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Cook, Ann Freeman, Ph.D., December 2001 Interdisciplinary Studies

A Rural Perspective on Modem Bioethics 

Director: Ken Lockridge

For nearly thirty years, hospitals have been encouraged to provide bioethics services to 
patients, families and staff members. That encouragement is evidenced by federal 
legislation such as the Patient Self Determination Act, various legal opinions, and the 
standards developed by the Joint Commission on the Accreditation o f Healthcare 
Organizations (JCAHO) and the American Hospital Association. In spite o f such 
encouragement, little has been known about the bioethics-related services that exist in 
rural healthcare settings, the ethical issues that complicate healthcare decision making in 
rural settings, or how those issues are resolved. The bioethics enterprise has strongly 
encouraged the use o f two specific models for bioethics services - ethics committees and 
case consultation - but the efficacy of those approaches has not been substantiated in rural 
environments.

This work responds to that overall research deficit by examining the ethics o f healthcare 
in rural America. The examination begins with an historical critique of the construction 
o f modem bioethics and its institutional establishment. That critique, in turn, provides 
the backdrop for a multi-method exploration o f the ethics-related dilemmas, needs, and 
practices that are experienced by those who live in rural areas. This exploration involves 
nine separate studies that were conducted among healthcare providers, patients, family 
members and community leaders who live in rural communities. The data from these 
studies suggest that the models for bioethics services that have been developed in urban 
and academic settings do not meet the needs o f  rural residents. Further, the findings 
suggest the need for both an expanded definition o f bioethics as well as the development 
o f integrated models for bioethics services that better accommodate the moral and 
cultural context of health care in a given community.
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PREFACE

Hilda Hensen1 serves as director o f nursing in a rural hospital, an institution where 

she has worked for nearly fifteen years. Hilda has high expectations for the kind of care 

that should be provided. She notes that patients expect to be treated as though they were 

family members. And they have a right, she suggests, to feel that way. The hospital is 

closely tied to the community. Community members raised the revenue to fund the 

hospital, poured the concrete footings, laid the floor boards, and painted the walls. “This 

is not a world,” she explains during an interview, “where we can turn people away like 

they do in the big city hospitals. This is a world where people are tight and everybody is 

a little bit o f  kin.” This a world o f connections; there are few secrets on M ain Street.

Throughout the interview, Hilda offered comments such as “in our town, 

everybody knows everybody” and “people value their own.” Certainly, there is an 

expectation o f self reliance in this community, but so too the realization o f  

interdependence. She explained that: “people care about each other because they have to. 

And sometimes they have to rely on each other and not just care about each other.”

While Hilda offered many positive comments about the interconnectedness o f her 

community, she also noted that the level o f ‘connectedness’ that it commonly expected in 

rural settings can be hard to incorporate into a patient’s healthcare plan. In recent years, 

the shortages o f staff, equipment, and supplies have taken a heavy toll. Organizational 

practices have also changed and to an extent, some of the new protocols discourage 

dialogue. For example, reports at the shift changes are often taped. Most nurses work in

iii
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three or more departments on a daily basis.2 Most o f  the nurses who provide direct 

patient care in Hilda’s hospital have not received much academic training.3 With such 

limitations, patients do not always receive the quality o f care that they expect. Hilda 

knows that a lack o f  quality care is a  serious cause for concern because if  patients and 

families do not trust the level of care that is provided, they will leave the county when 

seeking healthcare. A  decision to seek care elsewhere can have serious financial 

consequences for the local hospital.

Hilda also noted that the familiarity and the sense of communal responsibility, so 

pervasive in a small rural community, make it is hard to separate herself from her work.

“I am the nurse,” she explains, “when I leave the hospital, get into my car, and go to the 

grocery store or go to church.” She is frequently on call, and sometimes feels an 

obligation to work even when she is not scheduled to do so. “If  I hear there’s been an 

accident, I usually head for the hospital - sometimes before I am even called. Who else 

can they call? We depend on each other.” Hilda discussed these problems in an 

articulate manner, but was not sure any o f them could be termed “ethical” in nature.

After participating in the interview for more than an hour, Hilda noted that the 

kinds o f  cultural differences that emerge in rural communities can be “emotionally 

distressing.” She recalled a recent incident in which a young, first time mother 

experienced a long and difficult labor. Throughout the labor and birth, the young woman 

begged the nurses for medication to quell the pain. Pain relief was certainly available, but 

the woman’s husband told the nurses that the Bible explicitly adjourned: “In pain shall 

you deliver your young.” His wife, he insisted, must not be offered any pain relief. Hilda
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and the other hospital staff who were working that night accepted the husband’s directive 

and coached the young woman as best they could. Everyone involved in the situation 

endured a long and stressful night; the young woman had a very difficult time coping with 

the pain.

Hilda and the other nursing staff were irritated with the husband, but they did not 

discuss the situation with either the husband or his wife. Hilda expected that life would 

be “easier for the woman in the long run” if  the nurses obeyed her husband. She thought 

that perhaps she was doing the young woman a favor. Though not personally acquainted 

with either the patient or her husband, Hilda was familiar with their Church and she knew 

the minister. The minister and the husband would have been angry had the Church’s 

teaching been circumvented. Further, there was little doubt that both would be informed 

if  pain medication was accepted. “There are so few secrets in this town” explained Hilda. 

Hilda also explained that accepting pain medication could have made life extremely 

difficult for the young woman; she may have been ostracized by her family and members 

o f the congregation when she returned home. In fact, when the new mother was 

discharged, the day after the birth, she thanked the nurses; she said she was grateful that 

they could be “trusted” and had done nothing to place her or her family in jeopardy.

After relaying the incident, Hilda paused for a moment, and noted again that 

cultural diversity can be challenging. Neither she nor other members of the hospital staff 

talked to one another about the incident that night nor have they explored the issue in the 

intervening weeks. Hilda characterized the incident as one o f those every day, bed-side 

problems that are part of hospital life. At the close of an interview that lasted nearly two

v
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hours, she asked: “Would you call that an ethical issue? Did I do the right thing?”

There is no simple answer to Hilda’s question. To find a response, we need to 

look both backward and forward. We need that backward glance to understand how the 

ethics o f healthcare has emerged as a discipline, and how that emergence has shaped our 

collective understanding of moral dilemmas and encouraged the development o f ethics- 

related services. And then we need to move forward and consider how the discipline of 

bioethics can respond to the increasingly complex cultural, historic, political, and 

economic issues that complicate the provision o f healthcare in rural areas. This 

dissertation responds to that challenge.

The first chapter discusses the social, political, and intellectual environment that 

led to the birth o f bioethics as a discipline. That discussion involves not one, but three 

separate stories about the genesis o f the field. Chapter Two examines the formal, ethics- 

related services and approaches that became institutionalized in hospitals when the 

academic discipline of bioethics moved into the clinical setting. In particular, the second 

chapter discusses and critiques the two dominant models, ethics committees and case 

consultation, that have been developed to provide formal services to patients, families and 

healthcare providers. Chapter Three presents a series of nine research studies that have 

been conducted in rural communities. The studies provide a way to contrast the 

expectations o f the field of bioethics with the realities of rural healthcare. Chapter Four 

discusses the implications of the rural studies and, in particular, the issues that make 

adoption o f the models and approaches developed in urban settings unlikely and 

unsuitable in rural areas. Chapter Five discusses the value o f  an approach to bioethics

vi
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that is based on rural experiences and is inclusive, contextual, and process driven as 

opposed to exclusive, academic and formalized.

At times this narrative describes problems that developed in rural healthcare 

settings. The names that are used in all o f  the case studies, stories and examples are 

fictitious. In addition, the stories are based on comments and examples obtained from a 

12-state area and so any reference to real persons is not intended and should not be 

inferred.
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CHAPTER I

THE BIRTH OF BIOETHICS: WHOSE VOICE, WHOSE VISION

The director o f nursing in the small rural hospital agreed to participate in an 

interview. She did, however, express some reservations; she could not imagine what she 

could offer i f  the topic o f the conversation was “bioethics.” Bioethics seemed like an 

academic subject, an area of study more suited to college classrooms than to rural 

hospitals. After talking for nearly an hour, she noted that her personal values sometimes 

raised unsettling questions. When problems developed, she was not always sure what she 

should do. She recounted several experiences that had recently proved troubling, such as 

caring for a drunk driver who killed a popular member of the small community, asking 

local families to consider organ donation, or withholding information about a terminal 

diagnosis from a patient. “I struggle with those kinds of issues,” she noted. “But is that 

bioethics? I am not sure that I know what bioethics really is.”

Certainly the problems encountered by the nurse seem to fit a nutshell description 

o f bioethics - “the study of the moral principles and values that accompany medical 

treatment and research.’ 4 But some commentators, especially those trained in traditional 

philosophy would disagree with that assessment. They suggest that the issues 

encountered by the nurse, and indeed by most healthcare providers, more specifically 

meet the realm o f moral psychology or moral anthropology as opposed to ethics.5 Albert 

Jonsen, a highly respected philosopher, may not specifically assign the issues to either of

1
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those two categories, but he also defines bioethics quite narrowly, noting that it is a 

systematic study of the moral dimensions of the life sciences and that “a systematic study 

necessarily is carried out by scholars dedicated to thinking, writing and teaching about a 

subject.”6

Thus, a question that seems on the surface quite simple - “is that bioethics?” - is 

actually rather complicated. In part, the difficulty in articulating a clear definition of 

bioethics relates to what Albert Jonsen calls the “moral archeology” o f the field.

Bioethics has historic connections to ancient Greek medicine, medieval Christian 

medicine and traditional moral philosophy.7 The Greek physician Hippocrates and his 

disciples left a “small connection of moral maxims”8 for the “craftsmen” who would 

practice medicine in order to meet their objective o f good living.9 Present day physicians 

still swear by the Hippocratic Oath when they graduate from medical school. Christian 

dogma linked care o f the sick to the work o f the Good Samaritan and the Good 

Shepherd.10 Moral philosophy has long pondered the Hippocratic/Christian paradox that 

pervades medicine, the balancing of self interest and “good living,” as reasonable 

utilitarian goals of those who hold medical knowledge, with the deontological obligation 

to use one’s skills so as to respond to the needs of others.11

Bioethics, however, is also a new enterprise, a post modem phenomenon, created 

in response to an array of issues like the technological problems posed by modem 

medicine and rights o f self determination for patients. Thus a discussion about bioethics 

and its relationship to the problems encountered by the rural nurse requires a series of 

queries, ones that specifically explore the genesis of the modem bioethical discipline, its

2
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move to a clinical setting, and its evolving influence on medical decision making. That 

backdrop, in turn, provides a framework with which to examine and contrast the personal, 

clinical, and organizational values, and concerns that shape the provision o f healthcare in 

rural areas. The consideration of these rural issues enriches the circle o f  inquiry and helps 

identify the ethics-related resources that might prove most helpful in rural areas. As 

indicated in the Preface, the five chapters in this dissertation respond to those broad 

queries.

This first chapter chronicles the birth o f bioethics as a discipline. A birth story 

seems like a reasonable starting point since the rural nurse, quoted in the opening 

paragraph, wondered if the issues she faced were “bioethical.” The telling o f this birth 

story, however, is not a straightforward matter. Indeed, not one, but three separate stories 

are used to analyze the factors that have influenced the structure and focus o f the 

discipline. As will become apparent, different storytellers cite the significance of 

different events. Each perspective offers threads o f myth and fact, calling to mind a 

theme in Lawrence Durrell’s Alexandria Quartet - “the angle o f vision is everything.”

These different versions o f the birth story are useful because each version offers a 

framework that helps explain the emergence o f bioethics as a field, its acceptance as a 

speciality area within the arc of medicine and research, and its primary institutional 

services. As will become apparent, the stories share some common threads but the 

positions of the threads, and the interpretations o f different authors, shift according to 

each tale. Admittedly the use of three different stories might seem a bit confusing and so 

a metaphor, that o f a leviathan will be used to aid the exploration. The use o f a whale as

3

Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.



a metaphor when thinking about bioethics, was first offered by Charles Rosenberg, a 

noted medical historian. In his critique o f the discipline, Rosenberg charged that the 

“bioethical enterprise” has become lodged in the belly o f the medical whale.12 In that 

critique, Rosenberg also referenced the concerns o f the “critics on the Left,” those who 

question the extent to which the enterprise has offered meaningful services.

As I developed these different stories about the genesis of bioethics, Rosenberg’s 

metaphor o f a leviathan seemed rather apt. I have also borrowed his use o f language that 

has often been associated with politics. Thus in this first chapter, the “bioethical whale” 

can be studied via three stories, and perspectives that are right, left, and somewhat 

centrist. The right wing perspective celebrates the birth o f a field that is charged with an 

almost sacred mission, a field poised to respond to the moral dilemmas that accompany 

healthcare. The left wing perspective chronicles a history o f ethical problems that were 

ignored or minimized; this second story about the birth o f bioethics depicts a field more 

tarnished than pristine. The third story, the centrist position, links the key insights o f  the 

previous stories with the historic, economic, cultural and political factors that have 

shaped the discipline. Thus the third story affirms the value of a broader, more context- 

oriented framework for the construction o f the modem discipline.

The use o f metaphors, associated with the whale will continue throughout the 

body of the work. Those metaphors are useful because they provide a way to envision the 

role and scope o f bioethics in the academic sphere, the institutional sphere, and 

ultimately, the rural environment. As such, the metaphors help to create a vision for 

services that respond to the contextual realities that shape healthcare decision making.

4
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The Birth of a Whale

Considering his leadership in the field, his involvement in seminal activities in the 

formative years o f  bioethics and his unofficial title as the “Father o f  Bioethics,”13 the 

philosopher Albert Jonsen’s telling o f  the tale is hard to question. Indeed Jonsen’s story 

has become, more or less, accepted wisdom among bioethicists.14 In his book The Birth 

o f  Bioethics, he carefully chronicles the people and events that led to the emergence of the 

modem discipline. In this story, Jonsen celebrates a series of “serious, disciplined and 

deep philosophical reflections” 15 among male academicians. With a nod to the almost 

sacred mission o f the field, Jonsen notes that: “A trinity o f theologians - Fletcher,

Ramsey, and McCormick - presided over the birth o f  bioethics, [and] a quintet of 

philosophers - Jonas, Gorovitz, Clouse, Callahan, and Toulmin - were also present.” 16 

His version of the founding tale is intriguing, both in what it addresses and what it does 

not.

The whole o f the 1960s, Jonsen suggests, was an era of bioethics conferences 

initiated by philosophers, theologians, and physicians. One of the first o f these 

conferences, Great Issues o f Conscience in Modem Medicine, was held in 1960 at 

Dartmouth. Over the next few years, other conferences followed. At these conferences, 

the “splendid scholarly panels” 17 and invited participants discussed and debated the moral 

issues posed by the advances o f  science. The problems were stated in generic terms and 

the public, given the “lofty nature o f the problems,” was rarely invited to participate in 

the discussions.18 Jonsen notes that the early fathers tried to bring substantive 

philosophical concerns to the emerging field. As they struggled with the classical

5
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distinctions o f applied normative ethics, the teleological and deontological approaches 

that supported problemsolving, they created a mission and an agenda for the new 

enterprise.

Glenn McGee, a modem student o f the field, has observed that this philosophical 

approach created a somewhat specialized and insular discipline, a field rigorously 

guarded by physicians and academic philosophers.19 That orientation is evidenced in 

Jonsen’s text. Participants needed to be recognized as scholars in order to merit 

invitations to the cloistered conversations. Daniel Callahan, an influential philosopher, 

the founder o f the Hastings Center and colleague of Jonsen’s, acknowledged this 

“intellectual exclusivity” when he noted that his leading problem in the first twenty years 

at the Hastings Center was persuading the philosophers to sit down with the theologians 

and to take them seriously.20 Since Callahan created the Hastings Center as an 

interdisciplinary institute for the study of bioethics issues in 1969, his comment suggests 

that the intellectual exclusivity was pervasive and long standing. There are other 

examples of the exclusivity that characterized the field in its early years. Jonsen notes 

that Ruth Macklin was invited to join the discussions, a “leading woman bioethicist in a 

field dominated by white males.”21 Jonsen also notes the significance o f The Sanctity of 

Life conference held at Reed College in 1967 and suggests it “did better [than previous 

conferences] because the issues were more closely defined and because a proper 

theologian and a proper philosopher were invited to do some scholarly ethics.” In these 

formative years, healthcare policy analysts, nurses, and allied health personnel were 

integrally involved in the discussions and conferences, perhaps because the leadership in

6
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the field was still trying to define the legitimate voices in this new interdisciplinary arena.

Jonsen suggests that as the discussions and essays presented at these conferences 

became more “scholarly,” the frameworks for permanent bioethics centers were 

established. The centers, in turn, offered “a more disciplined, careful, long range way of 

working.”22 In 1969 Dan Callahan, a philosopher and editor o f  the Catholic journal 

Commonweal - along with some fellow academicians - created A Center for the Study of 

Values and The Sciences o f  Man; two years later the center was renamed and it has since 

been known as The Hastings Center. The Kennedy Institute at Georgetown, widely 

regarded as a premier center for bioethics, opened in 1971. Jonsen notes that one o f the 

Kennedy Center’s great achievements was the establishment o f  a bioethics research 

library that contained “641 titles, a valuable index o f the available literature for scholarly 

research.”23 The Society for Health and Human Values, originally chartered as a closed 

society, opened to subscriptions in 1972. Jonsen notes that by 1972, the conversation was 

mature enough to “conceive the epitome of interdisciplinarity, The Encyclopedia o f  

BioethicsT24 The seminal work was authored by Warren Reich.

This version o f the founding story continues by noting that the ethical issues 

discussed by the academicians throughout the 1960s finally reached the ears o f  congress. 

In 1968 Senator Walter Mondale decided the time was right for a national debate about 

the direction of medical science in the United States. He introduced a joint resolution 

calling for the establishment o f a presidential commission. The Senator was attuned to 

developing issues in biomedical research and was particularly concerned about 

experimental procedures like organ transplantation.25 Support for Mondale’s resolution,

7
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however, was slender. Scientists who testified at congressional hearings agreed that 

medical advances could have troubling aspects, but suggested those aspects were often 

exaggerated.26 The pioneering heart transplant surgeon from South Africa, Dr. Christian 

Barnard scoffed at the need for a federal commission. In his testimony before Congress, 

Barnard noted that the public was not qualified to make decisions about the evolving 

medical issues o f the day. Such a commission, he told the Senators, “would be an insult 

to your doctors” and would so hamper the doctors that they would never catch up with the 

progress he [Barnard] had made.27 Mondale’s vision of a national commission became a 

frightening specter o f  Federal meddling. There was a strong sense that decisions about 

issues like organ transplantation should be left to those doing the work rather than self- 

appointed critics.28

In 1971, Senator Mondale tried again to create a presidential commission and was 

again defeated. Mondale admitted being “frankly taken aback by the spirited opposition 

o f several prominent men in health sciences”29 who adamantly insisted there were no 

“new issues” to discuss. Since the opposition to a commission was so strong, no action 

was taken on Mondale’s bill. Mondale, however, was persistent and tried again in 1973. 

That year he was successful and his efforts led to the creation o f the National 

Commission for the Protection o f Human Subjects. That Commission is regarded by 

Jonsen, and by many bioethicists, as the cornerstone that shaped the foundation for 

bioethics as a discipline. That interpretation also reflects one o f Jonsen’s persistent 

themes, notably the need to bring the disciplined, structured methodology o f  ethics to the 

discussion of medical research and clinical care.

8
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Mondale deserves credit for persistence, but timing was also on his side. 

According to Jonsen, two particular research studies received press attention and called 

into question the moral compass provided by medical researchers. One issue involved 

research conducted by the Public Health Service in the small, rural Alabama town o f 

Tuskegee. In July o f 1972, the New York Times described a research study in which 

“human beings with syphilis were induced to serve as guinea pigs, [and] have gone 

without treatment for the disease.”30 The article noted that the men were poor, black, and 

uneducated; they were never told that they had the disease nor were they told they were 

research subjects. Instead, the men were told they had “bad blood” and should have 

medical examinations - some of which involved painful spinal taps. Even when 

penicillin became available, the men were offered no treatment. The Public Health 

Service even made an arrangement with the local draft board to keep the subjects off the 

list o f  draftees needing treatment.31 As o f 1969, as many as 100 men in the research 

protocol had died o f syphilis; others had serious syphilis-related problems.

As the New York Times dissected the story, the ethics o f experimentation was 

propelled into public view. When the study was initiated, the causative agent, the stages 

of the disease and the complications were all known to science.32 The investigators were 

simply trying to leam more about the complications that characterized the final phase of 

the disease. The Public Health Service hired Eunice Rivers, a black nurse and a person 

trusted by the black community so as to enhance legitimacy and prospects for continuity. 

After the New York Times published a story about the study, a Centers for Disease 

Control (CDC) spokesman characterized the research as a legitimate experiment
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involving “medical matters and clinical decisions.”33 Mondale and other members of 

Congress, however, were troubled, and their concerns kept interest in a potential 

presidential commission alive.

Less than a year after the Tuskegee revelations, another research problem 

surfaced, and the call for a federal commission was renewed. In April o f  1973, the 

National Institute o f Health (NIH) released a recommendation from an advisory panel that 

outlined the use o f newly delivered live fetuses for medical research. The fetuses, 

delivered intact due to late abortions, could be briefly maintained while studies were 

done.34 Scientists who supported the use o f these “tissues” suggested that there was 

nothing unethical about it. One scientist noted that the babies would die anyway.35 

Eunice Kennedy Shriver, and other members of the Kennedy family, hotly contested the 

moral legitimacy o f such studies and led a series o f public protests that embarrassed the 

NIH and forced Congressional action. Both the Senate and the House began discussions 

about legislation that would provide the parameters for research. Senator Ted Kennedy, 

Chair of the Committee on Labor and Welfare, initiated the Senate hearings. Though 

issues related to the use of fetal tissue helped focus attention on research ethics in general, 

Senator Kennedy’s concerns more specifically involved genetic manipulation and 

neurological or pharmacological modifications of behavior.36

Kennedy threw his political weight behind Mondale and on June 28, 1973, Public 

Law 93-348 created the National Commission for the Protection of Human Subjects of 

Biomedical and Behavioral Research. On December 3, 1974, the eleven member 

commission was sworn into office; Albert Jonsen was one o f the Commissioners. Jonsen
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described the commission as a group o f strangers, all but two from the academic world. 

The meetings were long and tortuous, shaped by the congressional mandate to identify the 

ethical principles that should underlie research with human subjects. No other 

commission, according to Jonsen had ever received such a charge.37 But he also noted 

that never before had thinkers, concerned with the issues o f medical ethics and research, 

been so prepared for such a mandate. To meet the “call for ethical principles,” the 

commissioners held a retreat at the Belmont House, a conference center o f the 

Smithsonian Institute. The group became known as the Belmont Commission and they 

quickly established their ethical principles.

The subgroup working on ethical principles initially suggested seven. The list 

was interesting: respect individual freedom, benefit individual research subjects, benefit 

other individuals and groups present and future, minimize harm to subjects, minimize 

consequential harm to others, attend to distributive justice and compensating justice, and 

protect the weak and the powerless. There was much discussion as to whether those 

principles were universal; the notion o f  compensation was particularly questioned. One 

commissioner complained that such a list was not “crisp enough” and the list of 

principles was eventually narrowed to three - beneficence, freedom, and justice.38 The 

Commissioners appeared to be satisfied with the abbreviated list, and overall the 

commission was regarded to be remarkably successful in meeting its mandate. In terms 

o f process, the commissioners proceeded in an issue by issue, case by case manner, 

consistently applying the universal principles that would shape authoritative guidelines.

The primary product of the Commission, the Belmont Report, dealt with three
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specific areas o f  concern: “a distinction between research and practice, a discussion o f  the 

three basic ethical principles [noted above], and remarks about the application o f these 

principles.”39 The report was published in 1979. It created the conceptual framework 

that, according to many commentators, has since governed the ethics o f research with 

human subjects.40 The report acknowledged that rules are often inadequate to cover 

complex situations, but still indicated that research protocols must incorporate three 

ethical principles: respect for persons, beneficence, and justice.41 The applications o f  the 

principles included considerations such as: informed consent, risk/benefit assessment, and 

selection o f subjects for research.42

To a considerable extent, the Belmont Report created an agenda for bioethics.

This new discipline was perceived as practice-oriented, an enterprise expected to solve or 

at least ameliorate insistently visible problems.43 This practice-oriented approach was an 

important consideration since the distinctions between research and the practice o f 

clinical medicine were becoming less clear.

As the legislative mandate for the Commission approached its expiration date, 

Senator Kennedy sponsored a bill to create a new commission: The President’s 

Commission for the Study of Ethical Problems in Medicine and Biomedical and 

Behavioral Research. In effect, this action reestablished and upgraded the Belmont 

Commission. However, the mission o f  this new Commission was somewhat vague, its 

purview moving from research activities to medical care of the dying and even to health 

care access. The manuscript entitled “Deciding to Forego Life-Sustaining Treatment” is 

regarded as its most successful effort.44 This report outlined the standards for hospital-
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based ethics committees. The publication o f  these standards formally moved the 

discipline o f bioethics into the healthcare system. The transition to the hospital 

environment, and the implications of that transition, will be addressed in detail in the 

following chapter.

Thus Jonsen sketches a seamless and well integrated chronology o f a field’s 

emergence and response to the moral problems that accompany medicine and research. It 

is not, as he notes, a Big Bang, but rather a steady progression through a period of 

philosophical reflection, to an era of conferences, to the development o f Centers, to the 

creation of national commissions, and finally to the implementation of clinical ethics 

services in hospitals throughout America. This birth story has an almost sacred aura. 

There was the earlier reference to the “trinity o f theologians” who presided at the birth o f 

the enterprise. Jonsen notes that the word bioethics was “canonized” in a Library of 

Congress’ catalogue that described an article by the philosopher Dan Callahan.45

This new discipline was exclusive and academic in orientation. Its maturity was 

marked by its ability to address substantive philosophical concerns through the structured 

methodology o f ethics. These methodologies, or formal processes of argumentation, 

were modeled at the elite conferences and outlined in texts authored by the giants in the 

field - Beauchamp and Childress, Veatch, Englehardt, Pellegrino, and Thomasma.46

There were some basic assumptions that justified the use of these formal 

processes of argumentation. At the outset, philosophers believed that ethical problems, 

regardless of their variety or context, had basic common features that are based on 

theories and principles. The theories were based on the duties and obligations that stem
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from normative philosophy. The principles o f  beneficence, non-maleficence, justice, and 

patient autonomy provided a methodology that linked action to theories. Autonomy, a 

term loosely associated with several ideas including privacy, voluntariness, self mastery, 

freedom to choose, and responsibility for one’s choices,47 seemed to be a particularly 

important value, given the research issues that clouded the Tuskeegee studies.

The theoretical approaches and principles that emerged in those formative years 

were easily transplanted into graduate programs and medical school curricula. When 

Robert Veatch conducted a study in 1972, he found that 56 o f 94 medical schools 

reported that ethics was only taught within other courses.48 Veatch’s study led to a series 

o f  national initiatives, and Jonsen reports that medical ethics is now an established part of 

medical education.49

The forefathers also helped to establish the relevance o f bioethics services in the 

clinical environment. Jonsen notes that physicians who had access to bioethics resources 

began to appreciate the assistance that could be provided by persons like Ruth Macklin, 

the philosopher referenced earlier in this text. As a result, formal bioethics services were 

developed in hospitals throughout the country.

A Nurse Revisited

Without doubt, Jonsen perceives the birth of bioethics as a cause for celebration. 

And indeed, when the accomplishments o f the field are seen through his eyes, they are 

noteworthy. But the question posed by the rural nurse at the outset o f this chapter still 

calls for an answer. The nurse found it hard to ascertain the connection between her
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experiences at the bedside and the discipline o f  bioethics. She asked if  the issues she 

encountered would be viewed as “bioethical.” A quick and clean answer was elusive at 

the start o f  the chapter, and as the first story o f the genesis o f  bioethics comes to a close, 

the answer to her question remains elusive. Jonsen offers a story that is long and detailed; 

he skillfully acknowledges key people, key events, and key processes used for decision 

making. However, the connections between the “serious, disciplined and deep 

philosophical reflections”50 described by Jonsen, and the every day, bedside problems 

faced by the rural nurse are not readily apparent. Jonsen underscored the discipline’s 

mission to delineate substantive philosophical concerns; the nurse was concerned about 

the every day dilemmas. Jonsen emphasized the importance o f systematic study by those 

“scholars dedicated to thinking, writing and teaching about a subject.”51 The rural nurse 

needed practical resources that would help her identify and respond to problems. Jonsen 

extolled the creations o f bioethics libraries and centers, journals, books, and consultants. 

The rural nurse had never received any training in bioethics, had no access to resources 

and was not certain that she would recognize ethics-related issues if  they developed in her 

healthcare setting.

The Underbelly o f the Whale

The second story about a birth o f bioethics is not so much a disputation o f 

Jonsen’s well-integrated chronology as it is a critique o f its central accomplishments. 

Jonsen and the other forefathers may have created a thriving enterprise, but in the process, 

important moral principles and values were ignored or minimized. When one considers
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the series o f events that color this second story, the rural nurse’s confusion about the

relationship between her problems and the field o f bioethics is not surprising.

The critics who offer this alternative tale suggest that the enterprise of bioethics is

noteworthy, not for the “more disciplined, careful, long range way o f working”52 so

admired by Jonsen, but for its accommodations, the careful delineations that kept the field

at the margins of important medical and moral dilemmas. The field o f bioethics claims to

represent medicine’s cultural identity, but ironically it manages and perpetuates “a system

often in conflict with that idealized identity.”53 According to the medical historian

Charles Rosenberg, the critics on the “Left” charge that:

Bioethics is no more than a kind of hegemonic graphite sprayed into the relentless 
gears of bureaucratic machines so as to quiet the offending sounds of human pain.- 
Its ethical positions are, in terms of social function, no more than a way of 
allaying social and legal criticism, and are merely the self reproaches o f ethically- 
oriented physicians. Bioethics has [traditionally] focused too narrowly on the 
visible problematic instance - on the plug being pulled or not pulled, on the 
organism being cloned or the cloning interdicted - and avoided consideration of
less easily dramatized policy debates and mundane bedside dilemmas  it is not
surprising that in a bureaucratic society we have created a cadre of experts and a 
body of knowledge to provide a soothing measure of humanity, certified and 
routinized.54 (Rosenberg 1999,42).

The comparison o f the discipline to hegemonic graphite certainly seems to suggest 

that key pieces of the bioethics legend should be reconsidered. The historian Tina 

Stevens appears to agree with that assertion. She describes the discipline, not as the 

spontaneous creation sketched by Jonsen, but rather “a recent expression of a centuries- 

long cultural legacy o f American ambivalence toward progress.”55 The founding fathers 

are described, not as a “a trinity o f theologians and a quintet of philosophers”56 but rather 

as a self-selected group o f individuals and practitioners who “maintained that society was
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unprepared to answer the moral questions posed by novel technologies.”

Since society was so unprepared for the new moral dilemmas, the services of this 

self-selected group were desperately needed.57 Thus technical experts emerged to solve 

the problems associated with technologies. The services they offered did not, suggests 

Stevens, challenge authority. Rather, the bioethics movement aided authority, constricted 

potentially threatening avenues o f inquiry, and thus allowed medical science and research 

to proceed on course.58 This “elision of the political into the ethical,” muted the voices 

of those who were too critical o f biomedicine and independent oversight was 

compromised.59

The field o f bioethics was able to secure institutional legitimacy because bioethics 

“had proved far less threatening to existing social arrangements than the changes 

demanded by more radical, and more popular, social critics o f the sixties.”60 Some of the 

post war geneticists who called for ethical scrutiny hoped to avoid social and moral 

disquietude; others hoped that the involvement o f bioethicists would “stave o ff the 

possibility of more virulent external control o f various eugenic proclivities and 

proposals.”61 When the search for moral quietude was combined with “professional 

medicine’s desire to protect itself from the legal liabilities o f conducting medical 

research,”62 the moorings for the modem discipline were firmly established.

Over the past thirty years, the “road taken” has proved profitable for the enterprise 

o f bioethics. As Rosenberg notes, the “cadre o f experts” has enshrined its heros and 

villains and commemorated its sacred places.63 The field maintains a “publishing 

activity worth millions of dollars; it is embodied in chairs and centers, institutional
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review boards, presidential commissions, universities, law schools, medical schools, 

hospitals, and in media coverage.”64 Pharmaceutical and biotechnology corporations need 

bioethicists and are willing to give ethicists “gifts, contracts, honoraria, consultation fees 

and stock options.”65

These achievements, however, have not come without cost. As a condition of 

acceptance, says Rosenberg, bioethics has taken up residence in the belly o f  the medical 

whale.66 Echoing this refrain, the philosopher Carl Elliot notes that bioethics has become 

an institutional phenomenon; it has “attached itself to hospitals and medical centers, 

feeding off the revenue and controversy that medicine generates.”67 Elliot learned first 

hand how uncomfortable these institutional liaisons can become. He served as a co-editor 

when the Hastings Center Report published some papers that criticized the way prozac is 

prescribed and marketed. Eli Lilly, the pharmaceutical giant that markets prozac 

subsequently withdrew its sizable annual contribution to the Hastings Center.

To more fully evaluate the arguments o f  those who offer this less laudatory 

perspective about the origins o f the field, we must retrace our steps and consider some 

events that received little or no attention in Jonsen’s version. These events suggest that 

from the beginning, bioethicists have failed to respond to emerging concerns. To some 

extent, that failure stems from precisely what Jonsen celebrates - the discipline’s 

philosophic roots. Bioethics has been largely shaped by Anglo-American analytic 

philosophy68 and those roots have typically removed or isolated value assumptions from 

the institutional, technical, and conceptual realities that characterize medicine.69 For 

example, philosophers who, in the 1950s and 60s, followed logical positivism envisioned
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only two meaningful types o f inquiry, empirical investigations into matters of fact and 

conceptual discussions o f  meanings.70 Since philosophy was not an empirical discipline, 

it had to be seen as conceptual. This analytic orientation, however, has decontextualized 

bioethics and separated theory from practice.71 When operating in this mode, “analytic 

philosophers become naive agents o f larger powers by asking the questions and framing 

the analysis in ways that serve these powers by leaving them assumed and unexamined.”72

Thus in the formative years o f the discipline bioethicists, as noted by Stevens, 

were “more apt to discuss ‘man’s’ confrontation with an ineluctable process, a process 

politically disembodied from its productive sources.”73 As a result, Nussbaum suggests 

that whole tracts of inquiry were relegated to the outer darkness.74 Moral and political 

philosophy existed only in a reduced form - studying the meanings o f  moral terms and the 

force o f  ethical language.75

This second story about the birth o f bioethics is supported by data from several 

sources, including a government committee, a prominent philosopher, and a well- 

respected author. Admittedly, sources like the Clinton Advisory Committee on Human 

Radiation Experiments and Eileen Welsome’s exhaustive volume The Plutonium Files, 

were not created to specifically chronicle the birth o f  bioethics as a field. Those sources, 

however, uncover the research environment that prevailed in the field’s formative years 

and to that extent, they portray a field that clothed itself in the mystique o f academia and 

minimized the reality o f a moral crevasse. While the discipline was carefully crafting a 

philosophic, academic agenda in one wing o f a university, scientists and researchers were 

subjecting uninformed and unsuspecting human subjects to painful and life threatening
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research studies in another. Enthused with form, theory, and brilliant argumentation, the 

emerging field o f bioethics failed to recognize the underbelly of the leviathan.

What follows, then, is not so much a “second story” about the birth o f bioethics as 

a series o f scarcely recognized events that received little attention when they occurred or 

in Jonsen’s version of the founding myth. Eileen Welsome discovered the underbelly in 

1987 when she was working on an article for a local New Mexico newspaper. She was 

interested in some toxic waste sites, near her community; supposedly they held the 

carcasses o f radioactive animals. She drove to Kirtland Air Force Base and asked to read 

some files so she would know more about the kinds of studies that had been performed 

on the animals. At the close o f what seemed like an unproductive day, she noticed a 

footnote about a human plutonium experiment. She was amazed when she saw the 

reference and at least initially wondered if  she was the first to stumble on this piece of 

information.

Welsome, however, was not the first to write about human plutonium 

experiments. Her research indicated that a Washington, D.C. publication, Science 

Trends, had published an article about the plutonium injections in 1976. In addition, 

issues related to the injections were discussed during a congressional hearing in 1976 and 

a report about the injections was published in 1986.76 The 1976 publication and the 

congressional hearings, 10 years distant from one another, received little attention from 

the media or from the growing cadre of bioethicists. The lack o f attention deserves 

consideration, especially since the 1976 article in Science Trends would have been 

published when the Belmont Commission was still in session.
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Welsome was intrigued by what she read and worked on the story intermittently 

for the next few years. During those same years, her newspaper began filing Freedom of 

Information requests with the Department o f  Energy. In 1993, the Albuquerque Tribune 

published a three-day series, authored by Welsome, that described for the first time a 

series of plutonium experiments and the people who had endured them. In December o f 

that year, the Secretary of the Department o f  Energy, Hazel O’Leary called a press 

conference to express her shock at the revelations. She announced a declassification of 

documents and a new policy o f openness and candor.

Soon after O ’Leary’s press conference, President Clinton appointed the 

President’s Advisory Committee on Human Radiation Experiments. This new committee 

shared some similarities with the committees that had been formed by previous 

presidents. Similar to previous governmental bioethics initiatives, the Clinton Committee 

empaneled premier thinkers in the field o f medicine and science and asked them to 

consider issues that were morally problematic. But aside from the recruitment o f highly 

respected commissioners, the differences between the Clinton Committee and the earlier 

efforts - the Belmont Commission or the President’s Commission for the Study o f  Ethical 

Problems in Medicine and Biomedical and Behavioral Research - are more pronounced 

than the similarities. The Belmont Commission, as noted in the previous story, was 

charged with identifying the ethical principles that should underlie research with human 

subjects. The Clinton Committee was asked to dig deeper, to move beyond principles 

and specifically to: (1) uncover the history o f  human radiation experiments from 1944 

through 1974; (2) examine the cases in which the government had intentionally released
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radiation into the environment; (3) identify the ethical and scientific standards for 

evaluating these events and; (4) make recommendations so that such “wrong doing” will 

not be repeated.77

To accomplish that agenda, the Committee chose a methodology that was very 

different from the academic and more insular orientation employed by earlier federal 

commissions. Both previous efforts, the Belmont Commission and the President’s 

Commission for the Study of Ethical Problems in Medicine and Biomedical and 

Behavioral Research, struggled long and hard in philosophical debates about the basis for 

moral decision making; commission members held round tables and spirited 

discussions.78 In the 1980s, when the members of the President’s Commission for the 

Study of Ethical Problems in Medicine and Biomedical and Behavioral Research were 

trying to identify the distinctions for forgoing life-sustaining treatment, they discussed a 

philosophically elegant draft prepared by staff philosophers.79 The discussions 

maintained a very academic focus.

In contrast, Clinton’s Committee moved from closed rooms and paneled halls to 

more public places. This was not an exclusive enclave; rather, the Committee members 

actively sought public input. As the philosopher Jonathan Moreno noted, the committee 

had to reconstruct a “heretofore-secret” history.80 All federal agencies were directed to 

make available any documents, either research or clinical, that might further the inquiry. 

As a result, tens of thousands of separate items and documents that had previously been 

classified were rolled into committee offices.81 Sixteen public meetings were held, and 

subsets o f committee members held public forums in cities throughout the country. The
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committee received testimony from more than 200 witnesses and conducted interviews 

with hundreds of professionals who were familiar with radiation experiments. The Ethics 

Oral History Project was initiated to learn from physicians how research with human 

subjects was conducted in the 1940s and the 1950s.82

The scope o f the committee was considerable, and committee members soon 

found that the effort to sketch an organized, coherent picture o f the research activities 

conducted over a 40-year period involved a nearly impossible task. The data they needed 

were not catalogued in the bioethics library at Georgetown, an entity regarded as the 

temple o f the field. As a result, the tale that unraveled would not be clear or straight or 

linear; some documents were buried, some had been destroyed. As Moreno noted, the 

federal agencies that had something to do with the questionable research experiments had 

lost their “institutional memory of sensitive matters from decades before.”83 The 

committee members could find no clear record o f the rules that had guided research 

before the 1960s and no clear justification for why rules had sometimes been abandoned 

since then. Though the members of the Clinton Committee studied hundreds of 

thousands o f  documents, they still believe the historical record is incomplete. The efforts 

did document, however, more than 4,000 human radiation experiments between 1944 and 

1974. The experiments, as it turned out, involved thousands and thousands o f people. 

Almost without exception, the subjects were poor, powerless and sick.84

Some of those morally troubling research activities were still being conducted in 

the years when Senator Mondale was calling for a national debate and his critics were 

insisting that decisions should be left to those doing the work rather than self-appointed
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critics.85 Due to the sheer numbers involved in research activities, the Committee could 

not possibly review all experiments. Thus it focused attention on representative studies in 

eight categories and assessed current research practices with an eye toward the 

development of new policies and regulations.86 The eight categories identified by the 

committee members included the following:

• experiments with plutonium and other atomic bomb materials
• the Atomic Energy Commission’s program of radioisotope distribution
• non-therapeutic research on children
• total body irradiation
• research on prisoners
• human experimentation in connection with nuclear weapons testing
• intentional environmental releases o f radiation
• observational research involving uranium miners and residents of the 

Marshall Islands87

At the outset, the members o f the Clinton Committee realized that the plutonium 

studies followed patterns that characterized some earlier research efforts. For example, 

the Committee report notes that researchers were definitely aware o f the risks associated 

with plutonium-related studies. Radioactivity has been a tool of medical research and 

diagnosis for the more than 100 years and the benefits and the perils o f  the tool were 

recognized soon after x-ray was discovered. Indeed the first case o f x-ray induced cancer 

was affirmed in 1904.88 By 1925, scientists and government officials recognized the 

hazards o f radium. That year, Dr. Martland, a physician and member o f the Newark 

Board o f Health, established the etiology o f industrial radium poisoning and the dangers 

o f deposited radium. Because a variety o f concerns identified by Martland reemerged 

when plutonium was studied, his discoveries merit attention.

Maitland’s research was based on the illnesses he diagnosed among the “radium
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girls,” the young women who painted luminescent dials on watches and ingested, on 

average, about 4000 micrograms o f radium in about six months.89 His reports indicated 

that the radium levels in the buildings were high, deposits on clothes were high, and the 

women - who sometimes used the paint as eye make-up and lipstick - “glowed like 

ghosts.”90 Throughout the 1920s and 1930s, the dial painters lost their teeth, their bones 

crumbled, open sores could not be cured, and cancers ravaged their intestines.91

In unsettling ways, the radium industry charted a path that would be 

systematically followed by those who, years later, worked with plutonium. The radium 

industry staunchly denied Martland’s claims and used physicians and scientists as well as 

professional and medical journals to bolster their assertions about the safety o f the work. 

Many physicians and scientists - even ones affiliated with academic institutions like 

Harvard - worked for US Radium and other radium companies; some scientists refused to 

testify, while others suppressed evidence. The federal government, hesitant to muzzle an 

economically and politically powerful industry, renewed the licenses o f radium 

companies until 1977.

So perhaps it is no surprise that in later years, the government was hesitant to 

muzzle the plutonium initiatives, especially since the research could potentially serve 

national interests. Like the earlier initiatives that involved radium, the plutonium studies 

used the expertise o f scientific consultants to control knowledge, conceal data, and evade 

liability. The American scientists who were conducting plutonium studies knew that 

plutonium could be extremely damaging. In spite of that realization, they wanted to 

determine tolerance levels. That activity required the use o f  human subjects. To obtain
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human subjects, the Manhattan Project scientists began working with medical faculty at 

the University o f California at San Francisco and later with scientists, physicians, and 

medical faculty throughout the country. In a study conducted between 1945-47, 18 men, 

women, and children in hospitals across the country were injected with plutonium. Urine, 

stool, and blood samples were collected, packed in crates and sent to the Manhattan 

project in New Mexico.92

Some o f the patients were close to death when they were injected; some were 

mistakenly thought to be mortally ill but would live many years. Some diagnoses were, at 

the time o f the injections, uncertain. Most subjects never knew what had happened to 

them or why such terrible health-related catastrophes befell them. None of the doctors 

ever told patients that the medicine they received in the hospital was part o f a research 

study designed to measure the effects of plutonium in the system. Most of the subjects 

died; those who lived were plagued by innumerable physical ailments the rest o f their 

lives. Because there was no evidence that consent had been obtained from those first 

subjects, the decision was made to maintain the secrecy of the studies.93

Those initial studies were just the tip o f the iceberg. As the years passed, 

plutonium research efforts intensified and thousands o f people were used as subjects. 

Some o f the studies chronicled by the Clinton Committee are particularly disturbing. At 

Vanderbilt University Hospital Prenatal Clinic, for instance, experiments were conducted 

to assess the rate at which radioactive isotopes crossed the placental barrier. Women who 

were scheduled for prenatal examinations were given a “special cocktail” o f radium 

laced iron.94 During a two-year period, 829 women were given a “little drink” that they
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thought was nutritious and beneficial for both them and their babies. At the Femald 

School for Boys, researchers from MIT created a Science Club; radioactive iron and 

calcium was mixed into the oatmeal o f the boys who were enrolled.95 The studies that 

have been cited, and a considerable number of additional experiments, were conducted 

with the assistance o f  medical doctors who worked in hospital and clinic settings. This 

complicity has thus blurred forever the thin line that separates research and clinical 

practice.

A Study in Contrasts 

This second story is both important and troubling because it unfolds in parallel 

with but utterly disconnected from Jonsen’s tale of the immaculate conception of the 

modem bioethical establishment. The scale of the plutonium research far outsizes the 

dimensions of two seminal events that Jonsen notes - the Tuskegee experiments and the 

NIH regulations about the use of fetal tissue. If the Belmont Committee was as pivotal as 

Jonsen has suggested, one would have imagined that the 1976 article in Science Trends 

and the 1986 congressional hearings would have ignited public ire and initiated 

passionate debate among bioethicists. The congressional hearings, for example, 

documented that at least 700 people had been used involuntarily for research activities.

Perhaps the limited attention given to either the 1976 article in Science Trends or 

the congressional hearing is an indication that by 1986, the bioethics establishment was 

already constricting its margins and focusing on more narrowly defined, technological 

problems o f clinical medicine such as artificial ventilation, abortion, definition o f death,
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and organ transplantation. Those kinds o f problems are amenable to discussion with 

normative philosophy’s de-ontological or teleological framework. In her critique o f 

bioethics, Stevens quotes David Rothman, a historian who celebrates bioethics’ historic 

commitment to individual rights.96 However, when one reads the stories told by either 

Moreno or Welsome, that commitment to individual rights is blurred; in fact, the rights 

and interests o f the researchers and the economic goals of key industries repeatedly 

trumped the interests o f the patients.

Thus the issues that surface in this second version of the birth chronicle shed a 

different light on morality and the intersection o f science, medicine, and medical 

research. A comparison of events, noted by Welsome and Jonsen highlight a series o f 

different issues in the formative years o f bioethics. Welsome notes that during the years 

1964-67, scientists and staff in the Public Health Service and the Atomic Energy 

Commission were quietly doing follow-up studies among the women who were given the 

radioactive cocktails at the Vanderbilt Prenatal Clinic. As part o f the follow-up protocol 

the women, some of whom had lost children to cancer, were not told the purpose o f the 

study, other than it involved a study o f diet and eating habits.97 Jonsen, on the other hand, 

notes that in 1966 Reed College held the impressive seminar on The Sanctity of Life, a 

seminar that would bring together people who would become “stars in the bioethical 

firmament.”98

Welsome notes that in 1968, Mother Jones published an article that described the 

activities o f physicians at Oak Ridge and in particular, their experiments on a child who 

died.99 In 1969 she notes that an article in the Journal o f  Epidemiology suggested a cause
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and effect relationship between radioactive cocktails administered to unsuspecting 

women at Vanderbilt and the deaths o f four o f their children.100 In his history o f 

bioethics, Jonsen highlights a series o f different issues during those years. The year 1969 

was notable because the Hastings Center was organized in New York. The first issue of 

The Hastings Center Report was published in 1971 and included articles such as “Values, 

facts and decision making.” Welsome notes that in 1971, newspaper reporters were 

writing about a new series o f questionable research studies, ones that involved total body 

irradiation. Jonsen notes that in 1972 and 1973, stories about the Tuskegee studies and 

the use of fetal tissues provided political motivation for the Belmont Committee. While 

the Belmont commissioners were discussing their principles and the theoretical 

foundations of morality, follow-up plutonium studies were being conducted in Cincinnati 

and Chicago. Permission for the studies was provided by the Atomic Energy 

Commission - a government entity - with the caveat that the subjects would not be told 

about the nature o f the studies or the fact they had plutonium in their bodies.101

Jonsen lauds the birth o f the Belmont Commission in June o f 1973. His text does 

not, however, mention the significance of an article that was published in the New York 

Times in December o f 1973. The article detailed a series of questionable studies that 

were conducted by the Central Intelligence Agency.102 The studies involved the use of 

psychoactive drugs and other chemical, psychological, and biological agents on 

unsuspecting human subjects.103 In the weeks after the stories appeared in the Times, 

subsequent articles revealed that the Department o f  Defense had also been involved in 

research activities that were equally troubling and destructive. There was such

29

Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.



consternation and public concern relative to these activities that Congress convened the 

Church Committee and the President created the Rockefeller Commission.104 Jonsen 

notes the significance o f the first meeting o f  the Belmont Committee in December of 

1973, but his chronology o f the birth story mentions neither the Church Committee nor 

the Rockefeller Committee. Welsome notes that in 1986, congressional hearings 

documented a series o f human radiation experiments that involved at least 700 people. 

Jonsen notes that in the 1980s, the new field o f bioethics was struggling with the ethical 

issues involving organ transplantations.

Certainly Jonsen’s story about the birth o f bioethics cannot be discounted because 

it fails to fully examine the significance o f all o f  the critical events that have or should 

have shaped the field. Granted, some o f the information chronicled in this second story 

wras not broadly available in the early days o f  bioethics. And in fairness to Jonsen, he 

briefly mentions the work o f some early philosophers who wrote about controversial 

issues. In 1969, he notes that the highly respected Hans Jonas wrote an elegant piece, 

“Philosophical Reflections on Experimenting with Human Subjects.”105 Jonas argued 

that justifying experiments by considering them a right o f society exposes individuals to 

unacceptable dangers. Jonas also suggested that simply obtaining informed consent was 

inadequate and that additional conditions had to be met. Subjects must be recruited from 

those who are most knowledgeable about the research and experiments must be 

undertaken for adequate cause.106 But Jonsen does not discuss the Jonas piece in detail, 

and does not suggest that it shaped or heavily influenced the scope o f the discipline.

Jonsen also notes that in 1970, the eminent theologian Paul Ramsey authored a
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critical review of the Willowbrook studies that were conducted on children. In 1973, 

Jessica Mitford published Kind and Unusual Punishment: the Prison Business}01 

Mitford describes the dangerous and coercive research conducted behind prison walls. 

Certainly the work o f  Jonas, Ramsey, and Mitford received some attention in the early 

days of bioethics, but bioethicists in general seemed more intrigued with different issues, 

ones that involved selective problems o f  clinical medicine.

In short, the chasm that separates these two founding stories is substantial. 

Jonsen’s version celebrates the genesis o f the field and the people who would become 

“stars in the bioethical firmament.”108 Led by critics like Stevens, those on the “left 

wing” see hegemonic graphite. Jonsen applauded the achievement o f  what he terms 

interdisciplinarity - the trinity of theologians, the quintet o f philosophers, and the 

conscientious healers. Those on the Left suggest that the voices o f outsiders have been 

constrained, that the “legitimate” voices were carefully groomed and the greater public 

largely excluded. Jonsen’s version celebrates a field that responds to the great moral 

problems that accompany healthcare. The second story suggests that the enterprise o f 

bioethics is unable and perhaps unlikely to either recognize or respond to serious moral 

issues, principles and values that require attention.

Perhaps the chasm that separates these two stories can be attributed, in part, to the 

placement of bioethics within the discipline of philosophy. Jonsen celebrates those ties to 

philosophy. He appreciates the lofty nature o f the moral problems, and the value o f 

“serious, disciplined and deep philosophical reflections.”109 He suggests the discussions 

about bioethics improved when a proper theologian and a proper philosopher were invited
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to do some scholarly ethics.

The philosopher Robert Solomon, however, sees a different angle. He suggests 

that philosophy tends to display a contempt for action and passion and a disdain for 

“appeal to the emotions.”110 Heated arguments are considered inappropriate.111 Such an 

orientation, suggests Solomon, means that philosophy may not be the best “home” for 

bioethics because the hard part o f ethics is facing up to the issues, dealing with the 

politics, and responding to the often violent passions that both issues and politics 

provoke.112 Solomon suggests that when philosophers marginalize or dismiss the 

emotions or when they isolate themselves from politically charged situations, they lose 

the motivational seed from which all action emerges.113

H. Tristram Engelhardt, another well-respected philosopher, adds a slightly 

different though equally interesting insight that helps to explain the differences in 

perspective that separate these two stories. He notes that the structure and the orientation 

o f both the Belmont Commission and the President’s Commission were almost 

guaranteed to promote a unified, philosophic orientation, a manufacture o f moral and 

philosophic consensus.114 Admittedly, as Jonsen suggests, when the Belmont 

Commission met there was no single ethical theory to determine moral values. But the 

committee members had a shared agreement about moral consensus and shared 

agreement about the approach that would support such a consensus.

There are advantages to having shared agreement, especially, as Engelhardt notes, 

if  one wants to produce usable guidance for healthcare policies, regulations, and 

guidelines. If  such an agenda is anticipated, one has good grounds not to appoint people
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with truly foundational moral differences. Individuals who will follow a well articulated, 

predetermined agenda and disallow considerations that are inconsistent with the assumed 

understanding o f the prevailing vision may prove the safest candidates when selecting 

chairs for such committees.115 But such selection also means that important issues, 

differences o f opinion, and different world views may not be recognized or validated.

As if  to verify that point, this second story seems to suggest that the well 

articulated, predetermined agenda that emerged in the early days o f  bioethics remains 

quite solidly in place today. For the same reasons that early ethicists did not become 

integrally involved in the problems surrounding the plutonium research, bioethicists today 

remain at the periphery of discussions about evolving worldwide problems like the drug 

trials, conducted by pharmaceutical companies in third world countries.116 Similarly, 

bioethicists are more likely to focus attention on the ethical justifications for a required 

request for organ donation117 rather than the morality o f a system that requires a request 

for organ donation from all who are near death, but allows the transplantations o f  those 

organs only for those who have financial resources.

A Nurse Revisited

The second story opened with the suggestion that some commentators perceive 

bioethics as a kind o f hegemonic graphite sprayed into the relentless gears o f bureaucratic 

machines. The discipline is criticized for its ambiguous social agenda and its 

mechanistic, technologic orientation. The nurse who was quoted at the beginning of this 

chapter might be interested in those criticisms. She may still question her ability to
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recognize the extent to which ethical concerns develop in her rural hospital. But she may 

be able to relate - perhaps uncomfortably so - to some o f the issues that surfaced in this 

tale.

The nurse has certainly encountered issues related to patient autonomy and 

competency; she may have lived in areas where persons were unwitting subjects when 

nuclear tests were conducted. In recent years, she may have seen the carefully worded 

advertisements, published in rural newspapers, that seek volunteers for drug and other 

research studies. If an ethics committee existed in her hospital, a topic like the legitimacy 

o f drug studies might have been raised.

The stories about people who are less informed and less powerful may heighten 

the nurse’s concerns about issues that she faces. In her community, nearly 30 percent o f 

the population is uninsured and many families have limited access to healthcare. Since 

the passage o f a federal rule in 1998, she has had to ask members o f these families to 

consider a request for organ donation when the death o f a family member is imminent. 

“People know me,” she explains, “and because we have these relationships, they don’t 

want to say no when I ask them to consider organ donation.” That reality leaves her with 

a nagging discomfort: “The request is a guarantee,” she notes, “that those who get the 

most from the system will get more.”

Before learning about this second story, the nurse may have perceived the 

“required request” for organ donations as simply a political issue, another government 

mandate. This second story, however, suggests that such a request has ethical 

implications. Further, if  the nurse thinks about the activities of Nurse Rivers, a person
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also trusted by her community, she may feel some unsettling comparisons. At the very 

least, this second story suggests that bioethics has more connections to the problems that 

develop in the lives o f common people than was apparent in the first story. Overall, 

however, the discipline o f ethics may still seem distant from the daily realities that she 

encounters at the bedside.

In the Belly of the Whale

The third story that is relevant to the founding o f bioethics acknowledges the 

philosophical foundations and the professional cadre celebrated by Jonsen. The story also 

acknowledges the moral failings catalogued by Welsome and Moreno, as well as the 

field’s technologic and institutional moorings that Stevens believes have both legitimized 

and limited medicine’s values. Such an acknowledgment, however, suggests that the 

birth story needs a wider perspective, one that extracts from the previous stories a new 

focal point for the genesis of the discipline. The focal point for this third tale is based, 

not on a singular influence like technology or a particular approach like normative 

philosophy, but on the central importance o f context and the long term social, political, 

economic, religious, and cultural values that have formed our moral sensibilities and our 

perceptions o f appropriate behavior. Thus this third story leans less toward either the 

adulation o f founding fathers or the black hole of cultural conspiracy, and more toward 

cultural tragedy.

To a considerable extent, the third story illustrates how society’s long term 

values - what Rosenberg calls “context” - provide the sustenance that keeps the
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bioethical whale alive. Key to this perspective is the premise that bioethics is, and 

perhaps always should be, a social and historical enterprise - but preferably one more 

consciously so. As Rosenberg notes: “Without history, ethnography, and politics, 

bioethics cannot situate the moral dilemmas it chooses to elucidate.”118

This story incorporates many of the notions that Jonsen offered in the first story. 

Without doubt, bioethics is a philosophical endeavor and bioethicists have traditionally 

used the basic theories and systems o f normative philosophy to resolve grave questions 

about healthcare. They have done so, as the philosopher Tristram Engelhardt has noted, 

by seeking a “single, coherent area o f  moral and conceptual investigation.”119 Jonsen 

recognized that mission when he referenced the “lofty nature o f  the problems” that face 

bioethicists, the need for reflective and systematic study and the importance o f .“the 

necessary vocabulary, grammar, and process o f ethical decision making.”120

And certainly, suggests this third story, bioethics has served - as critics like 

Stevens charge - as a “midwife to technologies.” As evidenced by the second story, that 

role has not always been constructive; it has both “reduced public opportunities for the 

expression of outrage” 121 and focused on narrowly defined problems. The extent to which 

issues associated with the definition of death,122 organ donation,123 and genetics124 

command the attention of the field is somewhat indicative o f that technologic connection. 

Also indicative o f  that connection is the extent to which the field emphasizes the 

technologic aspects o f some issues - the need to scientifically articulate a definition o f 

death and the need to increase organ donations - but places less emphasis on other issues - 

the culture concerns that counter indicate organ donation or the distributive justice issues
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that develop since access to transplantation services is limited to those who have a source 

for reimbursement.

But emphasizing the singular importance o f traditional philosophy or medical 

technology is inadequate because the story o f bioethics is larger and more complex.

Value assumptions, suggests Rosenberg, cannot be isolated from contextual realities. 

Thus bioethicists need to be aware o f  the gap between “theory and practice, conscious 

intent, and unforseeable outcome.” 125 He argues that bioethics should parallel the 

historian’s job o f cultural reconstruction and that practitioners should seek the “time and 

place-specific structure o f choices as perceived by particular actors.”126

According to Rosenberg, discussions that do not consider the context are not very 

helpful because bioethics is defined by its context o f  use. He notes that: “Questions that 

can be framed as matters of justice and autonomy are at once questions o f control and 

economic gain. Perceptions of right and wrong, o f appropriate standards o f practice, 

constitute de facto political realities - variables in negotiating choices among rival 

policies as well as in particular clinical interactions.” 127 In short, healthcare decisions 

take place in a context o f socioeconomic factors, relationships between people, and the 

feelings those relationships engender.128

To some extent, the enterprise of bioethics has failed to recognize the importance 

of this contextual approach because bioethics is “conservative in important ways.”129 Its 

technological determinism ignores social and cultural influences and its affinity for 

individualism turns it away from social problems.130 Such an orientation is problematic, 

especially when one considers, as Rosenberg notes, that the moral values that suffuse
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medicine are historically constructed and situationally negotiated. If the enterprise o f 

bioethics fails to incorporate these broader social values into its theoretical framework, it 

increases the risk o f what has been a characteristic “disconnect” in our healthcare system: 

a “boundless faith in the power o f the laboratory and the marketplace, and a failure to 

anticipate and respond to the human implications o f technical and institutional 

innovation.”131 Rosenberg notes:

The new enterprise [of bioethics] has been charged with a difficult and elusive 
job. We live in a frightened yet interconnected world, a world o f ideological and 
social diversity, o f inconsistency and inequity, of change and inertia. We cannot 
discuss relationships between men and women who differ in power and 
knowledge without acknowledging those inequities: class, geography, gender, race 
and education all modify the category patient; economic incentives as well as the 
institutional and intellectual structures o f medicine (such as speciality and 
organizational affiliation) modify the category physician. A growing awareness of 
such complexities has made bioethics an increasingly labile and self-conscious 
enterprise. And perhaps a less confident one as well: articulating and applying a 
foundational ethical basis for particular social actions no longer seems an easily 
attainable goal.132 (Rosenberg, 1999,35-36)

Thus this third story about the genesis of bioethics requires a larger net, one that 

captures our historical responses to health and illness, medicine, and science. Those 

historic connections can tell us a great deal about bioethics and its relationship to the 

current system o f healthcare. This third story weaves back and forth, selecting pertinent 

references from both the first and second stories, adding new and seemingly unrelated 

events, all in an attempt to underscore the importance of context and the tragedies and 

opportunities that context implies.

Simply stated, modem bioethics arose from deep origins in our attitudes toward 

health and illness, wealth and poverty, science and progress. Thus its deepest limitations
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and potentials only make sense in this larger perspective. In recent years, for example, 

the enterprise o f bioethics has focused some attention on issues related to the allocation of 

healthcare resources. The development of a national system for the allocation o f organs 

for transplantation serves as a good example o f  that attention. The allocation o f 

healthcare resources, however, is not a new issue. Allocation was an issue in the 1800s 

when, as Rosenberg notes, “Class and dependence, as much as diagnosis, determined 

one’s place in a ‘system’ o f healthcare.”133 Medical ideas and practices were widely 

distributed, but clearly based on conventional moral values.134 Some diseases and natural 

disasters - cholera, plagues, floods, and locust - were perceived as an exercise o f God’s 

will, the temporal means God uses for moral purification.135 Likewise, diseases 

associated with poverty, sin, lechery, gluttony, and alcoholism were associated with moral 

bankruptcy.136

Historically, care would not be provided for diseases associated with moral 

bankruptcy.137 Until the cholera outbreak of 1866, medical opinion was unanimous in 

agreeing that the intemperate, the imprudent, and the filthy were particularly vulnerable to 

that disease.138 In fact, the history o f cholera appeared to indicate that those countries 

with the fewest Christians were punished most severely.139 Slightly more scientific 

information was available by 1866, but the public still believed that cholera had a 

religious foundation.140

Those religious and social values, rather than the traditional framework of 

normative philosophy, shaped the development o f a healthcare system. The worthy poor 

deserved hospital care and the care o f physicians.141 A laying-in hospital might admit a
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poor mother-to-be but not an unmarried mother-to-be.142 Letters o f recommendation were 

required in order to be accepted by some hospitals.14j At times, a reputable witness 

needed to verify that a potential recipient, though poor, was o f  “worthy character.” 

Hospitals, throughout the 1800s, did not want to be confused with almshouses.144 Service 

to the poor also met an important utilitarian goal - it provided a captive audience for the 

teaching and advancement o f medicine.

Ideas about non-maleficence, self-determination, and patient autonomy capture 

the imagination of present day bioethicists. Those ideas also have a long history. 

Throughout the nineteenth and early twentieth centuries, there were no clear distinctions 

between health care and research, so beliefs about class also determined one’s treatment 

as a research subject. In the 1890s, Franz Boas, an esteemed and well-respected 

anthropologist and a curator at the American Museum of Natural History, strongly 

endorsed the polar research activities conducted by the explorer Robert Peary.145 A 

number o f Peary’s research activities could be viewed as quite harmful to the Native 

people, but two are notable for their violations o f self-determination, non-maleficence, 

and autonomy.

Soon upon his arrival in the Arctic, Peary convinced several Native people to 

show him their source for their knives. Peary suspected, based on the writings o f  earlier 

researchers, that the source was meteoric iron and if  so, he wanted to retrieve it.146 The 

Native people, on the other hand, believed the large rocks were a divine gift and harm 

would occur if  the rocks were moved. But Peary found a guide who would take him to 

this sacred site. He scratched his initials onto the rock and then brought this multi-ton
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meteorite back to the United States where it could be placed on permanent display in the 

American Museum o f Natural History.

He also brought six Eskimos to the United States as “specimens” and donated 

them to the Museum.147 Dressed in their thick, arctic furs, they were viewed for hours a 

day by the public. When five o f the “Eskinlos” died o f heat, malnutrition, disease, and 

neglect, their bones were leeched and mounted for display in the museum.148 Boas’ only 

published statement on the scientific results o f Peary’s studies affirmed the importance 

and validity o f the work: “Many things heretofore unknown have been learned regarding 

their language, their traditions and their personal characteristics. Casts o f  their heads 

have been made for the museum.”149

Boas is not generally perceived as an insensitive man. Indeed he had a 

distinguished career in American anthropology.150 But he was a man committed to 

scientific discovery and his values were shaped by his professional reading o f the ethical 

“context” of the time. He believed that the Eskimoes were an “inferior people”151 and 

believed the studies that could be conducted would benefit mankind and benefit the 

American Museum of Natural History.152 Some might suggest this story about the 

Eskimo research reflects the activities o f individuals but, in fact, the activities well- 

represented public sentiment about acceptable conduct. Peary’s activities were supported 

by the Navy, by generous benefactors, and by the public. On the day Peary arrived with 

his Eskimos, 20,000 people met him at the harbor.153 Huge crowds visited the Eskimos 

when they were on display at the museum.

Certainly throughout the 1900s, there were shifts in public attitude, changes in
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expectations o f the healthcare system, and changes in beliefs about acceptable conduct. 

But the scientific, religious, political, and economic factors that linked science and 

morality remained strong. What is intriguing about the contextual perspective suggested 

by Rosenberg, Ott, and other historians is that not only do these cultural factors shape the 

dominant social and cultural values, but they also define and legitimize the narrow, 

“professional” versions of those values. Thus over time the medical profession, in 

particular, has come to embody a particular set o f moral values and responsibilities as 

well as the powers associated with those values. This emergence o f  professionalism, a 

concept previously associated with European trades, has had a profound impact on the 

medical establishment and standards of medical care.

That impact and, in particular, the relationships between social and cultural 

factors and the public, professional, and individual moral codes became more visible as 

healthcare became more scientific. For instance, the discovery of the bacillus that caused 

tuberculosis provided support for a hygenic state and regulations that enhanced civic 

health and social order.134 Protection of the public was o f greater concern than was care 

o f the diseased.155 Support for a hygenic state and protection of the public are good 

examples o f dominant social values.

Those dominant social values also helped to define and legitimize the narrow 

professional versions o f civic health and social order. This new rigorous “spirit o f 

science” was represented by men like George Soper who, in the summer of 1906, 

investigated a typhoid epidemic in New York.156 He identified the Irish cook, Mary 

Mallon, as a carrier of the disease and the “source” o f the outbreak. Through Soper’s
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knowledge, persistence, and influence, Mary was incarcerated in order to protect society.

All o f  the social and professional values o f the day supported the decision to 

incarcerate Mary. She was not deemed as particularly “worthy” and so there was no 

reason to protect her. Like other domestic workers, Mary was considered to be a member 

o f the lower class; her Irishness seemed to contribute to her refusal to accept the authority 

o f the physicians and the legal system.157 She was blamed for spreading a “loathsome 

disease.” 158 Soper, snugly wrapped in the mantle o f professionalism, fueled the fears o f 

the public by wondering if  Mary was mentally disturbed and intent upon spreading 

“typhoid germs among mothers and babies and doctors and nurses like a destroying 

angel.”159 As a final touch, he advised the upper-class society: “We should be careful 

about how we chose our cooks.”160 Soper’s personal ethic, the values o f the profession 

and the values o f society merged and there was scant notion that Mary should be 

protected or that her rights were somehow abridged.

A Matter o f Context 

This third story is helpful because, as Rosenberg suggests, “just as the three 

principles o f value in real estate are location, location, location, for history they are 

context, context, context.” 161 When viewed through the contextual paradigm, clearly ever 

wider and more tragic social, political, economic, and religious values have helped to 

shape each o f  the founding stories recounted throughout this chapter. The dial painters 

who ingested radium in the 1920s and 30s were poor, working class girls. They were 

expendable for three reasons: science was interested in experimental medicine and
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interesting research problems,162 radium companies were politically and economically 

influential businesses, and social class distinctions were held firmly in place by those 

w'ith power and resources.

The men who were targeted for the Tuskegee Study were all poor, black 

sharecroppers in a rural country area;163 they were not considered as worthy or as valuable 

as other members o f  society. Femald School had, as residents, persons who were 

mentally disabled; it also had troublesome children and adults, prostitutes, and 

alcoholics, children from large immigrant families - anyone the judiciary found to be 

stubborn.164 In the 1950s, medical and military critics in the Pentagon opposed using the 

Nuremberg Code as the Department o f Defense’s human experimentation policy because 

“they didn’t want any written policy that threatened to restrict human experimentation for 

national security needs, or that questioned the moral integrity o f  physicians and 

commanding officers and their ability to make tough ethical calls.165 In all o f  these 

instances, certain classes o f people were perceived as less desirable or more expendable; 

that status, in turn, determined their treatment status in the healthcare system.

In contrast to those who were deemed less desirable, there was a growing 

recognition o f  an elite class of people - not unlike George Soper - who, by virtue o f  their 

profession, were more desirable and hence more privileged. These more favored cohorts 

came to embody a particular set o f moral values, responsibilities, and powers. This 

enthusiasm for the virtues o f the “profession,” however, failed to calculate the extent to 

which power, when protected by the aura o f professionalism, can be abused. That failure 

to consider the relationship between power and professionalism has relevance for the
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enterprise of bioethics - especially since in recent years, bioethicists have become 

increasingly interested in championing their own version of professionalism.

An abbreviated chronology o f the growth o f medical professionalism helps reveal 

the risks associated with professionalism. In 1851, physicians in the United States were 

not generally viewed as “professionals;” in fact, there was so little confidence in 

physicians that 15 states had repealed all legal restrictions upon the practice o f 

medicine.166 In Iowa, a six-month reading course was sufficient to gain the title o f 

doctor.167 In 1901, when Mary Rowland applied for a medical license she noted that 

some of her peers had less formal training than needed. She wrote: “I thought that my 

patient that day might die from infection because the doctor was so dirty.”168

By the 1930s and 40s, however, medicine began to provide a “way to make sense, 

to give form to what is emotional, messy, and unpredictable.”169 In this more mechanistic 

world view, the body becomes an object of social control, and patients, as individuals, 

become subject to a certain kind of judgement.170 As was indicated by the stories about 

cholera, the dial painters and Tuskeegee, this new world view gave physicians greater 

levels o f control over the medical system. By the 1960s, physicians were perceived as 

models of probity, and their knowledge and responsibility, as Freidson and Sullivan 

suggest, ensured that the public would be well served.171

Certainly, the embodiment o f values and knowledge within a profession seems 

like a positive development. That assessment is based on the assumption that certain 

professions, like medicine, are defined by rigid oaths and codes o f conduct that ensure the 

public will be “well served.” But, as the numerous examples in both the second and third
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stories illustrate, the designation of a “profession” may not ensure adherence to any 

particular moral standards. In fact, the philosopher Robert Veatch suggests that it is 

difficult to determine what can be reasonably inferred from oaths, codes, or treatises on 

medical conduct.172 He notes that there are differences in perspective as to whether the 

statements are “primarily exhortatory, descriptive, or self protective.”173 Veatch suggests 

that some people view codes as mere guidelines and indeed, that was the position taken 

by the American Medical Association (AMA) when it revised its Principles o f  Medical 

Ethics in 1980.174

The power of codes is further blunted by the fact that, as A1 Jonsen has noted, the 

medical license is protected in American courts as a property right. The property right 

certainly entails some public responsibilities, but the rights o f physicians are often more 

cherished than the responsibilities.175 Physicians can conceive their practice as if  it were 

property and offer benefits to those who seek them.176 Those who seek healthcare enter 

into a fiduciary arrangement which the physician can fulfill, based on his conditions.177 

Thus bioethicists like Ruth Macklin can cite the importance o f “Kant’s famous 

categorical imperative” and insist that patients should be treated as end in themselves.178 

The provision of healthcare, however, must still accommodate an economic system that 

views the expertise of the physician as a property right as opposed to a moral 

responsibility.

Rosenberg’s notion about context becomes quite compelling when one considers 

the linkage between a property right and a moral responsibility, and the relationship 

between “professionalism” and what Eli Ginzberg calls the “monetarization of
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medicine.” 179 In the years post 1950, at the same time the practice o f  medicine was 

becoming increasingly professionalized, the money economy began to penetrate nearly all 

aspects o f  the medical care system.180 Doctors had an expanding array o f  new 

opportunities to participate in lucrative technological and research-oriented activities.181 

With an eye toward such trends, the health economist Marc Rodwin suggests that entities 

like the AMA or the American College o f Surgeons are viewed by some as trade 

organizations.182 In an environment so “professionalized” and “monetarized,” the 

physicians hold most o f  the power; the patients lack knowledge o f how to regain their 

health; they are dependent on others for care, and are uniquely vulnerable to 

manipulation.183

A society enthusiastic about professionalism and confident about the moral rigor 

associated with oaths and codes, may be less likely to restrict a wide range of ethically 

problematic activities like those associated with the plutonium studies or, in more recent 

years, issues associated with pharmaceutical research. Rather than reduce problematic 

behaviors, an enthusiasm for professionalism and codes may, in the worst case scenario, 

actually increase the risk of such behavior. Marianne Paget, an author who studied 

medical errors, has suggested that the hallmark of professionalism - claims of 

knowledge, great social importance, and ethical rigor create an illusion o f infallibility 

rather than the specter o f  trial, error, and uncertainty.184 The illusion is powerful, and in 

the field o f  medicine, it minimizes the extent to which the process o f  “acquiring, 

interpreting, managing and reporting the disorders o f human illness is error ridden and in 

need o f qualification and elaboration at almost every tum.”18:> So errors occur and
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medicine, as a profession, is unwilling and unable to respond to them.

Many o f these inter-connected issues surfaced when the Clinton Committee 

sought to validate the scope o f  the plutonium research. And here the second and the third 

stories about the birth o f bioethics share similarities. The physicians who were 

interviewed underscored the importance o f context when making decisions: poor people 

were chosen for research because they “were easily intimidated, didn’t ask questions and 

belonged to a different social order.” 186 When physicians described various other 

research activities that involved involuntary subjects they noted that: “W e were taking 

care o f them [the poor] and thought we had a right to get some return from them.”187

The power o f context was further evidenced in 1993 when Vanderbilt University 

tried to justify its involvement in the radioactive isotope studies. The Associate Vice 

Chancellor noted that: “WTiile it would not be acceptable today to give radioactive 

isotopes to pregnant women, it is also clear that this was carefully evaluated at the time. 

We want to be as helpful as we can, but to create the feeling that we’ve done something 

wrong, we don’t want to do that.”188

The Power o f Perception 

The tales recounted in this third story are important because they show that 

foundations for ethical decision making are not based solely on normative, theoretical 

principles and approaches, or on short term crises, but also on long established socially 

determined, context-driven, perceptions o f acceptable behavior. The plutonium studies, 

for example, evolved in a culture that was mesmerized by the potential o f  atomic studies.
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That context justified a veil o f secrecy so that even Secretary of Defense Charles 

Wilson’s directive that outlined protocols for informed consent was kept classified.189 

The behavior o f the physicians was shaped by the profession’s view o f the social, 

historical, and political values o f the day. During the years when the plutonium research 

was being conducted, all of the key players - the Atomic Energy Commission, the 

Defense Department, and the National Institutes o f Health knew that research should only 

proceed with the consent of subjects, but they chose another path.190

If there was any doubt about the importance o f following legitimate research 

protocols, the Nuremberg trials that began at the end o f World War II should have 

instilled a sense o f caution. Twenty-three physicians were placed on trial for crimes 

performed in the name of medical science. And yet the American physicians and 

scientists participating in more than 40 years o f  experimentation in this country saw no 

connection between their behavior and the Nazis. In the 1940s and 1950s, physicians 

routinely used patients without either their knowledge or consent.191 The disputed the 

applicability of the Nuremberg Code; it was “written for barbarians,”192 not scientists 

engaged in legitimate research. There was a belief that no code written for barbarians 

would be relevant in the United States.193 Even in recent times, condemnation of actions 

has been softened. The Atomic Energy Commission called the plutonium studies a 

“small price to pay to keep America safe.”194 All o f those statements reflect values that 

have been shaped by the social, economic, political, and religious factors of the day.

Those values, in turn, shape our perspectives o f cultural legitimacy. Indeed, many 

of the scientists and physicians who were interviewed as part of the Clinton Committee
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Oral History Project, described their activities as culturally legitimate. In those days, the 

ethics o f research seemed like an obstacle to human progress.195 Leonard Sagan, a doctor 

who worked for the Atomic Energy Commission in the 1940s, noted that obtaining 

informed consent often conflicted with a researcher’s professional goals.196 As he 

explained:

Doctors who were doing research wanted to be professors, and in order to be a 
professor, you had to have lots o f  publications, so your highest priority is to 
conduct research and publish it. You’re the doctor. Here’s a patient that you want
to experiment on  Is it going to contribute to your research if  you inform the
patient? What can happen if  the patient says, “No, I don’t want to do that.”
That’s not in your interest. Your interest is to have that patient participate, so do 
you tell him or her? No. Does anybody care? No. So you don’t tell them. So 
that’s why they [ethical rules] were ignored, because there’s a conflict between 
informed consent and the ability to conduct research and the physician is 
interested not in the patient’s welfare, he’s interested in his or her welfare. So he 
doesn’t inform him.197 (Welsome, 1999,212)

As those statements suggest, the “professional” perspective on ethical conduct is 

not as unequivocal as one might expect. One might claim that Sagan’s comment 

represented sentiments o f an earlier time. And yet his comment is not so far removed 

from a statement offered in the final report published by the Clinton Advisory Committee 

on Human Radiation Experiments. The Report notes that in the great majority o f cases, 

the experiments were conducted to advance biomedical science, to advance national 

interests in defense or space, or to serve both biomedical and defense purposes.198 It also 

suggests that the government officials are blameworthy for lacking policies and 

procedures that protect the rights and interests of human subjects. However, it also notes 

that they are less blameworthy to the extent that there was reason to believe the research 

might provide a direct medical benefit to subjects, government officials, and biomedical
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professionals.199 The very careful wording of the Clinton Advisory Committee Report - 

the notion o f reason to believe and potential benefits to government officials and 

biomedical professionals - underscore the close connections that continue to link our 

professional healthcare ethics and our social, political, and economic values. And those 

links are not always “ethical.”

In fact, the belief in the potential value o f a “medical benefit” is so ingrained in 

our national consciousness that our current perceptions of “legitimate research” are not 

entirely different from the beliefs articulated by Boas and Peary, namely that “many 

things heretofore unknown have been learned.”200 Perhaps that seems caustic. But 

consider the brief reference made, in the second story, to the pharmaceutic companies that 

conduct drug trials in third world countries. In the year 2000, Pfizer received some media 

attention because it used Nigeria’s meningitis epidemic to conduct experiments on 

children.201 The researchers at Pfizer believed their new, though untested drug was 

promising, and Wall Street analysts suggested that Pfizer might reap a billion dollars a 

year if  it won approval by the U.S. Food and Drug Administration.

An article describing a series o f  questionable research activities detailed the death 

o f a child enrolled in the Pfizer study and noted that corporate drug experiments in 

Africa, Asia, Eastern Europe, and Latin America are booming. Many of the experiments 

are poorly regulated, involve risky procedures and have little independent oversight.202 

One study gave premature babies in Latin America a placebo instead of a proven therapy 

in order to test an experimental drug.203 Such a research activity would be prohibited in 

the U.S., but the Food and Drug Administration has limited authority overseas.
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The limited authority o f the FDA certainly mitigates some o f its responsibility, but 

what is particularly relevant, in light o f  Rosenberg’s notion about the importance o f 

context, is that there is little social pressure to limit such drug experiments. The 

companies use the drug trials to produce new products and revenue streams, “but they are 

also responding to regulators, Congress and lobbyists for disease victims to develop new 

medicines quickly. By providing huge pools of human subjects, foreign trials help speed 

new drugs to the marketplace - where they will be sold mainly to patients in wealthy 

countries.”204

What Rosenberg calls “contextual factors,” this blend of economic, social and 

political pressure was certainly evident when regulators, Congress and lobbyists provided 

the impetus to pass a federal mandate that requires hospitals to immediately inform their 

designated “organ procurement organization” [OPO] in all cases of death or “imminent 

death,”20S and to ask, if  the OPO identifies the organs as suitable, the family for a 

donation. Ostensibly, the rule was placed to increase the supply of organs for those who 

need transplantations. Numerous problems, however, are associated with such a request. 

Families may have limited understanding o f the protocols that must be honored if a 

donation is authorized. Some families may feel coerced when asked. A request may 

violate cultural or religious beliefs and social practices or may complicate adherence to 

advance directives. Finally, organ transplant centers generally provide transplantations 

only to those patients who have sources of reimbursement. Thus the potential benefits o f 

transplantation are not universally available. But in ways reminiscent o f Boas’ comment, 

the concerns are carefully re-framed. An Associated Press article, published in a Seattle
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newspaper, suggested that “communities that fail to donate organs - or the organ banks 

that serve them - are partly to blame for the long waits [for organs].”206 According to that 

article, the nations’ best organ banks “move four times as many organs from the dead to 

the living” and are less “hampered by ethnic minorities who are more reluctant to 

donate.”207

Thus, claims of “national interests” and “potential medical benefit” create ways 

to define “legitimate behavior.” This same pattern was also evidenced by a series of 

medical and military decisions associated with the Gulf War. One could expect that the 

Department of Defense, given the research problems associated with the plutonium 

studies and other regrettable initiatives, might be wary when suggesting questionable 

research protocols. But here the lesson about context returns: political concerns are more 

powerful than ethical protocols. When the Pentagon made the plans for the invasion of 

Kuwait in 1990, there was much concern about Saddam Hussein’s capacity for chemical 

and biological warfare. Possible agents included nerve gas, the anthrax bacteria, and the 

botulism toxin. The Pentagon wanted to vaccinate soldiers, as a protective strategy, but 

there were some problems with such an action. Neither the vaccines for anthrax and 

botulism toxin, nor the pills for nerve gas, had been approved for use in the military.208 

Indeed, the botulism toxin vaccine is considered to be “investigational” by the Food and 

Drug Administration (FDA). The Pentagon, however, approached the new FDA 

Commissioner, Dr. David Kessler, and sought a waiver of the normal informed consent 

requirement so that the Pentagon could use “investigational” drugs.

In response to that request, the FDA created an exception and allowed the
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Pentagon to “use the drugs with the Desert Storm troops without informed consent [of the 

soldiers].”209 In the years since the drugs were given, a number of problems, such as G ulf 

Syndrome, have become apparent. There is a “rough sense o f how many took the drugs” 

but there was little documentation; as veterans began to experience medical problems, 

there were no records o f  who took the drugs or under what conditions.”210

To further muddy the water, the vaccine supply that was used for botulism was 20 

years old and there was some concern that it would break down into toxic products.211 In 

addition, the vaccine was probably not effective because it requires a series o f four 

injections and most troops received only two.212 Indeed, the Army committee responsible 

for reviewing the use o f the vaccine was unsure o f its effectiveness. Some, including 

persons in Congress, believe the FDA’s permission to waive regulations demonstrates its 

intimidation by the Defense Department.213 The agreement between the FDA and the 

Defense Department “called for all soldiers asked or ordered to take the medications to be 

given an information sheet about what they were taking, but that information was rarely 

provided.”214 The FDA chose not to respond to the failure to comply with that directive 

and in fact, “failed to call the armed forces to account for this breech o f  the agreement, 

even after the war.”215

These tales all share a central theme: patterned, sustained actions shape 

perceptions and social, economic, and cultural perceptions o f acceptable behavior shape 

actions. When the Pentagon was seeking permission to use questionable drugs, the 

potential seriousness o f the waiver o f informed consent was noted, even by people in the 

military. A 1990 military memo noted that: “A military justification for involuntary
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receipt o f  investigational products because o f strategic, doctrine or discipline concerns 

resembles all too closely the logic used by Nazi doctors to rationalize using human in 

research that had predictably destructive outcomes.”216

Some o f the problems discussed in this third story - especially those that seem to 

replicate past mistakes - may seem almost inexplicable. These problems keep re- 

occurring, in part, because bioethics has not taken a broad, flexible, deeply contextual 

approach to its own origins. Failing such an examination, modem bioethics has fallen 

prey to the vices o f institutional momentum and, as Rosenberg notes, the enterprise has 

found it increasingly difficult to articulate and apply a foundational ethical basis for 

particular social actions.”217 Given such uncertainties, new problems develop. As Carl 

Elliot has noted: “The money [in bioethics] is not hard to find.”218 The major bioethics 

centers in the US and in Canada enjoy strong corporate financial support. Their programs 

are funded by entities like du Pont, Schering-Ploughman, Smith-Kline Beecham and Sun 

Life. Bioethicists have seats on scientific boards, are given honoraria for drug company 

talks, and serve on for-profit Institutional Review Boards.219

While it is surely understandable that a committed practitioner, such as Jonsen, 

might emphasize and celebrate the field’s positive virtues, it is equally clear that the 

structures that have been developed, the social pressures to support certain actions, the 

rigorous normative approaches, and the professional cadres can be viewed, in themselves, 

as a kind o f seductive technology. Perhaps bioethics, suggests Rosenberg, has become 

too institutionalized; it has not only questioned authority, it has come to constitute and 

legitimate it. Herein Rosenberg offers his strongest criticism o f a discipline that has
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failed to evaluate the importance o f context:

As a condition o f its acceptance, bioethics has taken up residence in the belly of 
the medical whale; although thinking o f itself as still autonomous, the bioethical 
enterprise has developed a complex and symbiotic relationship with this host 
organism. Bioethics is no longer (if it ever was) a free floating, oppositional and 
socially critical reform movement: it is embodied in chairs and centers, in an 
abundant technical literature, in institutional review boards and consent forms, in 
presidential commissions and research protocols.... It is not an accident that the 
bioethical enterprise has routinely linked bureaucracy - committees, institutional 
regulations and finely tuned language - with claims to moral stature.220 
(Rosenberg, 2000, 38)

A Nurse Revisited

Rather than celebrate the model for bioethics that has evolved over the past 30 

years, historians like Pemick and Rosenberg see the need for a larger picture, a more 

integrated, interdisciplinary approach that would allow us to move “outside the box”221 

and create an ethics o f care that integrates value assumptions with contextual realities. 

This alternative approach would encourage a probabilistic way o f thinking, one that 

anticipates obstacles, recognizes that the setting or place influences medical choices, and 

adjusts to the larger context, the social, economic, legal, and political realities o f the 

day.222

An approach to bioethics that is based on contextual realities might interest the 

rural nurse who was described in the opening paragraph of this chapter. That nurse - and 

the nurse who was described in the Preface - certainly experienced morally distressing 

situations. Neither o f those nurses knew if their problems would be considered 

“bioethical.” The nurses, however, did recognize the importance o f values and both knew
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that those values shape healthcare decisions. Both seemed to realize that values could not 

be separated from the “lived experiences” o f community members. This third story 

appears to have room for the kinds of issues faced by both nurses. If the field o f  bioethics 

encouraged this more context-sensitive approach, healthcare providers might recognize 

the link between bioethics and the care that they provide.

The Wake o f the Whale

These three stories about the genesis o f  the discipline certainly offer some 

justification for the philosopher Stephen Toulmin’s comment that medicine “saved the 

life o f ethics,”223 by moving an abstract, philosophical discipline into the dynamic arena 

o f healthcare. H. Tristram Engelhardt, one o f the field’s original scholars, notes that in 

its formative years, “Bioethics as a secular, scholarly undertaking, appeared able to 

supply what had once been sought from religion as well as from the special insights o f 

healthcare professionals: clarification o f claims and ideas.” Given the need for such 

clarification, the conversations o f the pioneering bioethicists had an “echo in some very 

private places - the closeted conversations between doctors and their patients about 

medical problems.”224 Those conversations, suggests Jonsen, re-enacted in small 

compass the evolving discussion o f healthcare ethics.

As bioethics moved into the halls of the hospital, it mirrored the patterns that 

characterized the early years o f the field. The forefathers who were celebrated by Jonsen, 

those who initiated the first bioethics conferences and centers and those who set the 

standards for the bioethics discourse, were the ones who provided direction as the
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enterprise moved into the clinical care setting. They created an array o f institutional 

services that brought philosophers, physicians, lawyers, and clergy into the hospital, and 

provided an opportunity for them to learn and practice the necessary vocabulary, 

grammar, and process o f  ethical decision making.225 They created journals and textbooks 

developed ethics consultation services, and created summer institutes that trained clinical 

ethicists. The distinctions between experimentation, research and innovative procedures 

in the practice of medicine became less clear.226

Jonsen suggests that the common language, literature, and methodology that 

emerged during the formative years o f the field, facilitated the development o f the 

institutional models. Through the efforts o f two influential bioethicists, Beauchamp and 

Childress, the use of the principles became formalized into an approach called 

principlism. Medical schools and hospitals throughout the country developed bioethics 

curriculum based on principlism, normative ethics, and structured processes for ethical 

analysis.

Thousands of persons, Jonsen notes, became familiar with issues like withholding 

or withdrawing treatments and many hospital committees developed the skills to respond 

in an orderly and informed manner. He states that the most competent among the ethics 

committees improved their institution’s library resources, sought consultation from 

trained bioethicists, and created networks.227 By the later 1980s, the stage was set. The 

field o f bioethics had become more rigorously and more narrowly defined. The key 

players had been identified. Bioethics moved into the halls o f the hospital and eventually 

to the bedside.
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CHAPTER H 

A POD OF WHALES

The rural hospital administrator was certainly familiar with the model o f  an ethics 

committee. He also knew that, for nearly 30 years, hospitals have been strongly 

encouraged to create such entities. He did not, however, believe that an ethics committee 

would be very useful in his hospital. He noted that ethics committees typically address 

the highly technical problems that accompany medicine, not the day to day problems that 

he encounters. Given that consideration, he was skeptical about the extent to which 

ethics committees provide useful services. “As far as I know,” he explained, “most ethics 

committees are dormant, floundering, or somewhere in between.” Further, he doubted 

whether a service like an ethics committee would be well received in his community. “I 

don’t think people in this community would want their personal business discussed, 

behind their backs, by folks who supposedly know more than anyone else,” he noted. “In 

our town, an ethics committee does not seem like a very good idea.”

The administrator’s skepticism about the utility of an ethics committee provides a 

framework for examining the emergence o f formal ethics services in healthcare settings. 

When the enterprise of bioethics came to hospitals it took, as its quintessential form, the 

ethics committee. Thus the examination o f institutionalized bioethics begins with a 

discussion o f  the factors that led to the development o f ethics committees in hospital 

settings. The development o f  committees, in turn, leads to an analysis of their roles and
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functions and a discussion o f “principlism,” the primary philosophic approach that has 

been used to solve the moral dilemmas that complicate healthcare decision making. The 

chapter will then explore a growing body o f criticism, within the bioethical establishment, 

that has been leveled against principlism and against the limitations of institutions bound 

by particular theoretical approaches.

The rural hospital administrator was correct when he stated that hospitals have 

been strongly encouraged to develop formal ethics services such as ethics committees. 

That encouragement, which began in the early 1980s, emerged in response to the 

questionable research studies noted in the preceding chapter.228 Those studies blurred the 

lines between research and clinical care. The patients who received the plutonium 

injections, the pregnant women who were given the radioactive cocktails, and the men 

who were enrolled in the Tuskegee studies all received their “treatments” in hospital 

settings and with the aid o f hospital staff.

In addition, even in the early days o f bioethics, philosophers, physicians, and 

lawyers realized that the ethics-related problems associated with patient care would 

increase rather than decrease. Issues that involve the retrieval and allocation o f organs for 

transplantations, access to kidney dialysis machines, or the use of life extending therapies 

like ventilators were increasingly visible and controversial. New problems, associated 

with issues like genetics, were looming on the horizon. These problems were recognized 

by many of those early leaders referenced in the preceding chapter. Ruth Macklin has 

used the term “big ethics” to define these high profile problems that involve dramatic 

situations, life and death decisions, media attention, and sometimes, precedent setting
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court decisions.229 Indeed a “big ethics case,” a dramatic, high profile situation is 

frequently cited as the impetus that spurred the development o f ethics committees in 

hospital settings. The dilemmas associated with this landmark case developed in 1976 

when 21 year-old Karen Quinlan slipped into a coma. After Quinlan had been 

unconscious for about a week, she was moved to a Catholic Hospital where life support 

facilities could be provided. Extensive brain damage was confirmed, and expert opinion 

held there was no reasonable possibility that she would ever emerge from her comatose 

condition.230 As her condition deteriorated and her body began to contract, the family 

asked their parish priest for guidance. He advised them that the Roman Catholic church 

did not require extraordinary measures to support a hopeless life. After several months of 

care and no evidence o f improvement, the Quinlans asked the physicians to remove Karen 

from the respirator; without the respirator, most physicians believed that Karen would 

die. Though Karen’s physician initially agreed with the family’s request, he later 

determined that such an action would not be morally supportable. He believed that 

removal from the ventilator would violate the harm principle.231

A Model Emerges

The case received considerable media attention as it moved through the New 

Jersey Superior Court and finally the New Jersey Supreme Court. When the justices o f 

the New Jersey Supreme Court were struggling with their decision, they read an article 

authored by Dr. Karen Teel. In her article, Teel recommended the formation of ethics 

committees to support those who make difficult decisions associated with impaired

61

Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.



newborns. She knew ethics committees were used in a few institutions to determine 

which patients would have access to scarce technologies such as kidney dialysis 

machines. Her pediatric training led Teel to believe that advice from a committee would 

be preferable to leaving decisions to parents who cannot make unbiased decisions or to 

physicians who may also be vested in a particular outcome. Parental decisions may be 

unsatisfactory because even though parents are presumed to act in their children’s best 

interest, they do not always do so.232 Physicians may also find it equally hard to make 

unbiased decisions, for everything in their training propels them in the direction o f 

prolonging life, curing diseases and achieving positive, desired outcomes.233

The justices were intrigued with Teel’s argumentation and cited her article when 

they wrote their opinion. In their opinion, the justices underscored the family’s right to 

choose the attending physicians. If  the guardian, family, and attending physicians all 

agreed that there was no reasonable possibility that Karen would emerge from her coma 

and that life support should be discontinued, they could submit the case to the hospital 

ethics committee. If  that “consultative body agrees that there is no reasonable possibility 

of Karen’s ever emerging from her present comatose condition,” there would be no civil 

or criminal liability for disconnecting the life support apparatus.234

This endorsement from the judicial system enhanced the credibility o f  ethics 

committees and suggested that such committees have an important role in the decision 

making process. When Jonsen discusses the Quinlan issue, he adds an interesting detail: 

the structure o f the committee suggested by the justices was subtly different from that 

described by Teel. According to Jonsen, Teel’s committee was interdisciplinary. An
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interdisciplinary committee would involve persons like physicians, lawyers, and 

philosophers. The court opinion, however, indicated consultation with an ethics 

committee consisting o f competent physicians.235

If one considers the Quinlan decision in terms o f time and place, the referral to an 

ethics committee seems like a reasonable approach. In 1976, the Belmont Commission 

was in session and was receiving national attention. A committee o f experts appeared to 

offer an innovative and effective approach for solving ethically difficult issues. Further, 

it seemed reasonable and even preferable to seek solutions outside the court o f law. As 

the philosopher Ruth Macklin noted, the law is a blunt instrument, not well suited to 

resolving moral disputes.236

The Belmont Commission did offer an interdisciplinary model (physicians, 

lawyers, and philosophers), but the justices’ choice o f a committee consisting of 

physicians also seemed like a reasonable approach. In the early 1970s, “applied ethics” 

was a pioneering effort and, as Macklin suggests, virtually unknown within the 

mainstream philosophy departments.237 There was still a prevailing notion within the 

medical profession and among many patients that doctors know' what is best for 

patients.238 The justices did not want to usurp the medical discretion o f physicians.239

There is little doubt that the medical profession would have been generally 

supportive o f the justices’ sensitivity to the medical turf. The medical profession has a 

historic commitment to the notion of “medical discretion” and physicians, by virtue of 

their “profession” have a high level o f autonomy in enforcing that world view. When 

physicians justify their actions, they often cite their legal and professional responsibility
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for decision making, the need to rely on solid principles and rules rather than the 

particulars o f the individual, and the need for certainty since patients will usually do what 

doctors suggest.240 This firm belief in their overarching legal and professional 

accountability heightens the moral standing o f the physician.241 Given this cultural 

milieu, the justices were understandably hesitant to interfere with the medical decisions of 

physicians.

Though the justices’ referral of the case to an ethics committee certainly piqued 

interest in such structures, a number of logistical problems hindered the formation of 

ethics committees in most hospitals. The purpose and function o f ethics committees, as 

outlined in the Quinlan decision, were vague.242 The term “consultative body’ did not 

indicate whether such committees should determine prognoses, make final decisions, or 

only give advice.243 For a number o f years, ethics committees were discussed 

theoretically but implemented only sporadically. Indeed, when the physician Stuart 

Younger gave a presentation to the President’s Commission for the Study o f Ethical 

Problems in Medicine and Biomedical and Behavioral Research in 1983, he noted that 

only 1% of hospitals had ethics committees.

Younger, however, believed that ethics committees were an important 

intervention. He must have given a very persuasive presentation that day because the 

Commission responded by publishing a model statute that outlined the role and 

composition of hospital ethics committees. Further, the chief product of the commission, 

a report entitled Deciding to Forego Life Sustaining Medical Treatment, specifically 

encouraged healthcare institutions to “explore and evaluate various administrative
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arrangements for review and consultation, such as ethics committees, particularly for 

decisions that have life or death consequences.”244

While the support offered by the President’s Commission was helpful to the 

budding ethics committee movement, the promulgation in 1985 o f  the Baby Doe 

Regulations, dispelled any lingering resistance. The regulation was developed by the 

U.S. Department o f Health and Human Services in response to several difficult cases that 

involved use o f  life sustaining treatments for newborns with serious impairments. The 

regulation strongly encouraged that hospitals caring for newborns establish case review 

committees when the withholding of life sustaining treatment was being considered.245 

The response to the Baby Does regulation was quick: by 1985, estimates suggested that 

60% of U.S. hospitals had ethics committees.246 Two states, New Jersey and Maryland, 

mandated the establishment o f ethics or prognosis committees.247 The specific influences 

that encouraged ethics committees to become more inclusive in terms of membership is 

unclear, but by the late 1980s, the bioethics literature typically described ethics 

committees as “interdisciplinary” structures.

Since the late 1980s, ethics committees have become well accepted and the 

bioethics literature now suggests that such entities exist in the vast majority o f hospitals 

throughout the country.248 They are envisioned as the locus o f  competing responsibilities 

that allow attention to the questions posed by the patient rights model and the complex 

moral dynamics o f clinical medicine.249 In fact, a number of regulatory entities such as 

the Joint Commission on the Accreditation o f  Healthcare Organizations (JCAHO) and the 

American Hospital Association, as well as federal initiatives like the Patient Self
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Determination Act require hospitals to develop and provide ethics-related services.250 

Such encouragement is based on the belief that hospital ethics committees neatly address 

two basic needs: the need to resolve conflicts without recourse to courts of law and the 

need for an authority on clinical ethics in order to clarify the moral ambiguities that 

complicate healthcare decision making.251

The Growth o f Ethics Committees 

In 1976 when the Justices referred the Quinlan case to an ethics committee, the 

modem enterprise o f bioethics was in its formative years. The Belmont Commission was 

still in session. The Bioethics Library at Georgetown had been in existence for only five 

years. As Jonsen noted, the collection of “641 titles, a valuable index o f the available 

literature for scholarly research,” was quite an accomplishment.252 Given Jonsen’s story 

about the genesis o f  the field, and his description of the “lofty nature o f the problems”253 

that confronted bioethicists, the availability o f  theoretical rather than practical literature is 

not too surprising. Bioethics was a field that thrived on “systematic analysis o f concepts, 

examination o f assumptions, and the like.”254 The moral philosophers who entered the 

bioethics field used “medicine as a testing ground to argue their doctrinal differences.”255 

The bioethics texts discussed the “conceptual foundations o f  bioethics, ethical theories 

such as utilitarian and rights-based theories o f  ethics and the various moral principles and 

theories.”256 In other words, the theoretical foundation for the discipline was in place but 

that foundation did not clearly specify what bioethics committees should or could do.

By 1985 however, there was a growing interest in the clinical services provided by
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bioethicists. Jonsen and his peers began to focus their attention on two models for 

services: ethics committees and ethics consultation. Interest in those two models has 

been sustained for over 25 years and there are now hundreds o f articles and books 

devoted to the development o f ethics committees and provision o f ethics consultation. 

Because they have served as the dominant models for services, both ethics committees 

and case consultation require some discussion and analysis.

Ethics committees seem like a good starting point for the discussion. As the story 

told thus far suggests, there was some agreement within the Courts (Quinlan and Baby 

Doe) and within the medical profession (Teel and Younger) that ethics committees were a 

sensible intervention. As ethics committees became more prevalent, a general consensus 

about the role and function o f ethics committees evolved. They are typically assumed to 

have three central roles: education, consultation, and policy development.257 Those roles 

can involve a number of diverse but interrelated functions that include: providing ethical 

advice and analysis, counseling, determining prognosis, peer review, quality assurance, 

resource allocation and rationing, risk management, and patient advocacy.238

Ethics committees respond to these various functions by facilitating resolution of 

conflict, informing institutional efforts and assisting individuals in handling current and 

future problems.239 Given the scope of these diverse expectations, much attention has 

been directed toward the training of committee members. To date, the most definitive 

discussion of training requirements has been offered by the American Society for 

Bioethics and Humanities (ASBH), the flagship professional organization for bioethics. 

That organization was created in January 1998 through the consolidation o f  three existing
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associations in the field, the Society for Health and Human Values (SHHV), the Society 

for Bioethics Consultation (SBC), and the American Association o f Bioethics (AAB).

In 1999, the ASBH defined the education and training standards for the field o f 

bioethics when it published Core Competencies fo r  Health Care Ethics Consultation. In 

a manner reminiscent o f earlier efforts like the Belmont Commission, the ASBH 

empaneled leading bioethicists and asked them to consider the competencies essential for 

the individuals and the committees who provide ethics services. Twenty-one nationally 

respected bioethicists as well as representatives from the Joint Commission on 

Accreditation o f Healthcare Organizations, the American Medical Association, the 

American Hospital Association, the Department o f Veterans Affairs, the College of 

Chaplains, and the Association o f Critical Care Nurses helped craft this report. In 

addition, 40 academic departments, bioethics centers, and regional networks throughout 

the country provided materials and input.

The report on core competencies suggests that all members o f an ethics committee 

need to acquire certain basic competencies and at least one member of each committee 

requires more advanced training.260 Basic competencies include knowledge skills, 

process skills, and communication skills. The skills can be acquired through bioethics 

intensive courses, conferences, seminars, traditional academic courses in bioethics, ethics 

or moral theology, structured mentoring processes, or similar efforts.261 More advanced 

skills require longer periods o f education and training such as fellowship programs, 

clinical practicums, and advanced academic programs that emphasize ethical analysis.262

The threads that tie the ASBH report together are closely related to those that gave
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form to the discipline in its early years. The mastery o f “basic competencies” ensures that 

committee members will understand the fundamental theories o f  medical ethics, a 

cognitive skill recognized as important by early leaders such as Jonsen. Training also 

ensures that members have a “template” for analyzing ethical dilemmas and “making 

critical distinctions.”263 This emphasis on the use o f  “proper approaches” harkens back 

to the ideas o f Jonsen and the other founding fathers who underscored the importance o f 

rigor - “the necessary vocabulary, grammar and process o f ethical decisionmaking.”264

Overall, ethics committees and the services they provide are quite highly regarded. 

Jonsen notes that when ethics committees are well educated, they advance bioethical 

discourse. Macklin offers an equally positive interpretation. When she described her 

initial experiences with an ethics committee, she admitted she was uneasy about the role 

o f  ethicist. She soon realized however that, as a philosopher, she could identify the 

ethical principles and help reach a satisfactory conclusion. She could formulate questions 

on the “meta-level o f analysis” and that was a valuable service.265 A device like the ethics 

committee offered a chance to make the conversation about ethical principles more 

purposive and focused.

In recent years, the support for ethics committees has grown. Articles in medical, 

nursing, and ethics journals assert that ethics committees are beneficial.266 Proponents 

suggest that ethics committees encourage a positive ethical environment; they enhance 

the quality o f care and caregiver well-being.267 Some judges have suggested that courts 

give deference to prior committee determination.268 Physicians and other healthcare 

personnel find committees are helpful when decisions involve withholding or
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withdrawing life supports and determining the level o f  care for a person who is terminally 

ill.269 According to one study, the ability to discuss ethical problems involving patient 

care and practice, was one of three main concerns for surveyed nurses.270 Nurses who had 

some access to ethical forums also were more satisfied in their jobs.271 In a setting where 

significant responsibility has historically been coupled with a subservient role, a means o f 

discussing ethical matters appears to be an extremely beneficial feature.

The bioethics literature also suggests that ethics committees are beneficial for 

patients and families.272 According to some commentators, when ethics committees were 

first created, many patients and families did not know the meaning o f a “do not 

resuscitate” order and thus had no voice in treatment decisions.273 Many ethics 

committees responded by developing policies that include patients, families and staff 

members in ethical decisions.274 In short, the bioethics literature generally endorses the 

services offered by ethics committees. With adequate training and support, many 

commentators believe that ethics committees can competently fulfill their primary 

functions and successfully address an expanding array o f issues relative to patient 

advocacy, protection o f patient rights, staff support, clarification o f values, and resource 

allocation.275

The Process of Analysis

The template generally used by ethics committees has been heavily influenced by 

two constructs: normative ethics and principlism. Because principlism has been 

referenced as the “cornerstone for many decisions,”276 a cursory understanding o f  the
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methodology might be useful. Principlism is an approach associated with Beauchamp 

and Childress, two philosophers who were mentioned in the preceding chapter. They 

were key players in the formative years o f the discipline and their landmark text, 

Principles o f  Biomedical Ethics, was published a few months after the publication of the 

Belmont Report. The Beauchamp and Childress method focuses on the use o f four 

principles: beneficence, non-maleficence, justice, and autonomy. Autonomy, a concept 

that is based on the notion o f  respect for persons, is generally viewed as the predominant 

principle.277 The emphasis on autonomy is not too surprising, especially when one 

considers the troublesome research activities chronicled in the preceding chapter and 

American society’s traditional emphasis on individual rights. Autonomy assumes that 

patients have rights of self determination and informed consent. In the years since the 

1979 publication of the Beauchamp and Childress text, principle-based methodology has 

become the dominant approach when dealing with bioethics-related concerns in 

healthcare settings.278

According to Beauchamp and Childress, the analysis o f a case begins by first 

identifying which of the four principles are directly involved. One then weighs and 

balances the competing claims. Several difficult cases in the early 1980s indicated that it 

could be difficult to balance the principles one against the other. As a result, Beauchamp 

and Childress added some Justificatory Conditions. Autonomy generally remained the 

heavier o f the principles, but the “conditions” helped refine decision making. The 

“justificatory conditions” specify that the moral objective must be realistic, no morally 

preferable alternative action is possible to honor both duties, the solution minimizes the
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infringement o f duties, and one should try to minimize the effects o f the infringement.

According to Beauchamp, the principles and conditions provide a framework that 

condenses morality to its central elements and provides a set o f moral standards.279 In the 

third edition o f  their book, Beauchamp and Childress note that the process is not as 

straightforward or automatic as it may initially sound. Each case must be interpreted and 

analyzed, specified and connected to other norms; they note that experience and sound 

judgement are critical.280 But they believe that the process works and they suggest it is 

advantageous because it allows a certain distancing from the more subjective, contextual 

aspects o f a particular situation. Further, they believe that such “distancing” helps avoid 

bias and self interest.281

Principlism may seem a bit abstract but in the bioethics literature, mastery o f 

principlism has been regarded as an important accomplishment for ethics committees. At 

the same time, it is not the only approach that is encouraged. Al Jonsen, for example, has 

written and co-authored several texts that favor the use of “casuistry.” This approach has 

been associated with traditional Jesuit methodology. Casuists compare a given case to a 

paradigm or similar case and decisions are made on the basis o f  those comparisons. 

Jonsen suggests that clinicians like casuistry because they are impatient with the more 

“vague speculation o f principlism and prefer the concreteness and directness of 

casuistry.”282

Jonsen suggests that this “alternative approach” provides a way to give a concise 

summary o f current opinions on diverse topics like refusal of care or persistent vegetative 

state. Indeed a text that Jonsen co-authored, Clinical Ethics, reads almost like a pocket
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guide to solving difficult problems.283 However, though casuistry differs from 

principlism in its approach (arguing from a case rather than a principle), the theoretical 

foundations o f the two approaches are similar. Both approaches embody a “substantial 

prior understanding” and the “deep metaphysical structure o f normative ethics.”284 Both 

approaches accept common principles - beneficence, non-maleficence, justice, and 

autonomy.

In that respect, both casuistry and principlism are closely related to other 

theoretical approaches that have been suggested throughout the years. These other 

approaches include narrative ethics, consensus ethics, virtue theory, caring ethics, 

phenomenological ethics, and feminist ethics.285 All o f  these approaches have some 

particularities, but all share common threads. They are based on western philosophic 

approaches and offer expansions or variations o f the same core values.

Given the preceding discussion, the creation o f  a well educated ethics committee 

is clearly a daunting task. In this respect, we have not traveled far from Jonsen’s 

reference to the need for a “proper theologian and a proper philosopher [who can provide] 

some scholarly ethics.”286 Access to such scholarship is perceived as essential because 

educational attainment creates the foundation for other activities coordinated by ethics 

committees. Other activities include the development, review, and evaluation o f hospital 

policies and protocols. Policy-related activities are important because hospital policies 

are scrutinized as part o f the Joint Commission on Accreditation o f Healthcare 

Organizations (JCAHO) review process.

At this point, the relationship between the standards of entities like the Joint
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Commission on the Accreditation o f Healthcare Organizations and the creation o f ethics 

committees becomes more apparent. The Joint Commission’s standards, for example, 

require hospitals to address ethical issues in providing patient care. This requirement can 

be met by designing a policy that describes the functioning o f a multi-disciplinary ethics 

committee. The Joint Commission’s standards require that a patient’s right to treatment 

or services is respected and supported. This requirement can be met by involving the 

ethics committee in the creation o f policies that detail protocols for admission, transfer, 

referral, and discharge. Since the Joint Commission review addresses many areas of 

patient care, the ethics committee may find that policy-related functions can be 

demanding and time-consuming. The policy function is closely tied to educational 

initiatives because a poorly educated committee cannot adequately develop, review, and 

evaluate policies.

The Leviathan’s Heart

In we return to the imagery o f the whale, case consultation serves as the 

leviathan’s heart. It has often been described as the most important function assumed by 

ethics committees, the one that keeps the ethics committee attentive and focused. 

Focusing on this “heart” provides some insight, not only into this specific function, but 

the greater “ethical circulatory system” as well.

The literature suggests that once a committee has a good grasp of methodology 

and a keen understanding o f policies and procedures, it can begin to respond to requests 

for consultation. This activity, often regarded as the most challenging function assumed

74

Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.



by an ethics committee, is designed to help patients, families, surrogates, healthcare 

providers, or other parties address uncertainty or conflict regarding “value laden” issues 

in healthcare.287 Ostensibly, consultation provides a way to offer expert opinions and 

advice about a difficult healthcare issue. As noted by the respected bioethicist George 

Agich, the development o f this service is prompted by many factors including medicine’s 

own aversion to law and the recognition that certain classes o f clinical decisions should 

occur within the doctor/patient relationship rather than under court supervision.288

If a “consult” is requested, several approaches could be considered, including the 

use o f a full ethics committee, a smaller ethics team, or an individual ethics consultant. 

The committee, team, or consultant could be asked to consider a retrospective, 

concurrent, or prospective review of a case. Further, consultation can involve two related 

domains, clinical ethics or organizational ethics.289 To date, the primary emphasis has 

been placed on clinical ethics and issues that involve the beginning o f life decisions, end 

o f life decisions, organ donation and transplantation, genetic testing, and the spread of 

sexually transmitted diseases.290

The least problematic approach, among the options noted above, involves 

retrospective case review by the full ethics committee. Since a retrospective case has 

already been resolved, there is usually no intrusion into the patient/clinician 

relationship.291 The review is perceived as a useful activity because it educates the 

committee about the range o f ethical issues and provides an opportunity to practice 

methodology such as principlism. Such practice, in turn, promotes consistency in 

committee recommendations and that consistency is beneficial to the organization and to
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patients.292 As might be expected, a concurrent or prospective case review may be 

perceived as more controversial. The degree o f  controversy may be further influenced by 

the purpose o f the review - whether it is required or optional and whether the 

recommendation is required or optional.293

Interestingly enough, there is no specifically proscribed methodology for 

conducting a case review. In general, the committee usually meets as a whole and reads 

or hears the case that is presented by physicians, nurses, and others involved in the 

situation.294 The organizational policies that define the ethics committee typically specify 

those who may be involved. In most cases, there is no independent gathering of evidence, 

review o f medical records, or interviewing o f all interested parties by the committee.295

A concurrent or prospective review o f  a particular case can involve the entire 

committee; more frequently, however, it involves the efforts of a small group or an 

individual. In recent years, the use o f an individual “bioethics consultant” has become 

quite common. The more individualized service is perceived as desirable because 

individuals have greater flexibility, direct access to patient charts, the ability to 

communicate with key persons, as well as more visible and personal accountability.296

In many respects, the emergence of the individual consultant is a logical 

outgrowth o f Jonsen’s founding story. He notes that initially bioethics committees sat 

outside the intensive care units and the hospital rooms. As bioethicists realized they 

needed to learn the “pace and pulse of medical life,” they joined physicians at the bedside 

and began to participate in clinical discourse.297 In 1978, Mark Siegler wrote an article 

entitled “The legacy o f Osier: teaching clinical ethics at the bedside.” He suggested that
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the case consultancy model offered a chance to identify, analyze, and resolve moral 

problems that arise with a particular patient.298 Those who celebrate this service suggest 

that case consultation, as a methodology, brought the general ethical considerations being 

shaped by the literature into the decision making o f physicians.

The way in which the consultant identifies, analyzes, and resolves moral problems 

that arise with a particular patient299 is somewhat discretionary. In truth, there is no 

consensus in the bioethics literature on exactly what a consult is or what a consultant 

should do. According to the literature, the optimal approach to case consultation is based 

on both the goal o f  the consultation and the role o f the consultant. This harkens back to 

notions of “competency” and “professionalism,” skills and moral authority. As Jonsen 

notes, in modem medicine, “competence has become more than the first virtue; it is 

essential, the comprehensive virtue.”300 Given that orientation, the intent o f case 

consultation, obviously, is to address uncertainty301 in a competent manner302 so as to 

enhance patient care through the “identification, analysis and resolution o f ethical 

issues.”303 .

Ostensibly the goal is met by a series o f activities that include gathering 

information, formulating recommendations, and conducting follow-up evaluations. Most 

commentators appear to agree that the role o f  the consultant assumes some independence 

o f  judgement, and imposes a duty to review records, gather information and make 

assessments.304 Beyond those general parameters, however, paths diverge. The 

philosopher Terrence Ackerman believes that the case consultant should have a high 

degree of autonomy. He notes that “as an investigator o f moral problems, the integrity o f
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the ethics consultant’s role seems to depend upon the freedom to frame whatever analyses 

or recommendations regarding the subject matter investigated are warranted by sound 

application o f the methodology o f the discipline. This freedom to frame issues seems 

important, given that existing laws, social norms, and institutional guidelines are often 

deficient from a standpoint of various moral parameters.”305

George Agich, a noted bioethicist at the Cleveland Clinic, offers a different 

approach. He uses the characterizations o f watcher, witness, teacher, and consultant to 

describe the different roles or approaches that he has found most common. The roles are 

dependent upon the situation and the character o f the consultants. The watcher is 

disinterested and objective, the witness maintains the quality o f a stranger, the teacher 

offers a discipline-restrictive orientation, and the consultant offers academic expertise.306

Paul Reitemeier, a philosopher at the University o f Nebraska Medical Center, uses 

still a slightly different metaphor. He sees ethicists as coaches who serve patients and 

clinicians “by combining careful study of healthcare services, including detailed 

observation, searching reflection, rigorous analysis, and detached objectivity concerning 

the actions of those who seek their advice.307

In its report on Core Competencies fo r  Healthcare Ethics Consultation, the 

American Society for Bioethics and Humanities opted to discuss the role of the consultant 

in terms of three models: the authoritarian approach, the pure facilitation approach, and 

the ethics facilitation approach.308 Some concerns were expressed about the first two 

approaches. The authoritarian approach, similar to that referenced by Ackerman, 

emphasizes the consultants as the moral decision makers. While it may be effective in

78

Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.



some situations, it can be problematic because it places the personal moral values o f the 

consultant over those o f other parties. As a result, relevant parties may be excluded from 

moral decision making.309 The pure facilitation approach is designed to forge a consensus 

among involved parties. This approach can meet the needs o f those most directly 

involved in a situation and may achieve a  consensus. However, it may fail to clarify the 

implications o f societal, legal, and institutional values.

The ethics facilitation approach was deemed by the authors o f the report as the 

most appropriate for contemporary society. This approach involves two features: it 

identifies and analyzes the nature of the moral uncertainty and facilitates the building o f  a 

consensus.310 Consensus was an important goal for those involved in the core 

competencies project, and the report suggests that consensus might even be viewed as a 

primary criterion for possible evaluation activities.

There is reason to believe that the endorsement o f  the ethics facilitation approach, 

offered by the American Society for Bioethics and Humanities, will hold some weight. 

When one considers the controversial nature o f the healthcare system, agreement about 

any kind of approach is an accomplishment. Further, the core competencies report has 

been broadly disseminated and heartily endorsed within the field of bioethics. Edmund 

Pellegrino, one o f the forefathers of bioethics, describes the report as timely and 

welcome; he suggests that it “introduces order into what has been a burgeoning but 

diffuse, unregulated, and largely under evaluated practice.”311 He notes that the report 

very adequately addresses the skills and competencies o f  consultants, the process for 

consultation, and the potential for abuse and misuse.312 Edmund Howe, the editor o f the
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Journal o f  Clinical Ethics, also applauds efforts toward the development o f standards.

He notes that when a new field such as ethics consultation is being established, standards 

of practice should be promulgated as quickly as possible.313

Different Voices, Different Visions

Those laudatory comments about ethics committees, ethics consultation and 

principlism appear to be well substantiated by those who have provided leadership to the 

field o f  bioethics. At the same time there are subtle hints, especially when one considers 

the very different stories that were chronicled in Chapter One, that alternative 

perspectives about ethics committees and ethics consultation may be written in the 

margins. A comment offered by the philosopher Judith Wilson Ross serves as a fitting 

introduction to this alternative tale about the utility o f  ethics committees and ethics 

consultation. After studying the ASBH report on core competencies for ethics 

consultation, she reported that she “had lost the forest for looking at the trees and lost also 

the mushrooms, grass blades, and beetles.”314 In short, Ross was not fooled by the 

carefully scripted attempts to define the parameters o f  the field by identifying core 

competencies or endorsing the “ethics facilitation” approach.

Ross begins her critique by admitting that she is skeptical o f  ethics consultation.

In part, that skepticism is rooted in her belief that bioethics’ underlying hostility toward 

the power o f the physicians becomes an attempt to counter that power with an equal 

power - the sword o f ethics.315 She suggests that the focus on standards embodies a trace 

of self righteousness and a scent o f unearned and destructive certainty. Further, she
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suggests that the emphasis on consultation diverts attention from the real issue - the need 

to promote structures for supporting ethical behavior.316 Indeed, Ross contends that there 

is no documentation of the need for standards and no proof that the standards offered by 

American Society for Bioethics and Humanities or any other entities are the “right” 

standards. Rather, the attention to the issue o f “core competencies” suggests a hidden 

agenda, an attempt to standardize behavior even though there are no outcome data to 

support such standardization.

Ross’ suspicions and her intriguing selection o f words - “a hidden agenda,” “a 

sword o f ethics,” and “a scent o f  unearned and destructive certainty” - are particularly 

interesting when one considers the various perspectives that surround seminal events such 

as the Quinlan decision and the Baby Doe regulations that were cited in earlier sections o f 

this chapter. As was previously noted, the apologists who herald the creation o f ethics 

committees use cases, like that o f  Karen Quinlan, to underscore the need for a more 

humanistic, less litigious approach to problemsolving. They are reassured by the 

involvement o f  those who are “authorities on clinical ethics.”317 A well educated 

committee seems preferable to what Macklin described as the “blunt instrument of 

law.”318

But as Light and McGee suggest, the “moral intuitions” of the philosophers can be 

compared to an elaborate, tribal ritual of upper middle-class culture.”319 The enterprise 

of bioethics has been so successful, in part, because philosophers offered a legitimate, 

essentially conservative way to help the physician avoid the onus o f the social. The 

traditional focus on analytic philosophy minimized the social perspective on personal and

81

Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.



communal moral life.320 Such a focus made it possible for bioethicists to ignore issues 

such as the “bureaucratic structure of hospital organizations, the capitalist expansion o f 

the medical industrial complex, disparities of income and life chances between rich and 

poor and gender inequities, as if  these more sociologically defined areas were without 

important moral dimensions or consequences for practicing physicians.”321

The historian Tina Stevens seems to agree with these critics and suggest that the 

mainstream analysis322 o f  a case like Karen Quinlan’s should be questioned. When 

Stevens analyzes the Quinlan case, she offers a sort o f underbelly perspective. She spins 

a tale o f seduction, a tale about how bioethics, as a discipline, actually aids and abets the 

authority of physicians while subtly managing society’s fears o f medical technologies. As 

noted previously, Stevens does not reference the ideas o f her fellow historian, Charles 

Rosenberg, but the issues she examines clearly underscore his assertion about the 

importance o f “context” - the social, political, and economic factors of the day. Further, 

Stevens’ chronicle, Bioethics in America, is certainly consistent with Rosenberg’s 

description of an enterprise that has taken up residence in the belly o f the medical 

whale.323

Stevens notes that the Quinlan case surfaced at a time when competing priorities - 

or factors of the day - were clamoring for the attention o f  physicians and medical 

researchers. There was considerable interest in the “redefinition o f death,” in part 

because there was a desire to increase the supply of transplantable organs.324 There was 

unease about the use o f life-sustaining technologies and the quality o f the life that would 

be sustained through reliance on those technologies. But there was even more unease
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about the discontinuation o f  such technologies. When Karen Quinlan collapsed, 

medicine was facing the “liability vexed atmosphere at the beginning o f the medical 

malpractice crisis.”j25 When viewing the story through Stevens’ eyes, the Quinlan case 

offers not a clear-cut justification for creating ethics committees, but an intriguing way to 

reinforce the unsettling connections that link the interests o f physicians, technology, and 

the evolving field o f ethics.326

There is no question that the U.S., as a nation, responded passionately to the 

young woman’s misfortune. The media became fixated with the almost fairy tale imagery 

o f  the young woman - “a sleeping beauty” - who was “brain dead” and artificially “kept 

alive” by technology.327 The media inferred that the physician’s refusal to discontinue the 

respirator was typical o f medical professionals.328 According to this mainstream 

perspective, the Court turned to a reputable, deliberative body, an ethics committee. The 

ethics committee was able to apply a “moral balm” that eased the presenting problem to 

closure and charted a new and cleaner path for future problemsolving.

To state it mildly, the story, spun by the media, was less than accurate. Karen 

Quinlan did not have a flat electroencephalogram; she responded to external stimuli and 

was not brain dead. Further, the “customary medical practice” o f  the day did not 

encourage efforts to keep chronically vegetative people on respirators.329 The media 

interpretation o f Karen’s release from the jowls o f  technology was erroneous. In fact, a 

careful analysis o f the court’s language suggests that what the courts gave to the Quinlans 

in terms of a right to privacy, they took back when specifying the declaratory relief.330 In 

short, the case was less about the rights of the patient and more about the freedom o f  the
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profession o f  medicine from civil or criminal liability.331 In that respect, the Quinlan case 

does not mark “the beginning o f the movement to deal compassionately with terminally 

ill patients. It marks the “beginning o f this movement’s fatal turn - from the ambit of 

patients, doctors, families, clerics and communities to the sphere o f the courtroom and the 

language and limitations o f rights.”332

The alternative perspectives offered by scholars like Ross, Stevens and 

Rosenberg suggests that the discipline o f bioethics, as it has matured and become 

institutionalized in healthcare system, has failed to measurably enhance patient care. It 

has remained committed to the limited role o f establishing guidelines fi. the procedures 

and technologies that it perceives are inevitable and it has refrained from “seeking 

answers to and informing the public about how and why specific biomedical technologies 

were created.”333 When Stevens offered those thoughts, she was referring to the 

enterprise o f bioethics, as a whole. But the impact o f the institutionalization of bioethics 

services can be examined via a cluster of specific issues that involve the function, 

composition, approach, cultural compatibility, exclusivity, and accountability o f ethics 

committees. Such an examination is a worthwhile endeavor because ethics committees 

have become the focal point for ethics-related services in many healthcare settings.

O f necessity, a discussion about the limitations o f ethics committees begins with a 

backward glance. It is interesting to remember that when Jonsen chronicled the birth of 

bioethics, he described “serious, disciplined and deep philosophical reflections”334 among 

male academicians. He named physicians who made contributions to the field o f medical 

ethics but there was no similar celebration o f  nurses and the role o f nursing ethics. In the
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formative days o f the discipline, a certain level of exclusivity was taken for granted.

Issues were discussed by “splendid scholarly panels” and conversations improved when 

“a proper theologian and a proper philosopher were invited to do some scholarly ethics.” 

Given the “lofty nature o f the problems,” Jonsen noted that the public was rarely invited 

to participate in the evolving bioethics discussions.335

When the discipline of bioethics moved into the hospital via the ethics committee, 

more than a trace of that insularity remained. Ethics committees were often medical staff 

committees that were heavily dominated by physicians. The role of the physician, as 

chief decision-maker, cannot be underestimated. Indeed in a 1990 text, Jonsen noted that 

the Biblical Good Samaritan represents the good physician of today. He is a consummate 

professional, charged with distributing his time, energy, and money among those who can 

benefit.336 Many ethics committees are still comprised primarily of physicians, even 

though some studies suggest that physician dominated committees are less successful in 

terms of rounds, guideline development, and consultations.337

Certainly some recognize the need for more diverse voices when making patient 

care decisions, but ethics committees have remained fairly exclusive. Nurses are still 

poorly represented and the nurses who are invited to serve are usually nurse managers 

rather than those who provide more clinical services.338 Some studies suggest that 50% o f 

American nurses can request an ethics consultation.339 While that statistic was offered by 

an author as a measure o f progress, it can also be viewed as a cause for concern. Indeed a 

1990 study o f physicians showed that only 69% believed that nurses should serve as 

members of ethics committees and only 58% believed that nurses should have access [be

85

Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.



able to make referrals] to an ethics committee.340 Other studies suggest that nurses are 

hesitant to use ethics committees and do not view them as helpful when resolving ethical

341issues.

The depth o f this traditional exclusivity was evidenced in a recent article 

published by the Annals o f  Internal Medicine. The authors affirmed the value o f  clinical 

ethics consultations and noted that the attempt, by the ASBH, to define the core 

competencies was a step in the right direction. But they decried what they termed a lack 

o f sufficient rigor and vigorously argued that using a nurse with a Masters degree in 

ethics as a consultant to an ethics committee could “compromise the integrity o f  the 

field.”342 Rather than including a nurse, they suggested that all ethics consultation teams 

should include a physician, a lawyer, and a philosopher.

The comments offered by Spike and Greenwall suggest that certain perspectives 

are superior to others. Physicians, for example, are presumed to have the right moral 

answers because they know the most about the disease process and are legally and 

professionally responsible for medical decisions. Sarah Shannon suggests that such 

perceptions of moral superiority, however, are not helpful; in fact, they create 

interdisciplinary conflict.343 In response to what has been termed exclusionary tactics, 

many in the nursing profession have called for alternatives like nursing ethics 

committees.344 They note that existing ethics committees do not consistently address the 

concerns of nurses and that in most hospital settings, the majority o f nurses have no 

forum and no opportunity to participate in ethics-related discussions.345 Studies indicate 

that ethics committees are so exclusive that, in many hospitals, nurses are often unaware
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that ethics committees exist.346 Another study suggests that the presence o f an ethics 

committee discourages conversation among healthcare team members. Ethics-related 

issues, in effect, are left to the committee and ignored by most o f the hospital staff.347

The concerns about exclusivity directly involve a number o f  other issues because 

the composition o f a committee can determine its approach to its roles, functions, and 

decision making processes. A committee’s understanding of roles, for example, can 

directly impact the kinds o f services provided to patients and families. As indicated 

previously, most committees define their functions in terms o f consultation, education, 

and policy development.348 From both a nursing and public policy perspective - 

especially when one considers the murky history o f medical research in the U.S. - one 

would assume that an additional key role or function would involve patient advocacy and 

patient protection. To date, however, no agreement has been achieved on that point. 

Indeed, one study found that philosophers and theologians tend to provide the majority of 

ethics consultations but fewer than 2% o f the philosophers who served as consultants 

assumed the role o f a patient advocate.349

Further, data do not indicate whether committees typically focus on assessment of 

the moral interests o f  the patient or the interests o f other relevant parties such as 

physicians or hospital administrators.330 In addition, no consensus has evolved as to 

whether patients and family members should have a right to veto a potential meeting, 

whether patient permission is required in order to support informed consent, whether 

patients and families should be allowed to attend meetings, or whether patients and 

families should have access to committee deliberations or reports.351 Finally, there is no
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agreement as to whether patients, or members o f the public, should be allowed to serve 

on ethics committees. In short there is, according to Agich and Younger, a striking lack 

o f clarity regarding what access means or should mean.352

Ironically, most families probably would not veto a meeting or attend a meeting of 

an ethics committee since a number o f studies show that patients and family members are 

rarely aware of the existence o f such entities.353 Groups like the President’s Commission, 

The Hastings Center, the American Medical Association and the American Hospital 

Association say that patients and families should be involved, but they do not offer 

specific suggestions.354 The omission implies a difference between the ideal and the 

reality, the latter being that doctors dominate hospitals and the decision making 

process.355

Perhaps most troubling, even if  ethics committees choose to provide more patient- 

centered services, the assistance they offer may not be very helpful. The disparity 

between the expectations o f healthcare providers and concerns o f patients has been well 

recognized.356 One particularly interesting study examined the perceptions of ethics 

committee members and the perceptions o f patients. The ethics committee members 

believed they could help resolve conflicts among family members, patients, and 

physicians. They believed that families would want “support” when they felt 

“overwhelmed” with medical information.

Family members, however, rarely mentioned the kinds o f conflict described by 

ethics committee members. Further they suggested that the medical staff, not the 

families, needed education. In fact, the problems experienced by families often involved
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the insensitivity o f healthcare team members, the lack o f quality care, and similar issues. 

Indeed families did not feel “overwhelmed” with information; if  anything, they were 

frustrated by the lack o f  information.357

In part, this disparity between perspectives o f  patients and healthcare providers is 

not surprising. The bioethics literature has consistently underscored the importance o f 

“training”358 but has not precisely indicated who should receive training in ethics, how 

that training should be provided, or how it relates to the needs o f patients. This point was 

underscored by a recent study of the ethics-related curricula used in medical schools. The 

study found that among medical schools, there was little agreement relative to course 

objectives, content, teaching methods, or student assessments.359

In fact, what emerged was a clear suggestion that medical training does not 

necessarily help physicians address morally distressing issues. Though physicians are 

widely presumed to have the moral authority to resolve difficult healthcare issues, only 

31% o f U.S. medical schools provided content in ethical reasoning and problem solving. 

Only 22% of programs provide coursework that addresses codes, oaths, and compliance. 

Other issues such as cultural diversity, care of the family, substance abuse, patient 

experiences of illness, use of ethics committees, and ethics consultation are even more 

rarely addressed.360

In short, something appears unsatisfactory in this “training agenda.” The medical 

ethics curriculum appears to be designed with the notion that physicians, by virtue o f their 

profession, “will act in the best interests of patients, even without guidelines or 

constraints on acceptable conduct.”361 That assumption is particularly interesting, given
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that the standard ethics curriculum “has left certain areas and topics undisturbed.”362 

Those who design the medical ethics curricula have evidenced “hardly any concern with 

physicians’ personal conduct or their financial conflicts o f interest.363

The ethics training provided to nurses may also be inadequate. Commentators in 

the nursing profession suggest that nurses are not prepared educationally to either 

recognize or deal effectively with ethical concerns.364 While those issues do not directly 

impact the functioning o f  an ethics committee they suggest that it might be hard to find 

qualified committee members among the nursing staff.

These issues are difficult to examine because there is a lack o f  consistent 

evaluation protocols that examine the effectiveness o f bioethics services for either 

patients or healthcare providers.365 Indeed, even the notion o f evaluation has proven to be 

a fairly controversial topic. Some commentators question whether evaluation of ethics 

committees is a legitimate question. Joseph Fletcher, one of the founding fathers of the 

field, argues that an evaluation that aims to measure the worth o f a program by 

determining its effects or outcomes is not an appropriate approach for ethics 

committees.366 Others have argued that a criterion like cost effectiveness is inappropriate 

since concern should rest with the “quality” o f the deliberations, not the cost.367 

Increasingly, however, some commentators have discredited such assertions and note that 

public policy makers cannot continue to mandate entities like ethics committees without 

examining them more critically.368

Concerns about ethics committees are linked to even more fundamental concerns 

about reliance on the moral validity of the “Western, principle-driven, biomedical
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model.”369 As was apparent in Jonsen’s version o f the founding tale, bioethics has 

historically tried to structure a “single, coherent area o f moral and conceptual 

investigation.”370 That is a challenging endeavor, especially when one considers 

philosopher Ruth Macklin’s reference to the long standing debate between the competing 

theoretical approaches of Kantians and utilitarians.371 A moral judgement offered by a 

consultant may be based on a commitment to one or the other theoretical perspective.372 

James Childress, for example, has noted that “a straightforward consequentialist approach 

to research involving human subjects, particularly one based on utilitarian calculation and 

unfettered by deontological constraints, might justify research that is deceptive or 

coercive as a way to produce significant benefits for a large number of people.”373 Those 

who served on the Belmont Commission tried to bridge that philosophic chasm by 

identifying three “universal” principles - beneficence, freedom, and justice.374

In recent years, however, bioethics has been redefined; the religious morality and 

bioethics of the west has been supplanted with an orientation that is post-Christian.375 In 

this evolving milieu, it is far harder to identify universal principles. Issues that involve 

autonomy, acceptance of treatment, or patient involvement in the care plan may have 

cultural and moral dimensions that preclude the kind of “unified approach” that 

bioethicists often seek.376 For example, many American Indian cultures emphasize the 

well-being of the group as opposed to the well-being of the individual. More valued is the 

ability to listen than the choice to speak.377 In such a culture, autonomy and self 

determination are not primary values.

In addition, different cultures may have very different notions of disease and the
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cause o f illness. This issue was explored very well by Anne Fadiman in her book, The 

Spirit Catches You and You Fall Down. To understand the Lee family’s interpretation o f 

their daughter’s illness, one had to “think a less like an American and a little more like a 

Hmong.”378 The family’s hesitancy to fully comply with western aproaches for seizure 

control was certainly complicated by the family’s belief that their child’s soul had fled her 

body when the child’s sleep was interrupted by the slamming o f a door.379 On the one 

hand, the family knew that infantile epilepsy was a serious disease; on the other hand, 

epilepsy was viewed as a disease of some distinction. Hmong epileptics often become 

shamans; they can perceive things that others can’t see and can travel in the realm of the 

unseen.380

Dealing with diverse cultural beliefs, notes Fadiman, requires changes in 

perspective. But bioethicists, according to the philosopher H. Tristram Engelhardt, have 

a hard time “taking moral pluralism seriously and adjusting their approach and 

methodology accordingly.”381 Indeed some commentators vigorously assert that any 

suggestion that we should move entirely outside our ethical framework in favor of a 

patient’s culture is mistaken.382 Given this lack of introspection, western bioethics fails to 

see the problems that arise from “the unflinching believe in the universality of scientific 

truths or moral principles.”383

This resistance to change has resulted in a vision for bioethics that has become 

increasingly less satisfactory for both patients and healthcare providers alike. The 

academic, philosophic, and cultural exclusivity that has been a predominant feature of the 

field can give the impression that there is a “uniformity o f thought” among members of
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an ethics committee. Engelhardt, however, suggests that such uniformity is a fallacy and 

that such a canonical moral vision does not exist. If  it did, bioethicists would be the 

moral “high priests o f  our culture.”384 Even the secular bioethicists, he argues, are 

sectarian advocates o f  “particular moral visions” and these particular visions often, if  not 

usually, come without warning.385

This “lack o f  warning” can present problems for patients. Patients are not 

typically aware o f the theoretic orientation espoused by a consultant or an ethics 

committee. They may not be told that different philosophic beliefs could render very 

different, but equally “ethical” recommendations. Rather, as was noted by Engelhardt, 

quite the opposite can occur: the emphasis on rigor and methodology can leave the 

impression that bioethics is a science and that patients and healthcare providers can trust 

the moral distinctions made by bioethicists. But, suggests Engelhardt, given that a 

unified, canonical, moral vision does not exist, bioethicists cannot “unambiguously 

disclose a unique, content rich, moral vision to guide society.”386

Three philosophers, Fletcher, Hoffman, and Veatch, offer some comments that 

are relevant to Engelhardt’s contention. Admittedly, the comments were not made 

specifically in reference to Engelhardt’s quote, but they certainly reinforce the notion that 

bioethicists may be influenced by their personal philosophic orientations. Veatch notes 

that “it is becoming increasingly clear that different ethical positions will lead to different 

conclusions about what is morally appropriate in these circumstances. Someone 

committed to an ethic emphasizing liberty may well come to a different conclusion than 

someone committed to maximizing patient welfare or someone committed to the priority
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o f equality in allocating resources.”387 Fletcher and Hoffinan readily admit there are some 

exceptions, but their experiences have suggested that most members o f ethics committees 

engage in little serious study o f clinical ethics, and in practice each member tends to 

“maintain his or her own personal concept o f ethics.”388 One’s personal concept o f 

ethics, regardless o f its source, can have a profound impact on decisions.

This point is underscored, perhaps unintentionally, by Ruth Macklin in her book 

Mortal Choices. There she described a case in which a pediatric resident questioned the 

wisdom o f placing a baby with a terminal illness on a respirator, knowing it may be 

impossible to successfully wean the child from the respirator. The resident noted that 

healthcare providers would only be involved with the case for a limited period o f time 

while the “poor parents have to bear the brunt o f the agony o f seeing their baby suffer and 

get worse and worse, all while hooked up to some machine.”389 He noted that it might be 

better for the parents and the healthcare providers to resist placement on a ventilator, even 

if  it meant the child would die sooner.

Macklin appeared to be fairly shocked by that suggestion; she said that to 

withhold treatment from the child because o f the perceived benefit to the parent was a 

violation o f Kant’s principles and the resident had his “ethical priorities backwards by 

paying too much attention to the family’s well-being at the expense o f the child’s.”390 

Given Macklin’s reliance on “Kant’s famous categorical imperative”391 one can 

understand her perspective. At the same time, an ethicist who ascribes to a different 

theoretical foundation might have offered the hospital staff and the family a very different 

perspective.
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Engelhardt’s description of “particular moral visions that come without 

warning”392 is also evidenced in the textual discussions o f case studies. The studies, 

published in various bioethics journals provide a way to consider the extent to which 

competing moral theories shape decisions. When the Journal o f  Clinical Ethics publishes 

a case study, it usually outlines the key features o f the case, explains the ethical analysis, 

presents specific recommendations, and summarizes the outcomes. The reader knows 

which moral choice the author deems as most appropriate. When analyzing the use of 

placebo controlled drug trials in developing nations, the article summarized the need for 

the research and referenced the utilitarian argument used to justify the research. The 

utilitarian argument placed a heavy emphasis on common good.

The proponents o f  the utilitarian argument believed that the proposed drug trials 

adhered to principles o f  autonomy, beneficence, and justice. The author o f the article, 

however, disputed that perspective and believed that contextual issues in the third world 

countries inhibited adherence to the principles of autonomy, beneficence, and justice. He 

concluded that the researchers had an ethical responsibility to uphold the integrity of 

national and international guidelines and that the placebo controlled studies should be 

suspended.393 He then noted that the National Institute o f Health suspended the studies.

The Hastings Center Report uses a much different approach for case analysis. It 

outlines the key features o f the case and, without making any judgement calls, presents 

two or more commentaries that offer markedly different ways o f resolving the situation.

In one case, a child with breathing problems was brought to the hospital. A serious 

congenital heart defect was diagnosed and cardiologists recommended surgery. The
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parents, members o f an Amish community, believed such intervention was beyond the 

will o f  God and would not consent to the surgery.

One commentator suggested that the wishes o f the family should be respected.

She did not believe that relevant law, in this case, required referral to the state child 

protective agency.394 The other commentator believed that the parents were making a 

mistake in refusing surgery and the cardiologist had a responsibility to protect that baby 

from the parent’s mistake. The second commentator believed that i f  assistance from an 

ethics committee was not available, the case should be referred to the court.395 Thus the 

optimal decision was not clear, and the repercussions for the healthcare providers, patient, 

and family could be dependent upon the orientation o f the consultants.

Given such considerations, some commentators have started to question the 

theoretic foundation upon which bioethics has been built. They suggest that the reliance 

on traditional western, moral philosophy has created an orientation that is “abstract and 

removed from the nuances of clinical life.”396 Approaches that are abstract and removed 

from the reality of life can be hazardous because they create a disconnect between 

bioethics and what really matters to people.397 As was noted in Chapter One, the 

philosopher Robert Solomon finds this “disconnect” sufficiently problematic as to call 

into question the primacy o f philosophy as the home for bioethics.

To some extent, this disdain for what Solomon calls “appeal to the emotions” 

was evidenced when Ruth Macklin described the case o f the infant and the ventilator.

She rather scathingly noted that “the indignant resident thought that ethical problems 

should be resolved by feelings rather than by principles.”398 Perhaps all o f the
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participants in that debate needed to ponder their perspectives because illness, says 

Solomon, is very much about action, passion, emotion, and even heated arguments.

When emotions are lost, so too are the seeds for action.399

Solomon’s assertion offers an intriguing link to Rosenberg’s notion o f  context. 

Both Solomon and Rosenberg speak o f a “dis-connect” in the healthcare system. 

Rosenberg characterizes the disconnect as a failure to respond to the human implications 

o f technical and institutional innovation.400 For patients like the author Paul West, this 

disconnect is experienced in very personal terms. In his pathography, West noted that his 

physicians were academically brilliant, but emotionally distant and unsatisfying. They 

may have been able to articulate a theoretically sound moral vision and may have offered 

the “right” protocols for the care that he needed, but they did not understand his 

experiences o f his illness and so did not understand him, his life, or his values. To them, 

he was just an overweight, frightened, confused, and often difficult patient. In the face o f  

those partial and negative characterizations, West was lonely and afraid, “unable to tell 

his doctors what it felt like to see oneself as a cut worm.”401

West’s perception of himself with the Kafka-like imagery o f a cut worm seems 

core to the problem that both Solomon and Rosenberg reference, a problem o f 

perspective. Jonsen noted that the field of ethics was enhanced when a proper 

philosopher and a proper theologian joined the discussion. Now it is time, suggests 

Solomon, to liberate bioethics from such rigid confines.

Interestingly enough, those concerns about “confines” have led directly to 

concerns about principlism, an approach that has been widely used by ethics committees
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throughout the country. With language similar to Solomon’s, the critics o f  principlism 

suggest this approach is impractical and theoretically flawed, the principles too abstract 

and removed from daily practice to be o f  help.402 Principlism “reduces ethical practice to 

correct technique and promotes an overly mechanical (and therefore insensitive) 

comportment to ethical problems.”403 The sociologist John Evans is particularly intrigued 

with this reduction o f practice to correct technique and suggests the importance of 

understanding why principlism has become so prominent and how the discourse o f ethics 

has been changed because o f that prominence.404

The social determinants o f  principlism, according to Evans, emerged in 1494 

when the first text book for double entry bookkeeping was written.405 Double entry 

bookkeeping, he claims, supported the distillation of information that allowed for 

calculability, efficiency, and predictability in human action. The new methodology 

provided a way to discard information extraneous to decision making and a measurement 

that made information more precise.

This story about double entry bookkeeping may seem distant from bioethics, but 

Evans contends that it is intimately linked. American society values reduction and 

predictability, and so it is no surprise that principlism emerged as a primary tool for 

bioethicists. Principlism allows information to be whittled down to a more manageable 

level and that process allows for simpler decisions.406 It allows a process o f  agreement in 

the midst o f competing theoretic approaches. Beauchamp and Childress, the architects of 

principlism, do not dispute that assertion. In fact, they find principlism advantageous 

because it condenses morality to its central elements and allows a certain distancing from
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contextual features.

Before the advent of principlism, bioethics was a “mixture o f religion, whimsy, 

exhortation, legal precedents, various traditions, philosophies o f life, miscellaneous moral 

rules and epithets.”407 Thus, an ethical decision was not calculable or predictable. “But 

principlism takes the complexities o f actually lived moral life and translates this 

information into four scales by discarding information that resists translation.”408 

Although Beauchamp is a professed “rule utilitarian” and Childress a professed “rule 

deontologist,” their metric of principles creates a decision acceptable to both in spite of 

the longstanding differences o f opinion between deontologists and utilitarians.409 

Principlism, in short, offers the lure o f calculability and predictability,410 a “common coin 

o f moral discourse.”411

An approach that minimizes profound philosophical differences and allows for 

systematic decision making may appear advantageous. Evans, however, is concerned 

about all the information that is discarded. We are left, he suggests, with the limitations 

that characterize a recent report, the President’s Commission for the Study o f  Ethical 

Problems in Medicine and Biomedical and Behavioral Sciences. This is the report that is 

generally referenced as Splicing Life. As the Commissioners struggled with issues of 

human genetic engineering, they “accepted the scale of risks and benefits and found 

various methods o f discounting, putting off for later discussion, or debunking claims that 

could not be translated to it.”412

Evans is not alone in his criticism o f principlism. Engelhardt notes that when 

persons o f different theoretical perspectives have been able to co-author books that use
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common principles to solve moral problems, there is an inference that a substantive, 

common, moral, canonical understanding is available. Such an inference, however, is 

only a reflection o f the common, ideological standpoint from which the authors began.

He suggests that real ideological or moral differences would not be so easily distilled.

European bioethicists like Jones and Kessel have also entered the fray. They 

suggest that bioethics, in the form o f principlism is “endeavoring to become a global 

enterprise by claiming neutrality.”413 However, the discipline o f bioethics - and 

principlism in particular - has refused to acknowledge the limitations o f its own world 

view and hence lacks an understanding of its “applicability and appropriateness in diverse 

social and cultural contexts.”414 They suggest that the global transplantation o f  this 

“culturally neutral” approach is “illustrative o f the imperialistic and hegemonic nature of 

Western bioethics in accord with unequal global power relations.”415

The rural hospital administrator, quoted in the opening paragraph o f this chapter, 

noted that an ethics committee did not seem like a very useful intervention in his 

community; he also had doubts about the efficacy of case consultation. When compared 

to the rural administrator, the philosopher Judith Wilson Ross certainly has a great deal 

more experience with formalized ethics resources, but she is also skeptical o f  the benefits 

o f case consultation. She went so far as to complain that a review of the ASBH core 

competencies left her feeling that she “lost the forest for looking at the trees and lost also 

the mushrooms, grass blades, and beetles.”416

A cogent response to the concerns noted by the rural hospital administrator and 

Ross is somewhat difficult to formulate. As the discipline has moved from the academic
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chambers to the clinical hallways, the quiet and at times dissident voices from the 

margins have been muffled by the chorus o f approval. The literature suggests that ethics 

committees exist in all hospitals, perform useful and similar functions, and employ 

standard philosophic approaches. Most commentators assume that bioethics services are 

helpful, enhance patient care, offer some protection against litigation, and create forums 

for interdisciplinary discussions. The development o f standards like the core 

competencies appears to offer assurance of quality.

And there, perhaps, lies the rub. We do not know if  those assumptions are true. 

Certainly those assumptions about the development and provision o f ethics services may 

fail to calculate the extent to which rural healthcare settings mirror the conditions in 

urban and academic healthcare settings. Indeed, rural communities may not mirror urban 

conditions at all. Alvin Moss, the director of the Center for Health Ethics and Law at 

West Virginia University, notes that the core competencies detailed in the report o f the 

American Society for Bioethics and Humanities, pose formidable challenges for 

healthcare institutions in rural and frontier settings.417 Moss notes that most hospitals in 

West Virginia are part of a formal ethics committee network and still, most ethics 

committee members rated their competencies as below what were described in the report 

as basic skills and knowledge. Rural healthcare settings face three major barriers: a lack 

o f ethical expertise on site, a lack o f resources to pay for the education o f consultants, and 

a lack o f time for personnel to acquire the knowledge and skills that are expected.418 In 

addition, Moss notes, research has not verified whether ethics committees and ethics 

consultation are appropriate in rural areas.
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Given those issues, the rural administrator, cited in the opening paragraph, may be 

excused for looking askance at the bioethical leviathan. Rural hospitals cannot afford the 

ethicists and consults so admired by the field, and those approaches may seem quite 

removed from what rural healthcare providers might call “ethics.” The challenge then, is 

to compare the theoretic with the practical and examine the extent to which bioethics 

services exist in rural environments and whether those services respond to actual needs. 

The physician/philosopher Robert Potter, calls such an examination “hardball bioethics,” 

a sharp shift from fluffy rhetoric toward the firm reality o f accountability.419

Moving the examination o f bioethics to rural areas takes us to a place where 

“natural” bioethics still reigns. Behind the hard questions that rural healthcare providers 

ask o f institutional bioethics, lie not only a series of healthcare dilemmas that are shaded 

by economic, social, political, and geographic factors, but an ethical context with which 

to deal with these issues. What can we learn from the ethical dilemmas and the native 

solutions that emerge in rural areas? The ensuing three chapters will document research 

into bioethics needs and behaviors in rural areas. The contrast that rural areas offer to the 

urban bioethical leviathan yields many insights into modem bioethics broadly conceived, 

and opens the way to discussions o f reform.

102

Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.



CHAPTER HI 

EXPLORING THE ENVIRONMENT

The stories and examples threaded through the previous chapters offer different 

ways to envision the modem enterprise o f bioethics. The varying perspectives, however, 

also conjure a web o f theories and practices that may have little relevance in rural 

settings. That point is illustrated by a rural ethics committee that has been struggling in 

its attempt to provide services to rural healthcare providers. The ethics committee was 

created nearly 10 years ago. Formal activities have been limited, but some progress was 

reported; in recent months, the committee has discussed problems associated with two 

different patients. As the committee chair noted: “Those discussions are the closest we 

have ever come to anything like consultation.” Throughout the past 10 years, the 

committee has consistently tried to follow the textbook guidelines, but found more 

questions than answers. “We don’t do research and don’t see ourselves as policy 

makers,” explained the chair of the committee. “The committee members have all read 

articles about ethics committees. But how do we stack up? What do you hear about other 

rural ethics committees?” The nurses who served on the ethics committee were 

particularly intrigued by those two questions. As the discussion continued, committee 

members identified a number of issues that increased the stress levels for healthcare 

providers and perhaps compromised patient care. Some of the issues involved failed 

processes such as working with the physician who “always ignores advance directives,”
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or encountering the nurse who does not understand the care plan but seeks no clarification 

from other members of the healthcare team.

As the committee members continued their discussion, they realized that a number 

o f pervasive problems had never been formally discussed by the group. As one nurse 

noted: “I’ve never considered the fear o f calling a doctor to ask about an order as an 

ethical issue.” Yet the failure to consider such issues could and certainly had 

compromised patient care. The committee chair struggled with the implications o f his 

new awareness. “I think we’re doomed to failure if we stay on the same track and just 

continue to meet as a committee,” he noted. “Do you hear these stories at other rural 

hospitals and do you see many committees that function like ours? What should we do 

differently?”

Given the issues discussed in the preceding chapters, the fact that the rural 

practitioners have found few answers in the standard bioethics texts is not surprising.

The field of bioethics has emphasized the importance o f  linguistic strictures and 

discouraged use o f empirical analysis.420 The landmark cases that defined the field in its 

early years occurred in tertiary care centers. The research studies that support the need 

for bioethics services have generally been conducted in urban areas. Those who teach 

bioethics generally live and work in urban areas. The scholars who write about ethical 

issues and those who serve on the review boards that publicize ethics-related books and 

journals usually have an urban orientation. Indeed, the editorial panel for the Journal o f  

Clinical Ethics is comprised o f  35 people, not one of whom appears linked to a rural 

institution.
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The short answer to the question about rural ethics committees is that little has 

been known about the ethics-related services that exist in rural areas, the issues that 

emerge in rural settings, or how those issues are resolved. The authors o f  a 1999 article 

published in the Hastings Center Report applauded the publication o f four “new studies” 

on the topic o f rural bioethics. The term “new” was slightly misleading. The studies 

conducted in 1992 and 1996 were the most recent; the other two studies were more 

than 15 years old.421 All four studies were limited in scope. The 1996 study involved 

telephone interviews with seven nurse practitioners in northern California and 

Colorado.422 The 1992 study examined strategies used by physicians in Kansas to protect 

confidentiality.423

Other rural studies have been conducted in past years, but they are few in number 

and limited in scope. In general, the articles have addressed one o f three topics: standards 

o f practice for physicians in rural areas,424 how to create ethics committees in rural 

hospitals,425 or geographic and economic realities that complicate the provision o f rural 

healthcare.426 None o f those topics provides the kind o f  detail that helps rural healthcare 

providers recognize and resolve the problems they face.

Although commentators have suggested that ethics committees exist in most, if  

not all hospitals, there is reason to believe that such entities do not exist in most rural 

hospitals. As indicated in the previous chapter, urban and suburban ethics committees 

place a heavy reliance on expertise, training, and standardization.427 They require 

members who are knowledgeable about ethical issues, spend time developing expertise, 

and cultivate an ability to apply ethical theory.428 An adequate budget, increased numbers
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o f meetings, and a chairperson with specific training in bioethics positively influence the 

success o f hospital ethics committees.429 In rural healthcare settings, budgets are tightly 

restricted and persons with graduate degrees in clinical or theological ethics are rarely 

available. In addition, the time constraints that characterize rural healthcare allow few 

opportunities to develop the specialized expertise associated with ethics consultation.

Yet the issues noted by the rural healthcare providers in the opening paragraph, 

their questions about quality care and appropriate conduct, deserve attention. Financial 

support provided by the Rockefeller/ Culpeper Foundation and the Greenwall Foundation 

has made possible a closer look at the ethics o f rural care. The research illuminates a 

number o f problems that complicate the transplantation o f the urban approach to bioethics 

services into rural environments.

The Research

Four central research questions provided the structure for the studies.

I Context: What kinds o f bioethics-related issues emerge in rural

communities and rural healthcare settings?

2. Practices o f Healthcare Providers: How do healthcare providers resolve 

the ethics-related problems that develop in rural settings?

3. Perception o f  Need: Do healthcare providers believe additional ethics- 

related resources are needed and if  so, what resources would they use?

4. Local Values: Are there cultural or contextual issues that shape the ethics 

o f health care in rural communities?
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When those four questions were initially proposed, the difficulty of answering 

them was only dimly recognized. Ethics committees were widely presumed to be helpful 

and appropriate; their utility in rural areas had never been questioned. A project that 

identified the existing committees, encouraged the development o f new ones, and perhaps 

even linked rural ethics committees together seemed like a good idea. The process of 

documenting the existence of services, however, led to ever more questions and an ever 

more complicated research agenda. Thus over a four year period, nine individual research 

studies were designed and completed.

The discussion o f this research agenda and the identification o f key findings 

present some complications. The kind of research that was conducted is social science 

research. As such, it must meet the standards o f  that discipline. To some extent, the 

standards require a language and an approach not unlike that o f early bioethicists who 

called for the “right grammar, language and processes” in order to cogently discuss the 

issues.

The need for a rigorous and respectable research design became apparent even as 

the initial grants to support this effort were being prepared. Some reviewers scoffed at 

the need for “rural considerations” in terms o f either the issues that develop in rural areas 

or the models most appropriate for services. Some suggested that rural communities 

could simply adopt a “communitarian” ethic as the foundation for decision making and 

could use the expertise within the growing field o f ethics in order to structure their rural 

ethics committees. Other reviewers suggested that the proposed research was “too 

particular” - that findings from an “outlying state” like Montana would have little
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relevance in the greater world of medicine and science.

To mitigate their concerns, the review panels continually required evidence of 

“good science.” They questioned the samples, the instrumentation, and the statistical 

procedures used for data analysis. Without such proof o f “reliability,” they believed that 

findings would be suspect. Thus considerable attention was given to the design o f each 

study, and the discussion o f this research consequently will be wrapped in the language 

appropriate to “qualitative and quantitative [social science] methodology.” The attempts 

to respond to the concerns of the academicians appear to have been successful. The 

Culpeper and Greenwall Foundations are highly regarded in the world o f bioethicists. 

And they have funded this research. Additionally, articles discussing the findings from 

this research have been published in six professional journals - all o f  which are widely 

respected in the field.

The attempt to respond to this call for rigor however, also poses a danger. The 

transition to a jargon and a scientistic ritual as thick as those used by modem bioethicists 

could make this account o f some fascinating discoveries an ironic disruption o f an 

otherwise lucid exercise in cultural history. To minimize that disruption, common 

English will be used whenever possible and the validation of the various instruments of 

inquiry and o f their results will be told as a story o f  ever widening, ever deepening 

knowledge o f an environment largely overlooked by bioethicists.

With those caveats in mind, the walk through the research studies will begin. The 

research discussed in this chapter used “qualitative and quantitative methodologies,” 

including surveys, key informant interviews, and focus groups in order to obtain “key
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findings.” Concerns for reliability and validity were addressed by triangulation,430 a 

process that increases scope, depth, and consistency.431 Thus, the research process 

involved asking ever more questions o f  ever more people in order to systematically 

examine a strange new environment. A list o f the instruments o f inquiry follows. The 

dates attached to each study will indicate the time that was given to this exploration of 

rural America.

1. A survey o f hospital administrators in six western states, Montana, South 
Dakota, North Dakota, Alaska, eastern Washington, and northern 
Minnesota (1997)

2. A survey o f  nurses who work in those same six states (1997-98)
3. A survey o f  nurses who are members o f a national constituency, the Rural 

Nurse Organization (1997-98)
4. Key informant interviews with directors o f  nursing in 21 rural hospitals in 

the six state area (1998-99)
5. A survey o f  rural physicians in Montana, Wyoming, and North Dakota 

(1999-2000)
6. 33 key informant interviews with healthcare providers, patients, family 

members, and community leaders in Montana, New Mexico, West 
Virginia, Tennessee, Vermont, and New Hampshire (1999-2000)

7. 18 focus groups in those same areas and with the same constituencies as 
listed in the above study (2000)

8. A survey o f 1,700 rural healthcare providers in Montana, Newr Mexico, 
West Virginia, and Tennessee (2000-01)

9. A survey o f 1,600 physicians in Vermont, New Hampshire, and Maine 
(2000-01).

The quantitative studies were designed to investigate the broad scope o f concerns 

related to rural bioethics. Such studies would document the ethics-related issues that 

develop, the availability o f ethics-related services, the perceived need for services, the use 

o f  problem-solving strategies, and similar issues. The qualitative studies were designed 

to provide a deeper and richer understanding o f those issues, specifically information 

about what ethics-related services are important, how they should be constructed, and the
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impact that the availability of services has on patients, families, and healthcare providers.

Since the nine studies were conducted in “rural” settings, the relevance o f the 

research findings to urban communities is difficult to determine. Admittedly, the 

definition of the term “rural” is a matter o f some debate. The literature in sociology over 

urban and rural distinctions is extensive and often contentious. There are at least four 

generally accepted definitions of the term. The U.S. Census Bureau typically uses that 

term to describe communities with populations o f2,500 or fewer. Proximity to 

metropolitan areas and population densities o f less than six people per square miles 

(frontier) are often used as additional descriptors. The term “rural” has also been used, in 

more general terms, to describe communities of reduced social density, communities 

where residents know one another well.

The studies discussed in this chapter generally involved persons who live in 

communities with reduced social densities. In terms o f healthcare, the communities share 

some common features. The local hospital is generally small; long term care and acute 

care are often provided in the same facility and with the same staff. Primary care is the 

major emphasis and patients frequently have to travel considerable distances to obtain 

speciality care. The economic health o f the community is closely tied to the economic 

viability o f the hospital. The rates o f  poverty and disability are higher than those 

experienced in urban communities. Finally, there are few professional training programs 

in close proximity to these communities.

While those characterizations make it difficult to assess the degree to which 

findings are widely applicable in areas o f greater social density, the ongoing requests for
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information that have been received by the author suggest that many o f  the findings may 

be relevant. More studies are certainly needed, but future research may indicate that 

persons who live in urban neighborhoods, or who are members o f special ethnic or 

cultural groups, may experience some o f the same issues and challenges referenced by 

rural residents.

Each study is discussed individually. The studies are then discussed as a whole 

and specific findings are linked to each o f  the four research questions. A series o f graphs 

has also been developed so as to provide a visual representation o f key findings. These 

graphs are included, as a group, in Appendix A so that the reader, if  uninterested in the 

logistics o f research design, might obtain a more succinct overview o f  key findings.

Study of Hospital Administrators

The first study involved hospital administrators. At the time this research was 

initiated, the bioethics literature, governmental agencies, and national hospital 

organizations were reiterating the need to establish competent, well trained ethics 

committees in all healthcare settings. However, there were no published data specific to 

the prevalence of ethics committees or any other formal ethics-related structures in rural 

settings. Little was known about the ethical issues that developed in rural areas, the 

processes used for decision making or the perceived need for “ethics” services.

Given the lack o f published data, the survey of hospital administrators432 was 

designed to accomplish four tasks: (1) document the status o f bioethics committees or 

other bioethics mechanisms in a multi-state rural demonstration area; (2) investigate the
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functions o f  existing bioethics committees; (3) investigate the perceived need for 

bioethics committees or other ethics-related services in hospitals that do not currently 

have such entities, and (4) identify bioethics resources that respond to identified needs. 

Such baseline information was required in order to build a foundation for developing 

bioethics services in rural areas. Many o f the findings that emerged from this first 

research effort were unexpected - at least to urban bioethicists. Thus the findings from 

this first study led to the development o f new instruments and new studies and so 

supported the cumulative process o f discovery.

The six state area that was selected for this study is served by 216 acute care 

hospitals. Freestanding psychiatric and rehabilitation hospitals were excluded from the 

sample because they are not representative o f typical rural structures. A six state area was 

used in order to respond to concerns about the extent to which findings may be more 

rural-specific as opposed to state specific. Administrators o f the 216 acute care hospitals 

received a letter describing the research, a copy of the survey, and a request to provide 

information detailing the hospital’s approach to bioethics services. In order to meet 

concerns about valid instrumentation, the survey was based upon a model developed and 

used by Glenn McGee, Ph.D., University o f Pennsylvania Center for Bioethics.

All respondents were asked to answer questions regarding the hospital size, 

occupancy rates, number of employees, presence of an ethics committee, needs for 

bioethics services, roles and membership (or potential roles and membership) o f ethics 

committees, benefits and obstacles o f such committees, technical assistance, and training 

needs. For hospitals without bioethics committees, a two page, 16 item survey was
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provided. A series o f  28 items expanded the survey completed by hospitals with 

bioethics committees. Those items included questions about the structure, procedures, 

function, activities, and effectiveness o f  the committees, as well as their training and 

consultation practices. Since every survey included the name of the hospital and a 

primary contact, hospital personnel could be contacted in order to obtain additional 

information or clarification. Since some o f the information that emerged was quite 

unexpected, approximately 12 percent o f the respondents were re-contacted to verify 

information provided in the survey.

Sample Description. Analysis, and Interpretation

One hundred and seventeen surveys (54.16% o f the sample) were analyzed. Sixty 

seven percent (67.2%) of the respondents were hospital administrators. Thirteen percent 

(13.4%) o f the respondents were directors o f nursing and 9.2 percent o f the respondents 

were members of ethics committees. The data suggest many issues are o f  concern to all 

hospitals in this area rather than to specific states. Indeed, the comparison o f Montana, 

North Dakota, and South Dakota showed no significant differences in the distributions 

relative to the presence or absence o f  bioethics committees, the presence or absence o f 

JCAHO accreditation, or the identification o f roles and issues.

Data indicate 58.8 percent o f  the hospitals do not have bioethics committees or 

any formal mechanism to resolve ethics-related dilemmas. Logistic regression analysis 

suggests a predictive relationship between the size of the hospital, the presence o f an 

ethics committee, and accreditation by the Joint Commission for the Accreditation o f
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Healthcare Organizations (JCAHO). Small hospitals were less likely to have bioethics 

committees (R=0.304, p<-01) and less likely to hold JCAHO accreditation (R=0.365, 

p<.01). Fifty percent (50.4%) of all surveyed hospitals had neither bioethics committees 

nor JCAHO accreditation. Among hospitals with fewer than 25 beds 90.6 percent lacked 

accreditation and 85.2 percent lacked ethics committees. Overall, 63.9 percent of 

hospitals participating in the survey do not have JCAHO accreditation.

The lack o f accreditation was an important finding because JCAHO accreditation 

is considered a standard quality benchmark for hospitals. Among hospitals with fewer 

than 25 beds, 90.6 percent lack accreditation and 85.2 percent lack ethics committees. 

Nearly 45 percent o f the hospitals in this area report fewer than 25 beds and nearly 70 

percent report fewer than 50 beds. Even hospitals that reported JCAHO accreditation 

reported very limited bioethics-related activities. That finding was o f  interest because 

JCAHO standards require a formal mechanism for ethics services. When these findings 

were published, they received a considerable amount o f attention - largely because the 

bioethics literature has presumed the universality o f  both accreditation and ethics 

committees.

Although survey respondents from hospital without ethics committees thought 

that ethics committees might increase dialogue among healthcare providers and patients, 

the data from hospitals with ethics committees suggest that expectation was not realized. 

In fact, the “existence” of ethics committees in 41 percent of the hospitals may be a bit 

mis-leading. Ongoing communication between the existing ethics committees and other 

hospital staff was rarely evidenced. Formal activities or functions were rarely reported;
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some committees “existed,” but had not met for several years. When education activities 

were conducted, they rarely extended beyond the parameters o f  the committee and rarely 

involved activities other than reading journal articles. The survey contained a list o f five 

standard hospital policies. The policies involved issues like determination o f  death, 

withdrawing of medical care and development o f protocols for organ donation. Fewer 

than 30% o f the existing committees had any involvement in any activities related to 

policy development, review, or evaluation. Only 10 percent o f  the ethics committees met 

on a regular basis. The terms “regular” was defined by some as quarterly or semi­

annually. None o f the respondents indicated that case consultation services were 

available.

Although bioethics committees are widely viewed - at least by those in the field o f 

ethics - as “helpful,” the respondents to the hospital survey expressed uniformity in their 

skepticism about the usefulness o f ethics committees. They suggested that ethics 

committees are time-consuming, expensive and difficult to sustain. In most rural 

communities, medical staffs are small, the differences in education levels among staff are 

considerable, on-call schedules are demanding, and requests to serve on more than one 

hospital committee are numerous. These factors make it difficult to schedule committee 

meetings and difficult to create an education agenda that meets expectations such as those 

promulgated by the ASBH. Further, the rural respondents generally believed that a 

committee with a membership o f physicians, administrators, nurses, social workers, 

clergy, and community members could complicate problemsolving. Finally, there was 

also a belief that the unequal relationships within such a committee (physician versus
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nurse, physician versus family) might intimidate other health care providers and family 

members. The vast majority of hospital administrators were also skeptical of case 

consultation and inter-institutional ethics committees. Inter-institutional ethics 

committees presented a specter o f one airing one’s problems in public. Case consultation 

was perceived as a cultural taboo. In fact, case consultation was not cited by any o f  the 

respondents as a benefit - or a potential benefit - on even one survey.

The respondents suggest that ethical problems in rural settings typically involve: 

patient autonomy, patient competency, patient-clinician relations, and end of life care. 

Although 30 percent o f  the population in some areas lacks health insurance, issues related 

to cost allocation or rationing are virtually never addressed by existing committees. 

Patients or families are rarely informed o f  any bioethics services that might be available. 

Patient advocacy services are particularly limited. In fact, patient advocacy services are 

provided even less frequently than research activities.

In their comments, respondents indicated that the issues that emerge in rural 

healthcare setting are complicated by familiarity - a factor that seems to pervade all 

relationships in rural communities. In communities where there are no strangers, the life 

o f one friend may be balanced against the healthcare o f other friends.433 Respondents 

expressed a strong interest in community education services as well as an awareness o f 

the need for such services. More than 75 percent o f  the respondents indicated a desire to 

receive ethics-related resources and to participate in an ethics research project.

In many respects, the response to this survey exceeded original expectations. Not 

only did the rural administrators respond to a fairly detailed instrument, they participated
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in subsequent phone calls. In addition, 30 administrators also agreed that their hospitals 

could be used as research sites in order to help field test bioethics resources. Responding 

to the survey appeared to offer the rural administrators an opportunity to explain why the 

approaches so heavily endorsed in the literature - like the use of an ethics committee - do 

not meet rural needs. The enrollment in the research project appeared to allow them to 

see if  appropriate models for rural services could be identified.434

Studies o f Nurses

When the information from the hospital survey was analyzed, a new series o f 

questions emerged. The hospital administrators said they encountered problems with 

autonomy and competency. Those terms were listed on the survey because they are 

heavily used by bioethicists in order to categorize problems. The data from the hospital 

administrators, however, did not indicate specifically what kinds o f  autonomy or 

competency-related problems develop in rural settings or why rural healthcare providers 

experience those issues as problematic. Further, the administrators wanted resources, but 

did not want ethics committees or case consultation - the kinds o f resources that are most 

prevalent.

In order to obtain more information about issues and needs, three studies were 

designed specifically for rural nurses. The studies included surveys o f two groups, nurses 

who work in rural hospitals in a 6-state area and nurses who are members of the national 

group, the Rural Nurse Organization (RNO). The research design was expanded to 

include the involvement o f the RNO because that cohort would allow for a comparison
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between a regional and national rural sample. The third study involved key informant 

interviews with the directors o f nurses in 21 rural hospitals. Thus it was the first o f the 

qualitative endeavors and provided a framework to help interpret the survey findings. As 

a group, these studies435 were designed to identify: (1) the ethical issues encountered by 

rural nurses; (2) the frequency with which such issues occur; (3) the extent to which 

nurses respond to the issues; and (4) the resources or training topics rural nurses consider 

useful.

Sample Description. Analysis, and Interpretation

A 14 page survey was developed, pilot tested, and mailed to a sample o f nurses 

from randomly selected rural hospitals with fewer than 75 beds in the six-state area.

These criteria were used because data from the hospital survey indicated that 70 percent 

o f the hospitals in this area have fewer than 50 beds. In total, 21 directors of nursing in 

rural hospitals were asked to distribute the survey instrument among nurses employed at 

the hospital. In addition, surveys were provided to the national RNO office. The national 

office then mailed the surveys to nurses who worked in rural areas other than the six state 

area already included in the research design. This methodology allowed for comparison 

o f responses between the two groups.

Two hundred and four surveys were analyzed by using standard statistical 

methods and procedures for evaluation. A reliable response rate is difficult to calculate 

because the surveys were distributed by a nursing administrator in each rural hospital and 

the national RNO office. Each survey had a stamped, pre-addressed envelope so surveys

118

Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.



could be returned confidentially. At the time the survey was conducted, the State Board 

of Nursing was not willing to provide the names o f nurses. By the time the survey o f 

healthcare providers in Montana, New Mexico, West Virginia, and Tennessee was 

conducted, the state boards, however, were willing to release state lists.

The survey served as a descriptive and predictive assessment tool. The instrument 

was designed to map demographics, note professional involvement, assess need for ethics 

resources, as well as identify the ethical issues faced by rural nurses. To this end, it 

requested descriptive information about the nurses’ education, years o f experience, areas 

of responsibility, access to resources and technical assistance, and consultation practices 

when encountering problems. Finally, the survey contained a list o f 36 ethical problems; 

the problems were related to issues like autonomy, competency, patient-clinician 

relationships and end o f life care, problems that surfaced in the survey of hospital 

administrators. The nurses were asked to indicate the frequency o f  encountering such 

problems and the likelihood of acting upon them. To aid in the interpretation o f data, 

follow-up interviews were conducted with 21 directors o f nursing at participating rural 

hospitals.

Data showed no significant differences in the distributions relative to any 

measures between the two samples used for the survey, so the results that are reported 

reflect the combined samples. The two samples included 77 nurses from the Rural Nurse 

Organization and 127 nurses from the 21 rural hospitals in the six state region. Ninety 

percent o f  the nurses who participated in this survey were female. Sixty seven percent 

(67.2%) o f the nurses were aged 40 years or older; 53.9 percent had more than 15 years of
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experience. Thirty percent (30.4%) o f the nurses had received a baccalaureate degree; 7.4 

percent reported graduate level training in nursing. More than 55 percent o f the 

respondents described themselves as a “staff nurse.”

Most o f the nurses work slightly less than full time; the average was 35.5 

hours/week. However, a sizable percentage o f  the nurses work more than 40 hours per 

week. The time commitment appears indicative of work patterns in rural areas. Patient 

census is variable and part-time work schedules are common. However, if  emergencies 

develop or if  patient census is high, nurses may need to work overtime A substantial 

number o f  nurses (51.5%) typically work in three or more departments on a daily basis. 

The departments most frequently cited included: medical/surgical, emergency room, long 

term care, and birthing. In many hospitals, nurses regularly rotate between patients who 

are receiving long term and acute care. As one nurse explained: “There’s only a janitor’s 

closet separating the two wings.”

Nurses responded to the list o f 36 ethical problems by indicating the frequency 

with which they encountered the problem within the past year, and whether they acted on 

the problem. Frequency was indicated via a five-point scale, ranging from never to very 

frequently. Some problems occurred frequently but were not typically acted on; other 

problems occurred infrequently but when encountered, a majority of nurses indicated that 

they acted on them. For instance, nurses frequently encounter patients who request more 

aggressive treatment options than the nurse would want, but 51 percent of the nurses 

indicate they are unlikely to act when encountering that issue. On the other hand 

although the problem is infrequently encountered, 62 percent o f nurses are likely to act

120

Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.



when encountering abusive behavior on the part o f patients or family. The problem that 

occurred most frequently involved a lack of clear orders for patients. Seventy nine 

percent (79%) o f  the nurses indicate they take action if  the patient has confusing orders, 

but decreasing percentages o f  the nurses were willing to act on any of the other thirty five 

issues. The data suggest that organizational constraints, the nurses’ role in the power 

structure, the nurse-patient relationship, cultural concerns, and other factors may inhibit 

action.

More than 72 percent o f the nurses believe ethical issues are approached 

differently in rural areas than they are in urban areas. The survey provided space to 

explain any perceived differences. The primary response centered around issues of 

familiarity, an issue that has both personal and professional consequences. As one nurse 

explained: “Rural hospitals know clients. Familiarity and confidentiality problems arise 

often.” Another wrote: “we can’t send an old woman home when she has an untreated 

bladder infection, as they can and do in a larger hospital. How can we face her daughter, 

her son, her grandchildren.” Added another: “You know the patient from childhood.” 

Familiarity also has professional consequences. Nurses cited, as one of the four most 

frequent problems, the need to work with incompetent colleagues. They were, however, 

hesitant to act on this issue. They noted that the incompetent colleague may be a friend, 

relative, someone with whom a relationship must be maintained.

The survey instrument listed 18 potential ethics resources and asked the nurses to 

indicate how often they consulted these resources. The listing consisted of resources such 

as consulting another nurse, consulting a physician, referring to the ANA code for nurses,
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consulting clergy, or using resources like a patient’s bill o f rights. A slight majority of 

the nurses, 52.8 percent, indicated they often consult with each other. Fewer nurses, 40.5 

percent often consult with their nursing leadership, and only 31.5% often consult with 

physicians. Interestingly, only seven percent o f the nurses said they often or even 

occasionally consult with clergy. Two of three nurses (67%) never or rarely refer to the 

ANA code for nurses. Almost half o f the nurses (48% ) indicate they often or frequently 

rely on their own personal values. As one nurse explained: “Personal judgement is used 

more due to the lack o f resources.” These last figures are particularly interesting when 

viewed in light o f the position statement by the American Nurses Association that says 

that the ANA code for Nurses is “nonnegotiable and that each nurse has an obligation to 

uphold and adhere to the code o f ethics.”436

Fifty percent (50.5%) of the nurses reported the presence o f  journals or magazines 

in their hospital. This finding was somewhat encouraging, though the nurses who 

responded to the survey did not specify if  the journals or books were ethics-related.

When the directors o f nursing were contacted and asked to identify the journals that were 

available in their hospital, they typically cited one o f two publications, RN  or Nurse. 

Neither periodical is specifically designed to address ethics-related issues. Further, the 

directors o f nursing who were interviewed report they have no access to bioethics 

journals. Audiovisual materials about bioethics were typically unavailable, and only a 

minority o f the respondents thought it would be helpful to receive ethics information 

through video teleconferencing or tele-medicine. Less than half o f the nurses who 

participated in the survey had access to hospital-based continuing education programs,
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informal ethics-related discussions, or ethics consultation services. More enhanced 

services such as staff development programs and ethics grand rounds were particularly 

limited. Most survey respondents reported little or no exposure to formal education about 

bioethics during their academic training.

Nurses were asked to indicate their interest in receiving additional training in 

seven topic areas: professional responsibility, patient rights, privacy and confidentiality, 

truth telling, reproductive ethics, distributive justice, and research ethics. Most nurses, 

88.2%, asked for information about professional responsibilities. This topic area 

included: emergency treatment duties, provision o f continuity of care, rights and duties of 

professionals and patients, and understanding one’s limitations and biases. Most 

respondents (80.4%) also wanted information on patient rights, including autonomy and 

informed consent, medical and legal dimensions o f decisional capacity, process to follow 

if treatment is refused, and the appropriate use of ethics committees or consultants.

Nearly 70 percent wanted training related to privacy and confidentiality, and 68.1 percent 

asked for information regarding truth-telling, which encompassed situations when it 

might be morally justified to withhold or delay information. During one o f the 

interviews, a director o f nursing in a rural hospital provided insight into this issue when 

she described the distress she experienced when a physician’s order included a mandate 

to withhold information from a patient suffering from terminal cancer. She honored the 

physician’s order and did not respond honestly to the patient’s queries. As she described 

the situation, the ethically appropriate course of action was not as clear.

Among the seven topics listed in the survey, the area of least interest, less
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desirable even than research ethics, involved reproductive ethics. Topics relative to 

reproductive ethics included issues such as the legal and ethical issues o f  reproductive 

decision-making. The nurses did not provide reasons for the lack of interest in this topic. 

However, one director of nursing described the discomfort that occurred in a small 

conservative community when a new physician began ordering a routine amniocentesis 

for pregnant women who were more than 35 yeas o f age. Community members 

wondered if  this meant that “certain children are no longer wanted.” This and other 

stories suggest that the issue o f reproductive ethics can be highly polarized in rural 

communities.

During structured key informant interviews with the 21 directors o f  nursing, 

respondents indicated the lack o f  resources inhibits the resolution of problems. Typifying 

this, one nurse said: “we have no protocols for ethical issues." Added another: “you try to 

act on issues with varying degrees o f success.” In expressing a need for information one 

nurse said: “W e’re starting from scratch, anything you have [to offer], we are interested.” 

The directors o f  nursing suggested that nurses have a hard time knowing how to resolve 

ethical issues.

During the interviews, most o f the directors o f nursing questioned both their own 

and their nurses’ abilities to recognize ethical issues. The directors of nursing 

experienced difficulty articulating either the ethical issues they encounter or those 

encountered by patients or families. This finding was also evidenced when directors o f 

nursing were asked to suggest ethics resources that might prove helpful. “I’ve had so 

little exposure to the topic” said one nurse manager, “that I’m hesitant to make any
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suggestions.” Another nurse added, “I’ve attempted to take action on ethics issues, but 

nurses don’t understand their rights or what they should do.”

However, close to 70 percent of nurses responding to the survey expressed an 

interest in participating in a research project that would provide bioethics resources. They 

would be willing to allocate, on average, nearly nine hours/month for this purpose.

Nearly all o f the directors of nursing suggested that a formal ethics committee would not 

work in their setting; however, they thought such a committee would theoretically 

provide “backing,” a place where issues could be handled in a more formalized manner. 

This survey is identified as NurseS when key findings are discussed as part o f the 

comprehensive findings from all research activities.

Study of Rural Physicians 

The survey of nurses expanded the knowledge base with respect to bioethics in 

rural areas. The results provided a framework for thinking about issues like autonomy, 

competency, and patient clinician relationships as well as issues like the willingness to 

take action on most ethics-related issues. In a sense, however, the findings also opened a 

series o f new questions. We did not know if  physicians encountered similar issues and 

we did not know how rural physicians solved their ethics-related problems. Thus the 

survey o f  rural physicians437 was designed to identify: (1) the ethical issues encountered 

by rural physicians; (2) the frequency with which such issues occur; (3) access to ethics- 

related resources; and (4) processes used to resolve issues and related concerns.
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Sample Description. Analysis, and Interpretation

A two-page survey was mailed to a sample o f  600 randomly selected physicians in 

Montana, Wyoming, and North Dakota. The names were obtained from alphabetical 

membership lists generated by state medical associations. In Montana and North Dakota, 

the sample excluded cities with populations larger than 35,000 according to the US 

Census Bureau estimates o f  July 1, 1998. The excluded cities were Billings, Great Falls, 

and Missoula in Montana and Grand Forks and Bismarck in North Dakota. The 

elimination of those cities also excluded physicians who practice in tertiary medical 

centers. This resulted in a sample consisting of physicians, most o f whom reside in towns 

o f fewer than 10,000 persons. In Wyoming the overall number o f physicians is very low 

and in order to achieve an adequate sample, there were no exclusions, so the cutoff for 

population size was 55,000 or smaller. Except for state residency, responses were not 

tracked so as to honor the privacy and confidentiality o f  sensitive information. Since 

anonymity was promised, physicians who did not respond to the initial mailing could not 

be re-contacted.

The sample corresponded to approximately one third of the physicians who met 

the criteria. This number was determined in order to ensure an adequate number o f 

respondents given the projected rate o f  return. Physicians are historically reluctant to 

participate in survey activities. The survey instrument was an abbreviated version o f  a 

survey previously used for surveying nurses and hospital administrators. The survey 

requested data on age, gender, specialty, years in the profession, and in the community. It 

also included a list o f 16 ethics-related problems used in the surveys o f  hospital
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administrators and nurses. Physicians were asked to indicate the frequency with which 

they encountered each problem via a four-point Likert-like scale. For reporting purposes, 

the four categories were dichotomized into: frequently (categories 3 = sometimes, 4 = 

often) and less frequently (categories 1 = never and 2 = rarely). The survey asked 

physicians to indicate how they resolved ethics-related problems, whether they had ever 

referred problems to an ethics committee, received ethics education, or perceived 

urban/rural differences in the kinds o f ethical issues encountered.

Descriptive statistics for all variables were derived for the entire sample. Pearson 

correlations or Chi square, when appropriate, were calculated between key variables and 

were evaluated for significance. Since the differences o f distribution o f responses among 

the states were non-significant on most variables, the sample was analyzed as a whole. A 

total o f 118 physicians responded to the survey, giving an adjusted response rate o f 19.67 

percent. Thirty seven percent o f the physicians were from North Dakota, 32 percent from 

Montana and 31 percent from Wyoming.

Most o f the responding physicians were males between the ages o f 36-55. The 

majority had practiced for more than 15 years, and almost half had practiced medicine in 

their present community for more than 15 years. The average physician reported working 

approximately 55 hours/week. O f the respondents, 33.1 percent were family 

practitioners, 17.8 percent were internists, and smaller percentages were distributed 

among other disciplines. Exposure to formal ethics-related course-work during their 

medical education was related to age. Overall, the majority of physicians had completed 

ethics course-work, but the percentage varied from 94.1 percent among the newer
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physicians (1-5 years in practice) to only 37.7 percent o f  the older cohort (more than 15 

years in practice).

Only 28.8 percent of physicians reported the availability o f any ethics-related 

resources. Most o f the physicians (74.6%) had never referred a case to an ethics 

committee. Only 31 physicians (26.3%) had ever served on an ethics committee at any 

time during their medical careers or medical training. The most common problem 

encountered involved communication with patients. While this — in itself — is not 

generally perceived as an “ethical” issue, difficulties with communication can certainly 

lead to ethical concerns such as the ability to obtain informed consent or the patients’ 

failure to understand diagnosis and treatment. Certain issues, including confidentiality, 

cost containment, patients’ failure to understand diagnosis and treatment, and patients 

who fail to follow recommendations for treatment were more common for the newer 

physicians, 1-5 years in practice, than those with more experience, in practice more than 

15 years.

Concerns about confidentiality were reported more frequently by the female 

(89.5%) than male (58.3%) physicians. Similarly, concerns about confidentiality were 

cited more commonly by family practitioners (71.1 %) than by other groups (61.1%). In 

spite o f the problems noted, 111 (94.1%) o f the physicians believed they can keep their 

patients’ interests an utmost priority.

In order to resolve ethics-related issues, survey respondents relied on personal 

values and experience; they utilized informal resources - and in particular, personal 

resources - much more than formal ones. There was a heavy reliance on personal values.
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Representative comments included phrases such as: faith in God, the Ten 

Commandments, my own judgement, quiet personal reflection, discussion with a spouse, 

pray, what my conscience tells me to do, the right thing, the best I can. Informal 

resources available to the respondents included peers and colleagues (22.0%) or other 

hospital personnel (15.3%). Other hospital personnel included nurses, social service 

department, legal services, or the hospital CEO. Only 8.6 percent o f the respondents 

cited use of clergy.

Overall, 60.9 percent o f the physicians reported having an interest in receiving 

ethics-related resources, while 87.5 percent o f  the those who had practiced 1-5 years 

indicated interest in receiving ethics resources. The comments o f the respondents suggest 

their academic training in ethics may not have prepared them for the ethical issues that 

emerged in rural settings. This survey is identified as “PhysicianS” when key findings are 

discussed as part o f the comprehensive findings from all research activities.

Qualitative Studies

After completing the surveys of hospital administrators, nurses, and physicians, 

the need for more qualitative research became apparent. When the key informant 

interviews were conducted among the 21 directors of nursing in the rural hospitals, a 

great deal was learned about the culture o f rural care. The nurses provided a context for 

evaluating the research findings and helped identify and explain some of the issues that 

emerged. Additional qualitative studies could arguably provide a context for 

understanding a number of issues that had emerged in all o f  the studies. The healthcare
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providers, for example, encountered problems with patient competency, autonomy, and 

patient clinician relationships. The extent to which non-healthcare providers would agree 

with those findings was unknown. Respondents to the surveys uniformly indicated a 

desire for resources but those resources were not well defined.

Thus two qualitative studies were designed to provide deeper and more 

descriptive information about ethics-related issues that develop in rural areas. The 

studies obtained information from a diverse group that included healthcare providers, 

patients, family members, and community leaders who live in rural communities. The 

use o f key informant interviews and focus groups was especially appropriate since the 

research focused on the importance o f context, setting, and the subjects’ frame of 

references.

In keeping with sound qualitative methods, the research questions were 

formulated not as hypothesis, but rather as broad-ranging inquiries that help identify and 

describe the cultural and organizational processes that facilitate or hinder the recognition 

and resolution o f ethics-related services in rural healthcare settings. The instruments for 

both the key informant interviews and focus groups were developed as a collaborative 

research activity among members o f the Greenwall Rural Bioethics consortium. The 

instruments were field tested in Tennessee before their use in the research studies.

Sample Description. Analysis, and Interpretation

Key informants are selected for participation in a study because they have certain 

characteristics that are important to the research effort: informants are willing to talk,
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have greater experience in the setting, and are especially insightful relative to what goes 

on in those settings.438 The healthcare providers, patients, family members, and 

community leaders who were selected for this study met those criteria. With the aid o f 

collaborators in a research consortium supported by the Greenwall Foundation, 54 

interviews were conducted in small, rural communities in Montana, New Mexico, West 

Virginia, Tennessee, Vermont, and New Hampshire.

All interviews were recorded and transcribed. The data were then coded and 

analyzed using standard qualitative methodologies. The qualitative data provided the 

contextual basis for interpreting the findings o f the surveys research. In general, 

respondents described their expectations o f healthcare as core to their values, their beliefs 

about what is right or worthwhile. These beliefs about “rightness” involved decisions 

relative to issues such as: end of life care, management o f chronic illnesses, 

patient/clinician relationships, or use o f technology.

When describing their values, three dominant themes were referenced as factors 

that consistently shape healthcare decision making. Those themes involve expectations 

relevant to: 1) patient-clinician relationships; (2) access to competent care; and (3) rural 

culture and values. Access to competent care included both the competency of available 

healthcare providers as well as geographic or economic access to healthcare services.

Healthcare providers, community leaders, and patients uniformly reported that 

they were unprepared for the ethics-related issues that emerge and the decisions that are 

required. A key finding related to the recognition and adherence to the “community 

rules” that outline appropriate conduct within the community. There was no item on the
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key informant instrument that asked about rules, but in every interview, the respondents 

referenced the topic o f “rales” as a way to explain perceptions o f acceptable behavior in 

their community. The data clearly indicate that failure to honor community rules risked 

one’s acceptance as a member of the community.

Respondents said they had access to few i f  any formal processes that support 

discussion or resolution of ethics-related concerns. They generally affirmed the need for 

resources, though rarely could they specify what kind o f resources might be helpful.

They wanted resources that would be accessible, not too “academic,” and interactive.

The participants generally agreed that the lack o f ethics-related resources discouraged 

important conversations and thus had an adverse effect on patient care. Healthcare 

providers acknowledged that they are hesitant to initiate discussions that are 

organizationally or culturally sensitive. Further, they questioned their ability to discuss 

issues that have ethical implications. All participants noted that culture and norms have 

an important role in how medical care is perceived and delivered, whether treatment 

recommendations are accepted, and whether the quality of care is appropriate. The 

cultural expectations that emerged suggest that urban models for bioethics services are 

not easily transplanted onto rural environments. All participants expressed strong interest 

in useful resources and materials and believed that hospitals should expand their public 

education services to increase opportunities for dialogue between the hospital and the 

community it serves.
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Sample Description. Analysis, and Interpretation

Eighteen focus groups were conducted in the same geographical area and with the 

same constituencies as noted in the previous study. The themes that emerged in the key 

informant interviews were used to design the focus group instrument. The groups ranged 

in size from six to fifteen participants.

The group discussions were taped, transcribed, and analyzed using Atlas.ti 

software. The data from the focus groups strengthened the findings from both surveys 

and key informant interviews, and helped to create a theoretical foundation for bioethics 

services in rural communities. When describing their values, the focus group participants 

consistently referenced the three dominant themes identified by the key informants. They 

described in detail their expectations for patient/clinician relationships, competent care, 

and cultural sensitivity. Issues related to culture were referenced three times more often 

than any other topic.

The data from this effort provided an interesting frame o f reference for a number 

of findings that emerged from the other studies. For instance, in the physician survey, the 

newest physicians (1-5 years in practice) more frequently experienced problems with 

confidentiality, cost containment, patients’ failure to understand diagnosis and treatment, 

and patients who fail to follow recommendations for treatment. In the focus groups, 

those specific issues were discussed in detail. Participants were aware o f the difficulties 

experienced by the new physicians. They attributed those difficulties to unfamiliarity 

with rural environments and failure to understand the extent to which cultural 

expectations shape responses to treatment.
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To be sure, some o f the issues that emerge in rural areas may not significantly 

differ from those that emerge in urban areas. A lack o f  money to pay for prescription 

drugs would be such an issue. There were issues, however, that appear to be very 

distinct. Those issues typically involved concerns associated with: geographic and 

economic factors - such as lack o f insurance, vulnerability o f  family homesteads, and the 

need to travel great distances - that complicate access to healthcare, expectations for 

relationships between providers and patients, and demonstrations o f respect for culture 

and norms. To ignore or minimize those three primary concerns compromises patient 

care.

Focus group participants also affirmed the need for access to bioethics-related 

resources. They believed such resources should be relevant, interactive, not overly 

academic, and context sensitive. They wanted materials that would model a good 

decision-making process. At the same time, since they had very limited experience with 

such resources, they were hesitant to make any suggestions for delivery or content.

Study o f Healthcare Providers in Montana, New Mexico,
West Virginia, and Tennessee

The research studies discussed thus far provided important information about the 

ethics o f care in rural communities. The data from the focus groups and interviews 

underscored the importance of relationships and culture. It provided a frame of reference 

for understanding findings like the nurses’ hesitancy to take action when encountering 

ethical issues. The data suggested that organizational issues such as lines of
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responsibility, reporting o f medical errors, and responsibility for patient care decision 

making were also important factors when resolving ethical issues.

Thus a regional survey o f physicians and nurses who work in rural communities 

was designed to validate the data obtained from the other seven research studies and to 

specifically: (1) identify the most frequent and most problematic ethical issues 

encountered by rural healthcare providers; (2) determine the extent to which healthcare 

providers respond to ethical issues; (3) assess the relevancy o f prior training in ethics; (4) 

examine the links between cultural values and decision making; and (5) identify the 

resources or services that would be most helpful.

Sample Description. Analysis, and Interpretation

A total of 1,750 surveys were sent to randomly selected physicians and nurses 

who work in rural counties in Montana, New Mexico, West Virginia, and Tennessee. In 

order to obtain responses from rural healthcare providers, any county that had a city larger 

than 50,000 was excluded from the sample. The names of nurses were obtained from 

lists maintained by the respective state Boards o f  Nursing. The names of the physicians 

were obtained from lists maintained by the State Medical Boards. In order to obtain 

sufficient responses for analysis, physicians were over-sampled; as a result, no attempt 

was made to reflect the actual proportions of the populations o f nurses and physicians. 

Thus, 875 surveys were sent to nurses and 875 sent to physicians.

A two page, 43 item survey was developed and mailed to the names o f those 

randomly selected from the lists. The survey contained demographic information such as
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age, occupation, gender, length o f time in practice, and length o f time in the community. 

The survey also contained a listing of 20 ethics-related issues that emerged in previous 

studies and seemed to be o f importance to rural healthcare providers. Respondents were 

asked to indicate the frequency with which each issue occurred and whether the issue was 

problematic. Other items in the survey pertained to issues such as: reporting o f medical 

errors, trust and confidence in the local hospital, availability o f ethics services, 

completion o f prior training, process for solving issues, and importance o f  culture.

The data were coded and entered into a data base and analyzed with standard 

statistical methods using SPSSX. Overall, the adjusted response rate was 25 percent of 

the sample. The gender distribution of the respondents was fairly even, 42.7 percent 

males and 56.2 percent females. The distribution among the professions was similar,

46.6 percent were nurses and 53.4 percent were physicians. Overall, this was a stable 

group in terms o f long-term involvement in their communities and in their professions. 

Most o f  the respondents, 70.7 percent, reported that they lived in the community in 

which they worked. Interestingly, 41.5 percent had been members of their community for 

more than 15 years. Similarly, 46.8 percent had worked in their present occupation more 

than 15 years. As the percentages indicate, the age of the respondents was relatively 

evenly distributed across age groups: <35 - 13.7%; 36-45 - 30.8%; 46-55 - 30.8%; 56+ - 

23.7%. More physicians, 81.2 percent as compared to nurses, 67.9 percent, lived and 

worked in same town.

The three most frequently encountered issues included: (1) patients cannot follow 

medical recommendations because of cost; (2) patients fail to understand treatment; (3)
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patients fail to understand medical diagnosis. However, the three issues that were most 

frequently marked as problematic probably provide a good indication o f the specific 

challenges that complicate rural care. Those issues include: (1) patients cannot follow 

medical recommendations because o f cost; (2) transportation is a problem for patients 

who need health care, and (3) patients fail to understand treatment.

Interestingly enough, the least frequently encountered issues included: (1) 

denying care because o f a patient’s inability to pay; and (2) believing a patient’s 

confidentiality is violated. Data suggest that rural healthcare providers do not actively 

deny care but patients are then unable to follow treatment recommendations because of 

cost. The findings related to confidentiality are also interesting. The bioethics literature 

has historically suggested that confidentiality-related issues are problematic in rural 

communities but the healthcare providers who responded to this survey do not seem to 

agree. The data from interviews and focus groups enrich our understanding o f this issue 

and suggest that rural healthcare providers develop strategies for how to handle 

confidentiality. As a result, protection o f confidentiality is not viewed as a particularly 

problematic issue.

Among both nurses and physicians, the issues least frequently marked as 

problematic involved dual relationships with the patients. Indeed, the vast majority o f 

rural healthcare providers, nearly 75 percent, reported that they have personal and 

professional relationships with their patients and only 11 percent o f the respondents 

indicated that dual relationships were “problematic.” More than one third o f the 

respondents reported that they encounter patients with whom they have “dual
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relationships” on a weekly basis or more often. Dual relationships are generally 

discouraged by professional standards, but in rural communities they are unavoidable and 

further, they appear to be expected and valued. In this respect, the findings from this 

survey are congruent with the data that emerged in the other studies.

Some differences emerged when analyzing the nurses’ and physicians’ assessment 

o f  whether issues were problematic. Seventy seven percent (77) o f nurses, for example, 

identified failure to understand diagnosis and treatment as a problem whereas only 60.6 

percent o f physicians described that issue as a problem. Some differences in responses 

were particularly relevant to the quality of care. Respondents were asked: if patients are 

informed about medical errors, whether reporting errors increases or decreases trust in the 

hospital, i f  lines o f responsibility were clear, who has responsibility for patient care 

decisions, and whether the respondent would want family members treated at “their” 

hospital. There were significant differences between the responses o f nurses and 

physicians to four o f  these five issues. Three o f four physicians (76%) believe that 

patients are always informed of medical errors whereas only 2 o f 4 nurses, 49.7 percent 

believe that such notification occurs. There were differences in perceptions regarding 

clear lines o f responsibility - 80 percent of the physicians thought lines of responsibility 

were clear; the corresponding figure for nurses was 59 percent.

Confidence in the treatment offered by the local hospital was also related to 

professions. When asked to indicate whether the respondent would want family members 

treated at the hospital, 64 percent o f the physicians said yes, whereas only 46% of the 

nurses said yes. Five percent of physicians said they would never want a family member
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treated at the local hospital, 10 percent o f the nurses gave that response.

Thirty percent o f the physicians indicated that responsibility for patient care 

decisions belonged to the physician, patient, and family; 26 percent of nurses indicated 

that responsibility belonged to the physician, patient, family, and hospital staff. Aside 

from those two figures, there was no agreement about the assignment of responsibility for 

patient care decisions. Indeed, approximately 15 percent o f physicians and nurses said 

responsibility for decisions belonged entirely to patients. The assignment o f 

responsibility for decisions is an interesting problem, given that the most common 

problems, encountered by rural practitioners, involved the patients’ inability to 

understand diagnosis and treatment.

Respondents evidenced more agreement relative to the consequences of reporting 

medical errors. Only 48 percent of all respondents believe that reporting errors increases 

trust in the institution; therefore, there might be a hesitancy to report errors to patients or 

others. The different perceptions regarding issues as important as the patient’s lack o f 

understanding o f treatment, the clarity o f orders for patients, responsibility for decision 

making, reporting of errors, and trust in the healthcare institution require more study. 

Disagreements in those areas could compromise the quality o f care and might increase the 

likelihood o f errors. Indeed, nurses who believed that lines o f responsibility were unclear 

also believed that patients were not usually informed o f  medical mistakes, and that they 

would not like family members treated at their hospital.

The respondents were asked about training in ethics, using ethics services, and 

responding to ethics-related issues. In terms of training, sizable percentages of the
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respondents had never received any formal course work or training in ethics. More than 

half o f the respondents, 52 percent o f both physicians and nurses who had worked more 

than 15 years in their respective fields, had never received any course work. Interestingly, 

32 percent of respondents who had worked between 6-15 years reported they had received 

no course work. Similarly, 31 percent of those who worked for less than a year report 

they had no course work. When the sample o f  physicians as a whole was analyzed, more 

than half of the physicians had received no course work in ethics. Less than 40 percent of 

the respondents believed that their course work in ethics had prepared them to work in 

rural areas.

In terms o f  access to bioethics services, 61.9 percent reported that they have 

access to ethics committees (68% of the respondents from New Mexico, 62% o f those 

from West Virginia and 58% of those from Montana). Physicians were slightly more 

likely to have access - 63.7 percent o f physicians, as opposed to nurses - 59.5 percent. 

However, most healthcare providers have had no formal experiences with ethics 

committees. Overall, most o f the respondents (83%) have never served on an ethics 

committee. Service was related to the profession: 92.6 percent o f all nurses in the 

sample have never served on an ethics committee and 75.7 percent of all physicians in the 

sample have never served on an ethics committee at any time during their career. In 

addition, relatively few respondents, fewer than 30 percent had ever referred a case to an 

ethics committee at any time during their training or careers.

The lack o f  training and the lack of experiences with formal entities like ethics 

committees may have influenced the responses that were given to ethical problems.
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Respondents were given two scenarios and asked to indicate what actions should be 

taken. The first scenario stated that “the patient, who you know is too ill to return home, 

has been scheduled for discharge from the hospital. The patient is concerned and asks 

you if  it is safe to go home. What would you do?” A series o f options was provided. 

Choices included: no action, discuss with family, discuss with physician, discuss with 

other members o f health team, reassure the patient, request a consult, and consult with 

supervisor. Respondents were asked to indicate all actions they would pursue. Eighty 

three different combinations for action were offered. In short, there was no consistency in 

terms o f how to approach or resolve problems. Sixty five percent o f  all respondents 

included, as an option, referral o f the case to social services. Only 45 percent indicated 

they would share their concern with the patient and only 39.2 percent would bring the 

issue to a supervisor.

However, the response to those issues differed between nurses and physicians. Of 

those who would share their concerns with patients, 61.7 percent were physicians. O f 

those who would refer to a supervisor, 77.5 percent were nurses. Referral to social 

services was almost equal. Physicians were also more likely to indicate the category 

“other;” 62 percent chose “other” as one o f their options. Generally, nurses were most 

likely to refer to social services, then a supervisor and then discuss with a colleague. 

Physicians are most likely to refer to social services agencies, share concerns with patient, 

and contact insurance.

The second scenario stated that “a patient you trust and have referred to a 

colleague tells you she was very unhappy with the care she received. What would you
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do?” Respondents were asked to select their choices from a list o f options that included: 

no action, express regrets, contact the healthcare provider, stop referring to the healthcare 

provider and other. Most o f the respondents, both physicians and nurses, indicated that 

they would express regrets to the patient. Indeed, more than thirty percent would only 

express regrets to the patient. Most o f  the physicians, 63 percent also said they would 

also contact their colleague. But fewer than 23 percent o f the physicians would stop 

making referrals to that colleague. Considering the difficulties associated with a lack o f 

speciality care in rural areas, other options, such as use o f a different specialist, might not 

be possible.

Culture-related issues have been receiving more attention in the bioethics 

literature and the data suggest that cultural issues are quite important in rural areas. The 

vast majority of the respondents, 90.9 percent indicated that more than half the time, 

cultural values shape practice decisions. There were no statistical differences in 

occupation (nurse or physician) or state - in other words, broad agreement prevailed about 

the importance of culture. These data also correspond with the qualitative data that 

emerged from the focus groups and interviews. When analyzed with the software Atlas- 

ti, issues related to culture were discussed three times more often than any other issues. 

Similar to data that emerged in the previously mentioned studies of the nurses and 

physicians, 61% of the respondents believed that there were rural/urban differences in 

terms o f  how ethical issues are resolved.

While there was considerable uniformity in responses among the three states, 

significant differences emerged when analyzing the issues that were identified by the
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respondents as “problematic.” Four issues require more research. These issues may be 

related to greater levels o f managed care penetration in West Virginia and New Mexico as 

compared to Montana, or they may reflect perceptions in the field that the length of time 

allocated for patient visits has decreased in recent years. For example, a larger percentage 

of respondents from West Virginia, 75 percent, said the lack o f time to meet patient needs 

was problematic. That figure contrasts with 65.9 percent in New Mexico and 53.8 

percent in Montana. Likewise, more healthcare providers in New Mexico, 68.4 percent, 

and West Virginia 61.1 percent indicated that arranging referrals for patients was 

problematic as compared to 41.6 percent o f the respondents from Montana. In addition, 

more respondents from New Mexico, 51.4 percent, and West Virginia, 47.3 percent, 

found it “problematic” that referrals could only be made to providers in a given network. 

In Montana, which has a low HMO penetration, this was a problem for only 27.6 percent 

of the respondents. Respondents from West Virginia and New Mexico also reported that 

a lack o f  time for patient advocacy was problematic, 75 percent and 65.9 percent 

respectively. Significantly fewer, 53.8 percent, Montana healthcare providers rated this 

issue as problematic. This survey is identified as WestS Physicians or WestS Nurses 

when key findings are discussed as part o f the comprehensive findings from all research 

activities.

Study of Rural Physicians in New Hampshire, Vermont, and Maine 

The final study involved a survey o f rural physicians who live on the East coast. 

This survey was conducted for two reasons. The data could indicate the extent to which
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East coast healthcare providers concurred with their peers who participated in the 

Montana, New Mexico, West Virginia, and Tennessee study, as well as the Montana, 

Wyoming, and North Dakota survey of physicians. The survey was inserted in a monthly 

newsletter that is mailed to members of the Dartmouth Primary Care Cooperative Project. 

The data obtained from the Eastern survey were analyzed separately because the sample 

was not comparable to that used in the other states.

Sample Description. Analysis and Interpretation

As noted, the sample was limited in scope to members o f the Dartmouth Primary 

Care Cooperative Project. The membership list o f  1,600 persons consists primarily of 

physicians who live in Maine, New Hampshire, and Vermont.

This effort used the same instrument, collection, and data analysis procedures, 

described for the survey of healthcare providers in Montana, New Mexico, West Virginia, 

and Tennessee. The overall, adjusted response rate was 16.6 percent. The distribution 

among the states was as follows: Maine - 21.3 percent; New Hampshire - 36.4 percent; 

Vermont - 42.3 percent. The gender distribution was unequal; 70.8 percent o f the 

respondents were male and 28.1 percent were female. The majority of respondents, 92.6 

percent were physicians; 5.7 percent were nurse practitioners and 1.2 percent were 

physician assistants. The respondents to this survey were also slightly older than in the 

other survey, 67.1 percent, were more than 45 years old.

The issues that were most frequently encountered and most problematic were 

similar to those indicated in the other survey but the order (frequency and whether the
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issue was problematic) was different. The three most frequently encountered issues were 

ranked as follows: (1) lack of time to meet patients’ needs; (2) patients can't follow 

medical recommendations because o f  cost; and (3) patients fail to understand treatment. 

Perceptions related to a lack of time to meet patients’ needs is an interesting problem, 

especially when one considers the overall changes in the healthcare system, the increased 

presence o f managed care in eastern communities, and the expectations in rural 

communities for personalized care. The East coast physicians clearly experienced fewer 

problems that involved transportation-related considerations.

The most problematic issues were (1) patients can not follow medical 

recommendations because of cost; (2) lack o f time to meet patients’ needs; and (3) 

patients fail to understand treatment. Interestingly, the majority o f respondents (56.6%) 

did not think that ethical issues faced by healthcare providers were different in rural areas.

Similar to findings that emerged in the other survey, the least problematic issue 

was having a personal or business relationship with a patient. Indeed, the vast majority 

o f rural healthcare providers, nearly 81.9 percent, reported that they frequently have 

personal and professional relationships with their patients, and only 12.2 percent o f  the 

respondents indicated that dual relationships were “problematic.” Similar to the findings 

in the other survey, 31.3 percent o f the respondents reported that they encounter patients 

with whom they have dual relationships on a weekly basis or more often. Also similar to 

the other study, 72.2 percent of the respondents indicated that having to deny care 

because o f  a patient’s inability to pay was “not a problem.” The physicians appear to be 

willing to honor an appointment; the problem develops when the patient cannot afford to
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follow recommendations for treatment. Fifty six percent (56.5%) o f the respondents said 

protection of confidentiality was not a problem. Eighty nine percent of respondents 

indicated that half the time or more often, cultural values and community rules or values 

shape practice decisions.

In terms o f training, 54.3 percent reported that they have never received any 

formal training in ethics. Only 27.8 percent indicated that the ethics-related training they 

received prepared them for rural practice. This group, when compared to the healthcare 

providers in Montana, New Mexico, and Appalachia, has greater access to ethics services. 

The vast majority, 85.8 percent, do have access to an ethics committee. The availability, 

however, has not translated into use. More than two out o f three o f the respondents, 68.0 

percent, have never served on an Ethics Committee and most, 53.2 percent, have never 

referred a case to an ethics committee at any time during their career.

As in the other survey, the lack of training and the lack o f experiences with formal 

entities like ethics committees may relate to the responses given to ethical problems. 

Respondents were given the same two scenarios indicated in the previous survey. The 

first scenario involved the patient who was too ill to be discharged. Similar to the other 

study, there was no consistency in responses. The most frequent category selected was to 

make a referral to social services. Indeed, 75.1 percent o f the respondents chose that 

option. The second most frequent response (56.9%) was to share concerns with the 

patient. The most frequent combination was to share concern with the patient, to make a 

referral to social services and to contact insurance to seek extension of hospitalization. 

However, that 3-part combination was indicated by only 8.7 percent of the respondents.
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Only 12.6 percent of the respondents would refer such a case to an ethics committee.

The second scenario involved the patient who was very unhappy with the care she 

received. Most (75.1%) o f  the physicians indicated that they would express regrets to the 

patient. Most (60.9%) also said they would contact their colleague. Only 1.2 percent said 

they would take no action. But fewer than 21 percent o f the physicians would stop 

making referrals to that colleague. Considering the difficulties associated with a lack of 

speciality care in rural areas, other options, such as use o f a different specialist, might not 

be possible.

When the respondents were asked to identify who has primary responsibility for 

patient care decisions, the most commonly marked combination was that responsibility 

belongs to the patient, family and physician. However, that combination was selected by 

only 30.2 percent of the respondents. Interestingly, in the other survey, 30 percent o f the 

respondents made that same selection.

Sixty four percent ( 64.4%) of the respondents believe that patients are always 

informed about medical errors. However, 34.4 percent indicate that patients are 

sometimes or rarely informed, so this issue remains troublesome. Still, most (69.2%) of 

the respondents believe that informing patients o f medical errors increases trust in the 

hospital. This group appeared to have slightly more confidence in their hospitals.

Seventy three percent, (73.4%) would want a family members treated at their local 

hospital. The vast majority o f respondents (80.3%) believed that lines o f  responsibility 

were clear. However, this survey was offered only to physicians. This survey is 

identified as “EastS Physicians,” when comprehensive findings are discussed.
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Comprehensive Findings

As noted previously, little was known about the status o f  bioethics services in 

rural communities when this research agenda was initiated. Each study expanded the 

understanding o f previous findings and as such, provided a richer and more 

comprehensive response to the research questions. In general, information was obtained 

from a fairly knowledgeable cohort; many o f the physicians, nurses, administrators, 

patients and family members who participated in research activities had worked in their 

profession and/or lived in the same communities for more than fifteen years. However, 

the involvement o f  younger cohorts, physician and nurses with fewer than five years of 

experience, provided a way to evaluate issues encountered by a less experienced cohort. 

Since anonymity o f  responses was ensured in all o f  the surveys except that o f  the hospital 

administrators, it is difficult to ascertain what populations might have been missed. The 

demographic data, however, appears to reflect what is generally known about rural 

healthcare providers in terms of age, gender, speciality training, and length o f  time in 

practice.

As an additional qualifier, the response rates to some o f  the studies were not as 

high as might be desired. To an extent, low response rates to surveys that involve 

healthcare providers have been well documented. Some commentators have indicated 

that hospital administrators are actually encouraged not to participate in surveys. 

However, the number of studies, the inclusion o f  diverse constituencies, the geographic 

expanse that was covered, the use o f both qualitative and quantitative methodology, and 

the congruency o f responses to similar measures in the different studies suggest that the
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key findings accurately represent rural perspectives.

Key findings relative to each research question are summarized below. Since the 

research agenda was quite complex, a series o f  12 figures has also been provided to help 

explain the relationships between the studies and key research findings. The illustrations 

are provided in the Appendix.

Research Question 1: What Bioethics Issues Develop In Rural Healthcare Settings?

There was considerable uniformity among physicians, nurses and hospital 

administrators in their identification and assessment of the ethics-related problems that 

emerge in rural areas. The problems that are most frequently encountered by rural 

healthcare providers involve patients who cannot afford to follow medical 

recommendations because o f cost, patients who fail to understand diagnosis and 

treatment, and patients who lack important resources such as transportation to healthcare 

services. These same three issues were consistently referenced by the majority of those 

who participated in the focus groups and interviews. The data suggest that healthcare 

providers in rural communities encounter these issues with similar frequencies and seem 

to share similar views as to whether these issues are problematic.439

These issues are perceived as “ethical” and intimately involve the healthcare 

providers’ ability to “do good” and to “avoid causing harm.” Healthcare providers 

appeared to recognize their responsibilities to help patients understand diagnosis and 

treatment. Thus they were concerned when, as was indicated by some respondents, there 

was a lack o f time to meet patient needs.
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The first two figures provided on pages 238-39 provide a visual display of the 

extent to which the problem o f “patients who cannot follow medical recommendations 

because o f cost” is encountered and is viewed as problematic. For most healthcare 

providers, this problem is encountered on a weekly basis or even more frequently. The 

data from the PhysicianS survey is not included in the Figure 2 because the survey 

instrument asked about the frequency of encountering that problem, but did not ask if  that 

issue was also “problematic.”

However, the comments offered by rural physicians who responded to the 

PhysicianS survey suggest that the issue of inability to follow recommendations because 

o f cost is perceived as problematic. The following response, offered by a physician, is 

representative o f common sentiment: “What is beneficence? Are you really doing “good” 

when you prescribe something but know the patient cannot possibly follow your 

recommendations because o f the cost involved? Do you just look the other way?”

Data suggest that three issues that are most frequently encountered by rural 

healthcare providers are not typically addressed by ethics committees. As indicated in 

Figure 3 on page 240, nearly 75 percent of the hospital administrators said that problems 

associated with the cost of care and distribution of scarce goods and services were rarely 

or never discussed in ethics committees. Further, nearly 69 percent said cost containment 

issues were rarely or never discussed by ethics committees. Issues related to patient 

competency were also rarely addressed. Thus the perception o f  rural healthcare providers 

that ethics committees do not address issues that are problematic has some basis in fact. 

The ability to resolve those three problems - patients who cannot afford to follow

150

Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.



medical recommendations because o f cost, patients who fail to understand diagnosis and 

treatment, and patients who lack important resources such as transportation to healthcare 

- appears hampered by a number o f other issues. The additional issues, while not 

specifically identified in the bioethics literature as “ethical problems,” appear to 

complicate the provision o f quality rural healthcare. The additional problems include 

orders for patients that are often non-existent or unclear, unclear lines o f responsibility for 

patient care decision-making, differences in perception about the locus o f responsibility 

for patient care decisions, and differences in perception about the reporting o f medical 

errors. As indicated in Figure 4, nearly three of four respondents to the NurseS survey 

encountered orders for patients that are unclear or confusing; in WestS survey, two o f 

five nurses indicated that in their hospital, decision-making about patient care is 

characterized by unclear lines o f responsibility. Those problems are connected to other 

issues such as the willingness to have family members treated at the hospital or the 

reporting o f medical errors. Indeed, most o f the nurses who reported unclear lines o f 

responsibility, also indicated that patients were not informed o f medical errors, and that 

they would not want family members treated at their hospital.

The respondents to the WestS survey and the EastS Physician survey, evidenced 

little agreement relative to who has primary responsibility for patient care decisions or 

how the ethics-related scenarios should be resolved. The vast majority o f physicians, 

nearly 85 percent, did not believe that responsibility for patient care decision-making 

should be shared with other hospital staff such as nurses. These kinds o f system-wide 

problems may certainly inhibit the nurses’ willingness to take action when ethics-related
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problems develop. As previously indicated, the respondents to the NurseS survey were 

hesitant to take action on most ethics-related issues. Representative comments from 

respondents provide insight into their hesitancy to take action. As one rural nurse 

explained: “I worked here for nearly 9 months before I had any idea what to do when 

problems develop.” Another nurse noted that the extremely demanding schedules leave 

“no time to consult a handbook and I’m too afraid to question the physician.” Another 

noted that “physicians are not available at night so there is no ready resource.” 

Interestingly, the lack o f time to think about ethics-related issues when on duty was one 

o f the most common problems reported by those who responded to the NurseS survey.

Certain issues have been suggested, in the literature, as particularly troublesome in 

rural areas. Those issues include difficulties in maintaining confidentiality440 and a 

greater resistance to use o f technology.441 Confidentiality-related issues have been 

repeatedly cited as a pervasive rural problem, but, as indicated in Figure 5, most rural 

healthcare providers believe that violations o f patient confidentiality occur infrequently. 

Further, most rural healthcare providers said that violation o f  patient confidentiality is not 

a problematic issue.

The responses from those who say the problem is never or rarely encountered in 

rural healthcare settings suggest that rural perceptions about “confidentiality” and what 

“ought not be divulged” may not fit the textbook guidelines. Several additional findings 

lend credence to that assumption. Nearly 80 percent o f the respondents to the NurseS 

survey believed that ethical issues are resolved differently in rural communities, and 

almost half o f the nurses took no action when confidentiality-related issues were
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encountered. The potential certainly seems to exist for sharing a great deal o f 

information. More than 80 percent o f the respondents to the East and West surveys have 

dual relationships with patients, and for nearly 88 percent o f  the respondents those 

relationships are not viewed 38 problematic.

The data from tbe WestS and EastS Physician surveys provide additional 

information about this rptetionship between relationships, culture, and “confidentiality”. 

More than 77 percent (77.4%) o f the physicians over 56 years o f age who responded to 

the WestS survey and 7,1-8% of those who responded to the EastS survey said patient 

confidentiality was not £ problematic issue. However, the younger physicians who 

responded to those surveys an^ to  the PhysicianS survey, more frequently rated 

confidentiality as a prob^em3tic issue. Among those who responded to the PhysicianS 

survey, the physicians writh fewer than 5 years o f experience in their rural communities 

experienced the most difficulty when encountering confidentiality-related issues. The 

findings from that survey reflect their greater level of concern with confidentiality-related 

issues.

To further understand these issues, the topics o f confidentiality and dual 

relationships were discussed in detail by those who participated in focus groups and 

interviews. The vast majority of those who participated believed that protecting 

confidentiality was not a serious problem. Participants suggested that the younger 

physicians were more liKely to report problems with confidentiality because they have 

less understanding o f th£ rural community’s norms, rules and expectations. The rural 

healthcare providers and community members noted that there are “few secrets” in rural
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communities. Health care providers have multiple relationships with community 

members, police scanners are widely used by community members, and persons develop 

the skills to expect and to cope with the lack o f secrecy. Interestingly, the data from the 

survey o f  hospital administrators indicate that only 20 percent o f the committees often 

discuss confidentiality related issues.

The degree to which resistance to technology impacts medical decision making in 

rural areas is difficult to assess. The information obtained from the qualitative studies, as 

well as several findings related to the economics of care, suggest that “resistance” to 

technology or even failure to follow specific medical recommendations may be based 

largely on economic and geographic factors.

These findings associated with this first research question provide useful 

information about the environment in which bioethics-related problems develop. Most 

nurses who participated in the NurseS survey did not take action when encountering 

most o f the 36 ethics-related issues. Most o f  those nurses worked in three or more 

departments on a daily basis. Fewer than one third of the nurses had received 

baccalaureate level training. One of the problems they encountered most frequently 

involved “having to work with incompetent colleagues.” The vast majority of 

respondents had no access to ethics related resources and no time to think about ethics- 

related issues when they were working.

In the WestS survey, the nurses, when compared to physicians, were less likely to 

believe that medical errors were reported to patients and more likely to believe that lines 

of responsibility were unclear. They also differed from physicians in their perceptions
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about the locus o f responsibility for patient care decisions. Further, they were less likely 

to want family members treated at their hospitals. These issues deserve serious 

consideration. They appear to shape patient care practices and require more research.

Research Question 2: How Are Bioethics Problems Resolved?

Rural healthcare providers generally use informal resources to resolve ethics- 

related problems. As indicated in Figure 6, most rural healthcare providers have never 

served on an ethics committee and, as indicated by Figure 7, have never - even when 

committees are available - referred a case to an ethics committee. The data from NurseS 

survey indicate that the vast majority of rural nurses lack access to an ethics committee or 

any other formal ethics resources. In the PhysicianS survey, only 29 percent o f the 

respondents reported access to ethics related resources.

Even informal resources, however, are used sparingly. In the NurseS survey, only 

52.8 percent o f the respondents indicated that they often consult with peers. Even fewer 

nurses, 31.5 percent, often consult with physicians, only 23.8 percent cite other health 

professionals, and only 7 percent consult clergy. In the PhysicianS survey, 22 percent o f 

the respondents consulted peers and colleagues. Similar to the data from the nursing 

survey, only 15.3 percent consulted other hospital personnel, including nurses, social 

service department, legal services or the hospital administrator and only 7.6 percent cited 

frequent use o f clergy.

Ethics committees were rarely cited as a resource, even when such entities were 

available in their hospitals. Although this issue requires more research, existing ethics
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committees may not address issues that healthcare providers define as most problematic. 

As noted previously, ethics committees infrequently discuss issues related to cost 

containment, cost allocation, or patient competency. Indeed, issues associated with the 

distribution of goods and services were discussed frequently by only 6 percent o f existing 

ethics committees. Further, only one third o f the existing committees have any role in 

policy development, review, and evaluation. However, the data from key informant 

interviews and focus groups suggest that policy-related issues such as differences in 

perceptions about the meaning of a DNR order, differences in perception about lines of 

responsibility, and differences in perceptions about how to resolve ethics-related issues 

are quite problematic for rural healthcare providers and patients.

Research Question 3: Perception o f  Need

The subjects who participated in the qualitative studies found it hard to define the 

word “ethics” and were uncertain i f  the issues they faced were “ethical.” That finding 

may be related to the fact that most rural healthcare providers, as indicated by Figure 8, 

have not received any formal training in ethics. Among all o f the respondents, the 

physicians with fewer than 5 years in practice were more likely to have received some 

ethics coursework; responses from that cohort may account for the exposure to ethics 

education noted by those who responded to the PhysicianS survey.

When given an opportunity to engage in discussions, the participants in the 

interviews and focus groups recognized problematic issues, appreciated the opportunity to 

talk, and, as indicated by Figure 9, uniformly wanted to receive ethics-related resources.

156

Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.



The healthcare providers, patients, and family members suggest that the lack o f  education 

and training in ethics and the lack o f ethics-related resources hinder informed decision 

making, inhibit the willingness o f healthcare providers to respond to ethical concerns, 

complicate the overall management o f healthcare problems, increase the risk o f  secondary 

conditions, and diminish the quality o f care in rural areas.

The attempt to identify “useful” resources is somewhat problematic. Since most 

rural healthcare providers have such limited access to any ethics-related resources, are 

uncertain if  their issues are “ethical,” and have never used resources like ethics 

committees, they find it hard to describe the most desirable options. The most detailed 

information about resources was obtained from the NurseS survey and is depicted in 

Figures 10 and 11.

The field-testing o f resources that is currently underway in rural hospitals may 

provide more information about the most suitable resources. The lack of interest in 

resources like journals, books, conferences, and audiovisual materials might suggest that 

such traditional approaches do not meet perceived needs. The articles in journals or the 

presentations at conferences, for example, do not typically involve rural situations and do 

not usually offer practical steps for problemsolving. Options such as continuing 

education programs, on line resources, and staff development programs should probably 

be explored in more detail.

In the qualitative studies, the participants specifically requested interactive 

activities that facilitate discussions among all key players and among all staff levels. 

During the focus groups, participants often realized that they had never talked with one
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another about ethics-related issues and never explored their different perceptions about 

values. That finding may explain why certain activities such as ethics rounds, staff 

development programs, and continuing education programs are desired. Those options 

are perceived as “interactive,” inclusive, and responsive to issues that develop “at the 

bedside.”

Research Question 4: Local Values

The “context” o f  care appears to be an important issue in rural communities. 

Cultural values and community rules and expectation shape healthcare decisions. The 

qualitative studies provided a wealth o f information about rural values and the ways in 

which values shape healthcare decisions. A heavy emphasis is placed on trust and the fact 

that trust evolves from the nature and quality of social interactions.

The community values and rules will be discussed in some detail in the following 

chapters. Most of the persons who participated in research activities believed that rural 

healthcare providers face different issues when compared to their urban counterparts. 

They cited contextual factors such as the importance o f  relationships, cost of care, few 

opportunities to cost-shift, and conformity to local culture and values. However, as 

indicated by Figure 12, two cohorts did not perceive differences. That area would benefit 

from more investigation and perhaps indicate that some o f the rural findings are relevant 

to urban medical practices.
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CHAPTER IV 

THE LEVIATHAN MEETS THE TROUT 

The minister acknowledged that the past six months “have been pretty 

frustrating.” When he moved to the rural community, he was excited about his re­

location and anxious to provide some chaplaincy services to the rural hospital. He also 

believed he could make an important contribution to the hospital ethics committee. As 

part o f  his ministerial training, he had completed an ethics internship at a prestigious, 

university medical center. He could discuss the normative foundations of ethics and 

demonstrate the application of principlism. “But I’m getting a cold shoulder,” he noted. 

“I was trained to analyze the issue, determine an ethical course o f  action and justify the 

decision. Last week during a meeting o f the ethics committee, I offered a very reasonable 

argument for a clear course of action. To explain my reasoning, I showed them how they 

could categorize the issues into four quadrants. No one said much; they just looked at me 

and then the whole conversation came to a halt when one of the committee members said: 

“Well, you could be right but then again, it all depends, you know, on whether you’re 

upstream or downstream.”

The committee member who offered that insight was trying to explain the 

importance of “reading the water” and knowing what that “reading” means in terms of 

one’s position in the water. When the water is high and fast, for example, upstream travel 

can be difficult if  not impossible. That imagery o f  the water offers an important lesson 

about bioethics. The enterprise o f  bioethics in urban areas has been described as a 

leviathan in the ocean; in rural areas it can be envisioned as a trout in a stream. These
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two beasts of the water - the leviathan and the trout - share a few common features, but 

the differences are deep and striking. So too, with bioethics. Much o f what the urban, 

academic leviathan values - a normative foundation, deep philosophical reflection, 

academic expertise, experienced consultants - is viewed with skepticism by the wily trout. 

And perhaps that difference in perspective should not seem too surprising. Few would 

suggest that the world of the leviathan can be replicated in even the most blue ribbon of 

trout streams.

The combined data from the nine rural studies provide a way to contrast the urban 

leviathan with its rural cousin. The most obvious differences are readily apparent. The 

literature suggests that ethics committees are required in all US hospitals;442 in reality, 

such structures are not legally required and have not been created in most rural hospitals. 

The literature suggests that most urban healthcare providers have access to an array of 

ethics-related resources, most rural providers, however, do not. Even the perceptions of 

“critical issues” are quite different. The urban enterprise has focused considerable 

attention on issues like the core competencies for ethics consultation, physician assisted 

suicide, genetics, and end of life care.

In rural areas, interest in those issues appears minimal. Physician assisted suicide 

was not identified as a serious issue in any o f  the nine research studies. Indeed in one 

study, 97 percent o f the respondents identified physician assisted suicide as an issue that 

was never discussed in rural areas. Likewise, respondents suggested that end o f life care 

was not usually a problem in rural areas, in part, because the process of dying was 

described by key informants as “more natural in rural areas.”
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Rural healthcare providers are more likely to encounter more mundane issues such 

as unclear or confusing orders for patients, patients who cannot afford needed treatments 

or patients who fail to understand treatment protocols. These issues are perceived as 

problematic. Unclear orders can lead to medical errors and a patient’s lack of 

understanding raises issues related to competency and autonomy. In addition, healthcare 

providers and patients are deeply concerned about inter-personal relationships among 

healthcare providers and patients, patients’ expectations for care, and adherence to 

community norms and values.

Admittedly, these issues may not seem “ethical” when using a traditional, 

philosophical definition. But, as Nussbaum has noted, the traditional philosophical 

definitions of bioethics have relegated whole tracts o f the subject to the outer darkness.443 

Without doubt, suggest Light and McGee, one’s knowledge about an action and features 

such as organizational dynamics shape the moral deliberations and the process by which 

decisions are made.444 They involve who does what to whom under what circumstances 

and as such directly involve issues such as free will and harm to self and others.443

The rural healthcare providers who participated in this research appear to agree 

with such assertions. They suggest that in rural areas, contextual issues such as the nature 

o f a relationship determine what it means to do good and to avoid harm. Finally, rural 

healthcare providers were not supportive of urban approaches such as case consultation or 

ethics committees; neither service was generally regarded as a beneficial in rural areas.

Those differences among urban and rural healthcare providers regarding the 

proper definition o f “bioethical” issues may help explain why rural healthcare providers
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were hesitant to initiate discussions o f ethics-related issues with patients and co-workers 

and why they found it “hard to know what to say” when asked about “ethical” issues 

during the interviews and focus groups. In nearly every interview and focus group, 

participants questioned if  their problems would be considered “ethical.” The vast 

majority o f those who participated in the rural studies said they had never talked about 

ethics in a formal way. They often suggested that “ethics” was the kind o f topic that was 

discussed in University classrooms and perhaps at urban medical centers. Some thought 

that persons needed “special training” in order to talk about ethics. Some suggested that 

they did not encounter “ethical” problems when making healthcare decisions, but 

encountered personal issues or issues related to cultural diversity, or differences in values.

The subject o f “ethics” appeared so unfamiliar that those who participated in the 

interview and focus groups often talked for an hour or so before saying something like: 

“well, I don’t know if  you would consider this ethics, but....” When given the time to talk 

about the kinds o f issues they encountered in their hospitals, however, they talked about 

deep and troubling moral concerns. They described the difficulty of knowing what is 

good, and what is fair. They described their confusion and pain when important values 

were compromised.

The respondents to the surveys did not have an opportunity to talk about “ethics” 

in a manner similar to those who participated in interviews and focus groups, but they did 

have an opportunity to identify ethics-related issues, indicate decision making processes 

and rate their use or interest in resources like ethics committees, case consultation, 

conferences, grand rounds, journal articles, and seminars. When they identified issues,
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they often related them to cultural and ethnic factors. Interestingly enough, 90 percent of 

the respondents to the surveys o f  nurses and physicians in Montana, New Mexico, West 

Virginia, Tennessee, New Hampshire, Vermont, and Maine believed that culture 

frequently shaped healthcare decisions. The cultural factors shaped not only the kinds of 

issues that develop, but the willingness o f healthcare providers to respond to them.

In general, there was little interest in any o f the ethics-related resources that are 

typically suggested in the literature. The majority o f respondents from hospitals without 

ethics committees did not believe that an ethics committee would work in their setting. 

They also questioned the usefulness o f case consultation, journal articles, conferences, 

and academic course work. Most healthcare providers had heard about approaches like 

principlism, but questioned the use o f  such a rigidly defined methodology in communities 

where healthcare decisions are based on a tapestry o f contextual issues that may or may 

not meet the conditions established by ethicists such as Beauchamp and Childress.

When asked to describe the characteristics that make healthcare ethics different in 

rural areas, respondents typically cited the inter-connected nature o f rural life. Those who 

participated in the interviews and focus groups told stories about a world where “people 

are tight” and “everybody is a little bit o f kin.” A patient who represented common 

sentiment explained: “people love the fact that everybody knows them well enough to ask 

how their grandmother is.”

The participants also noted, however, that the high level of “connectedness” and 

expectations relative to mutuality heighten both perceptions of responsibility for high 

quality care and feelings of guilt when problems developed. The respondents to the
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surveys, the majority of whom also believed that both healthcare and “ethics” are 

different in rural areas, characterize those differences by phrases such as: “not fitting the 

textbook guidelines,” or having “a different understanding o f confidentiality.” or 

“everyone is related,” or “not being able to turn people away,” or “the close and 

connected nature o f life.” In short, the cultural framework used in rural communities is 

different that the framework described in the typical bioethics text. As a result, decisions 

in rural communities are not always based on what has been described as the “temporally 

bounded, individualistic, and mechanistic perspectives that prevail in Western culture” 

and western bioethics.446

This sense o f familiarity and “connectedness” was certainly evidenced when 

visiting rural hospitals. In the hospital lobbies the hospital staff talked to patients, asked 

about other family members, and discussed mutual participation in upcoming community 

events. Patients talked with one another and compared and contrasted their treatment 

regimens. The hospital walls were frequently lined with pictures drawn by local 

elementary school children or other community members.

The rural residents often used historical references to describe the interpersonal 

connections that exist among healthcare providers and patients. They described 

community efforts to build, furnish, and support the local hospital. They described 

physicians and other healthcare providers who were native to the area and had “close 

relationships” and long-time friendships with community members. “The docs hunted 

with us and fished with us,” explained a community member. They described physicians 

who responded to emergency situations and offered assistance, even when the medical
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problems did not strictly fall within their area of speciality. The following comment was 

typical: “I could always trust Dr. Pete; I always knew I could trust what he said or did.” 

These historical connections were valued by community members and healthcare 

providers. Further, those connections create a legacy and a framework for expectations. 

As one nurse explained: “They [historical connections to community] mean that we have 

a responsibility to be near and dear to the heart of this community.”

Respondents did not generally believe that such “personalized” care would be 

provided in urban healthcare settings and they often cited personal experiences to prove 

that point. For example, an informant who was referred to an urban surgeon for a biopsy 

said that when she asked him what was wrong, he crisply answered: “I am a surgeon. I 

cut on the dotted line. I don’t diagnose and I don’t treat. The biopsy report will be sent to 

your doctor.” Those who heard the comment agreed that in a rural area, a doctor 

“couldn’t get away with acting like that.” Informants claimed that such a physician 

would be “called on the carpet.” A patient who was referred to a neurologist for nerve 

studies noted that the physician refused to listen to her when she tried to explain the 

problems she experienced when trying to move her arm. “He didn’t understand where the 

problem was and he didn’t think my experiences had any value at all,” she said. Another 

patient who had a problem with neuropathy said that she was told by an urban specialist 

to take prozac for her “panic attacks.”

Sometimes stories, such as those recounted above, were also used to explain why 

urban consultants were often perceived as neither desirable nor helpful. “They think they 

can buff us up and make us think just like they do,” explained one hospital administrator.
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He noted that the “urban docs come up here and try to talk people into surgeries and other 

things they don’t need and don’t want.” A particularly interesting example of this 

cultural mis-match involved a nationally respected bioethicist who came to a rural area 

and presented a guest lecture on physician-assisted suicide. Attendance at the lecture was 

sparse. A nurse who did attend suggested that “people have been muttering about that 

talk for days.” The staff at the urban medical center who arranged for the presentation 

were trying to offer the rural residents an opportunity to discuss an issue that was 

receiving national attention. The organizers did not realize, however, that members o f  the 

rural community were not comfortable addressing, in a public way, an issue they 

perceived as very private.

Those comments about urban healthcare experiences have been offered because 

the skepticism of “city ways” was a pervasive theme that emerged in all o f  the studies. 

Particular concern was expressed about urban healthcare providers who decide to move to 

rural communities. Those who became immersed in community life appeared to be well 

accepted and well appreciated. Those who chose a less engaged approach were typically 

given a variety of names - outsiders, city slickers, boomers, strangers, hired guns, and 

short-timers.

The topic o f “outsiders” was discussed in detail by those who participated in the 

focus groups and interviews. Informants noted that in rural areas, “outsiders” are easily 

recognized by their dress, their ideas, their patterns o f speech, even the way they walk.

As a result - regardless o f their profession, their skills, or levels of education - they are 

not entirely trusted. In one community, this was evidenced by the fact that rural resident
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and healthcare providers expressed less confidence in the skills o f a highly competent 

physician who recently moved to their community and more confidence in the skills of 

the long-time physician who was known to have a severe alcohol problems. The long 

time physician was not “all that bad.” The residents noted that acceptance of one’s skills 

is a process that “takes awhile.” The outsider has to demonstrate that he or she values the 

community and wants to be part o f  community life. The outsider has to create some 

connections. This suspicion o f “outsiders” was evidenced by a resident of a rural 

community who, during a key informant interview noted: “You have to wonder what’s a 

doctor from Philadelphia doing in a place like this. Is he hiding out from someone?”

The key informant’s concern about “Dr. Philadelphia”447 was not unique to that 

single community. Indeed, so many similar stories and phrases about “outsiders” and the 

need to understand local values emerged during the key informant interviews, that a brief 

“Dr. Philadelphia scenario” was designed and incorporated into the focus group 

instrument. When the Dr. Philadelphia scenario was offered to the focus group 

participants, they generally laughed. The vast majority claimed that the scenario was very 

representative of perceptions in their communities and many insisted that the vignette was 

based entirely on events that occurred in their respective towns. The focus group 

participants typically offered variations and expansions that further explained their 

perceptions and concerns about Dr. Philadelphia-like healthcare providers. Since the 

interviews and focus groups were conducted in diverse rural communities in a six state 

area, the issues associated with “Dr. Philadelphia-like” individuals merit discussion.

An expanded Dr. Philadelphia case study and a Dr. Philadelphia script as told
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from five different perspectives were developed in order to present and discuss some key 

research findings. The case study was shared with rural healthcare providers who either 

attended presentations about the rural bioethics project or field-tested bioethics resources. 

The rural healthcare providers reported that they like the case study/story approach. They 

suggested that it provided “a safe way” to recognize and discuss a number of the research 

findings, especially since the findings seemed to match their experiences. Since the Dr. 

Philadelphia character described in the story was based on a composite, rural residents 

and healthcare providers suggested that they did not feel “exposed” to any particular 

blame when they heard or read the story. Rather, the contextual framework allowed them 

to recognize key ethical issues, help them discover the “words” to discuss such concerns, 

and help them envision how these concerns could be addressed..

The Dr. Philadelphia case study/story is provided because it offers a contextual 

framework with which to consider the implications of key findings. Obviously, the whole 

problem of bioethics in rural areas is bigger than simply a dilemma that involves an 

outsider who moves to a rural community. But the story provides a way to initiate a 

discussion by presenting a number o f troubling issues experienced by Dr. Philadelphia 

and members of his new community. Some of these issues involve different perceptions 

o f quality care and concerns associated with organizational ethics. In many respects, the 

issues that develop in the story represent the notion, offered by McGee and Light, that 

bioethics involves who does what to whom and under what circumstances.

It is important to note that the story about Dr. Philadelphia is only one o f a series 

that have been developed in order to accommodate a range o f ethically problematic issues
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that emerge in rural communities. Other scripts have been developed to deal with issues 

such as mortal superiority, organ donation and allocation o f healthcare resources. As has 

been the protocol used throughout this paper, the names used in the Dr. Philadelphia 

story are pseudonyms. Further, the quotes and example used in the story have been 

gathered from a 12 state area, and so any connection to particular individuals should not 

be inferred.

Admittedly, the Dr. Philadelphia story does not follow the format typically used in 

medical school texts and in bioethics journals. In addition, attention is not focused on the 

resolution o f a specific moral problem or dilemma. Rather, attention is focused on 

exposing the context o f care, the social, political, and economic factors that shape 

perceptions o f appropriate behavior in a rural community. In order to clarify the kind o f  

approach that may be most helpful, the story is told in a fashion requested by those who 

participated in our studies. The tale is accessible, non academic, inter-disciplinary, and 

heavily imbued with context. And that may be why the Dr. Philadelphia story has been 

so well received - bioethics in rural areas is a little bit different and requires different 

forms and different approaches.

A Whale Edges to Shore

Dr. Philadelphia would be surprised to learn that anyone, in his community, 

suspected that he was “hiding out from someone.” He gladly participated in a key 

informant interview and was anxious to discuss his experiences of rural life. He moved 

to his new community four years ago, intrigued, he says, the moment he heard that the
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rural community needed a new physician. For the most part, he is pleased with his 

relocation. He believes that the skills he developed during a 20 year career in an urban 

setting well prepared him for the diverse problems he encounters in his new community. 

He provides a level o f  care that patients could previously obtain only by traveling - 

sometimes by air ambulance - to a larger city. “You don’t hear the ‘flight for life’ 

helicopter as often these days” Dr. Philadelphia noted with pride. The re-location has 

also offered some personal benefits. Dr. Philadelphia has purchased a few acres, bought 

some horses, built a home, and escaped the chaos of big city life. Overall, he thinks the 

exchange has been beneficial for everyone involved. He enjoys his new life as a rural 

physician, and the community’s access to healthcare has been significantly improved.

Admittedly, there have been a few small “glitches.” Dr. Philadelphia noted that 

on a social level, he shares few common interests with the local residents. He does not 

really have “friendships” with community members. His friends are people he has known 

for years; he travels to visit them or they visit him at his country home. As a rule, he does 

not personally participate in community activities. To an extent, that lack o f involvement 

is not surprising. Dual relationships, he noted, are discouraged by professional codes. 

However, he has generally offered financial support to community causes and certainly 

provided pro bono care when such care was indicated.

Dr. Philadelphia suggested that communication styles are a “little different” in 

rural areas and he thought that communication - and a better understanding o f the services 

he offers - could be improved with opportunities for staff and community training. That 

need for “training” was reiterated several times during the interview and Dr. Philadelphia
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described the kinds o f training that have been helpful in urban hospitals. He also 

contrasted those initiatives with the lack o f training opportunities in rural areas. He noted 

that most o f the nurses at the rural hospital have not received baccalaureate level training. 

He suspected that few if any o f the other healthcare providers had ever received any 

training in ethics. He thought that many people in these rural areas - even nurses - do not 

really understand how much the system o f healthcare has changed in recent years, or what 

kinds of services should be provided. He noted that patients often fail to understand 

treatment regimens. Nurses tend to ask questions and make demands that are not really 

“appropriate” or “necessary.”

To explain his perceptions, he cited a recent situation that involved one of his 

patients who underwent orthopedic surgery. Dr. Philadelphia made certain the patient’s 

blood pressure medications were adjusted for the surgery, but an orthopedist performed 

the surgery. Dr. Philadelphia knew that the nurses were angry when he did not visit the 

patient after the surgery and they were upset when they asked him about some pain 

medication and he refused to be involved. Dr. Philadelphia believed their anger was mis­

placed. “The nurses kept trying to ask me questions” he explained, “but the surgeon was 

responsible for the patient’s care. Their questions were not appropriate.” Similarly, he 

described as “entirely inappropriate” the time the nurses called him to the emergency 

room because a woman was in the final stages of labor. He had not delivered a baby, he 

explained, since he was in medical school. “I am no more equipped to deliver a baby,” 

he noted, “than a man on the street.” When Dr. Philadelphia was asked if  there were any 

particular rules or standards for living in his new community, he looked puzzled.
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“Humans,” he suggested, “are basically the same everywhere.”

Many of Dr. Philadelphia’s perceptions, however, were not shared by members of 

his new community. Very different stories emerged during interviews and focus groups 

that involved patients, family members, community leaders, and healthcare personnel. 

When asked to describe healthcare in their community, his name was frequently 

mentioned. There was little doubt that Dr. Philadelphia was widely viewed as a city 

slicker, an “outsider.” Further, his approach to healthcare was not well received. As one 

community member noted: “we call him the Heartless Horseman.”

In part, his designation as an “outsider” was viewed as “his own fault.” An 

outsider, as a community leader explained, “stands out in a small community and you are 

considered an outsider until you make yourselffamiliar to other people and that doesn’t 

depend only on your professional service or your work.” Dr. Philadelphia, suggested the 

informants, had not made himself “familiar.” A nurse noted: “We always have to call 

him Doctor Philadelphia, as if that title was just about the most important thing in the 

world.” Explained a family member: “He was my husband’s doctor. We never saw him. 

If I knew what he looked like, I’d wrestle him to the floor.”

At times, there was grudging respect for his expertise - “folks say he is supposed 

to be well trained” - but there was a definite hesitancy to use his services. Community 

residents explained the hesitancy by noting that the quality of the relationships among 

healthcare providers, patients, and community members was as important as the 

professional skills. “You have to be able to trust your doctor,” explained one participant 

and “in this environment, it takes a long time to trust and no time at all to lose that trust.”

172

Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.



Dr. Philadelphia, suggested the informants, really needed some training.

Clearly one of the most troublesome issues involved a reality that was completely 

overlooked by Dr. Philadelphia. Contrary to what the doctor believed, there was wide 

agreement, among those who participated in the interviews and focus groups, that there 

are rules for living in rural communities. Indeed, the topic o f “rules” was consistently 

referenced as a way to explain both expectations o f and personal experiences with 

healthcare. “We have a certain set o f  rules” explained a nurse, “and everyone needs to 

know what those certain rules are.” Another nurse noted: “Dr. Philadelphia doesn’t 

know the rules and I doubt he’ll ever get it.” One administrator cautiously stated that Dr. 

Philadelphia was trying to learn the rules, and that he had “made some adjustments.” A 

patient, however, was less tolerant o f his adjustments: “You never hear the “flight for 

life” helicopter anymore; he wants to keep us in this hospital. He’s trying to kill us.” 

Interestingly enough, even successful outcomes, when associated with Dr. Philadelphia 

were viewed with suspicion. When one community member noted that a friend had 

actually recovered and seemed pretty satisfied with the care that had been provided, 

another retorted: “Well, they don’t kill everybody.”

“I’ll be honest,” explained Ruth Jones,448 a 52 year-old nurse who has worked in 

the community hospital for 15 years. “He’s like a fish out o f water.” Ruth noted that for 

many years she was proud o f the hospital and the services it provided. As she spoke, she 

skillfully outlined the framework for healthcare in her community. She noted the 

hospital’s historic relationship with the community. She explained that community 

members helped build the hospital, they “pounded the nails, laid the flooring, and painted
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the walls. “I don’t know if  this is what you mean when you talk about ethics,” she 

explained, “but over the years, people have been cared for as i f  they were family 

members.” Ruth noted that the care was so good that the hospital was a magnet, and 

people from the adjacent communities would gladly “make a trip over here” when they 

needed healthcare. Her assessment was not too surprising since people in the surrounding 

communities have known one another for generations and rely on each other for advice 

and suggestions.

There have been changes, though, in the last few years and some of those changes 

were directly attributed to Doctor Philadelphia. Ruth referenced a situation that still 

troubled her a great deal. She was on duty five years ago - “before Dr. Philadelphia’s 

time” - when a local rancher, 59-year old Carl Peterson arrived at the hospital. He was 

experiencing severe back and shoulder pain. A well known and well respected physician, 

one who has since retired, examined Mr. Peterson and diagnosed a heart attack.

The hospital staff stabilized Mr. Peterson and monitored him very carefully 

throughout his stay. “Dr. Kelly stayed with us most o f that first night, and Mr. Peterson 

received really good care” explained Ruth. She noted that “ you could trust Dr. Kelly; he 

was there if you needed him. There was no confusion; he always made sure we knew 

exactly what to do.” Fortunately, the heart attack was not severe and after several days of 

hospitalization, Mr. Peterson was discharged and reported feeling quite well. Throughout 

his stay, Ruth provided much o f his care. When Mr. Peterson left the hospital he was on 

medication and planned to start an exercise program and make some changes in his eating 

habits.
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Ruth knew the Peterson family, prior to the hospitalization, because her sister was 

a close friend of the Peterson’s eldest daughter. She felt very comfortable explaining to 

Mr. Peterson and his wife the reasons for various tests, and what their results meant. She 

also explained what to expect during the recovery period and was very responsive to their 

fears and anxieties. She provided both the information and confidence needed for Mrs. 

Peterson to care for her husband after he was discharged. At home Mr. Peterson 

recovered relatively quickly. With Ruth’s encouragement, his wife’s care and his own 

persistence with a good diet and exercise program, he was soon able to perform many of 

his old duties on the ranch. Life was almost back to normal.

However, a few weeks ago Mr. Peterson suffered a second heart attack, one that 

seemed more serious. He was treated in the hospital emergency room and then was 

transferred to one of the clinical care rooms. Mrs. Peterson was nervous about the 

severity of the heart attack and asked Ruth and the other the nurses if  Mr. Peterson should 

be airlifted to the larger hospital in the city. Ruth Jones was not certain how to respond. 

She knew that Dr. Philadelphia told the Petersons that it would be best to continue 

treatment at the local hospital; he said a trip on the helicopter “was not indicated” at the 

time. “That’s easy for him to say” explained Ruth bitterly. “He calls the shots, writes the 

orders and then goes home. We are here, in the hospital, on our own and wondering if 

we’re doing the right thing.” Ruth also noted that the Peterson family did not really 

understand what was happening or the course of treatment that Dr. Philadelphia was 

suggesting. The family was standing in the hall when Dr. Philadelphia was talking to 

them. “I don’t think they felt like they had any choices,” she noted.
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Ruth, the other nurses and the Peterson family experienced a very stressful 

evening. Ruth was worried about Mr. Peterson’s condition, and Mrs. Peterson kept 

asking questions. Several times during the evening, Mrs. Peterson asked Ruth to call the 

doctor and see what else should be done. Mrs. Peterson’s frequent requests to call Dr. 

Philadelphia increased Ruth’s stress level. “Dr. Philadelphia doesn’t like to be called 

after he’s left the hospital,” explained Ruth. “If Dr. Kelly was still here, I’d call him in a 

minute; he wouldn’t get upset, he wanted us to check in when we were not sure what we 

should do. But Dr. Philadelphia gets irritated. So, I had this problem that night. What 

was I supposed to tell Mrs. Peterson? I reassured the family, I said things were going as 

expected, but I didn’t really know if  things were going to be all right or not.”

Later that evening, Mr. Peterson suffered a cardiac arrest. In spite o f everyone’s 

best efforts Mr. Peterson died. Ruth remains very upset about the episode. She, the other 

nurses as well as Mrs. Peterson wonder if  Mr. Peterson should have been air lifted to a 

regional center. Mrs. Peterson recently called Ruth and said that she has “heard” some 

things about Dr. Philadelphia and had a number of questions for Ruth. “I can’t avoid her; 

I see her all the time” said Ruth. At the same time, Ruth is not sure how much 

information she should give to Mrs. Peterson. Ruth believes that if  one o f the other local 

physicians had been caring for Mr. Peterson, the helicopter would have been called or at 

least there would have been a long conversation with the family. “They wouldn’t have 

been so sure that what they were doing was right” she explained. And maybe Mr. 

Peterson would still be alive.

Ruth suspects that a case like Mr. Peterson’s might not be viewed as a “huge deal”
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in an urban hospital but it is a “big, huge deal” in her community. She noted that “people 

from all over the valley used to come to our hospital” for their healthcare. Now folks are 

less certain about the “quality” o f the care they will receive. If they can’t trust Dr. 

Philadelphia, perhaps they can’t trust the hospital. As a result, some people in the 

community - and in the adjacent communities - are saying they should go to the rural 

hospital in the adjacent county.

When people feel that way, it can create serious problems for the whole 

community. Ruth explains that “ if there are fewer patients, our hours get cut.” As if  to 

underscore her concerns, Ruth said that people in the community are “talking” and when 

she went to the grocery store, someone said to her: “Well, I hear they’re killing people 

over there now.”

When Dr. Wiseman, another local physician was interviewed, he talked about 

“judgement calls” and noted that “one tries to make the right decision but these things 

aren’t cast in stone.” He also noted that Dr. Philadelphia was a “good clinician.” Dr. 

Wiseman had made referrals to Dr. Philadelphia in the past, and believed he would 

continue to do so. He explained that Dr. Philadelphia has a level o f  expertise that was 

otherwise unavailable in the rural community.

Dr. Wiseman was not at the hospital the night that Mr. Peterson died. He 

suspected, given the severity o f the heart damage, that Mr. Peterson would not have 

survived the plane trip to a regional center. He believed that Dr. Philadelphia would have 

authorized the air ambulance if  that option had been appropriate. “But I am kind of an 

arm chair anthropologist” he said and as a result, suggested that the conversation whirling
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around the community was not really about a “medical problem.”

Dr. Wiseman has lived in the community for a long time and believes that the 

Peterson situation involves the way people “feel about each other.” Relationships, he 

noted, are very important in rural areas. He also suspects that the family did not really 

understand either the diagnosis or the implications o f any treatment. To explain his point, 

Dr. Wiseman described one o f his patients, a man who also had some heart problems. 

Several months ago, Dr. Wiseman recommended a full evaluation at a regional center 

because he thought that a procedure like an angioplasty or even a “bypass” might be 

needed. The patient rejected his advice. The patient understood the reason for Dr. 

Wiseman’s recommendation, but did not want to travel to a city hospital and did not want 

to incur the costs associated with the recommended treatment. The patient noted that a 

costly procedure could jeopardize the financial security of the family ranch and it would 

be better to leave an intact ranch to his sons, even if  it meant the loss o f his life.

“These kinds o f issues are not really about having access to technology and they 

are not really about whether one lives or dies,” Dr. Wiseman suggested. “We all know 

we are going to die. These issues are about the culture and the relationships that you have 

with one another.” Dr. Wiseman said that if  he had been providing care to Mr. Peterson, 

he would have spent more time with the Peterson family. That would have occurred 

naturally because he often thinks o f his patients as “my friends.” He noted that “we all 

know we are in this together.” If, in the coming months, his rancher-patient dies o f  heart 

failure, people will believe that he and the rancher “talked things over,” that he had been 

available when he was needed, and that things worked out “pretty much as expected.”
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A Community’s Perspective

“It’s been hard these past few months,” explained Mrs. Peterson. “And from what 

I hear from lots of folks in this community, we’re not the first who have had problems.” 

She admitted to being overwhelmed by everything that happened the day her husband 

became ill. “When I found Carl,” she noted, “he was hanging on to the fence and said he 

couldn’t breathe. After we got to the hospital, I thought Dr. Philadelphia said that Carl 

couldn’t ranch anymore.” She noted: “We were standing in the hall and he kept talking 

about all this stuff.” She remembered that, at one point, Dr. Philadelphia talked about 

“options” and, among other things, asked if  the family had health insurance.

Mrs. Peterson now wonders, however, if the family’s lack o f insurance was the 

reason the air ambulance wasn’t used. She thinks that “the doctor said he wouldn’t use 

the air ambulance if  he was in my shoes,” but she is not sure what he meant by that 

statement. Mrs. Peterson is not certain that her husband’s life could have been saved - 

even if  another physician had been involved. But she is quite certain that she no longer 

trusts the care offered by Dr. Philadelphia. “I just wouldn’t go to him again. I think he 

just saw this old man lying in a bed and figured that he wasn’t worth the trouble.”

Mrs. Peterson reported that she sees Ruth Jones nearly “everywhere since 

everyone in the community has connections to people at the hospital.” In the past few 

weeks, she has asked Ruth about Carl’s hospitalization and the decisions that were made 

that night. Mrs. Peterson noted that she has also talked to “lots o f folks,” including some 

other nurses, the hospital’s kitchen staff, and a local pharmacist. “I don’t want to get the 

nurses in trouble,” she stated, “because I think they were trying their best.” But she
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suspects that the nurses are “a little afraid o f  Dr. Philadelphia. They kept saying that he 

doesn’t like to be called at night.” She also explained that Dr. Philadelphia is “not 

someone who you see around town.” She has heard that he even home schools his 

children.

All o f these issues have been discussed “around town” for the past few months. 

Ruth noted that people are also beginning to wonder about the hospital administrator.

He is also relatively new to the community and, Ruth suspects, is “more interested in 

paying the bills and keeping Dr. Philadelphia happy. I’m not sure that what happens to us 

makes much difference.”

At the outset, one might question the extent to which the story about Dr. 

Philadelphia, his peers and his community has any relevance beyond the boundaries of a 

particular rural locality. One might also question the relationship between the issues, 

offered by rural residents, and the enterprise o f bioethics. Admittedly, the concerns 

articulated in the story do not specifically fall within the traditional scope of bioethics, 

especially as the enterprise was outlined in the first two chapters. Further the issues that 

emerged in this story, and in similar stories recounted by rural residents from diverse 

rural communities throughout the country, are not issues typically addressed by 

bioethicists or entities like bioethics committees. Indeed, bioethicists have rarely 

considered the social, cultural and historical influences on their ethical thinking.449 

Likewise, bioethicists have been criticized for not considering the consequences of their 

outlook for policy makers and for society.450

But i f  one uses Rosenberg’s notion o f  context or the Light and McGee “who does
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what to whom” model, Dr. Philadelphia’s approach to medicine has ethical implications 

that operate at personal, clinical, and organizational levels. His approach to healthcare 

impacts the health o f  his patients, the credibility o f  the hospital, and the health o f the 

broad, social community. Indeed Dr. Philadelphia’s conduct was used as a reference 

point when discussing ethics-related issues as diverse as: trust and confidence in the 

healthcare providers, access to quality healthcare, fair and equitable treatment, honest 

reporting o f medical errors, respect for confidentiality, confidence in the local hospital, 

dual relationships, and understanding and acceptance o f community culture. Rural 

healthcare providers, patients, family members, and community leaders believe these 

practical considerations form the context for the ethics o f care in rural areas. They also 

believe that when these contextual factors are overlooked, ethically problematic situations 

develop and the quality of healthcare is abridged.

A number o f  the contextual factors that emerged in the rural research studies were 

evidenced in the Dr. Philadelphia story. Those factors suggest that the story does not only 

involve issues associated with “outsiders.” For example, the Peterson family viewed the 

nurse as their advocate; they had a personal relationship with her, trusted her, and hoped 

she could offer guidance. Ruth, the nurse, was a longtime member o f the community and 

valued her relationship with the Peterson family. At the same time, she was hesitant to 

take any particular action other than to offer reassurance. She was caught between 

competing interests - her relationship with the Peterson family, her continued 

employment at the local hospital, and the unclear lines o f responsibility that characterized 

patient care decisions. As a result, she felt paralyzed and did not pursue any alternative
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course o f  action. Dr. Wiseman trusted Dr. Philadelphia’s clinical judgement. He had 

made referrals to Dr. Philadelphia and would probably continue to do so since access to 

speciality care is limited in rural areas. Dr. Wiseman suspected that in the Peterson case, 

cultural norms were violated. However, he did not talk to the nurses about the episode 

and had never discussed the topic o f rural ethics with Dr. Philadelphia. Mrs. Peterson 

was confused about what happened the night Carl died. She did not understand the 

diagnosis or treatment; she basically thought her husband would be unable to continue to 

ranch.

A definition o f bioethics fluid enough to include the diversity of issues that were 

identified by rural residents is not a novel concept. As was noted in the first chapter, the 

historian Charles Rosenberg suggests that medicine is intimately tied to values and 

interests, to perceptions o f right and wrong, and appropriate standards of practice.451 

DeVries and Subedi have suggested that the use of more sociological perspective would 

allow all involved in an ethically problematic situation to “get the whole picture.”452 

They suggest that the “acontextual” bias o f the field has hampered the ability o f 

bioethicists to identify what really matters. In rural areas the appropriate standards of 

medical practice appear to clearly involve a partnership that integrates community rules, 

values, and expectations. Textbook protocols have little place here.

Those rules shape expectations for interpersonal relationships and for overall 

healthcare. When key elements of the “partnership” are not honored, the quality o f 

healthcare can be seriously compromised. Healthcare providers may leave the 

community. Patients may reject the services of local physicians or hospitals. Indeed,
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patients may travel considerable distances to seek healthcare in other communities, rather 

than accept what is perceived as inferior care. Hospitals may face financial consequences 

such as the loss o f potential patients and the defeat of local tax levies designed to provide 

financial support to community hospitals. Hospital staff, like nurses, aides, custodians, 

and cooks, may lose jobs. Everyone knows about this web o f connections and responds 

accordingly.

The connections between the concerns o f  the rural residents and the enterprise o f  

bioethics can only be understood when they are examined as part of a broad social 

context. For example, in one focus group, participants described a Dr. Philadelphia-like 

physician, relatively new to the community, who did not go to the emergency room when 

called because the patient’s problem would require treatment at a tertiary center and was 

outside o f  the physician’s “area o f expertise.” When the physician learned that his failure 

to respond to a request from the emergency room was a major topic o f  community 

discourse, he was quite irritated. He believed that the nurses had discussed the issue with 

community residents and breached protocols for “confidentiality.” Others who described 

the situation, including some nurses, did not believe that confidentiality was abridged. 

They suggested that when you live in rural communities, you need to know who you can 

trust. Since the physician refused to come to the emergency room, community members 

believed that he did not really care about their well-being. They suggested that a reliance 

on such a physician could jeopardize one’s health.

Furthermore, most suggested that the physician’s belief that his actions would be 

kept “confidential” was naive and uninformed. “This is Scannerville,” explained a
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hospital administrator, “everyone has a police scanner and everything that happens in the 

hospital will be discussed on Main Street.”

In this example, the physician was operating within a framework that presumed 

anonymity. But the hospital staff, community leaders, patients and families who 

described the situation presumed a high level o f familiarity and had a different vision of 

what “ought not be divulged.”453 They accepted the fact that, given the interconnected 

nature o f rural lives, there would be few secrets in their community. They also knew, as 

one community leader explained, that “even if  you’re not always the closest friends, you 

have to rely on others for assistance and support.” More important than protection o f  

confidentiality was the need to nurture overlapping relationships, know who you can 

trust, and offer support to those members o f the community who might need care. The 

litmus test seemed to involve not whether the information would be divulged, but for 

what purposes and whether the actions o f the key players were fair, appropriate, and in 

the best interests o f the community.

The determination o f fair and appropriate can require a careful balancing act 

among competing priorities. In one community, a new hospital administrator realized 

that the local newspaper was publishing the names o f  those admitted to the hospital. He 

immediately forbade the release o f such information and informed his staff, the local 

ministers, and the newspaper that publication o f such information was a breach o f 

confidentiality. In fact, the publication o f such information would not only be considered 

as an “ethical lapse, ” but would also constitute a serious breach of the new privacy rule 

mandated by the Department of Health and Human Services. The rule, formally known as
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the Health Insurance Portability and Accountability Act severely limits the extent to 

which hospitals can share information about patients. The new administrator’s action, 

however, was not viewed as appropriate or well-informed by most of those involved. His 

staff regarded the new rule as an action by an uninformed outsider, a city slicker. “He’s 

just a hired gun” noted one informant.

The community, with the support o f many seasoned healthcare providers, neatly 

circumvented the new policy. A team o f elderly women “cruised” the halls every 

morning. They checked to see who was hospitalized, gathered at the local coffee shop 

and started the phone tree. How else could community members know who needed 

casseroles, a ride to the hospital, or other support?

There were times, however, when divulging information was definitely perceived 

as unfair. For example in several communities, a number o f rural residents were shocked 

to leam that hospitals could release information about a patient, without the permission of 

the patient or family, to Organ Procurement Organizations. That action did seem like a 

serious breach o f confidentiality because it involved sharing information with people 

outside the community - people who had “no right to know.” Some believed that such 

notification could create tensions within the community since many rural families have 

had little or no access to even basic levels o f healthcare. Some characterized the release 

of information and the request organ donations from those who have so little as “unfair,” 

and a guarantee that “those who receive the most support from the system can receive 

even more.” That characterization seemed especially pertinent when healthcare providers 

knew that certain individuals or members o f their families, given their financial
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circumstances, would not be placed on waiting lists if  they needed transplantations. The 

most vivid comment was offered by a hospital administrator who noted: “They have 

taken the coal, the timber, the oil and the very land. They have polluted our rivers and 

our skies. And when there is almost nothing left, they want the body, the last thing that 

might have value.”

Concerns about “playing fair” and “mutuality” also surfaced when research 

participants discussed “dual relationships.” As the data from the rural studies indicate, 

both personal and professional relationships are expected. Indeed, the vast majority of 

rural healthcare providers reported that they routinely have dual relationships with 

patients. Dual relationships were not perceived as problematic, rather they were part of 

the mutuality that is expected in rural communities. As one healthcare provider noted: 

“This is our neighbor, this is the store owner, we can’t walk into a grocery store and 

expect them to not know who we are.”

Patients talked about trusting healthcare providers because “they know us and we 

know them.” A community leader and businessman described his dual relationship with 

the hospital: “We have a business relationship and we tend to have opportunities for 

social relationships. Our kids go to school together and to church programs and that 

sort.” A healthcare provider explained that many o f his patients addressed him by his 

first name because “they knew me that way when I was a child.” Another healthcare 

provider noted: “I try to think o f them not only as professional relationships but as 

personal and friendly.” The expectation for these kinds of relationships was an issue that 

Dr. Philadelphia did not understand.
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As the Dr. Philadelphia story suggests, when healthcare providers resisted dual 

relationships, community members perceived that behavior as a lack o f mutuality and a 

disregard for community rules. The extent to which these notions o f “playing fair” and 

“mutuality” are part o f a larger social contract was evidenced in two different 

communities when healthcare providers and community members noted that the “new 

physicians” home-school their children. The rural residents perceived that action as a 

rejection o f the community and its culture. As one informant explained: “if  they don’t 

trust our schools, do they trust us?”

An issue like home schooling involves more than simply a lack o f “trust.” In 

these resource-strapped communities, the decision to home school displayed a lack of 

mutuality because the state funding, received by the local school district, is dependent 

upon school enrollment. A decision to home school means fewer dollars would be 

granted to the local school. As an informant explained: “if  they don’t give back to the 

community, they are just leeches, taking our money.” In another community, the hospital 

administrator said that when he moved to the community, he had planned to “home- 

school” his daughter; he quickly realized, however, that such an action would not be well 

received. The other members o f the focus group laughed when he offered the comment, 

but they readily agreed with his assessment. When he indicated that his daughter was 

starting preschool that week, there was a nod o f approval. “My daughter went to that pre­

school,” said one person;” another offered: “I helped start that school.”

Many research participants realized, however, that changes in the healthcare 

system have started to erode this sense o f connectedness and mutuality. The participants
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in the interviews and focus groups frequently described the “old docs” who have retired. 

They noted that the “new physicians” more carefully delineate their commitments to the 

community. In ways similar to Dr. Philadelphia, some new physicians are less socially 

involved. As one research participant noted: “the changing o f  the guard has brought 

people from the outside who may not be as connected and who may not really care about 

us.”

The lack o f  caring was sometimes paired with the belief that the new physicians 

may anticipate a limited rather than a lifetime commitment to the rural community. “By 

their age and their attitude,” noted a community leader, “ you suspect they won’t be here 

for long. And sure enough, they pick up and go.” In another community, the focus group 

participant suggested that “Dr. Dan, by being here the longest o f  any of the current 

doctors now has a level of respect and acceptance. The rest are just fly by night.” Adding 

dimension to this issue, one healthcare provider echoed a comment similar to the one 

heard in Dr. Philadelphia’s community: “rural communities are a little suspicious of 

anybody who would come - is there something wrong that you can’t make it in the big 

city?”

How best to accommodate the desire for “connectedness” in a system that is 

rapidly changing presents some challenges. Dr. Philadelphia does not believe that the 

concerns o f the rural residents are “ethical” in nature. They are cultural artifacts and Dr. 

Philadelphia believes that rural residents need to make some adjustments. During his 

interview, he noted that the system o f healthcare has changed and i f  rural communities 

want physicians who can provide competent, high quality services, physicians have to be
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accepted on their terms. He said: “I need to understand their lives. But if  I am not 

interested in their community activities, I should not be expected to participate.”

Dr. Wiseman, a physician who seems well accepted by his rural community, 

offered a different perspective. He believes that the rural concerns are “ethical” in nature. 

Further, he noted that “if  people choose to go into a culture that is very different from 

their own, then the burden is on them to change to meet the culture, rather than changing 

the culture to meet their expectations.” He also noted that when someone is hospitalized, 

a gesture as small as “a five minute poke your head in the door” could make a big 

difference. “They just need to know you are one of us,” he suggested. Dr. Wiseman’s 

contention was reinforced by a patient who applauded the efforts o f a new physician in 

his community: “Dr. Smith tried to talk like us. I will never forget when he started to say 

howdy because somebody said howdy to him.”

While the differences in perspective are justifiable, Dr. Philadelphia’s personal 

beliefs might compromise his ability to provide quality care. A lack o f personal 

interaction appears to decrease the community’s trust and confidence in his services. A 

decrease in trust is a clinical concern since data indicate rural residents are hesitant to 

accept the recommendations o f healthcare practitioners unless they are trusted. Indeed, 

the most scathing comments were reserved for healthcare providers who did not believe 

that the healthcare covenant was based on relationships.

The linkage between “ethics” and “relationships” was so strong that those who 

participated in interviews and focus groups offered statements about relationships and 

community rules three times as often as any other topic - even topics as important and
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problematic as access to healthcare or cost o f  healthcare. Implicit in these statements was 

the need to recognize, understand, and respect the culture o f  a community. As one focus 

group informant firmly explained to the interviewer: “that’s what I’m talking about, that’s 

what I’m trying to explain - the rules for living here!”

The Rural Context

Even when rural healthcare providers know the rules and have solid relationships 

with their communities, attempts to provide quality care and adhere to ethical standards 

can prove elusive. Rural hospitals are not Gardens of Eden. At times, research 

participants worried about the quality of care that one receives in rural settings. 

“Sometimes,” as one informant indicated, “you wonder if  the care you get in a rural 

hospital is as good, as up-to-date as what you would receive in a urban hospital.” And 

indeed, research participants described errors or problems that had occurred in rural areas. 

Some of the examples involved serious issues like mistaken diagnosis, errors during 

surgery, and improper medications. One nurse, for example, noted that the need to rely 

on peers for advice can be problematic. She described a procedure that definitely 

required a sterile environment. Her supervisor, however, did not think that a sterile 

environment was needed. The situation was “resolved” when another nurse, one with 

limited formal training, was asked to comment; she stated that a sterile environment was 

not needed.

A number of “problematic” issues that were identified in the studies - cost o f 

care, misunderstandings about diagnosis and treatment, unclear orders for patients,
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unclear lines of authority, diffuse responsibility for decision making, limited 

opportunities for training, and a hesitancy to report medical errors - are certainly not 

conducive to the development of a high quality, error-free work environment. At the 

same time, one can understand why such problems occur. Given the lack o f resources, 

the demanding schedules, the diverse assignments, the dual relationships, unclear lines of 

authority and the overall changes in the healthcare system, the fact that rural healthcare 

providers frequently defined their jobs as “difficult” and “morally distressful” is not 

surprising.

In such an environment, perceptions about proper conduct can differ drastically. 

Throughout his interview, Dr. Philadelphia repeatedly affirmed the desire to provide 

good care. He thought that good care was related to his specific expertise and adherence 

to proper clinical protocols. He believed that the community did not understand the 

parameters of good care. In fact, Dr. Philadelphia noted that the “revered old docs did not 

necessarily provide good care from a medical perspective.” He suggested that the 

community members needed to “change their ideas” about what constitutes “good care” if 

they wanted to retain competent providers like him.

Other local healthcare providers, especially ones who were trusted by the 

community, were willing to let Dr. Philadelphia grapple with the issues by himself to see 

if  he could “figure out” what he should do. This willingness to let him “dangle” and 

perhaps “hang him self’ was not unique to Dr. Philadelphia’s community. Both 

healthcare providers and community members blamed Dr. Philadelphia for a number of 

problems; they did not recognize, however, the ethical implications o f their own
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behavior. For example, research participants generally viewed what they termed “quality 

care” through the lens o f cultural competency. A competent person would be able to 

“figure out” what it takes. Thus, they made few attempts to inform Dr. Philadelphia of 

the rules. If Dr. Philadelphia “could not figure out what it takes,” then he “should go 

back to where he came from.”

The process o f “figuring out what it takes” requires that healthcare providers learn 

how to balance four specific but interrelated ethical challenges. The first challenge, as is 

apparent from earlier quotes, involves the notion of relationships. In rural communities, 

people are connected to one another and expect that those connections will be honored.

As one nurse explained: “People expect to be cared for like family; you can’t turn them 

away.” At the same time, there is a competing challenge. Healthcare may have to be 

rationed because in rural hospitals profit margins are narrow and the levels o f 

reimbursement for healthcare services are often inadequate. Rationing, in turn, means 

that healthcare may not be provided to those with whom one has multiple connections.

At the very least, healthcare providers know that recommendations will not be followed 

because o f financial factors.

The interconnection between relationships and economics was well evidenced by 

the various stories told by rural healthcare providers. Some talked of “sending patients 

home” when they knew that the patients were too ill to care for themselves. But they did 

not know what they could do to change that situation. They noted that the costs 

associated with healthcare could mean the loss o f land, the loss o f other valuables, even 

the potential loss o f the family homestead. One provider noted the importance o f
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understanding “how much poverty there is and the inequity o f resources and the need to 

carefully determine what people do and do not get.” Others described “more who can’t 

get it [healthcare] than can.” These issues were ranked as “very problematic” for 

healthcare providers. They worried about the consequences associated with rationing o f 

care because when healthcare is limited or denied, that rejection can be experienced not 

only by the patient, but by the family, the church group, the service club, the community. 

All those constituencies have long memories. Given those complications, healthcare 

providers were not sure what to do. Confusion about the best course o f  action was 

underscored by the 83 different scenarios, indicated by healthcare providers who 

responded to a vignette about a patient’s safety following premature hospital discharge. 

Healthcare providers seem to respond to these cost-related dilemmas by affirming the 

importance o f  the relationship and doing what is possible - such as scheduling an 

appointment - while recognizing the fact that the patient may not be able to follow the 

treatment recommendations.

The third challenge is quality related: in rural areas, healthcare providers are not 

always able to provide the “quality care” that is expected by people who describe 

themselves as “close, personal and interconnected.” In part, the inability to provide 

quality care is related to the economic issues such as those noted above. In addition to 

the economic restrictions, the directors o f nurses noted other problems such as the 

inability to hire experienced rural nurses and the reduced levels of education among those 

who provide direct care. In most rural hospitals, there is a heavy reliance on aides and 

nurses with fewer than four years of academic training. Indeed, fewer than one third of
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the nurses who responded to the surveys had baccalaureate degrees. When the lack o f  

training is complicated by logistics such as working in three departments on a daily basis, 

the quality o f care is reduced. The nurses who responded to one study seemed to 

recognize these issues; only 46 percent o f the respondents wanted family members 

treated at their hospitals and those who believed that lines o f responsibility were unclear 

were even less likely to want family members to receive treatment at the local hospitals.

The challenges associated with patient/clinician relationships, economics, and 

quality o f  care can lead to the fourth problem, loss of access or limited access to 

healthcare. If patients believe that relationships are not honored or if  they do not trust the 

quality o f care that is provided, they may be hesitant to use the services o f  a local 

hospital. If the patient census drops, the hospital faces financial consequences and 

perhaps even closure. During key informant interviews and focus groups, the participants 

spoke o f “the guilt” that can accompany a decision to seek care outside the community. 

They recognized that i f  a rural hospital is forced to close, a countywide area may lose 

access to health care. Since the hospital is usually the major employer in the rural 

community, the community can suffer a “cascading effect on population, school 

enrollment, and local business.”454 Noted one hospital administrator: “we not only 

provide healthcare. W e provide livelihood and a sense o f commerce and business for this 

whole county. If we weren’t here, half o f the businesses would not be in this 

community.”

These interrelated problems can place healthcare providers in a difficult 

predicament. If one only considers the emphasis placed on relationships and
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“connectedness,” it is hard to understand why most o f the nurses who responded to the 

surveys were hesitant to “take action” when encountering ethical problems. These nurses 

know the importance of relationships. Most have lived in their communities for more 

than 15 years; they know their patients. Their lives intersect in churches, schools, 4-H 

clubs, and little league teams; they may be related to one another.

The nurses, however, are faced with competing priorities and know that they have 

to be careful. Actions such as questioning the hospital’s resource or allocation policies or 

questioning a doctor’s orders could create organizational conflict. If tensions exacerbate 

or if  the hospital’s financial problems increase, the nurses have few options for alternative 

employment. In the Dr. Philadelphia story, Ruth Jones experienced a number of issues 

that emerged in the research findings. She was connected to community members and 

felt protective o f those relationships. Ruth knew Mrs. Peterson quite well. She was not 

certain that care decisions had been appropriate but did not know how much information 

she should share with the Peterson family. Ruth was unsure o f some o f the doctor’s 

orders and to an extent, confused about the lines o f responsibility, and her role on the 

patient care team. She tried to reassure Mrs. Peterson rather than share concerns or seek 

action. Ruth’s experiences were not unusual. As one nurse explained during a key 

informant interview: “You have to think about it [taking action] if  you want to be here 

until you retire.”

Perhaps those four interrelated ethical challenges make the cultivation of 

relationships so essential in rural areas. The realities o f rural life - the resource 

scarcities, the potential for adverse outcomes, the inability to guarantee high quality
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services, and the need to rely on one another for assistance in many circumstances - all 

shape the context o f  care. They require a level o f involvement and a commitment to 

relationships that might not be as rigorously enforced in a more urban situation.

The influence of these contextual features - and the search for a fair resolution - 

was underscored by an example offered by an administrator in one community. The case 

involved a premature baby who was bom to a young family with long and deep 

connections to the community. The physician who was providing care had multiple 

connections to the family. The infant was thriving but the physician believed that risk 

factors associated with prematurity indicated that a shot o f gamma globulin should be 

provided. Such a shot costs approximately $ 1000. The family had no health insurance 

and no way to pay for the medication. The hospital pharmacist was concerned when 

asked to order the shot. He was a close friend o f the physician and also knew the family. 

He knew that the baby should be given the shot. He also knew the hospital could not 

afford to provide the medication if  there was no reimbursement. The hospital pharmacist 

and the physician met with the hospital administrator. The administrator noted that since 

the situation was not “emergent” the hospital was not obligated to provide the service.

All of the key parties realized, however, that such a legalistic determination would 

not “sit well” with the community. The decision to deny the medication could also reflect 

poorly on the hospital administrator. He felt quite well accepted by the community but 

noted that he had lived there for only five years and so was considered a “newcomer” and 

was not yet entirely trusted. After some “wrangling,” a plan o f action was initiated. The 

hospital administrator contacted a pharmaceutical representative who worked with the
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parent company; eventually the rural hospital managed to get the needed medication 

donated to the infant. Those who described the situation noted that it took a lot of time 

and effort but all parties involved were well pleased.

That story about a successful intervention in a rural community offers an 

important lesson for Dr. Philadelphia. In part he was resented, not for his lack of 

expertise, but for his perceived lack o f caring. Community members and patients were 

not certain o f his commitment to community-wide connections. As the more seasoned 

Dr. Wiseman realized, the story about Mr. Peterson was less about medicine and more 

about culture.

Indeed, Dr. Wiseman was probably correct when he said he would not be blamed 

if  his patient died. Local people had confidence in what they termed his “common 

sense.” Likewise, the data from the studies indicate that when relationships were 

honored, people were tolerant, even when personal goals could not be met. A number o f 

representative comments illustrated that point. Said one physician: “I realized that if  I 

was genuine that I would be forgiven whatever mistakes I made.” A patient who 

defended his physician said: “he didn’t know a lot, but nobody knew a lot back then from 

what I’ve discovered.” Another patient noted that if physicians care about their patients, 

rural people “support them [doctors] and go back to them and will never just write them 

off just because they made a mistake. Because they are human beings.” A testament to 

this level of acceptance was offered by the patient who acknowledged that his doctor was 

an alcoholic but said “that doesn’t make him all bad.”

However, as the story about Dr. Philadelphia illustrates, the reverse was also true.
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When relationships with patients were not honored, the levels o f  scorn, skepticism, and 

hostility were clearly apparent. A number of comments from surveys and interviews were 

instructive: “he never learned who we were;” “he should go back to where he came 

from;” “he was growing a practice at the expense o f good decisions for his patients;” “he 

didn’t last very long;” “I’ve seen how he treats his horses;” “I told my doctor don’t you 

ever refer anyone to that guy again;” “my patience with him is as short as a mutt’s hind 

leg.”
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CHAPTER V 

WALKING ON WATER

“Sometimes I feel like this hospital is having an identity crisis,” explained the 

rural physician. W e are not exactly sure who we are or what we should do. Over the past 

ten years, the town and the hospital have both grown. We have some new physicians and 

we can offer some o f the cutting-edge technologies. But all in all, we are still this little 

facility in this little valley; and we are surrounded by other little towns. In terms of 

culture, we have these old values and connections, these old ways of doing things. We 

value relationships. We try to take care o f our own. We like practical, common sense 

solutions.”

“I don’t know if the problems we face are ethical dilemmas. I have never taken an 

ethics course. But I know that the problems we encounter cause a lot of distress. Are you 

doing good if  you give the patient a prescription, but know he could never afford to get it 

filled? Sometimes I wonder what it means to “do good.” We saved a kid with a severe 

head injury, but he has never regained consciousness. The medical bills are so huge that 

the family has nearly lost the ranch. We all feel guilty when we see his parents because 

we know what has happened. Did we do good for that family or did we cause them great 

harm?

These kinds of issues get all mixed together. Now the government says that when 

someone is dying, we have to ask family members to donate organs. I understand why 

the government wants to help those who are waiting for a organ transplants. But more 

than 30% of the families in our community are uninsured. If  their family members
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needed organs, they would not be placed on waiting lists for organs. The whole system is 

pretty overwhelming. We keep trying to do what is right, but we cannot walk on water.”

To some extent, the problems referenced by the rural physician clearly evidence 

philosopher George Agich’s belief that problems develop in healthcare settings, “not 

because rights are violated or morally repugnant decisions are made, but because of 

genuine existential confusion and frustration.”455 Problems develop because o f  poor 

communication, misunderstanding, and suspicion; they grow from personal 

incompatibilities and the angst associated with technology 456 These kinds o f problems - 

regardless o f whether they occur in rural or urban environments - create considerable 

stress. In fact, national trends indicate the stress associated with the provision o f 

healthcare is increasing and that healthcare providers spend more time trying to resolve 

the stressful episodes that emerge.457

The field o f bioethics has responded to these diverse, ethics-related challenges by 

developing an academic speciality, a cadre of well educated, media-sawy moral experts, 

national conferences, books, journals, internet sites, and institutional ethics services like 

ethics committees and case consultation in hospitals across the United States. As noted by 

DeVries and Subedi, there is a plethora of seminars that offer training in bioethics and 

bioethics courses are a regular part of the curriculum at universities, colleges and medical 

schools.458 Ostensibly, this wealth of resources ensures that sufficient attention will be 

given to the moral dilemmas that accompany the provision o f healthcare, and that 

healthcare providers, patients, and families will know how to respond when problems 

develop. In fact, as one commentator noted when reviewing an article on this rural
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bioethics research: “Given all o f  the resources on the internet, it seems impossible to 

believe that rural healthcare providers lack access.”

Most rural healthcare settings, however, do not fit the national profile. Indeed, 

most rural hospitals have neither formal resources like ethics committees, nor the “proper 

theologians and proper philosophers” who are dedicated to, in Jonsen’s words, “thinking, 

writing and teaching about a subject like bioethics.” Given the field’s traditional 

emphasis on disciplined reflection, proper language, rigorous methodology, and 

appropriate academic training, the legitimacy o f  the expertise available in rural areas may 

be discounted. As was noted previously, two commentators, Spike and Greenlaw, have 

suggested that the use o f a nurse with a Masters degree in ethics as a consultant to an 

ethics committee could “compromise the integrity o f the field.”459

Even if  the expertise o f  rural providers was not questioned, the identification of 

their problems as “ethical” may be. Some commentators insist that the issues identified 

by the research participants - resource limitations, moral distress, a compromised work 

environment, familiarity, a lack o f understanding about treatment and diagnosis - are not 

ethical problems and should not be classified as ethical problems.460 They suggest that 

such problems should be classified as psychological, anthropological, or sociological in 

nature.461 Indeed, that very point has been made by the review panels that have 

considered grants relative to this rural bioethics research. The critics have often 

emphasized the need for “more careful distinctions” between issues that are “ethical” and 

those that are “morally distressing.”

These formal distinctions about the “realm o f ethics” have created some specific
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problems. They have produced, as claimed by Rosenberg and Stevens, a focus on 

“narrowly defined” and technological concerns. Thus issues like cloning, organ 

transplantation, or core competencies are vigorously debated in the bioethics literature 

and analyzed at high profile conferences. Those distinctions have also influenced the way 

that dilemmas are analyzed. The case studies published in journals and books often cite 

normative foundations and base decisions on a doctrine o f rights462 or one of 

responsibilities.463 Indeed, the bias against a more contextual approach is so great that 

Fox and Devries assert that even the commentators who authored chapters in the text 

Bioethics and Society “wear the same blinders” as the more traditional bioethicists.464 

They try to discuss more issues from a contextual perspective, but lack sociological 

reflections on their own work.465

Finally, the formal distinctions about the “realm” o f ethics have also influenced 

the way services are visualized. Ethics committees and case consultation - interventions 

that typically require advanced training - are typically offered as the appropriate models 

for service. Few have questioned the relevancy o f this overall vision in rural areas. In 

fact, some grant reviewers have bluntly stated that tele-medicine could solve rural 

problems related to access and when, in the next ten years all healthcare providers have 

received academic training in ethics, issues related to expertise will also be resolved. 

Certainly, noted one reviewer, the newly trained physicians who move to rural 

communities will want and will demand services like ethics committees.

Instead of resolving the problems that develop in rural areas, those approaches 

heightened the “dis-connect” between academic theories and rural problems. Rural
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healthcare providers have a different angle of vision. They are not interested in formal 

argumentation and see little relationship between that kind o f academic discourse and the 

appropriate clinical pathways or “best practices” for ethical conduct in rural hospitals. 

Thus, as was noted by a typical research participant: “From what I can tell, bioethics 

seems pretty irrelevant; there is no budget line item for it in our hospital.”

This discrepancy between academic discourse and rural practice was clearly 

articulated by a rural healthcare provider who contacted the rural bioethics project with a 

request for assistance. He noted that his hospital had created an ethics committee. The 

committee, however, was not functioning very well. He explained that “ the committee 

members often miss meetings; sometimes only a couple members will show up.” 

Meetings, he said, were rarely productive. Some folks thought that training would help, 

and so two people went to a bioethics summer institute. Now the committee, he noted, is 

“doing worse than ever. Committee members try to understand and differentiate between 

what is an actual ‘ethical’ issue and what is emotional care-taking.” The struggle to meet 

the formal definition o f  an “ethical issue” leaves the committee members discouraged and 

frustrated. The problems that are most distressing for patients and for healthcare 

providers do not get discussed or resolved, the overall hospital environment does not 

change, and there is “absolutely no incentive for physicians or other hospital staff to 

contact the ethics committee.” He closed the letter by asking: “What should we do?”

The comments o f the rural healthcare provider evidenced a number o f common 

rural problems. Rural residents are less likely to encounter the “narrow” or technological 

concerns that are vigorously debated by academic bioethicists. They are more likely to
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encounter an array o f broadly defined issues that have clinical, organizational, and 

personal ramifications. The rural problems will, in all likelihood, involve failed 

processes, lack o f  resources, mistakes, unclear communication, and intentional oversight. 

Examples of these broadly defined events include:

► the scheduled dose of a morphine derivative, prescribed for pain, was 

administered by 3 different nurses; the patient suffered an overdose and 

emergency treatment was required.

► an orthopedic surgeon performs surgery at a rural hospital one day each 

week. When a patient tried to stand after hip replacement, the hip 

fractured. The physical therapist and other hospital staff did not realize 

that the patient’s pain was related to another fracture. The fracture was not 

diagnosed until the surgeon returned a week later; by that time, other 

serious complications had developed. During the interim, the patient was 

not seen by another physician because there was no orthopedist on staff.

► a nurse was uncertain how to carry out the physician’s orders but noted 

that she did not contact the physician and clarify instructions because he 

“doesn’t like to be called.” She was afraid that the physician, if called, 

would complain about her lack o f skills.

► A nurse suspected that a patient, authorized for discharge, had acquired a

bladder infection during the hospitalization. She did not inform the patient 

nor did she talk to the physician about the potential infection because the 

hospital would be required to provide additional, un-reimbursed care if  the
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infection was “hospital- acquired.” The need to provide such care could 

compromise the financial solvency o f  the rural hospital. She believed that 

the administration “did not want her” to register her concerns.

These kinds o f  practical, bedside issues are rarely discussed in formal bioethics 

books, journals, conferences, or even in ethics committees. Assuredly some o f the 

problems that develop may not meet the technical, academic definition of “bioethics” as it 

is defined by Jonsen and other scholars. These problems, however, compromise the 

quality o f care and may increase the risk of error and adverse events.

The Pequod II

When one considers that list o f problems, the usefulness o f  approaches that 

involve delineating bioethical issues in terms o f  narrow and specific categories, or 

arguing positions based on a doctrine of rights466 or one o f responsibilities467 become 

suspect. Such approaches do not help rural healthcare providers solve the dilemmas they 

encounter. The rural problems are cultural and ethical, but they are also historical, 

psychological, and sociological. Some of the problems have economic consequences and 

most are part of the fabric of everyday life. They involve the practical considerations of 

where and how families wait for care, how patients and families are given bad news and 

asked to make decisions, the way cultural diversity and staff relationships are handled.

When rural healthcare providers talked about the moral values associated with 

healthcare, they rarely referenced singular principles like justice, autonomy, beneficence, 

and non-maleficence. They did not cite the ideas o f Immanuel Kant or John Stuart Mill.
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Certainly the lack o f any reference does not mean that those principles and individuals are 

irrelevant. It does suggest, however, that rural residents use a different framework to 

describe their moral values.

For example, most o f the research participants would probably vigorously contest 

Spike and Greenlaw’s assertion that the wisdom of the bioethics consultant is more 

important than the character.468 Rural residents suggest that wisdom and character are 

inextricably linked. A good doctor is one who knows his craft and has the personal 

attributes that allow him to serve the people. When talking about the qualifications for 

bioethics consultations, Spike and Greenlaw associate wisdom with specific professions - 

doctors, lawyers, and philosophers. The rural residents were suspicious o f the “wisdom” 

and the moral superiority that accompany a given profession’s claims o f knowledge, great 

social importance, and ethical rigor. Wisdom flows more from character than from a 

profession. Healing exists in proportion to the relationship. Again and again, rural 

residents affirmed the notion that the wisdom o f a healthcare provider - and the ability to 

trust that provider - is evidenced by one’s character.

Similarly, a principle like justice is certainly important. But justice involves 

compassion and kindness, mercy, and a love o f humanity. Embedded injustice is the 

notion that people are not turned away from the hospital or the doctor’s office when they 

need care, that those who may be able to help quickly respond when a problem develops, 

that postoperative complications will be recognized, and that mistakes will be honestly 

acknowledged. Justice is translated into action when community members, regardless o f 

their professions, join together and “build the hospital, paint the walls and lay the carpet”

206

Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.



so that those who need help will receive it.

In a similar vein, rural residents value concepts that the field of bioethics links to 

autonomy. But those concepts do not involve a Patient’s Bill o f  Rights, The Patient Self 

Determination Act, or the Required Request for Organ Donation - the latter which 

ostensibly ensures that every potential donor will have an “opportunity” to donate. 

Autonomy involves the extent to which a family understands what the healthcare provider 

is saying so that an informed decision can be made. It involves the extent to which an 

environment may be experienced as coercive. Concepts like an informed decision and 

freedom o f choice for an individual can only be understood in the context o f a family and 

a community. Thus autonomy involves the recognition and acceptance of the values o f 

others, rather than - as was evidenced by Dr. Philadelphia - rigid adherence to one’s own.

Admittedly, the rural residents were not certain how one would define the words 

“ethics” or “culture,” but they spoke articulately about their way of life, about the 

importance o f connections, and a willingness to “care for our own.” Most o f the research 

participants believed that ethics was different in rural areas. Those differences, however, 

were not easily described in academic terms - they were threaded into the fabric o f their 

lives. As one person explained, “if you have to ask how we’re different, you missed the 

boat.”

This perception of “differences that are hard to describe” creates an interesting 

problem. When the rural bioethics studies were initiated, some o f the collaborators in the 

Greenwall consortium hoped to create a theoretical framework for “rural bioethics.”

They questioned the “tightly defined framework”469 that the enterprise of bioethics has
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traditionally offered. They agreed with the critics who claim that a tightly defined 

framework is inherently limited and thus may be neither applicable nor appropriate in 

diverse social and cultural contexts.470

The search for a theoretical framework for rural bioethics, however, may be 

inappropriate for two reasons. Some o f the issues that surfaced in the rural studies may 

also be experienced in urban and inner-city environments. Indeed, a number o f 

bioethicists like Jonsen and Siegler have broadly suggested that clinical ethics should 

consider - among other things - the preferences, values, and goals of the physician and 

patient.471 How such “consideration “ is effected, however, is an issue that should be 

evaluated by urban as well as rural residents. Secondly, rigid theoretic approaches are 

rarely amenable to diverse cultural realities - and rural communities can be quite 

culturally diverse. Thus a more helpful response may be one that reduces the gap 

between theory and practice, that focuses less on theory and more on processes that affirm 

the abilities o f diverse groups to willingly engage in conversations about their morally 

challenging issues.

Charting a Different Course

This more practical vision for rural bioethics cannot be realized by simply offering 

more technology like tele-medicine, or ensuring that every healthcare provider receives 

academic training in bioethics. Rather, it requires a greater awareness of broadly defined, 

bioethics-related issues, acceptance of personal responsibility for actions and choices, 

and a willingness to take action. Such an agenda is steep, though not insurmountable.

208

Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.



Efforts to increase the awareness o f  ethics-related issues are a logical first step. Most 

rural healthcare providers have received little or no training in bioethics and initially 

found it hard to identify or discuss ethical issues. Many o f those who had received 

training did not judge it to be relevant to their rural practices. Nurses, for example, said 

that they needed training to help them recognize ethics-related dilemmas and “words” to 

help them talk about the issues they encounter with patients and with other members of 

the healthcare team.

The need to respond to this request for “words” and opportunities for dialogue 

cannot be overemphasized. Healthcare providers and patients believe that the failure to 

respond to “ethical issues” they defined as problematic - relationships, personal values, 

cost containment - compromises healthcare decision making in rural communities.

Given the pace o f change within the healthcare system, the range o f problematic issues 

they encounter will probably increase rather than decrease. For example, rural residents 

stressed the need for healthcare providers who share their cultural expectations.

However, if  rural residents do not learn how to create mutually supportive relationships 

with new physicians like Dr. Philadelphia, they may not find physicians who will work in 

their communities.

In order to increase the awareness of ethical issues, a number of resources have 

been field-tested in 30 rural hospitals throughout the past 30 months. When developing 

resources, every attempt was made to meet the criteria established by the rural residents. 

They wanted resources that are: linked to their practical concerns, intellectually accessible 

to persons with diverse educational experiences, non academic, and interactive. They
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want resources that offer options for taking action.

The request for those kinds o f resources makes sense, given the findings 

associated with cooperative learning strategies. Some theorists suggest that people leam 

10 percent of what they read as opposed to 70 percent of what they talk over with others. 

Learning is further enhanced when materials are used in some way and shared with 

others. When materials are used in daily life, retention increases to 80 percent.472

In general, the resources that have been developed and provided to rural 

healthcare settings have been well received. Rural healthcare providers have given high 

ratings to case studies that are based on real clinical situations that develop in rural 

settings. They have responded favorably to the interactive critical thinking tools that 

accompany the case studies and support discussion o f decisions, strategies, and action 

steps. Healthcare providers have also endorsed a bookmark, an ethics map, a chart form, 

and fact sheets that involve topics like medical errors, patient rights, professional duties, 

and other ethics-related issues.

They have been very enthusiastic about the usefulness o f case studies that have 

been turned into scripts for the readers theater. One nurse noted that a number o f people 

from rural communities in her state met to discuss an upcoming bioethics conference. As 

part o f the planning session for the conference, they decided to read the Dr. Philadelphia 

script. Moments later, the hospital administrator joined the meeting. He had never been 

very supportive o f  what he termed the nurses’ “ethical concerns.” After the script was 

read, the participants began to discuss the various issues. The administrator joined the 

discussion and announced, with enthusiasm, that “at last I can see what you are talking
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about.” He then wanted to make sure that the script would be used at the upcoming ethics 

conference.

Some o f these resources have been provided through the internet, and that 

approach appears to be an effective model for dissemination. Using the internet promotes 

the participation o f rural healthcare providers who live in distant communities, far from 

interstate highways and learning institutions, and across several time zones. The 

difficulty of providing ethics-related services in such a diverse area was captured by the 

nurse who endorsed the use o f web-based resources and noted: “With the distances we 

encounter in the rural areas and the shortage o f personnel, it is difficult for them [nurses] 

to travel to workshops and seminars, pay for the cost involved, or allow staff to be away 

from their work site. An on-line resource in rural bioethics solves many of those 

problems.”

Given such interest, the array of resources available through the internet should be 

expanded. A platform like Blackboard could be used to offer healthcare providers 

resources such as case studies, chat rooms, multi-media presentations, video streaming, 

and a virtual library. Options that include chat rooms and list-serves could offer some 

novel ways to strengthen relationships and promote an understanding of rural culture. 

Links could be developed to inform rural healthcare providers about other potential 

resources such as the comprehensive accreditation manual developed by the Joint 

Commission of Accreditation o f Healthcare Organizations. Though most rural hospital 

do not have JCAHO accreditation, that text has some useful information. Physicians and 

allied healthcare providers who are unfamiliar with rural environments could dialogue
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with established peers who enjoy successful rural practices. On-line mentoring 

relationships could be nurtured during residency and in nursing programs and could 

continue into the early years o f  practice. Such a strategy could help the newer physicians 

and nurses find a way to negotiate the boundaries between personal, organizational, and 

community needs and expectations.

If this internet approach is going to be viable, however, two issues need to be 

resolved. The first issue is financial - the development and maintenance o f  such a web 

site requires some financial resources. Rural hospitals have limited resources and many 

have never budgeted funds for “ethics.” The second issue involves orientation. Those 

who develop the resources and coordinate activities and suggestions cannot use what has 

been perceived as the typical academic approach. If  the web based resources are 

perceived as overly academic, impractical, or irrelevant, they will not be used.

Serious consideration should also be given to the development of ethics-related 

resources that are useful for patients and community members. That constituency needs 

opportunities to dialogue with healthcare providers in order to define and accept a 

hierarchy o f shared values. The old vision o f ethics as “too lofty for public discourse” is 

no longer appropriate. Community education could be pursued through resources 

available on the internet or through “real time” interactive activities like readers theater. 

This approach, briefly referenced in an earlier paragraph, was developed by the East 

Carolina School o f Medicine. It is non-threatening and accessible to audiences with 

varying degrees of academic training.

The “readers” for this activity use a script that has been adapted from a short
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story about a medical issue. Each reading lasts approximately 30 minutes. The readings 

are followed by discussion among the “actors” and audience members. This model has 

been popular in rural communities; it is inexpensive, inclusive, and encourages dialogue 

and reflection about issues that are important to people who live in rural areas. In fact, 

when a script based on Dr. Philadelphia was presented to two groups - residents o f  a 

small town and Native American students from several reservations, both groups were 

certain the story chronicled activities that occurred in their community. In fact, the 

students were certain that the story was about reservation healthcare.

If a readers theater is presented as a joint hospital/community activity, it could 

help someone like Dr. Philadelphia learn the rules for living in a rural town; it could also 

help the other healthcare providers and the community members clarify and re-evaluate 

their expectations and ethical responsibilities in light o f the changing healthcare 

environment. As was evidenced by the case study presented in the previous chapter, 

patients did not trust Dr. Philadelphia, but did not know how to resolve that issue. Dr. 

Philadelphia believed he was providing competent services and did not understand the 

reasons for the growing tension within the community. Members o f  the community made 

limited efforts to help Dr. Philadelphia. Interestingly enough, when the story was 

presented to the different groups, most participants agreed that without some specific 

“intervention,” no one would inform Dr. Philadelphia o f the rules.

If unresolved, the inability to find shared values - regardless o f  the specifics o f a 

problem - will become increasingly problematic. This will occur, in part, because the 

“new medicine” has dramatically changed the way that healthcare is provided. The
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restrictions posed by corporate medicine and the evolving roles o f primary healthcare 

providers - like that o f the gatekeeper - require physicians and other healthcare providers 

to build relationships with patients in which power can be shared over time.473 According 

to the bioethicist Haavi Morreim, this sharing of power requires patients to assume 

substantially greater responsibility for decision making.474 To expect anything less of the 

patient, Morreim notes, is to regard the patient as something less than a moral agent.475

Identifying Approaches

When one considers the lack of ethics-related resources in rural communities, the 

interventions discussed thus far are an important, practical, and affordable “first step.” At 

the same time, an increased awareness of bioethics-related issues may not foster either the 

acceptance o f personal responsibility for actions and choices or the willingness to act. 

After all, the profession o f  medicine has endorsed principles such as beneficence and 

non-maleficence for years, and yet the profession has not seriously considered the specific 

practices that should be encouraged so as to reduce the medical errors and mistakes that 

compromise patient care.476

Medicine cannot be cited as the only culprit. This search for a process that will 

create an ethical environment reflects a long standing tension within the discipline of 

ethics. As noted earlier in this work, the tradition of analytic philosophy has emphasized 

the need for conceptual as opposed to empirical analysis.477 In fact, there is a scepticism 

o f people who “only want answers.” Thus issues like the efficacy of case consultation, 

the implications o f “bioethical wisdom” on public policy, and the protocols for teaching
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ethics to hospital staff have not been empirically examined to any great extent.

Even the commentators who call for a more expanded vision for bioethics provide 

very few specifics. The books, journals, and internet resources that are currently 

available have not offered much practical guidance. Commentators have offered 

conceptual ideas. Pemick notes the need to think outside the box. Rosenberg, Light, 

McGee and others call for a more contextual approach and the inclusion o f economic, 

political, cultural, and historical factors. None o f these commentators, however offer any 

specifics as to how this new vision can be accomplished. DeVries and Fox seem well 

aware o f this deficit and note that even the bioethcists who call for sociological 

introspection fail to cast a sociological eye on their own work.478 Thus the discussions 

about ethical problems remain a priori, rather than empirical. Even in the SeVries and 

Subedi text, a work formed exclusively around the need for a more sociological approach 

to bioethics, no specific details or empirical studies of possible approaches are cited.

That lack o f specificity increases the chasm that separates theory and practice; as 

such, it heightens the dis-connect between the field and practicing healthcare providers. 

The rural healthcare providers have said that the materials, provided through this research 

initiative, helped them recognize “ethics-related “ problems. Many, however, still 

claimed that they had “no idea what to do” when problems actually developed. Since 

they didn’t know what to do, there was a hesitancy to take action. Most did not discuss 

ethics-related issues with peers or with patients.

Therein lies the challenge. In order to encourage both acceptance o f personal 

responsibility for identifying ethics-related issues and a willingness to take action, rural
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healthcare providers need to believe that they can not only recognize the failed processes 

that occur in rural settings, but they can overcome the organizational and cultural barriers 

that inhibit discussion o f those processes. They need to believe that they can create a 

workplace environment that actively encourages the recognition, disclosure, and 

resolution o f ethics-related issues. When those three objectives - recognizing, 

overcoming and creating - are in the forefront, ethics is no longer a “theoretical” or 

unimportant consideration. Ethics becomes linked with practical behaviors that help 

resolve insistent problems.

Those three objectives are not strictly “philosophical” or “medical” in nature. As 

noted by the psychologist David Woods, many o f the dilemmas and problems that 

accompany the provision o f healthcare are problems of psychology. Systems need to be 

designed with human factors in mind.479 People need to cultivate skills that help them 

embrace change in a purposive manner. Of course DeVries and Subedi suggest that those 

same general problems and dilemmas underscore the need for sociological approaches; 

Rosenberg would cite the historical perspective that should be considered..

While the commentators argue about the vision for a conceptual focus, we are left 

with an empirical problem - w'hat works? Figuring out a practical way to cultivate the 

needed skills - without relying on quasi-urban approaches like a cadre o f “rural 

facilitators” - is a daunting task Much to the philosopher’s dismay, the methodology for 

such an initiative may need to rely more heavily on insights from psychology, sociology, 

history and other disciplines than from that of philosophy. A movement toward a truly 

interdisciplinary approach requires quite a paradigm shift for most bioethicists since
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fields like psychology and sociology, to date, have played a very peripheral role in the 

development o f the bioethics enterprise. Neither field, for example, is typically 

referenced as a helpful resource when analyzing bioethics-related problems.

Rather, as was noted by the philosopher Robert Solomon, the field o f  bioethics has 

traditionally stipulated that one is to avoid emotions and concentrate more rigorously on 

the time-honored methods of philosophic argumentation.480

Thus the potential resistance, within the field o f  philosophy, to more practical 

approaches may be vigorously contested. Some indication of the depth o f the evolving 

debate was noted in the DeVries and Subedi text. The authors reference a discussion 

involving the withdrawing of medical care for financial reasons. In this discussion, a 

noted philosopher vigorously refuted the legitimacy o f  all of the information provided by 

the sociologist who was discussing healthcare problems experienced by the poor; the 

philosopher triumphantly noting that the sociologist’s technical definition of 

“withdrawing care” was inaccurate 481 The philospher, suggests DeVries, was 

philosophically correct and sociologically wrong 482

As the philosopher’s comment silenced the sociologist, so too, the time-honored 

methods o f philosophic argumentation - while praised by the discipline - have 

discouraged discussion and resolution o f  ethics-related issues in rural healthcare settings. 

In all o f the rural studies, healthcare providers suggested that they hesitant to talk with 

one another and with patients about “ethical” concerns. Issues that have a serious impact 

on patient and family decision making - like differences in the interpretation of a “do not 

resuscitate” order or restricting the use o f pain control medications during labor and
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delivery - had never been explored by members o f  a given healthcare team. When 

formal institutional services like ethics committees were available, physicians and nurses 

did not use them. In some cases, respondents reported that ethics committees existed in 

their hospitals, but they did not have access to them. Case consultation was uniformly 

perceived as unhelpful by the majority of respondents.

Those issues suggest the need for a different approach to bioethics services, one 

that loosens bioethics from its current philosophical moorings while resisting the urge to 

create a rigid theory, a new jargon, or a new set o f  experts. Without a doubt, the “fix” for 

rural bioethics is not going to be accomplished with a single solution. The modem 

enterprise o f bioethics has reached its present state over a 50 year period. A period o f 

trial and error in rural areas should be expected and encouraged.

Since I have been quite critical o f the current philosophical approach to bioethics,

I am hesitant to formally offer any suggestions for an alternative approach. Any 

alternatives that are suggested may prove as flawed as the current model. At the same 

time, the research studies conducted over a four year period indicate that rural healthcare 

providers are sincere in their requests for practical resources. They have voluntarily 

participated in the research and spent months field testing resources. Requests for 

resources are received on a weekly basis. For example, the director o f nursing from one 

of the more “urban” hospitals in the research area recently requested more bookmarks and 

wondered if  the moral distress scale, provided on the bookmark, could be used as a 

“clinical indicator.” She also noted that two committees were currently “sharing” the 

bookmarks and, because the bookmarks helped them find a common language, wanted to
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offer a bookmark to each committee member and to the hospital social workers. The 

requests for resources are not limited to the US. A number o f requests have been received 

from hospitals in Canada, Australia, and England. Because rural healthcare providers 

have asked for specific suggestions, that suggestion that they simply use interventions 

like focus groups to clarify different perspectives and find their own solutions seems 

unfair. A blueprint with a little more detail seems to be needed.

Given those considerations, a number o f approaches might be considered. I will 

offer, as an example, an approach to resource development that uses the insights o f 

systems theory, strategic therapy, and other modes of change well documented in the 

psychological literature. I am not specifically endorsing a “system theory” approach. 

Rather, I am merely suggesting that option as an example o f an approach that might be 

helpful because system theory incorporates factors that rural residents perceive as 

important: (a) cooperation as opposed to superiority, (b) the quality o f relationships 

between and among individuals, and (c) the need to achieve cultural compatibility or the 

“right fit.”

Those three factors - cooperation, quality o f relationships, and right fit - appear to 

be essential ingredients if one is going to create pathways that link problems to solutions. 

Further, an approach like that o f systems theory seems to meet the “context” test - it is 

flexible and adaptable to a variety o f settings. It can be structured to focus on tasks that 

are within the community’s repertoire and experience483 and maximize the strengths o f 

those directly involved in a given situation.

Understandably, some within the enterprise of bioethics might question the value
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of such an approach. The use o f insights from systems theory seems a far cry from the 

formal, theoretical, philosophic foundations that initially shaped the field o f bioethics. 

Similarly other fields, like that o f nursing might express resistance. For example, the 

reviewers of a recent grant criticized the proposal for not providing a clear enough 

distinction between the precise ethics education given to nurses as opposed to the ethics 

education provided to other cohorts. The reviewers missed the entire point about the 

importance of common language and common experiences. They had more confidence in 

“academic rigor” that linked moral superiority with a particular kind o f training.

Instead of using time-honored approaches like ethics committees, consultants, 

core competencies, or formal academic programs, the emphasis is placed on specific 

sequences of people and events within a specific context. As the psychologist Steve de 

Shazer explains, strategic or solution based therapy is based on the “theoretical 

assumption that behavior, which occurs as a part of ongoing interactional recursive 

events, can only be understood in context.”484 Thus I am not suggesting an approach that 

is merely “psychological.” As was evidenced by the Dr. Philadelphia story, the problems 

that developed seem to maintain themselves because o f the context in which they occur.483 

That context, as Rosenberg and others so firmly assert, involves cultural, historical, 

economic and political factors.

Reading the Water

A number o f examples could be used to illustrate how some “contextual” insights, 

from an approach like “systems theory,” could be used to help resolve some o f the
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problems that develop in rural areas. Those that emerged in the Dr. Philadelphia case 

exemplified a number o f research findings and so that situation will be used as an 

example. Granted, Dr. Philadelphia did not envision his behavior as a cause for concern 

and may not want to make any changes in his behavior. This seems like a reasonable 

assumption. He came to a beautiful rural area to experience unique recreational and 

lifestyle opportunities and to provide what he believes are appropriate services for his 

patients. He encountered problems because he did not understand the contextual issues 

that shaped expectations for healthcare in his new community. For example, he saw little 

need to make interpersonal connections with community members. That perception was 

based on his personal experiences and, to an extent, protocols within his profession. In 

fact, Dr. Philadelphia seems to agree with a commentator like Portmann who likens the 

“caring partnership” that begins in health, lasts through recovery and endures until death 

as a Hollywood wedding script.486

The nurses and other members of the community responded to Dr. Philadelphia’s 

actions with a sort o f passive resistance. They criticized his behavior, limited their 

interactions with him and, to an extent, fanned the fires of community discontent. If the 

nurses who are working with Dr. Philadelphia continue to complain and criticize him, 

more productive relationships between Dr. Philadelphia and the community are unlikely. 

In fact, increased discord is likely and it could create a new problem - it could drive a 

wedge between the nurses and the hospital administration because the hospital needs a 

physician with Dr. Philadelphia’s skills. Patients offered numerous complaints about the 

quality o f care, but i f  those patients do not take any specific steps to change the nature of
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their interactions with Dr. Philadelphia, the same old systemic dance will continue. Thus 

this dance has the following kinds o f repetitive features:

1. Nurses and patients: “What’s wrong with Dr. Philadelphia? He is not 

connected to our community and he doesn’t seem to care about us.”

2. “I don’t know what’s wrong with the people in this community,” moans Dr. 

Philadelphia. “Their expectations are too high and they are trying to control 

my life.

3. Nurses and patients: “Dr. Philadelphia doesn’t listen to us. It does no good to 

talk to him or ask him to explain his orders.”

4. “The inhabitants of this town are strange,” sighs Dr. Philadelphia. “The 

fishing is good, but I could never make friends with any of these people.”

5. Nurses and patients: “Doctor Philadelphia ignores advance directives. You 

know you’ll have problems if  he’s involved.”

6. Dr. Philadelphia: “These people don’t know the meaning o f a DNR order; they 

don’t know what that order means in the overall context o f an advance 

directive.”

7. Community members: “You can’t trust the local hospital. We have to travel

elsewhere to get care.”

A process could be designed to help change those patterns. In order to envision a 

framework for thinking about the different perspectives, deShazer has used the imagery 

o f  a visitor, the complainer, and the customer.487 That imagery is certainly not “foreign” 

to rural healthcare providers or other rural residents. They encounter all three types of
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people and to an extent, have perceptions about those types of people. Dr. deShazer 

describes the visitor as a person who likes to talk about life, but has no interest in 

personal changes o f  any kind. In the story that was presented, Dr. Philadelphia would 

probably fit the designation of a visitor. He sees no need to make personal changes. The 

complainer is upset and is clearly able to voice his/her concerns about a situation, but is 

not yet ready to take specific steps towards change. Some of the patients and other 

healthcare providers in Dr. Philadelphia’s community meet this designation. The 

customer is a person who is clearly “ready to buy, ’’and willing to take steps to make 

things better. In the Dr. Philadelphia story, no clearly identified customers had yet 

surfaced.

Thus it is important, at the outset, for those involved in the situation - regardless 

of the specific problem to be resolved - to identity themselves and their roles in the 

situation as well as the changes they would be willing to make. In the example provided 

in this narrative, the situation could be changed if  people change their behavior and their 

interactions with Dr. Philadelphia. Since Dr. Philadelphia, at least initially, has only a 

limited understanding o f the problems, the burden for such change initially falls on the 

nurses, other healthcare providers, and patients who are have relationships with Dr. 

Philadelphia.

A Whale, Re-visited

At the outset, those involved in a difficult situation have to be willing to look for 

situations that present exceptions to the negative interactions they usually experience.
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When the healthcare providers and community members talked about Dr. Philadelphia, 

for example, some mentioned small things that were going well. One person noted that 

Dr. Philadelphia was “making some adaptations.” Clearly, there are some nurses and 

patients who have better experiences when interacting with Dr. Philadelphia. If  so, these 

situations should be identified with the clear intention of identifying and doing more of 

what “works.” By focusing on successes, the rural residents might be able to identify a 

range o f different behaviors that could create connections and enhance relationships. 

These behaviors or strategies may be quite different from those identified in the standard 

bioethics texts. In rural areas, the strategies might involve the use o f  humor, or 

invitations to ride horses, go hunting, or participate in haying. Instead o f avoiding Dr. 

Philadelphia, persons would be encouraged to actively engage with him and use those 

opportunities to acquaint him with the local rules and norms. An emphasis would be 

placed on awareness o f past patterns and a willingness to change the old dance.

Secondly, in order to strengthen this notion o f doing something different, the rural 

residents could be asked to envision what their hospital would look like if  the situation 

with Dr. Philadelphia was much improved. This exercise could be used as a way to link 

their suggestions with the practical concerns they face, such as where and how people get 

care, how patients and families are given bad news and asked to make decisions, and 

relationships among staff members. Each person involved in the situation could 

contemplate the changes he or she would make and what they would do to create a 

context in which the changes they envision could be sustained. How would people treat 

each other? What would they notice? What would change?
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When used as part o f an approach for creating an ethical environment, this 

exercise is a way to envision “ethics” as the indicator o f the health and richness of a 

place. Healthcare providers could be encouraged to identify their concerns and then 

watch to see how they could take action in ways that change the environment. To sustain 

the changes derived from this new environment, techniques like assertive communication 

could also be considered. In effect, the residents would look for new ways o f talking 

about issues. This approach could be generalized so as to resolve not only a Dr. 

Philadelphia-like problem, but other practical considerations as well, the bedside 

dilemmas typically described by the rural healthcare providers and community members.

This kind o f  model is doable in an environment where people know and are 

connected with one another. If the nurses decide to look at the situation differently, or if  

key members of the community experience the situation differently, the greater 

community hears about it. Indeed, when the Dr. Philadelphia story was discussed with 

different groups, the members noted the central role played by the nurses and believed 

that someone like a director o f nursing could - with some institutional support - be a very 

influential force for change.

In terms o f dissemination, rural healthcare residents could be asked to identify 

successful strategies, and these could be incorporated into the readers theater scripts, case 

studies, and other resources distributed through the internet. Thus responsibility for 

change is given to those who have concerns, as opposed to relying on external expertise. 

Since the approaches could be tailored to respond to any given situation, each rural 

community is able to individualize its own intervention/change process, based upon local
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values like cooperation, quality and right fit.

Upon first reading, the approach that has been suggested might not seem like a 

very powerful intervention. However, in a number of interesting ways, this approach 

appears to resonate with key findings from the various research activities and it has been 

well received in rural communities. When asked to identify ethics-related issues, the 

persons who participated in the interviews and focus groups initially faced some 

difficulties. When given the opportunity to discuss their experiences, they began to 

recognize ethically problematic issues that create ongoing stress. They identified a range 

of problems that had personal, clinical, and organizational components. As they 

examined their responses to the problems, they initially found it hard to identify how 

things could be “different” or what resources might be helpful.

However, when the research subjects were re-contacted several weeks after the 

initial interviews or focus groups, most subjects said the discussions were helpful and 

many identified the steps they were taking to change problematic situations. For 

example, during an interview a nurse explained that she felt very guilty when dealing 

with families who had experienced traumatic and unexpected deaths. She regretted “how 

much money it had cost the family” and the fact that “things didn’t go as well as 

expected.” During the interview, she said she “dreaded” seeing certain families and was 

afraid they blamed her for bad outcomes. After participating in the interview, however, 

she approached several families and talked about the care that was provided. She also 

started attending the funerals of patients who had died. Those relatively simple actions, 

she explained, significantly reduced her moral distress. Another nurse explained that a
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physician had given an order to withhold information about a terminal diagnosis from a 

patient. After talking about the situation in the interview, the nurse realized that she 

could not, in good conscience, continue to lie to the patient. Some time after the 

interview, she met with the physician and assertively told him that she could not continue 

to deceive the patient i f  the patient asked a direct question about her disease and that they 

needed to find a different way to deal with the problem.

Three different interdisciplinary groups o f healthcare providers realized, after 

participating in focus group meetings, that they had very different ideas about the 

meaning o f a “do not resuscitate” order. Those differences had created emotionally 

distressing situations for all concerned, and yet none o f the participants, in any o f the 

groups, had explored their differences in perception with one another. Once they 

recognized these differences, healthcare providers wanted to take steps to resolve them.

Behavioral changes also occurred as a result o f survey activities. A director of 

nursing called and explained that her hospital would like to use the 36 issues, listed on the 

nurse survey instrument, as a template for an in-service training program. The hospital 

had never offered an in-service training program to nurses, but after completing the 

survey, the nurses began to recognize and talk about the ethical issues they encountered 

on a daily basis. They wanted some resources and thought that an in-service program 

would be helpful. Similarly, hospital personnel indicated that the distribution o f “ethics” 

bookmarks spurred a number of conversations. The directors o f nursing suggested that 

the distribution of the bookmarks to hospital employees made “it safe to talk about 

ethics.”
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To obtain more information about the approaches that might be helpful, healthcare 

providers in 30 rural hospitals were sent a revised story about Dr. Philadelphia. The 

revised story offered some simple, but specific interventions. The rural healthcare 

providers rated the story as “helpful” and have asked for similar case studies. They said 

the revised story helped them talk about issues they encounter and envision some specific 

things that they could do to resolve them. As noted previously, the story has also been 

developed as a script for readers theater. For the theater form, the story is told by a 

narrator and different characters. In the theater form, it offers a way to present research 

findings and interventions to healthcare providers as well as community groups.

The revised (though slightly abbreviated) story is provided. The interventions that 

are suggested are not complex. Without doubt, rural healthcare providers will probably 

identify a range o f approaches that would be more helpful than those included in the 

current text. What seems important is that the story, though simplistic, provides a way to 

identify problems and envision solutions.

The Metamorphosis

The people o f Two Rivers were relieved to hear that Dr. Philadelphia was moving to their 

community. They had been advertising for a new physician for several months. Their 

longtime physician, Dr. Wiseman, was reducing his hours and hoped to retire within a 

year. Community members were thankful that a replacement could be found. At the 

same time, many in the community realized that getting used to someone like Dr. 

Philadelphia could be a little difficult. Dr. Wiseman was a hard act to follow. He was
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well loved; he had served the community for nearly 30 years, had good relationships with 

the nurses, knew his patients, and understood their expectations. Community members 

viewed Sam as both a physician as well as a dear and trusted friend.

Further, the community members knew, from first hand experience, that locating a 

new physician did not guarantee a long term commitment to their community. In the past 

few years, two other physicians had moved to their community, but had not remained. 

Other communities in the area had reported similar experiences. In some cases, the new 

physicians left the rural communities within a year or two. In other cases, the physicians 

stayed but patients were not satisfied with the quality of care and so traveled to other 

communities to receive healthcare services. The loss of local patients created a number 

o f financial complications for the local hospitals.

This time the hospital wanted to take a more proactive stand, so the hospital 

administration created a Transition Committee. The Committee was compromised of Dr. 

Wiseman, the Director of Nursing, the hospital administrator, and several community 

members. When Dr. Philadelphia arrived in the community, he met with the Transition 

Committee. They discussed their expectations for healthcare services and identified areas 

where some complications might develop. Their concerns involved three different areas. 

The hospital administration was concerned about access to care and Dr. Philadelphia’s 

willingness to provide on-call support to the emergency room. They talked about the 

range of problems associated with emergency room coverage and how those problems 

could be resolved. The nurses were concerned about how Dr. Philadelphia would honor 

the culture o f care. How would he handle advance directives, especially when the
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directive involved something like a “do not resuscitate” order. They also wanted to know 

how he would respond to their requests when they needed more information about a 

patient order or were concerned about the health status o f a patient. The community 

members talked about the importance o f relationships. They described their ongoing 

involvement with various hospital activities, their personal and professional relationships 

with other local healthcare providers, and the overall importance o f  mutuality and 

connectedness.

During the first committee meeting, everyone had a chance to discuss what they 

could do to facilitate Dr. Philadelphia’s move to the community. Dr. Wiseman agreed to 

serve as Dr. Philadelphia’s local guide. Dr. Wiseman noted that when he began his 

practice, it took him some time to get acquainted with the community and learn the local 

“rules.” He explained that the local rules were important and knowing the rules could 

save Dr. Philadelphia “a lot o f  grief.” The committee implemented a number o f  other pro 

active strategies. Committee members described how the town functioned and what 

kinds of problems typically developed. They talked about the importance o f trust, the 

need to nurture relationships, and the unspoken rules for living in their community. Dr. 

Philadelphia frankly acknowledged that Two Rivers was a very different world. For one 

thing, he had never lived in a community where so many people had police scanners. Dr. 

Philadelphia agreed to meet with different members o f the hospital staff on a monthly 

basis so they could learn about his procedures and expectations and he could learn more 

about their culture and their expectations.

The committee established clear guidelines for resolving potential problems.
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When minor problems developed, those involved would directly contact Dr. Philadelphia. 

If more complicated issues developed, they could be referred to the Transition 

Committee. For at least a six month period o f  time, the committee agreed to meet on a 

monthly basis in order to keep lines o f communication clear and resolve any recurrent 

problems.

In the meantime, Dr. Wiseman accompanied Dr. Philadelphia and his family to 

several community events. Since Dr. Philadelphia was interested in horseback riding, Dr. 

Wiseman encouraged him to join the local back country horsemen group. Through this 

activity, Dr. Philadelphia met some local ranchers as well as fishing and hunting guides. 

He learned that the “dual relationships” generally discouraged in the professional 

literature, were very much expected in rural communities. As one local resident explained 

to Dr. Philadelphia: “it takes a long time to trust and no time at all to lose that trust.”

Overall, the efforts o f  the committee were quite successful. When nurses had 

problems and questions, they knew that they had the authority to contact Dr. Philadelphia. 

Occasionally people would talk to Dr. Wiseman and he would take problems either 

directly to Dr. Philadelphia or to the committee for a group discussion. The Transition 

Committee realized that the Director o f Nursing had a key role in making Dr. 

Philadelphia’s move to the community successful, and so the committee actively 

supported her efforts to serve as a positive role model. When the director o f nursing 

observed that patients or nurses were having some problems with Dr. Philadelphia, she 

intervened and provided assistance. Nurses and patients were encouraged to use 

communication strategies that had proven to be successful when used by others. The
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nurses were taught to identify issues, re-frame their concerns in a positive manner, and 

specify the alternatives that they thought were preferable.

The director o f nursing also noted that all parties needed to reevaluate their 

expectations rather than simply expecting that Dr. Philadelphia would do all the adjusting 

and accommodating. She often used humor to model a different way o f  communication. 

If Dr. Philadelphia was abrupt when giving an order she would say something like: “Hey, 

Phil, you’re miles away from the turnpike. You moved to Mayberry.” When Dr. 

Philadelphia neglected to stop by a hospital room and visit a patient she called him and 

said: “Phil, I thought you’d want to know that you’re breaking one o f our golden rules. 

Mr. Brown expects to see you. And, o f course, he’s not the only one who is waiting for 

you to step into the hospital room - the whole Kiwanis Club, the ladies auxiliary, and the 

Little League team are waiting too.”

Things seemed to go fine until the day that Carl Peterson was brought into the 

hospital with his second heart attack. Dr. Philadelphia recommended that Mr. Peterson 

remain in the local hospital rather than being airlifted to the regional center. After writing 

orders for Mr. Peterson’s care, Dr. Philadelphia went home. The Peterson family was 

upset and asked Ruth, the Director o f Nursing, if  the right decision was being made. Ruth 

said she would immediately call Dr. Philadelphia. She called him and explained that 

“this is one of those cases where it is going to matter a great deal what we all do. This 

family needs to know that you really care and we don’t want them to feel abandoned. I 

understand that there may not be much that we can do, but we can spend a little more 

time with them.” She encouraged him to call Dr. Wiseman, discuss the case and
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determine how best to allay the family’s concerns. Dr. Philadelphia grumbled a little 

about small town politics but he called Dr. Wiseman and explained that he did not believe 

that Mr. Peterson would survive a helicopter ride to a tertiary care center. Dr.

Philadelphia then returned to the hospital and met with the family. He told the family 

about his conversation with Dr. Wiseman, and they discussed all o f the options that could 

be considered. After some discussion, all parties agreed that Mr. Peterson would 

continue to receive care in the rural hospital. Mr. Peterson died that evening, but 

everyone felt that they had done all that they could and there were no hard feelings among 

any of the participants. Dr. Philadelphia and the nurses attended Mr. Peterson’s funeral, 

offered their condolences, and provided as much assistance to the grieving family as 

possible.

As Dr. Phil became more familiar with the community, the stereotype of the 

“outsider” faded and the people o f the community engaged in real communication in the 

most positive manner possible. O f course there were problems, but the approach 

designed by the Transition Committee seemed to work well most o f the time. In fact, 

when another new physician was scheduled to move to town, Dr. Phil offered to serve as 

a guide. Pie noted that without Sam Wiseman’s advice, a great many mistakes could have 

been made.

This new Dr. Philadelphia story did not require difficult, heroic, or sophisticated 

actions by any of the participants. The characters in the story simply placed a priority on 

relationships, a willingness to talk, and a willingness to assume responsibility for one’s 

actions. They were willing to lay aside power differences. In many respects, the
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characters took the academic topics identified in the bioethics literature - patient/clinician 

relationships, autonomy, competency, beneficence, and justice - and placed them in the 

context o f rural care. The context allowed them to envision a range of interventions. For 

example, the research data indicate that many nurses believe lines of responsibility are 

unclear. As a result, they are hesitant to take action when encountering ethical issues and 

are more likely to reassure patients than seek interventions. In this story, the nurse had 

organizational support for responding to the family’s concerns and contacting Dr. 

Philadelphia.

Care in Context

In a sense, the revised story presented in this chapter restates a theme that has 

appeared in all o f  the vignettes presented in this work. Context matters, and in rural 

areas, the context o f care matters a great deal. Charles Rosenberg recognized the 

importance o f  context when he stated that medicine is situationally negotiated and 

inevitably political, and that politics is cultural.488 The context o f care gives shape and 

form to the moral dilemmas that develop. Context mattered when Mr. Peterson was 

dying of heart failure and it mattered in the story about a birth and a nurse who wondered 

if  she should honor the dictates o f the husband or the requests o f  the wife. The context of 

care was a concern to the hospital administrator who questioned the utility and cultural 

compatibility o f an ethics committee. Context was an issue for the rural nurse who knew 

that the problems she encountered were distressing, but did not know if they would be 

considered “ethical” in nature. Context matters, and because it matters so much, the
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ethics o f care must be responsive to the context of care - the social, political, cultural, and 

economic values that imbue a situation.

This dissertation is a  first step, an attempt to initiate a conversation about 

bioethics in rural areas. To date, that topic has received very little attention. I have 

responded to this information deficit by focusing on the problems that most commonly 

emerge and how they can be resolved. As such, I did not address a number o f other 

issues that complicate the ethics o f care in rural areas, such as the monetarization o f 

medicine and shortages o f  rural healthcare providers. Similarly, I did not discuss the 

impact of evolving issues like genetics or the problems associated with technologies. But 

I believe that if  a framework for the discussion of ethics-related issues is created, those 

other problems can be approached. Without a framework, such problems will become 

increasingly difficult to address.

Without doubt, more research about the intersection o f ethics and healthcare 

decision making in rural areas is greatly needed. I am particularly interested in the 

relationship between the use o f resources and more participatory decision making. Future 

studies could be designed to investigate the variety of ways in which the insights from 

psychology, history, and sociology could be blended into the practical, ethics-related 

resources that are offered to rural communities.

Considerable energies could also be devoted to the intersection o f rural and urban 

bioethics. Since these studies were conducted in rural areas, the extent to which the 

findings might be applicable in more urban areas is open to debate. A number of issues, 

however suggest that the findings could be relevant. For example, changes in the
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healthcare system have focused attention on the patient/clinician relationship.489 

Commentators suggest that what people think about their healthcare, and the extent to 

which they trust their healthcare providers have clinical implications.490 Indeed, a 

physician who is not trusted may not be able to serve his patients.491

Similarly, studies have suggested that healthcare is enhanced when patients 

believe that symptoms are controllable and they are cared for, heard, understood.492 

Commentators like Portmann may liken the supportive physician/patient relationship to a 

Hollywood script, but nursing studies suggest that the quality of care provided by nurses 

increases when they know the patient and the family. 493 Thus it may be reasonable to 

assume that the key findings that emerged so forcibly in the rural studies - issues like 

relationships and culture - would also emerge in urban ones.

In the meantime, the message from the stories o f healthcare providers, patients, 

and community members is clear. If  bioethics is going to be perceived as important and 

relevant in rural areas, a more holistic approach, one that accommodates diverse cultures, 

obligations, and opportunities is needed. Thus, bioethics needs a foundation that is firmly 

rooted in dialogue. Many of the ethics-related issues that emerged in these rural studies 

were resolvable - but people had never recognized or talked them with one another. 

Bioethics was a topic for experts as opposed to those who stand at the bedside. Perhaps 

this series of mral studies has indicated the value o f a “not for experts only” approach. A 

practical, inclusive, context-based orientation might move the enterprise of bioethics from 

the peripheral position o f “something we don’t have time for in rural areas” to the 

forefront so that bioethics stands as the centerpiece of healthcare in rural areas.
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Figure 1. Frequency of issue: Patients cannot follow medical
recommendations because of cost
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Figure 2. Rating the issue "patients cannot follow medical
recommendations because of cost"
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Figure 3. How frequently does the Ethics Committee 
discuss concerns about distributing scarce goods or 

services? (HospitalSurvey)
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Figure 4. Critical Issues from Nurses Surveys

8 0

70

60

50

40

30

20

10

67.9

0 +■
NursesS.

54

47.1

41

WestNursesS.

I occasionally/frequently/very frequently patient 
has unclarified, confusing or no orders

I Where I work decision making about patient 
care is char. By unclear lines of responsibility

I When medical errors or mistakes occur patient 
is rarely or never informed

□W ould you want your family members treated at 
your local hospital? No or only for certain 
conditions

241

Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.



Figure 5. Patient Confidentiality is Violated
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Figure 6. Have you ever served on an ethics committee?
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Figure 7. Have you ever referred a case to an Ethics
Committee
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Figure 8. Was ethics part of your education/ Did it prepare 
you for practice in a rural setting?
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Figure 9. Interest in receiving ethics-related resources
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Figure 10. Health care ethics activities at the hospital (Nurses
Survey)
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Figure 11. Ethics Resources at the hospital (Nurses Survey)
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Figure 12. Rural-Urban differences in ethical issu es
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