testing. That is, participant observers do not employ standardized concepts, measures,
samples, and data, but rather seek to discover and revise these as they learn more about
the organization being studied. Hence, analyzes and interpretation of data can present
complicated problems of reliability, validity and comprehensiveness. Third, these antici-
pated problems are exacerbated by the fact that the resulting data are typically qualitative
rather than quantified scores readily amenable for a standard statistical analysis. Fourth,
participant observation is a relatively time taking and sometimes expensive procedure
in that it demands not only months, but usually years of active field involvement for the
researcher. Fifth, the practical problems met by the researcher have to be substantially
lived through and require considerable thought and human relation work if months of
effort are not to be distorted, jeopardized, or invalidated. One of the classical practical
problems is the degree of the participant observer’s involvement, both, with people and in
the activities of the field being studied.

Theoretically, five types of participation are differentiated, arranged along the con-
tinuum of being a passive participant with low involvement, a moderate one with some
involvement, an active one with high involvement, up to complete participation with the
highest involvement.

Someone who has professional background experiences of the field, like the research-
er here, could get into a role conflict by identifying too much with the actors in the field.
Therefore, a moderate participation that seeks to maintain a balance between being an
insider and an outsider, between participation and strict observation, proved to be the ad-
equate choice to gain substantial data and still win the actor’s trust. Nevertheless, the em-
pirical part of this research fully demanded the work and strategies to keep the strengths
of participant observation and to reduce its inherent weaknesses as much as possible.

3.3 Data Collection and Interpretation: Qualitative Content Analysis

The detailed written protocols of twenty-three participant observations of ethics commit-
tees’ meetings served as the central empirical data being developed into the main material
for the analysis. Narrative protocols and notes that were hand-written during the meet-
ing were typewritten as soon after events as possible, routinely within twenty-four hours.
Seventeen out of twenty-three were identified to be useful for the analysis (see appendix

II, 3 and 4).
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In addition to the participant observations, twenty-eight informant interviews pro-
vided context-relevant as well as clarifying information that was needed to explicate and
validate the observational data for interpretation. Moreover, subjective meanings for the
participants could be identified and shed a different light on the preliminary findings.
These persons, called informants, were not only the committee members, irregular par-
ticipants, but also people of direct influence on the committee work as well as those whose
relevance was shown by naming them in committee discussions.

Participant observation as well as expert and informant interviewing helped to pro-
vide a “thick description” (Geertz 1973) of the contexts given to the questions raised in
the study. Clifford Geertz used this term for social inquiry that is both closely grounded
in the data of fieldwork and imaginative in interpreting the connections and meanings
found in the data (1973: 16). Adele Clarke states: “Thick analysis takes explicitly into ac-
count the full array of elements in the situation and explicate their interrelations” (2005:
xxiii).

The collected data from the field research are approached by Qualitative Content
Analysis. Three steps are followed for the interpretation: (1) Summary: The goal is to re-
duce the material in such a way that the dominant content elements are kept by creating
an abstract corpus that can be overviewed and still depicts the basic material. (2) Explica-
tion: It aims to support individual text passages (notions, sentences) with adding mate-
rials which broadens the understanding, explains the text passage and interprets it. (3)
Structuring: The purpose is to filter out certain aspects of the analysis based on ordering
criteria that can take a cross-section through the material or to judge the material due to
certain criteria.

The questions posed in the beginning of the field research were gradually refined
within the analytical process and guided the choices of instruments. To make the logic of
methods transparent, the actual field research will be documented in detail in part three.
This refers to the explication of assumptions, combination of the instruments for the
analysis, steps of implementation and gradual interpretation of the data.

Openness as well as a continuous structuring and re-structuring has marked the re-
search process. The theoretical perspectives, methodological commitments, and method
processes all engage cyclically with one another during the research. The quality of the
interpretation was secured by a sequenced process of the analysis. All different steps were
prepared ahead, but each one got its final shape within the actual research process. Go-
ing forth and back between the field data gathered from the participant observations and
informant interviews, allowed comparing the findings. Although there could never be
a total consent of the findings, the different perspectives could complement and correct
each other.
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First Part — Historical Analysis
Bioethics and Hospital Ethics Committees

The more I read about ethics committees and the more I talked to people who declared
themselves to be part of the history of bioethics as the interviews in the US show, the more
colorful the picture became. Most authors start with the bright side of ethics committees
seeing it as a helpful instrument to meet “moral insecurity” due to technological progress
and a plurality of values. And this, they state, does not only account for professionals at
the bedside, but also among people in public. Especially proponents of Hospital Ethics
Committees do usually not write about the precursors to modern ethics committees. But
as I found out, the history is surprisingly rich to show that consultation by committees
can be reconstructed as a sequence of different sorts of problems.

In the following, Hospital Ethics Committees are approached historically and seen
as a part of the development of bioethics. Thus, by foregrounding the evolution and the
style of bioethics, its move into the practical arena of hospitals is described first (second
chapter). Then, traces of institutionalized consultation committees will be presented be-
fore the rise of research ethics committees and the forms of governmental intervention
will be described (chapter three). In chapter four, the history of contemporary Hospital
Ethics Committees will be traced back by starting with the story of Karen Quinlan.
Since it is the United States where Hospital Ethics Committees were first invented, Ger-
man literature mostly refers to US- American committee models, and even looks back
historically by re-telling the “Quinlan case”. As said in the introduction, social science
research on these committees is missing. For these reasons of analysis, a description of
the German development of Hospital Ethics Committees comes short at the end of this
historical part.
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II US- American Bioethics and
the Move into the Practical Arena

On a rather superficial level, what the people in the field call bioethics, is the study of
“ethical issues” related to health sciences, such as the implications for the human well-be-
ing by innovations in health care as well as the use of human subjects in medical research.
The term signals both an affiliation as well as a departure from the ancient discipline of
medical ethics that is usually associated with the tradition of Hippocrates, centering on
the internal problems of medical practice like the proper relations between physician and
patient. Ethical codes of conduct are examples of what medical ethics deal with. Beyond
serving professional interests, they govern qualities of care to directly benefit patients.
While medical ethics is very much linked to professional obligation, bioethics is much
more difficult to grasp with regard to its responsible actors and activities. This will be
analyzed in the first part of this chapter before historical forerunners of Hospital Ethics
Committees are laid out.

1 “Bioethics is not just Bioethics™ Its Make and (Un) Concerns

Kathrin Braun (2000) has fundamentally been criticizing “bioethcis” and could reveal
the gaps and traps of thinking and assuming that bioethics is “just” a new academic dis-
cipline. The statement “Bioethics is not just Bioethics” is borrowed from Renee Fox and
Judith Swazey who used it as a headline for the conclusion of their article Medical Moral-
ity is Not Bioethics — Medical Ethics in China and the United States (1984). One goal of this
published paper was to obtain a cultural perspective on what people in the United States
term “bioethics”. Fox and Swazey started to investigate into the phenomenon of bioethics
by focussing on its cultural and historical contexts for expansion. The medical sociologist,
Fox, has continuously been criticizing the movement of US- American bioethics. Her
work is mostly of interest here. In the following, I will deal with the questions of what
bioethics is understood to be, when and why it was understood to evolve and develop,
and who were the principal actors. Moreover, I will take a look at its language style and
framework.

1.1 “Bioethics™ The Term and its Origins

Fox and Swazey (1984) criticize philosophers — explicitly Tristram Engelhardt — who
have announced himself to be “bioethicists” — for viewing bioethics as largely a-cultural
and trans-cultural in nature. Later, Renee Fox explains in her article More than Bioeth-
ics (1996) that the expansionary use of the term ethics and bioethics is connected with a
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larger social phenomenon. For her, US- American bioethics is an expression and a part of
the society and culture from which it has emerged. She argues:

“... bioethics is not, and never has been, ‘just bioethics’... First, there has always been ambi-
guity about whether bioethics could or should be defined in strict disciplinary and academic
terms. Although its founders and most prominent contributors have been highly trained in
particular disciplines (pre-eminently, philosophy, theology, the law, and medicine), from the
outset of history, bioethics has been a multidisciplinary field, actively involved in clinical and
policy application, as well as in reflection and inquiry, whose locus and outreach extend beyond
the academy and professional enclaves into the public domain. Paradoxically, as bioethics has
become more recognized and consolidated institutionally, the conception of the field, of its
orbit, and of its practitioners has become more diffuse and imprecise” (Fox 1996: 6).

Fox observed that the term “bioethics” came into use in the US towards the end of the
1960s. For her and Swazey “Bioethics is the neologism coined in this country in the 1960s
to refer to the rise of professional and public interest in moral, social, and religious issues
connected with the ‘new biology’ and medicine and to the emergence of an interdiscipli-
nary field of inquiry and action concerned with these issues” (Fox, Swazey 1984: 336).

To understand the flourishing of bioethics, Raymond DeVries and Peter Conrad are
interested in the explanation of the profound public suspicion of medicine and the use
of an ethical profession to respond to that suspicion. According to their analysis, three
features were characteristic for the encouragement of bioethics in the United States: indi-
vidualism, pluralism, secularisation.

“Because secularised society lacks a foundation for ethical decision making, moral dilemmas,
once readily solved with reference to a faith tradition, now require the articulation of nonre-
ligious solutions. Pluralism demands arbitration between cultures — a niche neatly filled by a
bioethicist. And the rise of individualism ... diminishes the role of community in ethical deci-
sion making, creating a need for ethical guidance” (DeVries, Conrad 1998: 240).

When did these three features of American society identified by DeVries and Conrad
come together? DeVries and Conrad locate these characteristics historically back to the
1960s, when agitation over civil rights, the Vietnam war, and also the liberation of women
led to widespread questioning of institutional authority and ambition to handle structural
injustice. The authors remark: “The conduct of medicine did not escape scrutiny; the
bioethics movement is the organized offspring of that scrutiny” (DeVries, Conrad 1998:
240). According to their analysis, the occupational world was then the one that supported
the growing bioethical specialty (1998: 240). In the mind of an American, they suggest,
the growth of knowledge is combined with the expectation of spawning new specialty
areas. “More specifically, medicine, an occupation fragmented into many specialties, was
(and is) organizationally prepared to accept an ethical specialist” (1998: 241). These forces
and conditions prepared the ground for the development of bioethics they say.

Although modern bioethics as a discipline is mainly dated back to events of the 1960s
when, for example, the kidney dialysis machine first came into service, there are a number
of events earlier, that can certainly not be overlooked as an impact on its emergence.
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The noise of the 1960s, Tina Stevens (2000) explains, has obscured the birth of
bioethics and the fact that doctors and geneticists themselves first invited non-physicians
to offer guidance. As physicians used resuscitation machines, they found themselves en-
meshed in the process of prolonging the suffering of the dying. The International Con-
gress of Anaesthesiologists sought help from Pope Pius XII, and a 1957 papal encyclical
declared that stopping a resuscitation machine was acceptable if the purpose was to give
an end to suffering (Stevens 2000). Some social scientists see the Nuremberg medical tri-
als as a decisive historical landmark (Flynn 1991a, Wolpe 1998). Patricia Flynn argues:

“These trials bared contradictions between expectable medical practice and ethical standards
of European and American culture. The trials themselves initiated wider negotiations about the
medical moral order and were requisite for the construction of bioethics. The trials provided
a first wedge of entree and allowed the incursion of the state into the internal dynamics of the
medical world” (Flynn 1991a: 64).

1.2 What Counts as a Bioethical Problem?

The phenomenon with which bioethics is primarily concerned is usually related to prob-
lems associated with technological progress, and not to the promises they hold forth, like
anticipated developments in genetic screening and counselling, birth technology, artifi-
cial kidney machines, life support systems, and organ transplantation. Bioethics has also
been concerned with the proper definition of life and death as well as personhood. The
justifiability of forgoing life-sustaining forms of medical therapy is another dominantly
discussed concern in the clinical arena. One of the most evolving general characteristics
of his ensemble of concerns is that they all cluster, at least to some degree, around prob-
lems of natality and mortality, that is to say at the beginning and at the end of human
life. Another concern that has increasingly been emphasized since the mid-1970s is the
allocation of scarce, expensive resources for advanced medical care, research and develop-
ment. Fox and Swazey remark:

“The resources with which bioethics is chiefly concerned are material ones, mainly economic
and technological in nature. The allocation of nonmaterial resources such as personnel, talent,
skill, time, energy, caring, and compassion is rarely mentioned. Bioethics situates its allocation
questions within a rather abstract, individual rights-oriented notion of the general or common
good, assigning greater importance to equity than to equality. The ideally moral distribution of
goods is defined as one that all rational, self-interested persons are willing to accept as just and
fair, even if goods are allotted unequally” (Fox, Swazey 1984: 353).

Absent in bioethical deliberations about risk pools and Managed Care Organizations
(MCOs) is a critique of the administrative costs of these organizations. “Bioethicists are
busy determining formulas, recommending better informed consent for clients of MCOs,
or finding ways to protect the physician-client relationship, but they are not asking if
an MCO can ethically justify executive salaries over one million dollar (before stock
options) while denying a member proper instruction on breastfeeding after childbirth”
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(DeVries, Conrad 1998: 237). When Raymond DeVries and Peter Conrad write about the
The Blind Spots of Bioethics, they point out that two questions, despite their importance,
have not been considered yet: (1) “How does an issue get defined as bioethical? (2) “Who
speaks for bioethics?“ (DeVries, Conrad 1998: 235).

Adam Hedgecoe wonders whether U.S. bioethicists have been silent on the topic of
the ethics of healthcare funding and structure. He asks why inequitable access to health-

care and the lack of decent health provision for over 40 million people shouldn’t be a topic
of moral interest (Hedgecoe 2004: 126).

Technology as a Driving Force for Bioethics?

Coming back to the argument, generally found in bioethical literature, that new medical
and technological advances drive bioethics to give answers to value questions, Raymond
DeVries and Peter Conrad contradict: Although there is a simple elegance to this explana-
tion, it is empirically false. The authors reflect that questions generated by new technology
are not new. Although advances in technology have heightened ethical concerns in recent
years, the issues of euthanasia, withholding or withdrawing treatment, truth telling, in-
formed consent, as well as equitable access to health care have long been there, but “...
they were just never on an open public agenda” (DeVries, Conrad 1998: 240). Moreover,
the authors state, that technologies were not new to medicine. On the contrary, medicine
had introduced new machines and new techniques regularly over the past century and
many of them had reframed the moral questions of medicine. Partly due to its biomedical
determinism, bioethical analysis usually ignores the fact that some of the same cultural
questions that have been central to medical developments have also been central to many
non-medical issues in American society.

As Raymond DeVries and Peter Conrad remark, the presence of technology did not
necessarily call for a bioethical specialist. According to them, several existing occupa-
tions could have been asked, like lawyers, clergy people, and social workers who routinely
advise in matters of life and death and were available to give counsel on the use of new

technology in the 1960s and 1970s (DeVries, Conrad 1998: 240).

The Centrality of Individualism and the Principle of Autonomy

According to Fox, bioethics is not only a social and cultural, but also an intellectual
happening. It has emerged within the growing culture of neo-individualism in the US-
American cultural tradition and the emphasis on individual rights attached the value
complex of individualism. Fox and Swazey are convinced that the emphasis bioethics
places on individualism and contractual relations freely entered into by voluntarily con-
senting adults who would tend to minimize and obscure the interconnectedness of per-
sons and the social and moral importance of their interrelatedness (Fox, Swazey 1984:
354). Although voices like Paul Ramsey’s and Hans Jonas’s were rare even then, but still
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venerated figures it struck Fox that among bioethicists, their perspectives had little influ-
ence on the master conceptual framework of the field .. the principalism of analytic
philosophy” (Fox 1996: 6). Fox and Swazey stress that the centrality of the principle
of autonomy in Anglo-American analytic philosophy had been the regnant intellectual
framework of American bioethical thought and state:

«

. it is the individual, seen as an autonomous, self-determining entity rather than in rela-
tionship to significant others, that is the starting point and the foundation stone of American
bioethics. Herein lie some of the deepest intellectual and philosophical difficulties that we have
experienced as two of the relatively few social scientists who have been professionally associated
with bioethics since its inception” (Fox, Swazey 1984: 339).

With regard to the 1980s, Fox talks about “... incipient changes in the ethos of Ameri-
can bioethics” (Fox 1990: 210). Critical commentaries by observers of bioethics as well
as self-criticism® started to be discussed and were put forward. Fox observed that most
philosophers-bioethicists contend that the triumph of the principle of autonomy had been
essential for general moral and specifically medical reasons. After all, the key question
of the criticism was not how to get rid of autonomy, but how to keep it from becoming
such a moral focus and how to avoid that other values are ignored, “... particularly those
that pertain to social ethical questions” (Fox 1990: 211). According to Renee Fox (1990),
this concern was shown when the Hastings Center organized a symposium ‘Autonomy,
Paternalism, and Community’ to celebrate its fifteenth anniversary in 1984: Caution was
expressed with regard to an ethics based on maximizing individual autonomy while ne-
glecting the obligation to the human community. Fox remarks:

“Central to all the symposium discussions was a preoccupation with the ‘just allocation of
scarce resources’ ... and with the fact that because of its strong individualistic focus, ethics had
contributed relatively little to such large-scale, societal, health care delivery and policy issues.
The statements made on this important rites—of—passage occasion seemed to presage greater
future involvement of bioethics in what were termed ‘large, structural, moral and political deci-

sions’ ” (Fox 1990: 211).

The Exclusion and Transformation of Social Matters

Fox resumes that the priority bioethics has accorded to individualism had not only di-
verted its gaze from particular kinds of social issues, in particular those that affect persons
in society who are poor, discriminated against, and marginalized, but it had also drawn
lines between what are defined as social and as ethical matters (Fox 1996: 7). Her most
memorable example of the tendency of bioethics to separate the ethical and the social oc-

6 For example, Daniel Callahan criticized too much emphasis on the language of rights of American
individualism and of American courts (1980: 1230). In another article he points out that the principle
of autonomy has been given an exaggerated importance whereas other values have not been sufficiently

looked at (Callahan 1984: 42).
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curred during her service on the President’s Commission for the Study of Ethical Problems in
Medicine and Biomedical and Behavioural Research from 1979- to 1982. She recounts:

«

. a number of commissioners argued that although inequitable access to health care in the
United States was a serious problem, and we had been mandated by Congress to ‘study the ethi-
cal and legal implications of differences in the availability of health services as determined by
income or residence of the person receiving the service’, it was not a topic appropriate for our
deliberations because it was a social issue, with policy and political implications, rather than
an cthical one. After a period of intense negotiation, the Commission agreed to undertake the
study, and to include race and ethical origins as additional factors to be examined in evaluating
differences in the availability of health care. The result was the volume entitled Securing Access
to Health Care, published in March 1983, with whose conclusions not all the members of the
commission agreed” (Fox 1996: 7).

Fox also observed that medical educators are presently inclined to affix the label “bioeth-
ics” to a good deal of what they try to teach medical students about the psychological,
social, and cultural, as well as the moral aspects of health, illness, and medicine. And, she
adds, that nowadays, a sociologist of medicine like herself is more likely to be introduced
to whatever audience she addresses as an “ethicist” or “bioethicist”, than a social scientist
(Fox 1996: 6).

Bioethics has played a major role in framing its operational conception of what a
“moral problem” is, in which religious, cultural, and social variables are not only sharply
distinguished from moral, respectively ethical ones, but their relevance is minimized. As
also Barbara Katz-Rothman observed, the overall orientation of theologians in bioeth-
ics is secular as well as un-sociological. When questions of a religious nature do arise in
bioethics, there is a marked tendency either to screen them out or to reduce them in a way
that they can be fitted into the field’s circumscribed definition of ethics and what counts
as ethical (Fox 1990: 208, Katz-Rothman 2001: 36-39).

1.3 Professional Participants and the Language of Bioethics

The term bioethics, like the field itself, was initially intended to represent a broad-based
interdisciplinary field in which not only one discipline or discourse was to be dominant.
The main intellectual actors and professional participants in American bioethics have
been philosophers, theologians (pre-dominantly Catholic and Protestant), jurists, physi-
cians, and biologists. This group was also followed by economists that became more rel-
evant during the 1980s debate on the allocation of so-called “scarce resources” and when
cost containment problems entered the field of bioethics. Moreover, public officials who
have played a decisive role in the involvement of local and national government in bioethi-
cal matters have also influenced the outlook and emphasis of the field (Fox 1990: 205).
Relatively few social scientists and nursing scientists have been actively involved or no-
tably influential in bioethical debates, research, writing as well as action. And, although
bioethicists have considered some political aspects of their field, such as macro-allocative
problems like fair distribution of medical services, “the political nature of bioethics .. is
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broader and deeper and cannot be reduced to such distributive issues... it shares in the
power of the professional complex of medicine” as Albert Dzur remarks (2002: 178).
According to Dzur, this context of institutional power raises issues of respresentation,
consensus, coercion, publicity, and privacy (Dzur 2002: 178). Those issues that are rarely
discussed in bioethical debates, have mainly been taken up by medical sociologists and
anthropologists “to turn to democratic theory, especially deliberative democratic theory,
to reconstruct their institutional practice” (Dzur 2002: 178). Fox and Swazey explain:

“The limited participation of anthropologists, sociologists, and political scientists in bioethics
is a complex phenomenon, caused as much by the prevailing intellectual orientations and the
weltanschauung of present-day American social science as by the framework of bioethics ... the
status and role of jurists in bioethics are integrally connected with the singular importance that
Americans attach to the principle as well as to the fact of being ‘a society under law, rather than
under men”” (Fox, Swazey 1984: 350).

The authors think that the rationalism of American law, its emphasis on individual rights,
and the ways in which it has been shaped by Western traditions of natural law, positiv-
ism, and utilitarianism, overlap with and reinforce the philosophical thought in bioethics.
Fox points out that the cognitive and value traits of bioethics are a product of a number
of converging factors. All in all, it is analytic philosophy “... with its emphasis on theory,
methodology, and technique, and its utilitarian, neo-Kantian, and ‘contractarian’ out-
looks — in which the majority of the philosophers most active in bioethics were trained”
(Fox 1990: 208). Philosophical positivism is shaped by the scientific principles and rules,
of course, well-known by physicians and biologists who have been educated and social-
ized to apply this style of scientific thinking to their professional work. Enabling the
courts and also for the legislatures to make concrete decisions about the growing number
of bioethical cases, the problems are treated in a rather technical manner by the applica-
tion of legal principles. This means, for example, contextual concerns with regard to the
‘definition of death’ are transformed into statutory, medico-legal criteria for pronouncing
death, either on the basis of irreversible cessation of circulatory and respiratory functions.
The courts turn to the biological concept of “fetal life after viability”, and to the legal
concept of ‘right of personal privacy’ (Fox 1990: 209).

Among professional participants of bioethics, a high value is placed on logical reason-
ing — preferably placed on a general moral theory and concepts derived from it. Rigor,
precision, clarity, consistency as well as objectivity are regarded as earmarks of the intel-
lectually and ethically favourable kind of moral thought. This way of thought tends to-
ward dichotomous distinctions and bipolar choices as Fox and Swazey point out:

“Self versus others, body versus mind, individual versus group, public versus private, objective
versus subjective, rational versus nonrational, lie versus truth, benefit versus harm, rights versus
responsibilities, independence versus dependence, autonomy versus paternalism, liberty versus
justice are among the primary ones” (1984: 355).
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In addition to an analytical argumentation and a technical procedure in the ‘grasping’
process of ethical-problem definition and going into a decision-making case, applied
pragmatism is also influential. Applied pragmatism contributes to the way how bioethical
problems are conceptualized and analyzed. The actors, like physicians, nurses, hospital
administrators, patients, families, lawyers, politicians, and their associates are expected
to decide what to do and what not to do in real-life (life-or/and death) settings, and
then not write or talk, but act on the ground of their determination and consensus (Fox
1990: 209).

Since bioethicists are drawn from diverse professional groups, the proper task of
bioethics is not clear at all. Areas of study have their own vocabulary, and consequently,
bioethics gets a conglomerated linguistic shape. The language of bioethics tends to be spe-
cifically eclectic, because it has developed in an interdisciplinary setting and has gathered
up the language from medicine, philosophy, theology, law, as well as ordinary life. Judith
Andre remarks about the language of Bioethics: “We might think about this third lan-
guage as a kind of pidgin, an analogy that can be developed in interesting ways. But little
attention has been paid to this multilingualism, and as result we fall into some significant
traps” (2002: 5). Barbara Katz-Rothman takes up John Evans’s idea of “moral Esperanto”
in the bioethical discussions.

“Esperanto was conceived as a shared language that a multitude of ethnic and linguistic groups
would develop and use in the market. Like bioethics, it would be its own world with its own
language, a neutral place where competing moral and ethical considerations could play out.
But Evans shows that Esperanto is a language learned form the colonizers, and that in framing
the problems, in expressing them in a particular language, certain solutions come to be seen as
inevitable” (Katz-Rothman 2001: 36).

Because the issues of life and death convey strongly held values, the language bears a
heavy emotional burden. The codification of moral values can have social effects since it
frames debates in its own terms. As soon as an ethical vocabulary is adopted the following
arguments have to fit into its terminology while the assumptions of the debate are con-
trolled. Daniel Chambliss observed that the use of bioethical language has made moral
debates more abstract by

“.. continually referring to general principles.., rights-driven, individualistic, and centered on
discrete cases. Left aside, often, are discussions of the general routines or structures of medical
services. Such language is legalistic in tone and sometimes indistinguishable from legal advice.
An ‘ethics consultation’ in American hospitals often includes the hospital lawyer, and decisions
on what is right are regularly tempered by what the courts officially sanction as legal. Where the
language of ethics frames debate, certain issues find no place in the conversation. At the same
time, this language can be a weapon for those who know it... this language was not created
with nursing in mind, and the discipline of bioethics, recently expanded from medical ethics,
has the most part bypassed nursing” (Chambliss 1996: 4).

The struggle to find a proper, mutually agreeable way of organizing themselves in order to
gain legitimacy and strength has been more challenging for bioethicists than their effort
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to find a proper intellectual framework. It had taken bioethicists a decade-long effort to
develop standards for the profession, to establish a unified professional association that
can speak for their subject matters, and to create a body of knowledge unique to the field
(DéVries, Conrad 1998: 242).

What can be said at this point to resume how bioethics got its shape? There have been
different opinions about the origins of the field as there have been different understand-
ings of the role of bioethics. At a closer inspection it is not clear what kind of original
question has started out the debate on bioethics. How does an ordinary problem or con-
flict become a bioethical problem? Since bioethics has been an interdisciplinary enterprise
from its beginning, the different roles are defined from diverse professional perspectives.
In order to see one’s interests represented in the bioethical discourse, however, a certain
language needs to be learnt. The ones who have shaped the language the most have gained
the power of defining what counts as being an bioethical issue. They can be the winners
in the play since they play the key role in setting the agenda around issues that deserve
concern and public attention, and thus serve as a driving force to make the necessity for
financial support convincible and political intervention unavoidable. The questions of
justice and autonomy rather than responsibility and care, especially for the most vulner-
able and dependent people have been put forward. Social circumstances and religious
questions are mostly rendered invisible.

2 The Move of Bioethics into the Practical Arena:
“Strangers at the Bedside”

Bioethicists are called upon to serve as expert consultants in numerous medical, legal,
political, educational, and industrial arenas as well as the hospital arena. In addition to an
analytical rationalistic style, and a technical procedure in the grasping process of ethical
problem definition and going into a decision-making case, as pointed out before, applied
pragmatism is also influential. Because professional practitioners and policy makers feel
swamped, they call upon so-called ‘bioethics experts’, intellectuals and academics who
help to resolve concrete problems in reasonably clear way (Fox 1990: 209).

“This advisory role to decision makers has reinforced the cognitive predisposition of bioethics
to distill the complexity and uncertainty, the dilemmas and the tragedy out of the situations
they analyze. The fact that bioethicists are being asked to help professional practitioners and
policymakers arrive at reasonably specific and clear ways of resolving the concrete medical-
moral problems they face has given a new, expedient justification for the forms of intellectual
and moral reductionism in which it engages” (Fox, Swazey 1984: 358).

The move from bioethics as an academic discipline into the hospital setting is described
as a move from the “periphery to the center” (Chambers 2000: 22). Most scholars use
the metaphor of inside — outside to describe the shift in bioethicists’ work (Chambers
2000: 23). David Rothman for instance, identifies bioethicists as “strangers at the bed-
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side” (Rothman 2003). He describes the movement as a history of how law and bioethics
transformed clinical medical decision-making.”

DeVries and Conrad think that bioethics has been successful in altering the behaviour
of physicians, medical researchers, administrators, and policy-makers, and that bioethi-
cists would worry publicly about whether they are “watchdogs” or “lapdogs” (DeVries,
Conrad 1998: 245). They doubt a forceful and troublesome presence of bioethics in medi-
cine as well as a rather idealized view which claims that bioethicists represent the patient,
protecting his or her autonomy against the power of the medical system. The authors see
at least two organizational obstacles to a more powerful bioethics. First, greater authority
might bring with it a moral ‘deskilling’ of physicians and other professionals in the deci-
sions about care and responsibility for moral decisions could be transferred to bioethicists.
The fear of moral deskilling has lead the Mayo Clinic to refuse bringing medical ethicists
on staff. They regard every interaction between patient and caregiver as an ethical ex-
change. Therefore they insist all caregivers must be ethically skilled (DeVries, Conrad
1998: 246).2 The second barrier that reduces the power of bioethicists is: “Ethicists reflect
and physicians act. When the world of contemplation and ambiguity meets the world of
action, the outcome is fixed. Ethicists lose. They are relegated to the sidelines” (DeVries,
Conrad 1998: 2406).

According to DeVries and Conrad, the presence of bioethicists in medical institutions
might lead to an affinity between bioethicists and other professionals there (DeVries,
Conrad 1998: 246). They remark: “The role of a bioethicist is in fact much like that of
a public defender in the American legal system. The formal role of each is to represent
the interests of a client in a large and confusing bureaucracy, many of whom are working
against the interest of their clients” (DeVries, Conrad 1998: 246). DeVries and Conrad
conclude: “Given this organizational situation, bioethicists will be inclined to represent
the interests of medical professionals and medical institutions over those who are merely
passing through — patients and families* (DeVries, Conrad 1998: 246).

As has already been pointed out before (see 1.3), the shape of bioethics and its defini-
tion of problems often implies an exclusion of political, social and communal matters of
concern. Fox gives an apparent example, drawn from the context of the Neonatal Inten-
sive Care Unit (NICU). She explains that bioethical attention was put on the

“ ... justifiability of non-treatment decisions, but relatively little attention has been paid to the
fact that a disproportionately high number of extremely premature infants of very low birth
weight, with severe congenital abnormalities, cared for in NICUs are babies born to poor, dis-
advantaged mothers, many of whom are single teenagers, and also nonwhite” (Fox 1990: 208).

7 1 share Silja Samerski's (2002) remark that David Rothmann's historical work is the most critical in-
depth study on the transformation process from experts to patients who decide, in the second half of
the 20" century.

8 Instead of a staff of medical ethicists, they have created a medical humanities department that is re-
sponsible to organize dramatic readings, plays, and film representations intended to make the Mayo
staff ethically sensitive.
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And Fox states: “... these kinds of social problems are ‘de-listed’ as ethical problems in a
manner that removes them from the sphere of moral scrutiny and concern” (Fox 1990:
208).

Chambliss, Fox, DeVries and Conrad observed that bioethicists ignore certain ob-
vious questions about the structure of health care and the lack of sensitivity prevents
American bioethicists from seeing the way they protect the status quo. In this context,
Chambliss refers to Hospital Ethics Committees:

“Talk of ‘ethical dilemmas’ diverts attention from the structural condition that have produced
the problem in the first place. This is naturally in the interest of the status quo and is relatively
unthreatening to powerful interests within the hospital. This is why so many hospitals can read-
ily accept an ‘ethics committee’ and its debates about ethical issues. Initially, some powerful
hospital staff may feel threatened, but the threat is contained by framing issues as ‘difficult di-
lemmas’ rather than seeing them as symptoms of the structural flaws of the health care system”

(Chambliss 1996: 92-93).

For Chambliss it is clear that bioethicists as well as ethics committees serve the interest of
medical organizations (Chambliss 1996: 93).

Raymond DeVries and Peter Conrad share the critique given by Paul Wolpe that the
individualistic stance of American bioethics leaves unchallenged the existing system of
medicine (Wolpe 1998). The creation of an ethics for managed care could be regarded as
one illustration of the structural blind spot. “The work of ethicists centers on discover-
ing ways to determine what sorts of treatments the ‘risk pool’ can bear: When 300,000
people pool their resources for medical care, can they afford to pay for certain very ex-
pensive but experimental treatments?” (DeVries, Conrad 1998: 237). The authors ask,
where the bioethical spotlight might be trained. With regard to hospitals, they identified
a strong bioethical presence when entering: “The ethical stakes are higher there; it is a
place where decisions with immediate and profound ethical consequences are made rou-
tinely” (DeVries, Conrad 1998: 235). But even here, in the practical arena of the hospital,
DeVries and Conrad realized that not all spheres of potential ethical conflicts attract
attention: For them, the ignorance of the inherent ethical questions in nursing practice
exemplify the observance of inattention. The feminist journalist, Suzanne Gordon, who
has been writing eloquently of the important role nurses play in health care, believes that
in the midst of their routine care, nurses make “... profound ethical decisions” (Gordon
1997: 84). To illustrate her statement, she tells the story of a nurse who resisted the order
of physicians to remove the catheter of a woman dying of cancer. The physicians were
concerned about the danger of a urinary tract infection and removing the catheter would
make the treatment of the infection easier. From the nurse’s point of view, this handling
was of no point and cruel, because it would cause severe pain and whether it would prolong
the patient’s life for some days nobody could tell (Gordon 1997: 84). DeVries and Conrad
state: “.. bioethicists do not see the important role played by nurses in ethical decision
making. Somehow the ethical resonant work done by nurses is not labelled ‘bioethical’.
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Nursing ethics is a minor planet in the galaxy of bioethics, offering its practitioners little
respect and prestige” (DeVries, Conrad 1998: 235).

Bioethical ways of framing a moral dilemma often put the bioethicist on the side of
medicine. This tendency is illustrated by Judith Andre’s story of a laboring woman who
locked herself in a hospital bathroom in an effort to realize her desire for a non-medi-
cated birth. After arranging for a drug-free birth with her obstetrician, she was shocked
to be confronted with a nurse insisting on starting an intravenous line. Andre points out
that the typical bioethical response to this dilemma is to define the problem as a “ma-
ternal-fetal conflict”. The actions of the mother are seen as a threat to her child (and its
‘autonomy’), not as an act of resistance to the medical system (Andre 2002).

In sum, the social science critique claims that the way bioethics has been shaped by
Western philosophical rationalistic thought, social and cultural factors have been relegat-
ed to the status of irrelevancies. By focusing on individuals, the conceptual framework
of bioethics plays down their interrelationships, rationalizes and simplifies the emotional
and the social and limits the range of facts and values considered germane to ethics.
Bioethics is oriented to problem solving and decision making, and not engaged in under-
standing processes that might have created the problem. Questions that show an interest
in the historical and cultural context of problems as well as political and social forces are
hardly raised. Nevertheless, bioethicists™ activities surround public spheres as well as pri-
vate domains in which believes, values and norms are basic to society’s cultural tradition,
embedded in history.

9 Daniel Chambliss’s literature review on the basic texts of bioethics has found out that nursing is men-
tioned very seldom. He draws the conclusion, that medical ethics is primarily focused on physicians
and that nursing “... which will actually carry out many of the decisions (made by physicians), has no

place in the discussion” (1996: 4-5).
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III Traces and Beginnings of
Institutionalized Consultation by Committees:
Local and Governmental

In analogy to the statement by Renee Fox that “Bioethics has never been just Bioethics”,
I will argue here that Institutional Ethics Committees — whether with regard to consulta-
tion, or with regard to research ethics — have never been just Institutional Ethics Com-
mittees. There is no doubt that contemporary Hospital Ethics Committees evolved in the
United States, but:

“Origins are difficult to trace with precision. How beginnings are located, what counts as an in-
stitutional antecedent to IECs, and what forerunners are ignored to us more about the intent of
the analyst than it informs us about IECs. If the analyst tells the story in such a way that IECs
are seen as an extension of earlier organizational forms, then one can expect a Whig history of

medical ethics” (Bosk, Frader 1998: 96).

The idea of (formally) authorizing small groups of professionals and experts to make ethi-
cal decisions or give recommendations concerning medical treatment is not a new one.
Where to start with the history of Clinical Ethics Committees and how to define this or-
ganized forum to discuss “ethical” issues in a hospital is not clear at all. Nevertheless, the
concept of constituting a special committee to consider medical problems as well as medi-
cal intervention that are charged being “ethical” problems is not a new phenomenon.

1 Traces of Institutionalized Consultation Committees

As early as 1913 a Committee on Eugenics organized by the American Breeder’s Asso-
ciation Committees delivered criteria for the involuntary sterilization (Reilly 1991). As
Jana Grekul, Harvey Krahn and Dave Odynak (2004) found out, for the sterilization of
the “Feeble-minded” in Alberta, Canada from 1929 to 1972 an “Eugenics Board” was
involved. Studying the Norwegian eugenics movement in the 1920s and 1930s (Broberg,
Roll-Hansen 2005), the tendency to build up a forum of shared decision making can also
be traced back. In Germany during World War II the Nazi medical committees decided
on the subjects of sterilization and euthanasia.

1.1 Sterilization Committees as Eugenics Committees

Segregation as well as sterilization laws and programs were implemented in several states
of the USA by the late 1800s. As Philip Reilly (1991) found out, over the next half decade,

close to thirty states performed sterilization operations under their eugenic laws.
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The history of involuntary sterilization can provide an illustration of the relationship
between social processes and medical intervention. In the late nineteenth century a series
of currents converged to give rise to the belief that the very character of American society
was threatened by the increasing numbers of

“.. degenerate persons whose biological traits predisposed them to lives of crime, idleness, pov-
erty, dependency, alcoholism, insanity, idiocy, and disease generally. A faich that culture was
shaped by biology rather than environment coloured the responses of many Americans who
believed that the increase in degeneracy from both indigenous and foreign sources menaced the
stability, tranquillity, and well-being of their nation. By the turn of the century, the pervasive
tide of fear had already begun to shape public policies. The segregation of allegedly degenerate
persons in institutions was common practice” (Grob 1991: ix).

Based on archival materials, the medical doctor and lawyer, Philip Reilly documented in
his book the Surgical Solution the practice of involuntary sterilization programs that ex-
isted in the majority of the states. He found out that the courts approved them, and that
they continued to function long after the eugenics had been discredited. This medical
intervention by surgical techniques represented an effort to “uplift society by preventing
the propagation of persons whose socially undesirable behaviour supposedly resulted from
a deficient biological inheritance” (Grob 1991: x).

In 1906, the American Breeder’s Association (ABA) had spawned forty-three com-
mittees, including one on eugenics that issued a report advocating surgical sterilization
of persons identified as potential parents of defective children (Reilly 1991: 58). Due to
the ABA’s growing interest in the problem of racial degeneration, it established a special
committee to “Study and to Report on the Best Practical Means of Cutting off the Defec-
tive Germ Plasm in the American Population. The five-man committee was chaired by
Bleeker Van Wagenen, the prominent New York attorney. Harry Laughlin, the only other
nonphysician, was named as its secretary” (Reilly 1991: 59).

At the 1913 meeting of ABA, the committee report was delivered and enumerated
“ ... classes (that) must generally be considered as socially unfit and their supply should
if possible be eliminated from the human stock if we would maintain or raise the level of
quality essential to the progress of the nation and our race” (Reilly 1991: 59)." Of the pos-
sible solutions, ranging from segregation to euthanasia, to the problem of “defective germ
plasm” that the committee considered, it favored sterilization as the “least objectionable
and most cost-effective method” (Reilly 1991: 60). Philip Reilly analyzed four decades of
survey data and summary statistics on involuntary sterilization. In sum, his conclusions
are that more than sixty thousand persons were sterilized under state laws between 1907
—1963. The sterilization programs were most active during the 1930s, but in several states
major sterilization programs were active in the 1940s and 1950s. From 1930 until the
early 1960s sterilizations were performed on many more institutionalized women than

10 Among these classes were people declared to be feeble minded, epileptics, constitutionally weak as
well as persons born with marked criminal tendencies (Reilly 1991: 59).
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men (Reilly 1991: 94). And: “Revulsion over Germany’s racist politics did little to curtail
American programs before or after World War II. Indeed, American advocates pointed to
Germany to illustrate how an enlightened sterilization program might quickly reach its
goals” (Reilly 1991: 95). During the 1940s there was a remarkable decline in the number
of institutionalized persons that were sterilized each year in the United States. According
to Reilly this was mainly caused by the shortage of civilian physicians during World War
II. Despite an increase of eugenic sterilizations after the war, in most states they did not
outnumber the pre-war levels.

Jana Grekul, Harvey Krahn and Dave Odynak (2004) studied the sterilization of
the “’Feeble-minded™: Eugenics in Alberta, Canada” from 1929 to 1972. With regard
to a collective decision-making process by an institutional organizational form, they found
out the following: When the Sexual Sterilization Act was passed in 1928 it allowed under
certain conditions for the sterilization of inmates of mental health institutions. “A four-
person Eugenics Board was created to determine if sterilization was appropriate for each
case considered. Board members had to unanimously agree before sterilization was au-
thorized. In addition, the patient had to give her / his consent, unless they were mentally
incapable. If so, the consent of a next of kin had to be obtained” (Grekul, Krahn, Ody-
nak 2004: 363). The Eugenics Board began its work in 1929 and several years later their
“success” was documented: “After reporting how many operations had been performed in
only four years” there were authors who applauded the efficient manner in which the Sex-
ual Sterilization Act was implemented and the Eugenics Board continued its operations
until 1972 while the Alberta’s Sexual Sterilization Act remained in force (Grekul, Krahn,
Odynak 2004: 363 364). Sterilization was seen as the “only rational procedure” for deal-
ing with mental defectives (Grekul, Krahn, Odynak 2004: 363). The Sexual Sterilization
Act required that the Eugenics Board have four members, including the chairperson. Two
members were supposed to be physicians. First a philosopher served as chair and later a
physician. “Over 43 years, only 19 other individuals served as Board members. Most were
professionals (medical doctors, psychiatrists, social workers)” (Grekul, Krahn, Odynak
2004: 363). Patients were “presented” to the Board by a representative of the institution
in which they were cared for. Usually this representative was a medical doctor respectively
a psychiatrist. The board members would interview the presented patients by relying on
the presentation summary sheets prepared in advance. In case, patients were unable to at-
tend the meeting, the Board could visit them on the ward (at the bedside) to observe and
ask questions. “Final decisions about sterilization were usually made at the same meeting,
although sometimes decisions were deferred until additional information was available.
On average the Board discussed 13 cases per meeting. This translates into, at best, about
13 minutes of Board discussion for each sterilization recommendation” (Grekul, Krahn,
Odynak 2004: 363).

In 1972 the conservative government was to repeal the Act and dismantle the Eugen-
ics Board. When a women who had been sterilized as a teenager successfully sued the
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Alberta government and won a settlement, only little more was heard about the activities
of the Board (Grekul, Krahn, Odynak 2004: 364).

Looking at Norwegian eugenics movement in the 1920s and 1930s, the tendency
to build up a forum of shared decision making can also be traced back: The Norwegian
Consultative Eugenics Committee sent a proposal to the Ministry of Justice in 1931.
Principles were described that the committee thought should form the basis of a law and
not a concrete proposal for a law text (Broberg, Roll-Hansen 2005: 170). Although the
committee was “little more that a paper organisation with a letterhead, .. its public influ-
ence should not be underestimated. Its effect as a pressure group consisting of prominent
citizens may have been considerable, and it did at least give ... (the committees’) activi-
ties some legitimacy” (Broberg, Roll-Hansen 2005: 170-171). The Consultative Eugenics
Committee also formulated a draft for a sterilization law. In a statement written in 1933
for the medical faculty of the university at the request of the Ministry of Justice, Ragnar
Vogt compared the proposal with that of his own commission and the newly introduced
German law, Gesetz zur Verhiitung erbkranken Nachwuchses. He emphasized that the pro-
posal, like German law, was based on a principle of compulsory sterilization in contrary

to the voluntary sterilization that his commission had proposed (Broberg, Roll-Hansen
2005: 172-173).

1.2 Catholic Medico-Moral Committees as Moral Protection Committees

The development of Clinical Ethics Committees in confessional organizations started in
the 1920s when Catholic hospitals established bodies that were called Catholic Medico-
Moral Committees (Levine 1984: 9). In 1949 the Catholic Hospital Organization (CHO)
published the “Ethical and Religious Directives” for the first time (Jonsen 1998: 362-
365). The text tried to convince Catholic hospitals to establish Multidisciplinary Ethics
Committees. The main intention was to keep the norms of Catholic doctrine with regard
to questions on e.g. contraception, abortion, and euthanasia under control (Steinkamp,
Gordijn 2003: 96).

This showed that an organization reacted notably sensitive and explicitly to questions
of its identity (given by alternative way of actions). Their interest was not to develop new
patterns of argumentation with reference to new questions, but to protect a certain moral
understanding. Is such a “moral bonding”still possible in today’s committees?

Norbert Steinkamp and Bert Gordijn think that this could only happen to a very
limited sense since today’s expectations are different and do imply practical recommenda-
tions with regard to the organizational level. Moreover a greater autonomy of the com-
mittee that allows plurality of moral convictions would be expected (Steinkamp, Gordijn
2003: 95). Steinkamp and Gordijn found out that according to Jonsen (1998) the later
versions of the Ethical and Religious Directives as well as the regulations of denominational
committees have considered this (Steinkamp, Gordijn 2003: 95).

31



Steinkamp and Gordijn remark that the official clerical morale is regarded as an es-
tablished and unquestioned body of concrete norms. Therefore their procedure of dealing
with ethical questions in institutions is mainly deductive. Moral problems are analyzed in
such a way that the “suitable piece” of the standing norms can be applied to the concrete
situations in practice (Steinkamp, Gordijn 2003: 95).

According to a summary about empirical studies on Catholic Hospital Ethics Com-
mittees by Joan Kalchbrenner, Margaret Kelly and John Kelly (1983), these Catholic
committees appear to have representatives and chairmen from a greater number of disci-
plines than do other ethics committees in US- hospitals overall. With regard to commit-
tee function, Catholic committees are found to be generally proactive and educational,
rather than reactive, or problem-oriented (Kalchbrenner; Kelly, M.; Kelly, J. 1983: 49).
Moreover: “Although ethics committees’ major concern has been medical-moral issues,
institutions are also focusing on social justice issues ...” (Kalchbrenner, Kelly, M.; Kelly,

J. 1983: 50)

1.3 Abortion Review Committees as Control Committees

In 1945 the Abortion Review Committees were founded by Alan Guttmacher (Moreno
1995: 97). Defenders of the committees argued that they would act in the patient’s best
interests, provide physicians with a medico-legal safeguard, and serve as a repository of
data about interrupted pregnancies. Opponents of Abortion Review Committees argued
that they “...were a smokescreen for physicians who wished to protect themselves from
public criticism” (Moreno 1995: 95). Others charged that any particular committee could
be constituted so that abortions were virtually banned or virtually unrestricted.

By the mid-1950s, according to Rickie Solinger, in many non-Catholic hospitals,
physicians assembled themselves collectively into abortion boards or committees. “As a
group”, Solinger explains “obstetricians, cardiologists, psychiatrists, and others consid-
ered abortion recommendations and requests and issued definitive decisions on each case”

(Solinger 1993: 248).

“These committees protected physicians, individually and as a profession, in a number of ways.
Of paramount importance to many was the legal protection the boards provided. Four medical
doctors, characterizing the therapeutic abortionist as a ‘fetal executioner,” stressed that group
review of all cases was crucial because the ‘legal burden’ otherwise rested on the individual

obstetrician” (Solinger, Rickie 1993: 249).

In 1973 the United States Court affirmed in a revolutionary decision (called Roe v. Wade
decision) the constitutional right to abortion. The thrust of Roe v. Wade was to maximize
privacy and parental autonomy in that a woman who wanted a fetus aborted had the
right to do so. “In this way, Roe v. Wade expanded the domain of private decision mak-
ing against both professional and state authority, and thus was most consistent, in the
context of newborns and termination of treatment...” (Rothman 2003: 204). According
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to Brendan Minogue (1996), only few judical decisions have caused more conflict and
controversy in the United States (Minogue 1996: 198). “Did one begin by discounting
the life of the fetus and then move, inexorably, to discounting the life of the newborn,
and, eventually the elderly?” (Rothman 2003: 205). Betty Sarvis and Hyman Rodman
wrote on behalf of the committees that they would clearly serve a purpose for hospitals in
a situation where little consensus can be achieved and where the law leaves the decision in

medical hands (Sarvis, Rodman 1974).

“In fact, however, considerable consensus seems to have been achieved within the committees
themselves — even if not in society — or at least not deep differences in points of view among the
members were reported. This could be attributed either to professional etiquette in not publi-
cizing such differences, or to a deliberate selection of members among the committees in the
proportion of rejected requests for abortions, ranging from 25 percent at one California hospital
to 60 percent at another” (Moreno 1995: 96).

According to George Annas and Michael Grodin (1993), abortion committees were the
first committees that might be termed ethics committees because they had been set up by
statutes to review abortion decisions. This was the time when most states had statutes that
forbade abortions. An exception was made if a hospital abortion committee had found
the pregnant woman’s life to be in danger. Committees were the most popular method for
determining who would be able to have a therapeutic abortion (Levine 1984: 9).

It is explicit in the literature and documents that abortion committees had only doc-
tors as members and made medical judgements about whether or not a patient’s medical
condition fit the state definition under which abortion could be performed legally. With
regard to nurses’ non-participation in abortion committees, it is important to note that
the issue of conscientious objection has arisen in connection with abortion. Although
abortions were legal there were nurses who objected to them on grounds of conscience
(Jameton 1984: 286). Therefore, the International Labor Conference recommended that
nursing personnel should be able to claim exemption from performing specific duties,
without being penalized, where performances would conflict with their religious, moral,
or ethical convictions (Jameton 1984: 286-287). Placing conscientious objection histori-
cally in the context of abortion leaves the question, why sterilization had not been an issue
of conscientious objection for nurses.

1.4 Kidney Dialysis Committees as Selection Committees

In 1960, when Belding Scribner, a medical doctor at the University of Washington, Seat-
tle, invented a medical device called a shunt, it revolutionized the treatment of chronic
kidney disease, that is also known as end-stage renal failure. The newly developed plastic
shunt could be more or less permanently implanted in the patient’s vein. Since the tubes
of the dialysis unit could enter the patient’s veins over and over again through the shunt,
dialysis could be performed repeatedly as long as the patient would need it. And the pa-
tient would need it as long as he lived.
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The era of long-term dialysis began: the device made it possible to treat chronic renal
disease by long-term haemodialysis. In other words, the shunt apparatus cured no disease,
but made long-treatment possible on an artificial kidney machine. “It is the prototypical
success story of modern medicine: Where there had been certain death, now there was
continued life, although of reduced quality” (Winslade, Ross 1986: 23). Anyone could
have benefited from this technological progress. Kidney failure is, for example, not a
disease of the elderly. It is the product of many diseases, mostly a result of hypertension.
The problem: There were by far more patients than the equipment could handle. Further-
more, the treatment was extremely expensive — more than most patients could pay (Ross
1986: 24). Katz and Proctor resume: Although between 1960 and 1972 both dialysis and
renal transplantation had become applicable, more long-term and effective, extraordinary
forms of therapy for end-stage chronic kidney disease, there were not enough machines,
trained personnel, medical centers to treat all, or even most of the patients in this condi-
tion (Katz, Proctor 1969). “The new hopes generated by Scibners’s shunt were muted, ..
when hospitals were faced with the problem of deciding which patients were to receive
dialysis — and live — and which ones were to be rejected — and die” (Winslade, Ross 1986:
24). To deal with the increasing “allocation” problems, a special committee on chronic
kidney disease, later called “Kidney Dialysis Selection Committee” was appointed by the
federal government (Fox 1989: 131).

“These scarcity / selection /allocation problems, along with the choices that could now be made
between in-center and home dialysis, live-related and cadaveric renal transplants, and various
combinations of them, also contributed to the quality of life and quality of death questions with
which the medical profession, patients with kidney disease, their families, the public, and the
polity became progressively concerned” (Fox 1989: 133).

Renee Fox and Judith Swazey (1974) underline that it is worth noting that such com-
mittees faced enormous pressures trying to reach consensus, never articulated standards
for decision-making, and eventually disbanded, an outcome perhaps helped along by
considerable adverse publicity. An important feature of these groups was the sharp focus
on case-by-case decisions. The committees after all functioned as clinical consultants.
Neither the social rules that structured the consultation nor the philosophical and social
values assumptions that shaped the decisions were explicit.

In Seattle, the Swedish hospital in which Scribner was working, a forum that was
called “Treatment Committee® was formed. The committee reviewed cases of patients
who were medically qualified for dialysis and to selected the ones with the best prognosis.
“Biomedical criteria were used, but given the ‘state of the art’ and medical ‘problems of
uncertainty, only the roughest kind of consensus existed about indications and contra-
dictions in this regard” (Fox 1989: 133). Some patients were rejected because they did not
meet the criteria given by physicians: They were either too young (because dialysis would
severely retard their growth and development), too old (to benefit), or they had other
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major diseases (like severe diabetes, cardiovascular disease, and carcinoma) that made
success with dialysis less likely (Ross 1986: 6).

In 1967, the survey by Katz and Proctor reported that only half of the dialysis centers
in the United States had explicit medical criteria for selecting or rejecting a patient (Katz,
Proctor 1969). Renee Fox remarks: “The problem of deciding which treatment a kidney
patient should receive preoccupied the medical profession as much as the questions of
who should be treated, who not, and who should make that decision” (Fox 1989: 134).
Jonathan Moreno’s research on these committees revealed that they found the middle-
aged male bank officer with a wife and three children to be a superior candidate, in com-
parison to the older person who is unemployed, a former alcoholic and has no dependents
(Moreno 1995: 96). The so called “psychological and social suitability criteria” tended
to blur over into social background, social status and “social worth” considerations (Fox
1989: 133).

Winslade and Ross report about the "Treatment Committee of St. Anne’s Commu-
nity Hospital” without giving the location.

“The committee included six members, two doctors (one a psychiatrist), one hospital adminis-
trator, one nurse, and a clergyman and a lawyer from the community. Except for the committee
themselves, only the hospital director knew who was on the committee. The decision to form
the committee had been handled quietly and there had been no reason to identify the prospec-
tive members publicly. Then, after the first meeting, they had requested that their identities be
kept secret because they feared that prospective patients would seek them out to argue for their
lives. It had seemed a sensible request to the director for other reasons as well: if the hospital
were going to ask the members to decide who was to live and who to die, it did not need to
burden them additionally by making them publicly accountable for their choices” (Winslade,
Ross 1986: 27).

Moreover, the committee members decided never to see the patients nor their physicians.
First, in order not to be identified, and second, so that their decisions would not be inap-
propriately or emotionally biased (Winslade, Ross 1986: 27).

The selection processes were repeated in hospitals throughout the United States dur-
ing the years between 1962 and 1972. According to Fox, Winslade and Ross, physicians,
nurses, social workers, psychologists, psychiatrists, and, in certain centers, clergymen,
lawyers and lay people participated in the selection committees that were made up. In the
literature nothing is said about the possibly unique roles of the different professions. Even
though physicians expressed the usual reservations about lay intrusions in the doctor-pa-
tient relationship, by the time it had been widely appreciated that the decisions involved
went beyond individual professional-client relationships (Moreno 1995: 96). As the Katz
and Proctor study showed, however, the predominant role in voting on patient selection
was acted out by physicians, the primary gatekeepers (Katz, Proctor 1969).

There has not been any study on the different perspectives in the multidisciplinary
committees and their way of working and making decisions. Moreno suggests consider-
ing that the committee members were operating on two levels of consensus.
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“The first was the level of the values that they brought with them into the room, values that in
this case seemed to validate certain operating principles, albeit largely tacit and unarticulated
principles. The second was the level of values that they manifested when they made specific
decisions. When there were disagreements about these particular cases, they were forced to go
back to their largely unexpressed background theory and see if they could find a reason for the
disagreement that might also provide a shared basis for resolving it” (Moreno 1995: 97).

In 1962, Life magazine published an article by Shane Alexander “They Decide Who
Lives, Who Dies” which described, though anonymously, the operation of the selection
committee at the Swedish Hospital in Seattle is described. The story provoked widespread
comment, and disapproval was expressed about committees “playing God” (Winslade,
Ross 1986: 32-33; Dzur 2002: 181). It had proved to be obvious that individuals were
being selected for treatment (and thus for life) on the basis of criteria related to social
worth and consequently, the Seattle program was charged of ethical insensitivity. But:
“The number of people directly affected by the availability of dialysis was ... too small to
create any kind of political force, especially since they were not concentrated in any single
geographical area” (Winslade, Ross 1986: 33).

By 1972, the federal government could no longer ignore the issue. The US Public
Health Service established a research program and funded kidney dialysis demonstration
programs. Public Health was to provide an initial three-year funding; then the centers
had to find other fundings. The federal government’s slow response had made the prob-
lem an intensely personal one for those who needed treatment.

Judith Ross thinks of the possibility that some hospitals maintained or created treat-
ment committees afterwards, using them to discuss ethical considerations in clinical care,
bug, “.. if so, the committees did not leave any published records of their activities” (Ross

1986: 3).

2 From Professional Ethical Standards to
Governmental Intervention

The Military Tribunal in Nuremberg which tried the Nazi physicians formulated a code
of ethics that has shaped medical research of post-World War II. One major contribution
of the code was to make the voluntary consent of the human subject absolutely funda-
mental."! The duty and responsibility for ascertaining the quality of the consent rests
upon each individual who is in any way involved in the experiment. This personal respon-
sibility may not be delegated to somebody else. The code declares that the experiment
should be such as to yield fruitful results for the good of society and not be procurable by
other methods or means of study and not trivial or unnecessary in nature.

11 There are other codes, including a 1931 German Interior Ministry document, expressing the necessity
to respect individual human subjects (Annas, Grodin 1993).
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During the course of the experiment, the human subject on the one hand, should be
at liberty to end his participation if he reaches the physical or mental state where continu-
ation seems to the person impossible. The scientist on the other hand, must be prepared
to terminate the experiment at any stage if he realizes that a continuation is likely to result
in injury, disability, or even death for the experiment’s subject."

In 1953, the National Institutes of Health developed procedures to regulate research
conducted at its clinical center (Faden, Beauchamp 1986) and since the early 1960s sev-
eral institutions had created Institutional Review Boards (IRBs) on their own initiative
(Moreno 1995:97). Medical research in hospitals as well as other health care institutions
created more and more open questions that were identified as ethical problems. When
patients were used as subjects in these experiments, problems could include what com-
prised informed consent and what sorts of experiments ought not to be conducted even if
subjects gave informed consent. Betty Sichel explains:

“For example, if one group of patients were to be given a medication that might alleviate symp-
toms of life-threatening illness and another sample with the same illness were given a placebo,
should the experiment be permitted even if all patients give informed consent? The federal gov-
ernment was not concerned with the answer to the question, but with the method for making
the decision” (1992:115).

It was commonly believed in the 1950s and 1960s that medical experiments in the United
States were immune to abuse due to the high ethical standards of the profession (Jameton
1984: 108). However, in 1966 Henri Beecher, a Harvard medical professor, documented
a number of questionable ethical studies (1966: 1354-1360). Among the most well known
abuses that came to public attention thereafter was the cancer immunology experimenta-
tion at the Jewish Chronic Disease Hospital in New York. Physicians injected cancer cells
into hospitalized elderly patients. They were not informed about it because the physicians
thought if they were, they would not consent to the study. The physician wanted to study
the immune response and were sure that the patients would not get cancer (Langer 1966:
663-66). What also came to public attention was the hepatitis experiment on mentally
retarded children institutionalized at Willowbrook: Mentally retarded children were in-
jected with hepatitis in order to study the disease. Often because parents could get earlier
admission to the hospital, they consented (Gorovitz et al. 1976: 123-142). Moreover, there
is the Tuskegee syphilis research on African Americans in the South to mention. The
study began in the 1930s when rural black men were chosen as subjects in a longitudinal
study of syphilis. Although a cure for syphilis was later found, it was decided not to treat
the black men in order to complete the study (Reiser, Dyck, Curran 1977: 316-321). Not
to forget the “experimental pregnancy” with Mexican-American women. The Mexican

12 The promulgation of other codes of ethics, such as the World Medical Association Helsinki Declara-
tion (1964), the American Medical Association Ethical Guidelines for Clinical Investigation (1966),
the American Nurses Association Human Rights Guidelines for Nurses in Clinical and Other Re-
search (1975), have focused attention not only on the ethical dilemmas inherent in research activities
but also on the limitation of codes (Davis et al. 1997: 109).
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women were given placebo birth control pills to study the psychological side effects of
oral contraceptives. Many became pregnant because they were not told of the placebo
(Veatch 1971: 2-3).

When the scandals came to light, in 1971, the Department of Health, Education
and Welfare (HEW)" appointed the first consecutive National Commission to report on
bioethical questions in medicine and research. In July 1974, the National Research Act
passed by US- Congress under the leadership of Walter Mondale'* and Edward Kennedy
the National Commission for the Protection of Human Subjects of Biomedical and Behav-
ioral Research (hereafter the National Commission). It became temporary, rather than
permanent, and advisory to the secretary of HEW, without any enforcement powers of
its own (Rothman 2003: 189). This group, consisting of three physicians, three lawyers,
two biomedical researchers, two ethicists, one member of the public, was charged with an
investigation of medical ethics and to identify the basic ethical principles which should
underlie the conduct of biomedical and behavioural research (Davis et al. 1997: 111; Fox
1990: 204). It then had to develop guidelines for ethical conduct and experimentation
which were formulated in a policy for the protection of human subjects that should be
followed in such research to assure that it is conducted in accordance with such principles
(Davis et al. 1997: 111; Fox 1990: 204, Rothman 2003: 168). Mondale had urged the
establishment of a National Commission to serve as a forum in which not only doctors
and biomedical researchers but, lay representatives would explore these issues together
(Rothman 2003: 169). Fred Harris, Oklahoma senator who distrusted experts, shared
Mondale’s concerns. He declared that the bioethical matters should be talked in public by
people from various backgrounds with various viewpoints: Theological as well as medical,
legal as well as sociological and psychological (Rothman 2003: 169). Although the com-
mission was not permanent and was charged to investigate not all of medicine but only
human experimentation, it had a vital and continuing presence: Within the next three
years, the Commission published a series of reports on several aspects of experimentation
with “.. special categories of human subjects from whom it is problematic to obtain in-
formed consent: Human fetuses and pregnant women, children, prisoners, mentally ill or
retarded persons who are institutionalized, and individuals who are possible candidates
for psychosurgery” (Fox 1990: 204). The recommendations in the reports were the bases

13 The HEW is now the Department of Health and Human Services (DHHS).

14 In 1968, three months after Christiaan Barndard’s surgical feat, Walter Mondale, then senator from
Minnesota, introduced a bill to establish a Commission on Health Science and Society for the as-
sessment and report on the ethical, legal, social, and political implications of biomedical advances
(Rothman 2003: 168). He explained: “The scientific breakthrough of the last few months were cur-
rent highlights in a dazzling half century of truly unprecedented advance in the medical and biologi-
cal sciences. .. These advances and others yet to come raised grave and fundamental ethical and legal
questions for our society — who shall live and who shall die; how long shall life be preserved and how
shall it be altered; who shall make decisions; how shall society be prepared” (quoted after Rothman

2003: 169).
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for the regulations governing “human experimentation”, finally adopted by the Depart-
ment of Health and Human Services.

By mid-1970s, federal rules were in place requiring the systematic review of govern-
ment-sponsored research involving human subjects. The establishment of Institutional
Review Boards was mandated in order to evaluate the acceptability of medical research
with patients of health care institutions. These mandatory Institutional Committees in
hospitals, medical centers, and other such facilities around the USA have been in charge
of initial review of all research proposals and periodic review in order to ascertain that
each researcher has outlined the risks and benefits and the subjects have given their in-
formed consent to participate in the study. “Essentially, the IRB must determine that
the rights and welfare of the subjects are protected, that the risks to an individual are
outweighed by the potential benefit to him or her and society, and that informed con-
sent will be obtained by adequate and appropriate methods” (Davis et al. 1997: 110).
With this mandating, health care workers realized that there was considerable precedent
for federal government intervention (Fox 1990). In 1979, five years after its founding,
the National Commission issued an influential document, known as the Belmont Report
(Moreno 1995: 76).

The Belmont Report defined three principles: respect for persons, beneficience, and
justice. These principles aimed to provide an analytical framework which should guide
the resolution of ethical problems arising from research on human subjects. Nevertheless
the climax of rationalistic, principled medical ethics really began with the first publica-
tion of Beauchamp and Childress’s Principles of Biomedical Ethics (1983). Major territorial
claims for the basic principles were mapped out during the late 1970s and dominated the
discussion of medical ethics during the 1980s. “The problem of relying overly much on
principles in medical ethics is that agreement on principles may not lead to agreement
on conclusions, and agreement on conclusion may not imply an agreement on principles”
(Thomasma 1994: 88). When a protest developed on the essential tidiness of an ethics of
principles, it centered largely on an overreliance on the principle of autonomy. This lead
to an analysis of the strength and weaknesses of an autonomy-based medical ethics. Both
physicians, Edmund Pellegrino and David Thomasma (1988) have argued that it would
leave out the essential person, the physician.

While setting forth the requirements for Institutional Review Boards, the Depart-
ment of Health, Education and Welfare stated that diverse membership was important
and should enhance the IRBs credibility. Moreover it would ensure sensitivity to the
concerns of both investigators and human research subjects. No IRB could be entirely all
male or all female, and a variety of racial and cultural groups had to be represented. In ad-
dition, the rules demanded that there must be at least a “non-scientific” member, as well
as individuals representing several disciplines (Department of Health and Human Serv-

15 These governmental review standards, although worded in general terms, do detail the basic elements
of informed consent, thereby drawing importance to its importance (Davis et al. 1997: 110).
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ices 1981: 8375). That the spirit of these regulations has not yet been realized show the
studies by Bell, Whiton and Connelly (1998) as well as the study by Raymond DeVries
and Carl Forsberg (2002). The studies show that the Review Boards have been dominated
by (white) physicians and scientists, and only a comparable few number of nurses, other
health care practitioners, lawyers, philosophers were are included (Gray 1975: 318-328).

The American Nurses’” Association (ANA) code lists general guidelines outlining ob-
ligations of nurses’ participation in research: First, to ascertain that the study design has
been approved by an appropriate body. Second, to obtain information about the intent
and nature of the research. Third, to determine whether the research is consistent with
professional goals (ANA 1976)."° Andrew Jameton remarks that nurses have been fre-
quently aware of the moral ambiguities in research and have participated reluctantly in
procedures they felt would not help the patient (1984: 110). Even though this calls for
research, on the composition, competence and work of ethics committees, there have only
been generated a few studies (DeVries, Forsberg 2002: 252).

The sociological study by Raymond DeVries and Carl Forsberg (2002) looks at demo-
graphic and professional characteristics of members of IRBs. The results of the stratified
random sample were: The mean size of the IRBs was 13 members with a relatively even
distribution of gender across percentages, although 69% have less than half female mem-
bers. Seventy percent of the committees have at least 80% of white membership. Physi-
cians account for 34% of all members, followed by 24% behavioural scientists, as well
as 10% medical and biological scientists. Only 8% were nurses. DeVries and Forsberg
remark that despite much criticism and several calls for reform, only little has changed
since the mid-1990s. The membership of local committees still over-represents whites,
medical researchers, and those afhliated with the sponsoring institution (2002: 255). The
studies show that not all voices are adequately represented in IRB deliberation and that
“the over-representation of certain voices may empower the interests and perspectives of
researchers and research institutions relative to those of research subjects” (DeVries, Fors-
berg 2002: 256).

From the movement toward IRBs, in general, Moreno sees an appreciation at the
federal level “... that decisions concerning human beings in research are not only purely
scientific matters, but also they involve the consideration of moral values” (Moreno 1995:
97). The establishment of IRBs is distinctive in that it led to statutory requirements for an
ethics committee review of processes which would formerly have been regarded strictly
as matters of professional competence. Moreno stresses it as a significant fact that specific
standards of judgement are imposed on all such bodies in the form of the three ethical
principles (Moreno 1995: 98).

16 Andrew Jameton has summed up a number of precautions that nurses should keep in mind when they
either conduct research or cooperate in research (1984: 110).
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IV 'The Development of Contemporary Hospital
Ethics Committees from the US to Germany

In 1976, the New Jersey Supreme Court’s decision in the case of Karen Ann Quinlan is
seen as crucial for certifying the legal right of formerly competent patients to refuse treat-
ment. This decision also reintroduced the topic of Hospital Ethics Committees.

1 'The Story of Karen Quinlan

“The culmination of the decade-long process of bringing strangers to the bedside came in the
case of Karen Quinlan. Its impact on opinion and policy outweighed even that of the scandals
in human experimentation. ... After Quinlan there was no disputing the fact that medical deci-
sion making was in the public domain and that a profession that had once ruled was now being
ruled” (Rothman 2003: 222).

In April 1975 Karen Quinlan, at the age of twenty-two, was brought into the New Jersey
hospital emergency room (Rothman 2003: 222). Though she was diagnosed irreversibly
brain damaged and stated to be in a so called “persistent vegetative state”, Karen Quinlan
was not “brain-dead” and the etiology of her coma was never been fully explained (Sichel
1992: 114).

After several months of hope, her parents recognized that she would not recover and
they asked her physicians to remove her from the respirator which had been assisting
her breathing. Her mother, Julia and her father, Joseph Quinlan, practicing Catholics,
were looking for church guidance and had been told that taking Karen off the machine,
even if she would then die was morally a correct action since this would return Karen
to her “natural state” whereas respiratory care was seen as “extraordinary” (Rothman
2003: 222). According to the parent’s account of events, St. Clair’s hospital staff initially
responded to their request to discontinue the treatment. The hospital made them sign a
paper which declared that the responsible physician, Dr. Morse, was authorized and di-
rected to discontinue all extraordinary measures, including the use of a respirator for their
daughter. The document noted that the physicians had explained all the consequences
of the removal and were therefore released “from any and all liability”. The parents were
relieved, but the next day, Dr Morse called them to tell that he had a “moral problem”
with the agreement, and that he intended to consult a colleague. When he called the day
after, he informed them that he would not remove Karen from the respirator (Rothman
2003: 222-223). Rothman remarks:

“The staff would not even consider removing Karen from the respirator unless a court formally
appointed them Karen’s legal guardians. ... Dr. Morse, and the other physicians who testified
on his behalf, scrupulously differentiated between withholding treatment in the hopeless case,
which was allowable, and withdrawing treatment from the hopeless case, which ostensibly was
not” (Rothman 2003: 223-227).
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The Quinlans went before the Superior Court of New Jersey to ask that the father (Joseph)
be appointed Karen’s guardian for the expressed purpose to request their child’s removal
from the respirator. When the Quinlans had begun to consider bringing the case to court,
the lawyer warned them not only of the extensive publicity that was likely to follow, but
also of the fact that the medical profession is a powerful one (Rothman: 2003: 224).

In November 1975, the lower court rejected the petition. The hospital reserved judge-
ment, because due to any criteria, including the Harvard brain-death standards, Karen
was alive; and disconnecting her from the respirator might well violate the ethical princi-
ple to “do no harm” as well as “...open the doctors and the hospital to criminal prosecu-
tion for homicide” (Rothman 2003: 223). The reason, concluded the court, had to do
with physicians’ fears of malpractice suits (Rothman 2003: 227). Betty Sichel remarks:

“The court justified its decision not to authorize removal of the respirator, noting that the rapid
advancement of medical knowledge made it impossible to foresee what future knowledge would
mean for the patient’s health, recognizing the absence of medical tradition to warrant the act,
and referring to legal precedent” (Sichel 1992: 114).

Then, the parents went before the State’s Supreme Court which accepted the case. The
justices wrestled with the problem of whether or not Quinlan’s respirator could be dis-
connected. The court finally accepted the lawyer’s (Paul Armstrong) argument, that a
“... constitutionally protected right to privacy overlay the doctor-patient relationship”
(Rothman 2003: 225). As a consequence, the truly difficult issue turned to the question
whether the court could dare to tell physicians how to treat, or not to treat, their patients.
The relevance of this question is shown in the way, how the court transformed the idea of

a Multidisciplinary Committee into a Prognosis Committee composed of physicians.

2 Multidisciplinary Advisory Committees as
Physicians’ Prognosis Committees

At the time when Karen Quinlan was raising wide attention, New Jersey’s justices were
impressed by a 1975 Baylor Law Review article written by Karen Teel, a pediatrician. The
inspiration for the proposal of a local committee in the case of Karen Quinlan is taken
from her.

“I see medical caretakers, the physicians, the nurses, and others whose whole orientation is
assuming the sanctity of life and whose whole efforts are directed at preserving that life with
every ounce of potential that can be realized, who then are faced with the reality of a no-win
situation... I suggest that it would be more appropriate to provide a regular forum for more
input and dialogue in individual situations and to allow the responsibility of these judgements
to be shared ... an Ethics Committee composed of physicians, social workers, attorneys, and
theologians, ... which serves to review the individual circumstances of ethical dilemma ...
(and) safeguards for patients and their medical caretakers. ... Generally, the authority of these
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committees is primarily restricted to the hospital setting and their official status is more that of
an advisory body than of an enforcing body” (Teel 1975: 9)."

Teel contended that physicians are charged with the responsibility of making ethical
judgements for which they are sometimes “ill-equipped” on intellectual grounds and
“knowingly or not, assumed civil and criminal liability” (Teel 1975: 8). The proposed
multidisciplinary committee would not only bring a new and valuable dialogue to medi-
cal decision making process but from a legal point of view, share and divide responsibility
(Teel 1975: 8).

Although Teel saw such a committee as being “advisory” rather than “enforcing”, the
New Jersey court had given it a greater role. In their landmark decision they ruled that
if Quinlan’s attending physician determined that there was no “reasonable chance” that
she would ever return to a “cognitive, sapient state,” and if a Hospital Ethics Committee
agreed with that prognosis, then the life supporting apparatus could be withdrawn at her
guardian’s or family’s request on the basis of an individual’s right of privacy. With this
sort of mechanism, the physician would be immune from civil or criminal liability (Cran-
ford, Doudera 1984: 14). Recognizing that the constitutional right of privacy applied to
the refusal of medical treatment, the court held the opinion that Karen Quinlan’s right to
privacy should not be surrendered because she was “incompetent” (Murphy 1989: 552).

The judge at the Supreme Court had understood something very different than Karen
Teel meant. Although the court had taken up her suggestion and called for a Hospital
Ethics Committee, as a way to serve and protect hospitals by reviewing the individual
circumstances of the dilemma, to assist families and helping physicians in reaching ap-
propriate decisions, it did not show any interest in its multidisciplinary character: “The
court’s concept of an ethics committee was to consist wholly of physicians...” (Moreno
1995: 98). Their assumption where to settle an “ethical dilemma” was put on the basis of
medical descriptions and definitions and charging it to decide no other issues of a case,
but the narrower technical questions of whether the patient was in a chronic “vegetative
state” or whether any “reasonable” chance of recovery existed (Rothman 2003: 228). As
noted by Norman Fost and Ronald Cranford the expression Hospital Ethics Committee
in this case was a misnomer since what they really intended was a neurological diagnosis
given by medical experts (Fost, Cranford 1985: 2688). Betty Sichel remarks: “Expert
medical knowledge alone could determine what decision should be made...” (1992: 114).
Thus, the court was transforming Teel’s multidisciplinary advisory committee into a Phy-
sicians’ Prognosis Committee.

Afterwards the talk about ethics committees subsided. In many hospitals, however,
some doctors, nurses, hospital administrators, and social workers started to meet regularly
in small groups to discuss clinical problems they were facing, attended conferences on
ethical problems in health care and addressed the problems with their colleagues. They

17 There have been Clinical Ethics Committees before official establishment as Teel points out.
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called themselves a Bioethics Study Groups and worked mostly unknown (Purtillo 2005,
see appendix I, 1).

The philosopher and clinical ethicist, Ruth Purtilo who declares herself to be “a piece
of the history of Ethics Committees in the United States” tells: “After some time, they
took on a more formal role in the hospital and began to provide education programs
within the institution and worked on guidelines that would help to make decision mak-
ing less traumatic” (Purtilo 2005, see appendix I, 1). She is convinced that . it is Boston
where it all began with the ethics committee movement® (Purtilo 2005, see appendix
I, 1). Therefore, it deserves a closer look what happened in Boston at the Massachusetts
General Hospital (MGH).

3 Types of Hospital Ethics Committees:
From Ad hoc Committee to Optimum Care Committee at
Boston Massachusetts General Hospital

“With public scrutiny heightened, a few hospitals took steps to bring greater formality to the de-
cision-making process. The Quinlan decision became the occasion for setting up committees to
advise and review termination decisions and to formulate guidelines for individual physicians.
Thus, the Massachusetts General Hospital administrators appointed an ad hoc committee to
study “how best to manage the hopelessly ill patient ...” (Rothman 2003: 229).

In the beginning of the 1970s the Massachusetts General Hospital administrators ap-
pointed a psychiatrist, two physicians, a nursing administrator, a lay person and a “legal
counsel” to an ad hoc committee. Its task was to study “best to manage the hopelessly ill
patient” (Rothman 2003: 229; Purtilo 2005, see appendix I, 1). The committee recom-
mended a classification system, especially for patients with brain death or when there is
no reasonable possibility that the patient will return to a cognitive and sapient life. This
four-point patient-classification system, then established by MGH, ranges from A: Mean-
ing “maximal therapeutic effort without reservation” to D: Meaning “all therapy can be
discontinued” (Rothman 2003: 229). However, Troyen Brennan found out by reviewing
medical records, that the original prognosis classification scheme was not strictly followed
(Brennan 1988: 803). Although Brennan does not give an explanation, one could assume
that the guidelines did probably not meet what the situation of the individual patient
demanded. The Beth Israel Hospital, also in Boston, referred to Quinlan and drew up
guidelines for ordering a DNR ( Do Not Resuscitate) code for a patient.

“When a physician believed a patient to be ‘irreversibly and irreparably ill,” with death ‘im-
minent’ (that is, likely to occur within two weeks), the physician could elect to discuss with
an ad hoc committee, composed exclusively of doctors, whether death was so certain that re-
suscitation would serve no purpose. If the committee members unanimously agreed, and the
competent patient made it his or her ‘informed choice’, then a DNR order would be entered in
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the patient’s chart; should the patient be incompetent, the physician was to obtain the approval
of the family and then enter the order” (Rothman 2003: 230).

These measures were implemented with great caution and not readily adopted in other
settings. Most hospitals did not adopt guidelines and resisted establishing committees.

In 1974, Boston Massachusetts Hospital turned its adhoc-committee into an Insti-
tutional Ethics Committee, called the Optimum Care Committee (OCC). Its task was to
deal with end of life care and intervention “in situations where difhiculties arise in decid-
ing the appropriateness of continuing intensive therapy for critically ill patients” (Roth-
man 2003: 230). The members were a surgeon, an internist who was also a lawyer, and
the chairperson, a psychiatrist with a divinity degree. Purtilo remarks: “There was also a
nurse, but it was physician dominated” (Purtilo 2005, see appendix I,1). “The OCC nurse
gathers information on patient status, the attitudes of family members, and the opinions
of the nursing staff about the limitation or withdrawal of care” (Brennan 1988: 803). The
committee did only meet at the request of the attending physician who had to record the
prognosis for the patient. Then, the committee role was advisory: Its members consulted
with one another, sometimes as a group and sometimes by telephone, and discussed the
case. “They are guided mainly by a principle of beneficience, asking what would be the
best thing to do for the patient” (Brennan 1988: 803). The recommendation that was
worked out, went back to the physician, who was free to accept or reject its advice.

From 1974 through 1986, the committee’s seventy-three consultations represented
a broad experience with the problems that arose when care for terminally ill patients
was limited. Brennan, committee participant evaluated the collected data in an article,
called Ethics Committees and Decisions to Limit Care. The Experience at the Massachusetts
General Hospital (1988). It appeared that more families had been requesting that care be
withdrawn when there was no hope of recovery. Many physicians hesitated to defer to the
family’s wish that mechanical ventilatory support or hydration to be stopped. In many
cases there was no family, or the family members were far away and would not make a
decision on behalf of their relative. In other situations, the family was divided, and some
families wanted no limitations on care despite the fact that the patient was clearly not
going to recover (Brennan 1988: 806). However, the court deferred judgement on issue
of DNR status when the family and the physician disagreed (Brennan 1988: 807). Bren-
nan remarks: “. the role of ethics committees in making these decisions is not clear. It is
not easy to say whether an ethics committee should recommend that physicians overrule
family wishes on the assumption that a rational person would opt for DNR status if ter-
minally ill and incompetent” (Brennan 1988: 807). Finally, Brennan concludes based on
the ten years committee experience:

“The experience of the OCC at the Massachusetts General Hospital is valuable because it pro-
vides a model for an ethics committee’s role in limited care cases and highlights the questions
that arise in such cases. No one person can provide answers to these questions. Rather, they
must be addressed by ethicists, lawyers, judges, physician, and thoughtful members of our so-
ciety...” (Brennan 1988: 807).
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In 1977, a so-called “bioethics committee” was formed at the Montefiore Medical Center
in New York that served primarily as an educational, policy-making, as well as guide-
line-writing consultative committee “responsible directly to the president of the medical
center’ (Rosner 1985: 2694).

Robert Veatch (1977) assessed the role of the committees and came to differentiate
between four different types: (1) committees to review ethical and other values in indi-
vidual patient care decisions, (2) committees to make larger ethical and policy decisions,
(3) counselling committees, and (4) prognosis committees. He remarks that it would be
still unclear which types will gain support and how they will evolve. The issues they pose
would be significant ones, and their resolution would merit further study (Veatch 1977).

4 The President’s Commission
and its Support of Hospital Ethics Committees

When the mandate of the National Commission for the Protection of Human Subjects
was about to expire in 1978, it was transformed into the President’s Commission for the
Study of Ethical Problems in Medicine and Medical and Bio-behavioural Research (hereafter
the President’s Commission). The United States Congress charged the Commission to
provide a temporary, national body that would consider the problematic situations that
had arisen in medicine primarily, but not exclusively, as a result of advances in medical
technology (Ross 1986: 18-19; Rothman 2003: 189). The 10- person, multidisciplinary
commission was chaired by an attorney (Morris Abrams, professor of law, New York Uni-
versity) and began its work in 1980.'® Compared to the National Commission for the Pro-
tection of Human Subjects its mandate was broader and not confined to ethical questions
in research. It was invited to alter, or add to a list of issues. Like before, the commission
studied the problems they addressed, listened to the specialists who helped them to think
about the issues and withdrew in order to reflect on the questions from their own points
of view. It then collaborated with the National Institute of Health’s Office for Protection
from Research Risks, and with the Food and Drug Administration in order to develop a
guidebook for Institutional Review Boards. Based on the work that had been done in the
1960s and 1970s, the President’s Commission identified consensus, disagreements and
uncertainties. A model for finding consensus that could be reached on most of the topics
(Ross 1986: 19-24). Their reasoning, agreements, uncertainties and disagreements were
written in reports and during its three-year tenure, the commission held public readings
throughout the country, commissioned research studies and published nine reports on
“... medical-legal-ethical issues that seemed most pressing” (Ross 1986: 19). The reports
provide practical decision-making policies, principles and guidelines. The most cited ones

18 Its original members were appointed by Jimmy Carter. The medical sociologist, Renee Fox, was one
of the members.
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are: the Definition of Death, Informed Consent, Deciding to Forego Life-Sustaining Treat-
ment, Screening, Counselling for Genetic Conditions, Genetic Engineering as well as Access
to Health Care. The report Deciding to Forego Life-Sustaining Treatment (550 pages) is
generally concerned with treatment decisions for incompetent patients. Permanently un-
conscious patients, seriously ill newborns as well as decisions about cardiopulmonary re-
suscitation and Do-Not-Resuscitate (DNR) orders are discussed in particular. Besides an
analysis of the problems, the report includes specific recommendations and conclusions
about who should make decisions to forego treatment and how those decisions should be
made (President’s Commission 1983).

According to Renee Fox (1990), a number of these reports have had considerable
influence on public opinion and public policy, medical and hospital practice as well as
legislative action, and legal decision-making. Fox supposes that the Commission’s vol-
umes on Defining Death (July 1981), and Deciding to Forego Life-Sustaining Treatment
(March 1983) have probably had the most influence (Fox 1990: 205). Influence on a
judiciary level is also stated by Judith Ross: .. court decisions routinely cite these reports
as authoritative statements on bioethics issues” (Ross 1986: 19). Although the Commis-
sion’s recommendations did not have the force of a law, they were embraced by courts and
legislature acted upon them. According to Ross, they were treated like an unwritten law
(Ross 1986: 19).

The President’s Commission concluded that in order to protect the interests of patients
who lack decision-making capacity and to ensure their well-being and self-determination,
health care staff along with administrators and trustees ought to explore and evaluate var-
ious formal and informal administrative arrangements for review and consultation, such
as ethics committees, especially for decisions that have life-or-death consequences. The
commissioners realized the ongoing ethical problems in these decisions and therefore sug-
gested that hospitals themselves should work out procedures in order to enhance decision
making for “incompetent patients”. Hospital Ethics Committees were supposed to be a
reasonable means to promote decision-making processes. Ross recommends that Hospi-
tal Ethics Committees should be particularly familiar with the reports on (1) Defining
Death, and (2) Deciding to Forego Life-Sustaining Treatment as well as (3) Making Health
Care Decisions, and (4) Security Access to Health Care (Ross 1986: 19). In the second report
named above, the President’s Commission recommends four possible roles for Hospital
Ethics Committees: (a) diagnostic and prognostic review; (b) staff education by provid-
ing forums for the discussion of ethical issues and methodological instruction in resolv-
ing ethical dilemmas; (c) institutional policy and guidelines formulation with regard to
specific ethical issues; (d) review of treatment decisions made by physicians, patients or
surrogate; and (e) decision-making about specific cases. With respect to the educational
task of Hospital Ethics Committees, the Commission stresses the importance of diverse
membership and shared perspectives. The committee should “... serve as a focus for com-
munity discussion and education” (President’s Commission 1983: 160-163). According
to the President’s Commission, courts should generally be used as decision-makers only
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as a last resort. The hope has been that Hospital Ethics Committees develop an ability
to facilitate local, consensual decision making. Following Cranford, in which way and to
what extent this hope has become true is difficult to ascertain (Ross 1986: 7).

Jonathan Moreno criticizes the President’s Commission’s remarks on ethics commit-
tees in Deciding to Forego Life-Sustaining Treatment for its ambiguous treatment of com-
mittees as advisory panels or as decision makers (Moreno 1995: 100). On the one hand
an advisory role is strongly suggested as an ethicist and member of a committee put for-
ward that the one overriding theme of the meetings has been: “We make no decisions”;
on the other hand the report goes on in favour for a more decisive role of Hospital Ethics
Committees (President’s Commission 1983: 163; Cranford, Doudera 1984: 13): Instead
of having the doctor who takes complete responsibility for patients in these situations,
it seems reasonable to ask an institutional body to represent and safeguard the patient’s
interests.

Bug, if the truly difficult issue was whether the court could dare to tell physicians
how to treat, or not to treat their patients, then a clinical committee instead could hardly
please physicians (Ross 1986: 7). Moreno remarks:

“My impression is that the Commission intended to allow the possibility that ethics commit-
tees could actually make decisions for specific patients when the only other option is going to
court. ... The most likely situation in which there would be a stark choice between a court and
the ethics committee is that of a terminally ill and incapacitated patient lacking directives or a
surrogate” (1995: 100).

What can be summed up at this point is, that there are no specific competencies defined
for Hospital Ethics Committees. Mostly they deal with questions that concern issues of
life-and-death. It turns out that not questions of technology are central, but of living and
dying. And finally, these forums are seen as an alternative to the court by offering quite a
bit of protection for physicians and the hospital.

In 1981, the President’s Commission had initiated a national survey of Hospitals Eth-
ics Committees which revealed that less than one percent of American hospitals had eth-
ics committees (President’s Commission 1983: 443-446). However, Cranford and Doud-
era remark, that it should be noticed that Stuart Youngner and his colleagues, who did
the study, utilized a very narrow definition of an ethics committee (Cranford, Doudera
1984: 14).

While the President’s Commission began supporting the building of Hospital Ethics
Committees, yet, another regulatory impetus for the establishment of ethics committees
appeared shortly after the Commission’s reports: “The Baby Jane Doe and Baby Doe
Cases”.

48



5 From the “Baby Does’ Cases” to
Infant Bioethical Review Committees

In spring 1982, a child with “Down Syndrome” (Baby Jane Doe) with a malformed gullet
(esophageal atresia) was born in Bloomington, Indiana. Some physicians recommended
immediate surgical repair of the atresia while others thought that the infant’s quality of
life would not be good after treatment and therefore no operation should be offered. The
baby should just be kept comfortable and be allowed to die. The parents decided non-
treatment and the hospital administration went to court to reverse the parents’ decision.
In between a series of court hearings, rulings, and appeals, the baby died of starvation. As
long as it was recommended by a physician, Indiana judges affirmed the parent’s right to
choose non-treatment for the child (Cranford, Doudera 1984).

The case received widespread and mostly negative publicity. Public outcry was in-
cluded in numerous newspapers, magazine articles and editorials, and a response to this
highly publicized case, was federal government intervention: The Department of Health
and Human Services (DHHS) published regulations on neonatal care (Cranford, Doud-
era 1984). Health care professionals asked themselves how to avoid federal intervention,
and as a consequence, the American Academy of Pediatrics promulgated policy on criti-
cally ill newborns in response to the proposed “Baby Doe” governmental regulations that
had been finally struck down in court (Moreno 1995: 81). The Academy included recom-
mendations about the formation of Infant Bioethical Review Committees that the DHHS’s
final rule acknowledged and strongly encouraged, but did not mandate its use in hospitals
caring for newborns (McCormick 1984: 150).

In fall 1983, a baby was born with spina bifida and hydrocephaly in New York (“the
case of Baby Doe”). The parents decided for conservative treatment and refused surgery.
Parents and physicians risked legal involvement when treatment decisions were made in
these ‘gray’ areas, especially, when life-prolonging or aggressive treatment was withheld.

In this year (1983) the first national conference on Hospital Ethics Committees was
held in Washington DC. According to Judith Randal, more than “200 doctors, hospital
administrators, clergy, nurses, social workers, health planners, and others attended from
thirty-eight states and Canada” (Randal 1983: 10). As Randal explains, the conference
made clear that there is widespread interest in their future, but many difficulties will
still remain (Randal 1983: 10). Problems about their composition, goals, functioning,
scope of responsibility, mandate as well as financing were discussed (Rosner 1985: 2697).
The typical committee was said to be chaired by a physician, “to be called into session
infrequently, and then to meet on behalf of an incompetent and critically ill patient for
whom there is little or no hope of recovery” (Rosner 1985: 2697). Whether decisions of
ethics committees should be binding and whether an ethics committee should ever go to
court to seek enforcement of its views belonged to the crucial questions being debated on
(Rosner 1985: 2697). Another key issue that came up during the conference was whether
Hospital Ethics Committees can be expected “to do better than physicians or the courts
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in resolving the ethical dilemmas that arise in applying technology to patient care” (Ran-
dal 1983: 10).

John Robertson, a University of Texas law professor describes three possible types of
Hospital Ethics Committees (1984). “The optional-optional model” of HECs has as an
educational and conscious-raising function for the institution by identifying areas where
policy decisions may need to be made. According to Robertson, the committee should
be prepared to help resolve disputes about care of the severely ill and should operate on
a standby basis. Nevertheless, he remarks that the service should not be obligatory. He
recommended that every hospital should at least establish the “optional-optional model”
(Robertson 1984: 442-443). The alternatives, he outlines, are “mandatory” committees
which would require physicians to meet committee members and follow their advice. His
third suggestion is the alternative of a “mandatory-optional” ethics committee: Physicians
would have to consult the committee when a critical decision is to be made, but would be
free to ignore its recommendations if they choose (Robertson 1984: 443-444).

In the same year, the President’s Commission cited a proposed model to establish
Hospital Ethics Committees: The scope of authority of such committees would be to
review treatment decisions made on behalf of “terminally ill incompetent patients, review
treatment decisions made by terminally ill competent patients who request committee
review, review medical decisions having ethical implications, provide counselling, estab-
lish guidelines, and educate” (Rosner 1985: 2696). The model bill also suggested multi-
disciplinary membership of nine persons appointed by the chief hospital administrators
for one-year renewable terms. Moreover, the committee should be accessible to the staff
of the hospital and patients, should convene with three days of a request, “keep minutes,
arrive at a recommendation by majority vote, place a copy of its recommendation in the
patient’s hospital record, and provide a copy of the recommendation to the person who
requested the committee’s review of a treatment or other medical decision” (Rosner 1985:
2696).

Proponents of Hospital Ethics Committees first asserted that ethics committees
would satisfy the need for a more systematic and principled approach to the contempo-
rary dilemmas of medical as well as ethical decision-making within hospital and long-
care facilities (Cranford, Doudera 1984: 15). Another benefit is seen in the committees’
chance to serve as a link between societal values and the actual development occurring in
the institutions that care for and treat particular patient who manifest ethical dilemmas
(Cranford, Doudera 1984: 15). Finally, ethics committees, and the evolving network, will
help to distinguish between ethical dilemmas where a consensus seems to exist and those
where no consensus seems achievable. But, there are however:

. many areas where consensus does not, at least at this time, exist. Two of these are treatr-
ment for handicapped newborns and the provision of fluids and nutrition to the hopelessly
ill. Although ethics committees cannot resolve problems that lack societal agreement, those
institutions having ethics committees are at least able to address such dilemmas in an open and
constructive manner” (Cranford, Doudera 1984: 16).
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Then in 1984, Federal Child Abuse Amendments plus the DHHS regulations required
all States to have a mechanism for making sure that their intensive care nurseries were not
engaging in discriminatory practices and recommended using /nfant Care Review Com-
mittees to review decisions on forgoing life-saving treatment for newborns as a less intru-
sive alternative to federal investigation. At the national level, the American Hospital As-
sociation and the Catholic Hospital Association declared formal recommendation about
Hospital Ethics Committees, seen as a potential means to ensure good decision-making
practices. Finally, even the American Medical Association supported ethics committees
(Ross 1986: 7).

By early 1985 one survey showed: Among hospitals with Neonatal Intensive Care
Units (NICUs), more than half had ethics committees. A majority of teaching hospitals
had ethics committees and it was found out that even hospitals without ethics com-
mittees were thinking about forming them. By size, only hospitals with 500 beds or
more showed significant increases in ethics committees. Most commonly, administrators,
nurses, and the clergy were found on the committees, followed by legal counsel, social
workers, patient representatives, and philosopher ethicists. These committees facilitated
decision-making by clarifying important issues, providing legal protection for hospital
administration and staff, making consistent hospital policies, and providing a forum for
the airing of professional disagreements (Cranford, Doudera 1984: 15).

The Catholic Health Association conducted a survey of its member institutions and
found that 41 percent met its definition of an ethics committee (Kalchbrenner, Kelly,
McCarthy 1983: 47). 19 percent reported committees that served for decision-making
processes, and 17 percent that functioned as policy making groups. Among the surveyed
hospitals, committees played an active role in recommending policies to all levels of the
hospital organization. The use of DNR orders was identified as the most common area
for policy recommendation, followed by policies on Living Wills and the withdrawal of
treatment (Cranford, Doudera 1984). Cranford and Doudera resume:

“The President’s Commission gave prominence to the idea of ethics committees at a fortuitous
time. Although the bioethics community had been worrying about decisions to forego treat-
ment for handicapped infants and terminally ill patients for many years, there had not been
sufficient concern either within the health care industry or from the body politic to turn that
concern into action. With the two Baby Doe cases (as well as a number of movies, television
programs, and other popular treatments of these issues), the question jelled and many more
ethics committees were formed” (Cranford, Doudera 1984: 13-14).

Considering nursing, the study by Youngner et al. (1983) also revealed that 57% of ethics
committee members were physicians and that nurses were restricted: only 31% of com-
mittees allowed nurses to present cases and only 50% of the nurses were allowed to attend
a meeting (Youngner et al. 1983: 443-449). It should be of concern if nurses, the largest
group of health professionals, are not adequately represented in the committee. Moreover
they are rather rarely invited to present cases which implies that there is no place in the
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institution to which they can turn for formal exploration of their perceived conflicts (see
part II, chapter VII).

In 1984, the House of Delegates of the American Nurses” Association (ANA) had
adopted the following with regard to nurses’ participation in multidisciplinary institu-
tional review: “.. promote nurses’ active participation in the development, implementa-
tion, and evaluation of formal mechanism for multidisciplinary institutional ethical re-
view such as institutional ethics committees” (ANA, Code for Nurses with Interpretative
Statements 1985).

In addition to court cases and government intervention, other conditions during the
late 1970s and early 1980s fostered to the belief that Hospital Ethics Committees could
resolve new and complex health care ethical dilemmas. Firstly, the argument that new
medical technology has been creating ethical situations persisted, and secondly, the argu-
ment was raised that patients and their relatives would no longer accept passive roles, but
demanded an active part in making decisions about treatment. This anti-paternalistic po-
sition is reflected in the patient’s rights movement, the development of informed consent
as well as the growth of patient advocacy as a goal of nursing practice (see part II, chapter
VII, 2). It resulted in the assumption that each human being was an autonomous agent
who is able of making decisions as long as being fully informed with regard to medical
care and his or her life. Closely connected to this movement was the change of society’s
trust in physician’s behaviour (Rothman 2003: 222). Sichel points to questions of mis-

trust about receiving excessive Medicare and Medicaid payments (Sichel 1992: 115). She
thinks:

“.. malpractice suits against hospitals and physicians have caused health care professionals and
institutions considerable concern about how they might protect themselves (and) ... time was
ripe for a new structure for making medical ethical decision; an autonomous physician no
longer could make all medical and ethical judgements for his or her patients” (1992: 116).

It seemed to be obvious that these decisions required a growing sensitivity. The answer
was seen in an improved education of the health care team as well as the parents about
the ... practical implications of disabilities, specific hospital policies to assist the decision
makers, and recognition that parents and doctors — those who held the legal responsibil-
ity for making these very difhicult decisions — needed as much help as they could get in
making the decision” (Ross 1986: 7).

Both the Department of Health and Human Services as well as the American Acad-
emy of Pediatrics strongly recommended that each hospital providing newborn care — es-
pecially the ones with Neonatal Intensive Care Units (NICUs) -, should form an Infant
Review Committees. The recommendations given by the Academy of Pediatrics and the
DHHS could add to the President’s Commission statement which had endorsed the idea
of ethics committees in general. Some State legislatures, hospitals and State medical asso-
ciations as well as insurance companies passed resolutions that approved Hospital Ethics
Committees.
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On the whole, Cranford and Doudera are convinced that the most compelling impe-
tus have been the regulations — first given by government and then by professional organi-
zations — as reaction to the story of “Infant Doe”, a case of non-treatment of a newborn
with “Down Syndrome” (Cranford, Doudera 1984: 13). However, Cranford and Doud-
era remark that Hospital Ethics Committees were growing in a free-form way, with no
requirements for representation, and no clear delimited tasks, or no set procedures. And
yet: No formal mandate for coming into being (Cranford, Doudera 1984: 13). Following
Ross, ethics committees were at a crucial point since they had been given institutional
support as well as governmental encouragement, but, what they ought to do and the way
they should do it has not been made precisely clear. Education, policy development and
case review are said to be their potential functions. “They will need to define their own
tasks carefully and to use their limited time and energy wisely ... must be able to bend
their differences to find consensus, and yet preserve those differences so that they do not
become rubber stamps for a single point of view. ... (Ross 1986: 8).

To sum up, the development of contemporary Hospital Ethics Committees is marked
by eventful stories: the Baby Doe Cases which raised questions about the “beginning of
life” and the Karen Quinlan story that put, supported by media, the “end of life” debate
forward, locally in hospitals as well as governmentally and publicly. As a result, the atten-
tion focused on ethics committees in the seventies can be traced to three sources. First,
beginning in 1976, the ruling in the Karen Quinlan case by the New Jersey Supreme
Court. Second, in its report, Deciding to Forego Treatment, the President’s Commission
for the Study of Ethical Problems in Medicine and Biomedical and Behavioural Research
discussed the potential for, and advocated the further research into Hospital Ethics Com-
mittees. Finally, the American Academy of Pediatrics responded to the “Baby Doe” regu-
lations which were issued by the United States Department of Health and Human Serv-
ices by proposing the formation of Infant Bioethical Review Committees. As a consequence,
the DHHS’ final rule acknowledged this idea and endorsed the use of Infant Care Review

Committees.

6 Statutory Authority for Hospital Ethics Committees,
Bureaucratization and Evaluation

Although not very much referred to in literature, it is noteworthy that the impetus for
ethics committees in the years following the court cases came not only from government
but also from the self-regulation of the health care industry: mainly in connection with
“quality assurance”.

A 1992 action by the Joint Commission for the Accreditation of Healthcare Organi-
zations (JCAHO) formalized the institutionalization of clinical ethics. For accreditation,
hospitals and other health care institutions were required to have in place “mechanism(s)
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for the consideration of ethical issues arising in the care of patients” and to provide edu-
cation to caregivers and patients on ethical issues in health care (JCAHO 1992: 105).
Although Hospital Ethics Committees were not clearly and explicitly mentioned, they
became the favored way for institutions to respond to these various new guidelines and
requirements. This mandate to create an ethics case review process motivated the profes-
sional hospital community to look at the quality of its practice (Tulsky, Fox 1996).

New York as a State that is orientated towards activism and regulation, requires ethics
committees of every hospital and nursing home. Moreover, there are more recommenda-
tions put forward by the Governor’s Task Force on Life and the Law being concerned with
decision making on behalf of incapacitated patients without advance directives or a dura-
ble power of attorney for health care (Moreno 1995: 102).

In 1992 the task force proposed that family members or close friends should be rec-
ognized in the law as surrogates for patients. “To provide some public assurance and ac-
countability that surrogates are acting in good faith, all decisions to forego life-sustaining
treatment for non-dying patients would be subject to retrospective review by a facility-
based ‘bioethics committee™ (Moreno 1995: 102). The structure as well as general proce-
dures including multidisciplinary membership were also set forth in the bill. If patients
do not have a surrogate, the ethics committee itself can make decisions concerning the
termination of life-sustaining treatment (Moreno 1995: 102). New York legislation speci-
fied two ethical standards that surrogates and ethics committees are supposed to follow:
Decisions have to be made either according to the wishes of the patient, or if they cannot
be known, in his or her best interest (Moreno 1995: 102).

With the New York proposal the history of ethics committees has reached the point of
legally required procedural decision making in the clinical setting. The task force hoped
that bioethics committees would become accepted in analogy to Institutional Review
Boards (Moreno 1995: 103). “Once created by the medical profession as a consultative
mechanism composed entirely of physicians, committees that took a role in clinical ethics
review have gradually acquired more regulatory authority...” (Moreno 1995: 103).

On the whole, most of the information about ethics committees came from an initial
nationwide survey of hospital ethics committees, and from follow-up surveys focusing
on particular regions or specific occupations. Despite of the surveys, there was a need for
more information about ethics committees, their composition, and how the members
attained their membership (Tulsky, Fox 1996). Nurses expressed continuing concern for
adequate representation on and access to ethics committees to discuss patient care situ-
ations and policies (Aroskar 1984). What can be said about their tasks and functions at
this point?

Jonathan Moreno argues that there might be no interesting difference between an
ethics committee and any other bureaucratic entity in a complex social structure such as
a hospital (Moreno 1995: 91). In the sense that committees represent bureaucratic lines
of authority and control, all committees can be seen as political entities. Its multidisci-
plinary membership, its procedures, or its political or legal functions are all quite similar
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to those of other committees. Owing their inherently political nature, committees could
include reflections of established powers and poor sites for resolving an institution’s moral
quandaries (Lo 1987). As pointed out before, Betty Sichel is convinced: “No matter what
articles about IECs state, a primary purpose for these committees is to protect health care
institutions and personnel against malpractice claims” (Sichel 1992: 116). Based on her
analysis, she regards the emphasis on the legal consequences of health care policy and
medical decisions as one possible reason for arguing that a principled “ethics of justice
and rights” underlies deliberations of Clinical Ethics Committees (Sichel 1992: 116). Ac-
cording to Sichel, a second reason for applying a theory of justice to the deliberations of
Hospital Ethics Committees “.. is that certain policies and decisions involve questions
of competition, prioritization, and scarce resources” (Sichel 1992: 116). She concludes:
“Such a committee might justify the unequal allocation of scarce resources, provided that
ethical principles governs the procedures, deliberation, and decisions on the distribution
of these resources and the making of medical policy about such distribution” (Sichel
1992: 110).

The actual work of many of these bodies does not always consist in helping resolve
ethical disputes as a moral philosopher or theologian understands the concept. “Indeed,
addressing communication problems, searching for additional facts, or uncovering medi-
co-legal misconceptions are among the activities typical of ethics committees” (Moreno
1995: 92). In fact, most committees stress “advisory” rather than a “decision-making”
capacity. They regard their functions as mediation and the improvement of communica-
tion (Moreno 1995: 92).

Then, the American Society for Bioethics Consultation together with the American
Society for Health and Human Values responded by creating a joint task force to explore
standards for ethics consultation. After two years of meeting, drafting and revising docu-
ments, the result, Core Competencies for Health Care Ethics Consultation were published in
1998 by the American Society for Bioethics and Humanities (ASBH)" that aroused in-
terest beyond the bioethics community (Aulisio, Arnold, Youngner 1999). Nevertheless,
each institution experienced limitations of general guidelines, and had to face different
problems in building up committees (Lo 2003) as also pointed out by Ronald Cranford
in the following,.

In 2003, on the first international assessment summit on Hospital Ethics Commit-
tees, Cranford who has been watching the development of ethics consultation in the
United States declares it to be “.. a movement to be ... still in its earliest stages, where
there is still no high consensus on many major aspects ...” (Cranford 2002: 1). Accord-
ing to Cranford there had been three extremes: First, the ‘medical model’ e.g. prognosis
committees; second, the pure ethics model, which emphasized education on the ethical
principles relevant to an individual case; third, a process model, focused on sound deci-

19 ASBH is the successor to the Society for Health and Human Values (SHHYV), the Society for Bioeth-
ics Consultation (SBC), and the American Association of Bioethics (AAB).
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sion making practices at the bedside (Cranford 2002: 1). For him, the most controversial
issues are DNR, brain death, nutrition and hydration (Cranford 2002: 1). What are the
main objections to and problems of ethics committees being discussed?

“One of the largest problems is physicians™ resistance. It is well known that many
physicians are indifferent to, and frequently hostile to, what they regard as the ‘intrusion’
of ethics on their turf” (McCormick 1984: 153). However, a study published in 1991
reveals that physicians are not opposed to the establishment of ethics committees, that is
to say, nearly nine of ten physicians believed ethics committees were needed in hospitals
(Finkenbine, Gramelspacher 1991). In which way are they themselves served? One study
finding is: In 78% of the cases discussed in Hospital Ethics Committees, recommenda-
tions are made to the medical staff; in 62.5% they are also made to the hospital board and
in 48% to the nursing department. The greatest number of policies have been developed
around the issues of resuscitation (94%), Living Wills (53%) and the withdrawal of treat-
ment (50%) (Oddi; Cassidy 1990).

Most evaluations of clinical ethics committees have been concerned with the devel-
oping or improving specific Hospital Ethics Committees programs, “often on the basis
of narrow internal criteria (e.g. outcomes), not with assessing whether the programs ful-
fill broader criteria such as those contained in the recommendations of the President’s
Commission” (McBurney 2001: 180). Of course, evaluating the policy and educational
initiatives of Hospital Ethics Committees can reveal who participated in their creation
and implementation, but that kind of evaluation is not likely to answer questions about
who is not being invited to an “ethics” committee, whose voices are not being heard, and
what the reasons for an exclusion are. Those questions are asked in the contextual study
by Janet Storch and Glenn Griener (1992), Cate McBurney refers to in her article Ethics
Committees and Social Change. Plus ca change?

“By excavating the social, political, economic, and cultural milieux within which ICEs operate,
contextual analysis can help find answers to these questions. And those answers could help to
determine whether IECs are a genuine alternative to the judical or governmental processes to
which people traditionally turn when they are not being heard” (2001: 181).

Storch and Griener could show how the interdisciplinary consultation was seen as an
important support service to physicians by hospital administrators. Ethics committees
were 70t seen as a support to nurses. The overall impression the researchers gained from
their interviews is that administrators support these committees but may have a relatively
narrow perception of its role. “Perhaps, many of these hospital administrators see such
committees as a ‘nice to have” because it seems that ethical issues are being attended to in
the hospital, thereby reassuring the administrator and the board and serving as a symbol

to staff and the general public” (Storch, Griener 1992: 25).
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7 'The Talk and its Performance in Hospital Ethics Committees

In the early 1990s questions about the work of and in Hospital Ethics Committees were
raised with an attention to context, narrative, and power relationships. Susan Rubin and
Laurie Zoloth-Dorfman state:

“In a world of talk, where the hearers and tellers of narrative... and the ethics committees all
serve as an answering chorus, we need to pay close attention not only to what is said, but to who
talks, who listens, and how — we need to ‘see’ the ‘talk’, and the performance of the ‘talk’, as
clearly as we study the substance of the argument” (Zoloth-Dorfman 1996: 321).

Rubin and Zoloth-Dorfman found out that of all the power relationships among health
care professionals in the clinical setting “the gendered relationship is one of the most
fundamental” (Zoloth-Dorfman 1996: 321), and that this also accounts for the talk in
Hospital Ethics Committees. In their words “gender approximates power” (Zoloth-Dorf-
man 1996: 322), and these “power differentials are potentiated by a cultural valence that
surrounds and is reified by such gender-specific roles as ‘nurse’ (overwhelmingly female)
and ‘social’ worker (overwhelmingly female)”(Zoloth-Dorfman 1996: 322). They state
that it is the directive authority of the physician that is central in the clinical setting, “and
the cleaning, soothing, feeding, and teaching that is nursing ...” (Zoloth-Dorfman 1996:
322).

Also based on their linguistic literature review, Rubin and Zoloth-Dorfman come to
say that men tend to be more concerned than women with their own status in the inter-
action, “hence their focus on avoiding a ‘one down’ position and their comfort asserting
confidently their views, even if they have doubts about them” (Zoloth-Dorfman 1996:
325). Linguistic analysis of power relations have shown that the use of indirect commu-
nication is associated strongly with persons of relatively less power and authority (Zoloth-
Dorfman 1996: 325). Whose voices are most heard and valued in discussing issues of
concern in patient care is dependent on the hierarchical setting like a hospital: Profession,
rank, and degree often determine the extent to which permission is given to speak freely
and authoritatively (Zoloth-Dorfman 1996: 327). Rubin and Laurie Zoloth-Dorfman
point out that those who are perceived to have “the most authority and expertise, those
with the strongest opinions, those with the most assertive speaking style, those who talk
the loudest, or those who simply talk the most have enormous power in shaping and con-
trolling the discussion ... women are disproportionately represented in the categories that
speak and are heard less” (Zoloth-Dorfman 1996: 327).

As Virginia Warren (1992) had found out, the authors add that women tend to oc-
cupy less verbal space in conversations, and need greater and often specific encourage-
ment to speak their opinions aloud. Reflecting on the meaning and significance of asking
questions or raising concerns, for the authors it is clear, that what is at stake, particularly
for those with less power and experience, is reputation. With regard to nurses Zoloth-
Dorfman observed:
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“Therefore, we have found that many staff nurses are more likely to publicly hide their ethical
concerns out of fear of reprisal, or, as they tell us, fear of developing a reputation of being ‘dif-
ficult. ... When we hear that asking questions, voicing concerns, or raising objections are not
considered safe or acceptable, we are concerned about the decline of independent moral agency,

professional responsibility, and personal integrity” (Zoloth-Dorfman 1996: 327).

Looking at naming, that is to say, how ethics committee members address each other,
Rubin and Laurie Zoloth-Dorfman observed that it is not uncommon, even between
long-time colleagues, to hear the female nurse of the ethics committee refer to and ad-
dress the male physician as “Dr. X” and to have him respond to her and refer to her by
her first name (Zoloth-Dorfman 1996: 328).

Virginia Warren takes into consideration that moral questions are often formulated
in a competitive way. For example, questions of decision-making for “not-capacitated”
patients would be often framed in terms of who decides for the patients. The debate then,
she remarks, is over the question of authority (Warren 1992: 36-38). She also suggests
that important features of the moral context are obscured by appeals for neutrality. By
stressing the value of neutrality, the particular features of the situation would often be
ignored. For her, the dominant trend in philosophical ethics has been to regard people as
best able to decide what is moral when least tied to place and time and when least con-
nected through ties or partiality to family and community (Warren 1992: 36-38). This
practice of abstracting oneself from the particularities produces two kinds of distortions:
First, it denies consideration of those experiences that shape how an agent perceives her or
his role in a situation. “By substracting those features that shed light on their experience
and life, such individuals may become, at least in part, invisible to themselves” (Warren
1992: 33). Second, distortion arises from the creation of and emphasis on a picture of “ge-
neric persons and relationships” (Warren 1992: 33). Hence, it is likely to lose important
factors about psychological well-being, as well as other facets of character that bear on a
particular situation or potential resolution.

With more focus on how case discussions are framed in Hospital Ethics Committees
Flynn observed that the speakers have been more concerned with ethical principles than
the processes by which decisions can be reached. Negotiation took place, but there were
not equal resources or equal power relationships in the organization or in the committee
meetings (Flynn 1991a: 183).

In her field research, Flynn found out that there is a pattern of talk in Hospital Ethics
Committees, when

“.. dealt with ethics at all was to present the case, and then someone would say: “What is the
ethical principle?” and another person, often the ethicist, would say, as in a mantra, ‘autonomy’
or ‘allocation of resources’. The incantations of justice, autonomy, beneficence, non-maleficence,
veracity, and fidelity were heard throughout the committees. In one committee, the chair would
press for two ethical principles that were in conflict, so that the response might be, for example:
‘ >and h Id ask ¢ ? and Id si ‘justice” (Flynn 1991a:
autonomy’ and he would ask ‘versus?’ and someone would sing out ‘justice’” (Flynn a:

182).
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Here, a very instrumental use of principles evolves. One can doubt that this model of
consultation might augment the machinery of ethical principles in shaping perceptions.

Margaret Urban Walker critically asks:

“Aren’t abstract principles often given (sometimes new) meaning under the impact of concrete
cases, rather than cases being simply ‘decided’ by the ‘application’ of principles? And who or
what decides what is a ‘case’ — a moral problem — in the first place, as well what sort of case-

subject to what principle or principles — it is?”(Walker 1993: 34).

John Evans sees the use of principles as a method that takes the complexity of actually
lived moral life and translates this information into scales by discarding information
that resists translation and thus creates a language that brings order to difficult problems
(Evans 2000: 32-34). He thinks that the principles were created to “enhance calculability
and simplify bioethical decision-making” (Evans 2000: 32).

Walker opposes against the use of principles to simplify decision-making. She is con-
vinced about the idea that “a story, or better, Aistory is the basic form of representation for
moral problems” (Walker 1993: 35). Therefore, she suggests that it is necessary to know
“who the parties are, how they understand themselves and each other, what terms of
relationship have brought them to this .. problematic point, and perhaps what social or
institutional frames shape or circumscribe their options ” (Walker 1993: 35). She states:

“If moral accounts must make sense to those by whom, to whom, and about whom they are
given, the integrity of these accounts is compromised when some parties to a moral situation
are not heard or respresented. If chances are missed for different perspectives that open critical
opportunities, moral community is doubly ill served, alternate narratives go unexplored, and
some members are in practice disqualified as agents of value” (Walker 1993: 37).

In sum, the use of principles in Hospital Ethics Committees needs critical considera-
tions. It sounds like an engineering model that supports a way of dealing with “cases”
and framing questions in a technical way. Hereby, narratives that show the context of a
specific situation might get excluded or issues of conflict and concern that do not fit the
principle-model can be marginalized.

8 The German Development:
A Re-Make of the US- American Model

The implementation of Hospital Ethics Committees in Germany after the US- American
model of the 1980s has been favoured from its inception and is still supported by leading
organizations with regard to ethics in healthcare. For example, the Academy for Ethics
in Medicine (AEM) serves as an advisory body for clinical practice and education. The
establishment of Hospital Ethics Committees has constantly been put in a bright light
in publications, speeches and flyers (Simon, 2000; Neitzke 2002; May 2004; Vollmann,
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Wernstedt 2005). Publications about Hospital Ethics Committees start with a historical
flashback situated in the U.S. when in 1976 the New Jersey Supreme Court decided In the
Matter of Karen Quinlan, in which physician and the family struggled for authority of
medical decision in the case of a persistently unconscious patient. There have not yet been
critical writings that put the establishment of Hospital Ethics Committees into question.
On the contrary, within current critiques on economization processes in German Health
Care, Hospital Ethics Committees are rather seen as critical forums themselves.

The Center for Ethics in Health Care (ZfG) at the Lutheran Academy Loccum is es-
pecially active in offering educational classes on the establishment and inner workings of
hospital ethics committees. The educators are philosophers, medical doctors, and theolo-
gians. Some of them were not only convinced by the model academically, but they got to
know it by visiting the States. They are the same persons who have published most of the
German articles on hospital ethics committees (Simon, 2000; Neitzke 2002; May 2004;
Vollmann, Wernstedt 2005). All publications refer to the US- American model of Hospi-
tal Ethics Committees of the 1980s and describe the three functions: Education, policy
development and case consultation. With regard to historical events, some texts mention
that the starting point of Hospital Ethics Committees traces back to the US- American
case-story of Karen Quinlan.

The following historical steps of German hospital ethics committees show some simi-
larity with the historical steps of US- American contemporary Hospital Ethics Commit-
tees: (1) When the first Hospital Ethics Committees were established in 1997, the German
Lutheran and Catholic Church Association published a joint recommendation brochure
to establish such committees, explicitly according to the US- American model (Deutscher
Evangelischer Krankenhausverband, Katholischer Krankenhausverband 1997). In 2000
a survey revealed that among 795 members of the Christian Churches’ Association, 30
hospitals declared to have an ethics committee or a comparable arrangement to offer con-
sultation (Simon, Gillen 2000). (2) Along with the installation of quality management
instruments and since the Accreditation Organizations of Health Care have demanded
that hospitals should have policies and procedures to cope with ethical issues, the number
of institutions who declare to have Hospital Ethics Committees has been growing fast
(Kettner, May 2002). (3) The German Physicians’ Association has published a call to es-
tablish Hospital Ethics Committees. A diversity in structure and practices is explained by
a lack of standards and the individual histories of the hospitals. The physicians’ Associa-
tion strongly recommends to establish a standard as soon as possible (Wiesing 20006).

According to an analysis by the philospher Matthias Kettner (2005), Hospital Eth-
ics Committees serve as a helpful instrument to meet a so-called “moral insecurity” due
to technological progress and a plurality of values, not only among professionals at the
bedside, but also among people in public.

Moreover, I think, Hospital Ethics Committees can offer new jobs for philosophers
and are establishing a market place for medical ethicists who are selling more and more
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classes on applied ethics. Thereby their own ideas, concepts, and interests that serve their
status quo (in medicine, philosophy and law) are stabilized.

On the whole, I resume, rather than being a space of reflecting conflicts and being
a voice of critique, Hospital Ethics Committees tend to develop as a form of regulatory
ethics that allows a more powerful internal role in organized medicine. While these com-
mittees are rapidly growing in Germany, the following questions have been left open:
What are the criteria for a good practice in clinical ethics committees and who is going to
define them? Questions such as what these committees are actually doing, who they are
serving, what issues they are addressing, in which way they are accessed, and the degree
of satisfaction of the users of the service have not been empirically addressed yet.
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Summary

Hospital Ethics Committees arguably had their roots in kidney-dialysis selection com-
mittees and can be traced back even further. As recently as the early 1980s, Hospital Eth-
ics Committees were a relatively rare phenomenon as national surveys estimated that they
were present in fewer than one percent of US- American hospitals. Ethical considerations
were limited to oversee research and took place in Institutional Review Boards (IRBs).
During the 1980s, Hospital Ethics Committees began to grow rapidly in response to such
“cases” as those involving Karen Quinlan and Baby Doe, as well as to the 1983 report
of the President’s Commission for the Study of Ethical Problems in Medicine. Conse-
quently, the number of Hospital Ethics Committees grew, in less than a decade, to more
than 60 percent. Nowadays, in the United States, every health care institution has at least
one, but often several ethics committees that is largely the result of the Joint Commission
on the Accreditation of Healthcare Organization’s (JCAHO?’) 1992 mandate. German
proponents of Hospital Ethics Committees, mostly medical ethicists have started what
I identified as a re-make of the US- American model of these committees. By retelling
the contemporary development of US- Hospital Ethics Committees as a linear history of
success and a necessity due to technological progress, Germany has taken up the idea that
these committees should serve as a link between societal values and the actual develop-
ments occurring in the institutions that care for and treat patients. As once in the United
States, the rapid growth of Hospital Ethics Committees had been caused by the Joint
Commission on the Accreditation of Health Care that demanded to have some structure
available to meet ethical questions in hospitals; a similar development takes place in Ger-
many: Accreditation is speeding up the number of HEC:s.

The analysis of the historical background reveals that the emergence of Hospital Eth-
ics Committees cannot be reduced to reasons of technological progress. These institu-
tionalized local committees in the United States are embedded within and have taken the
direction from the emergent discipline of bioethics. They are a product of the complex
interplay of events and governmental interventions. “In the case of Karen Quinlan” the
court put significant power in the hands of the Hospital Ethics Committee which was
specifically charged with making a medical determination that confirmed the attending
physician’s prognosis that Quinlan would not return to a “cognitive state”. This is clearly
a medical or clinical function and not an ethical one. The President’s Commission em-
phasized that consultation and decision-making were a responsibility of the institution
and they felt that Hospital Ethics Committees were one way to encourage institutions
and staff to develop the practices of consultation and decision-making. The department
of Health and Human Services said in the “Infant Doe” Regulations that Hospital Eth-
ics Committees can bring about informed and fair decision making regarding difficult
issues.
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Throughout its history, the US- American ethics committee movement has been a
topic of controversy. While proponents have seen such committees as a promising means
of enhancing ethical decision making, possibly improving the quality of patient care,
and protecting patients’ rights; there are arguments given that they are little more than
a shield to protect hospitals from litigation. Critics have also argued that such commit-
tees threaten to bureaucratize medical practice and that they build up an obstacle to the
physician-patient relationship. Nevertheless, events like the invention of Kidney Dialysis
Selection Committees and the building of a Multidisciplinary Advisory Committees as
Prognosis Committees, revealed an increasingly interested public the insufficiency of in-
ternal professional norms to adequately govern medical practice.

As I could demonstrate, the support of Hospital Ethics Committees was after all an
attempt to deal with developing problems of justice and prevent law suits. Thus, it served
the institution of the hospital and physicians could find some sort of protections.

As studies on the work of Hospital Ethics Committees could show, Ruth Purtilo
brought up when I interviewed her, and as I exemplified by the “Optimum Care Com-
mittee” in Boston Massachusetts General Hospital, questions about living and dying
— like how to formulate Do Not Resuscitate orders — were dominating committee discus-
sions. The theoretical framework of Hospital Ethics Committees’ case discussions was
principle-based. The tetrad of principles (autonomy, beneficence, non-maleficience and
justice) promised relatively specific guidelines and proved to be more specific and objec-
tive than the previous Hippocratic ethic. The use of principles helped to work on calcu-
lations and a simplification of bioethical decision-making processes. Instead, especially
feminist studies highlighted the importance of narrative and history to be the basic form
of representation for moral problems.

Within the framework of Situational Analysis, I will now turn to the questions: “What
social worlds are not present and active? Are there any worlds absent that I expected? Are
there any surprising silences in the discourse?” (Clarke 2005: 115). In the world of bioeth-
ics and Hospital Ethics Committees, the social world of relatedness and dependency is a
minor planet. Furthermore, while physicians in the role of ‘final decision-makers’ played
an active role in the development of Hospital Ethics Committees, the role of nurses as
the primary ‘care-takers’ of the patient — when the decision is made — is not part of the
debate. I will now investigate into the notion of caring as a practice, the development of
an “ethics of care” and the role of nurses.
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Second Part — Relational Analysis
Care and Hospital Ethics Committees

Being born, life starts in dependency, and in order to grow and develop, care is needed.
And, at least in some parts of the life as an adult, all humans need to be cared for. Care
work is needed for the sick, handicapped, frail elderly, and dying people. Susan Reverby
(1987) has named this work “women’s work” while Sara Ruddick has termed it as “caring
labor” (1989). Care has been traditionally gendered in so far as most of the caring profes-
sions and care work, paid and unpaid, are practiced by women. Although care work is
partly done professionally, the vast part is done privately.

What are the reasons why caring issues have never been at the forefront of bioethical
debates, especially on a political level? First, an overriding as well as convincing argument
for this marginalization is seen in the protection of keeping care as a private activity.
Second, it is common sense, that caring is something practical that simply needs to be
done and that there should be a kind of obligation to integrate caring within one’s daily
activities. Thus: Why theorizing about a daily private activity? On the other hand, there
are also plausible reasons to defend a public debate on care since care work has been more
and more institutionalized over the last century, at least in Western societies.

Especially for a growing number of the elderly the need for care is increasing. While
media reports on (health) care tend to focus on the high costs of the health care system,
other dimensions and aspects of social service can get easily played down. The quality of
care practices are of rare interest except when care has gone wrong, is done badly, or has
even led to abuse. Then, public attention is aroused.

The aim of this part is to approach a refined understanding of care that lays out
a language to describe the meaning of care and caring practices. These theoretical ap-
proaches are all written in a remarkable non-technical language, but unfortunately, some,
especially the nursing ones, lack some clarity. Nevertheless, what I am not going to do is
what Doris Lessing has once warned against in her Golden Notebook (1972), is: to criticize
the criticism of ideas. I will neither atomise and belittle the weak parts of the following
approaches, although, of course, I will sum up the main critique that was put forward
against caring concepts.
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First, I present the transitions of the care ethics debate since the 1980s when profes-
sional nursing care expanded. Chapter five gives an overview to understand concepts of
care within their specific contexts of ethical debates. Chapter six presents those ideas that
have contributed to develop an understanding of care as a practice from a feminist per-
spective. By referring to these frameworks I want to contribute to the development of a
language that realizes concerns regarding issues of care in medical and especially nursing
practice. The foregoing described concerns of care in hospital nursing practice and their
chances of making them a subject of discussion in Hospital Ethics Committees will then
be outlined in chapter seven.

While chapters five and six are based on a literature review of mostly foundational
texts from the US and Germany, chapter seven will also make use of interviews (see ap-
pendix). In the end I will give a summary by focussing on those findings that are mostly
relevant for the practical arena analysis in part II1.
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V 'The Development of the Care Ethics Debate and
Nursing since 1980

Care ethics can offer a perspective different from dominant ethical theories that have
been criticized for being too much based on principles and for neglecting moral contexts
embedded in social practices and historical settings. It emphasizes the importance of re-
latedness and difference to autonomy and consensus.

Compared to Germany, in the U.S. the literature about caring and nursing is huge,
and its criticism no less. But, rather than to analyze the myriad ways on how care can be
defined, is understood, used, in which way it relates to nursing, and what the critique is,
this chapter acknowledges the historical steps by tracing back the development of caring
ideas. I focused on those that have first, mostly been discussed; second, have shaped the
development of the care ethics debate from a nursing perspective and have third, fostered
the development of “nursing ethics”. Hereby, I have identified in what kind of discursive
context each concept of care evolved and identified it as a kind of counter-argument like
the “Care against Justice” or the “Touch against Technology” Debate. The aim is to shed
light on the development of these counter-arguments from different perspectives of nurs-
ing and not to discuss what is “right” and what is “wrong”, a “weak”, or a “strong” argu-
ment to give rise to the importance of care practices. With regard to a nursing perspective
the leading question is: What ideas were relevant to and used by nursing as a growing
academic discipline with an increasing interest in ethics at that time?

1 Caring as a Women orientated Ethics and a Feminine Model

Nurses have taken an interest in an “ethics of care” because it would capture their moral
experiences better than a “male” “ethics of justice.” As pointed out before, the historically
embedded growth of an “ethics of care” are of interest here and not so much the philo-
sophical underpinnings of the concepts themselves.

1.1 Caring as a different Voice: Gilligan versus Kohlberg — Care versus Justice

Caring as it relates to ethics is rooted in the so called “Gilligan against Kohlberg” debate.
What was the conflict about?

The late Harvard psychologist, Lawrence Kohlberg (1981) divided the moral devel-
opment of individuals into three stages and claimed that people become morally mature
by going through certain distinct stages. Being a mature adult, Kohlberg declares, you
would have presumably outgrown the idea that “being good” would mean helping and
pleasing other people (stage three on Kohlberg’s scale). Then, you will have come to see
that morality consists of a set of rules for maintaining the social order (stage four). Fur-
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thermore, you could become even more mature to sum up the rules in a principle such as
“the greatest good for the greatest number” (stage five), or to think of morality in terms
of self-chosen universal principles of justice (stage six). Though, Kohlberg grants that not
everyone reaches these levels of maturity. He found girls in comparison to boys not being
able to make moral judgements in terms of justice. Thus, he declared them 7ot to reach the
last stage of moral reasoning (Kohlberg 1981).

Gilligan’s book 17 a different voice (1982) motivated to ask for a women oriented eth-
ics. In her view, human beings live their life in a network of care and dependence. Gilligan
contrasted the voice of care with the wvoice of justice. Her research was designed in part as
a corrective to the study on moral development by Lawrence Kohlberg. While Kohlberg
had focused on boys, Gilligan instead focused on girls and in her empirical work she
exclusively interviewed women. Rather than talking about rights and rules, these women
were using the language of relationships and connection. They revealed the relevance of
a contextual understanding and a look at concrete situations. According to this view,
caring is seen as a moral orientation that gives an opportunity to see the particularities
of the individual and relations as an integral part of moral judgement. Gilligan believes
that impartiality fosters detachment which might breed moral blindness or indifference.
Moreover, she points out, detachment might contribute to a failure to discern or respond
to needs (Gilligan 1982). Gilligan is convinced that the aim of caring is not necessarily an
agreement but mostly a “shared understanding” (Gilligan 1982).

Although her work deserves to be acknowledged for its relevance of keeping gender
questions in mind and considering the limits of abstract principles in ethics, the meth-
odological problem cannot be overseen: While Kohlberg has focused on boys, Gilligan
has focused on girls and women. Thus, the studies are circumscribed by being male or
female. The dichotomy of a “male ethics of justice” and a “female ethics of care” has not
been overcome yet. A question that arises is whether there might not well be a feminine
ethics of justice and / or a masculine ethics of care. For the further parts of my work here,
I would also like to put into question, whether these distinctions are helpful to conceptu-
alize care as a practice.

1.2 Caring as a Feminine Approach to Ethics:
Principle-based versus the Context-related

In her book Caring. A Feminine Approach to Ethics and Moral Education (1984), Nel Nod-
dings argues that philosophy acknowledges basically the difference between pure and
practical reason, but that ethics is treated in analogy with geometry: the focus is a set up
of principles and logical deductions. In her view, ethics as the philosophical reflection on
morality has too much concentrated on questions of moral foundation and judgement.
She criticizes a moral judgement that is basically lead by abstract principles. Instead, she
argues for a discussion on moral problems in terms of concrete situations which implies
an “. approach of moral problems not as intellectual problems to be solved by abstract
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reasoning but as concrete human problems to be lived and to be solved in living” (Nod-
dings 1984: 96). And this approach, as to Noddings explains, is founded in “caring”
(1984: 96).

The approach to ethics advocated by Noddings does not wholly ignore the theoreti-
cal contributions of traditional ethics but assumes that only certain aspects of these eth-
ics can inform and enrich the moral life of the one who cares for others. Although her
paradigm of a caring relation is the mother-and-child dyad and she moreover talks about
a feminine morality. Nevertheless she remarks: “Both men and women may participate
in the ‘feminine’ as I am developing it, but women have suffered acutely from its lack of
explication” (Noddings 1984: 44).

Noddings emphasizes the importance of responsiveness to the needs of others that
will contribute to better patient educational practice. Moreover, she renders meaning
to the uniqueness of particular others and to the understanding of concrete situations.
For her, caring is not so much a matter of actions, special tasks or processes as a mode
of disposition, a virtue or a stance towards the other. For Noddings, caring is neither a
principle nor a virtue in itself but it is based on relationships and there are no decisions
that can be separated from their contextual situation. Caring gives rise to the development
and exercise of virtues and for Noddings these must be assessed in the context of caring
situations. She explains: “It is not, for example, patience itself that is a virtue but patience
with respect to some infirmity or a particular cared-for or patience with respect to some
infirmity of a particular cared-for or patience in instructing a concrete cared-for that is
virtuous” (Noddings 1984: 90).

For Noddings, institutionalized care is destructive because it contradicts the nazure
of care. She thinks that a practice of care should be minimally regulated by standards and
rather continuously be interpreted and shaped in the light of individual contexts.

“The duty to enhance the ethical ideal, the commitment to caring, invokes a duty to promote
scepticism and non-institutional affiliation. In a deep sense, no institution or nation can be
ethical. It cannot meet the other as one-caring or as one trying to care. It can only capture in
general terms what particular ones-caring would like to have done in well-described situations.
... Everything depends, then, upon the will to be good, to remain in caring relation to each
other. How may we help ourselves and each other to sustain this will?” (1984: 103).

Particularly, Hilde Lindemann Nelson has criticized Nel Noddings’ concept of care with
regard to professional nursing (1992). For Noddings it has been central that the self-care
of carers leads to a better care of others. Nelson criticizes that if the carers are so much
devoted to someone else that even their self-care is done as a service for others, thus, there
is the danger of fusion: “She (the carer) has identified her own interests and projects so
closely with those of the person for whom she cares that she stands in danger of losing
herself altogether (Nelson 1992: 11). Hilde Lindemann Nelson and Alisa Carse (1996)
emphasize that the danger of exploitation threatens care givers und therefore there should
be set limits of having a duty to care for others (1996: 19). Thereby, not only the danger of
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exploitation of care-givers needs to be considered but also the danger that the ones being
cared for might be oppressed: “The need to set limits on care is an important problem
for the care ethic not only because of the danger of exploitation, but also because of the
danger of oppressing the recipient of care” (Carse, Lindemann Nelson 1996: 22).2°

2 Caring as a Foundational Concept for a Theory of Nursing Ethics

In US- American nursing literature it is the notion of “caring” that is mostly used to
describe the work of nursing in relation to the patient. It is the central term in nurses’
definition of themselves and it is also the key notion practicing nurses believe is their task.
Nursing scholars like Patricia Benner and Judith Wrubel use it in the title or subtitle of
their books. Based on his ten years participant observations in hospitals, Daniel Chamb-
liss points out, that caring with regard to nursing is not seldom used as a weapon in their
conflicts with physicians in order to distinguish between what nurses do, that is “care”
from what doctors do, that is “cure”. Thereby nurses put themselves in a morally superior
position. When nurses say they “care”, this is not just a mere description of engaged prac-
tice, but a defence of their importance (Chambliss 1996: 68).

Altogether, besides the monograph by Patricia Benner and Judith Wrubel (1989),
there are mostly articles in US- American nursing journals that give arguments and coun-
ter-arguments for an understanding of nursing that involves a concept of care (Bishop,
Scudder 1990). Some nursing scientists have explicitly outlined the significance of care
within their theory of nursing (Watson 1988) or have shown its meaning on the basis of
empirical studies (Benner, Wrubel 1989, Benner 1994 a, b).

The following overview is based on a selection of those nursing ideas that have made
caring to be the central thought for an understanding of nursing and those ideas that have
put caring within the realm of nursing ethics.

2.1 Caring as a Protection of Human Dignity:
Care versus Cure — Touch versus Technology

It has frequently been noted that the difference between medicine and nursing is the dif-
ference between “curing” and “caring”. Sally Gadow (1985) has articulated her observa-
tions as a nursing scientist and philosopher:

“The spectacular rise of technology in health care has cast a shadow on the image of caring,
especially caring that is posited as the essence of a professional relationship. Caring has con-
notations like that of hospice, that is, taking care that patients are not abandoned when hope
of cure is abandoned. While hope remains, however, it is not caring that will achieve cure; it is
the technical expertise that repairs the valve or adjusts the dialysis. ... Caring, while making

20 In Germany, see Herta Nagl-Docekal and Herlinde Pauer-Studer (1993) as well as Gunhild Buse
(1993) and Carola Brucker (1990) who joined into the debate about an care ethics.
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patients feel more comfortable, perhaps even cherished, will not arrest pathology; thus it is not
allowed to divert time and energy that can be invested in cure. Where there is no conflict be-
tween the two, it is because cure is impossible. When conflict arises, cure has priority” (Gadow
1985: 31).

For her, caring entails a commitment to a particular end, and that end, she proposes,
is the protection of human dignity. According to Gadow, the reason, that technology
poses a greater threat to dignity than does less complex care is related to what she calls
the experience of otherness. She explains that mundane care as well as simple appara-
tus involve measures that persons usually can manage for themselves. “But complicated
measures and machinery are more disruptive; they can remove the locus of control and
of meaning from the individual by imposing otherness in two forms, the machine and
the professional” (Gadow 1985: 36). First, the apparatus asserts an otherness that can-
not be ignored or easily integrated into the physical or psychological being and second,
complex techniques require greater expertise than many persons possess and professionals
may be called to manage a procedure. Gadow resumes, that both elements of otherness,
the apparatus as well as the expert, threaten to disrupt personal integrity, and thus violate
dignity by removing patients form the center of their experience (Gadow 1985: 36). In
addition, she states,

“... the domination by apparatus and by experts that can accompany the use of technology,
patients can be reduced to objects in a more fundamental way than by the use of machines: in
the view of the body as a machine. Such reduction occurs because regard for the body exclu-
sively as a scientific object negates the validity of subjective meanings of the person’s experience”

(Gadow 1985: 36).

Gadow consequently asks: “Now that technology displays so vividly the reduction of
persons to their objectness, what are the alternatives?” (Gadow 1985: 36). For her, two
approaches suggest themselves as means of affirming the integrity of patients, one hav-
ing to do with #ruth, and the other one with zouch. She argues that disclosure can have a
paternalistic basis. When patients are informed about their therapeutic value, irrespective
of their wishes, she says that they would be addressed as objects and disclosure practices
would also express a view of patients as objects since “.. the belief that the truth to be
disclosed (or withheld) is constituted entirely on the side of the caregiver, consisting of
objective information, statistically ordered if possible” (Gadow 1985: 38). For her, those
views imply that the “truth” of a situation exists independently of the persons involved.
On the contrary, Gadow offers a view of “truth” as the most comprehensive and most
personally meaningful interpretation of the situation possible. She remarks: “The op-
posite of truth that exists independently of the persons involved, it is a truth that is con-
stituted anew by the patient and professional together, in each situation” (Gadow 1985:
38). Gadow sees the assistance of patients in defining their situation as an approach of
caring (Gadow 1985: 38). According to her complex understanding of truth, it requires
patients’ participation in constituting it, and both, the patient as well as the nurse must be
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engaged. Therefore, she concludes the ideal of caring is an ideal of intersubjectivity, and
“The alternative to caring as intersubjectivity is not simply reduction of the patient to an
object, but reduction of the nurse to that level as well” (Gadow 1985: 38).

Gadow does not see a conflict between dignity and dependence. She thinks that
dependence upon another for care of the body constitutes an indignity only when the
person cared for becomes an object for the caregiver. Caring for the body, in her view, is
important with regard to the phenomenon of zouch. She outlines her thought as follows:

“Among all forms of human interactions, touch is the reminder that objectivity is not even
skin deep. In touch, subjectivity exists at the surface of the body, and health professionals un-
derstand this perfectly. ... Both, patient and professional tend to regard the patient’s body as
an object (and the professional’s body as an instrument) in order that no bond be created or
subjectivity invoked by touching. Technology provided a significant barrier in this respect. The
stethoscope is safer than the ear to the chest, and the monitor, with remote viewer, removes the

dangers of touching altogether. ... 7 (Gadow 1985: 38).

I think the dichotomy between patient-oriented care and illness-oriented cure is based on
a simplified understanding of medicine and nursing practices. Care and cure are often
presented as if these concepts are irreconcilable realities and separate nursing and medi-
cine. But, as medicine cannot be reduced to mere technological skills, nursing care is not
free from handling technology. Many of the care practices are a matter of shared responsi-
bilities since they are both ideally directed towards the realization of the same goal, that is
the promotion of the patient’s well-being. In palliative care physicians and nurses have to
practice competent care including medical elements, such as pain alleviation. Especially
in those fields where the collaboration of nurses and physicians are put into the center for
achieving good patient-care, like hospice or palliative care, the existence of a dichotomy
between care and cure can hardly be defended.

2.2 Caring as Charity and a Transformation of Compassion:
Back to Spiritual Roots

Jean Watson too, wants to contrast her idea of “care” with the medical model of “cure”.
She as the one who is holding the only “Caring” professorship in the United States (Colo-
rado) has continuously working on her ideas about “caring” (1988, 1990, 1996, 2001).
Her thoughts are based on the work by the human psychologists Abraham Maslow (1959)
and Carl Rogers (1989) and hence, needs of the human being are regarded as central, and
trust is seen as the basis for a caring relationship.

Building on the ideas of Gadow, Jean Watson opposed to Noddings, proposes a view
of caring as the foundation of “nursing as a human science” (Watson 1985). Watson posits
caring as human value that is characterized by “a will and a commitment to care, knowl-
edge, caring actions, and consequences” (1985: 29). Like Gadow’s understanding of care,
such a view requires a commitment toward protecting human dignity on the part of the
nurse (1985). Caring thus becomes a professional ideal.
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For Watson, spirituality is a need as well as a power which is decisive for a human-
istic orientated understanding of nursing. She describes her ideas about nursing by dis-
tinguishing the following components: (a) the charitable factors, (b) the transpersonal
caring relationship, und (c) the caring occasion / caring moment (2001: 343-354). (a)
The charitable factors are seen as the leading core for nursing. For her “care” means
to meet someone with attention. (b) The transpersonal caring relationship implies that
nursing takes over a moral responsibility of protecting patients’ dignity and take care of
the spiritual dimension. To encourage the spiritual growth of the sick as well as those of
the carers would be the aim of nursing. She remarks: “If we deal with human relational
processes, the human wholeness of mind-body-spirit, and evolving human consciousness
that is continuous with nature and the universe, we have to become part of the process”
(Watson 1990: 20-21).

Jean Watson has mostly been criticized for being idealistic, for putting too much
stress on psychology (Dunlop 1994). Philip Warelow remarks: “Some of her descriptions
become lost because they tend to be far removed from the everyday practising nurse and
are therefore banished to academic ivory towers* (Warelow 1996: 658). According to Sa-
rah Fry, Watson’s view of caring does not adequately support caring as a moral value and
remains an ideal rather than an operationalized aspect of nursing judgements and actions
(Fry 1992).

The Austrian nursing scientist, Silvia Kdppeli (2004) has recently studied Watson’s
work and identifies her “feminine-caring-healing” approach as an attempt to rediscover
an archetype of nursing that has been drowning in the course of the 20 century under
what she sees as a male archetype of natural sciences (Kippeli 2004). Kippeli sees the
traditional motivation of nursing in compassion. To have compassion for an ill and dying
human being means to allow a relationship that includes trust and to know what suffer-

ing means for the cared-for (Kippeli 1988, 2004).

2.3 Care Ethics as a Mode of Defense against Dominant Models:
Challenging the Mainstream?

Unlike earlier writings that viewed ethics in nursing as primarily feminine etiquette (Aik-
ens 1916, Gladwin 1937), the first books on ethics in nursing in the 1980s (Benjamin,
Curtis 1986; Davis, Aroskar 1983; Jameton 1984; Muyskens 1982; Thompson, Thompsen
1985) view nursing ethics as a subset of contemporary medical ethics. Accordingly, they
use the framework of bioethical principlism (Beauchamp, Childress 1983), theologically-
based contract theory (Veatch 1981), liberal theories of justice like John Rawls® (1971),
and Tristram Engelhardt’s secular-based theory of human rights (1986). Sarah Fry (1989)
realizes that this influence on the development of nursing ethics has been quite extensive.
Discussion on ethical issues in nursing would be framed by deontological versus utilitar-
ian theories and the weight of medical ethical principles rule nurse’s decision-making
processes in practice.
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Fry criticizes that justice-based theories have almost exclusively been used in empiri-
cal studies of nursing ethics, and that medical ethical frameworks guide the majority of
normative discussions of ethics in nursing. She explains that: “.. autonomy and produc-
ing good were categories that the (nursing) researchers expected to find because autono-
my and producing good are prominent features of medical ethics. What was assumed to
be the case in medical ethics was assumed to be the case in nursing ethics, as well” (Fry
1992: 96). Fry criticizes that what is appropriate for the practice of medicine, would not
be necessarily be appropriate for the practice of nursing.

Moreover, with regard to language, she refers to Nel Noddings critique on a princi-
ple-based ethics that is represented through a language which only covers certain issues of
concern while others get lost (1992). According to Noddings’ “feminine understanding”
of care, for Fry, care is foundational for nursing practice. She is concerned that an “eth-
ics of caring” in nursing will not be able to survive in conditions of dangerous nursing
shortages and monetary regulations unless nurses themselves insist that caring is central
to their profession. This means that they must require sufficient time to develop care for
themselves and their patients or clients so that it may be realized (Fry 1988).

Helga Kuhse (1995) vehemently argues against the idea of a “feminine ethics of care”.
In her article Clinical Ethics and Nursing: Yes’to Caring, but ‘no’to a Female Ethics of Care,
she harshly questions Watson’s and Gadow’s definitions of care for not being clear and she
states her doubts about the feasibility of building an ethical theory on the concept of care
alone but remarks: “Despite .. inconsistencies and obscurities, ... there is value in focusing
on care as an important, but often neglected, component of ethics” (Kuhse 1995: 212).
Kuhse understands caring as a disposition that helps to respond to the needs of others and
contributes to a better patient care. She remarks: “... dispositional care is not only an ap-
propriate part of nursing ethics, but of medical ethics as well” (Kuhse 1995: 213). Kuhse
then explains that ethics is primarily about the justification of actions, and that “care”
cannot be used as a reasoned argument (Kuhse 1995: 214). She is convinced:

“In the clinical context, such arguments will typically rely on certain universal principles, such
as respect for autonomy or a health care professional’s prima facie duty to act in the patient’s best
interests. To eschew all moral principles is to withdraw from moral discourse and to retreat into
an essentially dumb world of one’s own” (Kuhse 1995: 215).

For Kuhse, without principles there can be no ethical discourse and no justification, but
“only particularities and unguided feelings” (1995: 216).

Theoretically disputable, on the whole, each of the presented concepts of care can be
critically appreciated as a form of refusal to be co-opted by a rather abstract, principle-
based kind of mainstream discourse. Still, on the whole, there seems to be a repetitive
trap of falling into a polarized black-and-white discussion: struggling about “feminine” as
well as “male” ascriptions and trying to balance as well as justify caring ideas against the
principles like autonomy and justice.
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3 Care Ethics from a Nursing Perspective in Germany

Although nursing has become an academic discipline within the last 20 years in Germa-
ny, its lobby is still weak, especially in comparison to the medical profession. Nurses are
still struggling for more power and recognition, institutionally as well as academically.

In the 1970s and 1980s ethical issues of nurses were dominantly discussed by theo-
logians and psychologists. Within the rise of ethics in health care, nursing ethics has be-
come a sub-discipline of medical ethics. Nurses have hardly expressed their own position
on ethical issues in health care within their academic discipline. Even though decision-
making-processes like the governmental committees” work on Living Wills (see introduc-
tion) will have a strong impact on nursing practice, their participation is missing.

Caring as a concept has mainly been discussed by theology and in medicine it is
mostly seen as a sub-concept. Ideas of care are hardly received within the realm of Ger-
man Nursing Science and caring as a practice has not been conceptualized yet.” Elisa-
beth Conradi (2001) a philosopher and political scientist has developed a theoretical ap-
proach to a practice-ethic of care and highlighted its relevance to the practice of nursing
(see chapter V1, 1.2). Also a few articles, published within the last decade, deal explicitly
with caring and nursing. Wilfried Schnepp has developed his thought on the notion of
the German word “Fiirsorge” that is mostly used as the translation of “care”. He dis-
cusses the notion of “Pflegekundige Sorge” that would rather capture nurses’ capabili-
ties (Schnepp 1996). The theologist Hans-Ulrich Dallmann (2003) dissociates from the
ideas of caring as they have mostly been outlined in US- literature. Instead, he pleads for
a theologically based nursing ethics that favors charity without ignoring the reality of
conditions (Dallmann 2003: 15). The nursing scientist, Renate Stemmer argues against
ideas about caring and nursing by referring to ideas about professionalism. She concludes
in one sentence: “Despite these critical thoughts, it seems to me that the central point of
the caring concept, namely that the care-giver has an interest in being basically attentive
to the care-taker, has its essential meaning for nursing” (2003: 60).>> Unfortunately, the
“essential meaning” is not laid out.

Although there is an increasing number of German text books on nursing and eth-
ics (Arndt 1996, Groftklaus-Seidel 2002, Schwerdt 2002, Koértner 2004, Lay 2004) as
well as some foundational theoretical studies (Bobbert 2002, Remmers 2000), literature
about caring approaches in nursing is very scarce. In her textbook on nursing and ethics
the nurse scientist Marianne Arndt (1996) has tried to integrate care ethics as “an ethic of
women“ by emphasizing the meaning of contextuality. Reinhard Lays’ (2004) text book
presents an enumeration of several understandings of an ethics of care and resumes that
an understanding of care as a “principle” (2004: 222). Caring as a practice of nursing is
not discussed.

21 On how to integrate “Justice” and “Care” in the German discipline of Medical Ethics see Nikola Biller-
Andorno (2001).

22 Ubersetzung Helen Kohlen
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Turning to those nursing authors who have considered caring, there is Marianne
Rabe to mention. She has continuously been working on nursing ethics in its historical
context. Rabe (2000) thinks that caring as an ethical orientation in nursing could prob-
ably be seen as the professional successor of the “old ideal of charity” (2000: 14). Elke
Miiller (2001) strictly refuses caring ideas due to a lack of theoretical knowledge (2001:
91). In her published dissertation Pflegerische Verantwortung, Renate Tewes (2002) identi-
fied that most nurses understand caring as an essential part of nursing. She herself defines
caring as a capability of nurses to attend to patients with frankness, dignity and respect
(2002: 74).

In his work on scientific and ethical discourses from a perspective of a developing
nursing science, Hartmut Remmers (2003) supports the idea of getting into a debate
about models of care. He has continued encouraging a discussion about an ethics of care
and situates it in the realm of virtue ethics. In an empirical study (2006) on caring from
a patient’s perspective who suffers from chronicle wounds due to arterial obstructive dis-
ease, Perini et al. define care as a human interactive aspect of the nursing process (Perini
et al. 2006: 350). In sum, the German scientific community in nursing has not yet criti-
cally examined ideas about an ethics of care.
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VI Feminist and Nursing Studies in
Care Ethics since 1990

Since this work has an interest in conflicts of medical and especially nursing practices that
might currently be termed as ethical problems, foremost those theoretical approaches on
care were selected, that seek to develop an understanding of caring as a practice as op-
posed to caring as a principle or an emotion. The literature study of the few theoretical
frameworks that understand caring explicitly as a practice was lead by the following ques-
tions: Which theoretical frameworks (1) broach the issue of care within a broader politi-
cal and social context, (2) provoke conflicts, including the ones experienced by nurses a
subject of discussion, and (3) raise questions about caring responsibilities? Moreover (4),
do they imply a dimension that helps to understand and describe these conflicts beyond
the bioethics style, and thus might provide a language and a framework for the analysis
of the empirical data gathered in the field study of this work (part III).

Joan Tronto (1994, 2006), a US- American political scientist, and Elisabeth Conradi
(2001), a German philosopher and political scientist, meet most of the criteria pointed
out in these questions. They have both situated care within its historical as well as socio-
political context and claim its potential and need for change. Similarly, they argue to
conceptualize caring as a practice. Most of the examples Tronto uses to illustrate conflicts
of and within caring practices are taken from the field of nursing. Moreover, she consid-
ers nurses’ professional competence from an ethical standpoint. Likewise, Conradi’s work
has nursing practice in mind. She sees non-verbal acts including touch as an integral part
of caring practice and has outlined her understanding of nursing ethics as a part of care
ethics. Tronto refers to the necessity of competence in the practice of care. The nursing
scientist Patricia Benner has studied competencies in clinical nursing practice and her
thoughts on care are of interest and her main discoveries are presented.

Then, Margaret Urban Walker’s work (1998, 2006) helps to understand care as a
practice of responsibilities. For her, morality is not socially modular and something tran-
scendent but a part in everyday social life. Walker’s work is of interest within a social
science perspective on morality and ethics and her framework helps to investigate how
voices about caring issues get silenced. In addition, Walker has investigated into the field
of clinical ethics consultation (see part I, chapter IV, 7).

All of the identified theoretical frameworks turned out to be written by feminist
ethicists.”” Feminism as understood here, is not directly about equality and women but

23 Patricia Benner does not declare herself and is usually not seen as a feminist, but in the introduction
of her book with Judith Wrubel (1989) 7he Primacy of Caring. Stress and Coping in Health and Illness,
she describes it as a feminist duty to make nursing work as a practice of care visible. Whether this
work should be identified as a feminist duty might be related to the fact that most of these (invisible)
care practices has been done by women. However, it is not outlaid by Benner, and not an issue that
demands a more refined discussion here.
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about power and its distribution in a specific cultural system like the health care system.
Relations of power in any location, be it in the hospital or Hospital Ethics Committee,
set the terms for who defines consequences; who has to question and who has to answer
whom, and who gets excused from taking over (caring) responsibility of whom.

1 Caring as a Social Practice from a Political Science Perspective

Joan Tronto (1994) and Elisabeth Conradi (2001) see care first of all as a social practice
that needs to be an issue of public and political concern. Tronto remarks:

“If we believe that there is good reason to take care seriously as a public value, then we will
need to make three presumptions to provide such care. First, we need to presume that everyone
is entitled to receive adequate care throughout life. Second, everyone is entitled to participate
in relationships of care that give meaning to life. Third, everyone is entitled to participate in
public process by which judgements about how society should ensure these first two premises”
(Tronto 1994: 19).

Joan Tronto has continuously reminded her readers that care issues are far from being
discussed as trivial and care work is absolutely necessary, it is currently devalued labor
(Fisher, Tronto 1990, Tronto 1994, 2006). For her, it is not enough to assert any entitle-
ment to care as if it were a good to be distributed. Instead, it needs to be seen as an activity
of citizens in which they are constantly engaged. Tronto advocates, to acknowledge care
practices is not that the state should become the provider of such services, but that the
state’s role in supporting or hindering ongoing activities of care needs to become a central
part of the public debate. Elisabeth Conradi has picked up Tronto’s idea and understands
care as a social practice that is shaped by certain conditions embedded in historical con-
texts. For Conradi, the conditions under which care is practiced are changeable and above
all in need of reform.

1.1 Engaged Care and its Ethical Dimension in Joan Tronto’s Work

Semantically, care is often associated with the notion of burden: to care means more than
simply passing interest or fancy but the acceptance of some form of burden (Tronto 1994:
102-103). Joan Tronto found out that most of the definitions of caring presume that care
is only an activity of individuals directed toward other individuals. “Not only does this
exclude care for the self, but it also excludes the possibility that institutions or groups
of individuals can care, or that people can care from a distance” (2006: 5). For Tronto,
care needs to be understood as a universal aspect of human life that is done actively and
responsibly. For Tronto, care applies not only to particular persons and things but as she
suggests, to diverse practical forms including several services like nursing. Moreover, for
Tronto, care should even be extended to politics. For her, moral theory is inextricable
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from political context, that is to say: Morality cannot be understood as separated from
social roles and institutions. As such, following Tronto, care should be viewed as a politi-
cal ideal in order to raise the status of both, care as a practice and those who do caring
work. Consequently, she criticizes contemporary moral thinking for putting boundaries
(a) between morality and politics, (b) between public and private life, and (c) between
lived experience and the impartial moral point of view.

Defining Care as an Engaged Practice

Care conceptualized as a practice, in Tronto’s view, is an alternative to conceiving care as
a principle or as an emotion. It implies the involvement of thought as well as action. For
Tronto, thought and action are interrelated and they are directed towards some end. This
sort of engagement as she calls it, is not performed in an instrumental way and is different
from the kind of engagement that characterizes a person who acts upon her temporary
interests. Care means reaching out to something other than the self and is neither self-
referring, nor self-absorbing. For developing a more precise account of care as a practice,
Berenice Fisher and Joan Tronto offer the following definition:

“On the most general level, we suggest that caring be viewed as a species activity that includes
everything that we do to maintain, continue, and repair our ‘world’ so that we can live in it as
well as possible. That world includes our bodies, our selves, and our environment ... all of which
we seek to interweave in a complex, life-sustaining web” (Fisher, Tronto 1990: 18).

Tronto emphasizes that first, caring is not restricted to human interaction with others.
But, the possibility that caring occurs for objects and for the environment is included.
Second, it is not presumed that caring is dyadic or individualistic: “In assuming that care
is dyadic, most contemporary authors dismiss from the outset the ways in which care can
function socially and politically in a culture” (1994: 103).

Fisher and Tronto want to avoid a dyadic understanding since this might lead to
a romantization of the mother and child relationship and the rest of society would be
discharged from responsibility. Third, Fisher and Tronto insist that the activity of caring
is largely defined culturally, and will therefore vary among different cultures. Fourth, in
their sense, caring is not only seen as a single activity, but is also an ongoing process. In
this regard, caring is not simply a discursive concern or a character trait but a concern of
living that active humans are engaged in.

Four Dimensions of Care

Berenice Fisher and Joan Tronto have identified different dimensions of care. These di-
mensions are interconnected and can only be separated analytically: (1) caring about, (2)
caring for, (3) care giving, and (4) care receiving. Caring about involves becoming aware
and paying attention to the need for caring. Therefore it implies assuming oneself into
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the perspective of other individuals or groups. Caring for means to assume responsibil-
ity for the caring work that needs to be done. It also involves the ability to perceive one’s
power to actually act. Care giving is putting the actual care work into practice to meet the
need. In most of the times the care-taker gets into direct contact with the care receiver.
Here, nursing care as well as child-care are mostly used as examples (Fisher, Tronto 1990).
Finally, Tronto describes care receiving as a fourth dimension: It is the response of those
obtaining the attention and care. Otherwise, nobody would know whether caring needs
have actually been met (Tronto 1994: 105-108). Tronto remarks that the fourth dimen-
sion of care .. can serve as an ideal to describe an integrated, well-accomplished, act of
care. Disruptions in this process are useful to analyze” (1994: 109).

The question of conflicts arises and as Tronto remarks herself, care is not always a well
integrated process but involves conflict. While ideally there is a smooth interconnection
between these dimensions, in reality there are likely to be conflicts between as well as
within each of these dimensions.

“Nurses may have their own ideas about patients’ needs; indeed they may ‘care about’ patients’
needs more than the attending physician. Their job, however, does not often include correcting
the physician’s judgement; it is the physician who ‘takes care of” the patient, even if the care-
giving nurse notices something that the doctor does not notice or consider significant. Often
in bureaucracies those who determine how needs will be met are far away from the actual care-
giving and care-receiving, and they may well not provide very good care as a result” (Tronto

1994: 109).

Another conflict often occurs when care-givers find that their needs to care for themselves
come into conflict with their responsibility to care for others or that they are responsible
to take care of a number of other patients or things whose needs collide with each other.
Then the quality of care is put into question.

Ethical Elements of Care

In accordance with the identified dimensions of care, Tronto describes ethical elements
of care: (1) attentiveness, (2) responsibility, (3) competence, and (4) responsiveness (1994:
127). The first ethical aspect of caring she calls attentiveness since care requires that a
need is actually recognized and that this need should be cared about.

“If we are not attentive to the needs of others, then we cannot possibly address those needs. ...
Yet the temptations to ignore others, to shut others out, and to focus our concerns solely upon
ourselves, seem almost irresistible. Attentiveness, simply recognizing the needs of those around
us, is a difficult task, and indeed, a moral achievement” (1994: 127).

The second dimension of care, i.e. taking care of; renders responsibility into a moral cat-

egory. For Tronto, responsibility is a term that is embedded in a set of cultural practices,
rather than in a set of formal rules or series of promises. It has different meanings depend-
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ing upon one’s perceived gender roles, and issues that arise out of class, family status, and
culture Tronto remarks:

“Nevertheless, it is certainly possible for questions of responsibility to become political, in that
they can become matters of public debate. ... In arguing for the inclusion of care as a political
and philosophical notion, I am suggesting that we are better served by focusing on a flexible no-
tion of responsibility than we are by continuing to use obligation as the basis for understanding
what people should do for each other” (Tronto 1994: 133).

The third dimension, care giving, stresses the importance of competence while care is actu-
ally given. Tronto argues that a central reason for including competence as an ethical ele-
ment of care is to avoid the bad faith of those who would take care of a problem without
being willing to do any actual care work.

“Intending to provide care, even accepting responsibility for it, but then failing to provide good
care, means that in the end the need for care is not met. ... But clearly, making certain that
the caring work is done competently must be a moral aspect of care if the adequacy of the care
given is to be a measure of the success of care. ... sometimes care will be inadequate because the
resources available to provide for care are inadequate” (Tronto 1994: 133).

Imagine, a nurse in an inadequately funded elderly home who is ordered to give care
to demented people even though she does not know dementia care. Although she lacks
competence, she does her best. The question then is, whether there is something wrong
when condemning the nurse morally, since she hasn’t produced the fault, but the reason
is an inadequacy of resources. If the nurse is absolved from responsibility because she tries
to do something beyond her competence, then good care becomes impossible. Those who
have assigned the nurse can say that they have solved the problem without making sure
that dementia care is actually occurring.* Tronto remarks: “Especially in large bureauc-
racies, this type of ‘taking care of’ the problem, with no concern about outcome or end
result, seems pervasive” (1994: 134).

In any event as [ see it, an important point about competence expressed here, is that
competence requires professionals to engage in complicated and complex processes. The
use of technical skills does not only demand being applied correctly, but at the same time
adequately and coherently. Tronto remarks in her article Does Managing Professionals Af-
fect Professional Ethics? Competence, Autonomy, and Care:

“Knowing when and how to broaden one’s vision, without losing sight of the task ahead and
without losing a sense of how to keep the task at hand as the central priority, seems also to be a
part of genuine professional competence. To put the point in the language that I use in Moral
Boundaries, professionally competent care-giving requires that one be attentive, responsible,
and responsive at the same time that one is technically competent” (Tronto 2001: 193).

24 The exposition of this example is given by Tronto (1994: 133), but I have taken the freedom here to
add on its complication, or better, the inherent conflict.
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The fourth moral moment being implied in caring is responsiveness of the care-receiver
to the care given. Tronto highlights that responsiveness suggests a different way to under-
stand the needs of others rather than to put ourselves into their position (Tronto 2001:
136). To be in a situation of need means to be in a position of some vulnerability. Care
is characteristically concerned with conditions of vulnerability and inequality, and thus,
moral problems of responsiveness can arise. Since responding adequately requires atten-
tiveness, moral elements of care are intertwined.

Care giving as the Central Part of Nursing Practice and Caring well

What can be resumed and might be considered about nursing care practice? As has been
noticed, all of the moral dimensions of care that Tronto has identified are continuously
involved in the process of care giving. Professional care workers like nurses will not sepa-
rate attentiveness, responsibility, and responsiveness from competence as Tronto herself
has pointed out.

Constant care giving is a central part of nurses” daily work while the other dimensions
and elements of care are interwoven. In most domains of nursing like surgery or internal
medicine, care giving is action-oriented and demands certain skills and handlings. This
does not mean that the other dimensions and ethical elements play a subordinate role. On
the contrary, then competence in the moment of care giving would be reduced to the cor-
rect application of techniques, and nursing would be no more than a job of daily chores.

The explication of one of the ethical elements of care induces the consideration of
others. Finally, good care means that the fourth dimension of the caring process fits to-
gether into a whole. In like manner, to act properly within the framework of an ethics of
care, the four moral elements of care are integrated into a whole. Of course, this is not
easily to be done. Good intentions of a caring practice are not enough.

Care does not happen beyond conflict and power. Caring well requires looking at any
caring process both in terms of the individual act of care necessary at a given moment
as well as in terms of the entire caring process within specific contexts like institutional
power-relationships. This implies the use of different perspectives to make sure that care is
not being distorted by dynamics of those relationships of power and imposed or ignored
needs. For Tronto, caring well

“.. requires a deep and thoughtful knowledge of the situation, and all of the actors’ situations,
needs and competencies. To use the care ethic requires a knowledge of the context of the care
process. Those who engage in a care process must make judgements: judgements about needs,
conflicting needs, strategies for achieving ends, the responsiveness of care-receivers, and so
forth. ... Despite the fact that many writers about care concern themselves with relationships of
care that are now considered personal or private, the kinds of judgements that I have described
require an assessment of needs in a social and political, as well as a personal, context” (Tronto

1994: 137).

81



In Need for a Politics of Care

Tronto’s point is that the ethics of care is incomplete without the politics of care. Unfor-
tunately she does not explain what this would specifically demand and include. Generally,
she remarks that a politics that considers care, recognizes and supports the caring labor
that is crucial to the existence of society. It would shift the goals of social policy from se-
curing an ideal of autonomy and promoting interests to taking care of vulnerable groups
and meeting needs due to dependency. Even when citizens aren’t self-sufficient they are
valued. For Tronto, it is a myth thinking that we are always autonomous, and equal
citizens. Assuming equality among people, leaves out and ignores certain dimensions of
human existence:

“Throughout our lives, all of us go through varying degrees of dependence and independence,
of autonomy and vulnerability. A political order that presumes only independence and au-
tonomy as the nature of human life thereby misses a great deal of human experience, and must
somehow hide this point elsewhere. For example, such an order must rigidly separate public and
private life. But one reason to presume that we are all independent and autonomous is to avoid
the difficult questions that arise when we recognize that not all humans are equal. Inequality
gives rise to unequal relationships of authority, and to domination and subordination” (Tronto

1994: 134).

Tronto contrasts her position to the one she thinks, neo-liberals have: “Neo-liberals be-
lieve that encouraging the private pursuit of wealth, and limiting the public intrusion
in the process, is the surest way to achieve collective happiness” (Tronto 2006: 3). Her
converse position is: “Out of admirable personal conduct a public harm can arise. When
unequal citizens only care privately, they deepen the vast inequalities and the exclusion of
some from the real prospect of being full citizens” (Tronto 2006: 3). The ways in which
the division of labor and existing social values allow some individuals to excuse them-
selves from basic caring responsibilities because they have other and more important work
to perform, Tronto calls “privileged irresponsibility” (Tronto 2006: 3). She thinks, that as
long as neo-liberals continue to insist that the separation of public and private life, accu-
rately describes the limits of government’s power, they provide an ideological justification
for the deepening circles of unequal care (Tronto 2006: 3-4).

Eva Kittay shares Tronto’s idea. Kittay has pointed out that an ethics of care belongs
into the realm of politics and that care as well as justice need to be re-arranged (Kittay
2004). As long as care continues to shape the capacities of citizens differently, there can
be no genuine equality among citizens (Kittay 1999).

The main critique on Tronto’s work is that her concept of care would be too global.
Tronto’s definition of care can be seen as too broad by claiming that once you go beyond
the person-to-person relationships you are doing something different than “care” (Held
1993, Ruddick 1989). While Elisabeth Conradi (2001) conceptualizes the practice of
care in a similar refined manner and refers explicitly to Tronto’s work, she focuses on the
person-to-person relationship.
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1.2 Care as a Practice Ethics in Elisabeth Conradi’s Work

Elisabeth Conradi (2001) understands care as a social practice that is shaped by certain
conditions embedded in historical contexts. In her opinion, the conditions under which
care is practiced are changeable and above all in need of reform. Conradi has tried to
found what she calls a “practice ethics of care” and desists integrating care into traditional
ethical concepts. Like Tronto, Conradi conceptualizes care neither as a principle nor as a
virtue, but as a practice. She concedes that there is no precise translation of care into the
German language and emphasizes that she does not understand care as an affective and
instinctive matter.

Attentiveness, Interaction and Power Dynamics

Attentiveness, interaction and power dynamics are Conradi’s key concepts in describing
care as a practice. She characterizes care practices as interactions of being attentive and
the receiving of attention. For her, care is sometimes even a matter of “giving attentive-
ness”.” Her language of describing care as a practice is mostly related to Tronto’s work.
The similarities evolve especially in the translation from German to English.

On the whole, Conradi’s work is based on different approaches: Care as a moral ori-
entation of relatedness with reference to Carol Gilligan’s work, and care as a practice of
direct contact and engaged concern with main reference to Tronto. On this ground, she
formulates nine theses about care (Conradi 2001: 44-58):

(1) Care is an interactive human practice: With the exception of self-care, it is shaped
at least by two persons. (2) Usually the persons know each other, but also new contacts do
evolve. In the process of the care-interaction a relationship between the involved persons
grows. The making of contacts and the intensification of relations is understood as an
activity. (3) Care encompasses the aspect of relatedness as well as care giving activities. (4)
Care includes both, the actual care-giving as well as care receiving. Even to allow being
cared for is seen as an activity. And, all participants, even though in different ways, are
actively involved in the process.

(5) The asymmetry of care-interactions has a special meaning since the inherent dy-
namics of power need to be considered. Power differences do not automatically lead to
humiliation, paternalism or subordination. Various forms of power differences within
caring interactions can complement each other, and create tension. The question then is:
How to perceive these power differences successfully in concrete situations and act ac-
cordingly?

(6) Although human beings within caring relationships show differences in their
capabilities, competences and autonomy (differently abled people), attention needs to be

25 Asking Elisabeth Conradi by e-mail (2007), she agreed to the translation of the German term
“Aufmerksamkeit” into the English one “attentiveness”. She also remarked that “to give attentiveness”
would present her thoughts, and declares “I speak of attentiveness racher than respect”.
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developed independently of differences. The term attentiveness (Achtsamkeit) implies the
meaning of attention by picking up its strong impetus as well as the meaning of offering
care in such a way that people allow to be cared for. (7) Attentiveness is not motivated
by reciprocity, but will always be a gift. And, even if reciprocity is an element in a caring
relationship it will never be constitutive.

(8) Caring-interactions can be non-verbal, and in their broadest sense they are related
to touch: Somebody feels touched by a situation or by the persons involved in the situ-
ation. Moreover, care has to do with physical touch: not only a face-to-face interaction,
but likewise a body-to-body-action can be a part of a caring process. Consequently, (9)
feeling, thinking and acting are interwoven within care practices while the ongoing re-
flection combines all of these parts.

Criticism and Change within Practice

Conradi (2001) assumes that participants of care interactions perceive themselves as com-
petent actors including being able to critically reflect a caring process. For Conradi, a
critical evaluation cannot only exist beyond a concrete practice but also within the field
of practice itself. That is to say, criticism and change do not need a direction from the
outside but can happen within practice. In Conradi’s view, criteria for a critical practice
should be created within the frame of and in the procedure of concrete care-interactions.
There are ways to justify moral judgement in specific situations without subordinating
the particular to the general. Therefore, Conradi emphasizes the dynamic element that
is embedded in a continuously critical contention of care interactions. Opportunities to
tackle conventions critically can evolve in between subjects as well as inter-relational in
the context of interactions and within institutional social conditions.

Nursing

Conradi (2003) herself has tried to apply her theoretical framework of an ethics of care
to nursing. For Conradi, care is an essential part of nursing, and nursing ethics can be
understood as a part of care ethics. She also remarks that at the same time nursing ethics
might not be completely covered by care ethics. It is attentiveness that she thinks could
be the starting point to develop an ethics of nursing. In her view, to conceptualize care in
the profession of nursing could reveal its complexity, its moral dimension as well as the
burden involved. This, Conradi insists, should no longer be put out of bounds. For her,
putting caring practice off-limits implies its continuing devaluation and invisibility.

An important point about these considerations of care is to understand it as an inter-
active practice that enables the following: It allows the person cared for to flourish which,
actually defines the purpose of care whether considered in the private realm or the public
domain. The care relationship is not unidirectional towards the needy individual. It is
not distorted by giving out care practices regardless of how it is received. The recipient of
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care is not passive, and care does not function in one way. Thus, caring as an interactive
practice does not shape the recipient of care as a bundle of needs but puts the person into
the foreground.

2 Nursing Practices of Care: Competence and Clinical Realizations

In their first studies, Patricia Benner and Judith Wrubel started out by viewing care as a
“basic way of being in the world® (1989: 398). Apart from this rather abstract view, Ben-
ner points out that any study of nursing, including the study of understanding nursing
care, should begin with practice (1989, 1994a, 1994b). In sum, her work has mainly been
acknowledged for her empirical studies of intensive care nursing. Her main thoughts
about nursing care practice and ethics will be outlined here. Based on a field study by
Daniel Chambliss (1996), findings about how nurses understand care in the hospital set-
ting will be presented. Mostly due to conditions given by the institution, the problems
and conflicts nurses have to face when they want to practice care the way they think they
should do it, are discussed in chapter six.

2.1 Expertise and Competence in Patient Care in Patricia Benner’s Studies

Although it certainly does not capture Patricia Benner’s phenomenological thoughts
about care in depth, focussing on practice, it could be resumed that she has come to
generally designate care as an attitude in form of a basic human concern and whenever
care work is done, it is embedded in social practices that are framed by these concerns.
Nursing belongs to those social fields where caring practices belong to the focuses of
concern. Unfortunately, a technological and decontextualized understanding of health
and illness leaves caring practices and social goods obscured and undermined (Benner,
Wrubel 1989). Benner explains that as long as nurses would fulfill certain techniques and
tasks without engaging in relationships one could not properly talk about nursing practice
(Benner 1997). What did her numerous empirical studies show and how did she move to
understand care as an ethical practice?

Studies presented in the book 7he Primacy of Caring make the importance of nurses’
care practices visible (Benner, Wrubel 1989). Since nursing practice has mostly to do with
patients who have to face a crisis, for Benner, “caring about” is an essentially required ele-
ment on the part of nursing in order to cope successfully. The studies showed that nurses
found out what was meaningful to the cared-for, which events were stressful and what
resources and options were given to cope and can be accepted by the patient. Based on
her study findings, in Benner’s view, nursing practice is differentiated by various steps of
care-expertise. To develop from a “novice” of nursing practice to an “expert” of nursing
practice, experience is necessary. Her notion of “experience” entangles two sides, the first
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one implies a growth of knowing about how patients cope with health and illness; and the
second one implies an increased knowledge about professional practice (Benner 1994b).
Thus, she draws on a notion of competence that emphasizes the meaning of experience and
its inherent growth of implicit knowledge (1994a, 1994b).

By investigating into the caring relationship between patient and nurse, in later stud-
ies, Benner and her colleagues could shed light on a competent nursing practice. It was
asked what kind of competences nurses need to support patients in coping with their ill-
ness. Based on the findings, the authors point out that nursing competence also requires
being capable to perform their duty in ever changing situations and to be confident as
well as cautious about changing conditions (Benner, Tanner, Chesla 1996). Consequent-
ly, competence could be characterized by its flexibility of engaged care in complicated,
complex, and changing processes.

In the course of her following empirical studies, Benner has come to see nursing as an
ethical practice (1996, 1997, 2000). Following Benner, good nursing practice requires the
following moral sources and skills: (1) relational skills in meeting the other in his or her
particular life-manifestations of trust and openness of speech; (2) perceptiveness, for ex-
ample, to recognize when a moral principle is at stake; (3) skilled knowing that allows for
comportment and action in particular encounters in a timely manner; (4) moral delibera-
tion and communication skills; (5) an understanding of the goals or ends of good nursing
practice; (6) participation in community of practice that allows character development to
actualize and to extend good nursing practice. All aspects of moral life are required for
what she calls phronetic nursing practice.

Benner has mainly been criticized for putting too much emphasis on an ideal of nurs-
es who embody a caring role and an ideal of a patient who allows to be cared for. Another
critique that Patricia Benner as well as Judith Wrubel have been facing, is that they do not
point out the inherent possible misuse of power within asymmetrical caring relationships
and leave out institutional-structural conditions as being decisive for the quality of caring
practices. For example, Joan Liaschenko remarks: “Making a voice for care but failing to
attend to the realities of institutional life would be disastrous® (Liaschenko 1993b).

2.2 Hospital Care as Institutionalized Care

Caring in an institutional setting needs to be considered very carefully as it involves an
ongoing interaction between two individuals of very different capacities and agency that
carries the potential for abuse. Hospital routine is sometimes inconvenient or harmful to
patients. Common complaints are sleep loss from frequent taking of vital signs and rising
early in the morning for baths and medication. On the one hand, this arises from the ef-
forts of nurses to allocate care to many patients. On the other hand, it results from short
resources and inappropriate organizational culture of the hospital institution.

Based on his more than ten years field research in hospitals, sociologist Daniel Cham-
bliss found out that the term “care” practically seems to include four meanings for nurses:
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“face to face working with patients, dealing with the patient as a whole person, the com-
paratively open-ended nature of the nurses’ duties, and the personal commitment of the
nurse to her work” (1996: 63).%¢ A face-to-face encounter means fulfilling hands-on tasks
like giving baths, catheterize patients, turn patients in bed who cannot move themselves,
and constantly watch patients with all five senses.

During the study, he observed, that nurses were constantly listening and talking to
patients and relatives. While physicians visited floors to perform major procedures like
inserting tubes into the chest, most of what was said and physically done to patients was
said and done by bedside nurses. Chambliss illustrates nurses” work in terms of spatial
dimensions:

“The nurse works primarily in a contained space, on one floor or unit; if the patients are very
sick, she stays in one or two rooms. She is geographically contained and sharply focused, on
this room, this patient, perhaps even this small patch of skin where the veins are ‘blown’ and
the intravenous line won’t go in. She remains close to this small space, or on the same hallway,
for a full shift, at least eight hours and in intensive care areas twelve hours; often she is there for
two or even three shifts in a row. With the chronic shortage of nurses she frequently stays and
works overtime. | have known a sizable number of nurses, in different hospitals, who worked
double and triple shifts — up to twenty-four straight hours — on both floors and in ICUs. ... So
nurses have close contact with .. patients over time, hour by hour if not minute by minute, for
an extended period of time. ... This close contact, over time, in a confined space, give nurses the
sense that they know better than anyone else what is happening with their patients...” (1996:

64-65).

Although there were only a few nurses who actually delivered a continuity of care and
only occasionally was one nurse responsible for the total care of a particular patient, nev-
ertheless the geographical restriction to one area did cultivate nurses’ knowledge of the
condition of patients around them. Chambliss concludes: “To care for patients, then, first
means that one works directly, spatially and temporally, with sick people” (1996: 65).

26 Chambliss remarks: “To a moderate degree, ‘caring’ describes what nurses actually do; to a great de-

gree, it describes what nurses believe they should do” (1996: 63-64).
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3 Moral Understandings and Responsibilities

Margaret Urban Walker’s work Moral Understandings (1998) will be introduced shortly
by the hypotheses she has developed in her book. Since Joan Liaschenko and Elisabeth
Peter (2003) are nursing scientists who have fundamentally studied Walker’s work, their

thoughts are summarized. For resuming the ideas about feminist ethics and responsibility
I will include a recent article by Walker (20006).

3.1 Moral Understandings in Margaret Urban Walker’s Work

Walker calls her approach in feminist ethics a politically emancipatory one since it tries to
be critical of the universalistic claim of contemporary moral philosophy. Her view of mo-
rality is alternative to the traditional understandings of morality: She thinks that theories
of morality should not be confused with the human social phenomenon of morality.

In her book Moral Understandings. A Feminist Study in Ethics (1998), Walker develops
an understanding of morality that consists in practices. She views moral knowledge as
inseparable from social knowledge. Moral knowledge and moral practices are not extri-
cable from other social ones. In particular ways of life they are entirely enmeshed with
other social practices, moral identities, with social roles and positions. For Walker it is
important to see that:

“Morality ... is always something people are actually doing together in their communities,
societies, and ongoing relationships. It’s not up to academic philosophers to discover it or make
it up, even if it is, as I believe it is, a worthy task to try to understand it more deeply and to
understand how it is open to criticism, refinement, and improvement” (2003: 175).

Central in Walker’s view is the recognition that the human social world is a morally dif-
ferentiated one. She rejects a moral point of view that excludes the moral context from
individuality, relationships, history, needs, and context of the persons in specific situa-
tions. Her critique of the “theoretical-juridical model” is meant to clear space for an “ex-
pressive-collaborative” one she offers in her work. What are the main distinctions of these
models?

Walker raises doubts about a certain view of moral theorizing and its allied concep-
tion of morality. The canonical way of moral theorizing, she calls the theoretical-juridical
model, a template for what is usually seen as the genuine moral reflection. For Walker
there could be a fund of purely moral knowledge only if morality completely transcended
history and culture. In this taking of moral theory, moral ideas are transcended, idealized,
and simplified by their abstraction from social practice. In Walker’s view, this is unavoid-
able but leaves questions about how the social origin of ideas — created by philosophers
who are socially situated themselves — shapes what their meanings can be, “whether novel
applications we imagine for them can be achieved, and at what costs” (2001: 7). Against
this model, Walker does not claim to create another moral theory (2003), but describes
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her methodological framework as “an exercise in transparency (that is) meant to test our
thoughts about what we do and whom we take to be judges” (2003: 182). And: “Testing
the moral authority of our practices means discovering how they actually go, what they
actually mean, and what it is actually like to live them. ... It means examining the power-
bound social arrangements...” (2001: 10). For Walker, it is both: “A tool of normative
philosophical critique as well as an actual social process that may be relatively inchoate
and undirected or politically accentuated and mobilized” (2001: 9).*

In short, Walker sketches a culturally and socially situated, practice-based picture of
morality that she outlines in four working hypotheses. The first hypothesis is to look at
morality as a set of practices inextricably intertwined with complex ways of living, in which
people find the resources for understanding themselves. Moral concepts and judgements
are an integral part of practices that “attempt to organize feelings, behavior, and judge-
ments in ways that keep people’s expectations in rough equilibrium” (2003: 176). The sec-
ond hypothesis assumes that the practices to track are practices of responsibility: “People
learn to understand each other ... and to express their understandings through practices
of responsibility in which they assign, accept, or deflect responsibilities for different things”
(1998: 9). These practices show who gets to do what to whom and who is supposed to
do what for whom, and whose business anyone’s welfare or behavior is (1998: 16, 2001:
6). Through such an arrangement of responsibilities “... morality ‘itself’ is @ disposition
of powers ... requires many social powers. Powers to control, educate, and influence are
required to cultivate and foster senses of responsibility” (2001: 6). Third, morality is not
socially modular: Morality is neither a dimension of reality beyond or separate from life
shared with others, nor a detachable and distinct set of understandings within it. Repeti-
tively, Walker explains:

“Moral practices are not extricable from other social ones, and moral identities are enmeshed
with social roles and positions. Moral understandings are effected through social arrangements,
while all important social arrangements include moral practices as working parts. Just as there
is no evidence of a distinct cognitive capacity dedicated to moral knowledge, there is also not
any abstractable core of moral knowledge that completely transcends historically and culturally
situated forms of society in which human beings learn how to live and judge” (2003: 176).

Walker emphasizes that moral concepts and judgements are an integral part, but only one
part. Following from the third hypothesis, the final one is that the search for ideal, pure
knowledge ignores differentiated moral-social worlds in which some people can demand
accountability, assign responsibilities, and are themselves privileged to either accept or
deflect responsibilities that come to them.?® Typically there are different responsibilities as-
signed to or withheld from different groups of people within the same society. The most

27 1In her book Moral Understandings, chapter three and nine give an in depth discussion.

28 For this situation Joan Tronto proposes the term “privileged irresponsibility” which refers to the
ways in which the division of labor and existing social values allow some individuals to excuse them-
selves from basic caring responsibilities because they have other and more important work to perform

(Tronto 2005).
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obvious instance of this within societies is responsibility of able adults and older children
for the young and incompetent. The practices of responsibility show what is valued and
implies who is valued by whom (Walker 2001: 8). The belief that moral knowledge is pure
hereby transcends the boundaries of a social world that is divided by race, class, ethnicity,
religion, and gender. It rather shields moral theory makers from seeing moral knowledge
as culturally situated (Walker 1998: 261). This search makes most of people’s lives invis-
ible, or render those lives unintelligible (Walker 1998: 10-11).

Walker thinks that the failure to situate particular universalistic moral views, espe-
cially when one believes they are indeed the correct moral views, “results in the curiosity,
or the danger, of ethnocentric universalism” (Walker 2003: 177). She insists on the deep
importance of seeing morality embedded in this way, as a real-time set of social practices
that serves helping to keep safe the rich assortment of things that people most care about
and that makes their forms of life habitable (Nelson 2000). For Walker, at “any moral-so-
cial order there must be trust that certain basic understandings are common and that the
common understandings are the operative ones shaping shared life” (Walker 2003: 180).
In Walker’s view, morality thus becomes a collaborative enterprise, in which people repro-
duce and reshape the conditions in which they live with each other and understand each
other and, of course, what Walker wants to be considered, is that not all of them have the
same opportunities to settle or shift the conditions. Walker herself sees in the expressive-
collaborative model a technique that aims both, to explicitly situate the projects of moral
philosophy and to show where they are coming from by revealing the full complexity of
the subject matter of ethics: “people’s attempts — shared, but never fully agreed upon and

always open to question — to sustain confidence that how they live is how to live” (2003:
182).

3.2 Perspectives of Nursing

Practices of responsibility are decisive while caring for the sick, injured, or handicapped
people. This caring work is directed towards somebody who is in need in a particular
situation and condition of dependency and vulnerability. These are the points, why, for
example, Joan Liaschenko sees it as the moral work of nursing (1993a). Joan Liaschenko
and Elisabeth Peter describe nurses as the “glue” of the health care system since they
would continually being called on to negotiate and renegotiate their responsibilities for
patients, families, other health care workers as well as the institution they are working in
(2003: 261). Both authors have continued to apply Walker’s understanding in the field of
nursing. For them, Walker’s analysis can shed light upon nurses’ frequent sense of aliena-
tion with dominant bioethical theory, which falls within the theoretical-juridical model.

“Bioethical theory does not anchor nurses” identities, responsibilities, and the moral experiences
of their work. At best, this alienation results in their concerns being discounted as ‘ethical or
moral problems’ and redefined as merely practical problems. This dismissal or redefinition is a
major way in which nurses’ concerns ‘get disappeared’. At worst, it leads to a moral self-doubt
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that calls into question the legitimacy of their concerns and their often highly astute moral
understandings” (Liaschenko, Peter 2003: 261).

In her article, Nursing and the Caring Metaphor: Gender and Political Influences on an Eth-
ics of Care, the nursing scientist, Esther Condon (1991) does also refer to Walkers’ ideas
in her conclusion. She is convinced that the ethics of care must be informed with relevant
knowledge. She claims that theories must be provided with knowledge grounded in the
actual caring work and experiences of nurses, bringing theory and practice together in
action.

“Actualizing an ethics of caring that avoids features of oppression and exploitation will also de-
pend on the emergence of caring as a political philosophy capable of transforming institutions
and the politics within which nursing is practiced, on removing bureaucratic barriers to caring
practice, and on removing conditions that exploit nurses in the carer role” (Condon 1991: 18).

To resume the ideas about feminist ethics and responsibility, a more recent article (2006)
by Walker 7he Curious Case of Care and Restorative Justice in the U.S. Context is helpful.
She proposes to see care ethics in terms of three characteristics that point to facts of the
human life-cycle.

As has been pointed out in my introduction, the first element of care refers to depend-
ency as an inevitable part in it since everybody begins in fragile dependency. The second
feature is the fact of vulnerability that implies that human beings have fragile bodies and
feelings. The third one could be called the fact of interdependence that characterizes hu-
man social existence. “As we are dependent upon others for our very survival at the outset
and at many times in our lives, we are dependent on many others throughout our lives for
the necessities and amenities of a tolerable or a good life” (Walker 2006: 148). For Walker,
these three facts encompass the primary information base of care ethics that is tapped by
the question: “What do people need from each other to live well in the world?” (Walker
20006: 148).

Following the ideas of Joan Tronto and Elisabeth Conradi, but especially Margaret
Urban Walker, I would like to point out: The work of nursing is constituted by practices
of responsibility for those who are in need. Caring as practices of responsibilities need to
be shared by actors working on different levels of competencies: socio-political, institu-
tional as well as relationship-based. What is of central interest in this work here, is the
intermediate institutional level which can be seen as the micro-political one. As the work
of the next chapter can contribute to: Care is not only practiced well when expertise and
competencies of professional care-workers are given, but it also depends on enabling in-
stitutional conditions while those are connected to responsibilities of health care (macro)
politics.
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VII Concerns of Care, Conflicts and Nurses’
Participation in Hospital Ethics Committees

The complexity of the health care system makes it difficult to locate the problems and
concerns experienced by nurses. One way of sorting it out is as suggested above, to divide
the places of action and decision-making into three levels. Described by an inside—out
perspective there can be understood: First, the individual level; second, the institutional
level, and third, the societal-political level. While conscientious objection is the resource
to take a stand on the individual level, raising one’s voice in public debates and going
on strike marks taking a stand on the societal-political level. Besides joining the works
council, participation in Hospital Ethics Committees offers a way to take a stand on the
institutional level. One would expect that taking a stand on caring concerns and conflicts
falls into the realm of nurses since they represent the biggest group to be involved in care
practices. But, as this chapter will focus on: Empirical studies will reveal different find-
ings.

1 Concerns of Care in Hospital Nursing Practice

Concerns of care in nursing practice are not uniquely a North American or German phe-
nomena. Nurses in countries with distinctly different health care systems like England
and Scotland, report similar shortcomings in their work environments and the quality
of hospital care. A study in 2001 of more than 43.000 nurses practicing in more than
700 hospitals in five countries indicates that fundamental problems in the design of work
are widespread in hospitals in Europe and North America (Aiken, Clarke, Sloane et al.
2001). Several studies have shown: while discontent among hospital nurses is high, a vast
majority believes that the competence of and relation between nurses and physicians is
satisfactory.

In North America and Germany, nurses reported spending time performing func-
tions that did not call upon their professional training (delivering and retrieving food
trays or transporting patients), while care practices requiring their skills and expertise
(oral hygiene, skin care) were left undone (Aiken, Clarke, Sloane et al. 2001). Neverthe-
less, the problems of hospital nursing do not represent the entire profession. Tasks and
settings vary widely.

The dominant concerns found in stories and narratives of everyday nursing practice are
the ones of caring, responsiveness to the other, and responsibility (Benner, Tanner, Chesla
1996). Since responsiveness and responsibility can be described as elements of a caring
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practice (see Tronto chapter VI, 1.1), it is the caring practice itself to be the issue of con-
cern. What else has been found about nursing conflicts and concerns?

When the nurse scientist, and director of the Kennedy Institute Carol Taylor (1997)
interviewed nurses to get to know their ethical concerns, she had to realize that most of
the nurses felt hard-pressed to describe the nature of these everyday nursing concerns that
had ethical significance. She states “...while some everyday nursing concerns are unique
to nursing, most derive from tensions that involve the interdisciplinary team and raise
broader issues about the human well-being that are best addressed by the institution or
health care system at large” (1997: 69). In order to reveal their concerns, she then analyzed
her collected case studies that lead nurses to request ethical consultation. She identified
that nurses mostly struggle for (1) the respect for human dignity, (2) a commitment to
holistic care, (3) a commitment to individualized care which is responsive to unique needs
of the patient, and (4) the responsibility for a continuity of care and the scope of author-
ity, and (5) identifying the limits of care-giving (Taylor 1997: 69-82). Taylor discusses
that none of the concerns are unique to nursing although they may be experienced with
greater immediacy and urgency by nurses as well as other care givers. She also observed
that more nurses described their moral orientation as care-based rather than justice-based
(Holly 1986).

The US- American nurse researcher, Joan Liaschenko (1993a) and the Canadian nurse
researcher Patricia Rodney (1997)% have specifically investigated into concerns of prac-
ticing nurses. In an ethnographic study of nurses practicing on two acute medical units,
Rodney has explored the situational constraints that made it difficult for nurses to uphold
their professional standards. Other research (Varcoe et al. 2004) supports her findings of
experienced serious structural and interpersonal constraints, e.g. excessive workloads for
nurses, the absence of interdisciplinary team rounds, conflicts between team members
inside and outside nursing, and conflicts with patients and family members. Rodney gives
examples of interviews with nurses where they described their attempt to provide nursing
care for the elderly and critically ill patients as a race against the clock (Rodney 1997).
She explains that the inability of nurses to arrange space to talk with patients, constrains
their ability to truly focus and being attentive to the authentic needs of the patients and
families. In a further study with her colleagues (Storch et al. 2002), in addition to a
lack of time, another predominant theme was the nurses’ concern about appropriate use
of resources. They struggled with decisions made by others regarding the allocation of
scarce resources. Some of the interviewed nurses in this study, described physicians as
not willing to listen or to receive the nurses’ point of view and were reluctant to accept
that nurses have any independent moral responsibility when caring for patients (Storch
et al. 2002). Megan-Jane Johnstone (1989) is convinced: “Anecdotal evidence abounds

29 Pamela Bjorklund’s article (2004) Invisibility, Moral Knowledge and Nursing Work in the Writings
of Joan Liaschenko and Patricia Rodney gives an overview of various kinds of invisibilities. She dif-
ferentiates between “unseen nursing”, “unseen costs”, “unseen harms”, “unseen space”, and “unseen

knowledge”.
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worldwide on how nurses are continually told by doctors that nursing practice is devoid
of any sort of moral implication, and that it is nonsense for nurses assume that they have
any independent moral responsibilities when caring for patients” (Johnstone 1989: 3).
Yarling and McElmurry cite the case of an American physician who objected strongly
to the suggestion that nurses have a moral duty, even though an attending physician has
expressly ordered that not information be given out, to disclose information to terminally
ill patients who request it (1986: 65-60).

Moreover, the study gave evidence that the organizational climate, including policy
development had been problematic for nurses. Sometimes this was related to a lack of
policy, sometimes to the presence of a binding policy, and more dominantly, to an am-
biguous policy. For example, policies that were considered to be too binding, such as the
resuscitation policies were related to patients whose best interest were overseen by follow-
ing a code (Storch et al. 2002). Central to the concerns given voice by nurses that were
interviewed in Liaschenko’s study, was their sensitivity to patient need. They were aware

of the

“.. increased vulnerability to loss of .. agency in the face of disease, illness. ... Need was not seen
solely in terms of a biomedical model of altered physiology but was conceived broadly to include
those things which helped the individual to initiate or re-establish routines of lived experience
and to cope with the settings in which they found themselves. ... In this view, need was relative
to the realities of the patient’s day-to-day life” (Liaschenko 1993: 262).

The meeting of patients’ and families’ needs for emotional support, Liaschenko (1993a),
Rodney (1997) and Varcoe et al. (2003) identified as being undervalued and overlooked
in the work of nursing. “Because emotional work is a social transaction and not a product,
it is invisible in a product-driven society. New nurses learn very quickly what the ‘official’
work is and what the unofficial work is. Emotional work is extra, frequently coming out
of the personal time of nurses” (Liaschenko 2001: 2). The authors argue that economi-
cally driven changes imply that only certain processes are remunerated. Consequently,
only certain, measurable aspects of care are accounted for and funded, while other tasks
of nursing care are ignored. Hereby, different values underlie what gets accounted for and
what is overlooked in an evaluation and a decision-making process that follows economic
rules.’® What also gets invisible in the work of nursing, is their dealing with social issues
that have actually no place in the sphere of medicine and the mandate of the hospital like
homelessness and poverty (Varcoe, Rodney 2001).

Liaschenko’s identifies an unseen gendered space that nurses occupy in the larger
bioethical landscape. She has shown how nurses can become actors who speak for others
as “artificial persons”, for instance, at the end of a person’s life (1995b). Nurses bear witness
to suffering at the end of life and try to alleviate that suffering when medical intervention

30 Liaschenko remarks in this context: Since work is a key factor in how cultures differentially value and
privilege different kinds of work, it would be central to how nurses identify, define and value them-
selves (Liaschenko 2001: 2).
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stops. Liaschenko begins with the concerns of practising nurses as opposed to the bioeth-
ics issues of institutionalized medicine. For her, the concerns of nurses are often dismissed
by the social order shaped by institutionalized medicine (Liaschenko 1993a,b).

In Germany, Rainer Wettreck has also used sight as a metaphor. In his grass-roots
study he shows that nurses are stowaways in the hospital system, and that every-day nurs-
ing concerns are excluded by medically defined ethics, framed by those in a more power-
ful position (2001: 134).

1.2 Consequences of Distress and the Relational Organization

According to several research findings, there were significant personal costs associated
with nurses’ caring work and concerns: Fatigue, guilt, and personal risk as well as the
experience of anger, frustration and feelings of powerlessness (Erlen 1993, Redman 1996,
Rodney 1997). Nurses felt frustrated because they could not do what was ought to do
with regard to “good care” and nurses felt powerless to affect their conditions of work
(Rodney 1997). The constraints blocked nurses caring competencies and resulted in mor-
al distress, that is knowing “... the right things to do, but institutional constraints make
it nearly impossible to pursue the right course of action” (Jameton 1984: 6).”!

Moral distress is said to be frequently experienced by nurses when they confront struc-
tural and interpersonal constraints in their workplaces. In addition, these constraints, the
authors argue, are intensifying in today’s era of health care reformation processes (Aiken,
Clarke, Sloane 2000; Rodney, Varcoe 2001). Regardless of a certain conceptualization,
the effects of moral distress are a serious concern. Webster and Baylis (2000) warn that
unresolved moral distress can even lead to moral compromise and moral residue. Moral
residue is what we carry with us when we knew how we should act but were unwilling
and / or unable to do so (Mitchell 2001). Hence, the experience of moral residue cannot
only encourage nurses to reflect on their practice, but the situation may also move toward
denial, and trivialization (Webster, Baylis 2000: 224-2206).

Lorraine Hardingham (2004) argues that nurses often find themselves in the position
of compromising their moral integrity in order to maintain their self-survival in the hos-
pital or other health care environment. The consequences are a fragmentation of care as
well as fragmented decision-making that can have negative effects for patients and fami-
lies and foster feelings of powerlessness and stress on the part of nurses (Varcoe, Rodney,
McCormick 2003). But, of course, institutional constraints cannot that easily be inter-
preted as a justification for nurses’ behaviour. This can be no more than an explanation.

31 Moral distress is a concept that was first described in the nursing literature by the work of the Ameri-
can ethicist Andrew Jameton (1984). Since then it has been described as what individuals experience
when they are unable to fulfill their moral intentions (Webster and Baylis 2000). Others define moral
distress more broadly. Webster and Baylis state that moral distress may arise when a person fails to
pursue what one believes to be the right course of action (2000: 218).
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In a current study (2005), called Power, Politics, and Practice: Towards a Better Moral
Climate for Health Care Delivery, Patricia Rodney has identified five themes as the main
problems that are preventing safe nursing practice. Their participatory action research has
been taken place at the British Columbia Lower Mainland Emergency Department. In
her findings, they mention first, the dangerous fact of “normalization™

“This means that serious congestion of patients in the ED, mismatches of patient acuity to avail-
able treatment / care, and overall lack of resources have started to become taken for granted.
For instance, when asking hospital management for extra staff or to look for beds, nurses have
told us (and we have seen) that the rebuttal is sometimes ‘well, it was much worse the other day’.
Nurses are sometimes asked to care for more than one ventilated patient plus other patients — a
situation that would certainly not be considered ‘normal’ in a critical care unit. And patients are
being held in the halls for so long now that some physicians are asking to start treatment in the
hall or rapid treatment area without nursing coverage or assessment. This is in violation of safe
emergency practice standards. Furthermore, it has become too much the norm that patients and
their families will have to put up with far less than optimal care in our currently over-stretched
provincial health care system” (Rodney 2005: 2).

Second, she points out of being “disconnected” which refers to the sense of nurses who
feel that they are no longer connected to their colleagues, management, other depart-
ments in the hospital, or the community. Third, staff feel that they have no meaningful
say in how the Emergency Department is run, but are rather expected to put up with the
consequences. Overall, nurses told that they did not feel as persons and one participant
of the research commented that she would feel as a “human doing”and not as a “human
being”. Rodney sees this as a form of “dehumanizing”. Moreover, (fourth) “blaming”,
is one of the most dominant themes that cuts across every level of health care delivery.
Rodney explains:

“While we have been engaged in our research, acute care and long term beds have been sig-
nificantly cut in the region, and at the same time the regional population is growing. Yet the
provincial health ministry has been blaming this health region for the problems in emergency
departments...” (Rodney 2005: 3).

Fifth, as Rodney found out, it’s “scarcity” as an overriding theme that affects all others.
In their book Ethics on Call. A Medical Ethicist Shows How to Take Care of Life-and-
Death Choices (1992), Nancy Neverloff Dubler and David Nimmons remark with regard

to the issue of “scarcity™

“(A) medical resource is classified as “scarce whenever demand exceeds supply: when, for ex-
ample, a hospital has one more patient in respiratory distress than it has available respirators, a
respirator becomes a scarce resource. The medical assets in demand may be scarce because they
are expensive, like intensive care beds in a hospital; they may simply be expensive, like highly
technological devices called ‘fluidized air beds’. Yet in each case, scarce resources confront car-
egivers with a lifeboat calculus where they must weigh which patient will benefit most from the
resources available, and then choose. Often, that becomes a decision of who shall live and who

shall die” (Neveloff Dubler, Nimmons 1992: 304).
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A clear majority of U.S. and Canadian nurses reported that the numbers of patients as-
signed to them increased in the past year, which is troubling when considering the widely
reported growth in patient acuity levels (Rodney 2005).

The reports from nurses in North America indicate that front-line nursing manage-
ment positions have been eliminated in a number of hospitals. These findings imply that
in addition to having responsibility for more patients, staff nurses might also have to take
on more responsibilities for managing services and personnel at the unit level, and of
course, which take time away from patient care (Aiken, Clarke, Sloane et al. 2001). One
example given by Rodney (2005), is the insuflicient acute and chronic bed capacity as a
significant factor in overcrowding Canadian emergency departments. On the other hand,
the study shows that strengths evolved. For example, the working relationships between
nurses and physicians were identified as being strong and supportive (Rodney 2005). In
a similar study, Rodney and Varcoe (2001) interviewed nurses who explained being in
need of support by administration as well as by nursing leadership. Often, they described
their nurse leaders as reluctant to raise nursing concerns. Some found help in reading eth-
ics literature, by taking classes in ethics, and reference was made to the use of Hospital
Ethics Committees. Nurses noted their reliance on nursing colleagues to deal with their
problems in practice (Rodney, Varcoe 2001).

However, this “relational matrix” as Colleen Varcoe and her colleagues call it in a
later publication (Varcoe, Doane, Pauly et al. 2004), will not be a guarantee for positive
enactments of agency. Rodney gives the example of nurses who were put under pressure
by colleagues to behave in ways that were obviously contrary to the good of patients, for
example, the withholding of adequate pain management (Varcoe, Doane, Pauly et al.
2004). Hence, relationships in health care are important factors of health care outcomes
for patients and the quality of work life experienced by health care providers. Conse-
quently, the quality of health care relationships needs to be a matter of concern as stated
in the following quotation: “... we ought to be concerned about the effects of these rela-
tionships on care providers, especially with regard to their feelings of powerlessness and
stress. In particular, what are the implications of health care relationships for the ability of
nurses and others to provide ‘good’ care?” (Varcoe, Rodney, McCormick 2003: 959). In
order to understand how the organizational context shapes relationships among patients,
family members, and health care professionals, Varcoe and Rodney carried out a meta-
analysis of their own ethnographic studies. They found out that

“... the notion of creating an organization to exert control over practice suggests that the rela-
tional matrix exists and functions, at least partially, to exert control over patients. The relational
matrix can be seen to function, in part, as a mechanism to keep patients in line with the goals
of the organization. Therefore, the relational organization can be seen as a network of connec-
tions among health care providers and between health care providers and patients — a network
of connections within which power is enacted and agency is both constrained and facilitated”
(Varcoe, Rodney, McCormick 2003: 963)
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According to the authors, this understanding of the “relational organization”, can help
to appreciate the dynamic impact of the organizational context of practice. They resume
that it can be seen as profoundly affected by structural changes in the health care context
(Varcoe, Rodney, McCormick 2003: 964). What can these findings tell in sum?

I reason that nurses’ issues of concern are systematic, that is to say: the problems arise
in predictable settings and not randomly. The organization can make it very difficult
for nurses to fulfill their ideals of good care. The ones who carry out caring work find it
impossible to approach care as a coherent process. The fragmentation of care threatens
the unity of the caring process. It is not something in the nature of care giving itself, but
rather the low social status and the poor organization of care that can make nursing a
difficult practice.

The meta-analysis shifted the understanding of moral distress (Varcoe, Rodney) since
it revealed that it is not a linear process of cause (constraints) and effect (moral distress).
Rather than focusing on individual action, Varcoe and Rodney came to see a network of
individuals acting in relation to one another. Besides external constraints such as exces-
sive workloads that got in the way of moral action, it was also how interconnected indi-
viduals acted in relation to each other. Nurses sometimes exercised coercive power over
each other as well as over the patients and families they worked with. They worked as
operators helping to shape patients to the organization. “In defining patient problems in
congruence with existing solutions ... nurses functioned to reproduce, rather than chal-
lenge, the existing system and helped sustain existing hierarchies” (Varcoe, Rodney, Mc-
Cormick 2003: 967). Nurses’ moral distress here, can be no longer seen as a consequence
of their victimization by circumstances beyond nurses’ control, but rather as distress cre-
ated at least partially by their own participation in coercive practices and by distancing
themselves from patients in accordance with dominant rules and practices. The authors
conclude at this point:

“Although this .. highlights individual nurses” culpability in using coercive power with patients
and families to achieve organizational aims, it is the context of health care that shapes the re-
lational organization and nurses” ability to enact moral agency. Thus, revising practice, rather
than being the individual nurse’s responsibility, will require a much larger and more collective
effort” (Varcoe, Rodney, McCormick 2003: 967).

Since the concept of “scarcity” surfaced repeatedly during the analysis of the relational
organization it served as a re-entry point into their data for analyzing the larger socio-
political context. They asked, how “the ideology of scarcity” that was operating in the
organizational context had its impact on shaping relationships (Varcoe, Rodney, McCor-
mick 2003: 967).

For them, “the ideology of scarcity encompasses the taken-for-granted idea that
specific services cannot be provided because needed resources are unavailable. Patients,
nurses, physicians, and other care providers consistently spoke with acceptance about the
inadequacies of time, money, and stafing” (Varcoe, Rodney, McCormick 2003: 965).
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The authors tell that they do not deny that there are real resource issues, but they want
to point out that health care providers often take a passive stance toward resource allo-
cation. When nurses talked constantly about the lack of time and resources required to
fulfill their work, the authors observed that their talk was characterized by acceptance.
Discourses of cost and cost containment were used to enable control over patients and of
patient care practices. Cost containment was not only used to explain why desired serv-
ices could not be provided, but over time patients and families learned that they should
not even request what they wanted (Varcoe, Rodney, McCormick 2003: 965).

Varcoe and her colleagues found out, that these discourses of compliance were not
only nurses” tools, but rather techniques that were essential to the maintenance of the
organization:

“On a moment-by-moment basis, patients were deterred from making demands, for to do so
would earn them sanctions for non-compliance, particularly for lack of compliance with the
message that they should be frugal in their demands on health care providers and resources in
the system” (Varcoe, Rodney, McCormick 2003: 966).

“Compliance” I think, could then be interpreted as an operation to afford nurses’ control
over practice and patient, and hereby becomes an efficient operational technique of the
organization, respectively, the hospital. The question arises, whether health care providers
always act in concert with these coercive dynamics and whether there are ways of resist-
ance. The studies presented above reveal that there are practices of health care providers
that can be resistant to imposed rules, changes and dominant ways of thinking. In these
situations, individual nurses ignored rules and “the system” in order to practice care ac-
cording to the needs of patients and families. The authors give the example of emergency
nurses’ practices of “bending the rules” to give patients pain medication to take home
despite the lack of physicians’ order (Varcoe, Rodney, McCormick 2003: 967). In sum,
the researchers could see resistant practices as going against both: The prevailing ideolo-
gies and colleagues following them. According to these studies, the goals and rules of the
institution can become the driving force for any kind of actions and procedures whereby
nurses act as facilitators, negotiators, who are no longer dedicated to the well-being of pa-
tients, but to the system of management that implies a kind of control over patients as cases.
What does it actually mean to ‘know the case’ in comparison to ‘knowing the patient’?

1.3 Knowing the Case versus Knowing the Patient as a Person

Case histories and case records are part of a larger development of administrative tech-
nologies that can be called ‘knowledge devices’ are used by professions and in professional
discourses as well as professional administrative practices. Procedures for writing them
are manufactured in ways that records are collected according to standards so that the in-
dividual is put into categories and interpretative schemata as well as evolving caring prac-
tices. The facts are abstracted from the actual events that happened at a certain place in a
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certain time. Dorothy Smith remarks that they are “typically embedded in and integral
to forms of organization where the immediate and day-to-day contact with the people to
be processed is at the front line and involves subordinates, whereas decisions about those
people are made by persons in designated positions of responsibility who lack such ongo-
ing direct contact” (Smith 1990: 89). The structuring of the case story in this characteris-
tic form, Smith explains, is articulated to an organization of power and position in which
some have authority to contribute to the production of the textual realities and others do
not. “Those who are the objects of case histories are normally distinctively deprived ...
those who have direct knowledge of the patient’s life outside the hospital or of her daily
routines in the hospital are least privileged to speak and be heard” (Smith 1990: 91).
Based on the analysis of their empirical research data, Joan Liaschenko and Anasta-
sia Fisher (1999) differentiate between different types of knowledge that they call case,
patient, and person. Case knowledge they consider as biomedical knowledge, that is the
generalized knowledge of anatomy, physiology, disease process, and therapeutics (Li-
aschenko, Fisher 1999: 33-35). Liaschenko (1997) has claimed that case knowledge is
“disembodied” knowledge. One could know, for example, all necessary facts about car-
diac disease without perceiving that disease as being embodied in a particular individual.
The disease is understood as a deviation from biological norm. Liaschenko and Fisher
refer to a research that was conducted in cardiovascular intensive care units and psychiat-
ric emergency services. It showed that case knowledge is the one that nurses need to meet
the primary goal of stabilizing, maintaining, and moving critically ill patients to another
level of care. All of this knowledge proved to be biomedical knowledge that is the easiest
knowledge to handle (Liaschenko, Fisher 1999: 34). Fisher and Liaschenko unfold the

idea of case knowledge as followed:

“This case, or biomedical, knowledge is the primary knowledge of the contemporary health care
system in that it legitimises the practice of medicine which, in turn, controls knowledge. It also
legitimises that aspect of nursing work that is concerned with monitoring disease processes and
therapeutic responses” (Liaschenko, Fisher 1999: 33).

And, according to Liaschenko and Fisher, this case knowledge is the standard, a standard
against which the specific features of an individual care receiver are measured. The shift
from case knowledge to patient knowledge is made when the care-giver encounters the
actual body of the care-receiver. Hereby knowledge transcends case knowledge and grows
to patient knowledge: The care of the patient at the bedside requires knowledge of how the
disease is manifest in this particular patient. It includes any unique features of anatomy
and physiology in this patient, and how this patient responds to care and treatments. For
Fisher and Liaschenko patient knowledge also implies knowing how things get done for
the individual within and between institutions as well knowledge of other care providers

who are involved (Liaschenko, Fisher 1999: 34-35). The authors remark:
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“Part of the complexity of patient knowledge is due to the fact that its content is no longer lim-
ited to generalized case knowledge and the expectancies for action which it generates. Rather,
it consists of the nurse’s interaction with a particular body, the responses of which will be com-
pared to generalized case knowledge” (1999: 36).

In contrast to case and patient knowledge, person knowledge is defined as knowledge of
the individual within his or her personal biography (Brody 2002). It implies knowing
something about what the specific history means to the individual.

Liaschenko’s research showed that person knowledge was used when there was some
conflict between courses of action desired by the individual and those desired by the ther-
apeutic team (physician, physiotherapist, social worker etc.). Person knowledge is used
by nurses “to defend their arguments for an alternative management of disease trajecto-
ries and to justify their actions when those actions support an individual’s agency, even
though this can conflict with established biomedical or institutional courses of action”
(Liaschenko, Fisher 1999: 39). In other terms, this differentiation could be understood as
a confusion of means and purpose. While the case knowledge assumes certain features
that makes up a certain profile of a person that fits the use of certain procedures, diagnos-
tic techniques, and therapeutic possibilities, the person knowledge assumes an individual
whose own biography and voice counts to understand the case. Within the logic of the
case knowledge, the individual can become a means to an end since you watch out for
a profile that fits your available or prospective answers. Within the logic of the person
knowledge, the individual is the purpose and transitional means and answers have to
be found in the process of getting to know the individual by listening to his or her own
voice and unique history. The person knowledge takes caring time and “understanding”
becomes decisive while case knowledge saves time and understanding becomes unneces-
sary. The organization of care serves to separate the individual from the context in which
interactions take place. To be taken away from that context means to become detached
from the context of one’s living. It becomes the organization’s business. Individual histo-
ries can be rendered invisible or abstracted into a package of reports.

2 Nurses” Role and Participation in Hospital Ethics Committees

At first sight, it seems, if Hospital Ethics Committees demand multidisciplinary mem-
bership, nobody will question the membership and participation of nurses. But, as will
be shown now, the literature analysis including research reports on this topic, as well as
experiences laid out in expert interviews, a closer look is needed to understand the type of
nurses’ participation in these committees.

Participation denotes to be a part of and have a part in, for example a certain kind of
program, process or political action. It means being involved in what is going on in one’s
field of work or interest. Participation implies acting together with other people within
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a certain environment or space, and hereby occupying a position in a process of institu-
tional as well as social change. People have the chance or get the chance to play an active
role, and: So do nurses with regard to Hospital Ethics Committees?

2.1 Nurses’ Role in Hospital Ethics Committees

From their start, Hospital Ethics Committees have recognized the importance of includ-
ing individuals from different backgrounds as members. The legitimacy of the nurse’s role
and the potential contribution of professional nurses as members of these committees has
been acknowledged by diverse authors (Aroskar 1984, 1985; Fost, Cranford 1985; Fowler
1986; Judicial Council of the American Medical Association 1985; President’s Commis-
sion 1983; Youngner, Coulton, Juknialis, Jackson 1984). Nursing as well as medical lit-
erature gives attention to the benefits of including nurses in ethics deliberations. Nurses
are supposed to add further dimensions to the decision-making process because they are
usually in close proximity to their patients and spend more time at the bedside than any
other member of the health care team. Thus, nurses have a special understanding of ben-
efits as well as burdens that medical treatments have on patients.

The overall given argument for nurses’ participation in Hospital Ethics Committees
is that nurses have direct contact with patients. Since nurses are the ones who would spend
more time with the patient and families than any other professional group they would
have a incomparable knowledge about the patient. To be mostly involved in patient care
situations can bring a perspective to the committee as nobody else can (Murphy 1989).
They are seen to have expert knowledge in the communication process and as members
of an ethics committee, they are expected to be the ones who primarily collect data
and express questions, viewpoints and perceptions of patients and families. Hence, their
membership can provide a formal channel to communicate their observations. Moreover,
nurses are often the ones of the health care team who are familiar with all the players of
the conflict. “The nurse can alert the committee to various factors that may confuse the
situation and conceal the major ethical issues. For instance, fear of legal consequences
rather than ethical principles may threaten to guide decision making” (Murphy 1989:
555). The handling of communication can be seen as the most important competence
since it has been commonly acknowledged that clarifying the facts and fostering commu-
nication comprises 80% of an ethics committee’s work (Youngner et al. 1983).

For the description of nurses’ role in Hospital Ethics Committees, the term patient
advocacy*? is mostly emphasized. For example, Patricia Murphy remarks in her article 7he

Role of the Nurse on Hospital Ethics Committees:

32 The term “advocacy” has its roots in the legal system. Before the advocacy model was supported,
nurses believed that their primary obligation was to obey physicians and maintain order with-
in hospitals. This military sense of nursing identity originated in the context of the Crimean war,
when Florence Nightingale brought order and improved conditions in hospitals (Bernal 1992: 18).
Apart from a discussion on nurses’ role in Hospital Ethics Committees, the advocacy model gained
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“Nurse members who act as patient advocates must articulate and defend the autonomy rights
and interests of the patient. To be an advocate involves informing and supporting. Nurse ad-
vocacy occurs when the committee promotes effective communication; learns the reactions of
patient, family and staff; increases patients’ knowledge about their illness; and encourages more
participation by nurses in the informed consent procedures” (Murphy 1989: 554).

Judith Erlen thinks, that a “basic understanding of ethical principles and moral reasoning
is essential for the nurse in order to identify, articulate and resolve dilemmas in clinical
practice and strengthen their role as a patient advocate” (1993: 70). Amy Haddad criti-
cally comments on the emphasis on patient advocacy:

“You know, that is interesting, because this is a term that I have never been cautious about. And
I think it is just the side of being paternalistic, although, of course, it is, the use of the term it’s
meant all out of good! What I mean, what nurses bring, and what is important, is not just rep-
resenting the patient’s view which I think advocacy sees it, I am going to speak for them. What
I mean is, what is it like in the life of a patient, that are people that are more removed from that
(..) don’t have any idea (...). That kind of insider witnessing to people who are suffering, to the
struggles that they are having. That is important” (Haddad 2005, see appendix I, 2.2.4).

Haddad prefers the use of the term witnessing since advocacy for her “. always sounds
legal to be and paternalistic. It moves very quickly speaking for the patient without any
input from the patient and the family” (Haddad 2005, see appendix I, 2.2.4). She empha-

sizes the following importance of nurses’ role:

“I think they have to speak about their experience at the bedside, and be able to articulate about
that. I have the experiences over the years, that nurses are very quick to claim: we are running
around for 24 hours (...) So, yes, what is important about being with the patient for 24 hours
a day and being closest to the patient, is what you see, and hear and learn and that needs to be
brought to the table. Because nobody else has that information. Not to say, I am important, you
know, I am there (..) use what you know from there and bring it to the table. This is something
they will hear, especially, of patients whose families are not present. Because they (the families)
bring that perspective too” (Haddad 2005, see appendix I, 2.2.4).

wide acceptance among US- American nursing scholars in the 1980s. The ideal of advocacy has been
viewed as important in furthering nursing’s endeavours on behalf of those actually or potentially
in need of nursing care (Curtin 1979, Gadow 1980, Kohnke 1980). The specific features of patient
advocacy have continued to be debated, For example, Ellen Bernal (1992) questions the debate on
nursing and advocacy since it would idealise the image of autonomy by impoverishing a view of social
relationships, illness, suffering, and the obligations of the professional to the patient. Pamela Grace
also raises doubts about advocacy as a practice ideal. She stresses the need for a wider concept that
shifts the attention to nurses” professional duty and responsibility (2001).
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2.2 Nurses’ Membership, Voice and Participation in
Hospital Ethics Committees

“Membership indicates who can speak, whose opinions are counted, and whose discounted.
Membership may determine even which issues are seen as legitimate ethical concerns and which
are not. ... So, to say that a hospital has an ethics committee tells us very lictle unless we know

»

as well: who serves on the committee and under what authority” (Bosk, Frader 1998: 16).

What are the experiences of nurses with regard to membership, participation, and bring-
ing in their voice? In 1991, a study on Physicians’ attitudes toward Hospital Ethics Commit-
tees found out that merely 69% believed that nurses should be members in clinical com-
mittees and only 59% thought that they should have access (Finkenbine, Gramelspacher
1991), and when the number of Hospital Ethics Committees had drastically risen, the
US- American nurse ethicists Barba Edwards and Amy Haddad (1988) remarked that
the specific and unique ethical concerns of nurses had also not been adequately addressed
by these multidisciplinary committees. Their issues were not framed as ethical issues and
therefore excluded. The nurse ethicist Dianne Bartels who co-chaired a Hospital Ethics
Committee in Minnesota in the 1980s is convinced: “I do not think hospital nurses have
trouble speaking up, they just need a place to show up. (..) you need a place to convene,
and then, once you are there, people don’t have trouble .. representing their issues.” She
also thinks that the co-chair model equalizes power, expands interaction on the com-
mittees and increases the comfort of nurses to be able to speak up. Moreover nurses need
to “learn the language™ (Bartels 2004, see appendix I, 2.2.2) to be able to discuss the
issues. What does it mean to “learn the language™

As early as 1986, Cheryl Holly revealed in her dissertation on staff nurses’ participation
in ethical decision making, that nurses are forced to function at conventional levels in bu-
reaucratic organization of the hospital. It was seen as a failure when they couldn’t define
concerns related to their practice in terms of rights and justice. Nurses who attempted
to operate from a base of caring and responsibility were relegated to a conventional role.
Betty Sichel examined procedures, deliberations, goals, and functions of Institutional
Ethics Committees, and realized that “a rights and just model is not appropriate, even
though and ICE must often consider legal dimensions or precedents”(1992: 119).

Published in 1990, a descriptive study on Participation and Perception of Nurse Mem-
bers in the Hospital Ethics Committee gives a detailed overview that reveals change com-
pared to the findings before (Oddi, Cassidy 1990). The study was conducted in two phas-
es. In the first phase they determined the number of acute care hospitals in a Midwestern
state that have Hospital Ethics Committees and to obtain the names of the nurses who
serve as members of these committees. In the second phase, they contacted individual
nurses to assess the extent of their formal involvement in ethical decision making as well

33 Interestingly enough, some minutes later in the interview, she was looking out for words to describe a
concern given to her by a nurse. She interrupted herself; saying: “Sorry, I am afraid I am loosing my
nursing language” (Bartels 2004, see appendix I, 2.2.2).
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as their perception of the role of the ethics committee within their institutions. Of the
148 responses from hospitals, 45% said having an ethics committee. All hospitals re-
ported that nurses serve on those committees. The average number of nurses was said to
be 2. The identified nurses were invited to participate in the study by anonymously com-
pleting a brief questionnaire about their perceptions “... of how the ethics committee is
involved with selected aspects of practice” (Oddi, Cassidy 1990: 309). Members were pre-
dominantly female, hold a master’s degree, and served in administrative or management
roles. The mean age was 42 years with a range of 25 to 65 years. The majority reported
that they were either appointed or had volunteered to serve on an ethics committee. They
also indicated that they served on the committee from 1-7 years, with an average tenure
of 2 years. Academic preparation, continuing education, and self-directed learning were
declared to be the main ways in which nurse members learn about ethics. Completion of
an ethics course at either the graduate or the undergraduate level was reported by more
than half of the respondents. Most of them indicated that they had attended continuing
education programs, conferences, or workshops on ethics. All respondents indicated that
they contribute comments and ideas to the discussion of the committee. Only a few in-
dicated that they sometimes contribute, over 40% stated that they usually contribute and
nearly half said that they always contribute to the discussion. Only 1.4% indicated that
their input was seldom sought by the committee (Oddi, Cassidi 1990).

The nurses interviewed in a pilot study by Storch and Griener (1992) were generally
positive about the perceived potential of a Hospital Ethics Committee, but only a few
nurses were actually aware of the presence of the ethics committees. For example, at one
hospital, 20 nurses out of a total of 361 respondents were not aware of any ethics educa-
tion being offered by the hospital. The study found that differences in ease of access to
Hospital Ethics Committees by health care professionals were particularly pronounced
between physicians and nurses. Physicians seemed to have greater access to the ethics
committees, and were perceived to have more support from these committees. In contrast,
nurses did not perceive themselves as having direct access to the hospital ethics commit-
tee for consultation. They considered that access would be through their supervisor. Even
though these “gatekeepers” posed no significant barrier, a few nurses interviewed, stated
that they would be too intimidated to go to the Hospital Ethics Committee. Non-nurses
commented about the nurses” access to the ethics committee frequently and more openly
than most nurses. Social workers were the ones who explicitly declared that nurses had
limited access to the Hospital Ethics Committees, ... because a nurse’s desire for a con-
sultation could be ‘squashed’ easily by a physician” and others stated that nurses’ concerns
are not well addressed (Storch, Griener 1992: 23).

Another reason for nurses having difhiculties in gaining access to ethics consultation
or even ethics discussions is the status of ward or unit. Although the physicians inter-
viewed in the study by Storch and Griener thought that good interdisciplinary consulta-
tion was practiced on their units, and although many head nurses agreed with them, the
staff nurses on those units did not share this perception. Some of them thought that their
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voices were not heard, and that they felt silenced in ward consultations. Some nurses find
it reassuring that an ethics committee exists, but they also said that day-to-day ethical
concerns are being ignored (Storch, Griener 1992).

Cornelia Fleming found out: “In institutions with established Hospital Ethics Com-
mittees, nurses are routinely included as members; however, the number of nurses able to
participate at this level is small and not proportionally representative of nurses in clinical
practice” (Fleming 1997: 7). Here, a problem evolves: The locus of the conflict is at the
bedside of the patient, nevertheless, not bed-side nurses as actors of caring practices par-
ticipate in Hospital Ethics Committees, but nursing managers. While nurses in manage-
ment may bring a broader view, the special perspective of staff nurses may be lost if they
are not adequately represented. This is actually a contradiction to the given role of nurses
pointed out above, since nursing managers do not know patients by direct contact, do not
witness their particular situation, and thus, cannot communicate the caring knowledge
staff nurses usually have.

Although an occupation may have an adequate numerical representation, there could
be differential participation in terms of communication exchange as the study by Char-
lotte McDaniel (1998) reveals: In her qualitative research she examined nurses’ commu-
nication exchange frequency as members in four sample Hospital Ethics Committees.
Nurses represented the same or more membership numbers as physicians in proportion
and the frequency of nurses’ communication exchange was comparatively modest in pro-
portion. The nurses had one of the smallest proportions of communication exchanges.
Although most of the nurse-members contributed communication exchanges to a topic,
there were also nurses who did not participate at all. Nevertheless, nurses rated their
participation effectiveness quite high. This rating is one of the highest among the occu-
pations represented on these committees and contrasts with suggestions that nurses feel
unqualified and unprepared. Although nurses were moderately communicative on the
committees, McDaniel suggests: “.. nurses are engaged, active, and selectively participat-
ing in the committee deliberations. Nurses appear to be comfortable with a less overtly
active, yet representative numerical membership on the committees” (McDaniel 1998:
50). These findings suggests that concern for adequate representation and participation
of nurses may be due less to the actual numbers and due more to the interaction on the
committee. Further exploration of the content of nurses’ communication showed that
they participate most in the discussions regarding patient care. Communication revealed
less activity with regard to policy formation and education. McDaniel argues that nurses
representing the single largest group of healthcare personnel need to be involved in the
policies and decisions that surround and affect their administrative and clinical practice
(McDaniel 1998: 48). McDaniel reflects that several explanations relevant to nurses may
be explored to further understand the outcome. She observed that every group member
is undoubtedly influenced by the committee composition and dynamics, including, for
instance, the chairperson, the size, or the topic of the discussion (McDaniel 1998: 50).
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A research project by Sarah-Jane Dodd, Bruce Jansson, Katherine Brown-Saltzman
and their colleagues, published in 2004, investigated the extent to which nurses engage
with regard to two kinds of behaviour: First, “ethical activism™* in trying to make hospi-
tals more receptive to nurses’ participation in ethics deliberations. Second, “ethical assert-
iveness™® where they participate in ethics deliberations even when not formally invited.
The researchers contend that these two kinds of involvement are vitally important if
nurses want to expand their ethical roles. The results indicated that nurses are more likely
to employ ethical assertiveness and ethical activism in settings that are already receptive
to nursing participation. The results also showed that ethical assertiveness and ethical
activism are closely related to each other, that is to say, nurses who scored highly on ethi-
cal activism also scored highly on ethical assertiveness. From the lack of receptivity to
nurses’ participation in ethics deliberations in some of the hospital settings in the sample,
the researchers conclude, that far more attention should be devoted to ethics training.
Moreover, they think:

“(Nurses) .. need to try to change the hospital environment so that it promotes, rather than dis-
courages, their participation. Even when not formally invited, (they) need to engage in ethical
assertiveness when they advocate for patients, coach patients, act as ethical case finders, initiate
ethics deliberations, and not withdraw from deliberations when not specifically asked to partici-
pate” (Dodd, Jansson, Brown-Saltzman et al. 2004: 26).

For several obstacles related to questions of class, gender, colour, level of education, re-
ligion or other social markers that do mostly shape rather stable power-structures in a
hierarchical institution like the hospital, and hereby orders who should ask and answer
what to whom, who should take care of what, and has the authority to change something
(Dodd, Jansson, Brown-Saltzman et al. 2004: 26).

Changing processes imply effects on others, other individuals and groups as pointed
out here, the encouragement of nurses’ participation. If nurses think this might be a good
idea, this does not mean that everybody else welcomes more nursing activity. Especially
not those who might occupy a position that is threatened (Haddad 2005, see appendix I,
2.2.4). From the perspective of the nursing hierarchy (staff nurses, ward leaders, manage-
ment, directory), each group occupies its special space, and it is usually the task of nursing
management who should have influence on a the shape of hospital environment, but, as
the studies by Patricia Rodney and Colleen Varcoe (2001) have shown staff nurses do not
see that they are supported by them (see 1.2 in this chapter). What are the questions that
can be raised at this point?

34 Ethical activism they defined as “actions directed toward reforming institutional policies and pro-
cedures, as well as attitudes of physicians and other medical staff, to create favourable climate for
(nurses’) participation in ethical deliberations” (Dodd, Jansson, Brown-Saltzman et al. 2004: 17).

35 Ethical assertiveness is defined as “actions to enter or facilitate ethics deliberations in which nurses
have not been included, whether through personal initiative, coaching patients, advocating patients’
wishes to others, or ethical case finding” (Dodd, Jansson, Brown-Saltzman et al. 2004: 17).
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The findings of the studies I summed up, raise the question, whether ethics commit-
tees support existing structures and power relationships in the hospital rather than provide
a means for more collegial decision-making and increased interdisciplinary discussion of
conflicts and dilemmas. The comments from physicians, nurses and administrators give
credence to the view that Hospital Ethics Committees merely support the existing power
structures. A second puzzling question is why the nurses might know so little about ethics
committees. Storch and Griener ask whether this goes back to a lack of knowledge that
is induced by medical politics or whether it could be understood as a strategy of nursing
administration maternalism that keeps staff nurses and head nurses removed from such
information, or whether it might be simply a problem in communication within the
hospital (Storch, Griener 1992: 25). When I asked the nurse ethicist and director of the
Center for Health Policy and Ethics in Omaha, whether Hospital Ethics Committees
have in some way changed power relationships, she remarks: “Yes, I mean, just the whole
question who can ask for an ethics consultation changes the power structure. And if you
open it up to anybody who wants to ask for assistance, then you change who is in charge®
(Haddad 2005, see appendix I, 2.2.4).

In sum, the US- American studies on participation of nurses in Hospital Ethics
Committees between 1980 and 1994 (Edwards, Haddard 1988; Oddi, Cassidy 1990,
McDaniel 1998) show that nurses participate most in discussions that pertain to patient
care review or to particular clinical situations. Nurses are less active in discussions regard-
ing policy formation and even less active in discussions of topics pertaining to education.
Judith Erlen concludes: “If nurses are to ... fulfill their professional responsibilities ...,
then resources for nurses have to be developed and made available within each health
care agency” (1993: 71). She reminds that the standards issued by the Joint Commission
on Accreditation of Healthcare Organizations in 1992 had required that structures be
in place within institutions to enable nurses to participate in ethical deliberations (Erlen
1993). This standard is also included in the Standards of Clinical Nursing Practice devel-
oped by the American Nurses Association in 1991. But, having structures build up that
nurses can have an easy access does not necessary mean that their voices are heard, and
their language of defining an issue of (caring) concern is understood. The nurse ethicist
and nursing manager Hans de Ruyter who has more than ten years of committee experi-
ences in two different hospitals has gained a rather critical perspective and explains:

“Nurses’ issues get addressed if they present them the way that the people, the physicians and
the kind of the leadership see it. So, you have to present it in a certain way, and if you go outside
of that model, ... so, if you bring up an issue that they do not classify as being an ethical issue,
you don’t get listened to. But people and nurses, I think, we are very adaptable, so there is always
nurses that will learn the language and you get listened to (...) But then, you cannot truly bring
up the issues that you think are ethical issues because it’s very much I think with ethical issues
which issues are classified as ethical issues and which ones aren’t. And, I think that the nurses
who do that and I can’t talk about ...their mind, but for me, the quandary is. Do I want to be
a part of the leadership and then I have to adapt, or do I speak what I think should be spoken,
and that automatically makes me an outsider” (De Ruyter 2004, see appendix I, 2.2.3).
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2.3 Nursing Ethics Committees

There are nursing professionals who have established Nursing Ethics Committees (NECs)
as entities separate from the multi-professional Hospital Ethics Committees. These com-
mittees are structures within the healthcare organization created specifically to assist
nurses in resolving dilemmas. They are comprised of nurses who represent the different
positions of nurses within the organization, such as nurse managers, nurse educators and
staff nurses and are supposed to assist nurses to identify, clarify and articulate the issues
in their practice (Erlen 1993, Fleming 1997).

A forerunner of the idea could actually be dated back to the time when the institu-
tionalization of Hospital Ethics Committees after the Quinlan decision first subsided. At
that time, in many hospitals, still some rather small and unknown groups began to meet
regularly to discuss clinical problems they were facing with their colleagues (see part I,
chapter IV, 3). Ruth Purtilo told in the interview in 2005 that to those unknown groups
belonged a group of nurses at the Massachusetts General Hospital (MGH) in Boston in
the mid 1970s. She explains:

“A group of nurses came to me telling “We need an informal committee’, ... what they needed,
was a room and time to talk about daily conflicts and dilemmas in clinical practice. We estab-
lished an informal forum to discuss nursing ethical issues. The goal was to get this forum more
or less institutionalized. One effect of the forum was the reduction of moral distress (Purtilo
2005, see appendix I,1).

Purtilo recounts that nurses could deliberate about dilemmas conflicts or distress among
peers that they encounter in clinical practice and identify strategies for nursing action.
Issues that were purely nursing concerns could appropriately be discussed in such a forum
that allows familiarity (see appendix I, 1).

One of the first official Nursing Ethics Committee was established in a Catholic hos-
pital in Omaha, Nebrasca in 1984. The vice president of patient care, Barba®*® Edwards,
took the initiative to establish a Nursing Ethics Committee at the hospital, because she
couldn’t get the Multidisciplinary Ethics Committee moving (Haddad 2005, see appen-
dix I, 2.2.4). Amy Haddad, professor and director of the Center of Health Policy and
Ethics at Creighton University in Omaha, and at that time doctoral student of nursing,
became a consultant. Interviewing her, she explains:

“... when once the Nursing Ethics Committee was started and had a full day orientation to
what ethics was, how decision would be made, how to structure it (...) we had representatives
from all the nursing areas in the hospital. This is before the hospital had governance structures,
so there wasn’t anything else in place (..) we got the people who were most interested to do it. So,
we probably met for six months, people on board for (..) physicians to establish the institutional
ethics committee. So, I had to work as a consultant to that committee (..) both committees (!)
the Nursing committee and the committee for the whole institution (Haddad 2005, see ap-
pendix I, 2.2.4).

36 Her name actually is “Barba” and not Barbara.
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Haddad and other authors have proposed Nursing Ethics Committees as a resource group
since they would focus on education (Edwards, Haddad 1988; Erlen 1997; Zink, Titus
1994). The forum is also described as a way to empower nurses so that they can more fully
participate in multidisciplinary ethical discussions and prepare nurses to become “effec-
tively involved in Hospital Ethics Committees” (Zink, Titus, 1994: 70).

At first glance and from the perspectives given above, establishing NECs seems, to
be an adequate way to address issues of conflict and care, but also critical considerations
are expressed. Erlen argues that nurses who discuss issues only with other nurses might
be limited in their focus. Perspectives given by other healthcare workers could challenge
the analysis of the conflict and broaden the enquiry. “Although all nurses do not hold
the same exact philosophy of nursing, there is a greater likelihood that there will be less
divergence of perspectives and fewer alternatives presented when an ethics committee
is comprised almost entirely of nurses” (Erlen 1997: 59). Nursing Ethics Committees
might encourage division rather then collaboration with other disciplines (Fleming 1997:
8). Besides, clinical ethics expert, Mary Faith Marshall points out in an interview, since
“nurses can be their best enemies” and a “democratic process” should be learnt, change in
practices of local multidisciplinary committees need to be supported by everyone (Mar-
shall 2005, see appendix I, 1).

A closer look reveals that the question could be raised whether the functions of
Nursing Ethics Committees are often the responsibility of other committees within the
healthcare organizations. While some nursing concerns are unique to nursing, most raise
broader questions about the human well-being that might be better addressed by the in-
stitution and the healthcare system at large (Taylor 1997: 69). Moreover, a restricted dis-
cussion of these concerns to Nursing Ethics Committees may end up in their becoming
trivialized or even marginalized. The separate committee might communicate the image
to the institution that these concerns are of lesser importance than those addressed by
an interdisciplinary committee. And there remains the question to ask: What happens if
the committee actually serves to make nurses grow stronger in articulating their thoughts
and put their issues of concern on the agenda? Haddad tells about her piece of history:

“It created problems over the years because they stood up, collectively, you know, so you got
now five people on the unit, and they are not only five people, they are five experienced people
because usually people that volunteer for this had been there a while. And now we are going
through years of running the committee, and learning a language and all that. Then you got
five people who were saying, we are not going to put up with this. They started to present prob-
lems (and there came a new director). She was unhappy with how they (the nurses) reacted to
(..). I mean, they had learnt to ask questions. They had learnt to say that they would not agree
on policies: We are not following it. Why are not following it in this case, so what is happen-
ing? They had learnt to use tools of good arguments. (...) They had been taught to tell why (...)
you cannot go up to somebody and say you are wrong, you have to have good arguments, and
be able to say, here are my concerns and this is why (...) and they had been taught to do that,

and they had learnt to link arms in how to do that, because nobody wants to be the one going
forward” (Haddad 2005, see appendix I, 2.2.4).
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2.4 Participation as an Idea of Democratizing Hospital Ethics Committees?

As the study results revealed, ‘participation is not just participation’. There can be multi-
ple possible ways of participation, as long as they haven’t been taken on, nobody has had
participated in this sense.

The Australian political scientist, John Dryzek (2000) favours what he calls a discur-
sive instead of a deliberative form of democracy. Whereas “deliberative” can be a personal
decision process and not necessarily a collective process at all. He stresses that the delib-
erative form does not involve communication, whereas a discursive process, in contrast,
is social and has inter-subjective aspects, and necessarily involves communication. He

adds:

“.. deliberation has connotations of calm, reasoned, argument. This is unnecessarily constrain-
ing and renders the model vulnerable to those who point out that this sort of gentlemanly
discussion is not a good paradigm for democracy. A discursive process connotes something
much more expansive in the kinds of communication it allows, including unruly and contentious
communication _from the margins” (Dryzek 2000: vi; emphasis added).

Moreover, Dryzek points out that the term ‘discourse’ draws attention to two traditions
of political theory “that, though attaching different connotations to the term, are central
when it comes to making sense of deliberation” (Dryzek 2000: vi). The school of thought
that follows Michel Foucault, Dryzek explains, compares a discourse to a prison because
it conditions the way people think. According to a different school of thought that is in-
fluenced by Jiirgen Habermas, discourse has the opposite meaning since a “pure freedom
in the ability to raise and challenge arguments” is presumed (Dryzek 2000: vi).

Following Dryzek, fostering participation can take place along the following three
dimensions. The first is franchise: Expansion of the number of people capable of par-
ticipating effectively in collective decision. The second dimension refers to scope which
means: bringing more issues and areas under democratic control. And the third one is
authenticity of the control which signifies to be real rather than symbolic and involves the
effective participation of autonomous and competent actors (2000: 29, 86). Specifying
his notion of democracy, democratisation takes place if, (1) the presence of the hitherto
scarcely represented group increases among the actors who are actively involved in the de-
cision making process, (2) the implication of inequality and power relations being bound
to traditions is seen as a problem to be expounded in the decision making process, and (3)
the decision making process meets the criteria of unconventionality and reflection as well
as modification (Dyzek 2000: 86-87).

Bringing these bottom lines forward to questions with regard to the participation
concerning nurses, the first dimension of franchise could be: Do nurses who have hitherto
scarcely been represented participate in Hospital Ethics Committees, and are they actively
involved in the working processes and collective decisions? With regard to the dimension
of scope, questions could be: Is the implication of power relations within institutional and
clinical practice seen as a problem to be expounded in the decision making process? Are
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nursing issues and areas brought under democratic control? Does the institutional culture
and structure support the democratic framework? More to ask with reference to authen-
ticity is: Does the clinical ethics decision making process meet these criteria? Is nurses’
participation real rather than symbolic?

Taking these ideas to analyze the research findings about nurses’ participation in
Hospital Ethics Committees that I outlined before, one can conclude that their partici-
pation does not necessarily mean that their issues are raised and their voices are heard.
Power relationships being bound to a traditional institutional hierarchy in hospitals is not
seen as a problem to be expounded. Finally, it appears to be that nurses’ participation is a
type of participation that is symbolic rather than real. For the process of taking participa-
tion in a sense of a discursive process seriously, it would be important to consider in what
kind of institutional culture the Hospital Ethics Committees is built up, and see what
kind of organizational structure is needed to meet the criteria that I pointed out above.
Moreover, it is decisive to take care of the direction problems are raised and discussed, the
language that is used and the “prison” that might be built up.
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Summary

By tracing back ideas about caring and an ethics of care I could identify circles of polari-
zations. When Carol Gilligan initiated a care versus justice debate, care was going to be
interpreted as a feminine approach and her emphasis on context for processes of decision-
making was taken up and set against a principle-based approach. The debate continued
to be primarily being driven by women who tried to raise attention to those dimensions
of care that they felt were neglected or even ignored in dominant theoretical debates and
too much detached from their own experiences: The meaning of relations, context and
dependency. There are no transitions of thought in the development of the care-ethics
debate in the 1980s, but circles of polarizations like care versus justice and touch versus
technology. What changed were the areas of application like in the field of nursing.

While Patricia Benner has specifically studied nursing as a practice, Joan Tronto —and
later in Germany, Elisabeth Conradi — have studied caring as a social practice that needs
to be an issue of public and political concern. Tronto describes care practices by distin-
guishing between four different dimensions that carry ethical elements of care. For her,
the first dimension, caring about involves the ethical element of attentiveness since care
requires that a need is actually recognized and that this need demands to be cared about.
The second dimension of care, that is zo take care of cannot be separated from responsibility
as Tronto explains. She sees responsibility embedded in a set of cultural practices rather
than in a set of formal rules. The third dimension, care giving stresses the importance of
competence. Finally, with regard to the fourth dimension, care receiving, Tronto highlights
the meaning of responsiveness. She points out that care would be characteristically con-
cerned with conditions of vulnerability and inequality, and hence, problems of respon-
siveness can arise.

Margaret Urban Walker understands morality as a human social phenomenon that
consists in practices of responsibility. Within the same society, she explains, there are
typically different responsibilities assigned to or withheld from different groups of people.
The practices of responsibility show what is valued and what is devalued. With regard to
caring practices of responsibility, Tronto has pointed out her concern about “privileged ir-
responsibility” since there would be ways in which the division of labor and existing social
values allow some individuals to excuse themselves from basic caring responsibilities.

The analysis of nursing science studies on hospital care revealed that the organiza-
tional context of caring practices are profoundly affected by structural changes in the
health care system. The organization can make it very diflicult for nurses to fulfill com-
petent care that meets their moral expectations. The research has repeatedly shown that a
fragmentation of care threatens the unity of the caring process and “knowing the patient”
well. Nursing hospital care is marked by a low status, a poor organization and a margin-
alization of care.
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US- American studies on nurses’ participation in Hospital Ethics Committees have
revealed that they are included as members of these multidisciplinary forums. Yet, their
number is rather small and not proportionally representative of nurses in clinical practice.
At the same time, their active involvement is limited. While they are mostly involved in
discussions that pertain to patient care review or specific clinical situations, their nursing
care concerns are not adequately addressed. On the contrary, their issues were not framed
as ethical issues and therefore excluded. The necessity of “learning the (ethics) language”
as one nursing professor in an expert interview remarks, then implies that nurses” issues
might get transformed into ethically acceptable problems that do not hit the point of car-
ing conflicts.

Questions that are of interest for the empirical work that is presented next are, wheth-
er and how caring issues and conflicts are addressed, and in which way this is linked to
the participation of nurses.
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Third Part — Practical Arena Analysis
Practices in
Hospital Ethics Committees in Germany

The field study took place in three hospitals from 2004 to 2006 in which I examined
the process of establishing a Hospital Ethics Committee by participant observations and
interviews (see appendix). The field research of Hospital Ethics Committees in Germany
will be introduced in chapter VIII by a description of how the methodological design
that was presented in chapter one (see I, 3) is specifically applied for the analysis of the
practical arena. Then, each committee case story and their organizational structure will
be outlined.

In chapter IX the analysis of the data that I collected out of twenty-three participant
observations in the Hospital Ethics Committees and interviews is presented. The look in-
side the committees has revealed diverse practices with regard to the committee functions
of education and policy making that I will present first. Then I will turn to an analysis of
the case discussions and evolving issues of concern. Finally, the analysis of the practical
arena will be summarized. The appendix contains the complete transcripts of the partici-
pant observations that I will refer to in the analysis by indicating the fictive names of the
field subjects who talk and give reference signs.

At this point of introduction, I would like to refer to a limit of the practical arena
analysis that might be important with regard to the scope of interpreting my findings:

“Practice has a logic which is not that of the logician. This has to be acknowledged in order to

avoid asking of it more logic than it can give, thereby condemning oneself either to wring inco-
herencies out of it or to thrust a forced coherence upon it” (Bourdieu 1990: 86).
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VIII Introduction into the Field Research

The field research took place in Hospital Ethics Committees of three different hospitals
located in the North and in the South of Germany. Including the survey to find compa-
rable committees in size and time of establishment and the validating of the interviews
after the participant observation, the empirical study required a length of three years. For-
tunately, the problems that were met by the researcher could either be practically solved
or lived through in an adequate way so that the long time of empirical work was neither
distorted, jeopardized, nor invalidated. The fact that I have a nursing background helped
to get entree into the clinical field of the unknown hospitals. Background knowledge of
clinical work helped not being seen as a disembodied recorder of someone else’s actions,
and could certainly contribute to trust-building. Nevertheless, the field study fully de-
manded the effort to keep the strength of participant observation and to reduce its inher-
ent weaknesses as much as possible (see chapter I, 3.2).

1 Method

1.1 Selection of Committees, Entrance into the Field and Cooperation

The field research was prepared by a survey to identify the hospitals that had started to
build up an ethics committee nearly at the same time to allow comparison. This was
worked out by the attendance of conferences on Hospital Ethics Committees (University
of Essen 2002, Academy of Tutzing in Munich 2003) and by contacting (by e-mail or
telephone) actors in the field who would turn out to be door-openers for the research.

Out of five clinical ethics forums that had started in 2003, access for the field re-
search was given by three door-openers of the following hospitals: (A) Protestant hospital
(525 beds), (B) Catholic hospital (400 beds) and (C) Municipal non-university hospital,
now privatized (570 beds). The Privatized”” and the Lutheran hospital are both located
in the North of Germany, and the Catholic one is located in the South. While the pri-
vatized and the Catholic ones are Hospital Ethics Committees according to the classical
U.S. model (Klinisches Ethikkomitee), the Lutheran hospital has established an open
forum without standing membership, called “Round Table Dialogue-Ethics”. Besides be-
ing open for everybody’s participation in the hospital, its tasks are also structured along
the U.S. model. Therefore, despite its difference in structure, the Lutheran forum is also
called a Hospital Ethics Committee in this work.

All three hospitals were rendered anonymous by fictive names. The Lutheran one is
called Hospital Asz, the Catholic one, Hospital Bach and the municipal / privatized one,
Hospital Clon. Moreover, the names of the field subjects were made up by naming all the

37 'This hospital is privatized since 2005.
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ones of Hospital Ast with an “A” in the beginning, like chairperson Dr. Arras; all field
subjects of Hospital Bach begin with “B”, like ambulatory care nurse Mrs. Busch, and the
one of Hospital Clon with a “C”, like the Lutheran minister, Mrs. Carr (see appendix II,
1).

The preparation for the field research involved the arrangement of meetings with key
persons that would allow the entrance into the research setting. Therefore, contact was
established by e-mailing and telephoning as well as meetings with the door-openers, the
chairperson(s) of the committees and leadership persons to get formal permission for the
research. I explained that I was doing a dissertation on Hospital Ethics Committees and
that the field study would involve participant observation and interviews. They all were
curious about the research and arranged formal consent by the hospital directory. Only
the head of the Lutheran hospital showed some reservations. He expressed being afraid
that the presence of the researcher could influence the activity of the committee partici-
pants in a way that was no longer “controllable”. Nevertheless, he gave his permission.

Before entering the actual research field of Hospital Ethics Committees, a separate
meeting with the chairperson(s) took place in each hospital. Details of the research proc-
ess were explained and questions of confidentiality were cleared. On the premise that
real names of persons, places, and so forth would be substituted by pseudonyms or not
mentioned at all, the chairpersons gave some oral background information about the start
of the committees as well as access to documents like standing orders and the minutes of
committee meetings that could give hints to working procedures and rules.

At the first meeting (entering) of each forum that I attended (see appendix II), I in-
troduced myself, described the research by handing an outline to the members, assured
them of confidentiality, and asked them to introduce themselves so I would know what
profession and discipline they were representing. I indicated that if at any time they
wished me to leave, I would. As part of the negotiated entrée, I offered to return after the
study was finished and share what I had learned from all the ethics committees visits. All
three ethics forums were positive about my role as a participant observer, and asked some
rather formal questions.

Trust-building has been decisive from the beginning of the field research in order to
make sure that the planned sequenced participant observations of the Hospital Ethics
Committees’ meetings could take place over two years (2004 — 2006). Access being al-
lowed in the field, is one thing, but approval and trust of field subjects is quite another.
Cooperation cannot be ordered by leadership, but is rather earned step by step and a con-
tinuous process. During the whole field research a continuous communicative contact by
e-mail writing and telephoning was kept to the committee chairpersons. The strategy of
“passionate detachment” (Haraway 1988: 585) — defined in this study as developing rela-
tionships with committee participants and reflecting upon these formal trustful contacts
— was successful. Questions with regard to additional information and explanations that
would help to clarify confusions and give a contextual understanding of the collected data
have always been immediately answered by the chairpersons.
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Finally, leaving the field required a careful way of getting out. Trust relations that
have been set up needed to be respected and participants in the research needed to be re-
assured that they will not be abused, misrepresented or exposed to potential harm by the
researcher’s use of the data. Contacts are retained for the purposes of subsequent clarifica-
tion or in the event of subsequent research.

1.2 Gathering Data in the Field, Preparation and Interpretation

The oral information that was given in the first meetings with leadership persons of the
committees and directorship of the hospitals as well as the information gathered by the
study of the standing orders and minutes brought out three case stories of the selected
Hospital Ethics Committees. In addition to the data of the organizational structures of
each Hospital Ethics Committee could be summed up.

The first visit (entering) in the committee of Hospital Ast, Bach and Clén served to
get accepted as a participant observer and get to know the structural data like member-
ship, time and space. In the following, the first up to three or fourth participant observa-
tions were more and more focused and connected to the research questions. Then, the final
selective observations (fourth or fifth to sixth) were turned to central aspects that could
validate or discard preliminary findings.

My role in the meetings was primarily to listen and observe. Sometimes I asked ques-
tions that would help me to understand abbreviations or actions related to how things
are handled specifically in the hospitals. I did not comment on the ethical issues during
the meetings, although several times people asked for my advice. The committees seemed
more and more to accept my presence and the fact that I was taking notes.

I observed a total of twenty-three meetings with an average number of six observa-
tions in each committee. The hand-written observations during the meeting were type-
written afterwards and when questions evolved they were clarified by questioning the
committee chair persons. Before the selected observations took place, the data of four
focused participant observations in each committee was summed up and structured along
communalities and differences of committee tasks and functions as well as along the
evolving topics of committee discussions.

Following the steps of qualitative content analysis (see chapter I, 3.3), the first part of
the data analysis was to reduce the data by abstracting it in such a way that the substan-
tial content was kept. The process of thickening the observational data led to a corpus
for explication. Then, field notes and interviews were used to supplement the process of
preliminary interpretation. A thematic analysis was done for each participant observa-
tion respectively for each transcript corpus. Hypotheses were developed and I discovered
where the data was rather weak and where the observations needed to be concentrated on
in the future.

As the research moved along, and the familiarity with the field increased, the original
research question was both broadened and re-evaluated. It seemed of most relevance to
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inquire how the brought up “ethical problems” were defined, how issues of conflict and
concern were denoted and connoted as well as what kind of matters of care practices
evolved and disappeared within and beyond case discussions. Other changes were also
apparent at the time, influencing my focus. One was nurses’ and physicians’ framing of
concerns, their way of participation in debates, their silences, their absence and sudden
way of leaving the committee.

The observations and the preliminary results of the first analysis were discussed with-
in a group of graduated university colleagues and supervisors. Then, the research ques-
tions were refined and the next attended committee meetings were characterized by an
observation of selected aspects. Gradually relationships between themes were identified
and descriptions of the findings developed. A level of saturation was reached after six to
seven participant observations in each hospital. All the typed up participant observations
were put into tables and translated into the English language (see appendix II, 4). Like
any translation does, this detailed work with words and phrases implied a first step of
interpretation. The table shows who speaks, what is told and how the people act during
committee meetings (including disturbances). It also contains an explication of what is
said by the committee participants and in one column reference signs are given.

In addition to the participant observations, the twenty-eight informant interviews
(see appendix II, 2) provided essential context-relevant as well as clarifying information
that was needed to explicate and validate the observational data for interpretation. More-
over, subjective meanings for the participants could be identified and shed a different
light on the relevance of some observations for the evolving research findings. Not only
committee members and irregular committee participants, but also people of influence
outside the committee served as informants (see appendix I, 2). The influence of people
outside the committee (non-participants) was mainly revealed during committee discus-
sions. The informants had to be carefully questioned by the researcher in order to piece
together the particular facts of the events from which the researcher himself was absent.
Most of the informant interviews were done when the fieldwork had been completed, and
the data had been summarized into its final substantial corpus.

Furthermore, gathering necessary information made it a few times necessary to spend
some time talking to other personnel of the hospital, like hospital administrators and
nursing staff of the intensive care unit (ICU). The manifold ways of data collection, in-
formation gathering and steps of analysis while gradually structuring the material along
themes, give confidence in the validity of the inferences that I have drawn.
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2 The Case Stories

In all three hospitals, the documents created during the design phase of the ethics fo-
rums, like standing orders or preambles as well as the minutes of their first meetings
refer mainly to membership and functions which are taken over from the US- American
model. Looking from the outside of the ethics committees in hospital Ast, Bach and
Clon, they do all look quite alike. The interviews with directorship, leadership persons as
well as people from outside the hospital could reveal different contexts and motivations
for each committee establishment. Each history influenced the type of the forum, leader-
ship, membership and participation.

2.1 Background of Committee Establishment

The motivation to establish a Hospital Ethics Committee is related either to problems
that can be traced back to the past, or by facing current re-organizations of the hospital.
The history of the ethics forum in the Lutheran hospital (Ast) goes back to an “ ... ethics
project undertaken by Dr. Amburg (a professor of Ethics and Public Health), a couple of
years ago” (All 2005, see appendix I, 2.1). As Dr. Amburg explains, this ethics project in-
volved interviews with physicians and nurses, and revealed that a lack of communication
between professional groups was having negative effects on patient care. Therefore, the
head of the hospital, the minister, Mr. All, had strongly been pushing the committee idea
for fostering a “culture of dialogue” in the hospital. “Nevertheless, significant problems
of communication are very old and persistent in this hospital” Mr. Amburg points out in
the interview (Amburg 2005, see appendix II, 2.1).

In the Catholic hospital (Bach) the building of an ethics committee is strongly con-
nected with the prior existence of a palliative care unit. After attending a conference on
Hospital Ethics Committees, the senior palliative care physician, Dr. Boha took the ini-
tiative to talk to people in the hospital about the idea of an ethics committee. He said that
talking to people over a long period of time gave him the feeling that questions about end-
of-life issues were growing. Among those issues raised by nursing staff, questions on when
and how to “end therapy” were dominating as Mr. Buth, the head nurse of the intensive
care unit informs (Buth 2004, see appendix II, 2.2). Dr. Boha thought that especially
for those questions being raised by people working in intensive care and the associated
elderly home, an ethics committee could be helpful. His idea was supported by the head
of the hospital, some other physicians, the nursing manager, and: “The head physician
of palliative care and anaesthesia had been very strong to foster the establishment of the
committee” (Boha 2004, see appendix II, 2.2).

In the Municipal hospital that was recently privatized (Clon), the initiative to establish
an ethics committee was born within the dynamics of its preceding working group, called
“quality management and pastoral care”. The female minister, Mrs. Carr, had played a de-
cisive role to “get people again around a table to discuss what really needs to be discussed”
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as Mr. Commer, the committee chairperson explains (Commer 2005, see appendix II,
2.3). A male senior physician (internist, Dr. Ceisch) and a male nurse (nurse, quality
management, Mr. Commer) who had been in the preceding working group are the ones
who asked people in the hospital to become members of the ethics committee. Most of
the ones who were asked, agreed (Commer 2005, see appendix 11, 2.3).

To summarize, in the Lutheran hospital it is the “old” problem of communication,
and the Catholic one is connected to past issues of end-of-life care. In the Municipal hos-
pital, the committee work is the result of the hospital privatization. It developed out of a
working group during the reforming process, called “quality management and pastoral
care”.

2.2 Organizational Structures and Participation

In the following I will present the organizational structure of each hospital in the field
research and look at participation with a focus on nurses. A table at the end of this part
gives an overview of the structural data with regard to membership, leadership and fre-
quency of meetings.

The meetings of the open forum “Dialogue — Ethic Round Table” in the Lutheran
hospital (Ast) are officially open to anybody working in the hospital. There is no close
membership and anybody who has an interest in joining the committee meetings can do
so. Usually about twelve to sixteen people attend and show more or less activity in the dis-
cussions. The meetings do usually take place in the afternoon and usually last two hours.
The participation is included into the regular working time or can be counted as overtime
if someone participates in her or his free time.

With regard to leadership, the head of the Lutheran hospital (minister, Mr. All) had
asked another male theologist (Dr. Arras) and a lawyer (Mrs. Amt) to chair the commit-
tee. While Dr. Arras is not working in the hospital, but works in a center for health care
ethics, Mrs. Amt works in the hospital. The leadership persons organize quarterly meet-
ings that take place in conference rooms of different buildings.

The observations revealed that they actually do not have “round tables” but sit at long
tables and the two chairpersons do always sit at the top. Consequently, the participants do
not look at each other, but their eyes are constantly focused on the chairpersons. When
questions are asked their reactions are focused on the chairpersons while the moves by
the others remain rather unseen. Therefore, committee members who feel neither ad-
dressed nor really involved in the conversations take the time to do other things, like
communicating with the messages on their mobile phone: Calling and being called have
been constant interruptions during the meetings. The open forum model and the name
“Dialogue Ethics Round Table” turned out not to be real, but rather symbolic since the
table is neither a “round” one to foster a communication of dialogue, nor is it open to
everybody in the same way since some persons are actively invited.
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Although everybody is invited to participate in the committee meetings, people are
once in a while explicitly invited to participate. The number of nurses who do participate
varies from meeting to meeting, but usually there are no more than two among the aver-
age number of fifteen participants. There is one staff nurse who has always been present.
In an interview she articulated the following reasons:

“I was invited by the hospital director and chairpersons to participate in the committee and I thought
(..) because that will make me think and helps keeping pace what is going to change, because oth-
erwise, here, in this hospital you are usually the last one who knows what the people in power have

decided (...).”

Ampel 2005, see appendix I1, 2.1
The nursing director explains the absence of nurses:

“(...) we do not want to waste our time any more... there were so many ethical initiatives within the
last years, and nothing has changed ... we actually liked the ethics project a couple of years ago (...)
but the ministers are finding nice words for unbearable situations, and we are trying to put possible
solutions into actions... the ministers do not like to structure a real plan, they like to talk. ... and phy-
sicians have enough stress, they go straight forward to get their work done, they are actually in a much
more terrible situation than we are... with all these problems, most of them structural, of course...
physicians are not used to suffer, we are, so it is harder for them...and I do not think that they will
really participate in the committee”

Allau 2007, see appendix II, 2.1

In this interview, the nursing director explains how much motivated the nurses had been
participating in the ethics project a couple of years ago. She tells that they had been in
hope of change with regard to a sincere and truthful communication, but as she explains,
the committee work is seen as another “ethical initiative” that will not change anything.
She complains that the ministers rather like to talk about problems than solving them,
and that it has been the task of nurses and physicians to put things into action. In com-
parison to nurses, she declares physicians to be in a “much more terrible situation” due to
structural problems. Although both professional groups would have to face the problems,
it would be harder for physicians since they “are not used to suffer as nurses are used to”
(Allau 2007). Moreover, she assumes that physicians “will not really participate in the
committee” (Allau 2007, see appendix II, 2.1).

In the Catholic hospital’s (Bach), the Ethics Committee has closed membership. Dr.
Boha, the male senior physician of palliative care is the chairperson. He took the initiative
to build up the committee and was supported by his superiors. Consulting the nursing
director, Mrs. Beck, Dr. Boha asked Mr. Balter, the nursing leader of the elderly home as
well as Ms. Bunt, the head nurse of the palliative care unit to co-chair with him. They
agreed and the three people including the nursing director made a list of who to ask for
joining them as members (Boha 2004, see appendix 11, 2.2). The criteria for asking hos-
pital personnel for membership were first the person’s acceptance and professional respect
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among her or his colleagues. For Dr. Boha and Mrs. Beck it was obvious that the nurs-
ing director and the Catholic minister of the hospital (Mr. Biihler) would be committee
members. While choosing persons, the aim was to get the different disciplines of the hos-
pital as much as possible represented. Dr. Busik, the head physician as well as Mrs. Bank,
the head nurse of the neurology department agreed on becoming members when they
were asked. So did Mrs. Bal (head nurse of the surgical intensive care unit), Ms. Bock
(staff nurse in the ambulatory care unit), Dr. Beine (surgeon), and Dr. Brecht (cardiolo-
gist of the internal intensive care unit). Moreover, Dr. Boha thought it to be a good idea
to have someone as a committee member who would be in contact with a lot of people in
the hospital. He could win Mr. Bier from the hospital’s internal transport service (Beck
2004, Boha 2004, see appendix I, 2.2).

The meetings of the Ethics Committee take place in a room of the palliative care
academy situated closely to the palliative care unit in the modernized part of the hospital.
The members meet on a regular basis every month for ninety minutes. In case of absence
they inform the chairperson, Dr. Boha in advance. The chairpersons do not take seats at
the head of the table, but like all committee members they take different seats in every
meeting. An interruption occurs very seldom. Members who have to react to their beepers
or mobile phones always leave the room and usually come back after a short time.

During the two years of research, the membership of nurses and physicians drastically
changed in the Catholic hospital. Ms. Bock left the committee after her first participation
in 2005. Interviewing her to understand the reasons, she explains:

“The nursing director could convince me to become a member in the committee, but when I was
sitting in the committee meeting I realized that this is not the right place for me. I cannot talk about
nursing concerns with so many people. It is not that I have a hierarchy problem, but (...) I prefer
smaller groups (..) about five people coming together, and at the best only nurses ... I do not think
that a Hospital Ethics Committee is a bad idea, I actually think it is a very good idea (...) but I am just
not the right person there, the one who is now the member (..) I think she is much better at speaking

o

Bock 2006, see appendix II, 2.2

Ms. Bock explains that she did not feel to be the right type of person to participate in an
ethics committee. Her colleague, Mrs. Busch, she argues, would be a nurse who would
speak up. She thinks that a small group of nurses would be easier for her to talk about
nursing concerns. Such nursing concerns, as she explains are “questions on the use of /-
ing—wills and end-of-life care” (Bock 2006, see appendix II, 2.2, emphasis added).

Why did the physicians leave the committee? Dr. Beine left the hospital including the
committee in summer 2006 for taking over the position of a senior physician in another
hospital. This also accounts for Dr. Brecht in winter 2006. While the nurses, Mrs. Bal
and Ms. Bunt could no longer participate in the committee because of being seriously ill.
Mrs. Bank made her decision to leave the committee after membership for one year and
a half. She argues in the interview:
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“I had to leave because the re-organization of the neurology ward took so much time that not much
energy for the ethics committee was left. I hadn’t expected it to be so exhausting. And (...) I am

glad that I can talk about it now (..). I thought after 20 years of nursing experience there wouldn’t be
anything that I couldn’t cope with (..) but then the new patients of early rehabilitation taught me les-
son. The patients are very, very ill and most of them are dying, they are young (..). I had to realize that
taking care of them would be my daily job now (...) and then, in the committee we were talking about
the elderly and patients’ autonomy in a state of dying (..) and that there isn’t anything we could do for
them any more. I asked myself why do we have to give up? There is a lot you can do when you can do
nursing care. You know, I was just thinking differently. At that time when the committee was talking
of letting people go, I had to care for two patients who could not eat any more and there was no longer
any medical intervention possible (..) but, you know, nursing care was possible, (..) good care at the
end of life (..) is this nothing? To tell you the truth, the thing is, since we have this new unit of early
rehabilitation and as I told you, it is difficult and time-consuming work (..) since we have this unit we
are given more nursing personnel. Now I am allowed 70 really care, and this is really the best thing that
could happen to me”.

Bank 2007, see appendix II, 2.2, emphasis added

For Mrs. Bank it was important to see and experience that nursing care could still be
practiced when medical intervention was no longer possible. She emphasizes that the
fact of having more nursing personnel on the new rehabilitation unit allows her to “really
care”. When I asked her what this practically means, she explains: “Just, doing all the
nursing care that needs to be done like bedding, mouth care, feeding ...” (Bank 2007, see
appendix II, 2.2).

In sum, the physicians left to follow their career, and the nurses had different reasons:
One nurse left because she did not feel that a multidisciplinary committee could be the
right place (for her) to articulate nurses’ concerns. Two nurses, Mrs. Bal and Ms. Bunt
were no longer able to be members due to their illness, and one nurse, Mrs. Bank got into
a conflict about care at the end of life that was being solved beyond the committee work:
On the unit she was working, conditions changed due to more nursing personnel: She
could practice “good” care for seriously ill neurology patients and the dying. Ms. Bock as
well as Mrs. Bank emphasize end-of-life care as nursing concerns.

Like the hospital Bach, the Hospital Ethics Committee in the Municipal, now pri-
vatized hospital (Clon) has closed membership. The monthly committee meetings of this
committee take place in the so called “House of the Ministers” which is the oldest build-
ing of the hospital area. The meetings usually last for two hours. The members of the
committee sit around two small round tables with no assigned seats. Usually tea is served
by the female minister Mrs. Carr. The male nurse, Mr. Commer and the physician, Mr.
Ceisch (Commer 2005, see appendix 11, 2.3) announced themselves chairpersons of the
committee. While the nurse is the first chairperson, the physician has taken the position
of his deputy.

The nursing director, Mr. Cidder who is not a committee member, has supported
the staff nurses to get actively involved in the ethics committee work, and bring forward
“that ethical issues cannot be separated from social issues” (Cidder 2007, see appendix
11, 2.3). Three out of four staff nurses, mainly in leadership positions (head nurses on the
ward) have regularly been present in their role as committee members. They are especially
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active with regard to participation in educational classes on “ethics” (see chapter IX, 1.2)
and are the ones who are engaged in taking over the role of the moderator for the retro-
spective and concurrent case consultations. There were two members that left the ethics
committee during the time of my research: The nurse, Mrs. Calle because she was going
to leave the hospital in order to finish her studies at the university and the social worker,
Mrs. Clemens who left the hospital for a new job at a different one.

Hospital Ast Hospital Bach Hospital Clén
Open: “Everybody working in Physicians (4), Physicians (2),
_-_g‘ the hospital can participate in Nurses (5), Nurses (4),
e the meetings.” Ministers (2), Ministers (3),
2 Technical Service (1) Hospice Care Representative (1),
E | Usually about 12-16 people Psycho-oncology (1),
= attend. Retired lawyer (1),
Patient Representative (1)
& | Male theologian (Ethics Ex- | Male physician, female nurse | Male nurse (Management),
2 pert), Female lawyer (both Palliative Care), Male physician (Internist)
3 Clinical pastor
3
g
§ monthly 4-6 times a year monthly

Table 1  Membership, Leadership and Frequency of Meetings (2005)

Looking at written papers from the outside of these committees, they did all look alike.
Documents created during their design phase, like standing orders or preambles as well
as the minutes of their first meetings refer mainly to membership and functions which
are taken over from the US- American model. But, as the presented interviews above have
shown the practices, procedures and forms of participation are strongly connected with
the historical background of each Hospital Ethics Committee.
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IX Analysis of the Field Data

This chapter presents my analysis of the participant observations in the practical arena. I
examined the talk about selected issues of concern which were presented during the meet-
ings (see method explained in chapter VIII).

The dominant issues and themes are identified and the way they are discussed and dealt
with is analyzed. The leading questions have been: What counts as an ethical problem?
Who defines it? Which issues get attention and which ones are excluded, sidelined and
dismissed? What kind of caring issues are raised by whom and what kind of responses
are given? How do the different members of the committee cope with concerns of care
and how much room for discussion is given to them? Do the issues which are attended to,
especially issues of caring practices, change in the course of a discussion and how are they
framed? What conclusions are drawn when caring issues are discussed and how are they
put into action? Who feels responsible for the brought up concerns (of care) and what are
the emerging conflicts revealed in the course of the discussion? More generally, the ques-
tions are not focused on how problems are properly resolved in the first place, but how
problems are structured, and how the discussion on resolving the problem operates.

The chapter is subdivided into four sections which are titled according to the themes
and issues that were discussed during committee meetings in all of the three hospitals.
Whenever possible, in order to reveal the authentic data I linked the identified themes
and issues with the original phrases and statements given by the field actors. For example,
with regard to the committees’ task of policy making, it was tube-feeding that turned out
to be an issue of concern for the committee members and one member called the problem
“a loss of senses” (see IX, 1.4).

First I will show how the committee members of the Lutheran, Catholic and priva-
tized hospital dealt with the task of education and policy making. Then I will turn to the
task of retrospective and concurrent case discussions. Extracts of committee discussions
as well the complete conversations about the cases will be presented. The subsequent
excursus on a policy statement on nutritional support for the elderly can underpin the
problem raised by the field actors.

1 Education and Policy Making:

Training, Management and Regulations
First I will give an overview how each committee that I observed understands the task of
education and policy making. Then I will contrast two different ways of how the com-

mittees practice “ethics” education. With regard to policy making, my analysis of two
committee discussions will be presented. Here, tube-feeding for the elderly has emerged
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as an issue of concern and thus I will finish with an excursus to give information about a
policy statement on nutritional support for the elderly (2003).

1.1 What are the Performances of Education and Policy Making?

How do the committee members of hospital Ast, Bach and Clon understand the task of
education? Hospital Ast, Bach and Clon do not refer explicitly to education as a part of
their work, but what the committee members talk about is first, a necessity to learn how
to moderate “ethical cases”, second, to invite “ethics experts” to give presentation on spe-
cial issues like Living Wills and third, to offer and prepare “Ethics Days” (hospital Ast
and Bach) or an “Ethics Evening Forum” (hospital Clon). On an “Ethics Day” usually
one topic is put into focus and experts from outside are invited to present papers. The
“Ethics Day” serves mainly the hospital personnel but people from outside can also be
invited. While hospital Bach has an interest in reaching hospital personnel for participa-
tion in an Ethics Day or Symposium (Boha 2005, see appendix 11, 2.2). Hospital Clon
and especially hospital Ast want to get as much as possible public attention (Craft 2005,
see appendix II, 4.3: C 29; see also appendix 4.1: A 88-91).

Although moderation of case consultations is an issue of knowledge and training in
every hospital, it is approached differently. Feeling “really competent” who has undergone
a training, who knows about the “experts” and who has experience is an issue of concern
continuously discussed in committee meetings (see appendix II, 4.1, committee conversa-
tion 2005: A 16-18, 2006: A 157-158, A 205; 4.2, committee conversation 2005: B 10-15,
B 22, B 30-33, B 118).

What do the committee practices tell about policy making? Policy construction can
be a very influential process as US- American literature on Hospital Ethics Commit-
tees and the expert interviews have revealed (see part I). Especially Do Not Resuscitate
(DNR) orders have mostly been a policy issue in the work of US- American Hospital
Ethics Committees (Bartels 2004, see appendix I, 2.2.2; Haddad 2005, see appendix I,
2.2.4). Compared to Hospital Ethics Committees in the US, the members of these three
committees in Germany show rather reservation and hesitation with regard to policy
making. Although the head nurse of the Intensive Care Unit in hospital Bach has kept
asking for regulations with regard to end-of-life questions like DNR orders since com-
mittee establishment (Buth 2004, see appendix II, 2.2), the Ethics Committee members
have continuously been postponing this issue. None of the committees in hospital Ast,
Bach and Clon have started with policy making in the beginning of their work, but hos-
pital Ast developed a draft with regard to Living Wills and in hospital Bach as well as in
hospital Clon the possibility of having a policy on tube-feeding was discussed.

127



1.2 Education as a Training Program versus Doing one’s Homework

In hospital Ast and Clon the educational program turned out to be a ‘moderation train-
ing’ and the question during committee meetings was: Who participates?

For three committee members (two theologians and one nurse) of the Lutheran hos-
pital (Ast) it was possible to attend an educational program — offered by experts of ethics
outside the hospital — on how to moderate case consultations. When Ms. Ampel asked
the committee chairpersons for participation, she became the fourth one (Ampel 2005,
see appendix II, 2.1).

During a meeting of the ethics forum, the committee members find out that nobody
from the Elderly Care department attended the moderation training. A conflict arises:
The representative of the Works Council, Mr. Arloff questions whether they would have
been informed. The chair, Mrs. Amt tells that everybody could show their activity to
participate. Mr. Arloff gets angry and opposes: “You cannot expect any activity of them
if they do not know anything about it! Was it really open to everybody? Has anyone put
the concrete question: ‘Do you want to take part in a moderation training?’ (..). I have my
doubts” (Arloff 2005, see appendix 11, 4.1: A 24; see also for context A 22-23). The theo-
logian, Mr. Apostel remarks that there is a need to “... make transparent who participates
and who does not participate ... (Since) there is always a selection beforehand” (Apostel
2005, see appendix II, 4.1: A 92). Mr. Arloft is not convinced that the Elderly Care nurses
got a chance to attend the moderation training. He mistrusts the procedure of who is
informed by whom about what. Mr. Apostel” even talks about a “selection beforehand”.

Thinking of participation as democratization in terms of John Dryzek (see chapter
VII, 2.4) it is unclear whether an expansion of participation with regard to the Elderly
Care nurses is a collective decision. Whether their participation is “real” also arises with
regard to the “Hospital Holding Conference”. The director thanks the committee mem-
bers for their participation in the Holding, and Mrs. Alt asks: “Are we (the elderly home)
represented in the Holding?” (Alt 2005, see appendix II, 4.1: A 155). An answer is not
given, but the question rather ignored.

The privaticed Municipal Hospital’s Ethics Committee (Clon) is engaged in a contin-
uous educational ethics program offered for clinicians. The chance of participation in for-
mal educational training is a constant topic that is usually announced by the chairperson
(nursing manager), Mr. Commer, in each committee meeting (Committee conversation
2005, see appendix II, 4.3: C9, C 32, C 49, C 133). In one meeting, when Mr. Commer
is trying to motivate the committee members to attend educational classes on ethics, the
committee members feel to give reasons why they would not be able to participate. The
oncology nurse, Mr. Ciister argues that it would be impossible due to a lack of personnel
at that time (Ciister 2005, see appendix II, 4.3: C 33). The physician, Dr. Ceisch tells that
it would be too much being away that week (Ceisch 2005, see appendix II, 4.3: C 33).

Generally, in both hospitals (Ast and Clon), but most evident in hospital Clon, it is
the nursing profession that mostly participates in the ethics training program. Some of

128



the theologians and social workers have attended the training, but none of the physicians.
The same acounts for the conferences on ethical issues offered by the committee. While
nurses are attending conferences outside the hospital, physicians do rather hold back. In
comparison to other committee members, nurse committee members in hospital Clon are
the ones who have mostly participated in educational classes on ethics and moderation
techniques. Therefore they voluntarily take over the role of moderating discussions during
committee meetings.

According to the standing orders in the Catholic committee, the educational role of the
committees consists of educating the committee itself as well as those people working in
the hospital. The question who is going to participate in what kind of classes or programs
has never been raised during the observed committee meetings.

Soon after the committee in the Catholic hospital had started its work, a professor of
Medical Ethics and an expert on the establishment of Clinical Ethics Committees had
been invited to give a talk. When Dr. Boha asks in a committee meeting, how the partici-
pants liked the talk given by the expert, they reacted as followed:

Nurse, Co-chair, Ms. Bunt: “To tell the truth, all what he said has already disappeared.”

Nurse, Ms. Beck: “I think as an introduction it was okay.”

Physician, Dr. Beine: “Was there really anything new that we did not know be-
fore?”

Nurse, Mrs. Bal: “For me it wasn’t too bad to get an overall orientation”

Physician, Dr. Beine: “I have to say that I found it kind of strange that we had to

wait for him, and when he came, then, told us that he would
not have much time.”

Chair, Dr. Boha: “Well, T have to agree, I really expected more (...) considering
how much money he got (...).”

Head physician, Dr. Busik: “I think there wasn’t any substance (...) I found it rather
pale.”

Committee conversation 2005, see appendix I, 4.2: B1-B 8

In sum, the talk given by the professor of Medical ethics was neither convincing nor
worth the money and the committee members are rather disappointed by what he told
about ethics committees. This might have an influence on the discussion on how to get
prepared for ethics consultation. Immediately after Dr. Busik’s remark given above, the
committee talk goes on as followed:
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Chair, Dr. Boha remarks: “An important question we have to clarify is whether we
should already offer ethics consultations on the wards.”

Physician, Dr. Busik reacts: “I think yes, but we shouldn’t have high expectations.”

Nursing Director, Ms. Beck “What do we have to do in order to feel capable of doing it?”

pragmatically:

Co-chair, nurse, Ms. Bunt sug- “We could prepare ourselves doing some studies on things

gests: that can improve our competencies, such as rules for com-
munication skills. And I chink that everybody could prepare
something.”

Physican, Dr. Busik reacts en- “I think that is a good idea! What I could do is preparinﬁ a

thusiastically: paper on how to do moderations well. I could look up what

kind of rules are useful.”

Committee conversation 2005, see appendix II, 4.2: B 10-14

Dr. Boha asks whether it is the right time to start ethics consultations and the first reac-
tion is given by the physician, Dr. Busik who thinks that they should start without having
“high expectations.” When the nurse, Ms. Bunt suggests to prepare themselves by doing
some individual studies, Dr. Busik offers to prepare a paper on moderations. Later during
the meeting Dr. Boha offers to prepare another paper: A form that is helpful for request-
ing consultations (Boha 2005, see appendix II, 4.2: B 22). Thus, they split up the things
they think they need to know into tasks like doing one’s homework.

A preference of dealing with ethics in a rather informal way is also stressed in Dr.
Busik’s statement: “What I would really like to see is a kind of talk about ethics in this
house that is not too bureaucratic, doing it with a cup of tea (..).” (Busik 2005, see ap-
pendix II, 4.2: B 27).

While the committees in hospital Ast and Clon show a communality by both having
answered the question of education with a training program, hospital Bach is different:
The members draw back on their individual (home) work and have reservations towards
an expert of clinical ethics.

1.3 Policy Making as a Management of Living Wills:
“Standardization, Obligation and Cost”

The Lutheran Hospital’s Ethics Committee (Ast) has now drafted a policy to provide pro-
cedures on how to handle Living Wills which were presented to the hospital’s central con-
ference to give consent for implementation (committee conversation 2006, see appendix
IT, 4.1: A 138-149). When the chair, Dr. Arras hands out the draft for decision, he empha-
sizes that they “. are an obligation” and that a standardization would be of use for every
hospital (Arras 2000, see appendix II, 4.1: A 138). He is opposed by his co-chair, Mrs.
Amt who remarks, that “. Living Wills do not always fit ...” (Amt 2000, see appendix II,
4.1: A 139). Then, laboratory specialist, Mrs. Albor puts an obligation into questions by
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telling: “I have listened to a discussion on Living Wills in the church (..) and there was a
physician who did not uphold to a Living Will” (Albor 2006, see appendix II, 4.1: A 140).
Dr. Arras stops the arising conflict with a loud statement: “Who offends against profes-
sional standards will have to face consequences!” (Arras 20006, see appendix II, 4.1: A
141). Instead of having put the use of Living Wills into question, Dr. Arras continuous by
talking about different forms of Living Wills and compares their length and numbers of
having details (Arras 2000, see appendix II, 4.1: A 142). The head of the hospital, Mr. All
proudly remarks with regard to a comparison of Living Wills: “The Bavarian one (!) costs
three Euro and ninety Cents whereas the Christian one (!) costs nothing! In our house it
will be a donation!” (All 20006, see appendix I, 4.1: A 143). There is nothing but astonish-
ment to be seen in the faces of the committee participants. Nobody reacts verbally, but
chair, Dr. Arras turns to the quality manager, Mrs. Aqual and asks her: “I would like to
ask you, Mrs. Aqual, in what way a standardization of handling Living Wills would be
possible?” (Arras 2006, see appendix II, 4.1: A 145). The comment by the Elderly Care
nurse, Mrs. Alt that “ ... standardization will certainly not do justice to the elderly home”
(Alt 20006, see appendix II, 4.1: A 146) is picked up by Mrs. Amt who remarks that this
cannot be decided “now” (Amt 20006, see appendix II, 4.1: A 147).

A managerial way of dealing with questions on Living Wills goes on when Dr. Arras
points out: “It seems to be good to ask whether someone has a Living Will at the time
of admission” (Arras 2006, see appendix II, 4.1: A 148). Although “someone” are most
probably patients who need to be treated in a hospital, this is not mentioned. Putting it
rather abstract in terms of “someone” can help seeing Living Wills as a form that needs
to be administered rather than being occupied with the conflicts that may evolve in pa-
tients’ situations. For the nurse, Ms. Ampel it is not as clear as it is to the other committee
participants that Dr. Arras “admission” only implies the administrative one. When she
curiously asks whether Dr. Arras would talk about the “administrative kind of admission”
(Ampel 2006, see appendix II, 4.1: A 149) she possibly had a nursing admission in mind
which is meant to ask patients for their habits and listen to his or her individual story to
develop a care plan.

1.4 Policy Making as a Regulation of Tube-feeding: A “Loss of Senses” and a
“Combination of Economic and Non-Medical Aspects”

Committee member Dr. Ceisch, physician of Internal Medicine in the privatized hospital
(Clon) tried to build up a working group that would work on policy guidelines with re-
gard to Tube-feeding. The working group for establishment met once and since they were
not able to find consensus, they never met again. The physician remarks: “It is a pity, I re-
ally thought that this is important, but since we spend more time arguing with each other
than being constructive on this issue... we failed” (Ceisch 2005, see appendix 11, 2.3).
When the committee in hospital Bach discussed policy questions surrounding the
withdrawal and withholding of treatment and nutrition, tube-feeding became a burning
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issue of concern after discussing the situation of a very thin old lady with Alzheimer’s
disease (Committee conversation 2005, see appendix II, 4.2: B 100 — B 104). Chair, pal-
liative care physician, Dr. Boha points out: “A feeding-tube should make sense! When a
tube is the decision, then, after three months, the team should sit together again and ask,
in which way have we been successful?” (Boha 2005, see appendix II, 4.2: B 105). Dr.
Busik remarks: “I have heard about elderly homes who demand that patients have enteral
tubes! It has become a criteria for entrance! And this is a scandal!” (Busik 2005, see ap-
pendix II, 4.2: B 110). Nurse, Mrs. Busch steps into the shared indignation by explaining:
“I think there is something going on that works like an automatism: Somebody is very
thin, maybe dehydrated and the only consequence seems to be inserting a tube!” (Busch
2005, see appendix II, 4.2: B 111). The increasing demand by elderly care homes and the
“automatism” of inserting tubes could be interpreted in a way as Dr. Boha sees it in terms
of a “.. the loss of senses!” (Boha 2005, see appendix II, 4.2: B 112) while Dr. Busik
draws the conclusion: “It is a combination of economic and non-medical aspects!” (Busik
2005, see appendix II, 4.2: B 113).

This “loss of senses” has a double meaning: On the one hand inserting tubes has
become a senseless (without reflection) routine way of handling a technical device when
patients do not eat (enough) by mouth. On the other hand, the senses you need to deliver
nursing care in terms of giving food by mouth to the patient (temperature, taste, amount,
knowing preferences) are no longer required and are lost as a former essential part of giv-
ing care. Moreover, at the forefront of nursing care it needs to be considered that eating is
not to put food into somebody’s body, but an act of the senses. It is about basal and oral
stimulation, manual abilities, eye sight, as well as having a comfortable and stress-free sur-
rounding. As explained by Joan Tronto care giving means putting this actual care work
into practice to meet the needs while the care-taker gets into direct contact with the care-
receiver who responds to the care (see part II, chapter VI, 1.1). Tube-feeding demands a
technical competence of inserting first, the tube, and then continuously the fluid that is
filled up in a bottle hanging at the patient’s bedside. The competence and institutional
conditions of using the senses to care well (see part II, chapter V1, 1.1), including watch-
ing the patients’ senses is not seen as an undelivered nursing practice and the underlying
conflict between (not performed) nursing care and (substituted) technical intervention.

It can be questioned whether Health Care Insurance Companies care about the in-
creasing number of artificial tube-feeding for old and dying people as the continuing dis-
cussion shows: The leader of the elderly care home in hospital Bach explains: “If you want
to do mouth-feeding when someone has a tube, then an explanation is demanded! From
a caring perspective it is, of course, better without a tube (!)*%, then you get care-level
three which implies more money. Persons who are tube-fed do increasingly seldom get

38 According to a study by G. Deitrich, ]J. Belle-Haueisen and G.v. Mittelstaedt (2003) Analysis of the
Actual State of Nutrition of Elderly Patients Fed via PEG Tube, up to 13% of the people who are tube-
fed could sufficiently be orally fed.
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care-level three, usually only care-level two™ (Balter 2005, see appendix II, 4.2: B 114).
Thus, according to the pointed out logic in terms of money, using tubes (care-level two) is
cheaper than giving care (care-level three). The attention is not given to caring for patients
in the sense of assuming responsibility (see part II, chapter VI) for the caring work that
needs to be done. The care for and with the individual patient who does not want or is not
able to eat by himself any more, but caring for is transformed into a systematic, detached
manner. The response to eating and drinking of the “cared for” as a part of the caring
process is substituted by a control of the patients” weight being regulated by the amount
of artificial nutrition that can be quantified.

“Sometimes I have a feeling that Fresenius® determines the indication for inserting
tubes”, Dr. Boha finishes the conversation (Boha 2005, see appendix I, 4.2: B 115). If his
feeling is taken seriously as a possible analysis for an increase of tube-feeding, then the
need for food would be no more than a commodity that is kept under economic control,
not as costly as direct nursing care that has been reduced to counting calories, “weight
watching” and a regulation of food by tube. In addition to what Dr. Busik describes as a
“combination of economic and non-medical aspects”, the growing amount of people be-
ing tube-fed is also combined with non-nursing aspects and an elimination of care.

Excursus: The Policy Statement on Nutritional Support for Elderly Care in Germany

According to the Medical Service of German Health Insurance Companies, the find-
ings of their quality assessment program in the field of community and hospital nursing
were showing increasing deficits. The Medical Service Community felt obliged to write a
policy statement on nutritional support for the elderly (Medizinischer Dienst der Spitzen-
verbinde der Krankenkassen 2003). All of the authors of the document belong to The
Medical Service of German Health Insurance Companies. When the document was pub-
lished in 2003, its content got widely accepted within the institutions of health care. The
introduction tells that the nursing institutions can use it as a groundwork for the set-up of
an “effective risk-management” with regard to nutritional support (2003: 3).

The document does not only evoke troubling questions with regard to a rather rule-
learning training program, but it reveals how the perspective on elderly care is limited by
medical definitions and techniques to check the elderly as if they were ‘risky bodies’. The
paper starts with a medical definition of malnutrition, dehydration and dysfunctional
swallowing. The notion “defective” nutrition is preferred since old people would have a
“disturbed” sense of being thirsty. 60% of the elderly living in geriatric institutions are
assumed to suffer from malnutrition (2003: 12). Immobility, difficulties chewing, and
loneliness are identified as risk factors. It is recommended that any kind of reduced weight
should be assessed as a risk indicator and the regular control of weight and a detailed

39 Care-level three is the highest level of care to be paid by the health care insurance company. The

person has to be assessed to be very needy for twenty-four hours.
40 Fresenius is the biggest market provider of feeding-tubes.
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documentation should prevent malnutrition (2003: 48). The lack of an acknowledged
standard for nutritional support as well as a lack of data which could elaborate the prob-
lem of refusing food, is referred to, but then recommendations are only described from a
limited medical perspective: Measurement techniques, laboratory tests or instruments (for
example the Blandford Scale or the Eating Behaviour Scale). As an important parameter
for assessing the weight of an old person, the use of the Body-Mass-Index is accentuated.
And, it is emphasized that since most of the techniques proved to be too time-consuming
and too expensive, the (reduced technique) Mini Nutritional Assessment (MNA) could
be an alternative that would be easy to handle even by nurses.

In sum, the Policy Statement on Nutritional Support for the elderly shows how care
practices are (re-) regulated and disciplined. The demanded procedures and techniques of
the risk-management transform caring practices to controllable functions and can disci-
pline the work of nursing. What is paradox about nursing here is the situation, that they
directly guide and control patients by using these techniques. But then, nurses themselves
are guided, and controlled by regular interventions of the Medical Service. The elderly are
seen as objects of treatment procedures rather than individuals having their own habits,
wishes and a will. The measurement techniques that control their bodies do not relate to
them as persons, but turn them into ‘risky bodies’.

2 Case Discussions and Nursing Issues: The Definition of
an Ethical Problem and the Marginalization of Care

How do committee members understand their work in terms of “ethics”? It is not clear
how an ordinary problem in clinical care becomes a bioethical problem and what the
characteristics are to name a difficult situation an “ethical case” that needs to be worked
on in an ethics committee. For clinicians, each day is filled with action and decision-mak-
ing processes. There are practical problems of communication and organisation including
value questions with ethical considerations when asking oneself whether one has exercised
the activities in the right way. Yet, why are some issues and questions seen as worthy of
ethical attention and others are not?

2.1 “My Understanding of Ethics”

As discussed in chapter II (see chapter I, 1.2), according to Renee Fox, US- American
bioethics had not only diverted its gaze form particular kinds of social issues and espe-
cially those that affect persons who are poor or marginalized, but it had also separated
social from ethical matters (Fox 1996: 7).

When the ambulatory care nurse, Mrs. Busch first enters a committee meeting, she
points out as an utmost concern, that social issues should not be cut off from ethical ones.
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She is shortly introduced by the chairperson, Dr. Boha by informing: “This is Mrs. Busch
who will be our new participant because Ms. Bock has left.” After a short break, he con-
tinues by telling: “Today we want to take time for a 45 minutes case discussion, and then
we also want to go on working on the papers we introduced in February.” Mrs. Busch
who waits till he has finished his sentence, remarks: “Sorry for interrupting you, Dr.
Boha, I would like to say something about my understanding of ethics.” When Dr. Boha
friendly reacts by saying: “That’s fine with me”, Mrs. Busch explains: “For me, ethics also
includes how we interact with each other, moreover: how do we deal with disadvantaged
groups? How do we talk with relatives? And (..) where do we talk with others, and who
talks? Are the relatives taken seriously in their concerns?” Every committee member lis-
tened attentively, but besides Dr. Boha’s rather formal comment: “Thank you very much
for these impulses, Mrs. Busch.”

Nobody gives any kind of comments, and the meeting goes on by discussing the
drafts of documentary forms with regard to case consultation (see appendix II, 4.2: B
43-48). In an earlier meeting, Dr. Busik expressed his wish that he would like to avoid
bureaucracy with regard to ethics (Busik 2005, see appendix II, 4.2: B 27, see also chapter
IX, 1.2). His statement did not get any reactions by the committee members. Although
there is no explicit agreement with Dr. Busik, the committee’s preference of seeing and
doing their work in a rather informal way is revealed with regard to educational task.
Their critical attitude towards regulations is exemplified in the discussion about how to

deal with tube-feeding (see chapter IX, 1.2).

2.2 Using the Warmth of a Patient’s Belly: “A Petit Ethical Problem”

In the following I will present the complete conversation of the ethics committee members
when they worked on a retrospective case consultation. My analysis follows afterwards.

In the beginning of a committee meeting in hospital Clon, the minister, Mrs. Carr
reports, that a nurse had written down a concern in order to consult the committee. The
female minister took the paper to the committee meeting and read it aloud. The nurse
had experienced a situation two years ago that was still bothering her: An elderly female
patient was in need of a blood bottle. When the blood bottle arrived from the lab, it was
still been very cold, and the physician on shift asked the nurse to put the bottle on the old
lady’s belly, so that the blood bottle would warm up easily for her. The nurse, who knew
the patient, could not imagine doing it. The patient had been sleeping and was not in an
alert condition at all. The female physician then told her to ask another nurse to do it,
someone who would be more professional than her. The discussion in the ethics commit-
tee developed as follows:
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Minister, Mrs. Carr: “That is really uncomfortable to get a cold something on your

belly!”

Physician, Dr. Craft: “This is absurd from a medical perspective. There are, of
course, other technical aids that can help to warm up blood
bottles.”

Nurse, Mrs. Cesch: “This nurse feels as an advocate for the patient, and wants to

take care of her autonomy.”

Physician, Dr. Craft: “This is really a mini ethical problem!”

Physician, Dr. Ceisch: “I think the problem emerged from hierarchy!”

Minister, Mrs. Carr: “I think they have some communication problems on the
ward.”

Physician, Dr. Craft: “But this is really a petit ethical problem!”

The discussion ends after some minutes, declaring that this is really a minor problem. The minister
explains that she will have to talk to the nurse who has revealed her concern.

Minister, Mrs. Carr: “What should I tell her?”

Physician, Dr. Craft: “You can tell her that she did not do anything wrong within
the current knowledge of practice.”

Physician, Dr. Ceisch: “And you can add that the problem had to do with hierar-
chy and failed communication. (...) “Well, the more I think
about it, the more I feel instrumentalized by this nurse,
because this is not an ethical problem at all!”

Nurse Ms. Calle: “You can tell that she did not do anything wrong, and you
can tell her about the possible hierarchy and communication
problem behind, but never tell her that this is no or a small
ethical problem.”

The meeting abruptly ends, people rise from their places and leave the room. The minister keeps sit-
ting there and takes some notes.

Committee conversation 2005, see appendix II, 4.3: C 17 — C 27

The first reaction is given by the minister who states “that it is really uncomfortable to
get a cold something on your belly”. And this actually collides with a practice of care that
does not allow putting somebody into an uncomfortable state for the use of something
respectively somebody else. The lady who is ill and sleeping cannot defend herself and
therefore needs protection. The physician explicitly speaks from a medical perspective
that “this is absurd” and that this is not the right way to warm up blood bottles, because
there are technical aids. He clarifies that this is obviously not a medical dilemma in which
physicians do not know how to make an adequate decision.

The nurse, Mrs. Cesch shows empathy for the nurse who has opened her concern.
She identifies the role of the nurse who cared for the old lady as an “advocate for the
patient” who wanted to take care of her autonomy. Caring for her autonomy from a nurs-
ing understanding could mean that the patient cannot articulate herself and therefore
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needs protection, here given by the nurse. This is nurses’ mandate. It is different from the
mandate of a physician who is interested in getting a warm blood bottle for a medical
intervention. Nursing care for patients who are sleeping implies keeping them in a state as
comfortable as possible while protecting them from disturbing noises and interventions
that can be postponed like “taking the blood pressure” as well as disturbing and uncom-
fortable interventions like putting a cold blood bottle on their warm belly.

Although the patient is in a current state of not being able to verbally interact, the
nurse sees that her autonomy still belongs to her and cannot be taken away. She uses the
respect for her autonomy to justify her nursing care, namely her responsibility to take care
of the patient’s sleep.

When the physician defines the situation as “a mini ethical problem” without giving
any reason, no questions or controversial points are raised. Why this is only a small ethi-
cal problem is left open. The physician does not feel a need for explanation, and nobody
else asks for it. Then the commentaries that lack explanation go on: Physician, Dr. Ceisch
declares it as a problem that has to do with hierarchy and the minister, Mrs. Carr remarks
that the problem might be linked to “some communication problems on the ward”. Since
these are exclamations which follow after the non rejected definition of a “mini ethical
problem”, one could ask whether hierarchy and communication are categories that can
be put under the umbrella of small ethical problems or whether they are indicators of dif-
ficult situations that cannot simply be framed as ethical. Framing them in the context of
small ethical problems minimizes their potential for conflicts and understanding the situ-
ation in its complexity which, of course, can harm not only patients, but can also disrupt
professional identities, here nursing care.

When physician, Dr. Ceisch repeats the remark of the physician Dr. Craft that this is
a “petit ethical problem” the conversation is ended. There seems to be a hidden consensus
on how much time should be spend on what kind of issues. That the discussion of the
concern does not deserve much time could have been evoked by the minimization of the
problem. The minister, realizing that the discussion is ending, asks the rather pragmatic
question: “What should I tell her?” and the first answer is given by physician Dr. Craft,
who started to comment on the concern. “You can tell her that she did not do anything
wrong ...” he authorizes the minister to tell. Does this mean that the nurse acted correctly
according to a medical perspective? What are finally the criteria to distinguish between
wrong and right in this situation? And, who has the power to define it?

Physician Dr. Ceisch adds that the nurse should be told that “the problem had to
do with hierarchy and failed communication.” What does the message signify? What
can the nurse take out of this kind of analysis? This is difficult to tell because there is
no explanation. With regard to interrelationships, especially in between different pro-
fessions, you can narrow down and contextualize nearly everything with hierarchy and
communication problems in a hospital. Physician Dr. Ceisch “feels instrumentalized” by
the concern of the nurse. This is a strong reproach. “This is not an ethical problem at all!”
is the explanation for his feeling. Does a talk of problems which are not defined as ethi-
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cal ones instrumentalize disputants? Again, it is not clear, what counts as a “real ethical
problem” in comparison to a “petit” ethical problem, or a different kind of a problem, e.g.
of competence and communication? Criteria are not given. What is the legitimization to
minimize the nursing concern at all?

It was the physicians who had the power to declare what counts as a “real ethical
problem” and what counts as a petit ethical problem. Nobody in the group asked for an
explanation why the problem is declared to be a petit ethical problem. Nobody talked
about the physician who told the nurse to use the warmth of a patient’s body to warm up
a blood bottle. What is her part in the story? What can be said about her clinical expertise
and responsibility?

The nurses’ professional role is to take care of the patient’s sleep. The nurse theo-
rists Winifred Logan, Nancy Roper, Allison Tierney (2002) have developed a conceptual
framework for nursing practice. One component of the model is called the “Activities of
Daily Life” (ADL). Relaxing and being able to sleep is one element of these daily activi-
ties nurses have to care for. This involves having an eye on the duration of sleep, times of
sleep, day-and-night rhythm, sleeping quality, rituals of falling asleep, habits, and aids to
fall asleep. “Knowing the patient” means knowing his or her sleeping habits and knowing
the patients’ special needs to get the right kind and duration of sleep that helps them to
recover and gives them comfort, especially when they are in pain and dying,.

The more dependent the patient is due to the situation of illness or disease, the more
comfort the patient needs. For nurses, comfort implies a moral stance, clinical knowl-
edge, and the tangible, practical skills in which they have developed expertise.

2.3 A Problem that has no Name?: “What are we really doing here?”

The discussion presented here is a reflection on a retrospective case consultation in the
Catholic hospital Bach. The Catholic hospital is associated with the elderly home, and if
there is a need for an ethics consultation, it is taken over by people of the ethics commit-
tee. One passed consultation is reflected during an ethics committees’ meeting:

The chairpersons (palliative care physician and nurse) were asked by a nurse of the
elderly care home to give consultation due to the following situation: An old lady, born in
the 1920s, had not been willing either to eat or to drink. The nurses in the elderly home
felt helpless and had no idea what to do about it. In accordance with the nursing person-
nel, the consultation team (physician, nurse and pastor) arranged a meeting with the old
lady; the nurse in charge gathered.
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Dr. Boha recalls: “When we got to her room, in the elderly home, she was
caught by surprise and asked: “Am I'ill>” “Do I have to die

now?”

And he explains: “I understand that we, the people coming from the hospital
irritated her, because we entered her room in white clothes.
We answered her question. No, we are not here because we
think you are ill. We want to ask you: whether you are hun-
gry? Then the lady explained ‘It is really nice that you care
about my eating, but I have never eaten much in my life!” ”

Nurse, Mrs. Bunt: “Then I offered different meals to the old lady, but every idea
was rejected. Finally, there was one meal when she said: “Yes’.
The nurse in charge felt quite uncomfortable and said she
would arrange getting the meal. Then we (consultation team)
could leave.”

While talking about the consultation, the physician and the nurse were smiling. The other committee
members neither asked anything, nor questioned anything. They listened carefully, some of them were
smiling too. Closing their report on the consultation, the physician and the nurse remarked: “Whar are
we really doing here?” Then they moved on to the next issue to be discussed in the meeting,.

Committee conversation 2005, see appendix 1, 4.2: B 124 — B 126

The nurses in the elderly home cannot cope with an old lady who is refusing to eat and
drink. They are possibly afraid of letting the old lady die in case she continues rejecting
food. They might also be afraid of being blamed for it, because taking care of the intake
of food belongs to their professional responsibility. Since the old lady does not seem to
respond to the care-givers, they probably feel unsure whether their care has been attentive
enough and whether they might have overlooked something. As a way out, the nurses ask
for the ethics consultation by calling the chairpersons of the ethics committee, and the
head nurse agrees to a meeting with the old lady.

When the consultation team including the head nurse enters the lady’s room, she is
self-confident and asks her question right away. The old lady, seemingly needy for food,
but without willing to eat, is the one who reveals the situation as a grotesque comedy:
She is surprised that people in their professional white coats are visiting her and sponta-
neously asks: “Am I ill? Do I have to die now?” Since she has reached the last part of her
life, dying is not that far away from her imagination. Why should she expect that hospital
personnel would come over to ask her, what she would like to eat? She has never eaten
much in her life, and as a matter of fact, getting older implies that the need for food and
drink decreases.

The physician realizes the reason for her irritation and expresses it in the ethics com-
mittee. Both he and the nurse smile about this situation because they are irritated them-
selves. One question in their mind probably was, did four people really had to go to an
old lady who is fully competent to articulate her needs? And, of course, the following
questions are relevant to understanding the problem: What does this old lady really need?
Have the nurses responded to her needs besides caring for her food? Is there not at least
one nurse who knows the old lady well and knows how to respond to her? What is really
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known about her eating habits? How much food does she really need at that time? What
is “enough” for this old lady who has not been eating much in her whole life? This is not
clear. Does she finally decide for a meal, because she really likes the suggested dish, or
does she just want to get rid of these strange people visiting her? While reporting on this
case consultation, neither the consultation team nor any other committee member in-
cluding nurses raise questions of care. The only question put here is, “What are we really
doing here?” This question is repeated several times, but not answered. The reaction is a
smile that renders the passed consulting situation into a humorous tune.

Although this behaviour, at first sight, fits the way the conflict has been dealt with,
at second sight, it conceals questions of care practices and sharing responsibilities, proce-
dures and effectiveness of ethics consultation. The ignorance of questions from a caring
perspective releases the nurses of a confrontation with their professional duties and chal-
lenges the reflection on their unique conflicts of care.

Coping with the conflict of not knowing what to do because an old lady refuses eat-
ing ends up in an ethics consultation that leaves the problem a nameless one, because it
turned out that at least the old lady hasn’t got one. The kind of talk that is offered to the
old lady by the consulting team gives insight into caring work that originally belongs to a
nursing competency, namely relationship-based caring practices by knowing the patient
and her eating habits. Eating as an activity of daily living is more than putting food
into the body since eating and drinking imply a cultural and social meaning. Thus, not
wanting to eat can have several reasons, for example, feeling isolated and lonely. I am not
saying that the nurses haven’t done their job well, but the context of the problem why
they finally called for an ethics consultation is not clear. Dying is something the old lady
feels reminded of when the “hospital people” come in. This is obviously not something
she has started deliberately. The way she reacts to people coming into her room implies
also that she is prepared listening to people telling her what to do, what she is expected
to do, maybe even giving strict orders to her. During the talk with the “hospital people”
she explains that she has never eaten much in her life. In fact, nevertheless she has turned
quite old. From her perspective eating has never been a problem in her life. Consequently
she is astonished that it should be one now.

In short, what the analysis of this part could show: Caring is marginalized, nurses are
marginalized, and they further marginalize themselves as the issues of concern for them
are systematically ignored: Declared to be at best, “petit” ethical problems, and not part
of “what we are really doing here”.
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3 Case Discussions and Medical Issues:
Questions of Age, Isolation and Caring Responsibilities

The analysis of the data with regard to case discussions revealed a recurrence of the cat-

egories named in the headline above: Age, gender, isolation and caring responsibilities.

In the following, each case discussion is presented separately in its full length and inter-

preted afterwards.

3.1 Old, alone and a Diagnosis of Dementia: “She wants to go home”

As announced in the beginning of the meeting, the physician of Gerontology, Dr. Am-

men interrupts the meeting for a case presentation.

Dr. Ammen reports:

Chair, Mrs. Amt:

“A female patient born 1928 had been treated at the Medi-
cal School, she had suffered from a de-compensated heart
insufficiency, and the General Practitioner had referred

her to the hospital. It turned out that she had had a heart
infarct. She was referred to the hospital for rehabilitation.
Her physical capacity was limited, and she did not feel safe
moving. Finally, dementia understood in the widest sense
was diagnosed. She was neither orientated in time nor in
space. She kept talking about her wish to go home. Her brain
waves showed an insufficient blood circulation. A form of
vascular dementia was identified. It was realized that her
home was sealed. Her neighbour had told that her flat had
been absolutely run down. It had been a long time since she
had allowed somebody to enter her flat. There had been the
question whether she would still be contractually capable. In
the hospital, she was gradually arriving at a state being able
to go home. But, she was not aware of her problems, she kept
asking: When am I allowed to go home? Within the team it
had been an unanswered question who would clarify things
about her condition. Today, this morning, the ward informed
me that she left the hospital on her own. Like every day she
was going to the kiosk, but then she did not return. She dis-
appeared! (...) Looking out for her was in vain. What should
I say? She is hard on hearing, suffers from diabetes, and has a
walker. (...) I would like to ask the ethical question from my
perspective at this point: How can patients with an advanced
dementia get involved in the decision-making-process? Her li-
ability was limited, but she understood that her flat needed to
be cleaned up and that otherwise she must not go home.”

“Thank you for this report!”

Mrs. Amt invites the committee participants to ask questions.

Social worker, Mrs. Antenne
asks:

Dr. Ammen reacts:

Ms. Antenne continues asking:

“What forms of incapacitation are possible?”

“You know, the diagnosis is very complex! The medical
school had treated the heart disease, but her dementia had
not been diagnosed!”

“What about her relatives?”
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Dr. Ammen answers: “Looking out for her relatives was in vain. There was no con-
crete address given by the patient.”

Ms. Antenne asks: “And her General Practitioner?”

Dr. Ammen looks astonished about this question.

He declares: “We did not get in contact with him.”

Chair, Dr. Arras wants to know: “What do you think is the real problem? What do you think

does it tell that she continuously articulates / want to go
home? What is the symbolic meaning?”

Minister, Mr. Apostel points out: “She had been probably stressed in the Medical School Hos-
p p p y

pital.”

Minister, Mrs. Acker agrees: “Yes, I think she could not cope with her situation there.”

Dr. Ammen explains: “We are talking about a quiet woman who only reacts if you
ask something. Other patients in her condition, can turn
aggressive!”

Minister, Mr. Arche asks: “Would it not have been necessary to engage a legal guardian
carlier?”

Mrs. Antenne questions: “Is such a kind of patient not usually referred to short-term-
care?”

Nurse, Ms. Ampel asks: “What about nursing? What about nursing concepts for
dementia?”

Dr. Ammen answers: “Nurses could not do much. They (dementia patients) can be

so rotten dement that you cannot reach them any more.”

Dr. Arras nervously states: “The question what she really wants is unclear. This is unsat-
isfactory.”
Dr. Ammen explains: “The working stress has grown so much that we cannot save

time for such kind of questions!”

Chair, Mrs. Amt concludes: “I think we have to thank you for bringing in this case!
Thank you very much, Dr. Ammen!”

Dr. Ammen leaves the meeting and Mrs. Amt moves over to the next topic.

Committee conversation 2005, see appendix II, 4.1: A 105-124

Physician Dr. Ammen presents the medical history of an old lady who had a heart infarct
and is diagnosed with dementia. He tells that she was neither orientated in time nor in
space. With regard to social aspects, Dr. Ammen remarks that her neighbour had told
about her unclean flat in which she had not let anybody in for a long time. She kept talk-
ing about her wish to go home, but this remained an unanswered question within the
team. Finally she left the hospital without telling anybody. When the social worker, Ms.
Antenne asks about the presence of her relatives and a possible contact with her General
Practitioner, the physician explains, that her relatives were not found and that nobody has
yet tried to get into contact with her family doctor. This is strange since physicians usually
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get in touch with family doctors to get to know more about patients, especially when no
relatives are present.

When the chair Dr. Arras asks what the “real problem” could be and what the sym-
bolic meaning of her appeal “I want to go home” might be, there is no idea given. Mr.
Apostel explains that she had probably been stressed in the Medical School Hospital. The
question arises whether she has in any way been taken seriously in her repeated wish to
go home.

The questions asked by the committee participants whether a legal guardian should
have been asked earlier as well as whether the old lady could not have been referred to
short-term care are left unanswered. When the nurse, Ms. Ampel asks about the role of
nursing and new ideas of how to deal with dementia patients, Dr. Ammen quite harshly
answers that nurses could “not do much” because dementia patients “can be so rotten
dement” that they are unreachable. Apart from the fact that this statement implies a de-
valuation of people who are dement, it also shows that new ideas about how to deal with
dement people are ignored. The nurse, Ms. Ampel seems to be informed about dementia
care and rightly asks about the role of nurses. Since it is a professional task of nursing to
take care of dementia patients according to the standards of knowledge it is astonishing
that their caring responsibilities are left out in the discussion. Moreover, it could also be
questioned whether the physician, Dr. Ammen comes to present the problem about a
patient who ran away, and not the nurse whose responsibility it was to take care of the
old lady who might run away since it is a characteristic of people who are dement. It is
not the physician who takes care of a patient all day long, but the nurses. As his report
shows, it is the diagnosis that is Ais competency and neither to see what kind of nursing
care practices in the area of dementia might be best for this individual patient nor being
responsible for its actual practice.

At the end of the conversation, the chairperson, Dr. Arras frankly and nervously
remarks that “this is unsatisfactory” since the question what the old lady really wanted re-
mains unclear. If you want to put it precisely, the question would rather be why it was not
taken seriously that the old lady wanted to go home. In case it would have been impos-
sible to let her go home, alternatives could have been considered like a nursing home for
dement patients to which she could have taken her own belongings. “The working stress
has grown so much that we cannot save time for such kind of questions!” is Dr. Ammen’s
reaction to the chairperson’s remark. Although there could have been a controversial dis-
cussion now, chair Mrs. Amt closes the case consultation and expresses her thankfulness
that the physician brought a case to report. Questions of conflict that are evolving here
are: Can working stress release someone from asking questions that are central to see what
is the priority for the patient? Can working stress release nurses from caring responsibili-
ties? These questions are not given any room in the committee to be raised and conflicts
of care and responsibility remain unseen.

In the next committee meeting I asked what happened to the old dementia lady and
whether they would know anything about her current situation. The chair, Mrs. Amt tells
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with resistance: “As a surprise, she was found at home, and then she was taken back to the
hospital. Soon after she died” (Amt 2006, see appendix II, 4.1: A 204).

This astonishes the people involved since her diagnosis of dementia and her general
physical status does not allow seeing her as a strong woman who has fought to get home
and finally just went off. Since patients with dementia have a very strong need to move
around, it is not a surprise that she walked a long distance home. There can be specula-
tions why she was taken back to hospital afterwards. Taking the information given in the
report by Dr. Ammen, she is probably declared not being able to care for herself. But, who
really did?

3.2 A Palliative Care Patient who is Isolated and “Bleeding to Death”

A palliative care nurse requested a consultation. All facts about the situation in need for
consultation were written down on a documentary form that the palliative care physi-
cian, Dr. Boha copied to bring to the committee for discussion. The documentary form
(anonymous) is filled with the following questions and answers:

Who requests a consultation? Palliative care nurse, Susan

What are the medical facts? 66 years old patient
Diagnosis: Larynx Carcinoma
Infection of tongue mouth ground in 2000, operation
Patient is bed-ridden due to weakness, tube-feeding
Main problem: Widespread throat metastasis, approx. 10x12
cm, recurrent venous bleeding from wound, with the appli-
cation of haemostyptica, difficulties to reach haemostasis (2
persons are needed)
Severe pain all over cervical spine.
Patient communicates by shaking his head or nodding. There

is no Living Will. During his stay here (in hospital), his wife
died at home.

(...)

Co-chair, nurse, Ms. Bunt asks: “How can you cope with the situation when he is bleeding?
How much is he consciously aware about what is going on? Is
he afraid?”

Chair, physician, Dr. Boha: “This is exactly the problem: watching how somebody is

bleeding to death. Nursing cannot cope with such a situation
(...) causing unnecessary pain by changing the bandage (...)
And, of course, he gets an analgesia, but nurses are afraid
whenever they bed him.”

Co-chair, nurse, Ms. Bunt: “Would it be possible 7oz to change the bandage?”
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Chair, Dr. Boha: “A sloughing was tried in vain, because the vessels are broken

down.”

Physician, Dr. Brecht: “Is he able to write? Then, one might find out what his wil/
is?”

Chair, physician, Dr. Boha: “No, he is too weak to write. He immediately shakes his head

when one enters the room. When surgeons come to change
his bandage he fights as best as he can.”

Nurse, Mrs. Busch: “Maybe, that is because he does not know the persons.”

Physician, Dr. Beine: “I think, the nurse has a personal problem with the situation.
The question is: what is unbearable for whom?”

Physician, Dr. Busik: “At home everything would be much easier (...) you can just
close the door. Then, the End.”

Minister, Co-chair, Mr. Balter:* “I think the question is: Is there any meaning in what I am
doing? What is the patient’s future perspective?”

Chair, physician, Dr. Boha: “Usually, these patients come to an arrangement for a very
long time.”

Co-chair, minister, Mr. Balter: “Is the patient religious? What about the relatives?”

Chair, physician, Dr. Boha: “I had the impression that he is racher fatalistic (...) someone

who is socially isolated and has neither relatives nor friends.”

Committee conversation 2005, see appendix I1, 2.2: B 49 — B 62

Immediately after the committee members have read the documentary form, the nurse,
Ms. Bunt points out the difficulty to give care to the patient while he is bleeding and pos-
sibly afraid. Physician Dr. Boha agrees that this would exactly be the problem and that
nurses cannot cope with the “unnecessary pain” that is caused by changing the bandage.
When asked whether the bandage might not be changed, Dr. Boha tells that an alterna-
tive technique to avoid changing the bandage was unsuccessful. Physician, Dr. Brecht has
the idea that the patient might write down his will, but then Dr. Boha explains that he
patient would be too weak to write, and that he would immediately shake his head when
someone enters the room. The nurse, Mrs. Busch remarks that this behaviour might have
to do with the fact that he does not know the person who comes in.

It seems that the committee members are looking out for good ideas but they have
difficulties finding a helpful answer to the problem. Finally, the physician, Dr. Beine
identifies the problem to be a personal one for the nurse. For him the question is: “What
is unbearable for whom?” Before anybody of the committee participants can react to his
statement, physician, Dr. Busik points out that the situation for the patient would be very
different at home: “... you can just close the door. Then, the End”. His thought could be
that apart from institutionalized care in the hospital the patient could take the freedom
to die. After three questions and comments expressed by nurses and six statements given
by physicians, the minister Mr. Balter interposes that the question to be raised is the one
of whether there is any meaning in what “I am doing” and what the patient’s future per-
spective is. He also asks whether the patient is religious and thinks of his relatives. The
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physician, Dr. Boha talks about his impression that the patient would be rather fatalistic
and socially isolated without relatives and friends.

Then the discussion ends and Dr. Boha who is the senior physician of the palliative
care unit and therefore responsible for the patient of concern explains that the palliative
care team finally decided to do only what was absolutely necessary so that the patient
could feel comfortable. Since the pain had increased, the pain therapy was becoming the
focus of concern. The patient did also need to be sedated, and finally calmly died (Boha
2005, see appendix II, 2.2: B 62).

3.3 A Patient with a Head Tumour living in Isolation:
“We cannot solve Society’s Problems”

The head physician Dr. Anton comes after the ethics forum has already started. The meet-
ing is interrupted so that he can report his current case of concern:

“A 45- year old patient was at the hospital last fall. He was a strong smoker. His head tumour was

not easily to operate on. A specimen was taken for histology examination, a moderately differentiated
tumour. There had been staging, the typical laboratory examinations, sonography, and in the midst of
November a combined radio-chemotherapy was ordered. The patient was discharged from the hospital
at the beginning of the year. He had great difficulties swallowing and got back into the hospital. Then,
a renewed staging was done. When the tube was given, it went technically well, but not for the patient:
he began suffering from diarrhea and got expensive stabilizing medication. We really invested some-
thing in this young men! Then, in addition, a colon tumour was diagnosed. Surgeons estimate his
chance of cure by 20%. What we thought about (..) is first, the question of taking him to a hospice,
and second, an operation on his colon.”

Anton 2005, see appendix II, 2.1: A 33

After Dr. Anton has given the “What can you tell about the will of the patient?”

report, Minister, Mr. Apostel

asks:

Social worker, Mrs. Antenne “What about his social surrounding? What can be said about

asks: the involvement of his relatives?”

Head physician, Dr. Anton “He wants to live. There is the will to live!” “He lives quite

answers: isolated. Once in a while there is his (..) I think, she is his
partner.”

Head nurse, Ms. Ampel: “What about the metastasis? What can be said about his life-
expectancy?”

Head physician, Dr. Anton: “Only a few metastases, no metastases in the bone-skeletal

system. The life expectancy is about five years.”

Chair, Dr. Arras informs the participants that they do want to discuss the case with the fish-bow!
method.
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He explains: “An inner circle is needed. Each of the persons who has been
involved in the case, takes over his or her role. In case any-
body would like to get out of his or her role, anybody else of
the participants can slip into the role.”

One of the participants asks for a more detailed description of the method, but no explanation is
given. Then, Dr. Arras arranges the inner circle, and motivates the committee members to participate
in the role play.

Minister, Mr. Arche asks: “Where do we have to put the patient?”

Head nurse, Ms. Ampel remarks: “The position of the patient is unclear. And I think there are a
lot of things unclear.”

Minister, Mr. Arche: “Nobody really knows (!) the patient. Hospice means giving
up! The patient has no hope any more.”

Minister, Mr. Apostel: “More persons should be taken into the boat.”

Silence.

Head physician, Dr. Anton asks whether he could play the role of the physician and Dr. Arras explains
that he as a protagonist should not get involved into the play. Although Dr. Anton has not named any
other persons while describing the case, the minister and nurse members of the committee remark that
their role is possibly important.

Head nurse, Ms. Ampel: “I would really like to participate in the play, but what is the
role of nursing here?”

Physician, Dr. Anton: “The patient has been very trustful to the nurses. In compari-
son to the nurses, he talks very rarely to physicians. Yes, to
whom he talks are the nurses.”

Head nurse, Ms. Ampel takes a seat on a chair that should represent the nurses.

Minister, Mr. Arche: “What about a minister? What can you tell about his part?”

Head physician, Dr. Anton: “No, nothing. A minister has not been in yet.”

Nevertheless, a minister takes a seat in the inner circle of the role play.

Head physician, Mr. Anton does “The way I (!) handle it, is the following: if a patient has got a
not turn his face to the others, chance to survive, then, I will inform him, I will talk to him.
but looks as if he would talk to If the patient does not have a chance, then, I won't talk to the
himself. He tells: patient, only, in case he asks for it. I think, you shouldn’t take

the hope away. Therefore, the idea of hospice, I think, is not a
good one, because the patient can think you have given him
up. I ask myself, what are we doing with the therapy. What
are we actually doing? We have decided to put the missing
protein into the infusion, but no other medication. He is
probably going to die within the next three days. There have
been discussions about a possible operation.”

Chair, Dr. Arras interrupts his monologue and refers to the role play by declaring that now the partici-
pants in the role play would have the word.

Head physician, Mr. Anton asks: “Is this play really necessary? In reality, I am involved as a
physician who treats the patient!”

Chair, Dr. Arras repeats: “This is not possible for methodological reasons!”
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Role-taking: Senior physician, psychosomatic, Dr. Amso takes over the role of the head physician, Mr.
Anton and takes a seat. Nurse, Ms. Ampel takes over the role of a prospective community nurse, and
Social worker, Mrs. Antenne plays herself in the role of the social worker.

Role-making: Dr. Amso starts: “What is the matter here is the question of dying well and
having a good death.”

Silence.

Social worker, Mrs. Antenne: “Does the patient know about this?”

Nurse, Ms. Ampel: “Does he know the truth?”

Silence.

Dr. Arras stops the conversation by asking what the conversation team would decide on.

Senior physician, Dr. Amso “It is necessary to get into contact with the patient.”
reacts:

Nurse, Ms. Ampel: “The patient needs to know his prognosis, the truth!”
Social worker, Mrs. Antenne “So that the patients gets the chance to clear the things for
continues the sentence: himself that need to be dealt with.”

When chair, Dr. Arras sums “For me this is not enough of (..) attending to the patient.
up the result, the minister, Mr. There is something I miss. This makes me nervous!”

Apostel remarks:
Meta-Discussion:

Chair, Dr. Arras turns to Dr. “Dr. Anton, what can you pick up from the conversation?”
Anton and asks:

Head physician, Dr. Anton: “I am astonished that the case seems not to be evident for you
in the role play. What I could see is, that I might talk to the

patient. But we cannot solve society’s problems!”

Minister, Mr. Apostel nervously: “The patient needs a roof! The central question is: who is the
person, he trusts the most? (..) So that they would really talk
for twenty minutes!”

Dr. Arras stops the interruption and declares that time is running out.

Chair, Mrs. Amt remarks: “Thank you very much, Dr. Anton, it was very nice of you to
present the case!”

Head physician, Dr. Anton leaves the meeting, and chair, Dr. Arras moves over to the next topic.

Committee conversation 2005, see appendix I1, 4.1: A 33 — A 68

Immediately after Dr. Anton has given his medical report about the patient, the minister,
Mr. Apostel asks whether he could tell anything about the will of the patient and the
social worker, Mrs. Antenne is interested in getting to know anything about his social
surroundings. Physician, Dr. Anton answers that the patient is quite isolated and that he
has the will to live. Because the nurse, Ms. Ampel asks for the patient’s life-expectancy,
Dr. Anton gives the number of five years. Then the chair, Dr. Arras arranges a role play
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for further discussion. The committee participants do not really understand what they are
expected to play and the nurse, Ms. Ampel frankly remarks that not only the position of
the patient is unclear, but “.. there are a lot of things unclear.”

Although nothing is really clear what is going on, the ministers Mr. Arche and Mr.
Apostel give comments about the situation of the patient. Mr. Arche remarks that nobody
really knows the patient and sees hospice care as giving the patient up and a loss of hope.
It is not clear why Mr. Apostel thinks that “more persons have to be taken into the boat.”
Then there is silence until the chair Dr. Arras explains that Dr. Anton as a protagonist
should not get involved into the play. Although apparently not convinced, he puts up
with this command. The nurse, Ms. Ampel explicitly announces that she would like to
participate in the play and since nurses have not been present in the report given by Dr.
Anton, she asks what the role of nursing would be. Dr. Anton informs that the patient
was very trustful to nurses and that they are ones the patient talks to. Following the rules
of the play, the nurse takes a seat.

Although Dr. Anton informs that no minister was involved in the care for the patient,
minister Arche participates in the play by taking a seat. Then, Dr. Anton can no longer
hold back what he wants to tell about his way of informing patients about their situa-
tion: He generalizes the concrete situation about the patient he has just talked about and
explains: Patients who have a chance to survive he would talk to and patients who do not
have a chance he would not talk to because then they could lose hope.

He also tells that hospice would not be a good idea since the patient could think he
was given up. While he has answered the nurse’s question that the patient’s life-expect-
ancy would be five years, he is now telling that the patient is probably dying within the
next three days. It is also confusing that the medical care is reduced to putting protein
into the infusion. On the one hand he thinks that transferring the patient to a hospice is
not a convincing alternative, but on the other hand he acknowledges that the patient has
reached the end of his life and medical intervention has become unnecessary. Hospice is
first of all hospice care and does not mean to give somebody up. On the contrary, care
in a hospice gives respect to the end-of-life situation and tries to go with the needs of
the patient when curing is no longer possible. Thus, it could be “curing” what Dr. Anton
has in mind when he talks about “giving up”. If the patient agrees it is caring that is not
stopped at the end of life. Care-giving is not only a physician’s practice, but first of all a
nursing practice and care for the dying has traditionally been of importance for the work
of ministers.

Dr. Arras interrupts Dr. Anton’s monologue and repeats that not he, Dr. Anton, but
the participants in the role play would have the word. Dr. Anton puts the sense of the
role play into question since it would be him who treats the patient. Thus, he underlines
his authority and responsibility as a physician. Yes, with regard to medical treatment he
is right in claiming his responsibility, but as revealed above, he is not the only one who is
responsible to care for the patient.
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Then, the senior physician, Dr. Amso takes over the role of Dr. Anton. He remarks:
“What is the matter here is the question of dying well and having a good death”. He
also exclaims that it would be necessary to “get into contact with the patient”. Thus, he
as a physician has pointed to what is missing, namely to practice care. While the social
worker, Mrs. Antenne and the nurse, Ms. Ampel ask whether the patient knows the truth,
the minister, Mr. Apostel thinks that there is not “enough attending to the patient”. Both,
the physician as well as the minister have become alert that care in the frame of contact
and attending is missing.

When the chair, Dr. Arras asks Dr. Anton what he could pick up from the conversa-
tion, he tells that he might talk to the patient. And he adds: “We cannot solve society’s
problems”. Finally, at first sight the problem has turned out to be a communicative one
for Dr. Anton. Although talking might be an important step to get into contact with the
patient, possibly telling him the truth and listening to what he wants, this is not the end,
but the start of end-of-life care — provided that the vulnerable patient responds to the care
given (see Tronto in part II, chapter VI, 1.1). At a second sight, the statement “We cannot
solve society’s problems” might reveal the physician’s concern about the patient’s isolation.
He would probably like to see him dying at home and for matters of privacy and vulner-
ability he would rather see his relatives or friends talking and giving care go him.

4 Evolving Issues of Concern:
Exclusions and Questions of End-of-Life Care

As the examples have already shown with regard to the pointed out nursing and medi-
cal issues of concern, care for the dying is a central matter for committee discussions in
all three hospitals Ast, Bach and Clén. The following issues of concern emerged during
committee meetings and were either given room for further discussion or were excluded.
In sum, the evolving issues I will present do mostly raise questions about end-of-life care,
but the excluded matters of concern do also refer to more general questions of hierarchy,
responsibility, institutional structure and care practices.

4.1 Excluded Issues of Concern for Committee Discussion

“To be Bound to Complicity”

A concern that is not discussed during a committee meeting in hospital Bach, but im-
mediately afterwards while leaving the room is told by the minister, Mr. Biihler. He talks
to Dr. Boha about a conflict that was reported to him: A head physician had ordered a
therapy and now the senior physician and the team would be the ones to carry it out while
the head physician had gone on vacation. He remarks: “From an ethical point of view
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the treatment is not acceptable, and the team is bound to complicity” (Biihler 2005, see
appendix II, 4.2: B 42). Then they both walk away talking to each other.

The information given here points to a conflict that has its roots in the hierarchical
structure of the hospital and a division of labor: The head physician is given the author-
ity to order a therapy that he does neither have to act out nor to take care of, but it is the
senior physician and the team who were assigned to do it although they do not agree with
the therapy. Whether they will accept the order is actually a different part of the process
and bound to questions of comprehensibility and responsibility. The question is left open
whether this issue of concern had to be talked about after the meeting and not during
the meeting,

‘A Patient without Perceptions”

In the committee of the Catholic hospital, the nursing director, Ms. Beck tells: “There
were nurses coming to me and told me about the situation that someone had declared a
patient to be without perceptions, and as a consequence, the male patient was put into a
room together with a female patient, and there was no partition (...).” Since there is no
reaction of the chairpersons or committee members, Ms. Beck interrupts her own talk by
remarking: “Altogether, these kind of cases are not that complicated I realize (...), I think
I can work on them in the position as a nursing director.” (Beck 2005, see appendix II,
4.2: B 35).

Ms. Beck takes over the responsibility of dealing with the issue of securing patients’
privacy due to her position of a nursing director and by declaring that the “cases are
not that complicated”. In her terms, complicacy defines whether an issue needs to be
discussed in an ethics committee. This complicacy might surround questions of who is
involved. For example, who had declared the patient for what reasons to be “without per-
ceptions” and who reacted to this information by putting a male patient in a room with a
female patient and did not take care of the patient’s privacy. Even if a physician or a head
nurse would have told that the patient does not perceive anything any more, the conclu-
sions drawn are not necessarily the only ones to be done from a caring perspective. What
kind of difference does the care for patients who are assumed to be without perceptions
really make? Can the care about privacy be neglected for the benefit of saving room (for
other patients)?

“I am a little bir Angry that not our own Issues are tackled”

That issues of concern with regard to elderly care cannot easily be brought up is specifi-
cally revealed in a dialogue during a committee meeting of the ethics forum in the Lu-
theran hospital (Ast). “Diaconia and Economics” is a subgroup of the ethics forum and
a top on the agenda. The chair, Mrs. Amt first enumerates the members of the working
group and then repeats what she already explained in the meeting before (Amt 2005, see
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appendix I, 4.1: A 128): “The topic is difficult to grapple. We do not really move forward.
I have the idea that we can first of all profit from the research project undertaken by the
University of Bayreuth” (Amt 2006, see appendix II, 4.1: A 170). The representative of
the elderly home, Mrs. Alt directly remarks: “I am a bit angry that not our own issues are
tackled. We ourselves have problems to solve (...) diaconia and economy, that can have a
broad understanding (...) we have to pick up something concrete!” (Alt 2000, see appen-
dix II, 4.1: A 171). The chair, Mrs. Amt reacts to the concern by saying: “I would like to
take up that Mrs. Alt is going to make a list that tells who has something to report” (Amt
20006, see appendix 11, 4.1: 172).

The conflict of who decides what needs to be discussed is turned into a formal sec-
retarial solution: Making a list of persons who have “something to report”. When and
how by whom these textual reports of concerns will be taken as (urgent) matters to get
discussed is left open. Instead, the topic of the committee conversation switches and Mrs.

Alt leaves the room (Alt 20006, see appendix I, 4.1: A 175).

“This is not an Ethical Problem”

While the topic “Diaconia and Economics” is still on the agenda in the ethics forum of
hospital Ast, the following conversation develops:

The laboratory specialist, Mrs. “I would like to report about the Mafia. It is about a dis-

Albor tells: charge last week-end. The patient can no longer get his medi-
cation at the pharmacy and therefore gets it from the hospital
to take home. Nurses feel being in a quandary: On the one
hand it costs the house a lot of money, but on the other hand,
physicians order it!”

The chair, Dr. Arras wants to ex- “I do not want to go into this point here (in an ethics forum).
clude this issue of concern from The right address is the Ideas- and Complaining Manage-

a discussion by remarking: ment Department.”

Mirs. Albor reacts angrily: “But it has not been solved at all!”

Chair, Mrs. Amt: “We will have to see how we can tackle the problem.”

Chair, Dr. Arras: “This is not an ethical problem!”

Chair, Mrs. Amt: “I do not agree, I think yes (it is an ethical problem).”
Quality Management Depart- “Maybe we have to take this point into the Quality Manage-
ment Representative, Mrs. Aqual ment Department? It would fit into category one: Patient
asks: Orientation.”

Conversation 20006, see appendix 11, 4.1: A 174-180
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While the chair Dr. Arras thinks that the “Mafia” issue® is not an ethical problem, the
chairperson, Mrs. Amt does not agree. As Dr. Arras did before, Mrs. Aqual classifies the
conflict to be an issue for the management department, but not for the Ideas- and Com-
plaining Management Department*?, but for the Quality Management Department since
it would fit into the category of “Patient Orientation”. She has not framed the problem
as a complaint, but as an act on behalf of patients. Nobody replies to her suggestion, but
then the conversation is turned back to the topic “Diaconia and Economics” by the min-
ister, Mr. Apostel who angrily remarks that this topic has to be taken out since it would
question their identity (Apostel 2006, see appendix 11, 4.1: 182).

While Mrs. Alt thought the topic “Diaconia and Economics” to be too abstract and
that instead, concrete issues should be discussed, Mr. Apostel is even worried about the
identity of the people working in a Lutheran hospital. Although they both put the con-
troversial topic “Diaconia and Economics” explicitly into question, no reaction is given,
but their critique is excluded.

While the issue under the headline “To be bound to Complicity” has not even been
raised by Mr. Biihler (minister) during the committee meeting in hospital Bach and
therefore excluded, the concern under the headline “A Patient without Perceptions” is
raised and reported by Mrs. Beck (nursing director) in the meeting, but then excluded
for discussion. This exclusion is actively done by herself as a reaction to the silence of the
committee members after her report.

When in hospital Ast the participant of the ethics forum, Mrs. Alt (representative of
the elderly home) announces: “I am a little bit angry that not our own issues are tackled”,
the kind and content of the issues referred to are unnamed and they are kept unnamed
by the order of Mrs. Amt to be put on a list and hereby to get a chance to be explicated.
Similarly to the concern under the headline “A Patient without Perceptions”, the issue
of concern “about the Mafia” is fully presented. But in comparison to Mrs. Beck, Mrs.
Aqual (quality manager) does not exclude the issue for a discussion herself. The reason
for the exclusion is that the chairperson Mrs. Arras declares it for not being an ethical

problem.

41 Inan informant interview Mrs. Acker explains: “The term Mafia is used in this hospital to refer to all
kind of little criminal acts and in this case the nurses want to make sure that patients get the medica-
tion they really need since they wouldn’t find a pharmacy that could deliver it on week-ends” (Acker
20006, see appendix II, 2.1).

42 Ideas- and Complaining Management is a separate sub-department of the Management Department
that deals with complaints and ideas of how to avoid further complaints.
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4.2 “Dying Boxes”

The following example is an issue raised in the Lutheran hospital and the repeated ques-
tion is: “How do People die in our Hospital?”

Close to the end of the meeting, the chairperson of the ethics forum explains that
more than three people working in the hospital had turned to him to raise the issue of
care for dying people in the hospital. He explains that he does not want to ignore ques-
tions of staff people in the hospital with regard to difhiculties in the care of the dying and
asks the participants of the committee to name the positive as well as the negative forms
of behavior towards the dying.

First, the hospital director who is present at this meeting informs about one observa-
tion he made.

Hospital Director, Mr. All: “A patient in bed was taken out of his room into the hall, and
then a patient died in this room. Then the patient who died
was taken out of the room and the one in the hall could be
taken back to the room.”

The director showed his surprise about this “strange behaviour” as he called it.

There is silence in the commit-
tee.

Nurse, Ms. Ampel: “In such situations there is only one last resort, we have to
put the dying patient into the bathroom. This is what we very
often have to do.”

Nurse, Mr. Assis: “I am glad that we do not have such kind of situations on
the intensive care unit any more. When they re-constructed
the unit, I had a hard time to convince the planners that we
do need a separate room for people who are dying and also
a room for relatives. Finally, I had to tell them that I would
leave the hospital if they wouldn’t do it (...) although I had
just been there from Berlin (...) then they did what we as
nurses wanted. We are really happy about it.”

Nurse, Ms. Ampel: “Yes, you can be really happy about it, but this is an excep-
tion.”

Minister, Mrs.Acker: “Since we have these room problems, we have started to at-
tend the dying with the help of Dying Boxes!”

The committee members (including me) look astonished when the name Dying Box was dropped in.
The female minister realizes the astonishment.

Minister, Mrs. Acker: “A Dying Box is a box with a candle, a tablecloth and a prayer
written on a piece of paper. This is what we can simply catch
when somebody is dying, and this is what we can do (...) at
the least.”

Nurse, Mrs. Ampel: “We have the problem on our ward that we usually do not

know who is the responsible physician for a patient who is
dying in pain. Sometimes it takes me for hours to find him!”
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Minister, Mr. Apostel: “We have a chapel and we could put the people there when
they have died. Then there is room where the relatives can say

good-bye.”

Minister, Mr. Arche: “But this counts only for the ones who have already died, we
are talking here about the once who are not dead yet, they
are dying!”

Minister, Mrs. Acker: “I think this is really a bizarre situation when dying people

are pushed into the bathroom. Imagine you are a relative and
then you are sitting in a bathroom when your loved one is
dying.”

The male chairperson is watching the time.

Chairperson, Mr. Arras: “I think it is best to establish a working group that will tackle
this issue furcher.”

Nurse, Mrs Ampel: “This has something to do with administration! And this has
something to do with physician practitioners with hospital-
cottage affiliation.”

The female nursing director has not participated up to this point. She looks nervous and furious.

Nurse director; Mrs. Allau: “What can we do and actually change in a working group
when there are only nurses and ministers? Nurses cannot
solve the problem!”

Hospital director, Mrs All: “This is a matter of diaconia!”
There is a short silence.

Chairperson, Mr Arras: “Time is running out, we have to postpone the issue to the
next meeting!”

Committee conversation 2005, see appendix II, 4.1: A 69 — A 85

The discussion reveals the phenomena of invisibility and the unsaid. The issue of care for
the dying is not on the agenda. The issue of concern has been approached by hospital staff
who are not present at the committee meeting. Since this committee has an open forum
they could have raised the issue themselves. Why they chose this indirect way of getting
the caring issue discussed can only be answered by speculation: They feel that the chair-
person is in a more powerful position. He is in a leadership role and he is also a highly
respected theologian in the field of bioethics. Due to this authority the issue of care for
the dying might get attention and be taken seriously. Another structural reason might be
found in a simple lack of time.

The issue is not put on the agenda, but the chairperson raises it at the end of the meet-
ing. This handling gives the impression that he feels a duty to tackle the issue somehow
and at some place, but not as an official point of discussion. Since the agenda is sent out
via intra-net in the hospital, this issue as an official matter of discussion could have had
the following consequences: (1) People who are involved in the care of the dying could
have felt motivated to participate in the meeting; (2) it could have given rise to the pos-
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sibility to prepare oneself on this issue for the meeting; (3) staff who had originally raised
the issue could have been informed that their concern was actually given attention to.
Care for the dying then would have been a visible concern with a readable line on a piece
of paper that would have taken official space and time. But instead, there is silence.

When the chairperson starts the discussion, he asks the committee participants to
distinguish between the positive and the negative forms of behavior towards the dying,
but as the course of the discussion reveals, except one remark by the intensive care nurse,
nobody can talk about the “positive behavior”.

The hospital director starts giving an example of a “strange behavior” he has observed.
He does not say who took the patients forth and back to the room. Usually this is work
done by nurses, but he does not say it. Maybe he wants to make the situation as neutral as
possible so that nobody should feel directly addressed. The question is, what could have
been the kind of alternative to the described “strange behavior”? This is answered by a
nurse who possibly felt she was addressed. She talks about “the last resort” for the dying:
The bathroom. Hereby, she has explained the mode of behavior with a problem of space:
Is there room for the dying? If not, either they have to take the dying to a place of some-
body else or they have to put the dying into the bathroom.

The intensive care nurse, Mr. Assis remarks how glad he is about having the neces-
sary space for dying patients as well as for their relatives. He had to fight for these rooms
and finally was successful after he threatened to leave the job he had just got. Of course,
this is not a convincing argument based on professional nursing care competence and
responsibilities, but rather a strategic threat. What are the (nursing) standards in the care
for the dying? Are they disregarded or have they not been established in the hospital yet?
Is dying in dignity an issue that goes without saying? These questions are not a matter of
the discussion.

When the female nurse, Mrs. Ampel declares the situation on the intensive care unit
as an exception, the female minister reveals how the hospital ministers solved the prob-
lem: They invented a Dying Box.”

When the box is mentioned, the committee participants are astonished. Most of the
people seem to have never heard about it before.** Nobody seems to know what the mean-
ing is and what is inside the box. Although this name could make you think of somebody
who is dying in a “box”, nobody reacted on its possible connotations. Not only the talk
about the “box”, but also the name itself has a symbolic meaning: The Dying Box is a
black box since nobody knows what is inside. Moreover, there is no visible shared under-
standing about the practice of care for the dying.

43 A week later I got to see this “dying box” in the hospital. I met a minister in the Lutheran hospital and
she took a little bible-sized wooden box out of the cupboard. She opened it and took out a dark-white
candle as well as a dark-white tablecloth, and a little piece paper with a prayer written on it. She told
me that the ministers of the hospital had decided to have such boxes for the hospital on each unit in
order to be able to attend to the Dying.

44 Some people seem to know something, but they do not talk about it.
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The nurse, Mrs. Ampel continues to complain about unclear responsibilities. She
remarks that it takes nurses’ time to find the responsible physician for a dying patient in
pain. Besides the question of responsibilities, the care for people in pain is a another issue
raised, but not discussed further. Mr. Apostel, who seemed not have listened to the prob-
lems just raised, talks about the chapel that could offer a place for the people who have
died. His colleague tells him that this is not an answer to the problem they are facing.

The female minister, Mrs. Acker takes up the fact anew that people are dying in the
bathroom. She challenges the committee members by putting them into the role of rela-
tives who might sit in a bathroom when their “loved one is dying.” Hereby, she is trying
to show the impossibility of the situation, mainly from the emotional perspective of a rela-
tive. Putting oneself into the perspective of the patient, one would have to imagine oneself
dying in a bathroom. Here, the impossibility has reached such a dimension by violating
a person’s dignity that the question is probably beyond the powers of imagination and
therefore not asked despite its reality.

The male chairperson, Dr. Arras who is watching the time does not leave the female
minister’s remark to any reactions by the participants, but thinks it is best to tackle the
issue by the establishment of a working group. There is a German saying: If you do not
know how to go on, then establish a group who will work on it. This solution is in fact,
not taken seriously, at least not from a nursing perspective. The nurse, Mrs. Ampel reacts
first to this suggestion. Instead of picking up the idea, she wants to put the attention back
to reasons of the problem she had referred to earlier in the discussion. Repeatedly, as it
happened before, her concern is not picked up. However, the nursing director raises her
voice for the first time during the meeting and takes up a position on the question what
could actually be changed in a working group consisting of nurses and ministers. Hence,
she questions the power of nurses and ministers in resolving the problem. Her reaction
can be explained on the following background revealed in an interview:

There had been more than one working group established to cope with the deficits of
care for dying people in the hospital. Those groups were mostly attended by nurses and
ministers. And:

“There had also been a separate nursing group activity who developed a standard for the care of the
dying. But, nothing got implemented (...) we are giving up”

(Allau 2005, see appendix II, 2.1)

When the nursing director finishes her stance (in the committee discussion) with the
exclamation “Nurses cannot solve the problem!” the hospital director reacts determinedly
by claiming, “This is a matter of diaconia!” By making it matter of diaconia at this point
of the discussion, caring as a professional practice is reduced to a religious service. It ap-
peals to the nurses’ conscience and is morally laden. Thereby, he excludes the explanation
that nurses are being impeded in their care for the dying. The male chairperson, a theo-
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logian, reacts as if this is asking too much of him, and closes the meeting without any
substantial comment or outlook on the controversy.

Conflicts over care for the dying are related to spatial problems. Responsibilities are
moved away from professional groups and individual persons because they have been feel-
ing powerless to solve it. Their suggestions for solving the problem have not been put into
action, but instead, have been answered by starting a second or third working group that
should face the problem anew. Solving problems by ethical discussions and not by deeds
has been frustrating for the nurses and ministers in hospital Ast. Therefore, the nurses do
not see any sense in participation in the committee work.

4.3 Pain, Space, Nursing Shortage and Dying
in the Shadow of the Palliative Care Unit

A lack of room for dying people is a problem articulated in all three hospitals ethics fo-
rums. [ will first present a discussion of hospital Clon that also shows a circle of issues of
concern around the care for patients in pain, nursing shortage and the question whether
a palliative care unit could solve the problems. Here, I will pick up the inherent critique
about palliative care as an answer to the pointed out problems about end-of life care by
presenting a short dialogue on palliative care that is taken from a committee conversation
in hospital Bach.

In the beginning of the committee meeting in hospital Clén, the minister, Mrs. Carr is upset.

She recounts: “Last week when I was on a ward and observed a patient
who was very much in pain. She was in a state of dying. She
was comforted. She had monstrous pain. The relatives were
hanging in the chairs. You know, nowadays you can go to the
railway-station and you will find somebody to get a dope, but
in the hospital you have to suffer from severe pain (...) I am
still furious.”

Nurse, Mr. Ciister: “We have increasing problems to get patients in. Recently a

patient was dying in a three-patient-room. We had to care for
the dead body in the bathroom.”

Nurse, Mrs. Cesch: “What do you need?”

Nurse, Mr. Cister: “Rooms"”

Nurse, Mrs. Cesch: “We should get people from outside who can sit with the
patient when he or she is dying.”

Physician, Dr. Craft: “We have money in the circle-of-friends-cash-desk!”

Nurse, Mr. Ciister: ”We simply do not have enough staff, but it meets the

planned number given by management.”

Physician, Dr. Craft: “The circle-of-friends does not want to sponsor what origi-
nally is the task of the hospital.”
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Physician, Dr. Ceisch: “On the week-end I experienced that on a ward with thirty-
four up to forty beds there was one registered nurse and two
student nurses. Nobody can handle such a situation. How
can you go home and think your work is done?”

Mors. Carr takes out a poster that she has brought over from another hospital. She opens the poster to
the committee participants. It visualizes how a palliative care unit works and can be integrated into a
regular hospital.

Minister, Mrs. Carr: “That is the way how it could work!”

Physician, Mr. Ceisch: “You cannot finance it with the money from the circle-of-
friends. That wouldn’t be enough.”

Minister, Mrs. Curz: “The nurses are told that they should not put forward too
much social romanticism, then everything works out! I think
it is really necessary that we should tell the employer what is
really impossible to handle!”

(Committee conversation 2005, see appendix II, 4.3: C 134 — C 145).

The meeting starts with the female minister’s, (Mrs. Carr) report about a patient who was
suffering from “monstrous” pain while her relatives gave her comfort. Mrs. Carr tells how
angry she is and remarks with cynism that it would be easier to get a pain-killer (“a dope”)
at the railway station than getting it in a hospital (C 134). The nurse, Mr. Ciister does not
pick up the problem of patients in pain, but tells about the patients who are dying in the
bathroom since there wouldn’t be enough room (C 135). Although Mr. Ciister tells that
he would need “rooms” (C 137), the nurse, Mrs. Cesch suggests to have “people from the
outside who can sit with the patient when he or she is dying”.

The problems have shifted from pain to rooms, and than over to a recruitment of
people from ouzside the hospital who should take care of the dying inside the hospital. It is
not clear why nobody — besides the relatives — takes care of the people who are in pain and
the obvious structural problem of a lack of rooms for the dying develops to the discussion
of persons who should sit with the patient. That there are neither rooms nor people to
care for patients at the end of life gets clear when Mr. Ciister remarks: “We simply do not
have enough staff...” And, he adds “... but it meets the planned number given by man-
agement” (C 140). Thus, a different type of a problem is evolving: According to the logic
and rationalities of personnel management the number of staff taking care of patients is
sufficient but within the logic of practice, the “planned number” of staff does neither meet
the needs of the dying nor the demands of professional care.

The physician Dr. Craft suggested that the circle-of-friends might give money so that
people from outside of the hospital could sit at the bedside of the dying patient, but after
Mr. Ciister’s statement, he explains that the circle-of-friend does not want to sponsor what
originally is “the task of the hospital” (C 141), that is, to secure to have enough staff.

Physician Dr. Ceisch exemplifies the nursing shortage by telling that only one regis-
tered nurse and two student nurses were on shift on the ward with more than thirty beds.
Then Mrs. Carr takes out a poster that shows how a palliative care unit can be integrated
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into the hospital. She remarks: “This is how it could work” (C 143). Mrs. Carr obviously
understands the model of a palliative care unit as a solution to the problem. She is right in
probably thinking that a palliative care unit would mean first, to have more room for the
dying, and second, more personnel to take care of each patient’s individual needs, espe-
cially with regard to professional pain alleviation. But, beyond the question of financing
that Dr. Ceisch points out, I question: Does palliative care really solve the problems of
nursing shortage? And, should all patients who are suffering from pain and patients who
are dying be put on the palliative care unit? Then, the spatial and staffing problem would
be reproduced.

While talking about the possibility of a palliative care unit, the minister, Mrs. Curz
furiously remarks that the nurses are told not to put forward too much “social romanti-
cism” and then things would work (C 145). What could be the meaning of this statement
in the context of talking about palliative care? Both, palliative care and nursing care favor
a holistic approach to patient care, both emphasize the relevance of being in contact with
the patient, considering his or her biography to make decisions and pay special attention
to the surrounding when giving care. But, when the idea of palliative care is discussed the
reproach of “social romanticism” does not come as easy as it comes when nursing ideas
are discussed.

In the Catholic hospital the palliative care unit is a special place that meets all kinds
of quality criteria for a human way of dying: friendly, well equipped rooms, physicians
who know about pain relief, and enough nurses who have time to care. Therefore it has
been a repeated matter of concern that is put into the following question: “How do people
die on normal wards?”

At the beginning of the committee meetings everybody is invited to talk about cases
or concerns he or she has been involved in or came to know by somebody else. The physi-
cian Dr. Busik starts the committee meeting with the following concern:

Dr. Busik: “We cannot assume here that everybody has the luxury the
palliative care unit has. If we want to be fair, we have to see
it as a problem that there are more or less ugly rooms where
patients are dying in, and sometimes they do not even have a

washbasin!”

Dr. Boha: “I think this will certainly change when renovations are
done.”

Ms. Bunt: “I know that there are more problems around the care for the

dying, nurses have told me several times (...). Sooner or later
we have to work on these questions here!”

Dr. Boha heads to the next topic on the agenda.

Committee Conversation 2005, see appendix II, 4.2: B 117 — B 119.

The idea that palliative care cannot be the answer to the problem of end-of life care is
shown in the critique by Dr. Busik who declares the palliative care unit to be “luxury” for

160



some people in the hospital while other patients are dying in very uncomfortable rooms.
When Dr. Boha reacts to the statement by referring to renovations that “will certainly
change” the situation, the problem of care for the dying remains being framed in a spatial
and aesthetic dimension (to change from “ugly” rooms to ‘nice’ rooms). That is not all
to tell about the problem is pointed out by the nurse, Ms. Bunt. She reacts to the points
of spatial and hygiene deficiencies by declaring that nurses had told her “there are more
problems around the care of the dying”. Nevertheless, she does not talk about these prob-
lems but tells that they need to be discussed at a different time.
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Summary

The aim of the finishing part of the practical arena analysis is to resume the findings by
a summary that does not only capture the results of the data analysis, but tries to draw
a cross-section by focusing on the commonalities and differences of the three hospitals.
To complete the picture, some findings beyond the analysis in chapter VIII and IX are
added.

The practical arena analysis in Germany shows that Hospital Ethics Committees are
both embedded within the institutional structure of a hospital, its individual culture and
historical background. In hospital Ast the committee was initiated as an answer to solve
problems of communication being identified in a forerunning “ethics projects”. Hospital
Bach felt motivated to have an ethics committee due to conflicts about end-of-life care
and along the establishment of the “new” palliative care unit, the idea was growing. In
hospital Clon the committee was built up on the basis of an interdisciplinary working
group, called “quality management and pastoral care”, and this along the process of pri-
vatization of the hospital.

The name “Open-forum Model, Round Table - Dialogue Ethics” in hospital Ast
that should officially allow everybody to participate and open for talks, turned out to be
a misnomer since the arrangements were rather the opposite (see chapter VIII, 2.2). The
number of people capable of participating was expanded for collective tasks of the eth-
ics forum and the scope of bringing more issues and areas under democratic control (see
chapter VII, 2.4) was marked out by five subgroups that were working on selected issues.
When concerns beyond the subjects of the working groups were going to be brought up,
they were either referred to management, to an expert for communication problems, or
set on a list (see chapter IX, 4.1 and appendix II, 4.1: A: 25 - 27). The focus on nurses’
participation revealed that their experiences of dealing with an “ethics projects” in the
past of hospital Ast had decisively influenced their interest in attending the ethics forum.
Since this project did not help to face the problems they were coping with, they were
becoming quite hopeless that the work in an ethics committee would be worth it. Never-
theless, one female staff nurse and one male staff nurse were nearly always present at the
meetings of the ethics forum. They were actively involved in committee discussions (see
appendix II, 4.1 chapter VIII, 2.2; IX, 3.3 and 4.2) and before the female nurse left the
hospital to work in a hospice; she became one out of four chairpersons (see appendix II,
4.1: A 209).

The committee members in hospital Clon were actually sitting around “round” tables
and the starts of the meetings were generally characterized by bringing in whatever the
participants were concerned about. The chairperson did not necessarily open the discus-
sion. The ministers, physicians, nurses, hospice care representative, social worker, psycho-
oncologist and a retired lawyer as well as a patient’s representative discussed “cases” and
evolving conflicts during meetings and had no working groups. Hospital staff brought in
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their issues of concern either by informing one of the committee members or by attend-
ing a meeting. In some meetings that I observed, the discussion about conflicts developed
to ‘circles of concern’ and the decision-making was postponed to the next meeting (see
appendix II, 4.3: C 121, C 192). Nurses did not only participate in number, but with
activity. Most of the committee members that attended educational ‘training’ programs
were nurses (see chapter IX, 1.2) and most of the time they were moderators of commit-
tee case consultations. Only one nurse left the hospital and the committee to finish her
university studies.

While hospital Clén performed a rather informal style of committee work compared
to hospital Asts’ rather formalised working arrangements, hospital Bach cultivated an
informal way of dealing with committee functions (see chapter IX, 1; appendix II, 4.2:
B 27) as well as leadership acting. The committee members gave room to discuss shared
issues of concerns (see chapter IX, 1.3) and in the beginning of each meeting, the chair-
person asked for “the news” to share and discuss in the meeting. The nurses I observed in
hospital Bach, were active participants and one member became co-chair. A remarkable
number of the nurses left the committee in hospital Bach during the time of my research.
While most of the nurses left for reasons of illness, one nurse could not identify with the
committee work, and another one left due to reasons of overload combined with a conflict
she had during a committee discussion (see chapter IX, 2.2).

On the whole, the atmosphere and style of communication among committee mem-
bers that I observed differed from a rather restricted, closed and controlled one, to a rather
relaxed, open, and contentious one. The more restricted discussions were, the more the
talks turned out to be difficult and broken. The more open the conversation developed,
the more concerns were picked up and less questions were cut off. While in the ethics
committee of hospital Bach and Clon, interruptions occurred very seldom, in the ethics
forum of hospital Ast it happened that there were constant disturbances by answering cell
phone calls (Committee conversation 20006, see appendix II, 4.1: A 131 — A 204). The
speed and volume of talk and in general, the committee work, in these three hospitals
differed highly: In hospital Clén, the volume as well as the speed of talking to each other
moved up the more issues evolved apart from the agenda; in hospital Ast, the participants
of the ethics forum worked very busily on the topics of the agenda and the speed of talk-
ing was comparatively high to the committee of hospital Clon and differed extremely to
hospital Bach. In hospital Bach the work and talks went rather slow and smoothly.

Using John Dryzeks’ terms (see chapter VII, 2.4), nurses’ participation appeared
to be “real rather than symbolic” in the committees I observed. Compared to the US-
American studies on nurses’ participation, which show that nurses participate most in
discussions that pertain to retrospective case consultations, the nurses of this field study
in Germany were interested in education. Nevertheless, one of two actively participating
nurses in hospital Ast, and more than half of the committee members in hospital Bach
resigned from participation during the time of this field research.
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In two of the committees that I observed, (hospital Ast and Clén) the function of
education was performed as a training program, mainly to learn how to moderate case
discussions and how to approach an ethical conflict by a principle-based approach. In
hospital Bach education was performed in an informal style by drawing back on com-
petencies of the members who would prepare papers on what the committee needed to
know.

Policy making was generally seen as something tedious and difficult to put into action.
In hospital Clon, the initiative of the senior physician who wanted to establish a working
group that should work on policies with regard to tube-feeding, came to nothing and
since then, further activities stopped. In hospital Ast and Bach, policy questions emerged
around the issues of Living Wills and tube-feeding. When the discussions developed, Liv-
ing Wills and tub-feeding were discussed in terms of management and regulation. While
the chairperson of the ethics forum in hospital Ast was ambitious in bringing forward
Livings Wills in the form of a standard and in terms of a professional obligation, the
participants were not convinced about standardization and raised questions with regard
to physician’s responsibility and practical implications (see chapter IX, 1.3). Like Living
Wills, tube-feeding was an issue of concern in every hospital. In comparison to hospital
Ast and Clon, the actors of the field research in hospital Bach discussed their concerns
about tube-feeding in depth. They were enraged by Health Care Insurance Companies
that would not act on behalf of patient care but rather on behalf of market-driven princi-
ples (see chapter IX: 1.4).

The ambition of each committee was to advise on cases. All the issues of concern
brought in by physicians were reported in a medical language that is characterized by a
specific terminology that can do without complete sentences (see for example appendix
II, 4.2: B 49 and chapter IX, 3) but, when the committee discussion on the case reports
developed, not the medical facts were of interest and decisive, but social questions and
conflicts of care and responsibilities. Taking care of patients and giving care to patients
with regard to their sleep, eating habits, alleviation of pain and questions of end of life
were nursing issues of concern. The cases presented showed that the delivery of care was
impeded by structural conditions and physicians’ orders that would not meet nursing
standards of expertise and their moral understandings of care. Moreover, due to the data,
questions could be raised whether limits or even a lack of practicing care resulted from a
lack of nursing competencies and responsibilities (see chapter IX, 2,3).

As the case discussions revealed, care for people who are dying in the hospital is a
central matter for committee participants in all three hospitals. While concerns about
dying were implicitly brought up during case discussions, the struggling questions about
end-of-life care emerged beyond the agenda of the committee meetings.” In hospital Ast,
responsibilities who would care for the dying when and where were unclear between physi-

45 See appendix II, 4.1: Amso 2005: A 56, Arras 2005: A 69 and 129, Ampel 2005: A 71, Arik 2006: A
236; 4.2: Busik 2005: 117, Bunt 2005: B 119; 4.3: Ceisch 2005: C 85, Cesch 2005: C 92, Carr 2005:
C 135.
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cians and nurses while the ministers found a pragmatic solution by having (‘tool’) boxes
in stock that contain (last) aid to meet spiritual needs at the end of life. The spatial prob-
lem to care for the dying is also a matter of concern in hospital Bach and Clén. Although
hospital Bach has a palliative care unit it becomes clear that not “... everybody has the
luxury” to die comfortably (see chapter IX, 4.3). In hospital Clon, not only the spatial
problem, but also thoughts about who cares for the patients in pain are aroused. Moreo-
ver, nursing shortage comes up as a burning issue for all committee members. While the
chairperson in hospital Ast suggests to establish a working group that should think about
standards with regard to care of the dying, the chairperson in hospital Bach refers to the
renovations of the rooms that would change the situation. The committee members in
hospital Clon suggested inviting a person of hospital leadership since this would be the
only way to begin solving the problem of a lack of nurses and palliative care. In general,
when it comes to the questions about end-of-life care, all committee members in all three
hospitals share their concerns. The discussion turns into a debate that provokes questions
and statements for all professions.

Not in hospital Clon, but in hospital Ast as well as in hospital Bach, some issues that
are raised during the meetings were excluded, either by not framing them as an “ethical
problem”, putting it on a list for eventual further discussions, being just silent when an
issue is raised, or, by bringing it just not into the committee, but give preference to rais-
ing a concern after the meeting. These excluded matters of concern refer to questions of
hierarchy, responsibility, and institutional structure as well as care practices in general.

In terms of money, for example, with regard to financing the communication train-
ing or an educational training on moderation, the ethics forum in hospital Ast is silent.
Sometimes “costs” are mentioned, for example with reference to the use of Living Wills.
In the ethics committee of hospital Bach, questions of money are discussed as soon as
they arise, but amounts are only hesitantly given. In hospital Clén, matters of money are
regularly involved in committee discussion, especially with reference to the financing of
an educational class on ethics, but also in the context of the idea whether to establish a
palliative care unit or not.
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Résumé

In part one I analysed the historical shape of Hospital Ethics Committees. They are both
embedded within and take their intellectual and moral direction from the emergent disci-
pline of bioethics. Moreover, ethical decision-making processes by committees can even
be traced back to the 1920s in several countries as well as to the invention of Institutional
Review Boards. As US- American social scientists have shown bioethics was and still is
developing as a theoretical as well as a clinical discipline constructed in the 1960s by pro-
fessionals from various fields who have combined an analytical philosophical ethics with
law. The development of Hospital Ethics Committees I could identify as a conglomeration
of driving forces and not as a response to technological progress. On the one hand, the
growth of these local committees resulted from individual fates that got public attention
by the work of media, turning them into eventful dramas like the Karen Quinlan story
and the “Baby Does’ Cases”. On the other hand, their acceptance was supported by gov-
ernment to prevent that decision-making about living or dying at the bedside would turn
into a regulation by law. Consequently, the committees served the institution of the hos-
pital and could protect the authority of physicians. Finally, the establishment of Hospital
Ethics Committees was pushed by the Joint Commission on the Accreditation of Health
Care Organizations that demanded hospitals to have some structure available to deal with
ethical problems arising in the clinical work.

US- American nursing academics have been discussing and studied the participa-
tion of nurses in Hospital Ethics Committees since the 1980s. They found that nurses are
members of these multidisciplinary Committees, but that their unique issues of concern
find a better place in Nursing Ethics Committees. Such committees that focused exclu-
sively on nursing issues, were first established in the type of informal working groups and
developed as a parallel rather invisible movement to Hospital Ethics Committees. At that
time, discussions in US- American Hospital Ethics Committees were mainly moderated
by ethics experts and framed by an analytic model of a principle-based ethics which was
especially criticized for its lack of narrative. Feminists with an academic background in
education, philosophy and nursing have criticized, that focusing on justice and autonomy
can divert the attention from the patients’ needs and vulnerability. An ill and dying pa-
tient is after all in a situation of being dependent on somebody else.

In the 1990s, feminists, especially those with a background in political science have
worked on ideas to understand care as a social practice and the questions is raised, wheth-
er anybody can be excused from being irresponsible, including politics. I have tried to
develop their ideas for this research. Their refined understanding of care helped to find
a language for the analysis of the field data, that is to say, what clinical caring practices
are about and what the conflicts are. In the specific field of clinical care work of nurses
and physicians, but also in a broader sense, care can be defined as practices of responsibili-
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ties that demand competencies in clinical medicine and nursing, and responsibilities that
move beyond the professional (institutional) level.

The start of establishing Hospitals Ethics Committees in Germany goes back to an
initiative by the German Lutheran and Catholic Church Association in 1997. A brochure
was published that encouraged to build up these local committees according to the US-
American model. In German publications, the individual fate of Karen Quinlan is what
is taken as their historical starting point. Technological progress is seen as a reason for the
need of clinical ethics. German hospital committees have continued to develop as a re-
make of the US- American model. At the time of my writing, as once in the USA, accredi-
tation processes are speeding up the number of Hospital Ethics Committees. There has
not been any governmental intervention yet, but last year (2006) the German Physician’s
Association has published a call to establish Hospital Ethics Committees and strongly
recommends the formulation of standards. Who is going to be in charge of and involved
in this process has not been pointed out and questioned yet.

The field study in three German hospitals has revealed three different case stories
about the establishment of an ethics forum and how they developed within the next
two years. In terms of participation, nurses proved to be active committee members that
represented various nursing expertises of the hospital, had leadership roles and developed
to chairs or co-chairs of the committees. Nevertheless, they rather held back in bringing
torward conflicts of nursing, or evolving issues of concern were marginalized as well as ways
of exclusions took place. The nursing issues of concern that were brought in for commit-
tee case discussions, revealed conflicts in delivering caring practices, such as watching
patients’ sleep in quantity and quality, protecting the dying from uncomfortable actions,
and finding out the patients’ eating habits, but were not seen as such. Instead, the com-
mittee discussion within the framework of ethics brought it up as a “petit ethical prob-
lem”, thus minimizing its importance for attention and consideration. What counts as an
ethical problem is part of committee discussions and belittlements as well as exclusions
are made. For nurses as participants in the committees, social issues are included in the
definition of an ethical problem.

The committee talks varied their affinity to (ethical) principles, medical facts, and
matters of management, legal authority, and personal experiences. However, in the proc-
ess of nursing and medical case discussions as well as during debates with regard to policy
making, concerns about caring practices and (social) responsibilities emerged. The con-
flicts referred to spatial, personnel, social and caring issues. In general, the committees
preferred finding new rules and standards as a response to the pointed out conflicts. But,
this answer was driven either by the chairpersons or the ones being trained in “ethics”
moderation (as ethics experts), and not by committee participants, that is to say, not by
the ones who are acting at the bedside of the patient.

Patient care reviews that were set on the agenda and then brought in, or left out and
the evolving issues of concern that were excluded, postponed, or finally successfully raised
for a debate, as well as the debates on policy issues, on the whole, all of them refer to ques-
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tions of care. There were physicians in the committees who would follow questions in the
format: “What were the reasons for or against stopping treatment?” Notwithstanding, the
underlying questions referred to end-of-life care, palliative care, elderly care, long-term
care or chronic care (dementia). These troubled and silent voices of care’as 1 have tried to
describe them (2006), mostly surrounded end-of-life care. The problems of having neither
rooms, nor nursing personnel to care for the dying, was mostly brought up. It unfolded
to be unclear who is responsible for delivering end-of-life care and how the conditions
should be changed by whom. Hereby, palliative care was discussed as an answer to the
problem, but was not only understood being “impossible” due to financial reasons, but
proved to be part of the problem, since the “nice rooms” and being cared for well on a pal-
liative care unit would divert the attention from “ugly rooms” and nursing care problems
on other units of the hospital. It was seen critically since it would only serve some of the
dying patients in a hospital.

What is the trouble with the silent voices of nursing care? What I can see in my field
data is, that 7ot telling the nursing problems of care means that they remain unknown for
the other committee participants. But, of course, it does not mean that there are no nurs-
ing conflicts of care beyond the scope of the discussion. On the contrary, there might be
nursing conflicts of care that are rather difficult to talk about, or it might be even impos-
sible to put these kind of problems into a language of speech. From a nursing perspective,
especially care for the dying is after all care giving to meet bodily needs, and, talking
about this activity exposes not only the dying patient in a state of utmost vulnerability,
but also the work of nursing including its messy necessities.

Re- visiting the findings of Patricia Flynn’s field study of Hospital Ethics Committees
in the United States (see chapter I, 1), in comparison to my findings of German hospital
committees, the following can be shared: “Having a committee to discuss bioethical is-
sues implies that ethical issues will be discussed. .. In fact, this is not true” (Flynn 1991a:
182). Moreover, the observation can be shared, that in committee discussions there is
much that is simply not picked up, but rather cut off, and there are more questions than
responses and a variety of interruptions. But, what cannot be agreed on, is: “The advice
requested, and decisions made, are framed in terms of medicine and not ethics” (Flynn
1991a: 182).

If the conflicts that emerged in committee discussions I observed, were picked up
as something for decision-making, then, these conflicts were translated into a language
that could make use of principles and regulations. Moreover, the decision-making was
shifted to activities of the management department. Sometimes in the field research there
emerged a language that showed a struggling of how to talk about patients’ concerns in
a way that would portray the condition in all its little pieces of the situation best, but
mostly a technical language was picked up. Terms like “case” which was very often used
in the committees, but also “chances and risk” have “lost their anchor in the heart and
the mind”, borrowing Barbara Duden’s vivid description (2002: 110).
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I want to recall that the committees I observed were in a stage of establishment. Thus,
the direction of their way of dealing with their issues of concern was not yet set. My inter-
est was especially to see the ways of struggling with the brought up issues of concern in
a multidisciplinary discussion, or to cite the field actors, how a debate would move when
the “real conflicts” (Beck 2005) are at stake “to be tackled” (Alt 2006). At a later stage
of committee development this investigation would have been more difficult, since then,
the way of how to deal with certain issues would have been more structured in a certain
direction to keep the development running according to the forthcoming standards of
how an ethics committee should work.

By doing and developing the steps of Sizuational Analysis (Adele Clarke 2005, see
chapter I, 2) for an understanding of the phenomenon of Hospital Ethics Committees, I
could describe the historical background from different perspectives, identified silences
and exclusions in the discourse and new questions emerged from the data gained in the
field. The observation of social phenomena in their “natural” setting, that is to say, sitting
and watching behind closed doors of Hospital Ethics Committees, was an adequate way
to bring up data that could reveal “how practices at a certain place and at a certain time
in a group develop” (Geertz 1990: 138).

Understanding “setting” in its double meaning, combined the following: First in its
meaning of surrounding, and second, in its meaning of arena. In the research of three
Hospital Ethics Committees, the importance of the surroundings was demonstrated by
giving the case story of each committee in the surrounding of the hospital. The arenas of
the committees’ practices were then put into the foreground of the analysis. The double
meaning of setting as a surrounding and arena was usable to sketch the field research not
only as a field analysis, but also as a mode of presentation. By the unique capabilities of
the field research, the subjects could be made audible and understandable as individuals
and hereby; a counterbalance is given to the way of shaping societal actors by abstract no-
tions that can deprive them of their essential human qualities.

Combining the findings of the three parts of my research, I resume the following:
Communicative patterns in the observed Hospital Ethics Committees are embedded in
a much broader discourse of (bio-) ethics, whose traces are disputable. Its contemporary
rules of formation are gradually pervading the language of the actors in health care and
limit the possibilities to think in terms of human relationships rather than rules.

The findings show that care is not a matter of natural practices for the daily clinical
work as known in the tradition of Hippocratic ethic, but that the care ethos is rather at
stake. Traditional care practices are replaced by a practice of administrative assignation.
Like other institutions, hospitals are caught up with rationalisation procedures that can
be easily measured in terms of outcomes, economic exchanges and accounting proce-
dures. Caring is not understood as a relationship-based practice, but is turned into frac-
tured care unities, delivered punctually by the interest of the institution and constrained
by strict procedures.
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A language of care in its most characteristic features and applications reminds people
of an uncontrollable vulnerability, as well as its implications for dependency. It is much
less disturbing when vulnerability remains private, and this in the sense of keeping it
not only less socially expensive, but also out of sight and out of mind. Drawing on the
language of management, efficiency and standardisation in the institution of the hospi-
tal, knowledge and skills of caring practices that cannot be predicted or controlled are
“discounted”.

There is a dilemma emerging: Exposing vulnerabilities in the language of care or
keeping vulnerabilities and dependencies out of sight and mind in the language of “man-
aged care”. The language of care can hardly be translated into the public, legal and ac-
counting systems since these systems are designed to accommodate business transactions
between strangers. Patients are neither clients nor strangers to physicians and nurses. The
relationship is based on trust, truth and touch. Looking at the development of Hospital
Ethics Committees in Germany, this is meant to be defended.
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I Interviews in the USA

All meetings for the Expert Interviews as well as the Informant Interviews took place in

the person’s office. The average length of time of the expert interviews was 90 minutes.

The average length of time of the Informant Interviews was 20 minutes.

1 List of Informant Interviews

Imperato, Pamela 2005

Ethics Coordinator, Alegent Health Care Center, Oma-
ha, Nebraska, 13.07.05

Kuhnel, Leslie 2005

MPA, Clinical Ethics Leadership, Alegent Health Care
Center, Omaha, Nebraska, 13.07.05

Marshall, Mary Faith 2005

Professor and Associate Dean for Social Medicine and
Medical Humanities, University of Minnesota Medical
School and Center for Bioethics, Co-Chairman of the
University of Minnesota Medical Center Ethics Com-
mittee, 19.7.05

Purtillo, Ruth 2005

Professor and Director Ethics Program Massachusetts
General Hospital (MGH), Institute of Health Profes-
sions Boston, Massachusetts, 06.07.05

Robinson, Ruth 2005

Registered Nurse, Clinical Ethics Leadership, Massa-
chusetts General Hospital, 06.07.05

2 Expert Interviews

2.1 List of Expert Interviews

Bartels, Diane 2004

R.N., PhD., Professor and Associate Director, Center for
Bioethics, University of Minnesota, 21.07.04

DeRuiter, Hanns 2004

R.N., M.A., Fairview-University Children’s Hospital,
Minnesota, 19.07. 04

Haddad, Amy 2005

R.N. PhD., Professor and Director, Center for Health
Policy and Ethics, Omaha, Nebraska, 14.07.05
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2.2 Transcripts of the Expert Interviews

2.2.1 Special Signs in the Transcript

The following expert interviews were audiotaped and afterwards transcribed. In favour of
readability, the signs in the transcripts were limited to the following ones:

(..) Short break

(...) Intermediate break

(Break) Long break

Mhm Break filling

0] Emphasis

(Laughing) Laughing

(Hesitating) Hesitating

Iralics Emphasis added by the researcher

2.2.2 Interview with Dianne Bartels

Dianne Bartels is a Registered Nurse, a Professor of Nursing Ethics, and the Associate
Director of the Center for Bioethics at the University of Minnesota. The interview took
place at the Center for Bioethics on the twenty-first of July in 2004. After Dianne Bartels
has introduced herself, I started with the question:

Can you tell me your story about being a participant in an ethics committee!

“The first step was, recognizing that there were ethical issues. And that occurred when I
was an associate director of the university of hospitals (...) and I kept finding questions
that I didn’t know answers to. One example I remember is (...) this patient on the trans-
plant list and (...) has a DNR order. ‘Isn’t that terrible?” I would say: Well, I guess so; 1
mean (...) and at some point the unanswerable question sort of fell into a pattern, which
was ethics. So, looking at ethics, ethics committees and that kind of stuff (...) and I was
already on an ethics committee here and there was a national work-shop, and Health
Care Ethics Committees that I attended.”

Do you remember the time?

That was in the 80is really. And so I went to that workshop and low and behold almost as
soon as | returned they decided to have a co-chair and they decided to have a nurse.

And so I entered the ethics committee as a co-chair.

We found out that we should not reinvent the wheel (...) networking, a couple of physi-
cians, a philosopher were having quarterly meetings and one of the things we decided
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relatively soon, is that it was the time when hospitals were beginning Do Nor Resuscitate
orders. So one of the outcomes of that was a Minnesota Survey of what policies were in
place, and then a set of guidelines and recommendations that every hospitals would have
before they wrote their policies.

We also educated ourselves by having board meetings, but then we invited all the mem-
bers of ethics committees from all the committees around the region, actually around the
State of Minnesota. Educational meetings, some of them were on committees, some of
them were on policies. If that networking were today, the meeting would be probably on
stem cells, whatever current issues that people have in mind.

It became an education committee and that lasted (...) until probably the mid 90is ... oh
after a few years we hired a co-ordinator half time and the Minnesota Medical Associa-
tion (MMA), one of our doctors convinced the MMA to pay for that position and for the
position of network of health care committees (...) so we had one person doing that job
part-time funded without benefits and then, (...) when that person left (...) a few years
later, the Association decided not to financially support it. We looked for other supports
and decided we could keep being wonderful community volunteers or stop, (...) and we
stopped! (...) Because nobody picked it up (...). That was probably mid-nineties. (...) The
latest consideration was D. Moldow who was here, at the center, was running for two
years, she tried to create a new self-funding health care ethics and we felt being able to
support it. We couldn’t cover it.

What can you tell about nurses’ participation?

I think the original idea came from nurses, because nurses are always the ones cut in the
middle, but I actually don’t know that, because it was before the networking, before I was
there. So it could well be.

Tell me a little bit more about the co-chair model!

I think it’s a good model because it equalizes power and I think its hard to tell whether
it is the skill of the co-chairs or the roles, but I think, it expands interaction on the com-
mittees, increases the comfort of nurses to be able to speak up. I mean if a nurse is leading
the meeting and setting the agenda, I think it gives nurses more permission to participate,
probably. Although, as a I said in another comment; I have my experience (...) before (...)
two thirds of my career has been with hospital nurses and I don’t think they have trouble
speaking up, they just needed a place to show up!

But isn’ t that quite an important point, to actually have a place to show up?

You need a place to convene, and then once you are there people don’ have trouble — in
my experience, representing their issues.
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And were those in any way connected with the issues staff nurses had?

Well, some of the nurses were staff nurses; the staff nurses were really well presented so in
that early membership was that the nurses came from all levels. I was an associate direc-
tor but we also had staff nurses and we had a variety of disciplines (...) medical, surgical,
mental health, no, it was not all managers.

So, were both, physicians and nurses both delighted to have such a co-chair model?

It worked. I don’t think anyone was unhappy because people would always let us know if
they were unhappy. So, no one said they were really happy (...) although so we were very
productive, successful, but I think people were excited to come to the committee.

Do you know any other kind of a model that is able to balance the power?

There is a model, there was a community hospital (...) everybody was the boss (...) multi-
institutional model; across issues... chairs are not always physicians around the country.

In the beginning we said, make sure that you have a physician that is respected. You do
not want administration chairing it. There are master degree nurses running ethics com-
mittees and doing consultation across the country.

What would happen with a specific case they would call patient relations departments,
which I think this is a good idea because then someone can triage and decide whether this
is an ethical issue? If people are only concerned about the law, they can just work with the
attorney. If it is a power-struggle and a communication issue they can do something else.
(...) O, if it were an ethics consultation they would call, depending on the institution,
a member or a chair of the committee. That person would go to the unit and would do
more triage (...).

Define the problem (...) A clearly ethical example: put a feeding tube into an geriatric
patient whose competencies were put in question and the family and the physician were
in different places (...).

Ethics consultations are often the way to get the different players there.

The place where the ethical question arose that is the place to solve it?

Yes, (...) people feel comfortable that it is their right to ask!

Looking back, do you think there is anything the committee should have done in a different
way?

Great question. (...). One thing that we always write, and I think, was true for us, but
I have also heard from other committee members is, (...) a great risk is to start an ethics
committee and tell everyone you are in business before you have time to make members
comfortable that they know something about ethics. So I do think, that educational
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phase is important. And I remember when I started this co-chair, we (...) about that time;
we had Mila Aroskar who was a member of the committee. She basically worked through
ethical principles, how to think about it. We worked together to develop a process.

You need probably two or three months before you can say you are in business. It is most
learning to trust each other, learning that everyone has a voice and having a language to
be able to discuss the issues, some common language (...).

Spending more than a year on DNR policies, we had thirteen drafts! It seemed to be an
exercise on semantics!

What has changed because of having a committee?
After using ethics consultation (...) the more they learn to use it less.

Ethics networks have helped in terms of creating relationships between people to call on
another. People know each other. I think they have more resources. They do not feel iso-
lated. Knowing other people with similar concerns helps you figure out whom to address.
They learn that they are not so unusual.

How would you describe the political influence of an ethics committee?

As with any political situation that partly depends on membership and leadership and
abilities of the chair and where the ethics committee is situated in the organization. And,
I think, twenty years later, most people are happy to have a committee and the influence
grows. Policies about advanced directives (...) a process of rule making (...) getting one
voice in the decision making progress.

One other political influence that was huge, was (...) an example is a case of a policy about
a patient being in a persistent vegetative state and there was some hospital liability because
(...) I think initially that was (...) there was a patient without relatives to make a decision.
It was a patient, who was in a persistent vegetative state, but the reasoning wasn’t persist-
ent vegetative state, but it was from a seat-belt accident. So, the hospital was liable. So,
what the hospital did was call in other twin city ethics committees to come in and do an
ethics consultation. So, we came in, talked to the people on the unit, talked to the people
that knew the patient, read the medical record, and each wrote reports of how we would
handle that situation. And those reports were taken to court when it came to time to get
permission to stop med. (...).

The initial institution would never have gone on their own, because they are liable, (...)
that was really a conflict of interests. So, and in a conflict of interest they used other com-
mittees to review the process. And ethics committee’s chairs have also given testimony at
state legislatures and some have gone to federal legislatures when they are making policies
like brain death criteria. (...) Also about the right to use Advanced Directives, Do Not
Resuscitate orders, Living Wills are of those things. The issues that need to be addressed
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in every case, like for instance in our state statute about medical advanced directives and
patients who have medical advanced directives (...) there was community input which
we didn’t appreciate, but representing the community and a part of the statutes says that
these advanced directives do not apply in the situation of a pregnant woman with a previ-
ous advanced directive.

Well, that’ s from a pro-life group which is a major political issue in the U.S. (...) and it
turned out to be a compromise between (...) the compromise was that pregnant women
— the law was passed — were excluded because of a particular political interest group that
was very concerned about allowing people to die and especially allowing fetuses to die.
And that was the result of a political compromise.

So, we actually have policies about advanced directives at the Minnesota Legislature and
it was clearly a political compromise, and ethics committee members and I think, even
some patients and families who have been surveyed by ethics committees testified in the
process of ... rule making and statute development at the Minnesotan State Legislature.
So, we can have a powerful political (influence) so there is the institutional political and
the community political and it were at least one voice ... and mental health care for the
mentally ill and the end-of-life decisions. Before legislatures would decide, they want an
ethical perspective (...) a range of options, members of ethics committees (...) do testify
probably at least every other session.

You have mentioned mental illness. What was the ethical question there?

Probably a statement about health care coverage, because the mentally ill and disabled
are very vulnerable. And we do not have health care policies that treat mental illness on
a power with physical illness. And so, mental health care has been very disadvantaged in
terms of reimbursement, for poor people specifically. So, it would mostly be around fed-
eral and state financing of health care and in that case, benefits for the mentally ill.

There is now, (...) there have been several proposals and I think actually one was passed
in Minnesota to create what they call paridy between physical health and mental health
coverage. So, there is ethics involvement in testimony when an issue like this is being
considered. So, there are lots of different politics.

There is hospital politics, there is inter-institutional politics and there is state and federal
and people of ethics committees have testified in a lot of cases at every level.

Thank you very much!
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2.2.3 Interview with Hans de Ruiter

Hans de Ruiter is a Registered Nurse, and has a Master in Nursing Management; he
works at Fairview-University Children’s Hospital of Minnesota and is currently working
on his doctoral theses at the University of Minnesota. The interview took place at the
Center for Bioethics, University of Minnesota on the nineteenth of July in 2004.

Introduction

I am originally from the Netherlands. I have been a nurse for about twenty years. Now
I am a nurse manager in Paediatrics Oncology at Fairview University Hospital, Minne-
sota.

You are familiar with different structures of committees. Please tell me about the different
structures of ethics committees you can find within the hospital setting.

Mayo Clinic and Fairview. Both of them are very strongly led by physicians. The role is to
facilitate communication. Physicians, sometimes by nurses, mostly give consults. Really
what they see their role of being, is to help facilitate the communication when there are
ethical issues. So, both committees that I have been involved with say, the ethical issue
isn’t so much the issue at hand, but that people are communicating, and they will facili-
tate that communication.

What else they have in common is that they are very strongly led from a religious perspec-
tive. So, at Mayo it was the nuns, the Fransiscan nuns ran the hospital, they have a key
role in that, the chair is a sister and also a priest is on there, and a strong physician and
then some nurses.

At Fairview a head of chaplancy, and a lot of the physicians co-chair the committee and
(...) again. So, there is that religious perspective of being the holder of what is ethical and
what isn’t and the nurses are part of it. I don’t know how recent it is, but that they have a
stronger involvement, is probably about the last ten years. (...) You have to have a higher
level of knowledge to be on an ethics committee (...) that just being a nurse means having
a hard time (...).

What do they expect?

The religious corner thinks of a higher level of problems (...) I think there is often the
perception that nurses don’t really understand what the ethical issues are (...) but maybe
there are system problems, or maybe there are organizational problems and they are not
really ethical problems.
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What is going to happen with the perceived organizational problem?

I think often that is neglected, and I think it can be a situation (...) and I think for nurses
there are more issues of morality rather than maybe these more classic ethical issue, like
euthanasia and abortion.

For instance, if you have a float dietary system. I had a patient, a four year old, who was
on a certain diet and the dietary kitchen didn’ t quite know how to fill it, so she got a cup
of water and a slice of bread for a four year old, and that was delivered to the patient, and
the family was irritated that the patient hadn’t eaten for several days and (...). Then they
called on and were told well this is all that she can have, we cannot do anything else, and
this is it.

And the nurses felt very much put in between, they knew it wasn’t right that this patient
wasn't getting the food that they needed. They were in between the system, you know of
the kitchen, the angry patient and also in between angry family members.

So, if you would bring something up like this in an ethics committee they would say this
is a dietary issue, or maybe, it’s an educational deficit that the family. ( ... ) This problem
does certainly not go to an ethics committee.

Another example we recently had, was a certain medication that could not be given to a
person in end-of-stage cancer, a child (fifteen years old), on the floor to control nausea,
and this medication, is also used for sedation and there is a policy out there that says you
have to have that patient be monitored (...) under this medication. But the purpose for
giving this medication to this patient was only to do symptom control when he is dying.
And then, at that point, they wanted to transfer this patient to the Intensive Care Unit
and not allow them to be on the floor where they knew the nurses. And the nurses felt
comfortable covering him. And again, when the issue was raised it was said, “we are just
following policy”, but policy following is not an ethical issue.

What do you think abour Nursing Ethics Committee?

I have not seen this model (break) a part of me feels that that again, confirms maybe
nurses need to figure out what ethics is in the first place. And again, the perception is out
there, what nurses bring to the committee is important, but truly, the holder of the truth,
what is ethical, lies with the physicians and with the religious people.

Nurses are involved in ethics committees, they are invited to participate, but when they are

there, the problems are not really addyessed. Did I get that right?

They get addressed if they present them the way (..) that the people, the physicians, and
the kind of the leadership sees it. So, you have to present it in a certain way, and if you
go outside of that model. So, if you bring up an issue that they do not classify as being
an ethical issue, you don’t get listened to. But people and nurses, (...) I think, we are very
adaptable, so there are always nurses that will learn the language and you get listened to.

202



Yes, but that is only one-way!

But then you cannot truly bring up the issues that you think are ethical issues because
it’s very much I think with ethical issues, which issues are classified as ethical issues and
which ones aren’t. And I think, that the nurses who do that, and I can’t talk about (...)
you know their mind, but for me the quandary is: Do I want to be a part of the leader-
ship and then I have to adapt, or, do I speak what I think should be spoken, and that
automatically makes me an outsider. So it is adapting versus speaking what the truth is.
So, if I want to be a part of it, I have to sell out in part of what I believe the real ethical
issues are. And they can be very simple. (...)

So, what is your role in an ethics committee? You got into it. And I think you are an active
member?

Yes, I don’t know how much my situation is unique on that. First of all, my experience
is, you don’t get asked to be on an ethics committee unless you have proved to be one of
them (...) one of the leaders (!)

How did you do it?

I said I would like to be on this committee, and when you ask that often enough, (...) and
then they kind of gave up, or they say, yes, you are welcome to be ... a part.

How often did you have to ask?

It depends I think, within (...) the first hospital that I mentioned I asked for about 8 years
and I never got on. It was always like ‘we don’t have an opening right now, and we don’t
have this, and then I got to know one of the physicians, and because of that personal re-
lationship I am on that subcommittee, now looking at research (...) ethical issues.

The one here at the hospital I work currently it” s basically because I have an afliliation
with the Center of Bioethics, and I think they are trying to be open-minded, you know,
trying to co-operate more people, so there is kind of (...) tolerated me being a part of that
group. It wasn’t really that they were seeking my knowledge, or my expertise as a nurse; I
think it was more that I asked them. I mean I don’t think that they would ever come to
me. | asked them and they didn’t say no, (...) but again (..) I think, the relationship there
(...) the fear is that I have not to be a valuable member, but to be tolerated which is a really
different feeling, you know. It is not like what do nurses think about this, more, we need
to have nursing be a part of this group and hopefully, if we keep the nurses long enough
they’ll figure out what ethics is about.
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Do 1 get that right: they did not offer a kind of training, but it was demanded to have a special
kind of knowledge in ethics in order to talk about in a specific way, just a way they want to
have it?

You get a whole set of articles. And they let you know at meetings when you are off base,
when they feel that they don’t get that feedback. And, I think the topics that come up,
and I think the fact that’s very strongly led by a physician. And that’s the problem. When
you have that committee that is lead by a nurse, the physicians won’t show up, they won’t
take it seriously. So a physician will only listen to a physician lead committee and I think
that’s (...) the way the ethics committees work. (...)

Last week you went to a subcommittee and they changed it into a different committee.
Tell me a little bit about the experience you had last week! (..) This is a subcommittee (...)
the ethics committee was really (...) an IRB (Institutional Review Board); they talked
about research and interest groups. If I want to move into the realm of ethics I need to be
involved where ethics happens (...)

I would really like to come back to the staff nurses. What kind of structure can you think of
that would be really helpful for nurses so that they can discuss their conflicts in practice?

I think a problem is with the understanding of nurses and what ethics is. I think a lot of
nurses see ethics as this high level of thinking about this. And I think most staff nurses
do not see them being capable of identifying what an ethical issue is, and two, to bringing
it up. I think this is very much innate to the history of nursing where nurses have always
been the ones to follow the orders and not to give the orders and (...). I think, maybe,
educating nurses and also allowing them to validate, that the issues that they bring up,
are right, and, still to the day of today — and we had that discussion at the last ethics com-
mittee — there is still physicians that will totally explode if a nurse does an ethics consult.
It is not acceptable for nurses to do ethics consult (..) and even though, legally you can
do an ethics consult and policies will say, you can do an ethics consult, even I as a nurse
manager I am very fearful to do a consult when I think one is necessary because you will
burn all your hedges by doing that.

Do you think it is going to change in a couple of years?

I am rather pessimistic. I think that there is going to be (...) I think, they want the nurs-
ing input, but they want the nurses be like the physicians. And I think, that is what they
are working at.

Do you think it is getting harder for nurses to get in?

No, I do not think it is going to be harder to get in, but I think what they are doing (...)
they enculturation people to see ethical issues the way they do it. And I think that might
succeed in parts, so you have certain kinds of nurses who are going to be on these ethics
committees who know the rules (..) who know the language and who can participate in
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that, and so support what people of ours believed and I think, yes, they are trying to get
more nurses into those kind of roles (...) that they put the clinical nurse specialist (...)
they want the nurse practitioner, (...) those people who are acculturated so much into the
medical model that it isn’t hard to get someone of those on, and have them (...).

Nursing issues are issues of boundaries (...). The question is: What kind of responsibility
do they have, even after somebody has died.

Thank you very much, Hans!

2.2.4 Interview with Amy Haddad

Amy Haddad is a Registered Nurse, a Professor of Nursing Ethics and the Director of the
Center for Health Policy and Ethics in Omaha, Nebraska. The interview took place at
the Center for Health Policy and Ethics on the fourteenth of July in 2005. I started with
the question:

Can you tell me your story about being a participant in an ethics committee?

In 1984 I was just starting to work on my PhD and I was teaching part-time. And the
college of St. Mary’s which is a small liberal arts college across the streets from a Medical
Center, a Catholic hospital where I (..) had nursing students in the clinical setting and I
heard that the Vice President of Nursing wanted to start an ethics committee. And I had
been teaching the ethics content in the school of nursing (..) that I was gonna be the focus

of my PhD work.

The Vice President was Barba Edwards?

Barba Edwards! And (..) so, I made an appointment to go down and talk to her, I knew
her from the community, and I said, I hear that you want to do this, all I know is what I
read about it in the literature, but I want to be a part of it, because I think this is impor-
tant for the conflicts of decision that are going on on the floor. And she said: Great, I will
hire you (!) And I said: Well, I would do this for free. She said: You do not ever want to
do anything for free because it is valuable (..) what are you going to contribute, so let me
hire you as a consultant (..) and so I was hired as a consultant with just no more than the
motivation and the interest in the area.

We have been helped to organize a Nursing Ethics Committee at the hospital because she
couldn’t get the Institutional Ethics Committee, the Multidisciplinary Ethics Committee
moving (..) it was moving too long, its why she was (..) she was vice president of patient
care which (...).
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So, the Nursing Ethics Committee started before the Multidisciplinary Ethics Committee?

Yes, and then, when once the Nursing Ethics Committee was started and had a full day
orientation to what ethics was, how decision would be made, how to structure it (...) we
had representatives from all the nursing areas in the hospital. This is before the hospital
had governance structures, so there wasn't anything else in place (..) we got the people
who were most interested to do it. So, we probably met for six months once a month, talk-
ing about the issues that were relevant in the area.

At that point, Barba had gotten enough people on board for (..) physicians to establish
the Institutional Ethics Committee. So, I had to work as a consultant to that committee
(..) both committees (!) the Nursing committee and the committee for the whole institu-
tion.

And Barba' Edwards was chairing both committees?

No, she was not chairing them. The nursing group elected their own chair from the
people who were there, and it was a staff nurse (!) and then, she immediately asked for a
co-chair, because she thought it would be better if two of them would be more responsible
for it. So, they were both staff nurses, and they were chairing the committee.

The first Institutional Ethics Committee, there was a member of the Board of Directors of
the hospital. And (..) Barba felt that it was important that it would have that level (..) and
it happened to be that one of the Sisters of Mercy (..) she was on the Board of Directors (..)
I do think she had not even had a health care background (..) I believe it was education;
she was the first chair of the committee. And so, because it was a Board Committee, (..)
very formal meetings with a typical broad (!) structure, dealing with policy development,
education, and consultation. Consultation was always an interesting one, and I think it
came of the traditional models of consultation, and I read a lot about it. So, (..) read a lot
about it, but I had not done a lot about it, and there were these models where the whole
committee get together when there was an issue, and a team of people (...). If you have
a lot of consultations that is a sign of failure somewhere, and so I have always taken that
to heart.

But the other way round, having no consultation does this mean there is no failure?

Yes, if everything is being managed appropriately (...) the community of concern that is
affected by the decision that could be a secretary, it is only the attending physician, and it
is only the nurse, it is the people who are impacted by the decision or whatever the prob-
lem is. So, if you are managing it at that level, yes, I think you are doing what you are
supposed to do. So, what you are saying is, everybody is capable of resolving these difficult
questions, and when you are troubled and concerned and can’t do that, certainly you ask
for assistance. It is not to say; this is such a horrible case... we are all troubled by it (..) I

1 Her name is actually ,Barba“ and not Barbara.
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don’t know that I would say that. But what [ am involved in, now, today, are failures of
communication, of, you know, clear differentials of power, who gets to decide what, who
gets to sit at the table, who gets to talk, and gets to ask for the consultation and all these
things (...).

My original experience was (..) they would rotate individuals, the Nursing Ethics Com-
mittee and the Hospital Ethics Committee, so that we would have more and more and
more who are familiar with (..) having good policies and guidelines, they have a place to
go to and see what the collective thinking is on whatever issue, Do Not Resuscitate, what-

ever (...) the standard policy.

Did some of the nurses as members of the Nursing Ethics Committee then join the Multidisci-
plinary Ethics Committee?

Yes, in fact, we had a designated role on the Institutional Ethics Committee, called the
liaison, the nurse liaison between the two. We had a physician liaison to the medical staff
in the Institutional Ethics Committee. So, we actually said, you and you, your job is to
be on the Institutional Ethics Committee, you got to be a communicator to the medi-
cal staff and the Nursing Ethics Committee which was part of the nursing staff (...). We
designated them actually to carry information back and forth.

Consequently, they had to be very good at communication.

Yes, and not necessarily the chair of the ethics committees.

And, did other professionals, like social workers, physicians attend the Nursing Ethics Com-

mittee?

It was mostly just the nurses. And, it actually went through a process over this. I was
involved from ’84 until, about, maybe 93 or 4, so almost ten years, and after a point,
they became (..) during this conversation I have been thinking about it, (..) they had gone
through events: Barba retired, there was a new Vice President, she was very supportive,
and it preceded any governance structure in the hospital, (...) when the nurses elected
people for this governance structure, they kept the Nursing Ethics Committee as a stand-
ing committee over the governance model. So, the Nursing Ethics Committee preceded
this whole governance structure (...). When they developed, the governance structure,
the Nursing Ethics Committee was such a strong group, that they just left it as one of the
standing committees.

They had a standing committee on quality, on credentials. You know, they had these dif-
ferent groups, and it is the ethics committee that survived the change in the governance
structure.
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They were probably proud about this?

They were extremely proud about it. And they were rotating people on and off, so we had
this continuity of representation from the units in the hospital. And people who had been
on it from the very beginning were still tight to it because of the (..) they got connected.
We kept thinking that we could build on each area this network of people that could
then, when they ran into problems (..) because truly what we could find early on, is that
people felt, the nursing staff felt, very much alone.

And this is with a director of nursing who was extremely supportive, I never was with
anyone like Barba, completely in charge and she would defend her people to anybody:
administrator, physician, anybody (!) You know, I mean, she was just that kind of person.
So, even with somebody like that, they didn’t feel like they could really do what they
needed to do when they saw that something was wrong, on the floor, and we thought (..)
if we could build in a support as close to the bedside (..) as possible. We will do better at
this.

It created problems over the years because they stood up, collectively, you know, so you
got now five people on the unit, and they are not only five people, they are five experi-
enced people because usually people that volunteer for this had been there for a while.
And now we are going through years of running the committee, and learning a language
and all that. Then you got five people who were saying, we are not going to put up with
this. They started to present problems.

So, this was one result of the Nursing Ethics Committee work: Feeling and showing power.
Mmbh (..) Yes!

What was the reaction?

As long as there was someone in the administrative office who was supportive of that, it
was fine. And about 93 / 94 they got another new Director of Nursing (..) which hap-
pens you know what I mean, there are just turnover. And she was working very hard to

disband the group.

What was the new nursing director’s motivation to disband the group?

She was unhappy with how they reacted to (..) I mean, they had learnt to ask questions.
They had learnt to say that they would not agree on policies: We are not following it. They
had learnt to use tools of good arguments (...). They had been taught to tell why (...) you
cannot go up to somebody and say you are wrong, you have to have good arguments and
be able to say: Here are my concerns and this is why (...) and they had been taught to do
that, and they had learnt to link arms in how to do that, because nobody wants to be the
one going forward.
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And the Nursing Director did not like it.

No, and they asked me not to be a consultant any more, because I am sure I was the ini-
tiator of all of this.

Were nurses leaving the hospital at that time?

No, I left (!) and they were talking what they were going to do. I lost touch of what hap-
pened. I know a lot of them are still there (...). They weren’t that old (...)

You know, it is important to know who are the people in nursing who are influential in
the hospital. Either because of their formal position in the organization, or because of
who they are.

You think currently there are only a few Nursing Ethics Committees in the U.S.?

Yes, that would be my impression. The last time I did that survey was back in the 90is.

So, Multidisciplinary Ethics Committees can be found in most of the hospitals. What kind of

structure do you think is necessary to make nurses participate actively?

When nurses came to the interdisciplinary ethics committee they already had education
and a sense of support. They weren’t shy about speaking up. They weren’t shy about re-
questing a consultation on the floor (...) I don’t know if I would do it that way today.

Why not?

Because I think, when you run a parallel group, when you are on two tracks, you run the
risk of being isolated. You know, you want that place at the table!

What do you think is very important to make nurses participate at the moment?

I still think, that ethics, applied ethics, knowledge of applied ethics, is a source of power
like any knowledge is. But, it is particularly helpful in clinical situations that are so, you
know, complicated. And to have something, that helps you to sort out; why it is that you
are troubled (...). Then, to be able to use it in discussions and consider what should be
done (...) either at the bedside, or at the level of policy development, is very important.
So, I think, education now, (...) I do know, I started to learn this language it was like this
card, or like (...) an entry pass into another way of communicating with individuals in
the health care system. I was hurt in a different way than I had not been hurt before. In
other words, I could say, I am not comfortable with this, this does not feel right to me,
or, I am dreaming about this, because I feel badly. I was upset about things, but I didn’t
know why (...) and then I went to a workshop, and the woman started to talk about eth-
ics, and it was like, oh, my God, there is a language for this? Other people have thought
about this? So, the sense that you are not alone, there is this language and a way of think-
ing that helps, it offers, I think, some comfort, you know (...) And this is what I focus on:
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how do you do that when people are so (!) busy? (...) I think the people are getting much
more busy now. I think the patients, the acuity of patients in the hospital (...) and this has
spilled over into home care, into nursing home care, mhm even in hospice, that people
are so much more ill, acutely ill, or, complicated care, which for me, even more highlights
why we need all this, because, if people are that much sicker, and the decisions are much
more complicated, then you need these kind of tools to get through them.

Are there more economic questions on Ethics Committees nowadays?

You mean like moving from clinical decisions at the bedside to how shall we expand the
resources at the hospital? There has been a move in the States to have (...) ethics commit-
tees, I mean even have two, have one, that deals with clinical issues, and then another that
deals with what you are talking about, calling it organizational sort of ethics. And again,
some people have said, well, properly, that is the Board of Directors. I mean that really is
an ethics committee, if a board decides to lay off the people, or to partner with another
institution. These are all ethical decisions. We may not think about it that way. There has
been some debate about why should there be an ethics committee that says, okay, if you
are going to do this, make these organizational decisions, it has ethical implications in
here, here they are, and we should see how we should think about it.

I think systems do that more than individual institutions. So, in other words, the catho-
lic health initiative, if they say, we provide preferential treatment for the poor, that has
organizational implications for institutions, and, if we are together on that, then, on a
system level, what does this mean for Hospital A in Hastings Nebraska? If there is prefer-
ential treatment for the poor, how do they survive in this environment? So I think these
questions of money and financing are more system-based than individual institutions as
far as the ethics committees are being involved in that.

Have ethics committees improved the professionalisation of nurses?

Yes, I think so. (...) It contributes to self-confidence. There is a nurse, I have just met.
She is from Colorado, working on a private facility before she came to Nebraska. She
has worked on an Ethics Committee, and she was on that consultation team. There is
something about the experiences that does, (..) it is like an empowerment, she has the
confidence (..) the skills and is able to participate in that kind of discussion. And those are
fairly high-levelled skills to be able to seize up a situation that is usually very emotional
(...) and to figure out what is the ethics piece (..).You have to be self-confident to be a
professional.

Do ethics committees contribute to the relief of moral distress?

Ideally (..), I think that they do, I hope that they do. My experience in the past, not
present. I think we are now adding to people’s distress in some way. We would have a
situation where a nurse would call for a consultation that would be an interesting point of
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studying to: where does the consultation come from? Does it come from the patient, the
family, and the nurse? Does it come from the social worker, does it come from physicians?
Because I think where it comes from, where its genesis is, makes a difference (..) with
regard to that moral distress question.

You feel like, you know the right thing to do, and you can’t do it.

Now I have to think about how many ethics consultations were like this, knowing the
right thing, but don’t think that I can do it. Probably it came more from the nurses than
it did come from the physicians. Most of the physician consultation questions in my ex-
perience have been: I know the right thing to do, there are things for me in place to go
ahead and do it, but I would really like to have someone to affirm that it is okay. Whereas
for the nurses, I know the right thing to do but I don’t see how I can do it. I need some
help to be able to do it. Not to affirm to do it, but I need support, so that we can go ahead
with the right thing.

Is there a kind of a typical nurse that participates in an ethics committee and one that would
not?

Yes. Let me think about the characteristics. I think, a nurse (...) well, let’s say this, those
who want to, you can have two kinds there, you can have the ones who have an issue that
is important to them and then they pick it, an issue around abortion or whatever. They
think this is their mission. They want to be on the ethics committee to make sure that
this issue will be discussed. This, of course, also accounts for others, not only for nurses.
I don’t think that they make good committee members, because some of the criteria that
should be met to become a member should be to tolerate some sort of ambiguity. I mean
(..) that is what you are running into. If you have people (..) for them is all black or white,
and they gonna be on an ethics committee, they are going to be very unhappy. It may
change things the way have thought about something, and its gonna be hard for them
to (...) they have to learn to tolerate that. They got to be critical thinkers, they got to be
able to work through a problem, and see different perspectives, and recognise when they
are making assumptions, and learn to use the tool of ethics that they have to learn what
is logic. I also think they have to be compassionate. I wouldn’t just want to have a critical
thinker who doesn’t care at all about the outcome of the discussion.

I think they have to speak about their experience at the bedside, and be able to articulate
about that. I have the experiences over the years, that nurses are very quick to claim: we
are running around for 24 hours (...) So, yes, what is important about being with the
patient for 24 hours a day and being closest to the patient, is what you see, and hear and
learn and that needs to be brought to the table. Because nobody else has that information.
Not to say, I am important, you know, I am there (..) use what you know from there and
bring it to the table. This is something they will hear, especially, of patients whose families
are not present. Because they bring that perspective too.
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But they are so easily hurt in ethics committees. Every time I asked family members to
take part in an ethics discussion, it is just (..) sacrilege.

When [ studied nurse’s role in Ethics Committee in the literature, nurses were identified as
patient’s advocates. [ wonder whether this is the right term to grab what their role is?

You know, that is interesting, because this is a term that I have never been cautious about.
And I think, it is just the side of being paternalistic, although, of course, it is, the use of
the term is meant all out of good. What I mean, what nurses bring, and what is impor-
tan, is not just representing the patient’s view, which I think advocacy sees it, I am going
to speak for them. What I mean is, what is it like in the life of a patient, that are people
that are more removed from that, don’t have any idea. That’s what I meant. That kind of
insider witnessing to people who are suffering, to the struggles that they are having. That
is important.

Witnessing?

Yaw, I think, that is what I am talking about, more than advocacy, this always sounds
legal to be and paternalistic. It moves very quickly speaking for the patient without any
input from the patient and the family.

Have Hospital Ethics Committees in some way changed power relationships?

Yes, I mean, just the whole question that can ask for an ethics consultation changes the
power structure. And if you open it up to anybody who wants to ask for assistance, then
you change who is in charge.

I suppose, if the ethics committee is making sure (..) who they are really representing,
what their role really is, and, it is so easy to fall into the representation of the institution,
and not the patient and the family.

Thank you very much for the interview!
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II Interviews and Participant Observations
in Germany

1 List of Field Subjects

1.1 Hospital Ast

Committee Participants

Ms. Acker:

Lutheran minister

Mr. All:

Lutheran minister, head of the hospital

Ms. Amt, lawyer:

Dialogue Ethics chairperson: left the hospital in summer 2006
for another job, but is still participating as a chairperson

Head nurse, internal medicine specialist, becomes co-chair in

Ms. Ampel: spring 2006, left the hospital in fall 2006 to become a hospice
nurse and is no longer a committee participant

Ms. Antenne: Social worker

Dr. Anton: Head physician, surgery department

Mr. Apostel: Lutheran minister

Ms. Arbet: Lutheran minister

Mr. Arche: Lutheran minister

Ms. Arik: Head of midwifery

Mr. Arloff: Representation of the Works Council

Dr. Arm: Senior phys'icign, intensive care specialist, joined the committee
as a co-chair since spring 2006

Mr. Assis: Head nurse, intensive care specialist (internal medicine)

Actors participating only once

Ms. Albor: Laboratory specialist

Mr. Affer: Minister, Public Relations

Ms. Allau: Nursing director: participated only once
Ms. Ale: Representation of the elderly department
Dr. Auster: Senior physician, intensive care specialist
Ms. Aqual: Quality Management

Chairperson working outside the Hospital

Ms. Amt:

Lawyer: working outside the hospital since spring 2006, see
above

Dr. Arras:

Lutheran minister, working in a Center for Ethics in Health

Care
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Guests in the Ethics Forum

Ms. Agger:

Communication trainer

Dr. Ammen:

Physician, geriatrics

Non-participants of Interest for Informant Interviews

Dr. Amburg:

Professor of Ethics and Public Health

Ms. Asche:

Nursing manager, internal medicine in hospital Ast

1.2 Hospital Bach

Committee Participants

Head nurse, intensive care specialist: had to leave due to being

Ms. Bal: : .
seriously ill
Head nurse, neurology specialist: left the committee in 2006
Ms. Bank:
due to reasons of overload
Mr. Balter: Catholic minister, head of the elderly department, committee
) ' co-chairperson
Ms. Beck: Nursing director: retired in summer 2005, but is still partici-
: : pates in the committee
Dr. Beine: Physician, surgery, left the hospital (and the committee) for tak-
’ ’ ing over a senior physician position in another hospital.
. Internal transport service: left the committee in 2006 due to
Mr. Bier:
reasons of overload
Nursing director, in this position since summer 2005: partici-
Ms. Blume: . : .
pates in the committee since 2006
Dr. Boha: Senior physician, palliative care, committee chairperson
Physician, intensive care (cardiology): left the hospital (and the
Dr. Brecht: committee) for taking over a senior physician position in an-
other hospital
Head nurse, palliative care specialist, committee co-chairperson:
Ms. Bunt: became the third chairperson after six months of committee
working, left the committee due to being ill
Mr. Biihler: Catholic minister
Ms. Busch: Nurse, ambulatory care: came into the committee Ms. Bock left
r. Busik: ea sician, neurolo
Dr. Busik Head phy logy
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Non-participants of Interest for Interviews

Dr. Blick: Head physician, palliative care

Nurse, ambulatory care: left the committee after her first partici-
Ms. Bock: . :

pation before this research took place
Mr. Buth: Head Nurse, Intensive care specialist

1.3 Hospital Clon

Committee Participants

Ms. Calle: Nurse, intensive care specialist, left the hospital in 2006 to study
at the university

Ms. Carr: Lutheran minister

Dr. Ceisch: Senior physician, internal medicine, committee chairperson
(deputy)

Ms. Cesch: Nurse, intensive care specialist

Ms. Clein: Specialist in psycho-oncology
Social worker: left the hospital in 2006 (including the commit-

Ms. Clemens: . .
tee) to work in another hospital

Ms. Coch: Catholic minister

Mr. Commer: Nurse, Quality Management, committee chairperson

Dr. Craft: Head physician, plastic surgery

Ms. Curz: Catholic minister

Committee Participants working outside the Hospital

Mr. Carten: Judge
Mr. Cieft: Lawyer, patient advocate
. Hospice care worker: left the committee because he is left hos-
Mr. Cim: .
pice work
Mr. Ciister: Head nurse, oncology specialist

Guests in the Ethics Forum
Mr. Cuh: Paediatrician
Ms. Cusch: Staff nurse, oncology specialist

Non-participants of Interest for Interviews
Mr. Cidder: Nursing director

Ms. Can, Ms. Call:  Staff nurses, intensive care specialists
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2 List of Informant Interviews

The following interviews are mostly based on meetings that took place either in each per-
son’s office, the meeting room of the ward or in the room where the committee work took
place. An exception is the meeting with Dr. Arras that took place at the Center of Ethics
in Health Care in Hannover and with Dr. Amburg that took place at a Café in Hamburg.
The average length of time was forty minutes.

2.1 Hospital Ast

Acker 2006 Ms. Acker, female minister Interview: 24.04.06
Mr. All, Lutheran minister
; ’ | iew: 02.02.
All 2005 head of the hospital nterview: 02.02.05
Allau 2007 Ms. Allau, nursing director Interview: 30.01.07
Dr. Amburg, .
| . 20.12.
Amburg 2005 professor of Ethics of Public Health neerview: 20.12.05
Ampel 2005 Ms. Ampel, nurse, internal medicine Interview: 02.09.05
Amt 2005 Ms. Amt, chairperson Interview: 14.06.05
Arras 2007 Dr. Arras, Male chairperson, theologian Interview: 04.01.07
Asche 2006 Ms. Asche, Interview: 12.06.06

nursing manager, internal medicine

2.2 Hospital Bach

Bank 2007 Ms. Bank, head nurse, neurology Interview: 20.03.07
Beck 2004 Ms. Beck, nursing director Interview: 18.10.04
Blick 2006 Dr. Blick, head physician palliative Care Interview: 29.06.06
Blume 2007 Ms. Blume, nursing director Interview: 02.05.07
Bock 2006 Ms. Bock, ambulatory care nurse Interview: 29.06.06
Boha 2004 Interview: 18.10.04
Boha 2005 Dr. Boha, Interview: 09.11.05
Boha 2006 physician palliative care, chairperson Interview: 19.01.06
Boha 2007 Interview: 19.07.07
Bunt 2006 Ms..Bl'mt, head nurse,. Interv%ew: 21.02.06

palliative care, co-chair Interview: 29.06.06
Buth 2004 Mr. Buth, head nurse, intensive care Interview: 14.06.04

216



2.3 Hospital Clon

Calle 2007

Ms. Calle, nurse, intensive care

Interview: 18.01.07

Can, Call 2005

Ms. Can and Ms. Call, staff nurses

Interview: 04.12.05

Carr 2006 Ms. Carr, female minister Interview: 14.12.06
Ceisch 2006 Mr. Ceisch, Interview: 16.06.05
physician, chairperson (Deputy)
Cim 2006 Mr. Cim, hospice care person Interview: 19.12.06
Cidder 2007 Mr. Cidder, nursing director Interview: 06.03.07
Commer 2005 Mr. Commer, Interview: 09.03.05
nursing management, chairperson 21.11.05
3 List of Participant Observations
Hospital Ast Hospital Bach Hospital Clon
Entering 29.09. 2004 18.10. 2004 16.12. 2004
1. 02.02. 2005 27.01. 2005 13.02. 2005
2 g2 10.05. 2005 24.02. 2005 10.03. 2005
EIE 10.10. 2005 28.04. 2005 12.05. 2005
gg 4 19.01. 2006 30.06. 2005 16.06. 2005
=~2|5. 24.04. 2006 25.08. 2005 17.11. 2005
6. - 24.11. 2005 20.12. 2005
Leaving 04.07. 2006 30.03. 2006 27.04. 2006

4 Transcripts of Participant Observations

The transcripts of the participant observations of hospital Ast, Bach and Clén are organ-

ised in the following tables.

The transcript signs are the same as used for the expert interviews (see 2.2.1).
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4.1 Hospital Ast

First Participant Observation, 2.02.2005, 16.00 h -18.00 b

Introduction

What is the News? After a reflection about the passed “Ethic Day” in the fall of 2004, the Chair, a theologian, Dr. Arras moves over to the first topic.

the topic by asking:

leadership persons?”

level

Topics, Persons speaking Conversation Explication / Key-words | Reference
Sign
First Topic: Ethical Case Consultation | “The following ethical aspects were identified in the case discussion. First, |Principled Ethics Al
Dr. Arras reports about a case actitudes towards life respectively convictions; second, individual rules that
consultation that took place a couple of |organize life; third, principles, for example, the ones given by Beauchamp
weeks ago. He informs: and Childress.
Head Physician, Surgery, Dr. Anton “Who participates in such an ethical case deliberation?” Case deliberation and A2
asks: participation
Chair, lawyer, Ms. Amt explains “It is necessary that all the main actors who are involved in the case do A3
sharply: participate!”
Head Physician, Surgery, Dr. Anton “Imagine, one of those necessary actors dislike ethical case deliberations and | Disliking ethical case A4
asks: refuse to participate. Is it going to be cancelled then?” deliberation
Chair, theologian, Dr. Arras informs: “Well, in fact, an ethics consultation can be theoretically refused.” A5
Chair, lawyer, Ms. Amt explains sharply | “Nobody can be forced to participate!” A6
Head Nurse, Internal Unit, Ms. Ampel: | “There are special cases that are different, for example, nursing concerns. Nursing concerns are A7
Is it possible to canalise them? I think, for some issues, there is no other unique and do not need
p q
profession necessary (..) besides nurses, you can discuss these nursing to be discussed other
ethical issues without a head physician!” professions
Chair, theologian, Dr. Arras “But, this is the principle! There should be a multi-professional team doing | Multi-professional team A8
vehemently: a case consultation!” as a principle
Head Physician, Surgery, Dr. Anton “What is important, however, is the juridical side, have the perspective of a | The necessity of a lawyer A9
asks: lawyer in a case consultation. You are a lawyer, Ms. Amt, or not?
Chair, lawyer, Ms. Amt rigorously tells: | “A consultation needs to take place in accordance with the senior physician A10
directorship!”
Head Physician, Surgery, Dr. Anton “I am afraid that a consultation can be reduced to their perspective.” A1l
remarks:
Chair, theologian, Dr. Arras switches | “Do you have an idea how we could reach the intermediate level of Intermediate leadership A12
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Topics, Persons speaking Conversation Explication / Key-words | Reference
Sign
Head Nurse, Internal Unit, Ms. Ampel: | “I have the impression that ethics, ethics consultation and whar we are Transparency of A13
doing here has not become an issue on the wards yet.” committee for ward
practice
Chair, theologian, Dr. Arras comments: | “Ethical case consultation is usually not seen as something very down-to- | Ethics seen as something A 14
earth.” abstract
Lutheran Minister, Mr. Arche argues: | “I think, we do not necessarily need a senior physician for an ethical case | The necessity of a lawyer A15
deliberation, but a person who has to face the juridical consequences must
be present.
Lutheran Minister, Ms. Arbet points “I have the impression that nobody feels really competent in doing case Competence of doing case| A 16
out: consultations. Wouldn’t it be a good idea to perform a case consultation consultation, making it
— visible for everybody — on the Ethic Day?” visible
Chair, lawyer, Ms. Amt rigorously tells: | “I had very bad experiences writing reports on passed case consultations. Al7
In the future reports cannot be read by everybody!”
Chair, theologian, Dr. Arras comments: | “What we would really like to invite to is zo bring in cases. Everybody The bringing in of cases A 18
should know who has gone through a moderation training that was offered | Moderation Training
by the Center for Ethics in Health Care.”
Head Nurse, Internal, Ms. Ampel “I did, but I haven’t had much experience yet. I know that there are Knowing versus telling A 19
reacts: problems associated with the profession.”
Chair, theologian, Dr. Arras explains: | “Ethical case deliberation is always moderated by two persons!” Moderation A20
Head Nurse, intensive care, Mr. Assis: | “I have been to the training and I am quite sure that I will introduce case | Introducing case A21
consultations at the intensive care unit soon.” consultation
Representative of the Works Council, | “I wonder whether the Elderly Care department has been involved. I mean, | Moderation Training and | A 22
Mr. Arloff questions: did anybody offer the moderation training to the personnel there?” participation
Chair, lawyer, Ms. Amt informs: “It was offered to everybody, but they were not addressed specifically. 7hey | Who was addressed A23
have to show their activity.”
Representative of the Works Council, | “You cannot expect any activity of them if they do not know anything Expectation of activity A24
Mr. Arloff loudly and angrily: about it! Was it really open to anybody? Did anybody put the concrete Doubts
question: Do you want to take part in moderation training? (..) I have my
doubts that anybody did.”
Hospital Director, Mr. All: “There is a lack of feed-back in this house. Surveys have shown that the Reference to the former A 25

communication is not working well. The ones responsible are not always the
senior physicians. A good communication is necessary and urgent.”

Ethics
Project
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Topics, Persons speaking Conversation Explication / Key-words | Reference
Sign
Chair, lawyer, Ms. Amt informs: “On the Ethics Day 2005 the headline will be communication! 1 think Mr. Agger is invited to A26
this is the right moment that Mr. Agger introduces himself. And, by the the committee meeting,
way, thank you very much, Mr. Agger, for being here at our committee offers communication
meeting.” training
Communication trainer, Mr. Agger “I am a communication trainer. There are some questions I use to ask the A27
introduces himself and his work: personnel: How long is it allowed that patients wait when they ring the
bell> What does team — work mean in today’s daily hospital work? And, I
always have to train the personnel in giving precise information in a short
way. There are different ways to train the right forms of communication. A
programme for this house will be worked out soon.”
Head Nurse, Ms. Ampel asks: “How do you get to the point of hidden conflicts? How do you deal with | Conflict: Communication| A 28
No answer given to her. communication conflicts that arise between different professions?
Chair, theologian, Dr. Arras moves
forward to the next point on the agenda
Second Topic: Informed Consent “There has been the wish to build up a group that works on the matter A29
Chair, lawyer, Ms. Amt informs: of Informed Consent. 1 thought it might be a good idea to work out
procedures that could be an orientation for everybody involved with
Informed Consent.”
Head Physician, Surgery, Dr. Anton is | “I do not think this is necessary. There is written so much about Informed |Not convinced that it A 30
convinced: Consent and everybody is able to get access to this literature and can read |is necessary to work on
it. We all know that there are so many people who do not want to listen to | Informed Consent
us. These are noble aims! We do certainly not change Society.” Change of Society
Chair, lawyer, Ms. Amt nervously: “I want to say that this has been a wish articulated in this group!” A 31
Silence. No comments.
Chair, theologian, Dr. Arras raises his A 32

voice: “I am sorry, we have to close the
meeting, we have already been running
out of time.”
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Second Participant Observation, 10.05. 2005, 16.00h — 18.00h

Introduction

The Chair Ms. Amt declares that the senior surgeon, Dr. Anton, is going to present a concurrent case. Dr. Anton, had contacted her to have a case he would
like to discuss in the Ethics Committee meeting. He attends the meeting ten minutes late.

participants that they do want to
discuss the case with the fish-bowl
method.

He explains:

the case, takes over his or her role. In case anybody would like to get out of
his or her role, anybody else of the participants can slip into the role.”

Topics, Persons speaking Conversation Explication / Key-words | Reference
Sign
Head physician, Dr. Anton reports: “A 45- year old patient was at the hospital last fall. He was a strong In course of the A 33
smoker. His head tumour' was not easily to operate on. A specimen was | conversation it turned
taken for histology examination, a moderately differentiated tumour. out that the patient had a
There had been stafging, the typical laboratory examinations, sonography, |tumour in the mouth.
and in the midst of November a combined radio-chemotherapy was
ordered. The patient was discharged from the hospital at the beginning
of the year. He had great difficulties swallowing and got back into the
hospital. Then, a renewed staging was done. When the tube was given,
it went technically well, but not for the patient: he began suffering from
diarrhoea and got expensive stabilizing medication. We really invested
something in these young men! Then, in addition, a colon tumour was
diagnosed. Surgeons estimate his chance of cure by 20 %. What we
thought about (..) is first, the question of taking him to a hospice, and
second, an operation on his colon.”
Minister, Mr. Apostel asks: “What can you tell about the will of the patient? Will of the patient A 34
Social worker, Ms. Antenne asks: “What about his social surrounding? What can be said about the Social surrounding A 35
involvement of his relatives?” Involvement of relatives
Head physician, Dr. Anton answers: “He wants to live. There is the will to live! He lives quite isolated. Once in | The will to live A 36
a while there is his (..) I think, she is his partner.”
Head nurse, Ms. Ampel: “What about the metastasis? What can be said about his life-expectancy?” A37
Head physician, Dr. Anton: “Only a few metastases, no metastases in the bone-skeletal system. The life | Medical language A 38
expectancy is about five years.” Incomplete sentences
Chair, Dr. Arras informs the “An inner circle is needed. Each of the persons, who have been involved in A 39
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Topics, Persons speaking Conversation Explication / Key-words | Reference
Sign

One of the participants asks for a more A 39

detailed description of the method, but

no explanation is given. Then, Dr. Arras

arranges the inner circle, and motivates

the committee members to participate

in the role play.

Minister, Mr. Arche asks: “Where do we have to put the patient?” A 40

Head nurse, Ms. Ampel remarks: “The position of the patient is unclear. And I think there are a lot of things | Things not clear A 41
unclear.”

Minister, Mr. Arche: “Nobody really knows (!) the patient. Hospice means giving up! The Knowing the patient A 42
patient has no hope any more.”

Minister, Mr. Apostel: “More persons should be taken into the boat.” A 43

Silence. A 44

Dr. Anton asks whether he could play A 45

the role of the physician and chair, Dr.

Arras explains that he as a protagonist

should not get involved into the play.

Although Dr. Anton has not named any

other person while describing the case,

and minister and nurse members of

the committee remark that their role is

possibly important.

Head nurse, Ms. Ampel: “I would really like to participate in the play, but what is the role of Role of nursing not clear A 46
nursing here?”

Dr. Anton: “The patient has been very trustful to the nurses. In comparison to the Patient talks to nurses A 47
nurses, he talks very rarely to physicians. Yes, to whom he talks are the
nurses.”

Head nurse, Ms. Ampel takes a seat on A 48

a chair that should represent the nurses.

Minister, Mr. Arche: “What about a minister? What can you tell about his part?” Role of the minister not A 49

clear
Dr. Anton: “No, nothing. A minister has not been in yet.” A 50
Nevertheless, a minister takes a seat in A 51

the inner circle of the role play.
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Topics, Persons speaking Conversation Explication / Key-words | Reference
Sign
Head physician, Mr. Anton does not “The way I (1) handle it, is the following: if a patient has got a chance to | Physician’s recipe: Do not | A 52
turn his face to the others, but looks as |survive, then, I will inform him, I will talk to him. If the patient does not | take the hope away
if he would talk to himself. He tells: have a chance, then, I won’t talk to the patient, only, in case he asks for it.
I think, you shouldn’t take the hope away. Therefore, the idea of hospice, I
think, is not a good one, because the patient can think you have given him
up. I ask myself, what are we doing with the therapy. What are we actually
doing? We have decided to put the missing protein into the infusion, but
no other medication. He is probably going to die within the next three
days. There have been discussions about a possible operation.”
Chair, Dr. Arras interrupts his “Is this play really necessary? In reality, I am involved as a physician who | The authority as a A 53
monologue and refers to the role play | treats the patient!” physician
by declaring that now the participants
in the role play would have the word.
Head physician, Mr. Anton asks:
Chair, Dr. Arras repeats: “This is not possible for methodological reasons!” A 54
Role-taking: Senior physician, AS55
psychosomatic, Dr. Amso takes over the
role of the head physician, Mr. Anton
and takes a seat. Nurse, Ms. Ampel
takes over the role of a prospective
community nurse, and Social worker,
Ms. Antenne puts herself in the role of
the social worker.
Role-making: Dr. Amso starts: “What is the matter here is the question of dying well and having a good | Dying well A 56
death.”
Silence.
Social worker, Ms. Antenne: “Does the patient know about this?” A 57
Nurse, Ms. Ampel: “Does he know the truth?” Knowing the truth A58
Silence.
Dr. Arras stops the conversation by A59
asking what the conversation team
would decide on.
Senior physician, Dr. Amso reacts: “It is necessary to get into contact with the patient.” Contact with the patient A 60
Nurse, Ms. Ampel: “The patient needs to know his prognosis, the truth!” Truth A6l
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Topics, Persons speaking Conversation Explication / Key-words | Reference
Sign

Social worker, Ms. Antenne continues | “So that the patients get the chance to clear the things for himself that A62

the sentence: need to be dealt with.”

When chair, Dr. Arras sums up the “For me this is not enough of (..) attending to the patient. There is Attending the patient A 63

result, the minister, Mr. Apostel something I miss. This makes me nervous!”

remarks:

Meta-Discussion: “Dr. Anton, what can you pick up from the conversation?” A 64

Chair, Dr. Arras turns to Dr. Anton

and asks:

Head physician, Dr. Anton: “I am astonished that the case seems not to be evident for you in the role | Talking to the patient A 65
play. What I could see is, that I might talk to the patient. Buz we cannot
solve society’s problems.”

Minister, Mr. Apostel nervously: “The patient needs a roof! The central question is: who is the person, he | Talking to the patient for | A 66
trusts the most? (..) So that they would really talk for twenty minutes!” twenty minutes

Dr. Arras stops the interruption and AG67

declares that time is running out.

Chair, Ms. Amt remarks: “Thank you very much, Dr. Anton, it was very nice of you to present the A 68
case!”

Head physician, Dr. Anton leaves the | “Can you please name the positive as well as the negative forms of End-of life care A 69

meeting, and chair, Dr. Arras moves behaviour towards the Dying?

over to the next topic. He explains that

more than three people working in the

hospital had turned to him to raise the

issue of end-of life care in the hospital.

He explains that he does not want to

ignore these questions raised by staff,

and asks:

First, the hospital director who is “A patient in bed was taken out of his room on the hall, and then a patient A70

present in the meeting informs about | died in this room. Then the patient who died was taken out of the room

one observation he has made: and the one in the hall could be taken back to the room.”

The director showed his surprise about

this strange behavior as he called it.

There is silence in the committee.

Head nurse, Ms. Ampel explains: “In such situations there is only one last resort, we have to put the dying | Dying patient in the A71
patient into the bathroom. This is what we very often have to do.” bathroom
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Sign
Head nurse, Mr. Assis proudly remarks: | “I am glad that we do not have such kind of situations on the intensive Nurse demanded room A72
care unit any more. When they re-constructed the unit, I had a hard time |for the Dying and for
to convince the planners that we do need a separate room for people who | relatives on the intensive
are dying and also a room for relatives. Finally, I had to tell them that I care unit
would leave the hospital if they wouldn’t do it (...) although I had just
been there from Berlin...then they did what we as nurses wanted. We are
really happy about it.”
Head nurse, Ms. Ampel reacts: “Yes, you can be really happy about it, but this is an exception.” A73
Minister, Ms. Acker interrupts: “Since we have such room problems, we have started to attend the dying | Spatial problem A 74
with the help of Dying Boxes! Dying boxes
The committee members look A week later I got to see A76
astonished when the name “Dying box” this “Ding box” in the
was dropped. The female minister, Ms. hospital. I met a minister
Acker realizes the astonishment and in the Lutheran hospital
raises her hand. and she took a little bible-
“A Dying Box is a box with a candle, a tablecloth and a prayer written on a |sized wooden box out of
Minister, Ms. Acker explains: piece of paper. This is what we can simply catch when somebody is dying, |the cupboard. She opened
and this is what we can do (...) at the least.” it. She took out a white
candle, a white tablecloth
and a little piece of paper
with a prayer written on
it. She told me that the
ministers of the hospital
had decided to have such
boxes. They would be
now on all wards of the
hospital to attend the
Dying.
Head nurse, Ms. Ampel points out: “We have the problem on our ward that we usually do not know who is Responsible physician for | A 77
the responsible physician for a patient who is dying in pain. Sometimes it |a patient in pain.
takes me for hours to find him!”
Minister, Mr. Apostel loudly suggests: | “We have a chapel! And we could put the people there when they have Using the chapel for A78
died. Then there is room where the relatives can say good-bye.” people who are dead
Minister, Mr. Arche corrects: “But this counts only for the ones who have already died, we are talking | Where to put the Dying A79

here about the once who are not dead yet, they are dying!”
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chair, Dr. Arras closes the meeting by

remarking:

Topics, Persons speaking Conversation Explication / Key-words | Reference
Sign
Minister, Ms. Acker remarks: “I think this is really a bizarre situation when dying people are pushed A 80
into the bathroom. Imagine you are a relative and then you are sitting in a
bathroom when your loved one is dying.”
Chair, Dr. Arras is watching the time. | “I think it is best to establish a working group that will tackle this issue Establishment of a A 81
He suggests: further.” Working group
Head nurse, Ms. Ampel explains “This has something to do with administration! And this has something to A 82
loudly: do with physician practitioners with hospital-cottage affiliation.”
The female nursing director has not “What can we (!) do and actually change in a working group when there | Ministers and nurses A 83
participated up to this point. She looks |are only nurses and ministers? Nurses cannot solve the problem!” cannot solve the problem
nervously and furiously. She raises the
question:
The hospital director; Mr. All furiously | “This a matter of diaconia!” Care for the Dying as a A 84
gets up and remarks: matter of diaconia
There is a short silence, then the “Time is running out, we have to postpone the issue to the next meeting!” A 85

Third Participant Observation, 10.10.2005, 14.00 h — 16.00h

Arrival

The prepared room for the meeting is closed. When the chair, Ms. Amt arrives, she does not have a key to open the room. Therefore she leads the already
arrived committee participants into a different room that is not prepared. Slowly the participants arrive and everybody greets each other. The Chair takes a
seat at the front of the table while the other participants take a seat along the table.

Introduction

The participants introduce themselves by telling their second names and places of work. The minute is approved and the agenda for the meeting is

introduced. The Chair, Ms. Amt explains that a physician will attend the meeting later in order to present a current ethical problem.

First topic: Reflection on a psycho-
oncology symposium in September

Chair, Ms. Amt comments:

in the future, an economic focus should be set (!). What is planned is a pub-
lication in the physicians’ magazine because a publication about our sympo-
sium can contribute to show to the public what we are doing here (...).

Showing the public

Topics, Persons speaking Conversation Explication / Key-words | Reference
Sign
“Good effects outside the hospital were perceived, and another point is that, | Economic focus A86
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Sign

She sharply continuous remarking: I would like to plan the next symposium within a small group (!), because A 87
I do not think that I am the only responsible person for the planning
procedures!”

Minister, Mr. Apostel questions: “Why did the press announce 300 visitors although actually only 85 Symposium and A 88
participated at the symposium?” participation

Ms. Amt: “This did not happen on purpose there (...). But there were quite a number | Contradiction: the A 89
of people there. number of people at the

symposium

Minister, Mr. Arche suggests: “I think, for the next symposium, we have to support the multi- Multiprofessional A90
professional aspect.”

Chair, Ms. Amt enthusiastically: “Yes, I agree!” A9l

Minister, Mr. Apostel: “But then we also have to make transparent who participates and who Participation, Selection, A92
does not participate in the symposium (..) there is always a selection Transparency
beforehand.”

Chair, Dr. Arras: “I think there are not only fashionable subjects that could be considered | Fashionable subject A93
for the next symposium.”

Ms. Amt, calmly in a convinced voice: | “We have to see (...) we have to see what the market tells!” What the market tells A 94

Then she moves on to the next topic.

Second topic: The “Ethics Day” in A95

November

The Chair, Ms. Amt declares that it is

going to be prepared.

No more comments.

Ms. Amt moves over to the next topic.

Third topic: Conflict Consultation Conflict discussions A 96

Chair, Ms. Amt resumes “I just can say that all conflict discussions went well”.

Minister, Mr. Apostel questions: “May [ ask who got consulted by whom about whar?” A97

Chair, Ms. Amt answers strictly: “No, this is exactly what is impossible!” A 98

Mr. Apostel explains: “I am not thinking about names, but just disciplines and the subject!” A99

Ms. Amt sums up: “The evaluation of the conflict consultation has shown the following Conflict, involvement A 100

problems: stress, mistakes, and the wish to be better involved in processes
of decision-making. Very often it was asked whether people do not speak
in one voice, for example, during a therapeutic process patients and
relatives get different information.”
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Physician, Dr. Amso: “The different professions need to talk more to each other, but there is no | Professions need to talk A 101
time! Sometimes you are losing the overview!” to each other

Ms. Amt points out: “What has also been pointed out as a wish are seminars on leadership. I A 102
think, this is a call for help (!) I am astonished that there are persons who
have not realised that motivation is a task of leadership!”

Chair, Dr. Arras: “Is there a possibility for supervision? Are there any opportunities?” Supervision A 103

Committee participants begin to talk

to each other and say that they do not

really know about anything. Dr. Arras

declares that this has to be cleared up at

a different time

Fourth topic: Working Group “Model” A 104

(Leitbild)

The physician, Dr. Ammen enters the

room. The topic is postponed.

Ad hoc topic: Concurrent Case “A female patient born 1928 had been treated at the Medical School, she | Medical diagnosis, A 105

Consultation

As announced in the beginning of the
meeting, the physician of gerontology,
Dr. Ammen, has interrupted the
meeting for a case presentation. He
reports:

had suffered from a de-compensated heart insufficiency, and the General
Practitioner had referred her to the hospital. It turned out that she had
had a heart infarct. She was referred to the hospital for rehabilitation. Her
physical capacity was limited, and she did not feel safe moving. Finally,
dementia understood in the widest sense was diagnosed. She was neither
orientated in time nor in space. She kept talking about her wish to go
home. Her brain waves showed an insufficient blood circulation. A form of
vascular dementia was identified. It was realized that her home was sealed.
Her neighbour had told that her flat had been absolutely run down. It had
been a long time since she had allowed somebody to enter her flat. There
had been the question whether she would still be contractually capable. In
the hospital, she was gradually arriving at a state being able to go home.
Bug, she was not aware of her problems, she kept asking: When am I
allowed to go home? Within the team it had been an unanswered question
that would clarify things about her condition. Today, this morning, the
ward informed me that she left the hospital on her own. Like every day
she was going to the kiosk, but then she did not return. She disappeared!
(-..) Looking out for her was in vain. What should I say? She is hard on
hearing, suffers from diabetes, and has a walker. (...)

medical language
The wish to go home
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I would like to ask the ethical question from my perspective at this point: A 105
How can patients with an advanced dementia get involved in the decision
making process? Her liability was limited, but she understood that her flat
needed to be cleaned up and that otherwise she must not go home.”
Chair, Ms. Amt: “Thank you for this report!” A 106
Ms. Amt invites the committee A 107
participants to ask questions.
Social worker, Ms. Antenne asks: “What forms of incapacitation are possible?” A 108
Dr. Ammen reacts: “You know, the diagnosis is very complex! The medical school had treated A 109
the heart disease, but her dementia had not been diagnosed!”
Social worker, Ms. Antenne continuous | “What about her relatives?” Relatives A 110
asking:
Dr. Ammen answers: “Looking out for her relatives was in vain. There was no concrete address | No concrete address of A 111
given by the patient.” relatives
Ms. Antenne then asks: “And her General Practitioner?” A 112
Dr. Ammen looks astonished. He “We did not get into contact with him.” Contact A 113
declares:
Chair, Dr. Arras wants to know: “What do you think is the real problem? What do you think does it tell | Meaning A 114
that she continuously articulates 7 want to go home? What is the symbolic
meaning?”
Minister, Mr. Apostel points out: “She had been probably stressed in the Medical School Hospital. Other hospital A 115
Minister, Ms. Acker agrees: “Yes, I think she could not cope with her situation there. Coping A 116
Dr. Ammen explains: “We are talking about a quiet woman who only reacts if you ask A quiet woman A 117
something. Other patients in her condition can turn aggressive!”
Minister, Mr. Arche asks: “Would it not have been necessary to engage a legal guardian earlier?” Legal guardian A 118
Social worker, Ms. Antenne questions: | “Is such a kind of patient not usually referred to short-term-care? Short term care A 119
Nurse, Ms. Ampel asks: “What about nursing? What about nursing concepts for dementia?” Role of nursing A 120
Dr. Ammen answers: “Nurses could not do much. They (dementia patients) can be so rotten Nurses could not do A 121
dement that you cannot reach them any more.” much
Dr. Arras nervously states: “The question what she really wants is unclear. This is unsatisfactory.” Not clear A 122
Dr. Ammen explains: “The working stress has grown so much that we cannot save time for such | Working stress as A 123

kind of questions!”

justification
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Chair, Ms. Amt concludes: “I think we have to thank you for bringing in this case! Thank you very A 124

much, Dr. Ammen!”

Dr. Ammen leaves the meeting and Ms.

Amt moves over to the next topic.

Fourth topic: Working Groups is A 125

continued

Chair, Ms. Amt presents the results of

each working group

Working Group “How we treat each “Rules on etiquette have been summed up and are going to be written Etiquette A 126

other” down in a flyer.”

Chair, Ms. Amt explains:

There is no comment by the

participants.

WorkingGroup Informed Consent “Since there haven’t been physicians showing up in the group, the work is A 127

Chair, Ms. Amt informs in a saucy declared to be senseless!”

manner:

There is no comment by the

participants.

Working Group Diaconia and “It turned out that this topic is hard to grapple, (...) the question remains: | Economics A 128

Economics How can we take these questions about diaconia into the institution?”

Chair, Ms. Amt explains:

Chair, Dr. Arras reacts promptly: “I think it should be made very concrere (..) and maybe we can refer to the |Care for the Dying A 129

point: How this institution cares for the Dying.”
No comment.
Working Group Care for the Dying “I have found out that there are procedural rules of how to care for the KTQ means: Coopera- A 130

Chair, Ms. Amt:

Dying that evolved with KTQ”

tion for Transparency and
Quality. Since 2005 hos-
pitals are legally obliged
to demonstrate an inter-
nal quality management
(§ 137 SGB V). Therefore
the market offers different
approaches and proce-
dures. Among these you
find KTQ as a voluntary
method for certification.
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It is the only certification | A 130
procedure that has been
developed by practitioners
to meet the special needs
of hospitals.
The participants react with confusion | “What kind of working-groups do exist in the hospital, and what has A 131
and chair, Dr. Arras raises the question: |already been developed with regard to the care for the Dying?”
Minister, Mr Apostel does not give an | “We have to find out what is missing in this house! So, the plan should be A 132
answer, but explains: first to see what we have and what is missing, and then, of course, see that
the initiatives are really put into action.”
Minister, Mrs Acker points out: What really counts is whatever we work on with regard to care for the A 133

The Chair, Dr. Arras, closes the
meeting by declaring that it needs to be
clarified what the situation actually is.
This should be found out until the next
meeting.

Dying, it really has to be implemented, otherwise, no one will attend the
group any longer!”




(454

Fourth Participant Observation, 19.01.2006, 12.00 h — 14.45 b

Arrival
The meeting takes place in a room of the Center for Further Education at the Lutheran hospital. When I come in the chairs, Ms. Amt and Dr. Arras have
already been in and drink coffee. Other participants arrive continuously, but racher late. Physicians are absent in the meeting.

Introduction
Ms. Amt welcomes the participants and asks the participants to introduce themselves. After some rather formal corrections, the minute is approved. Ms. Amt
explains that she has left the hospital for another job.

Topics, Persons speaking Conversation Explication / Key-words | Reference
Sign
Nevertheless, she declares: “We, Dr. Arras and me are going to continue being chairs, but since we Inclusion of doctors and A 134

are both persons coming from outside the hospital, we have decided to take | nurses
someone into the chairing position who is working inside the hospital.
We would really like to have someone with a nursing and someone with
a medical background (...). We have already thought about someone, but
Disturbance: a mobile phone rings, and | first I think you should apply for this position which means: you should
the nurse, Mr. Assis leaves the room. approach us in case you are interested.”

Chair, Dr. Arras supports Ms. Amt: “Internals are indispensable (...) you can see that in other hospital Leadership in a team A 135
committees too. The people working inside the hospital are the ones who
know when talking to a special person is crucial (...). Four Chairs, this is a
number that meets our original idea of having a leadership team.”

Chair, Ms. Amt explains: “Every working-work should work autonomously and should have a A 136
spokesperson (...) I will ask only people to be a spokesperson who have
always been actively participating in the working groups!”
The head of the hospital, Mr. All, enters A 137
the meeting and seats himself as close as
possible to the chairpersons.

Dr. Arras leads over to the first topic of | “Living Wills are an obligation! The hospitals have to see how they are Living Wills as an A 138
the agenda: going to handle this in the future!” obligation
First topic: Results of the Working
Group Living Wills

Dr. Arras announces:

He hands out a draft for decision on A 138
how to handle Living Wills in the
Lutheran hospital.
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Topics, Persons speaking Conversation Explication / Key-words | Reference
Sign
Ms. Amt declares: “But, Living Wills do not always fit (...)". Conflict between A 139
chairpersons

'The laboratory specialist, “I have listened to a discussion on Living Wills in the church (..) and there A 140

Ms. Albor remarks: was a physician who did 7ot uphold to a Living Will.”

Dr. Arras exclaims loudly: “Who offends against professional standards will have to face Authoritarian style A 141

No comments. consequences!”

Dr. Arras reads out the draft for “The Christian form of Living Wills is rather short and in general the To trust physicians A 142

decision and comments on some points. | physician is trusted here. The Bavarian one shows much more detail. The

While handing out the Bavarian form | patient has to answer much more questions.”

of a Living Will, he explains:

The head of the hospital, Mr. All “The Bavarian one costs (!) three Euro and ninety Cents whereas the Costs A 143

proudly comments: Christian one costs nothing! In our house it will be a donation!”

Disturbance: the minister, Mr. Affer,

who is in charge of public relations,

enters the room and takes a seat beside

Mr. All.

Chair, Dr. Arras remarks: “It is very important who asks for a Living Will. If the physician asks the |It matters who asks for a A 144
patient for his Living Will (...) oh, oh, oh!” Living Will

Chair, Mrs Amt: “There are different ways of handling Living Wills in this house. I Standard of handling A 145
would like to ask you, Ms. Aqual (quality management), in what way a Living Wills
standardisation of handling Living Wills would be possible?”

Before Ms. Aqual can react, the “A standardisation will certainly 7oz do justice to the Elderly Home!” Conflict: Elderly Home A 146

nurse, representative of the Elderly

Department, Ms. Alt remarks:

Chair, Ms. Amt comments sharply: “Whether there should be a different arrangement for the Elderly Home, | Conflict: Elderly Home A 147
one will see. It is nothing what we can decide now.”

Chair, Dr. Arras remarks in an ironic “It seems to be good to ask whether someone has a Living Will at the time A 148

way:

of admission.”
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Topics, Persons speaking Conversation Explication / Key-words | Reference
Sign
Nurse, Ms. Ampel asks: “Are you talking about the administrative kind of admission?” Besides the administrative| A 149
admission of patients
there is also a nursing
admission. Nurses usually
ask the patient about their
habits (drinking, eating,
sleeping etc.) and listen to
their story
Administration, Ms. Atter remarks in | “We usually collect everything, even what kind of gravestone somebody A 150
an ironic way: wants.”
Minister, Mr. Apostel asks: “I would like to have more information about a durable power of Durable power of A 151
Disturbance: Mr. All’s mobile phone attorney?” attorney
rings. He leaves the room while the
nurse, Mr. Assis (15 minutes after being
called) enters the room again.
Nurse, Ms. Ampel comes up with an | “Maybe we could have a telephone list with people who can do ethics Managing ethics A152
idea. She says: consultations.” consultation
Dr. Arras responds: “Yes, at the reception someone could keep the list. Control of Working A 153
Chair, Ms. Amt summarizes the names groups
of the persons who have participated
actively in the working groups and she
also tells the names of persons who were
rather passive or haven't even shown up.
All of a sudden, without relating to “I want to thank you all for having participated at the last hospital Hospital Holding A 154
anything specifically, the hospital Holding Conference!” Conference
director, Mr. All remarks:
Representative of the Elderly “Are we (the Elderly Home) represented in the Holding?” Exclusion of the Elderly A 155
Department, Ms. Alt remarks: Home
No reaction.
Dr. Arras tells that the would like to “Do you agree bringing the draft on Living Wills forward for decision to | Decision to put into A 156

finish the topic on Living Wills. He
asks:

Everybody agrees by lifting his or her
hand.

the hospital’s central conference?”

action
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Topics, Persons speaking Conversation Explication / Key-words | Reference
Sign
Working Group “How we treat each There was another A 157
other” »Knigge® edited before.
The nurse, Ms. Ampel informs that
the behavioural rules (Hausknigge)
on how to handle mistakes have been
composed and could be seen as a draft
for decision.
Chair, Ms. Amt explains: “T know there has been a sharp critique in the hospital that everybody Glossy brochure A 158
should save money and then there is a glossy brochure on behavioural
No comment. rules! Therefore we have decided to publish the second one in a simple
edition.”
Disturbance: The hospital director, Mr.
All comes back.
Chair, Ms. Amt explains that nurse, Ms. Aqual who sits next A 159
Ms. Ampel had formulated some to me quietly remarks:
communication rules. “The question whether
communication takes
place at all.”
Working Group Informed Consent “The working group Informed Consent has never really held a meeting, Repetition A 160
Chair, Ms. Amt informs: and there is no real sense in establishing a group without a physician as
Ms. Ampel had once pointed out.”
Minister, Mr. Apostel exclaims: “But it (Informed Consent) actually is an important concern!” Conflict: what is A 161
important
Hospital director, Mr. All intervenes: | “That is something what really can help to build up your profile! Thisis  |Profile, being effective, A 162
something for a good reputation outside the hospital! This is effectual!” reputation
Chair, Dr. Arras suggests: “I think we shouldn’t delete the topic, we should put it on a waiting list.” | Toping put on the A 163
waiting list
Minister, Ms. Acker is alarmed: “The physicians know about it, but they cannot do it (Informed Consent). | Not capable of doing it A 164
As far as my perception is concerned, exactly those who think they are
capable to do it don’t do it right. If we are not going to do anything
about it, then we are going to carry the problem with us till 2009! We
as ministers are very close to the consequences, depending on how the
Informed Consent has taken place.”
Nurse, Ms. Ampel repeats her “But, the cart horse can only be a physician, what sense does it make A 165

argument:

otherwise?”
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Topics, Persons speaking Conversation Explication / Key-words | Reference
Sign

Chair, Ms. Amt points out an idea: “Physician, Dr. Angel is a person one can turn to. Who would ask him to A 166
join the group?”

Chair, Dr. Arras points out his idea: “One should find access to physicians’ conferences!” A 167

Hospital director, Mr. All: “Sometimes I am sending letters to the head physicians, because we area | Showing A 168
house of diaconia and we need something to hang in our windows.”

The participants look quite irritated. A 169

After a minute of silence, chair, Ms.

Amt moves over to:

Working Group Diaconia and “The topic is difficult to grapple. We do not really move forward.  have | Reference to research A 170

Economics the idea that we can first of all profit from the research project undertaken | project

Chair, Ms. Amt reads out the members |by the University of Bayreuth.”

of the working group. She explains as

she did in the meeting before:

Disturbance: Hospital director, Mr. All

gets a phone call and stays in the room

while talking on the phone.

Representative of the Elderly Home, “I am a bit angry that not our own issues are tackled. We ourselves have Conflict: demand for A 171

Ms. Alt explodes: problems to solve (...) diaconia and economy, that can have a broad picking up something
understanding (...) we have to pick up something concrete!” concrete

Chair, Ms. Amt reacts to this concern | “I would like to take up that Ms. Alt is going to make a list that tells who A 172

by saying: has something to report.”

Disturbance: Nurse, Mr. Assis is called

again. He leaves the room.

Hospital director, Mr. All remarks: “Change is the catchword! What once had been green has now turned into | Change in terms of effects| A 173
red so that everyone can see it!”

Laboratory specialist, Ms. Albor tells: | “I would like to report about the Mafia. It is about a discharge last A 174

weekend. The patient can no longer get his medication at the pharmacy
and therefore gets it from the hospital to take home. Nurses feel being in a
quandary: On the hand it costs the house a lot of money, but on the other
hand, physicians order it!”
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Topics, Persons speaking Conversation Explication / Key-words | Reference
Sign
Chair, Dr. Arras: “I do not want to go into this point here (in an ethics forum). The right Ideas- and Complaining A 175
address is the Ideas- and Complaining Management Department.” Management is a separate
Ms. Al leaves the room. sub-department of
Management that deals
with complaints and ideas
how to avoid further
complaints
Ms. Albor reacts angrily: “But it has not yet been solved at all!” Conflict not solved A 176
Chair, Ms. Amt: “We will have to see how we can tackle the problem.” A 177
Chair, Dr. Arras: “This is not an ethical problem!” Not an ethical problem A 178
Chair, Ms. Amt: “I do not agree, I think yes (it is an ethical problem).” What is an ethical A 179
problem?
Quality Management Department “Maybe we have to take this point into the Quality Management Quality Management as A 180
Representative, Ms. Aqual asks: Department? It would fit into category one: Patient Orientation. an answer
Chair, Ms. Amt points out: “I think a cooperation with the family doctor is quite difficult at the A 181
moment.”
Minister, Mr. Apostel very angrily: “Diaconia and economics have to be taken out! What kind of identity do | Identity A 182
we have here?”
Ms. Amt explains: “I think, Mr. Affer who is responsible for publicity should adopt the Trade mark A 183
problem. It is an important question how we present ourselves in public
(...) forms a trademark.”
Disturbances: Ms. Alt leaves the room to A 184
say good-bye; Mr. Assis leaves the room
because he got another phone call.
Working Group Model (Leitbild) A 185
Ms. Amt reports that the working
group has been working very long to
revise the model. The new one has
now been put forward to the Board of
Directors.
Minister, Mr. Apostel remarks: “What about the implementation? This is what really counts!” Implementation into A 186
practice
Chair, Ms. Amt instructs: “I think, time is running, we have to move over to the next topic.” Time A 187
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Topics, Persons speaking Conversation Explication / Key-words | Reference
Sign
Working Group: Care for the Dying | “There is a working group that is constituted by the hospital matron, the |An “old” Working group | A 188
Chair, Ms. Amt: nursing director and pastoral care. This old working group could work in | Care for the Dying
Disturbance: Nurse, Mr. Assis comes the future within the framework of our Dialogue Ethics Forum.”
back.
Minister, Ms. Acker: “I would really agree on constituting a working group here. But, I know Guidelines on how to A 189
that the matron’s group is sceptical. They have developed guidelines for care for the Dying
nurses on how to care for the Dying.
Chair, Dr. Arras: “However, I am missing an integrated concept. The current situation A 190
seems to demand a working group that will find out what is actually
needed. First of all, the whole picture should be looked at.”
Nurse, Ms. Ampel: “I would like to come back to the guidelines being developed for nursing. | Conflict: Guidelines A 191
Putting the guidelines into the intranet does not tell anything about how | put into the intranet
they are really put into practice.” versus putting them into
practice
Nurse, Ms. Assis: “I think it has to be considered that the guidelines were developed close to A 192
the certification of the hospital. I was allowed to read it because it stood
in the intranet. I think it is very well done. Now we have to plan the
realization.”
Chair, Dr. Arras: “Now, please, very concrete, I argue for the establishment of a working A 193
group!”
Minister, Ms. Acker: “The nurse, Ms. Allau, who has been in some ways involved in the Ms. Allau is the nursing A 194
Disturbance: Nurse, Mr. Assis is called | (matron’s) working group will probably agree that the guidelines should be | director of the hospital
again and stays in the room while realized!”
talking on the phone.
Chair, Dr. Arras asks pragmatically: “Who can imagine leading the group, and who else would like to A 195
participate?”
Minister, Ms. Acker reacts promptly: | “I would like to do it.” A 196
Nurse, Ms. Ampel hesitates: “I would like to participate, but prefer to wait since Ms. Asche would Ms. Asche is a A 197

probably like to participate.”

Nursing Manager
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Topics, Persons speaking Conversation Explication / Key-words | Reference
Sign

Minister, Ms. Acker remarks: “I am thinking from a strategic perspective who is best to address whom?” | Care for the Dying by A 198

Quality Management

The chairpersons, Ms. Amt and Dr.

Arras turn to Ms. Aqual, the quality

manager. They try to persuade her to

participate in the working group on

care for the Dying.

Chair, Dr. Arras remarks: “There are a lot of credit points, Ms. Aqual, you can get!” Credit points A 199

Then, the chairs look at their watch and

decide to finish the topic. Ms. Aqual

has not agreed to participate in the

working group. Ms. Acker gives her a

sign that tells that they should talk after

the meeting.

Second topic: Day of the Self-helping | “For the next Ethics Day a long table of self helping-groups is planned. I Image of the house A 200

Group in the Region of Hanover think this is good for the image of the house!”

Chair, Ms. Amt explains:

No reactions.

Third topic: Further Education to “But nobody really knows about these Ethics Consultants in the house Ecthics folder A 201

become an Ethics Consultant (hospital). This got clear at the last Echics Day. Dr. Arras and me have

Ms. Amt states that some people in the |now thought about the idea, that the ones who have undergone the

hospital would have enjoyed a Further | ethics training should meet and think about how they can apply their

Education in Ethics Consultation. competences (...). What we also have to think about is, whether we should

She remarks: put an ethics folders on the different wards. We (her and Dr. Arras) are

informed that something like this is practiced in Mannheim. We have to
see what the hospital can do here.”

The hospital director, Mr. All hands out | “I think it is important to participate here this year. The hospital Rooras | Hospital Root and A 202

programmes for a Further Education | well as the hospital Lamp will participate. You have to be like a snake!” hospital Lamp are

Progam in Ethics, and comments: afhiliated hospitals

No comments.
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dementia lady, whether they know
anything about her current situation.
Chair, Ms. Amt informs with
resistance:

hospital. Soon after she died.”

observation

Topics, Persons speaking Conversation Explication / Key-words | Reference
Sign

Chair, Ms. Amt closes the meeting “That was quite a long meeting today!” A 203

and thanks everybody for coming. She

remarks:

Chair, Dr. Arras announces that the

next meeting has to be dated, and the

24" of April is set.

I ask what happened to the old “As a surprise, she was found at home, and then she was taken back to the |See third participant A 204

Fifth Participant Observation, 24. 04. 2006, 14.00 h — 16.00 h

Arrival

When I arrived, there were two persons sitting and waiting who had never been in the meetings before: Mr. Ass, Mr. All’s (head of the hospital) assistant and
Ms. Arik, head of the Midwifery department. Then the chairs arrived and other familiar participants arrive.

Introduction

Chair, Ms. Amt and Dr. Arras welcome everybody and Ms. Amt explains that the new co-chairs, Ms. Ampel (nurse) and Dr. Arm (senior physician) will
introduce themselves as soon as Dr. Arm would arrive.

concept that is based on a voluntary participation!”

motivation

Topics, Persons speaking Conversation Explication / Key-words | Reference
Sign

First topic: Draft for Decision on “The draft for decision cannot be approved in this form since it is not Realising the handling of | A 205
Living Wills concrete enough. The realization is not clear. The paper describes the Living Wills in practice
The hospital director’s assistant, Mr. Ass | structure, but the realization in the hospital is missing. The procedure is
remarks: unclear. I suggest to put this paper forward to the Board of Directors as a | Participation

piece of information (...) and in a second step, I suggest to put forward a

paper that describes how to realize it. I also think that somebody should

participate from the reception.”
Chair, Ms. Amt angily: “I don’t think it is my task to ask somebody to participate (...) we havea | Voluntary participation, A 206
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Topics, Persons speaking Conversation Explication / Key-words | Reference
Sign
Mr. Ass remarks in a calm, but “I think this should work by informal contacts.” Informal contacts A 207
noticeable voice:
Minister, Ms. Arbet remarks: “We should not forget the Elderly Home when we talk about concepts of | Not forgetting the Elderly | A 208
Living Wills.” Home
Dr. Arm enters the room. He is very A 209
short of breath and takes off his
pullover. Chair, Ms. Amt invites him
to sit down at the head of the table near
Dr. Arras.
The new co-chairs, Ms. Ampel,
the nurse, and Mr. Arm, the senior “I have an interest in multi-professional working, and of course, I am Nursing perspective
physician introduce themselves: happy to represent the nursing profession.”
Nurse, Ms. Ampel:
Physician, Dr. Arm: “The head of the hospital asked me for the leading position and I like to do | Medical perspective A 210
it because I want to bring in the medical perspective. I have been working
in this house since 1996. Ethical questions are important (...) and I think
they are arising in the field I am working in.”
Chair, Ms. Amt remarks that only a few Interest in participation as| A 211
persons had an interest to participate as co-chairs
co-chairs in the committee.
Second topic: Moderation Training for | “There should be people from other departments who would like to A 212
Ethics Consultations participate. Is anybody interested?”
Chair, Ms. Amt informs that five
persons underwent moderation
training.
She declares:
Physician, Mr. Arm: “I think I can find somebody, I will ask people where I am working. I am | Asking for participation A 213

sure there is somebody among them who has an interest, especially among
the nurses.”
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Sign
Third topic: Reports of the Working A 214
groups, Working Group “How we treat
each other”
Nurse, Ms. Ampel hands out copies
of the new etiquette brochure,
called: “Everybody makes mistakes
sometimes”. The corrections that have
already been handwritten on the copies
are discussed.
Head of the Midwifery, Ms. Arik: “I am sorry that I have to say this, but I want to be honest. The last time | Etiquette brochure A 215
we got an etiquette brochure in our department, we had to laugh and threw
it into the waste paper basket. I do not really know what the sense is.
Honestly, I cannot see what’s that for!”
Nurse, Ms. Ampel: “The working group knows that this cannot change behaviour, but that it A 216
might help to reflect how people treat each other.”
Head of Midwifery, Ms. Arik, “I cannot see any sense compared to the expense! I don’t know what to do A 217
impatiently: with it (...) and I can guarantee (!) that a lot of people in the house do not
know what to do about it. What it does (..) is producing cynism!”
Chair, Ms. Amt is annoyed and “Finding the right tune has never been trained on the Top Management | Communication: A 218
interrupts Ms. Arik by telling her that |level, and this is exactly what has to be learnt. What I suggest is to invite | Training for Top
physician Dr. Amso has been raising his | external moderators who oblige everybody to be trained from top-down.” |Managers
hand.
Physician, Dr. Amso:
Physician, Dr. Arm informs: “You know, Management of Errors is a young discipline and taken from the | Management of Errors A 219
Flight Service Area.”
The chair, Dr. Arras raises the attention | “Is that what is written here combined with leadership rules?” Lack of clarity A 220
back to the brochure and remarks that
the consequences are not clear.
Chair, Dr. Arras asks:
Nurse, Ms. Ampel answers: “No.” A 221
Chair, Ms. Amt tells: “I have heard that the university of Rostock has also worked on an Etiquette A222

etiquette brochure, and I feel proud that we also had this idea!”

Reference to the
University of Rostock
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Sign
Minister, Mr. Apostel recalls: “I remember a former seminar when we learnt that Zrust Building is Trust building A 223
more important than looking out for someone to blame. The people who
attended the seminar were very high in number and I think it showed the
urgency to have the topic on the agenda.”
Head of Midwifery, Ms. Arik: “In the obstetric department it is all about hushing up mistakes, I can tell | Mistakes A 224
you (..) and there do happen a lot of mistakes that should not happen (...)
and when a piece of paper like this is lying on the table, (...) this produces
nothing but cynism.
Chair, Ms. Amt asks nervously: “What is so bad about cynism?” Cynism A 225
Minister, Mr. Apostel answers directly: | “That the willingness for change is lost!” Willingness for change A 226
Head of Midwifery, Ms. Arik: “There is going to be a resignation that rises with each procedure, that is to | Resignation A 227
say: the moral pressure is pushed up!”
Quality Management Representative, | “I think that the Management of Mistakes should be embedded in the Management of Mistakes, | A 228
Ms. Aqual: Risk Management.” Risk Management
Physician, Dr. Amso comes back to the | “If the ones of the Top Management never say that they have made a Top Management A 229
statement given by Ms. Arik. mistake (...), that they are sorry, then we are making a fool of us (...).
He declares energetically: I remember the example with the money given for Christmas (...) if
someone would just have said (...), we have made a mistake, we are sorry,
then it would have been half as terrible for the employees (...).
Minister, Mr. Apostel comments: “I can only agree (...) | suggest postponing the topic on etiquette”. A 230
Chair, Dr. Arras: “Maybe we should discuss this topic after the Ethics Day on the A 231
Management of Mistakes. That might be a good idea.”
Minister, Mr. Apostel: “I think Management of Mistakes is a very hot issue, and I think there Educational Training for A 232
should be an Educational Training for physicians and nurses separately.” | physicians and nurses
separately
Ms. Amt: “Since the establishment of the Ethics Forum it has been clear that also a | Coaching the Board of A 233
coaching for the Board of Directors is necessary.” Directors
Working Group Care for the Dying “The working group Care for the Dying has thought about taking stock in A 234

Nurse, Ms. Ampel reports:

She introduces the questions for
planned interviews, and the people
participating in the meeting are
astonished how far the group Care for
the Dying has moved forward.

the different departments and wards.”
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Head of the Midwifery, Ms. Arik: “I hope the working group will consider that the Dying of an old person is | Dying differently A 235
very different from the Dying of 2 Newborn.”
Physician, Dr. Amso asks: “Has the cultural dimension been considered? (...) Maybe, this goes Dying in a hospital A 236
beyond the scope of questions to discuss, but I wonder what kind of
chances a hospital nowadays really has (...). Are there really rooms for the
Dying? (...) We had the case of a cancer patient who was expected to live
only for three days ... then the insurance company told us that she should
go home!”
Chair, Dr. Arras remarks: “It is important to establish contacts to Hospices and other Services for the | Money A 237
Dying. The question is: What can be done without needing much money.”
Working Group Model (Leitbild) “Has the Board of Directors agreed on the Model?” A 238
Minister, Mr. Apostesl asks:
Chair, Dr. Arras answers: We have not heard anything from the Board of Directors yet? A 239
Minister, Mr. Apostel remarks: “I think I am not going to ask any more, I am tired of repeating (...). I A 240
have the choice between an increasing resignation and a calm chaos. I have
chosen the second one, that is to say, | behave as if the model would have
been agreed on (..) and just wait.”
Chair, Dr. Arras reacts: “I think you could write a letter to the Board of Directorship and ask Conflict: who has to fulfil| A 241
whether the they have agreed on the model.” the task
Minister Mr. Apostel looks quite
astonished and it seems that he cannot
find words to oppose.
Nurse, Mr. Assis comments: “The chairpersons (!) of the Ethics Dialogue writes this letter! That is your |Responsibility A 242
task to do!”
Chair, Dr. Arras agrees hesitantly: “Yes, okay, we could do it.” A 243
Fourth topic: Symposiums “For reasons of a lack of time, the meeting is closed now.” A 244

Chair, Ms. Amt tells the date when
the oncology symposium will take
place and asks people in the forum for
organizational support.

Ms. Amt explains:
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4.2 Hospital Bach

First Participant Observation, 27.01.2005, 15.00 h — 16.30 h

Arrival

Looking out for the room in which the Ethics Committee meeting takes place I had to look for the palliative care academy that is situated within the
Catholic hospital. You can find your way by walking though different halls and wards. They turn from old ones to new ones, that is to say, half of the
hospital has been renovated within the last years and got a new design while the other part is old and waits to get renovated. Then, reaching the palliative
care unit, as well as the palliative care academy you can only find rooms, which are bright and cheerfully equipped, designed according to the latest standards

of comfort.

Everybody appears nearly at the same time for the Ethics Committee meeting, greets each other and takes a seat at the long table. The chairperson, a senior
physician of palliative care does not sit at the head of the table, but just in between the other participants. The head physician, Dr. Busik is fifteen minutes

late.

Introduction

The Chair, Dr. Boha, greets the participants

Topics, Persons speaking Conversation Explication / Key-words | Reference
Sign
Chair, Dr. Boha opens the forum by “First, I would like to have a look back. I am wondering: How did you like | Prof. Dr. Biggerest is B1
saying: the talk given by Prof. Biggerest?” a professor of Medical
Ethics and was invited
to talk about Clinical
Ethics Committees in the
Catholic hospital a couple
of weeks ago.
Nurse, Co-chair, Ms. Bunt: “To tell the truch, all what he said has already disappeared.” Criticising the ethics B2
expert
Nurse, Ms. Beck: “I think as an introduction it was okay.” B3
Physician, Dr. Beine: “Was there really anything new that we did not know before?” B4
Nurse, Ms. Bal: “For me it wasn’t too bad to get an overall orientation” B5
Physician, Dr. Beine: “I have to say that I found it kind of strange that we had to wait for him, B6
and when he came, then, told us that he would not have much time.”
Chair, Dr. Boha: “Well, I have to agree, I really expected more (...) considering how much B7
money he got (...).
Head physician, Dr. Busik: “I think there wasn’t any substance (...) I found it rather pale.” B8
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Sign
The Chair, Dr. Boha introduces B9
the researcher, Ms. Kohlen, and
invites her to talk about her research
project. When Ms. Kohlen finishes
the description of her project, the
participants ask some formal questions
and articulate their interest.
First topic: Are we prepared to offer “An important question we have to clarify is whether we should already B 10
consultations? offer ethics consultations on the wards.” Offering ethics
Chair, Dr. Boha remarks: consultation
Physician, Dr. Busik reacts: “I think yes, but we shouldn’t have high expectations.” Expectations B 11
Nursing director, Ms. Beck “What do we have to do in order to feel capable of doing it?” Capabilities B 12
pragmatically:
Co-chair, Ms. Bunt suggests: “We could prepare ourselves doing some studies on things that can Preparation by homework | B 13
improve our competencies, such as rules for communication skills. And I
think that everybody could prepare something.”
Physican, Dr. Busik reacts “I think that is a good idea! What I could do is preparing a paper on how | Moderation B 14
enthusiastically: to do moderations well. I could look up what kind of rules are useful.”
Co-chair, Ms. Bunt offers her work. “(...) I would try to develop a draft of criteria along which we could Ciriteria for consultations B 15
Chair, Dr. Boha thanks Dr. Busik and | document the consultations.”
Co-chair, Ms. Bunt for their homework
the want to do. He offers:
Second topic: Sharing observations “I have observed that nurses have problems with stopping treatment and | Stopping treatment B 16
Chair, Dr. Boha explains: physicians don’t. Prof. Biggerest has told that nurses are the ones who
consult the committee, which he sees as a sign that nurses are more likely
to see problems than physicians do. Medicine does not seem to have any
problems!”
Nursing director, Ms. Beck remarks: “In our house there is a lot of potential for conflicts that we have to face!” | Conflict (expressed) B 17
Head physician, Dr. Busik reacts: “It can’t be that difficult!” B 18
Nursing director, Ms. Beck explains: “But we should not make things too easy. We have to take care of the B 19

fights around the issue of competencies, and unveil the problem in its
concreteness.”
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Topics, Persons speaking Conversation Explication / Key-words | Reference
Sign
Chair, Dr. Boha, smilingly comments: | “Yes, I think this is right. This reminds me on a dialogue that taught Being allowed to die B 20
me a lesson about the different perceptions of medicine and nursing.
A physician asked the nursing team why the patient had died. A nurse
reacted with a question, asking: I don’t understand, was he not allowed to
die? I chink we should search for more of these examples and take them to
the committee”
Minister, Co-chair, Mr. Balter “Will there be an obligation to report ethical problems in the future? And | Obligation to report B 21
comments: [ also want to say, that I do not want to do ethics consultations yet (...) ethical problems?
since I do not know what we are allowed to divulge.”
Chair, Dr. Boha suggests: “I could try to develop a form that is helpful for requesting consultations. I B 22
will bring along a draft to the next committee meeting.”
Dr. Boha moves over to the next topic.
Third topic: A Working Group on “The intensive care nurse, Mr. Buth has told about his interest to organize |Mr. Buth is head nurse B23
Withholding and Withdrawing a working group on the issue of withholding and withdrawing treatment. I | of the intensive care unit,
treatment? am not sure whether that is possibly too early.” internal medicine
Chair, Dr. Boha informs:
Nursing director, Ms. Beck: “I agree, I do not consider this to be a good idea at the moment.” B 24
Chair, Dr. Boha: “Maybe we can first ask Mr. Buth to describe the situation of the conflict. | Conflict (expressed) B 25
Then he might present it in the committee.”
No comment, rather a quiet agreement.
Discussion of other topics Transparency of the B 26

Chair, Dr. Boha declares that the
group will have to think about the
development of a flyer that tells how the
committee works.

Everybody agrees.

Dr. Boha sums up the homework for
the next meeting.

“With regard to making our work transparent in the hospital, we need to
communicate the existence of the committee, for example, to the heads
of the wards. Some of the committee participants should attend ward
meetings and then talk about the committee work.”

committee for hospital
personnel
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Informal talks begin while Dr. Boha
thanks the people for coming, and
closes the meeting. The talks are
continued on the floor before the people
leave the palliative care academy to go
either back to work or home.

that is not too bureaucratic, doing it with a cup of tea (..).

Topics, Persons speaking Conversation Explication / Key-words | Reference
Sign
Head physician, Dr. Busik remarks: “What I would really like to see is a kind of talk about ethics in this house | How to talk about ethics B 27

Second Participant Observation, 24.02.2005, 15.00h — 16.30h

Arrival

The meeting takes place in a room of the palliative care academy. One after another committee member arrives on time and takes a seat. Only the head
m g P thep y: y
physician, Dr. Busik comes fifteen minutes late.

Introduction

The chair, Dr. Boha welcomes the committee participants and reports about what has happened since the last meeting,.

Topics, Persons speaking

Conversation

Explication / Key-words

Reference
Sign

Chair, Dr. Boha informs:

“We are going to prepare an ezhics folder that should be on every ward

in the near future. So, if you have anything that should be in this folder,
please let me know (...). The second thing I have to tell is, that the Acute
Ambulatory Care nurse, Ms. Bock, has told me that she does no longer
want to participate in the committee. She told me that she has personal
reasons to leave. I have tried to find out whether there is any chance to
make her stay, but she was absolutely convinced to leave the committee.

Has she talked to you, Ms. Beck?”

Ethics folder
Ms. Bock has left

B 28

Nursing director, Ms. Beck remarks:

The nurses agree.

“No, she has not talked to me yet. But I think I would like to arrange a
talk with her (...). Nevertheless, we need a new participant then. I think
that it is very important to have somebody who is a representative of Acute
Ambulatory Care.”

New participant for Mr.
Bock necessary

B 29
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Topics, Persons speaking Conversation Explication / Key-words | Reference
Sign
First topic: Preparation for Ethics case Homework done B 30
consultations (homework)
As decided in the last committee
meeting, the head physician
(neurologist), Dr. Busik has prepared
a paper on communication rules;
co-chair, (head nurse, palliative care),
Ms. Bunt created a form to document
the consultation; and chair (senior
physician, palliative care), Dr. Boha
brought in a form that could be used
for requesting a consultation. They
brought copies for the committee
participants.
Head physician, Dr. Busik recalls: “I remember we had the question: What does everybody expect of himself | Expectation B 31
when doing an ethics consultation. I think, if we demand less of ourselves,
we can be successful.”
Nursing director Ms. Beck remarks: “It is probably often the case that people just want to uncork first.” B 32
Head physician, Dr. Busik: “I think we should start with Retrospective Case Consultations and not | Retrospective case B 33
with concurrent ones. “ consultation
Nursing director, Ms. Beck: “There are continuously ethical conflicts taken over to me, and I would Conflict B 34
actually like to use this form right away.”
All the other committee participants This is a communal
are hesitating and finally decide that it decision arising after
would be better to “ ... use the form informal talk during the
when the committee feels prepared.” committee meeting.
Nursing director, Ms. Beck all of a “There were nurses coming to me and told me about the situation that Giving in B 35
sudden reports about a concurrent case: |someone had declared a patient to be without perceptions, and as a
consequence, the male patient was put into a room together with a female
patient, and there was no partition (...).”
Ms. Beck then interrupts her own talk: | “Altogether, these kind of cases are not that complicated I realize (...), I
think I can work on them in the position of a nursing director.”
Chair, Dr. Boha: “We might speed up with the ethics folder (...) this might help apart from | Ethics folder B 36

the ethics case consultations.”
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Topics, Persons speaking Conversation Explication / Key-words | Reference
Sign

Co-chair, Ms. Bunt hands out the draft | “I think this is really good, and very detailed!” Documentation of case B 37

for documenting the case consultation. consultation

The committee participants read the

copies.

Physician, Dr. Busik comments first:

Chair, Dr. Boha points out: “Yes, I agree, but it demands much effort!” B 38
Co-chair, Ms. Bunt defends her work: | “It is only a draft, and I tried to integrate the biographical aspects. We The patient’s story B 39
cannot ignore the patient’s story (...) I really think we should start out

No more comments or discussions. with a complex one, and talk about reductions later.”
Draft Paper on Communication Rules | “I think what is really important is that the physician should not have the |Physician’s authority B 40
Before introducing his draft, head impression that someone meddles in his affairs. Ethics consultation carries
physician of neurology, Dr. Busik explosiveness with regard to the self-image of physicians (...). Writing this
releases a concern: paper was really difficult (...) I can tell you.”
Not waiting for any comment, he asks: | “I need your help with regard to the following statement (...) this was
really difficult (...), yes, but it is only a draft, and I am looking forward to
When the phrase is discussed, Dr. your comments and corrections, phrasing is quite difficult (...).
Busik tells that physicians might feel
pressed during a conversation, and thus
could end the consultation by saying
“leave me alone, I will do anyway what
I want and think is right.”
Then he reads his hand-written “Violations of the integrity of the persons involved in the conversation,
statement: are not tolerated and in case of a repetition the consultation can be broken
up.,’
The discussion goes on by trying to
rephrase Dr. Busik’s statement.
Chair, Dr. Boha remarks after a while: | “Since time is running out, I think we should postpone our retrospective B 41

He thanks for attending and closes the
meeting.

case discussion.”
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Informal talks after the meeting

The minister, Mr. Biihler talks to Dr.
Boha about a conflict that was reported
to him: a head physician had ordered a
therapy and now the senior physician
and the team are the ones who have

to carry it out. Meanwhile, the head
physician went on vacation.

He remarks:

The committee nurses talk about a case
that was told by a nurse: A patient has
gotten a tube to be fed. The physician
inserted the tube forcefully although
the nurse did not agree with tube
feeding. But now, as a consequence,
... the nurse is trapped, because she is

the one who has to serve the tube.”

“From an ethical point of view the treatment is not acceptable, and the
team is bound to complicity.”

It is not unusual that case
discussion take place after
the meeting,.

Tube-feeding

Topics, Persons speaking Conversation Explication / Key-words | Reference
Sign
Conflict (not expressed) B 42

Third Participant Observation, 28.04.2005, 15.00h-16.30h

Arrival

One committee member after the other slowly enters the room of the palliative care academy, and takes a seat. There are no regular seats. The atmosphere is
relaxed and everybody talks calmly to each other before the meeting begins. The head physician, Dr. Busik, comes fifteen minutes late.

Introduction

The chair, Dr. Boha greets the committee members.

When Dr. Boha is going to move
forward, Ms. Busch remarks:

“Sorry for interrupting you, Dr. Boha, I would like to say something about
my understanding of ethics.”

Topics, Persons speaking Conversation Explication / Key-words | Reference
Sign
Chair, Dr. Boha turns to welcome the | “This is Ms. Busch who will be our new participant because Ms. Bock B 43
new committee member Ms. Busch by | has left. (..) Today we want to take time for a 45 minutes case discussion,
saying: and then we also want to go on working on the papers we introduced in
February.”
B 44
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Topics, Persons speaking Conversation Explication / Key-words | Reference
Sign
Dr. Boha: “That’s fine with me, Ms. Busch.” B 45
Ms. Busch: “For me, ethic also includes how we interact with each other, moreover: Defining ethics B 46
how do we deal with disadvantaged groups? How do we talk with relatives?
And (..) where do we talk with others, and who talks? Are the relatives
taken seriously in their concerns?”
Dr. Boha: “Thank you very much for these impulses, Ms. Busch.” B 47
First topic: Review of the Drafts Homework B 48
Short discussion and agreement on
the second draft on (a) documentary
form for requesting a consultation;
(b) documentary form about the
consultation; (c) communication rules
for the consultation.
Second topic: Retrospective Case Who requests a consultation? palliative care nurse, Susan Medical language, B 49
Discussion What are the medical facts? medical model
A palliative care nurse had requested a |66 years old patient
consultation. Dr. Boha has copied the | Diagnosis: Larynx Carcinoma (PD 1982)
documentary form that was filled with | Recurrent affection of tongue mouth ground in 2000, operation
the following questions and answers: Patient is bed-ridden due to weakness, tube-feeding
Main problem: Widespread throat metastasis, approx. 10x12 c¢m, recurrent B 49
venous bleeding from wound, with the application of haemostyptica,
difficulties to reach haemostasis (2 persons are needed)
Severe pain all over cervical spine.
Patient communicates by shaking his head or nodding. There is no Living
Will. During his stay here (in hospital), his wife died at home.
Who should participate in the ethics consultation?
1.Minister, 2.Nurse, 3.Physician, 4.Appointment
Co-chair, nurse, Ms. Bunt asks: “How can you cope with the situation when he is bleeding? How much is | Bleeding B 50
he consciously aware about what is going on? Is he afraid?
Chair, physician, Dr. Boha: “This is exactly the problem: watching how somebody is bleeding to death. | Bleeding to death B 51
Nursing cannot cope with such a situation (...) causing unnecessary pain
by changing the bandage (...) And, of course, he gets an analgesia, but
nurses are afraid whenever they bed him.”
Co-chair, nurse, Ms. Bunt: “Would it be possible 7ot to change the bandage?” B 52
Chair, Dr. Boha: “A sloughing was tried in vain, because the vessels are broken down.” B 53
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Sign

Physician, Dr. Brecht: “Is he able to write? Then, one might find out what his wi// is?” Patient’s will B 54

Chair, physician, Dr. Boha: “No, he is too weak to write. He immediately shakes his head when one B 55
enters the room. When surgeons come to change his bandage he fights as
best as he can.”

Nurse, Ms. Busch: “Maybe, that is because he does not know the persons.” Knowing the person B 56

Physician, Dr. Beine: “I think, the nurse has a personal problem with the situation. The question | Problem identified as a B 57
is: what is unbearable for whom?” personal one for the nurse

Physician, Dr. Busik: “At home everything would be much easier (...) you can just close the To be at home would be B 58
door. Then, the End.” easier

Minister, Co-chair, Mr. Balter: “I think the question is: Is there any meaning in what I am doing? What is B 59
the patient’s future perspective?”

Chair, physician, Dr. Boha: “Usually, these patient come to an arrangement for a very long time.” B 60

Co-chair, minister, Mr. Balter: “Is the patient religious? What about the relatives” Religion, relatives B 61

Chair, physician, Dr. Boha: “I had the impression that he is rather fatalistic (...) someone who is Social isolation B 62
socially isolated and has neither relatives nor friends.”

Dr. Boha who is the senior physician

of the palliative care unit and therefore

responsible for the patient of concern

explains that the palliative care team

finally decided to do only what was

absolutely necessary so that the patient

could feel comfortable. Since the pain

had increased, the pain therapy was

becoming the focus of concern. The

patient did also need to be sedated, and

finally calmly died.

Third topic: Presentation of a Dr. Boha had been B 63

Concurrent Case

Chair, physician, Dr. Boha:

He looks at Dr. Busik and his gesture
invites Dr. Busik to talk about his case
of concern.

“We have decided to talk about what has happened at the places of work
(...) I know that Dr. Busik had to face a case of concern.”

informed about this case
about the minister. Then
Dr. Boha had asked Dr.
Busik in advance whether
they should talk about it
in this meeting. Dr. Busik
had agreed.
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Topics, Persons speaking Conversation Explication / Key-words | Reference
Sign
Physician, Dr. Busik recounts: “We had a patient with a brain stem defect which leads among other The original title is Le B o4
things, to difficulties swallowing. It is the phenomenon of a Locked-in- Scaphandre et le Papillon
Sync%rome (...). There was the question whether to operate on it (...). by Jean — Dominique
Yes, it was then a complicated operation with correlative consequences. Bauby (1997)
The patient, in deed, had a Living Will, but it is very difficult to assess
what a patient (...) with such a kind of a disease pattern, really wants and
what his will could be (...) This difficulty is very well written in the book
Butterfly and Diving Bell.
Nurse, Ms. Busch asks: “Did the relatives ask what could go wrong by operating him?” B 65
Physician, Dr. Busik exclaims: “This is very difficult?” “Difficult” again B 66
expressed by Dr. Busik
Chair, physician, Dr. Boha remarks B 67
that it might be an idea to get away
from a medical discussion at this point, | “Did nurses and physicians have a consensus? Has there been an option Consensus between
but have rather a look at the tensions | that medicine draws back, so that the situation could be like, let’s say that | physician and nurses in
between physicians and nurses. He asks: | the destiny could be looked at? question
No comment.
Chair, physician, Dr. Boha turns to the B 68
cardiologist, Dr. Brecht, he remarks: “Dr. Brecht, you have also been involved in the case!”
Physician; Dr. Brecht: “Yes, the wife (of the patient) asked whether it would be possible to take B 69
off the respirator. Then, we tried that, but the patient got that much
Silence. exerted that this wasn’t right. Altogether, there is still unhappiness in the
air (...). In the meantime the patient has died in another house. There (in
the other hospital) the Living Will was followed (...).
Physician, Dr. Busik: “There had also been a critical illness neurophathy, but, of course, you Knowing B 70
cannot know it (...) you do not know how it looks (...).
The minister, Mr. Biihler remarks: “His wife is a theologian and she is still not feeling well about the way her B71
husband was treated (...).”
Silence.
Co-chair, nurse, Ms. Bunt asks: “Do you know anything about the team? What about their involvement?” B72
Physician, Dr. Busik: “The problem is that the patient is awake (...) this is different from B73
comatose patients.”
Physician, Dr. Beine: »1 would be very careful, such things can easily be interpreted as Active Afraid: Active Euthanasia B 74

Euthanasia.”
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(...) I thank you Dr. Busik for presenting the case, and I thank you all for

coming, time has run out.”

Topics, Persons speaking Conversation Explication / Key-words | Reference
Sign
Dr. Boha: “This is always what we are afraid of (...) but, I think not very helpful here B75

Fourth Participant Observation, 30.06.2005, 15.00-16.10 h.

Arrival

As usual the committee members arrive one after the other and take a seat in the room of the palliative care academy.

Introduction

The chair, physician, Dr. Boha, greets the participants, and asks for reports from the different fields of practice. Nobody has anything special to talk about.
Then, Dr. Boha informs about a case consultation in the elderly home and that he would like to reflect it by the performance of a role play. Nobody is really
hesitating, and the roles for the play are quite easy to find. The actors are the people who were involved in the case consultation. Those people are: the elderly
care nurse (role taking by co-chair, nurse, Ms. Bunt who participated in the case consultation and therefore knows the Elderly Care nurse), the patient’s son
who is at the same time the family doctor (role taking by physician, Dr. Balter), the head of the elderly home (role taking by Mr. Biihler), a minister (role
taking by Dr. Boha). The elderly care nurse starts to act by describing the difficult situation. From a nursing perspective, she recounts that the problem was
the speed of the decision making process since they did not know the patient well. Usually they would be familiar with the patient and know more with regard

to such kind of decisions.

unalterable wish to die!” Is it absolutely believable.”

Topics, Persons speaking Conversation Explication / Key-words | Reference
Sign
The son / family doctor tells: “He does not have a chance any more to lead a life worth living. Father has | Knowing B 76
once told me, in case nothing would work any more, then, he would like
to have a pill. It hurts me a lot, seeing how badly he is doing.”
The minister asks: “Is it not possible that he is passing through a stage?” B77
The son/ family doctor: “I am convinced that he can feel what the situation is like. He refuses to B78
eat and drink because the situation is hopeless.”
Nurse: “We do not really know the patient.” Knowing the patient B79
The son / family doctor tells that there | “My wife can’t do it. We have two little children (...). We hope, that To care well (but for B 80
was the question to take him home. people will care well for him here.” who?)
He remarks:
The head of the Elderly Home: “This is certainly not the problem. The question is whether it is his B 81
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The minister points out: “The alternative way is: judicial expertise, forcible feeding! (...) But, I still B 82
wonder whether it could still be a depressive stage?”

The son / family doctor: “There has been a close relationship between my father and me. For me, B 83
the situation is very hard. If this is about your own father, it is really
different!”

The minister remarks: “I think this is a clear expression of a person’s will.” B 84

The head of the Elderly Home: “I am concerned about public effects. People outside the Elderly Home Public effects B 85
could think that the elderly die easily there (in the Elderly Home). The next
case that happens in this regard (...) there might be expectations. I can
already hear that someone argues: You did this in the case of Mr. X, and
why not in this case?”

The nurse states: “The situation seems to be that the person has been in the Elderly Home B 86
only for a very short time.”

The head of the Elderly Home: “We have to decide right now!” B 87

The minister declares that essential

turning points were missed at an earlier

time (...) like to try another therapy.

The nurse remarks: “I think I can put up with the decision that no further liquid and food is B 88
given.”

Then, chair, physician, Dr. Boha tells | “The patient died. After reducing food-and fluid giving, he became calm | Reducing food and fluid B 89

the ending of the “real” situation:
No comment.

Chair Dr. Boha decides to close the

meeting.

and relaxed, the relatives came in daily and gave him support.”




LST

Fifth Participant Observation, 25.08.2005, 15.00 h — 16.30 h

Arrival

As usual, the meeting takes place in a seminar room of the palliative care academy. One person after the other arrives. Everybody seems to be in a hurry.
Since there are still people to wait for, the arrived ones begin to talk and look at the committee group picture that was taken some weeks ago. Before I attend
the Ethics Committee meeting I visit the palliative care unit. Dr. Boha, senior physician of the palliative care unit and chair of the committee is in a hurry.
Chair, physician, Dr. Boha, remarks: “I think today we will have a short meeting.” Dr. Boha remarks: “Ms. Beck, Ms. Bank, and Ms. Bal are on vacation.
The surgeon, Dr. Beine is still in the operating theatre.”

Introduction

Dr. Boha thanks everybody for coming and for the good discussions they had since last summer, even though there had been tempered arguments.

with
the standard question:

Topics, Persons speaking Conversation Explication / Key-words | Reference
Sign

First topic: What is the News? “Although the nursing director, Ms. Beck is retired now, the hospital’s Deciding about B 90

Chair, physician, Dr. Boha informs: ethics council has decided that she can stay.” participation

Nurse, Mr. Busch asks: “Has Ms. Beck currently given her consent for her membership?” BI1

Chair, physician, Dr. Boha: “I know, she has asked whether she should still be on the photo, but I B 92
think, this is because she did not feel sure about the situation, and 7oz

No comment. because she opposes to her participation.”

Chair, physician, Dr. Boha: “The new nursing director, Ms. Blume should also be invited to come into |Reflecting the B 93
the committee. I think this is important for political reasons. (...) [ have | number of committee
to admit I was wondering whether this would be okay with our standing | members

No comment. orders which says that there shouldn’t be more than twelve committee
participants.”

Chair, physician, Dr. Boha goes on, “I think it is acceptable this way (...).” B 94

smiling:

Physician, Dr. Busik exclaims: “I am really astonished that you know that we have a new nursing director | Knowing about nurses B 95
and you even know her name!” and nursing as a physician

Chair, physician, Dr. Boha: “Well, I talk a lot with nurses.” B 96

Physician, Dr. Busik: “I talk a lot with nurses too, but talking much does not mean that you get B 97
to know anything ... I never get to know anything.”

Chair, physician, Dr. Boha continues “Is there anything you would like to tell about your field of work?” B 98
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Physician, Dr. Busik: “In a physician’s journal I read an article about comatose patients being Report on an article B 99
He reports about the content of awake.” about comatose patients
the article by giving fragments of
information, pauses several times
and then adds something. Nobody
comments or asks any questions. Dr.
Boha does not interrupt, but patiently
waits till Dr. Busik has finished his talk.
Second topic: Case Consultation in the | “Co-chair, Mr. Balter, Mr. Biihler and me have done a case consultation | The Catholic hospital B 100
Elderly Department in the Elderly Home. I will give a short report: An Alzheimer patient, 78 | is associated with the
years old, was extremely cachectic, and was staying in the Elderly Home | Elderly Home, and if
Chair, physician, Dr. Boha tells: for several years. It was no longer possible to get into contact with her. Her | there is a need for an
daughter wanted her to be tube-fed. She wrote it down on this document | ethics consultation it is
(demonstrating the piece of paper), but the husband didn’t agree. We taken over by people of
talked with the people involved, the central question was: Does she really | the Ethics Committee.
feel hungry? There was this big fear that someone could die of starvation.”
Die of starvation
Chair, physician, Dr. Boha informs: “There has research been done on people with unconsciousness and it has | Reference to research B 101
been shown that they do 7oz feel hungry.”
Co-chair, minister, Mr. Balter: “To finish the story, the tube-feeding procedure was cancelled and the B 102
atmosphere was much more relaxed.”
Chair, physician, Dr. Boha: “I have called a lawyer of the Enquete-Commission to get all information |No clear legal regulations | B 103
about a permission. I was told that there are no clear legal regulations.”
Physician, Dr. Busiak: “We had a case in the neurology department that had similarities. It was a | Care B 104
matter of changing therapeutic goals. Actually, it is a question of breaking
up the therapy. It was the daughter who first had objections. The patient
fele very well cared for. He did not want to be transferred to the palliative
care unit because, you know, the care, then, was really good. And, I have |Good care
to say, this came up clear to me: giving up therapy was only possible
because the care then was based on solid relationships that had found time
to grow during his stay here (...).
Chair, physician, Dr. Boha remarks: “A feeding tube should make sense! When a tube is the decision, then, B 105
after three months, the team should sit together again and ask: In which
way have we been successful? The question cannot be yes or 70.”
Physician, Dr. Beine: “But, maybe, the patient has got a higher quality of life within those three B 106

months of having a tube. Isn’t that an important question?”
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Co-chair, nurse, Ms. Bunt:

“I think, this is the frrst question.”

B 107

Physician, Dr. Busik repeats:

“In case the act of swallowing is affected, this is a sign for the progression
of the illness!”

B 108

Chair, physician, Dr. Boha remarks:

Dr. Boha switches the subject and
informs:

“Talking about three months is, of course, a fictive duration of time. If
there is a promising development of the patient’s situation, then, of course,
the tube will be kept. What I want to point at (..) is, what I have observed
is (..) that the tube is often seen as a solution and then nothing else hap-
pens afterwards, I mean, the patient isn’t attended any more. It’s as if we
take use of inserting a tube, and then (..) we do not have to care that much
any more!”

“We had a second consultation with the same team. I think this is a case
where responsibility is put over from one to another: A patient with right
hemi-pareses, general brain degeneration, and communication being im-
possible. There was stress in the team! The legal guard wanted the patient
to be tube-fed with a higher number of calories. The question then was,
whether she really wanted to be artificially fed at all. Nurses were asking
whether she would have pain. (...). I could not see a necessity to insert an
enteral tube. The central question for me was: What is now enough for the

old lady?”

Care

Tube insertion as a
solution

Attention!

Care
Responsibility

Team

B 109

Physician, Dr. Busik excitingly remarks:

“I have heard about Elderly Homes who demand that patients have enteral
tubes! It has become a criterion for entrance! And this is a scandal!”

B 110

Nurse, Ms. Busch steps in:

“I think there is something going on that works like an automatism:
Somebody is very thin, maybe dehydrated and the only consequence seems
to be inserting a tube!”

B 111

Chair, physician, Dr. Boha agrees:

“Yes, this is the St. Florian’s principle. It is about the lost of senses!”

Lost of senses

B 112

Physician, Dr. Busik draws the

conclusion:

“It is a combination of economic and non-medical aspects!”

B 113

Co-chair, minister Mr. Balter explains:

“If you want to do mouth-feeding when someone has a tube, then an
explanation is demanded! From a caring perspective it is, of course, better
without a tube (!) then, you get care-level three, which implies getting
more money. Persons who are tube-fed do increasingly seldom get care-
level three, usually only care-level two.”

Care-level three is after
care-level one and number
two, the highest level of
getting care, it involves
getting much more money
from the insurance com-
panies since then the pa-
tient is grouped to be re-
ally needy to be cared for.

B 114
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Case Consultation
Chair, physician, Dr. Boha explains:

No comment.
Chair, Dr. Boha closes the meeting.

had to move forward and backward on the pages. On the one hand this
was quite stressful and on the other hand, I was distracted from the
conversation. It might be better to do the phrasing more freely.”

Topics, Persons speaking Conversation Explication / Key-words | Reference
Sign

Chair, physician, Dr. Boha, cynically: | “Sometimes I have a feeling that Fresenius determines the indication for | Fresenius is the biggest B 115

inserting tubes.” market provider of

Then, Dr. Boha remarks, that he feeding tubes.

would like to stop at this point to

spend the rest of the time on talking

about methodological aspects of case

consultation.

Third topic: Methodological aspects of | “The use of the documentary form has turned out to be difficult. T always B 116

Sixth Participant Observation, 24.11. 2005, 15.00 h — 16.30 h

Arrival in the seminar room of the palliative care academy
The committee participants arrive in small groups and individually. First nurses, then ministers, and then physicians enter the room. Everybody takes a non-
regular seat. Although the head physician, Dr. Busik, is on vacation, he comes to participant in the meeting. As usual, five minutes late. The atmosphere is

rather relaxed.

Introduction

The Chair, physician, Dr. Boha greets the committee members and enumerates the topics to be discussed. He welcomes the new nursing director, Ms. Blum.

nurses have told me several times (...). Sooner or later we have to work on
these questions here!”

Topics, Persons speaking Conversation Explication / Key-words | Reference
Sign

First topic: What about the News? “We cannot assume here that everybody has the luxury the palliative care B 117
Dr. Busik immediately tells: unit has. If we want to be fair, we have to see it as a problem that there are

more or less ugly rooms where patients are dying in, and sometimes they

do not even have a washbasin!”
Dr. Boha: “I think this will certainly change when renovations are done.” B 118
Ms. Bunt: “I know that there are more problems around the care for the dying, B 119
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Topics, Persons speaking

Conversation

Explication / Key-words

Reference
Sign

The new nursing director, Ms. Blum,
remarks:

“I am very happy about the fact that the hospital has established an Ethics
Committee. Since I am new, it takes some time and work to get orientated,
I will do my best to participate as often as possible, but I cannot promise
to be here regularly.”

B 120

Chair, physician, Dr. Boha:
No comment.

»

“I think that everybody will understand (...)

B 121

Dr. Boha asks whether there is anything
else to report?
No comment.

B 122

Second topic: Information given by the
researcher

The researcher, Ms. Kohlen gives an
overview of the structural data she

has gathered during the participant
observations.

B 123

She tells the participants that she would
like to talk to the whole group during
the next meeting in order to clarify
some observations and open questions.
The participants welcome the researcher
to do so.

B 123

Third topic: Retrospective Case
Consultation

The chairpersons, physician, Dr. Boha
and nurse, Ms. Bunt were asked by an
Elderly Care nurse to give consultation.
Chair, Dr. Boha reports:

“An old lady, born in the 1920is, had been neither willing to eat nor
to drink. The nurses in the Elderly Home were feeling helpless about it
and had no idea what to do. In accordance with the nursing personnel,
the consultation team, Dr. Boha, Ms. Bunt, and Mr. Balter arranged a
meeting with the old lady. The nurse in charge joined the meeting.”

B 124

Chair, physician, Dr. Boha recalls with

a smile:

“When we got to her room, in the elderly home, she was caught by
surprise and asked: ‘Am I ill?” Do I have to die now?””

“I understand that we, the people coming from the hospital irritated

her because we entered her room in white clothes. We answered to her
question. No, we are not here because we think you are ill. We want to ask
you whether you are hungry. Then the lady explained, ‘It is really nice that
you care about my eating, but I have never eaten much in my life! ,,

Care: Eating

B 124
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Topics, Persons speaking Conversation Explication / Key-words | Reference
Sign

Co-chair, nurse, Ms. Bunt tells: “Then I offered different meals to the old lady, but every idea was rejected. B 125
Finally, there was one meal when she said: ‘Yes’ (...). The nurse in charge
felt quite uncomfortable and said she would arrange getting the meal (...).

No questions, no comment. Then, we (the consultation team) could leave.”

Co-chair, nurse, Ms. Bunt remarks with | “I wonder what we are really doing here?” Putting action into B 126

a smile: question

Chair, physicians, Dr. Boha repeats “Yes, we should reflect this situation: what are we really doing here?” B 127

smilingly:

The other committee members neither
asked, nor questioned anything. They
were listening carefully; some of them
were smiling too.

Dr. Boha closes the meeting, thanks for
coming and wishes everybody a Merry
Christmas.
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4.3 Hospital Clon

First Participant Observation, 13.02. 2005, 16.15 h— 17.20 h

Arrival

Before the committee meeting starts, I had an Informant Interview with the chair, nursing manager, Mr. Commer. He points out the background for the
committee’s establishment and talks about its membership. For the committee meeting he takes me to a different building, the House of Ministers. Here, the
committee meetings take place on the ground floor. The members of the committee call each other either by their first or second (family) name. The nurses
are called “sister” including the first name, for example: “Sister Calle”. Everybody greets each other by shaking hands. The members of the committee sit
around two small round tables with no assigned seats.

Introduction
The Chair, nursing manager, Mr. Commer, greets the committee members and introduces the researcher Ms. Kohlen.

Topics, Persons speaking Conversation Explication / Key-words | Reference
Sign
First topic: Transparency of the “I have just been walkinﬁ over a ward and the nurses have told me: You are Cl1
committee’s work in the hospital funny, you talk about ethics and we are on our last legs. When I stayed a
Nurse, Ms. Calle tells: little bit, they talked about concrete cases of conflict that really called out
for support.”
Chair, nursing manager, Mr. Commer: | “I think, if they do not come to us, then we have to go to the wards and How to pick up a problem C2
pick up the problems.”
Nurse, Ms Cesch: ~We tried to get into touch with the peds ward over and over again, but “Peds” is the abbreviation C3
still (...) although we know they have problems (...) it is still difficult to for pediatrician. Here, she
talk to the staff.” also uses this abbreviation
in the German language.
Mr. Commer: “As far as I know they have a good communication culture there, and Communication C4
therefore they might not need to talk about ethics.”
Patient advocate, Mr. Cieft: “What we cannot solve here is the ongoing rationing debate. I wonder “Rationing agent” C5s
whether there is a rationing agent at work.”
Mr. Commer: “That might be, but it is not only one person.” Co6
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Topics, Persons speaking

Conversation

Explication / Key-words

Reference
Sign

Second topic: Ms. Kohlen’s role as a
participant observer.

Mrs Kohlen introduces her project, and
the committee members ask questions.
Most questions are formal ones with
regard to the length of participation
and the researcher’s background.
Nobody expresses any reservations, but
explicitly welcome the researcher

Introduction of the
researcher

C7

Chair, nursing manager, Mr Commer
ends the meeting, and the committee
members stay for a while to talk to each
other.

C38

Second Participant Observation, 10.03.2005, 16.00h -17.30h

Arrival

Every committee member arrives individually in the room of the House of Ministers. They greet each other by shaking hand. There are no regular seats

around two small round tables.

Introduction

The committee chairperson, nursing manager, Mr. Commer greets the committee participants.

»

to pass by the skin* (to hand out the questionnaires)?

for dermatology ward

Topics, Persons speaking Conversation Explication / Key-words | Reference
Sign
First topic: What has happened since | “Dr. Ciggerest (medical ethicist) has cancelled his Further Education for | Chair, nursing manager, C9
the last meeting? us. The new date is the 8% of April. (...) The questionnaires have been Mr. Commer and Ms.
distributed in the hospital. They are going to be collected on the 15% of Calle had developed the
When there is no comment given by the | March.” questionnaire to see what
committee participants, the chair starts: the personnel thinks
about the necessity of an
ethics committee in the
hospital
Nurse, Ms. Calle interrupts: “I think we were on nearly every ward now, but (...): Would anybody like |“Skin” is the name given C10
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Topics, Persons speaking Conversation Explication / Key-words | Reference
Sign
Mr. Commer remarks: “After the last meeting I got a phone call from Ms. Coch (minister). I Unknown concern cu
think it would be good ifgyou (Ms. Coch) could sum up the concern you
told me about.”
Ms. Coch: “I do not think that this is necessary any more. I was wondering whether it | Tube-feeding as an issue C12
wouldn’t be a good idea to have subcommittees in order to discuss special | for a subcommittee
issues like tube-feeding.” (“failed”)
Chair, nursing manager, Mr. Commer Cl13
asks the committee members to vote.
First, he asks the committee members
to raise hands in the case anybody
would like to keep the present working
structure of the committee. Then he
asks to raise hands in case anybody
would like to change the form of work.
It turns out that everybody would like
to keep the present structure.
Head physician, Dr. Craft reports: “I have checked the federal database for intensive care (...) and I found a Cl4
report on an old lady who had a Living Will that was not respected. This
made me think whether patients should be asked for their Living Wills by
admittance.”
Chair, nursing manager, Mr. Commer: | “I think this is already done, but I have to check.” C15
Second topic: Retrospective Case “A nurse wrote down a concern in order to consult the committee. The An old lady that needs a c16
Consultation nurse had experienced a situation two years ago that was still bothering blood-bottle
The minister, Ms. Carr has taken a her: An elderly female patient had been in need for a blood bottle. When
paper to the committee. She explains: | the blood bottle had arrived from the lab, it had still been very cold, and
the physician on shift asked the nurse to put the bottle on the old lady’s
belly, so that the blood bottle would warm up easily for her. The nurse,
who did know the patient, could not imagine doing it. The patient had
been sleeping and was not in an alert condition at all. The female physician
then told her to ask another nurse to do it, someone who would be more
professional than her.”
The discussion in the Ethics Committee | “That is really uncomfortable to get a cold something on your belly!” What is uncomfortable Cc17
developed as followed:
Minister, Ms. Carr:
Physician, Dr. Craft “This is absurd from a medical perspective. There are, of course, other C 18

technical aids that can help to warm up blood bottles.”
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Topics, Persons speaking Conversation Explication / Key-words | Reference
Sign

Nurse, Ms. Cesch: “This nurse feels as an advocate for the patient, and wants to take care of | Care of autonomy C19
her autonomy.” Advocacy

Physician, Dr. Craft: “This is really a mini ethical problem!” C20

Physician, Dr. Ceisch: “I think the problem emerged from hierarchy!” Hierarchy C21

Minister, Ms. Carr: “I think they have some communication problems on the ward.” Communication Cc22

problems

Physician, Dr. Craft: “But this is really a petit ethical problem!” A “petit ethical problem” Cc23

The discussion ends after some minutes,

declaring that this is really a minor

problem. The minister explains that she

will have to talk to the nurse who has

revealed her concern.

Minister, Ms. Carr: “What should I tell her? C24

Physician, Dr. Craft: “You can tell her that she did not do anything wrong within the current | Physician “tells what to C25
knowledge of practice.” tell”

Physician, Dr. Ceisch: “And you can add that the problem had to do with hierarchy and failed Hierarchy and C26
communication. (...) “Well, the more I think about it, the more I feel failed communication
instrumentalised by this nurse, because this is not an ethical problem at
alll”

Nurse, Ms. Calle: “You can tell that she did not do anything wrong, and you can tell her c27

The meeting abruptly ends; people rise
from their places and leave the room.
The minister Ms. Carr keeps sitting
there and takes some notes.

about the possible hierarchy and communication problem behind, but do
not tell her that this is no or a small ethical problem.”
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Third Participant Observation, 12.05.2005, 16.00h — 18.00h

Introduction

The Chair, nursing manager, Mr. Commer is not present. The committee participants do not know anything about his absence. His deputy, Dr. Ceisch
declares that he has just been informed about it. The committee participants ask each other whether they have gotten the minute, but only a few got one. The

nurse, Ms. Calle reads out the minute.

Dr. Ceisch informs:

There are two courses offered, called: (a) Ethics Consultation on the ward,
(b) Terminal Sedation. In each course four persons can participate.”

Topics, Persons speaking Conversation Explication / Key-words | Reference
Sign
First topic: What is News? “The nurse remarked that it is important for her to know that she had “Professionally correct” C28
The minister, Ms. Carr reports that she |acted professionally correct.”
talked to the nurse about the result of
the case consultation. She tells:
Then, chair deputy, physician, Dr.
Cesch informs that there are four topics
the committee would have to work on.
Second topic: Report about the public | “The fear that nobody would come turned into the opposite. There were | Public conference on Cc29
conference on Living Wills three hundred in the room (...) people were standing against the walls.” | Living Wills
“The presentations had a critical input since Living Wiﬁs do actually have
Physician, Dr. Craft resumes: commercial traits. It is disgraceful to think that physicians are obliged
to recall Living Wills. It was not wanted that a minister would come Pastoral
He gives a short report about the talks |as a speaker (...) the chamber of physicians were refusing (...) but I got Commercial
that were given. There were three the others to agree. He was the best speaker (...) I knew him. (...). He
medical and one pastoral presentation. |explained that a Living Will couldn’t be more than a stimulator to put
people into a dialogue. It is necessary to discuss the issue with the ones Not having a nurse
Dr. Craft remarks: who are concerned (...) I also had a nurse in mind to give a presentation, |speaking
I knew he would be very good, but, you know, since it was hard to get the
minister (...) they would never had agreed to have a nurse speaking.” Hierarchy
No comments. “I think the essence of the event was that you can regulate a lot of things,
Dr. Craft goes on: but not everything!” Regulations
A lot of the committee nod in “Yes, you cannot regulate everything.” C30
agreement, and physician, Dr. Ceisch
repeats:
Third topic: Ethical education »We still have money left to participate in an educational class on ethics. | Education C31
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Topics, Persons speaking Conversation Explication / Key-words | Reference
Sign

Nurse, Mr. Ciister explains: We have such a nursing shortage on our ward that it is impossible to be Nursing shortage C32
absent at that time. We have to see how we can cope with this situation
anyway (...).

Dr. Ceisch excuses himself: “I cannot take part since I am too much away that week.” C33

Nurse, Ms. Cesch remarks: “I have already participated in some of these courses, and could go again | Motivation C 34

No more comments. (...

Fourth topic: Information about the | “We sent out 1600 questionnaires, 16 percent came back. We suggest that | Handling questionnaires C35

questionnaire most of them are thrown away (...) I think that talking to the people is

Nurse, Ms. Calle informs: very important (...) not just handing the paper out. My experience is that
they talk about their issues of conflict when you talk to them.”

No comment.

Patient advocate, Mr. Cieft: “How do patients get to know about the existence of an Ethics C 36

A discussion starts on whether to Committee?”

inform patients better about a flyer or

the paper that informs patients about

the television program.

Fifth topic: Concurrent Case c37

Consultation

Since the person who told us to come to

the committee to discuss his concurrent

case of concern has not arrived yet, the

committee members decide to postpone

the Case Consultation to the next

meeting.

Nurse, Ms. Calle remarks: “It might a good idea to take the written cases with you that Mr. Commer | Case taken from C 38
handed out. Then we could talk about these cases.” educational material

Chair deputy, physician, Dr. Ceisch: “Well, today (...) we have not discussed that intensely, but, of course, we C 39
had to improvise.”

Minister; Ms. Carr: “Before we close, I would like to express my astonishment that it was Care: Ministers used to C40
difficult to invite a minister to talk about ethics (...) in former times it was | care about ethics
especially the task of ministers to care about ethics.”

Dr. Craft: “Physicians do usually have problems to listen to other people. They prefer | Physician prefer listening C41

listening to their own profession. You know, I really wanted to have the
nurse, but it would have been impossible although I actually tried once.”

(only) to physicians
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Then Ms. Carr rises from her chair and
closes the meeting.

to be put into a safe position in every direction.”

Topics, Persons speaking Conversation Explication / Key-words | Reference
Sign
Minister, Ms. Coch reflects: “What I can see is that you cannot really regulate everything, where trust | Trust cannot be C42
needs to be at place. I think we losing this on our way thinking that we substituted by regulations
need to have a law for everything.”
Minister, Ms. Carr remarks: “I think anxiety plays an important role too.” Anxiety C43
Dr. Ceisch tells: »You know, I have a sister, she is a teacher, she is afraid about getting into | Regulation C44
the hospital, so she wants to regulate every possible detail in advance.”
Ms. Carr: “We are the country of insurances (...) we have developed a social demand | Country of insurances C45

Fourth Participant Observation, 16.06.2005, 16.00 h — 17.30 h

Introduction

The Chair, nursing manager, Mr. Commer greets the committee members, the researcher, and the visitor Dr. Cuh (paediatrician); Mr. Commer informs Dr.
Cuh about the development of the committee, and the committee participants introduce themselves. Dr. Cuh mentions cases of severely disabled children,
and that he is attending the committee to discuss a case that he himself got affected by.

reacts:

Dr. Cuh hesitantly agrees.

cases yet, I suggest that we discuss an external case (...) so that will be well
prepared for discussion of the internal one the next time.”

Topics, Persons speaking Conversation Explication / Key-words | Reference
Sign

First topic: Case Consultation Moderation C46

Chair, nursing manager, Mr. Commer

addresses the nurse, Ms. Calle: “Can you moderate the case that will be given by Dr. Cuh?”

Ms. Calle hesitates to agree and looks at Moderation C 47

Chair, nursing mana%er, Mr. Commer

as if this would have been a very strange

question.

Chair, nursing manager, Mr. Commer | “Since we haven’t discussed any spontaneously coming up internal hospital | See above C 38 C 48
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Topics, Persons speaking

Conversation

Explication / Key-words

Reference
Sign

Second topic: Education
Chair, nursing manager, Mr. Commer
remarks:

No comment.

“There is still enough money for Ethics Education. You can participate
in the courses offered at the Academy of Loccum. This year there are two
courses, (a) Ethics Consultation on the ward and (b) Terminal Sedation.”

This has already been
pointed out in the last
committee meeting.

Cc49

Third topic: The questionnaire
When the Chair, Mr. Commer then
starts talking about the questionnaire,
Dr. Ceisch interrupts and suggests
postponing this topic to the next
meeting.

He argues:

The committee participants agree.

“Dr. Cuh has taken time to come to this meeting and I think we should
get to the Case Discussion.”

C50

Fourth topic: Retrospective Case
Consultation

The one who is going to take over the
role of the moderator is negotiated
among those who have undergone a
special training. Finally, the intensive
care nurse, Ms. Cesch volunteers to do
the moderation.

Moderation

Csl

The authentic case story with the
headline “Artificial Respiration” is
written down on a piece of paper and
handed out by Chair, nursing manager,
Mr. Commer.

“The patient, A. M. born 1960, has been under intensive care therapy

for 14 month now. Due to lung emphysema two lung transplantations
within the last three months were necessary. Despite a stable transplant
functioning, a withdrawal of the respirator has been impossible. Although
Ms. M. gets mild medications for sedation, she is predominantly awake
and responsive. All therapeutic trials are failing; Ms. M. has no more
strength although we are constantly trying to motivate her. For the staff
nurses the situation is difficult to cope with. As the responsible physician
of the ward, I ask for consultation. Does the patient need further medical
attendance?”

It is a case story

that Chair, nursing
manager, Mr. Commer
had discussed while
participating in an
Ethical Training class.

Cs2
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Topics, Persons speaking

Conversation

Explication / Key-words

Reference
Sign

Further Information given

Medical and nursing staff share that the medical prognosis is bad. All
therapeutic possibilities of withdrawal of the respirator are scooped out.
The objective of putting her on respiration at home is impossible due to the
manifold medical side effects. The reason is less to be found in her overall
satisfactory lung function, but in the general state of the patient. After her
second transplantation seems that she is not fighting any more. She has
lost all her motivation. There is only external motivation to keep her will
to go on living. Especially her sister and also the rest of the family are very
much involved, but also the professional team of the ward. There is also
pastoral and psychological care arranged for her.

Ms. Ms state is described as followed: “She is suffering from an increasing
hospitalism and is frightened.” “She is losing her will. She cannot and she
does not want to go on any more.” “It is impossible to get close to her.”
“She has given up herself.” “Two weeks ago she has asked for a Living Will
und said that she would like to say good-bye to her two children. Her will
to live has obviously died.” ”What should be the therapy for Mr. A. and
what should not be done? What should the team of ward seven do?

C>s52

The moderator, nurse, Ms. Cesch asks:

“Where do we find the ethical problem?” Are there different settings? Do
you have questions?”

C53

Physician, Dr. Ceisch remarks:

“This is a very young patient. Therefore, the physicians do not want to give
up (...) even though the patient might not want to go on (...).

(Nov) giving up

C54

Ms. Cesch asks:

“Where do you see most of the stress?”

C55

Physician, Dr. Ceisch explains:

“I am trying to put myself into the situation. I can see the load in the fact
that the patient wants to give up.”

C56

Nurse, Ms. Calle critically asks:

“Is it undisputed that she does not want (...) any more?”

C57

Minister, Ms. Carr goes on asking:

“Does she know about her prognosis? (...) She is exhausted!”

C58

Nurse, Ms. Calle points out:

“We have to take care (...) in the text we can read how someone described
her. This is not similar to what she herself said!”

Care: Textual knowledge
is different from care
knowledge

C59

Minister, Ms. Coch questions:

“What kind of role plays the Living Will? Does she say goodbye to her role
as a mother or does she say goodbye to her life?”

Role of Living Will

C60

Minister, Ms. Carr is excited and
explains:

“She has been lying in bed for fourteen months! That is more than a year!
She hasn’t had a normal life for over a year!”

Absence of “normal life”

Cco6l
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Topics, Persons speaking Conversation Explication / Key-words | Reference
Sign
Physician, Dr. Ceisch analyses: “Remarks given by the team could be projections (...), a patient with a Expensive transplantation | C 62
lung transplantation can ﬁet up again (...). I want to be careful, but there
might be thoughts like: The expensive lung transplantation was in vain!”
Minister, Ms. Coch agrees: “That could play a role (...).” C 63
Judge, Mr. Carten tries to clarify: “This is about the simple question: What do you want?” Co64
Patient advocate, Mr. Cieft suggests: “Maybe she needs a specialist for motivation?” “Specialist for C 65
motivation”
Moderator, nurse, Ms. Cesch reacts: “I think, that already happened!” C 66
Minister, Ms. Carr points out: “It seems to be important for me to see a difference between her and her co7
role as a mother.”
Judge, Mr. Carten agrees: “Yes, maybe her family puts pressure on her. Maybe they do not let her go Cco68
away. She is expected to stay to care for her children.”
Psycho-oncologist, Ms. Clein goes on: | “Maybe everybody is worn out here. Maybe nobody has any more room | No room left C69
left for what is right.”
Judge, Mr. Carten continues: “After fourteen months everybody might be so tensed that nobody can Cc70
really see what is going on.”
Minister, Ms. Carr explains: “The remark that she wants a Living Will means to be active. If I want to | Activities C71
see my children in order to say good-bye, then, it is something active! I can
see two big activities, respectively to do something. She wants to tell: ‘Hi
guys, I am active (...) this irritates the team.”
Moderator, Ms. Cesch tries to get the | “What do we want to tell the ward team?” C72
discussion to an end:
Psycho-oncologist, Ms. Clein suggests: | “You could offer a talk.” C73
Nurse, Ms. Calle points out her idea: | “I think the person that Ms. M. trusts the most should be identified.” Trust C74
Physician, Dr. Ceisch suggests: “Fill in the Living Will, so that there will be no further treatment.” C75
Judge, Mr. Carten explains: “There is no doubt, if the patient documents it, there will be no further C76
treatment.”
Patient advocate, Mr. Cieft declares: “There might be no judicial problem, but ethically I can see big c77
reservations.”
Minister, Ms. Carr is convinced: “I cannot see that she wants to die.” C78
Hospice care representative, Mr. Cim | “The remark on the Living Will is only there to make them listen to her. | Living Will C79

gives his interpretation:

Maybe she is not taken seriously. There is the question: What do you want,
what is your wish. And, of course: Who is going to ask these questions.”
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Topics, Persons speaking Conversation Explication / Key-words | Reference
Sign

Minister, Ms. Coch moves forward: “When she gets the Living Will, it is important to take care that someone | Living Will, taking care C80
talks to her.” that someone talks to her

Minister, Ms. Carr has more questions: | “Imagine there is put the question: What do you want? And then she C81
would say: [ want all my children to be here.”

Moderator, Ms. Cesch wants to shorten |“I will sum up our recommendations as followed: To look out to find Care: contact to the Cc82

the discussion: contact to the patient, to take care that she is taken seriously, to try to find | patient
out what she expects of a Living Will.”

Patient advocate, Mr. Cieft asks: “What happens if she wants to die?” C 83

Physician, Dr. Ceisch remarks: “I could not do it (...) the process of dying has not started yet (...) Physicians’ reservations C 84
therefore I can also see judicial reservations.”

Chair, nursing manager, Mr. Commer | “One step after the other, please! It is too eatly to speculate what she (OF:5

reacts sharply: eventually wants.”

The moderator, Ms. Cesch reports C 86

how the case was actually dealt with
after an Ethics Consultation: In the
« » . . .

real” situation, it was asked who could
talk with the patient, and it was the
responsible physician of the ward who
decided to talk to her. The patient then
articulated that she wanted to live.

(Later she died)

Chair, nursing manager, Mr. Commer
closes the meeting.

The committee participants stay to talk
to each other about the “case”.
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Fifth Participant Observation, 17.11.2005, 16.00h — 18.00 h

Introduction

The chair, nursing manager, Mr. Commer welcomes the committee participants. He informs that the organized reservations for two persons to participate
in educational classes on ethics at the Academy of Loccum did not cost anything although finally nobody attended. He looks angry when he emphasises the

fact that nobody did attend.

No comments.

prefer seeing her dying to seeing her suffering. He was vehemently against
the tube (...). He hasn't got into touch with us since then (...). But, [ know
from the Elderly Home that she is still alive, and eats without having a
tube (...) at least in times when she is not depressive.”

dying instead of seeing
her suffering

Topics, Persons speaking Conversation Explication / Key-words | Reference
Sign
First topic: What is the News? “The patient was referred to a hospice and died.” When they talked about c87
Chair, nursing manager, Mr. Commer this case in the last
asks whether there is any news with meeting in October,
regard to the case consultation the researcher was not
discussed in the last meeting. Minister | “A patient who is going to die soon (...) wants to stay in a hospice for the | present.
Ms. Carr informs: last days of her life. Her family is supporting her to get the wish fulfilled.
A place in a hospice is now arranged and kept free until this weekend. The
No comment. transport into the hospice is covered by the health insurance, but being
accompanied by a physician is not covered. However, the family does not
Then Ms. Carr continues: agree on a transport without a physician.
Physician, Dr. Ceisch, without “I can do it, I will accompany her on Saturday morning!” C 88
hesitation:
Minister, Ms. Carr, spontaneously: “Yes, great, then I will immediately go to the family and tell them about C 89
Ms. Carr leaves the room. ic.”
No comments.
Nurse, Ms. Cesch reports: “A patient, born in 1922 who had been in this house (hospital) for a very Cc9
long time, came into the situation in which the question of tube-feeding
was raised Her son did not agree to tube insertion, thus, the patient was
referred to an Elderly Home.”
Dr. Ceisch asks: “May I ask you what you told the son?” CI1
Ms. Cesch explains: “I asked him to imagine the situation. Then the son states that he would | Preference of seeing her C92
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Topics, Persons speaking Conversation Explication / Key-words | Reference
Sign
Second topic: Retrospective Case An eighty years old single woman has been feeling dizzy with attacks for | End of care for yourself Cc93
Consultation quite a long time. Nevertheless, as far as possible, she takes care of herself.
Chair, nursing manager, Mr. Commer | At the beginning of December she fell ac home and broke the neck of a
hands out a case with the headline thighbone. A hip-end replacement is arranged. Pre-operatively a weakness
“Living Will” that is written down on | in one arm was the only pathological findings.
a piece of paper. It is not an authentic | After an uncomplicated operation, the woman did not wake up well.
case experienced in hospital, but an She breathes insufficiently so that an intubation was necessary. She is not
authentic case experienced in another | capable to get into contact with others. The following examinations reveal
hospital. Chair, nursing manager, Mr. |an extended media infarct right-sided, and on the left side, a remarkable
Commer has already discussed the case |diencephal syndrome as well as a respiratory insufficiency. The woman
in an ethics class. is now on the intensive care unit, she is intubated and gets artificial
respiration. She only responds to painful stimuli with uncoordinated
reactions. There is no other responding. From a neurological perspective
her prognosis is classified very poor. Tl%e medical report tells: “She
will have, even though, in case of survival an extreme hemiparesis left,
probably cognitive disturbances and possibly keep an organic psycho-
syndrome.” The physicians in charge decide not to elevate the therapy.
(Note: The therapy consists at this point of a mechanical respiration of
40% oxygen, infusion-therapy, enteral nutrition though a nasal tube
as well as nursing care including position changing for pneumonia and
decubitus prophylaxis).
Two days later, her friends, a couple, came into the hospital. The woman C93

had authorized them to have the full powers of attorney according to §
1896, paragraph 2 BGB. Up to that point, nobody in the caring team did
know anytl%ing about the power of attorney. The friends show a Living
Will that clearly tells: “In case I have an injury in the brain or a brain
disease that has seriously and irreparably damaged my normal and mental
functions, I ask for stopping therapy.”

The therapeutic team has no agreement on how to follow this expression

of will, especially with regard to a possible ending of mechanic respiration.

While some think that the Living Will shows such a clarity that you
cannot ignore it, others are of the opinion that stopping the respirator
would lead to a Dying of Suffocation. And, since this would be a form
of Active Euthanasia, they categorically refuse. In this situation the
therapeutic team decides to ask the Hospital Ethics Committee for
consultation.




9LC

Topics, Persons speaking Conversation Explication / Key-words | Reference
Sign
The discussion starts: C94
Chair, nursing manager, Mr. Commer
does not clarify who is going to
moderate the Retrospective Case
Consultation, and nobody questions it.
Mr. Commer asks: “Are there any questions with regard to the case?”
Psycho-oncologist, Ms. Clein remarks: | “I think between between Active and Passive Euthanasia there is only a Active and Passive C95
difference by degrees Euthanasia
Nurse, Ms. Cesch informs: “If I remember one thing that was taught in one of these ethics classes C96
that I have attended (..) it is, that you have to justify the continuation of a
No comment therapy and not the beginning!”
Dr. Ceisch remarks: “If the Living Will shows such a clarity, then I would remove the Active Euthanasia Cc97
(breathing) machine and move over to spontaneous breathing. In case, she
would die then, within the air of the room (...). I could put up with it. I
do not think this would be Active Euthanasia, or what do you think?
Patient advocate, Mr. Cieft asks: “What is the medical diagnosis?” Medical Diagnosis Cc98
Dr. Ceisch explains: “It actually is (...) that nobody really wants to live in such a situation. This | (Not) participating C99
might be a little bit simplistic, (...) but who has seen those patients knows |actively in life
that he does not want to live that way (...). They cannot participate in life
actively and they cannot establish a relationship (...). Under the age of
eighty you can possibly find no more than ten who have written such a
carefully worded Living Will (...). Diencephaly does not allow a normal
consciousness, no normal contact to the environment is possible any
more.”
Psycho-oncologist, Ms. Clein asks: “What do you think what kind of problem the team has?” C 100
Judge, Mr. Carten comments: “I assume that the team thinks of Active Euthanasia although stopping the c 101
breathing machine is actually Passive Euthanasia.”
Minister, Ms. Curz remarks: “But there is more about it if you really do it actively.” C 102
Nurse, Ms. Cesch states: “Yes, if you cannot do anything any more.” C 103
Chair, nursing manager, Mr. Commer: |“I think there are moral conflicts in the team.” Conflict C 104
Lawyer, Mr. Cieft, vehemently says: “If the moral conflict is based on fear of the law, then you should talk it | Conflict C 105
out of them!”
Physician, Dr. Ceisch comments: “I think you all agree that the current legal conditions are in no way open C 106

for our problems.”
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Topics, Persons speaking Conversation Explication / Key-words | Reference
Sign
Minister, Ms. Carr in a sighing voice: | “All you wish is that your wi// is respected!” C 107
Physician, Dr. Ceisch disagrees: “No, I do not agree, if someone has a chance to live, then it is hard for me C 108
not to be persuasive to make him stay.”
Judge, Mr. Carten explains: “This is not possible without the power of attorney!” C 109
Physician, Dr. Ceisch tells: “Usually there is no time for this procedure (...) somebody comes in (into c 110
the hospital) is in danger (...) it is not that easy!”
Nurse, Ms. Cesch comments: “Nursing and Medicine have to learn to see it as a help.” C111
Psycho-oncologist; Ms. Clein asks: “Wouldn’t it be a good idea to get a supervision for the conflict.” Conflict C112
Physician, Dr. Ceisch argues: “You know, supervision is a provocative word in this house (...) it is Supervision C 113
because we once had bad experiences.”
Psycho-oncologist, Ms. Clein asks: “But what about Balint, it is absolutely different (...) I have just had a Balint C114
training and I really liked it.”
Physician, Dr. Ceisch: “We had two supervisions (...) and they went so poorly that you cannot C115
use this word any more. I think it is better not to use the word any more
(...) the basic problem in this house is to be respected.
Nurse, Ms. Calle comments: “And this is nothing new because of Privatisation.” Privatisation C 116
Psycho-oncologist, Ms. Clein recounts: | “I think there were better times (..). C117
Minister, Ms. Carr tells: “Yes, I remember, there was a politics of praise you could find in the house. C118
All of a sudden the people were walking a little bit more upright again.(...)
But I think the Privatisation has contributed its bit.
Psycho-oncologist, .Ms. Clein states: “You can see again that people are really suffering.” Suffering C119
Minister, Ms. Carr, smilingly: “And the cute thing is, that now the physicians are complaining too.” Physician complaining C 120
Ms. Clein, very seriously points out: “There is a real desperation. Such nice nurses (...) and their motivation is | Desperation C121
dropping daily. Do you know what we can do about this, Mr. Carten?”
Mr. Carten reacts: “It is not better in other hospitals as far as I know.” C122
Physician, Dr. Ceisch very furiously: “There is a real lack of respect! There is a colleague of mine who was Lack of respect C123

asked to write a letter in order to tell his colleagues about an upcoming
further educational class. He was told that the letter has to go through the
department of the hospital manager. The hospital manager then criticized
and corrected the letter. My colleague was advised that he would have to
write: ‘you are ordered to participate in the Further Education program”,
this is not a matter of asking!”
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Topics, Persons speaking Conversation Explication / Key-words | Reference
Sign

Minister, Ms. Carr argues vehemently: | “But we are not having an armed forces oath here! The vocabulary really C 124
shows a lack of sensitivity.”

The patient advocate, Mr. Cieft “What I can hear by following the discussion is that the people working | Identification with the C125

remarks: here do no longer identify with the company.” company

Ms. Carr states: “They are still doing it, but they are suffering.” Suffering C 126

Mr. Cieft compares: “In case a manager would get to know #his about his business company, I C 127
can tell you, he would get big ears.”

Ms. Carr: “A degradation of one’s hard work is not going to be forgiven. Maybe he C128
or she is still friendly (..) in case she is well educated, but everything else is
dead.”

Since time is running out, psycho- Postponing further C 129

oncologist, Ms. Clein asks whether

it wouldn’t be a good idea to discuss
the issues in the December meeting,.
Everybody begins to talk to each other,
and the meeting is not officially closed.
Chair, nursing manager, Mr. Commer
announces that he will try to invite the
Hospital Manager for the next meeting.

discussion with the
Hospital Manager
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Sixth Participant Observation, 20.12.2005, 16.00 h — 18.15 b

Arriving

The minister, Ms. Carr, greets each participant individually when the committee members enter the room in the Minsters’ House where the committee takes
place. The Chair, nursing manager, Chair, nursing manager, Mr. Commer comes late and excuses himself.

Introduction
Mr. Commer greets the participants.

dying in a three-patient-room. We had to care for the dead body in the
bathroom!”

Topics, Persons speaking Conversation Explication / Key-words | Reference
Sign
First topic: What is the News? Hospital Manager does C 130
Chair, nursing manager, Mr. Commer not come to the meeting
reports that the manager could not “Then we can take our time to get into the problems again that we
come today as they had planned, he discussed in the last meeting, and thereby prepare a later discussion with
remarks: the manager.”
Physician, Dr. Ceisch aks: “Who are then actually the ones we do address with our ethical C131
problems?”
Chair, nursing manager, Mr. Commer: | “I think it should be the manager, Ms. Cugler and the nursing director, C132
Mr. Cidder.”
Then, chair, nursing manager, Mr. Education C 133
Commer hands out educational
programs on ethics, and remarks that
everybody should register personally.
When the question of money for the
educational class is raised, he remarks
that there is still enough money left and
in case there is a problem, they would
certainly find a way to solve it.
Minister, Ms. Carr is upset, she “Last week, when I was on a ward and observed a patient who was very Patent suffering from C 134
recounts: much in pain. She was in a state of dying. She was comforted. She had pain
monstrous pain. The relatives were hanging in the chairs. You know,
nowadays you can go to the railway station and you will find somebody to
get a dope, but in the hospital you have to suffer from severe pain (...) I am
still furious.”
Oncologist nurse, Mr. Ciister, tells: “We have increasing problems to get patients in. Recently a patient was Spatial problems C135
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Topics, Persons speaking Conversation Explication / Key-words | Reference
Sign
Nurse, Ms. Cesch asks: “What do you need?” C 136
Nurse, Mr. Ciister answers directly: “Rooms!” C 137
Nurse, Ms. Cesch suggests: “We should get people from outside who can sit with the patient when he | Who can sit with the C 138
or she is dying.” Dying
Head physician, Dr. Craft informs: “We have money in the circle-of-friends-cash-desk!” Money C139
Nurse, Mr. Ciister reacts: ”We simply do not have enough staff, but it meets the planned number Nursing shortage: C 140
given by management.” Conflict
Physician, Dr. Craft informs: “The circle-of-friends does not want to sponsor what originally is the task C 141
of the hospital.”
Physician, Dr. Ceisch recounts: On the weekend I experienced that on a ward with 34 up to 40 beds there |Registered nurse is a C 142
was only one registered nurse and two student nurses. Nobody can handle |licensed nurse with at
such a situation! How can you go home and think your work is done?” least a years nursing
training.
Minister, Ms. Carr takes out a poster Idea of a palliative care C 143
that she has brought over from another unit
hospital. She opens the poster to the
committee participants. It visualizes
how a palliative care unit works and can
be integrated into a regular hospital.
She enthusiastically comments: “That is the way how it could work!”
Physician, Dr. Ceisch explains: “You cannot finance it with the money from the circle-of-friends. That Money C 144
wouldn’t be enough.”
Minister, Ms. Curz furiously tells: “The nurses are told that they should not put forward too much social “Social romanticism” C 145
romanticism, then everything works out! I think it is really necessary that
we should tell the employer what is really impossible to handle!”
Minister, Ms. Coch exclaims: “The circle-of-friends is the wrong partner to turn to!” C 146
Chair, nursing manager, Mr. Commer | “The personnel situation is bad in every hospital. This is not a special Lack of personnel as a C 147
remarks: problem of being privatised!” general problem
Psycho-oncologist, Ms. Clein remarks: | “In the house I miss enough respect for the personnel.” Respect C 148
Chair, nursing manager, Mr. Commer: |“I would like to come back to the circle-of-friends. Maybe we should think |Idea of having Hospice C 149
about getting hospice people who can sit by the dying patients.” people to sit with the
Dying
Nurse, Ms. Cesch reacts: “They are trained in hospice work, but they are not nurses!” C 150
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Topics, Persons speaking Conversation Explication / Key-words | Reference
Sign
Hospice Care representative, Mr. Cim | “We (the hospice service) are not staffed in a way that we could help out. | Hospice workers are C 151
explains: The hospice workers we have are all fully booked out.” “booked out”
Physician, Mr. Ceisch points out: “In this house (hospital) it was not welcomed to have a special ward for Idea of a palliative care C152
dying patients! But, if it is such a big problem of having patients with unit
severe pain, then, the thought of having a palliative care unit should be
brought in anew!”
Psycho-oncologist, Ms. Clein remarks: | “Actually, this is an important point, Palliative Medicine is what can find | Political support C 153
currently find political support.”
Minister, Ms. Coch looks astonished, “What strikes me is that we have a lot of ideas, but that we are Disempowered to decide C 154
saying: disempowered to decide.”
Chair, nursing manager, Mr. Commer | “Does a palliative care unit make sense in this house? This could be a topic | Palliative care as a C 155
suggests: for the Ethics Committee. This could be the place to work on a model.” topic to work on in the
committee
Nurse, Ms. Calle: “I wonder whether this is an adequate impulse now. We should not be Putting critical questions C 156
afraid to sum up critical questions that reveal miserable situations, for forward
example on the oncology ward.”
Hospice representative, Mr. Cim “You are having thoughts about problems that do originally belong to the |Responsibility of solving C 157
remarks: Management of the hospital.” problems
Nurse, Ms. Calle suggests: “I think it is necessary to sum up the problems we are facing here. Then we | Management C 158
can present it to the Management.”
Chair, nursing manager, Mr. Commer C 159
states: “We should show symptoms!”
Minister, Ms. Carr recounts: “It is unbelievable that nurses have to take the meals to the patients. It Spatial problems C 160
would be by far better if the patients would come by themselves into a
room to eat. But not only that we do not have enough rooms, most of the
rooms are ugly and cold.”
Minister, Ms. Coch asks: “What really happens due to a shortage of personnel?” Shortage of personnel C 16l
Nurse, Ms. Calle states: “Maybe we have to realize that for example, neuro-surgery demands much C 162
more work!”
Dr. Ceisch remarks without “The cost of lying in bed here is high, but the following costs are even Costs of lying in bed C 163

explanation:

higher!”
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Topics, Persons speaking Conversation Explication / Key-words | Reference
Sign
Chair, nursing manager, Mr. Commer | “An economic argumentation should not be our focus here. A discussion | What are and what are C 164
explains: about a lack of personnel should take place in the Works Council. What | not tasks of an ethics
I think is important, is the loss of values that emerges. And I really think | committee
this should be the task of an Ethics Committee.”
Physician, Dr. Ceisch complains: “Stafling is an issue here. What we are doing, we are not doing really well, | Doing things well C 165
and this causes dissatisfaction.”
Minister, Ms. Carr recounts: “This has been happening for one year now.” C 166
Physician, Dr. Ceisch remarks: “If you are astonished that a person with only one arm can only swim in a | Metaphor C 167
circle, then this is funny.”
Psycho-oncologist, Ms. Clein points “I wonder whether this has a strategy. Who is putting up with these Condition in the hosptial | C 168
out: conditions stays, the one who doesn’t, quits.”
Nurse, Ms. Cesch goes on: “This is not only about quitting by physically leaving the hospital, but it is C 169
also about quitting yourself.”
Hospice representative, Mr. Cim “I do not think that an employer has an interest in a good working C 170
remarks: atmosphere.”
Patient advocate, Mr. Cieft sharply “An employer who doesn’t care about a company’s climate has failed his C171
states: job!”
Chair, nursing manager, Mr. Commer | “How can we reach the hospital personnel? (...) I know about research C172
asks: results that show that satisfaction of employees lead to a better quality.”
Physician, Dr. Ceisch remarks “We are only cost factors\” Personnel as cost factors C 173
cynically:
Minister, Ms. Coch asks: “Don’t we have any methods that could help to adjust to the situation just | Conflict C 174
the way it is?
Hospice representative, Mr. Cim: “Are you serious about what you are saying?” C175
No comments.
Physician, Dr. Ceisch sums up: “Now, we have gathered some material. Everybody got the chance to let C 176
everything out.”
Nurse, Ms. Cesch questions: “I wonder in what way it can be presented.” Way of presentation C177
Nurse, Ms. Calle suggests: “I think everything should be addressed directly without filtering anything C178
No comment. out.”
Psycho-oncologist, Ms. Clein asks: “What will happen if the three gynaecologists leave?” There was no information | C 179

given before
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Topics, Persons speaking Conversation Explication / Key-words | Reference
Sign

The minister, Ms. Curz comments: “I am not sure whether this is known.” C 180

No reactions.

Social worker, Ms. Clemens remarks: | “When my colleagues left, it took more than half a year «ill they gota C 181
reference. I have the impression that such things are done on purpose.”

Physician, Dr. Craft tells: “At a farewell event, we had a satirist here, he criticised into a lot of C 182
directions. I do not know whether this has changed anything.”

Nurse, Ms. Calle remarks: “It is important to represent the colleagues in the Ethics Committee.” C 183
Physician, Dr. Ceisch points out: “I think we will have to sum up everything what we have talked about C 184
today, this was too chaotic today, but, of course, I do not want to put it

down.”
Physician, Dr. Craft remarks: “The introduction has to be object-orientated.” C 185
Social worker, Ms. Clemens: “We need time to prepare a talk with the management.” Talk with management C 186
Minister, Ms. Carr questions: “Maybe we should find out about the Works Council’s procedures.” Works Council C 187
Physician, Dr. Ceisch disagrees: “It is not that people are given a notice, but employment contracts are not | Employment contracts C 188
extended. This is not a matter of concern for the Works Council.”
Physician, Dr. Craft leaves the room.
Patient advocate, Mr. Cieft suggests: “I think we should get in touch with the Works Council.” Works Council C 189
Chair, nursing manager, Mr. Commer | “What we have been talking about are questions of Business Ethics, and I | Business Ethics C 190
comments: still think we should talk to the Hospital Manager, Ms. Cugler.”
Physician, Dr. Ceisch remarks: “There are two groups in the Works Councils who do not get along with | Works Council C191
each other.”
Mr Commer: “I think we do all agree that we have to sum up today’s points in the next C192

The formal meeting does not end with
an official closing, but with informal
talks in small groups.

meeting.”
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