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This paper explores a historical research article that analyzed the disclosure of terminal status in the health care system.  The article reported on results from previous studies that had been conducted to identify the concept of disclosure associated to the historical development and practice of nondisclosure in the United States.  This article defines disclosure as “the act of telling, making known or public” (Krisman-Scott, 2000, p.48).  Terminal status was defined as “terminal prognosis, mortal illness, and hopelessly ill ‘which is expected to show a progressively downhill course with death inevitable within the foreseeable but in the layman’s mind is associated with a fatal outcome’ (Verwoerdt, 1966, p. viii)” (Krisman-Scott, 2000, p.48).  The purpose of this paper is to examine Krisman-Scott’s (2000) article “An Historical Analysis of Disclosure of Terminal Status”, and provide a critical appraisal of the article.

Mary Ann Krisman-Scott is the author of the article that is being discussed in this paper.  She is a doctoral candidate at the University of Pennsylvania, School of Nursing.  She has several published articles and books.  She is supported by Training Grant T32NR07035 and the National Institute of Nursing Research.  Krisman-Scott’s (2000) article “An Historical Analysis Disclosure of Terminal Status” was accepted for publication in June 1999, and it was published in the Journal of Nursing Scholarship in the first quarter of 2000.  Krisman-Scott’s (2000) purpose for writing the article is “to examine the concept of disclosure of terminal status and trace its development and implementation over time” (p.47).  
For many years, there have been debates regarding the standard nondisclosure of terminal status in health care practices.  The article “An Historical Analysis of Disclosure of Terminal Status” by Mary Ann Krisman-Scott (2000), discussed the developmental history and practices of nondisclosure of terminal status in United States.  The research problem that is presented in the article is a complex issue.  It is an ethical issue that is not clearly defined as black or white.  Ethical issues are subjective and perceived differently by each individual.  The issue is whether the physicians should or should not practice full disclosure to their patients regarding the health status of their patients.  There are several research questions that arise in this article.  What are the factors that need to be considered in determining what to say or not to say to the patients?  Is nondisclosure considered lying or not?  What effects does nondisclosure or disclosure have on patients?  And, how does it affect nursing care?  It has always been assumed that it is the physician’s responsibility to disclose the patient’s terminal status.  However, many physicians do not believe that it is necessary to tell their terminally ill patients that they are dying.  There are two main reasons behind this idea.  The first reason is that the bad news will cause their patients more harm than good.  The second reason is that the physicians believe that their patients really do not want to hear the truth about their health status.  For these reasons physicians avoid disclosing their patient’s terminal status.  Therefore, the patient is not correctly informed about their health status, and does not have the opportunity to prepare and manage the end of their life.  The article also reported that most patients would want to know or want to be informed if they are terminally ill.  One reason that patients want to know their terminal status is to be able to prepare for their end-of life, and fulfill some of their lifelong goals.  
There were different views from a different researcher that was used in analyzing the research problem in this article.  Hippocrates’ diary (as cited in Krisman-Scott, 2000, p. 48) stated that the truth will only cause patients more harm than good, and patients that were told the truth about their condition became more ill after receiving the bad news.  Collins’ diary (as cited in Krisman-Scott, 2000, p. 49) stated that physicians do not believe that their patients really want to hear the truth about their health status, and that lying is part of the art of medicine.  Henderson’s diary (as cited in Krisman-Scott, 2000, p. 49) stated that both the truth and lying could potentially cause harm to the patient, and that the physician should determine the patient’s readiness and tolerance for bad news prior to disclosing any information to their patients.  Bowen, Kelly & Friesen, and Samp & Curreri’s diary (as cited in Krisman-Scott, 2000, p. 49) stated that patients want to know the truth and be informed about their health status.  Glaser & Strauss, and Kubler-Ross’ diary (as cited in Krisman-Scott, 2000, p. 50) stated that even though patients will have a negative reaction to the bad news, they will eventually change overtime, which may be influenced by the disclosure method used by physicians, and interactions of caregivers.  In the article, analyses of different surveys were conducted to examine the nondisclosure practices by physicians, physicians’ and the patients’ opinion regarding disclosure of terminal status.  Krisman-Scott (2000) used several relevant sources or studies that have been done about disclosure of terminal status from 1930 – 1990 to examine the purpose of her research.  Some of the literature obtained for her research discusses the physicians’ view of using non-disclosure, and other literature discusses the alternate view of practicing disclosure in regards to the terminal status of the patients.   
The research problem is significant in nursing care because nurses are expected to follow the physician’s order and are unable to discuss the patient’s terminal status with the patient.  Armiger, Lewis & Sump, and Wolf’s diary (as cited in Krisman-Scott, 2000, p. 50) stated that the physicians are in charge of making the decisions to disclose any information to their patients, and the nurses are responsible for supporting and maintaining the physician’s decision.  The nurses are often put in a difficult situation, caught between the non-disclosing physicians and the information seeking patients.  Therefore, nurses are unable to provide proper care for their patients.   “Nurses were not prepared for care and conversation with dying patients, and that nondisclosure increased their difficulties” Quint’s diary (as cited in Krisman-Scott, 2000, p. 50).     
The article is a type of historical research, which is a type of qualitative research.  Qualitative research is a subjective approach that is used to depict life events and their significance, which gives us a way to gain and discover meanings of life experiences (Burns & Grove, 2010, p. 51).  Historical research is the type of research that examines events that happened in the past.  The purpose of this type of research is to identify the development and structures of things from past events.  This research uses analysis to “clarify meanings, make values manifest, identify ethics and study the nature of knowledge” (Burns & Grove, 2010, p59).  Historical research consists of three developmental schemes. History reflects progression, history has a tendency to regress, and history shows a repetition of developmental sequences (Burns & Grove, 2010, p. 59).  The article “An Historical Analysis of Disclosure of Terminal Status” reflected on the progress of the practice of nondisclosure by physicians throughout the years.  The article provided relevant sources that showed the progression of the concept of disclosure throughout the years.  A combination of manual and computerized search mechanisms were used to find and utilize literatures that were relevant to her research.  Krisman-Scott (2000) utilized 149 articles and 22 books in this research.  The data collected were from different studies that had been previously conducted regarding disclosure of terminal status from 1930s – 1990s. (Krisman-Scott, 2000, p. 47)  Previous studies from other researchers were mostly based on obtaining surveys from physicians and patients.  The limitation of this research study is the validity of any studies used as sources.  As mentioned above, qualitative research is subjective.  The researcher of the sources used could obtain results of studies that could be biased toward their beliefs or outcome of the research.  Also, the results from several studies are difficult to interpret and compare to each other, because the studies used different methods and different populations to conduct their studies.  The strength of this research study is the clarification of the concept of disclosure; identification of the factors that contribute to practicing nondisclosure; and tracing the development and implementation of disclosure over time.  This article compared the disclosure history, selected historical values, and identified patterns of change that aided in the understanding of the development and implementation of disclosure.  In addition, this article developed an explanation of the causes of nondisclosure practices, and provided some insight into the contributing factors of nondisclosure practices.             
There are five human rights that require protection in research.  The five human rights are the right to self-determination, the right to privacy, the right to anonymity and confidentiality, the right to fair treatment, and the right to protection from discomfort and harm. (Burns & Grove, 2010, p. 189)  Although, this research did not conduct a specific study with subjects, the sources used for this research conducted studies that utilized subjects that would require the protection of five human rights. The “right to self determination” is incorporated into the research by treating the subjects as autonomous agents.  The subjects were informed about the study and had the freedom to participate or not participate in the study.  Some of the research sources, used in this article, were mostly based on surveys, which used questionnaires to gather data.  The “response rate” by the subjects was included in the findings, which indicated that the subjects were informed about the study and that they had the choice to participate or not participate in the study.  “The right to privacy” and “the right to autonomy and confidentiality” were maintained in this article by “de-identifying” the subjects used in research sources.  The only data used in this article is the year when the study was conducted, and the overall findings of the study.  No personal information of the subjects was mentioned in the article.  Due to the lack of personal information, it is assumed that the subjects’ identity cannot be linked to any of the data collected.  Also, it is assumed that the subjects’ confidentiality was maintained in corresponding to withholding the subjects’ personal information.  Since this article is a historical analysis, the subjects “right to fair treatment” and the “right to protection from discomfort and harm” were not clearly addressed in this article.  The article did not explain the parameters of the surveys when it was conducted.  The subject selection or the effects of research on subjects were not discussed in this article.  The overall incorporation of the five human rights is vaguely identified in this article.  The identification of the human rights in this article is based on assumptions.  There was no clear discussion in regards to informing the participants about the study being performed, obtaining consent from the subjects, confidentiality status, subject selection, and effects of studies on the subjects.  
The goal of this qualitative research was to obtain a generalized concept based on the results of the data collected.  In general, the result of this research based on the historical analysis of disclosure of patients’ status shows that there is a long history of nondisclosure practiced by the medical profession.  The historical analysis also determined that the perceptions of death, individual rights, and physician’s responsibility in regards to disclosure of the patient’s health status have changed over the years.  The research indicated that some major events in history that may have influenced some of the changes were seen in 1950s and 1960s.  The changes in physicians’ attitude from nondisclosure to disclosure practices were mostly apparent in the 1970s.  However, the significance of the change from nondisclosure to disclosure practices is currently unknown.  In addition, this historical analysis research revealed that there have been very few studies that addressed the relevance of this issue to nursing even though the nursing care is affected by this problem.  The findings or results of this research may change the perspective and involvement of nurses regarding disclosing the patient’s status with the patient.  “If nurses believed that they were bound in conscience to inform the patient and the physician refuse to inform the patient, the nurse had a right to consult with authorities in hospital administration” Armiger’s diary (as cited in Krisman-Scott, 2000, p. 50).  As nurses are becoming more educated and more autonomous, their involvement of approaching this issue may be more direct than before.                  
Krisman-Scott’s (2000) conclusion for this research is that traditional nondisclosure practices prohibits the patients’ ability to plan and manage their end of life, and that nursing care is affected by the nondisclosure practice, which compromises the nursing care for terminally ill patients.  There has been a slow progression of change in the practice of disclosure of terminal status.  In today’s health care system, more physicians are telling their terminally ill patients the truth about their health status.  Though, the concept of nondisclosure has changed in recent years, there are still some physicians that continue to practice the standard nondisclosure.  Therefore, as of today the “actual practice” of disclosure remains unclear and does not appear to be universal.  Krisman-Scott (2000) suggests that further identification is needed in determining the public and professional beliefs about the appropriateness of nurses’ involvement in revealing terminal prognosis.  Generally, further study and research is needed regarding the issue of disclosure of patient health status.  

There are several research questions that arise in this article.  What are the factors that need to be considered in determining what to say or not to say to the patients?  Is nondisclosure considered lying or not?  What effects does nondisclosure or disclosure have on patients?  And, how does it affect nursing care?  The findings and results of this research clearly defined the topic, examined and identified the problem.  The factors in determining nondisclosure versus disclosure practices were discussed by establishing the physicians’ view on the issues.  The effects on patients regarding the nondisclosure and disclosure practices were discussed by ascertaining the patients’ point of view.  The affects of nondisclosure to nursing care were determined by analyzing the historical significance of nondisclosure to nursing.
There are five standards used to provide critical appraisal for qualitative studies which includes descriptive vividness, methodological congruence, analytical preciseness, theoretical connectedness and heuristic relevance are stated in Burns and Johnson’s diary (as cited in Burns & Grove, 2010, p. 610).  The “descriptive vividness” of the article was somewhat accomplished.  The researcher included essential descriptive information in the article.  The articles were lacking in description of the participants and settings of studies used.  The description in the report did show credibility.  However, the validity of the studies that are depicted by the sources is questionable.  The author of the article showed adequate skills in writing the article, and revealed herself in the written material.  The “methodological congruence” is somewhat identified in the article.  The researcher had identified the philosophy and the methodological approach, and cited sources so the reviewer can obtain further information from the sources.  The researcher did present all the steps of the qualitative research process.  There were sufficient amounts of data collected for this research.  However, the study’s participants’ consent process and data collecting process not documented and discussed.  The “analytical preciseness” was fairly illustrated in this article.  The interpretive statements corresponded with the findings.  The categories, themes or common elements were logical, inclusive of existing data, and consistently followed criteria.  The various sources of evidence provided convergence in the article.  The “theoretical connectedness” of the article was expressed, logically consistent, and reflective of the data collected.  The concepts of the article were adequately refined, validated by data, and had commonality.   The “heuristic relevance” of the article was reflected by the description of the phenomenon, theoretical significance, applicability to nursing practice and influence on future research activities.  The phenomenon and theoretical connectedness was recognizable within the article.  The description was consistent with common meanings.  It examined the existing body of knowledge.  The issue studied was related to nursing, and the findings were significant for the discipline of nursing.  The overall methodological congruence, analytical preciseness, and theoretical connectedness were achieved in the report of the article.  The most significant change that might be considered in this research is to illustrate and provide a report that is more factually accurate in the description of the participants and setting of studies conducted.  This change might enhance the validity of the studies used from other sources.  

This article can be useful in identifying the relationships among concept, historical development and practices of disclosure as it relates to the terminal prognosis.  As previously mentioned, as nurses are becoming more educated and more autonomous, their involvement of approaching the issue of disclosure of terminal status may be more direct than before.  Historical research can potentially contribute to nursing by interpreting the past and providing a foundation for future modification in the nursing practice.                  
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An Historical Analysis of
Disclosure of Terminal Status

Mary Ann Krisman-Scott

Purpose: To examine the concept of disclosure of terminal status and trace its development
| and implementation over time. An individual’s ability to make appropriate end-of-life
| decisions, exert some control over the place and manner of death, and prepare self and

significant others for this loss depends on knowing that life is drawing to a close.

Organizing Framework: An analysis of disclosure of terminal status was performed within
the context of American social, political, and cultural history from 1930 to 1990.

Methods: A combination of manual and computerized search mechanisms was performed
utilizing popular, nursing, medical, sociological, psychological, and thanatological literature
from 1930 to 1990. The articles and books obtained through these searches were scanned
and those articles and books that dealt with bealth care disclosure issues were selected.
Works included in the review were 149 articles and 22 books.

Findings: A long-standing tradition of nondisclosure exists in the medical profession. Societal
events in the 1950s and 1960s influenced individuals’ perceptions of death, individual rights,
and physician responsibility, and culminated in some change in this tradition in the 1970s.

| The magnitude of this change is unknown. Current practice has not been investigated. This

'l topic is rarely addressed in nursing literature even though nursing care is influenced by

{

physicians’ practice.
Conclusions: A tradition of nondisclosure probibits patients from managing the end of their
lives and making choices about their manner of death. Nursing care of terminally ill patients

o

is compromised when patients are uninformed.

JournaL oF NursiNG SchoLarskip, 2000; 32:1, 47-52. ©2000 Sicma THETA TAU INTERNATIONAL.

[Key words: disclosure, terminal status, death, dying, historical analysis]

*

n the last century the manner and placé in which
Americans experience death has changed. Sudden death
has decreased and slow dying has increased. Death has
moved out of the home and into the hospital (Brim, Freeman,
Levine, & Scotch, 1970; Glaser & Strauss, 1965). Slow dying
creates an environment in which mortality is overwhelmingly
present and denial of the inevitability of death is difficult.
D_espite obvious clues that an individual is dying, general
discomfort with the topic of death leads some well-meaning
others to deny to the individual his or her impending death.
Many who work with the dying believe that this denial is
fmxtless and individuals are almost universally aware of their
fate (Alvaraz, 1952; Kubler-Ross, 1969; Miller, 1954). Often,
In response to both avoidance and denial, the dying pretend to
< unaware. This cycle of pretense, instead of being helpful,
10bs a person of the opportunity to make appropriate end-of-
ife decisions and maintain power and control over what
femains of Jife,

X Physicians have the disquicting responsibility to diagnose

\’ffnhpmding death in much the same way they diagnose illness.

avnei)(’ihave not always accepted this responsibility and have
ided telling the truth in a number of ways.

urses, for a variety of reasons, have for the most part

*

®

avoided telling people they are close to death, even though
secrecy creates serious problems in caring for the dying. The
position of nurses as employees of bureaucratic institutions,
where they are expected to follow physician direction, influences
their ability to see themselves as change agents in this area.
When nondisclosure is the norm, nurses—the ever-present
caregivers for the institutionalized dying—must keep up the
pretense of possible recovery in the face of increasing symptoms
and distress (Quint, 1967; Glaser & Strauss, 1968).

The amount of information given to patients about illness,
treatment, and prognosis has changed over time. Movement
toward greater disclosure of health information to patients
has occurred in the past 60 years. The purpose of this article
is to define the concept of disclosure as it relates to terminal
prognosis and trace its historical development and practice
in the United States over the last 60 years.

Mary Ann Krisman-Scott, MSN, Xi, Doctoral candidate at the University of
Pennsylvania, School of Nursing, Philadelphia. Author is supported by Training
Grant T32NR07035, National Institute of Nursing Research. Correspondence to
Ms. Scott, University of Pennsylvania, School of Nursing, 420 Guardian Drive,
| Philadelphia, PA 19104. E-mail: krisman@nursing.upenn.edu
Accepted for publication June 17, 1999.
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Definition, Attributes, and Surrogate Terms

The review of literature does not offer an explicit definition of
disclosure. However the predominant attributes and dimensions
of the concept were identified. A definition synthesized from the
readings is: disclosure is the act of telling, making known or
public. It contains five dimensions or attributes: who tells, when
to tell, whom to tell, how to tell, and how much to tell. Consensus
in the literature is that the physician is the only individual who
has the right and responsibility to tell patients that they are dying
(Arminger, 1955; Glaser & Strauss, 1968; Kubler-Ross, 1969;
Lewis & Sump, 1955; Quint, 1967). Consensus about when to
tell, how to tell, whom to tell, and how much to tell is lacking.
Glaser and Strauss (1965) identified two parameters of how much
to tell—certainty and time. Certainty of terminal status is more
easily determined than time to death. The likelihood of error in
attempting to determine time prohibits many physicians from
including it in the disclosure.

Terminal status and its synonyms, including terminal
prognosis, mortal illness, and hopelessly ill, is considered to exist
when a patient is diagnosed with an illness “which is expected
to show a progressively downhill course with death inevitable
within the foreseeable future or, less often, as any disease which
is potentially curable but in the layman’s mind is associated with
a fatal outcome” (Verwoerdt, 1966, p. viii). In the literature
from 1930 to 1980, cancer was used as a surrogate term for
terminal illness. The poor cure rate in the early part of the 20th
century and wide-spread cancer phobia contributed to this usage.
Since 1953, surveys conducted to determine physician practice
around disclosing the diagnosis of cancer reveal that difficulty
arises when either the physician or patient or both believe that
the diagnosis of cancer is synonymous with terminal status, (Fitts
& Ravdin, 1953; Friedman, 1970; Novack et al, 1979; Oken,
1961; Rennick, 1960). The diagnosis of cancer continues to stir
many fears and to some degree is still equated with suffering
and certain death. Because of the relationship between the
diagnosis of cancer and the implied terminal status, disclosure
of diagnosis to cancer patients is used in this paper to symbolize
terminal status.

Historical Practice of Nondisclosure

In his writings around 400 BC, Hippocrates cautioned
physicians about the dangers of telling patients the nature of
their illness, “for many patients through this cause have taken a
turn for the worse” (Hippocrates, trans. 1923, p. 297). He goes
on to advise that the patient’s true condition should be revealed
to a third person and not held in secret (Edlestein, 1967). Other
physicians practicing in the same era, concerned about the need
for individuals to prepare themselves and friends and family for
their demise, held a dissenting opinion. Some urged telling
patients of their prognosis so they could make decisions about
their future and their mode of dying (Edelstein, 1967). These
opposing viewpoints, with the addition of very few new themes,
have echoed through the medical literature from Hi ppocrates to
the 1990s.
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The Nineteenth Century

In the 19th Century, Percival (1849) contributed the first
new theme to the debate by beginning the discourse on the
distinction between nondisclosure and outright lying. He
counseled his peers:

The physician may not be bound, unless expressly required,
invariably to divulge at any specific time his opinion concerning
the uncertainty or danger of the case; but he is invariably bound
never to represent the uncertainty or danger as less than he actually
believes it to be; and whenever he conveys, directly or indirectly, to
the patient or his family, any impression to that effect, though he
may be misled by mistaken tenderness, he is guilty of positive
falsehood (p. 203).

This opinion is reflected in the first code of Medical Ethics,
written in 1847 by the American Medical Association. It
substantiates the need pointed out by Hippocrates—to tell a
trusted friend (American Medical Association, 1848). Although
Percival and this first code of Medical Ethics cautioned against
outright lying, common practice at the time appeared to be
routine dishonesty with patients. “Every day we sce evidence
of the fact that so large a proportion of the medical profession
practice deception upon the sick, that the profession, as a whole,
hasto a greater or less degree the imputation fastened upon it”
(Hooker, 1850, p. 210). Hooker refuted the Hippocratic premise
that harm is the inevitable outcome of truth telling and
introduced the concept that patients really cannot be fooled.
He verbalized the concern seen in later writings that lying will
cause the patient to lose all confidence in the physician.
Regardless of his belief in the harmlessness of truth telling and
his admonishment of physicians who lied, he did not completely
break with tradition. He cautioned that sometimes one needs
to withhold the truth from patients. He then offered an example
of how one could do so. When patients question whether they
are dying, Hooker suggested this type of reply: “It is difficult
to decide that question. Perhaps it is not proper for me at this
stage of your case to attempt to do it. You are very sick and the
issue of your sickness is known only to God. I hope that
remedies will do so and so” (p. 212).

Early 20th Century
Physicians of the early 20th century followed the same

pattern of disclosure or concealment. In the literature, they
counseled their peers that nondisclosure was acceptable and
regardless of the Medical Code of Ethics, in some cases so
was lying. Occasionally a physician would break with
tradition and encourage physicians to try truth telling before
dismissing it. In discussing truth telling in relationship to
prognosis, Cabot (1903), a distinguished physician in his day,
explained that he had:

told fully my share of lies, under the impression, shared I think, by

many of the profession, that it is necessary in exceptional cases to

do it for the good of the patient and his friends .. but since I have

been experimenting with the policy of telling the truth (at first

cautiously, but lately with more confidence) I have become convinced

that the truth works better for all concerned, not only in the long

run, but in relatively short spurts, and that ts good results are not

postponed to eternity, but are discernible within a short time, (p.345)

He cautioned that the presentation of the truth should be

in such a way as to not take all hope from the patient. Cabot,
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rule. Physicians continued to believe that patients did not

really want the truth and that the art of medicine required:
skillfully mixing falsechood and truth in order to provide the patient
with an amalgam which will make the metal of life wear and keep
men from being poor shrunken things, full of melancholy and
indisposition, unpleasing to themselves and to those who love
them....The longer I practice medicine the more I am convinced
that every physician should cultivate lying as a fine art. (Collins,
1927, p.320)

In the 1930s, Henderson (1935) introduced a new way of
thinking about the consequences of telling or not telling
patients bad news. He cautioned physicians that both the
truth and lying could injure the patient and that disclosure
depended on what would cause the least harm to the patient.
This approach placed on the physician responsibility to
determine the patient’s readiness and tolerance for bad news.
However, lack of disclosure appeared to continue as the
general practice. Withholding information from patients and
the questionable practice of lying to patients continued for
the next 20 years. Information about diagnosis and prognosis
was withheld at the discretion of the physician. The least
likely information to be relayed was that the patient was
terminally ill. The rationale for nondisclosure remained
consistent. Patients would be unable to deal with the news of
their own mortality and would lose all hope if they knew how
ill they really were.

The 1950s

In the 1950s, continued debate about what physicians
believed about disclosure or concealment and what patients
wanted to be told about their illnesses appeared in the
professional literature. Discussion of the subject in the popular
literature also appeared for the first time during this decade.
Seventeen articles about disclosure were published in a variety
of popular media. The popular literature focused mainly on
reporting what was in the professional literature and highlighted
the rationale for disclosure or concealment that had been
discussed by physicians for centuries. Time magazine (1950)
chose a dramatic and unusual way to illustrate the dilemma. In
the “Medicine” section of the magazine, under the heading of
“Breaking the News,” a two-paragraph item reported on the
1953 survey conducted by Bowen, which found that the
majority of patients wanted to be told if they had cancer.
Immediately following that report was a paragraph about a
well-known author at the time, who, when informed of his
wife’s malignant breast cancer, shot and killed her and then
himself.

The discussion of personal death in the popular literature
occurred when the possibility of death and destruction on a
massive scale were the reality of the day. The “Red scare” was
just beginning. In 1949 Russia exploded an atomic bomb for
the first time and the Communist People’s Republic of China
was created. A general fear of a Communist take-over of the
world permeated American society. In 1950 creation of the
first hydrogen bomb began and in 1952 the first thermonuclear
explosion occurred—hundreds of times more powerful than
the atomic bombs dropped on Hiroshima and Nagasaki at the

Disclosure

end of World War II. Bomb shelters were established in the
basements of buildings in large cities. Families created their
own bomb shelters in basements of their houses or in
underground root cellars. Children learned to crawl under their
desks at school during air-raid drills. Reminders of the possibility
of annihilation were common in everyday life (Patterson, 1996).

In addition to awareness of the increasing possibility of
massive death and destruction, changes in personal death were
also occurring. The majority of people no longer died at home
in familiar surroundings, with friends and family nearby and
with some sense of control of their environment. Death was
increasingly moved to institutions—hospitals, nursing homes,
and domiciliary institutions. In 1949, 49.5% of deaths in the
United States occurred in institutions. By 1958 (the last year
for which national statistics were available), 60.9% of all deaths
in the United States occurred in institutions. The proportion
was rising by an average of over 1% annually. The majority of
these deaths (47.6%) occurred in general hospitals.
Cardiovascular disease was the leading cause of death, and
malignant neoplasms was second. Death from malignancies
occurred with greater frequency in hospitals (67.7%) than
cardiovascular deaths (48.5%) (Brim, Freeman, Levine &
Scotch, 1970). The shorter time between the onset of a
cardiovascular condition and death is probably a major reason
for the difference.

The increasing concern about dying and the institutional care
of the slowly dying contributed to the growing debate about
the ethics and practice of disclosure or concealment. In the 50s
the first surveys were conducted to determine what patients
wanted disclosed and what physician practice actually was.
Although the method, questions asked, and populations studied
were different, the results were remarkably similar—patients
overwhelmingly wanted to be informed (Bowen, 1955; Kelly
& Friesen, 1950; Samp & Curreri, 1957). Those results were
in contrast to the results of two surveys of physician practice.
Again, the method, population, and instruments used in
collecting the data make evaluation difficult. Fitts and Ravdin’s
(1953) survey of 5,000 Philadelphia physicians’ practice
revealed that only 3% of physicians surveyed always told cancer
patients their diagnosis; 28% usually told. The majority 70%
usually or always did not tell. Comments by physicians indicated
that they believed that informing the patient that he had cancer
was giving him or her a death sentence. Rationale for disclosure
or concealment was the same as it had been since the time of
Hippocrates. One new theme was reported during this time.
Disclosure may be necessary to have the patient cooperate with
his treatment (Miller, 1954; Wagensteen, 1950).

In 1954, Maloney surveyed 118 surgeons in Wisconsin about
their practice of disclosure of the diagnosis of cancer. His
findings were in contrast to Fitts and Ravdin’s. The majority of
surgeons, 65%, told their patients when they had cancer and
16% never told. The surgeons noted that, since the American
Cancer Society had done such a good job educating the public
about cancer, fooling patients was difficult. Additionally
obtaining permission for any radical surgical procedure
without revealing the gravity of the illness would be difficult.
Fitts and Ravdin had surveyed physicians from all specialties,
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not just surgeons; different samples could account for their
different findings.

Weritings by individual physicians urging one course or
the other continued the debate about the appropriate action.
The continuing themes of patient trust, “do no harm,” loss
of hope, inability to fool patients, need for preparation for
death, and the need to tell another family member if the
choice is nondisclosure, reappear. However, authors who
urged disclosure because of the need for preparation for
death saw this need only if the patient was a businessman
or the head of the household (Alvarez, 1952; Taylor &
Slaughter, 1952).

The nursing literature during the 1950s infrequently
addressed issues about death, dying, or disclosure. Three
papers indicated physicians were responsible for making the
decision about informing patients, and the nurses’
responsibility was to uphold and support that decision
(Armiger, 1955; Lewis & Sump, 1955; Wolf, 1955). Wolf
believed that the patients really did not want to know, and
Lewis and Sump believed that no one answer was appropriate
for everyone. Armiger, a member of a Catholic religious order,
believed that patients had a right to know the condition was
serious without necessarily knowing the specific diagnosis.
This knowledge was essential so that spiritual preparation
for death could occur. She went on to state that if nurses
believed that they were bound in conscience to inform the
patient and the physician refused to inform the patient, the
nurse had a right to consult with authorities in hospital
administration.

The 1960s

In the 1960s the interest that began in the 1950s about
death, dying, and related issues grew. The passage of Medicare
and Medicaid legislation provided funding for hospitalization
of more of the dying. Advances in knowledge and technology
provided medical breakthroughs. The ability of technology
to prolong life brought new concerns to the care of the dying.
Demands for individual and group rights were demonstrated
by the civil rights movement and the women’s movement.
Patients’ rights became an issue and disclosure was considered
a part of patients’ rights (Patterson, 1996).

Increased attention to issues surrounding death and dying
during this time resulted at least partially from publication
of two systematic studies of dying patients: sociologists Glaser
and Strauss’ (1965) work which was followed shortly by
Kubler-Ross’ (1969). Kubler-Ross’ work was more widely
read by the general public and was one of the best sellers of
the day. These two works began to erode the belief that
informing patients of their terminal status would cause
irrevocable harm. The concern about “doing harm” through
disclosure had been the most common reason put forth by
physicians over the centuries for not telling patients that they
were dying. Both Glaser and Strauss’ work and Kubler-Ross”
work showed that the patient’s reaction to this bad news,
although initially negative, changed over time and could be
influenced by the method of disclosure and the interactions
of caregivers with the terminally ill.
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Quint (1967), working with Glaser and Strauss, focused on
nurses’ interactions with dying patients and pointed out that
nurses were often caught in a difficult position between non-
disclosing physicians and information-seeking patients. She
noted that nurses were not prepared for care and conversation
with dying patients, and that nondisclosure increased their
difficulties. She reviewed the nursing literature from 1900 to
1960 and found only 21 articles about care of the dying.
Consequently, she urged nurses to increase their awareness and
improve the education of nursing students in this area.

Popular literature about informing patients increased from
17 in the 1950s to 25 in the 1960s, and new concern about
disclosure emerged. Stimulated by the revelation that physicians
in New York had injected live cancer cells into patients without
informing them, and thus reminded of the atrocities performed
by physicians in the Nazi death camps, a movement toward
structured informed consent by patients was begun. Disclosure
of all types of medical information became a larger issue and
would eventually influence physicians’ decisions about
disclosure of terminal status.

Early in this decade, Oken (1961) conducted his widely cited
survey of 219 physicians’ practices about disclosure or
concealment of the diagnosis of cancer. Although two surveys
of physician practice had been done in the 1950s (Fitts &
Ravdin, 1953; Maloney, 1954) and an additional survey in
1960 (Rennick, 1960), Oken’s survey is often treated as the
first study of physicians® practices of disclosure. The response
rate of 95% may represent the level of interest in the topic at
that time. Of the physicians surveyed, 90% never told the
patient his diagnosis. That finding contrasts with Rennick’s
(1960) results the year before that only 22% of the 5,000
physicians surveyed did not tell cancer patients their diagnosis
and 16% always told. The difficulty of interpreting results of
studies with different populations and methods is an ongoing
problem. The validity of any of these studies is questionable.

Death and consequently disclosure became a more common
topic in the professional literature during this decade. One study
of dying patients’ wishes was conducted in the 60s. Feifel (1963)
interviewed 60 dying patients and found that 82% wanted to
be informed of their condition. The trend of the 1950s to
individualize decisions about disclosure continued and grew
during this time. Most articles leaned toward individualizing
the decisions for each patient and only one strongly
recommended nondisclosure as the appropriate practice. Koenig
(1969) reviewed 51 articles on the management of fatally ill
patients from 1949 to 1969 and concluded that the question
of whether a cancer patient should be told his or her diagnosis
remained unresolved. Koenig noted that attitudes of physicians
were in transition and no clear consensus existed.

The 1970s

Professional articles about death and care of the dying
increased in the 1970s. Three new journals dedicated specifically
to topics about death and dying were initiated: Death Studies,
Death Education, and Omega. Surprisingly the topic of
disclosure disappeared from the popular literature. The 1970s
have been viewed as the decade when a change in physician
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based for the most part on a comparison of Oken’s survey in
1961 and Novack and colleagues survey in 1979. For the first
time, the same population was studied using the same instrument.
The results appeared to indicate a reversal of attitude on the
part of physicians. Novack’s findings indicated that 97% of
respondents preferred telling cancer patients their diagnosis.
These results are cited in subsequent literature as evidence that
a change occurred. One difficulty with accepting the validity of
these results is the poor response rate (25 %) in Novack’s survey,
in contrast to Oken’s response rate (95%).

Although some transition in attitudes was occurring, the
acceptance of such a dramatic shift seems overly enthusiastic.
In addition, Novack himself indicated that the increased cure
rate for cancer may have made the difference in the outcome.
Novack and Oken probably were measuring different things.
Oken was measuring physicians’ behaviors around disclosing
cancer as a terminal illness, whereas Novack was measuring
physicians’ behaviors around disclosing the diagnosis of cancer
which was not necessarily viewed any longer as a terminal illness
(Novak et al., 1979; Oken, 1961).

A number of factors may have influenced a change in
physicians’ attitudes toward disclosure during this time. The
implications of Glaser and Strauss’s and Kubler-Ross’s work
from 10 years before had begun to influence physicians’
decisions. Kubler-Ross’s book stimulated increased public
discussion of patients’ desires to be informed. Glaser and Strauss’s
work and the addition of death education to nursing and medical
education increased physicians’ awareness of disclosure as an
issue of concern. The first guidelines for informed consent had
been established and an atmosphere of a “need” to inform
patients became more common. The American Hospital
Association issued the Patient’s Bill of Rights, specifying patients”
right to know. Noyes, Travis, and Brightwell’s (1973) survey of
3,223 Towa physicians (with a response rate of 50%) found
that 53% of physicians informed patients of their terminal status.
This magnitude of change seems more reasonable than the one
reported by Novack. Friedman’s (1970) study of physicians from
a variety of specialties revealed that 25% always told their
terminally ill patients they were dying. Friedman interpreted
comments from physicians as indicating that physicians, in spite
of these results, still resisted informing patients of the diagnosis
in a direct manner.

Although still frequently caught between inquiring patients
and nondisclosing physicians, nurses, for the most part, did not
publicly address the issue. Confusion existed around nurses’
appropriate actions in situations presenting ethical issues. Factors
that may have contributed to this confusion were identified
during a Hastings Institute conference on teaching ethics in
nursing: the subordination of nursing to doctoring, nurses being
viewed as having little influence on decision, and the steadily
eroding role of the nurse as “friend of the patient.” The
conference participants also said that nursing educators do not
encourage nurses to develop an independent view of their ethical
responsibilities (Steinfels, 1977). These findings are not surprising
given that most nurses were hospital employees whose scope of
work was often directed by policies written by others. They did
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not have independent relationships with patients as physicians
had, and they were expected by their employers to follow
physician orders. The majority of nurses in the 1940s, 50s,
60s, and 70s were educated in diploma schools of nursing which
may not have prepared them to make independent decisions
(Lynaugh & Brush, 1996). The conference attendees, however,
had some optimism for the future and believed that nurses
were becoming more aware of the ethical dimensions of their
work. A non-nurse author described the combination of roles
that nurses played as raising a variety of ethical problems related
to “autonomy, coercion, role conflict, and personal identity....
In nursing, sharing bad news with the dying patient is not an
issue simply of what to tell. Equally important are questions of
who is to tell, and who is to tell when those whose job it is to
tell aren’t meeting their responsibility” (Jameton, 1977, p. 23).

The 1980s to Present

The professional literature on disclosure of terminal status
diminished dramatically during this decade and no mention
was found in the popular literature. Authors (Fox, 1981; Reiser,
1980) who addressed the issue believed, based on Novack’s
study, that a shift in attitude had occurred. Only one study of
disclosure has been completed since 1979. Cochrane, Levy,
Fryer, and Oglesby (1990) surveyed 196 members of the
Oncology Society of New Jersey. Forty-five per cent of
respondents believed that patients should be informed of their
terminal status. The literature since 1990, particularly the ethics
literature, includes some discussion of “truth telling” about a
number of issues. However, no empirical studies of the practice
of disclosure in the United States have been reported since the
1990 study. One descriptive study, published in 1993, reported
physicians’ beliefs, decision making, and motivations about
disclosure of terminal status. The author, herself a physician,
concluded that physicians believe they tell patients the truth,
even though the truth is often considerably modified. They
give patients information about treatment but vague
information about prognosis and “the meaning of the truth
itself is very flexible” (Miyaji, 1993, p. 254). The rationale
physicians use to legitimize this practice is not new—they tell
patients what they believe patients want to know, what they
decide patients need to know, what they believe patients can
take emotionally, and what they decide patients can understand
intellectually. The general belief held by the public appears to
be that physicians inform patients when they are dying.
However, no good evidence exists to support that belief, and
anecdotal evidence suggests that full disclosure is still not the
universal practice. Nurses caring for dying patients know that
full disclosure is not the practice, and they continue to struggle
with the resulting dilemmas in providing care for the dying.

Implications

Caurrently there is public concern about people experiencing
a “good death.” A patient’s ability to indicate what he or she
believes a “good death” is and to make appropriate end-of-
life decisions depends on adequate and timely disclosure.
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Nurses spend the largest amount of time caring for the
institutionalized dying, and their provision of care is often
negatively influenced by the patient’s lack of information.
Publicly, nurses are silent about the issue, although
anecdotal evidence shows that they are concerned and
discuss this issue among themselves, with patients and
families, and with physicians. As nurses have become better
educated, more autonomous, and see themselves as
professionally powerful, their approach to the issue may
become more direct. Individual nurses have chosen to reveal
a patient’s prognosis when it appeared to be indicated
(Ufema, 1995). Studies of current practice could reveal
nurses’ beliefs, motivations, and practices in this area. Public
and professional beliefs about the appropriateness of nurses
divulging terminal prognosis need to be identified.

Conclusions

A change in the practice of disclosure of terminal status
occurred slowly over time. A general practice of
concealment moved to a more general acceptance of
disclosure. This change was by no means absolute. Full
disclosure of terminal status does not appear to be universal,
even today. The groundwork for the change took place in
the 1950s and 1960s and culminated in the 1970s. The
shift was influenced by larger societal events that influenced
perceptions of death, individual rights, and physicians’
responsibility. The actual practice of disclosure today is
not clear. [y
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