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Abstract

Although there is a historical and philosophical link between nursing and the 

suffering o f people, a review o f literature revealed that there are only a  limited 

number o f articles treating suffering conceptually or analytically, and the experience 

of suffering is under-analyzed. Further, a review o f literature also revealed that the 

lived experiences o f  hospice patients, which were identified to be an appropriate 

place to begin an investigation of suffering, have not been well investigated. 

Accordingly, the two aims o f  this study were to describe the lived experiences o f 

hospice patients, and to understand what their experiences can inform us about the 

concept o f suffering.

Seven hospice patients were interviewed between 2 and 12 times, with each 

interview lasting between 30 minutes and 2 hours. In each interview, the participants 

were asked to talk about whatever they wished. The conversations were tape- 

recorded. transcribed, and interpreted through a hermeneutic phenomenological 

analysis based on the existential philosophy o f Martin Heidegger and the 

phenomenological approach described by van Manen.

Through interpretation, five themes were identified in the lived experiences 

o f the participants. First, the participants experienced a  clear starting point o f their 

illness experiences. Second, the participants experienced the deterioration o f their 

body. Third, the participants experienced isolation, spatially-physically and 

relationally-socially. In addition, the participants also experienced existential- 

experiential isolation. Fourth, the participants experienced uncertainty in their
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everyday lives. And fifth, despite their physical deterioration, the participants 

experienced their existence as a Being with possibilities, rather than a Being with no 

future possibilities. The participants also identified several helpful and aggravating 

things in their everyday living.

Based on the findings o f this study, suffering was defined as a threat to the 

Understanding o f  Being, and the attributes o f  suffering found in the literature were 

reexamined. Also, this study revealed social, cultural, and institutional elements 

impacting hospice patients’ lives. These were discussed in relation to the philosophy 

o f  Heidegger and Foucault. The strengths and limitations o f the study, and the 

significant implications o f  the findings for further research, practice and education in 

nursing, were identified.
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1

I. Introduction

1.1. Evolution o f  the Study 

This study began with my heightened interest in the issues surrounding 

suffering. Since I became an undergraduate nursing student in Japan, I have always 

been interested in terminal care and hospice care. However, for many years, I took for 

granted that most people react with a  peculiar negative attitude to the issues 

surrounding death and dying, and that many things that relate even remotely to death 

and dying are not so welcome in our daily living. I also found out that this negative 

attitude towards death and dying is not limited to the Japanese culture, from which 

my whole being originated, but also is true in the United States.

I was not a hospice nurse in Japan, since there was no hospice there when I 

worked as a nurse. However, due to the nature o f  the hospital units in which I 

worked, I ended up taking care o f  many terminally ill patients, some o f whom 

suffered tremendously at the end o f  their lives. After I moved to the United States, I 

also worked for a few years for a  local hospice program, both as an inpatient 

volunteer and as a bereavement volunteer. I am not afraid to care for the dying or 

their families, but I realized that I continue to experience ‘that emotion’ when I deal 

with the issues o f  death and dying. Through my everyday experiences, I have learned 

that not only our society in general recognizes the experience o f  that emotion, but 

also that the experience of that emotion is, in many cases, expected. I became more 

and more convinced that ‘that emotion’, which is so difficult to describe, must be
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2

investigated. Why do we experience that negative feeling when we think of anything 

even remotely reminding us o f death? Soon I began to think that ‘that emotion’ has 

something to do with our experience o f suffering.

I would imagine that every nurse has, at least once, experienced the feeling o f 

hesitation and heaviness while caring for dying patients and their families. In fact, I 

know many nurses who say ‘How can you work for dying patients? I will never be 

able to do that.’ We nurses somehow know, or think we know, that it is very difficult 

to care for the dying and their families. But I ask: Why? Why do so many nurses, if 

not all, assume that it is difficult to care for the dying? My assumption was that it is 

because we think we witness suffering when we care for the dying. But what does it 

mean to suffer? What is suffering? As I will later present in this paper, we do not yet 

have the answer to this question. Our instinctive hesitation to step into the domain o f 

suffering has preserved suffering as one o f the most unexplored experiences and 

concepts. Since every person dies, and most o f us are so fearful o f  death and dying, 

this phenomenon, which I tentatively relate to suffering, needed to be investigated. I 

was convinced that the investigation o f  suffering is necessary if nurses are to master 

the art and the science o f  caring for the dying and their families.

1.2. Overview of This Paper

In this paper, I will first present the review o f  literature relevant for suffering. 

In the review, I will argue why suffering is important for nursing, both as an 

experience and a  concept. Then I will review what is known about suffering in the
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literature. Then an attempt will be made to define the term suffering. Unfortunately, 

this attempt will be proven to be not so helpful to expand our understanding o f the 

term suffering. Therefore, another attempt will be made through the investigation o f 

‘the attributes o f suffering’. Through this process, several attributes o f  suffering will 

be identified. In concluding the review o f literature on suffering, I will discuss several 

plausible reasons as to why the investigation of suffering has been so neglected. The 

review o f literature on suffering will also show why studying the experiences of 

hospice patients with the Heideggerian hermeneutic phenomenology was the most 

logical approach.

Since the experiences o f  hospice patients were identified to be the focus of 

this study, I will then present the review o f  literature relevant for hospice patients’ 

experiences. The concept o f  hospice will be reviewed in terms o f the etymology o f 

‘hospice’, the emergence o f hospice in the US, the philosophy o f hospice care, and o f 

statistical information regarding hospice in the US. The review of research articles on 

hospice patients’ experiences will reveal that not much has been documented about 

the experiences o f  hospice patients from their perspectives.

Following the review o f  literature on hospice patients’ experiences, in ‘A 

Philosophical Basis o f  Research’, I will briefly describe how the philosophy of Martin 

Heidegger emerged from that o f Edmund Husserl. Then, the core tenets of 

Heideggerian philosophy that will be relevant to this study will be presented. At the
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end, I will briefly critique the philosophy o f  Heidegger, and conclude why 

Heidegger’s philosophy was identified to be most appropriate for this study.

Unfortunately, merely reviewing Heidegger’s philosophy did not lead me to a 

concrete methodology. Hence, in the chapter that follows, I will delineate van 

Manen’s phenomenological approach, which is more practically useful and refined as 

far as the phenomenological approach is concerned. I will also present interview 

procedures as planned at the beginning o f  this study.

In the ‘Findings o f the Study’, I will introduce the experiences o f  the seven 

participants. Then in the ‘Discussion’, I will bring the research questions back in view. 

In response to the first research question, five major lived experiences were identified, 

and they will be presented in detail along with the transcripts from the interviews. In 

response to the second research question, the findings will be examined against the 

currently extant notion of suffering found in the literature. Although a critique of 

hospice as an institution was not a primary focus o f  this study, the findings o f  this 

study have provided me much insight. In particular, the participants’ lives were 

intricately maneuvered and controlled by the structure o f  our society, particularly that 

o f  our health care system. How this influenced and formed not only the participants’ 

worldview but also that of the health care professionals will be examined. Lastly, I 

will identify the limitations and the strengths o f  the study and present the implications 

o f  this study for further research, practice, and education in nursing.
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This paper will hopefully take the reader to a level o f  enhanced awareness o f 

the nature o f  the experiences of hospice patients, and to an increased understanding o f  

the attitude o f  our society towards the issues surrounding the concept and experience 

o f  suffering.
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II. Statement o f  the Problem

Historically and philosophically, nurses are close to the suffering o f  the 

patients they care for. A review o f literature revealed that there is abundant 

recognition that people that nurses encounter can be suffering. However, the 

experience o f  suffering has not been adequately addressed in the literature. Moreover, 

the concept o f  suffering lacks clear and comprehensive definition and the experience 

of suffering is under-analyzed; The term suffering is often used casually, and there are 

only a limited number o f articles treating suffering conceptually or analytically. 

Further, in the limited number o f studies on suffering, investigators tend to ignore the 

accounts o f suffering people themselves; Instead, they tend to rely on data collected 

from people who are ‘around' the suffering (i.e., care-providers and families of 

patients). Therefore, we do not know how people (e.g., patients) experience 

suffering, and, by implication, we do not know whether or not people’s experiences 

of suffering are consistent with the extant descriptions o f  suffering. Further, we do 

not know if nursing practice alleviates patients’ suffering. In short, suffering has yet to 

be well conceptualized and analyzed.

The evidence shows that nurses are aware in their daily practice that some 

patients experience different types and degrees of suffering. However, nurses have not 

yet adequately addressed the issues surrounding suffering, even for the group o f 

patients for whom the alleviation of suffering is the central issue. As Copp (1990a)
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asserted, in order to alleviate and prevent suffering, care providers o f  suffering people 

need to appreciate the constitution o f  suffering and associated issues.

An assumption evident in the literature is that suffering is closely linked with 

the experiences o f  illnesses, particularly those of incurable, life-threatening illnesses 

(Brallier, 1992; Lynn, 1986; Sontag, 1989/1990; Weisman& Worden, 1976). The 

assumption is that people suffer from knowing of their impending death (Frankl, 

1959/1963; Kristjanson, Hanson & Balneaves, 1994; Roy, 1993). Put differently, 

people suffer if they have incurable, life-threatening illness and perceive their 

impending death (Steeves & Kahn, 1987). It appears that the variety o f  ways nurses 

understand suffering has significant implications for those who are seriously ill and 

dying.

In the USA, the majority o f hospice patients have incurable, life-threatening 

illnesses (e.g., cancer and AIDS) and are informed about their prognosis o f less than 6 

months to live. Therefore, hospice patients’ lived experiences were considered to be a 

logical place to begin an investigation o f suffering. Coincidentally, a review of 

literature o f hospice patients’ lived experiences revealed that very few have been 

studied. Therefore, in the process o f  investigating suffering, an additional need for an 

investigation o f hospice patients’ lived experiences was identified.
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III. Specific Aims of the Research and Research Questions

To address the problems described in the previous section, this research aimed 

to identify the following points. The first aim o f the research was to describe the lived 

experiences o f  hospice patients. Little is known about the lived experiences o f  hospice 

patients who are seriously ill and facing their own death in a unique and particularly 

focused way. Therefore, it was identified that hospice patients’ experiences need to be 

described in the most basic way.

The second aim o f  the research was to understand what their experiences can 

inform us regarding the concept o f suffering. As will be presented in the following 

section, there are incomplete descriptions about the concept o f suffering. In order to 

contribute to the current understanding o f  the concept o f  suffering, and in order to 

examine whether or not the findings are consistent with the currently available 

descriptions o f suffering, an examination o f  the findings o f  this study was deemed to 

be necessary.

In order to achieve the above aims o f  this study, the following two major 

research questions' were asked. The first one was: What are the lived experiences o f 

hospice patients? The three sub-questions that guided this question were: How do 

hospice patients describe their lived experiences? (e.g., what words and expressions 

do hospice patients use to describe what it is like to be a hospice patient?); What are 

the contexts o f hospice patients’ experiences with regard to time, space, relationships,

1 Oftentimes, phenomenological research questions are multiple, rather than singular.
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and body?; and What is helpful, or not helpful, for hospice patients in terms o f dealing 

with their experiences?

The second major research question was: Do any o f the hospice patients' 

descriptions o f  their experiences conform with extant notions o f suffering, such as the 

attributes o f  suffering found in current literature? The two sub-questions that guided 

this question were: What are grounds for determining whether or not hospice 

patients' experiences constitute suffering?; and What are the words and expressions 

hospice patients use to describe their experiences? (e.g., Do they use the term 

suffering?)
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IV. Literature Review on Suffering 

In the following section, the review o f  literature on suffering will be presented. 

The purpose o f  the review is three-fold. The first is to identify why suffering is 

relevant and important for nursing. In order to achieve the first purpose, a  historical 

relationship between religion and nursing will be introduced.

The second purpose is to identify and clarify the extent to which the notion o f 

suffering is found in the literature (i.e., how the word suffering is used), as well as our 

knowledge about, and attitudes towards, suffering. In order to achieve this purpose, 

studies on suffering and the attributes o f  suffering, as described in the literature, are 

reviewed. The results are linked to the discussion o f the definition of suffering.

The third purpose o f  the review o f literature on suffering is to identify the 

most appropriate approach to the investigation of the phenomenon of suffering, based 

on the attributes o f suffering as described in the literature.

4.1. From Religion to Nursing 

Suffering is a phenomenon that has been described in a wide variety o f 

disciplines. However, the majority of literature that deals with suffering is classified 

under religion and theology. In fact, suffering is a significant theological problem 

(Williams, 1969) and some authors consider that discussion about suffering outside 

religion and theology is limited (Cassell, 1982; Copp, 1974; Duffy, 1992). In many o f 

the religious and theological explanations, suffering is described within the context of 

death and dying, illness, and sin, and is portrayed as a given condition o f  our life.
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Therefore, within religion and theology, the focus is not on how to avoid suffering, 

but how an individual can live through suffering.

Heitman (1992) described that the experience o f  suffering often prompts 

people to ask spiritual and religious questions. These questions include ‘why me?’ and 

‘what does this suffering mean?’ (KJeinman. 1988; Pellegrino, 1982; Watson, 1986). 

Most religions have a system o f  providing answers to such questions, and sacred 

writings of different religious traditions often deal with the topic o f  suffering. In fact, 

a common theme that runs through much o f  the religious and theological literature is 

to provide answers to questions about suffering; namely, what are the reasons for. and 

the meaning o f  our suffering. The question concerning our experience o f suffering is 

explained according to a specific religious and theological paradigm, such as the 

reason for human existence and the nature o f  the relationship between human beings 

and divine power (i.e., God).

Numerous historical documents indicate that, throughout history, religious 

institutions provided well-organized care to those who suffered (Davies, 1965; 

Donahue. 1985, 1996; Nutting & Dock, 1935). From within such religious traditions, 

the most primitive role o f nursing was bom to care for the suffering (e.g., the poor, 

the hungry, the sick, the dying, orphans, and prisoners). Originally, it was people in 

religious orders who assumed responsibility for the care o f  the suffering. Later in 

history, however, anyone, religious or otherwise, who cared for the suffering came to 

be identified as nurses. Perhaps reflecting this historical link between nursing and
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suffering, nurses in the 20th century have often pointed out that the core philosophy, 

o r one o f  the central purposes, o f nursing is the alleviation o f suffering (Brammer, 

1988; Eriksson, 1992; Henderson, 1964; Orlando, 1972; Paterson, 1971; Sherwood, 

1992; Travelbee, 1966, 1971; Wiedenbach, 1964).

4.2. Suffering in Literature

4.2.1. Studies on Suffering

Since there are so many articles that bear the subject word suffering, to 

examine articles on suffering in their entirety is an impossible task. For example, it can 

be argued that even an article regarding the experience o f  loss can be viewed as an 

article on suffering. Contrary however to such an abundance o f suffering-related 

articles, there are relatively small numbers o f  studies on suffering. The following 

studies were chosen based on their exclusive focus on the concept and experience of 

suffering.

In the article The Spectrum o f  Suffering, Copp (1974), a  nurse, reported the 

results o f  a study in which she interviewed 148 surgical patients. The subjects were 

asked to describe the characteristics o f  pain they experienced, and what they would 

like nurses and doctors to do about their pain. The descriptors the subjects used 

included ‘challenge, punishment, weakness, relief, strategy, loss, enemy, and value’. 

What the subjects wanted their nurses and doctors to do included ‘to slow down, to 

be serious, and to respect them as human beings’. Although the title o f the article 

bears the word suffering, it appears that the author assumed that pain was equal to
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suffering. The author did not identify the relationship between pain and suffering, nor 

how she determined whether or not the surgical patients were suffering.

Battenfield (1984) pointed out that there is no document that contains a 

comprehensive definition o f suffering, and that existing definitions o f  suffering often 

fail to capture the dynamic aspect o f  suffering. She argued that existing definitions o f  

suffering are made to ‘‘fit only the convenience o f the investigator, rather than the 

sufferer” (p. 36) and suggested that suffering people are the best informants of 

suffering. Based on her critique, she interviewed nine adult patients and developed a 

schema, entitled Qualitative Responses Observable in Situations o f  Stiffering. The 

schema has three stages; that is, initial impact (immobility, shock, and dulled senses; 

hurt and agony; and disbelief denial, and evasion), turmoil without resolution (fear; 

anger, striking-out, and revolt; depression; shame; guilt; and hopelessness, 

helplessness, despair, feeling of abandonment, and separation), and recovery (coping; 

accepting/understanding; and finding meaning). The responses of the interviewees 

were noteworthy: When asked to describe their experiences of suffering, the 

interviewees did not use the word suffer, but used other words and descriptions 

instead.

The problem with this study is that, despite her own critique, Battenfield did 

not provide a conceptual or operational definition o f  suffering. For example, 

Battenfield described the behaviorally observable2 responses to suffering (e.g., agony,

2 The term observable was not defined.
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shame, and finding meaning). However, these responses are not identical to suffering. 

In addition, Battenfield did not present the reasons as to how the nine adults were 

found to be suffering. Further, according to Battenfield, “only on a  few occasions did 

the interviewer use the word suffering to direct a  response toward the concept” (p. 

38). However, it is unclear what other words, other than suffering, were used by the 

interviewers when they asked the interviewees to describe their suffering.

Lindholm and Eriksson (1993) conducted a study that is “descriptive- 

explorative [and] phenomenological-hermeneutical” (p. 1354). The five patients were 

asked to describe their suffering, and eleven health care professionals were asked to 

describe their patients’ suffering. Lindholm and Eriksson observed that the patients 

had a tendency to describe the “what o f their suffering” (p. 1356) by using diagnoses 

(e.g., alcoholism), metaphors and symbols (e.g., walking roads o f  sand), and other 

words (e.g., disappointment, longing, being cut o ff from a relationship). Nurses, on 

the other hand, were “hesitant and uncertain when it comes to what patients really 

experience as suffering” (p. 1357) and had a tendency to explain their perceptions o f  

the reasons for suffering. The authors concluded that it is difficult to  describe the 

‘“what' o f suffering” (p. 1354); that suffering is a  part o f human life, which can be 

alleviated but not eliminated; that suffering has no meaning, but people can give 

meaning to their experiences o f  suffering; and that suffering is not a  feeling or a pain, 

but is connected with existence itself.
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In this study, the term suffering was not defined, and the word pain was used 

to denote suffering. Also, the nature o f  the five subjects are unidentified, other than 

that they live in “a social-psychiatric caring centre” (p. 1355). Therefore, it is unclear 

how the authors determined that the subjects were suffering. Further, many o f the 

conclusions were presented without evidence from the interviews, and this resulted in 

vagueness around how many o f the conclusions were based on the interview results 

versus the authors’ speculation and philosophical stance. Although one o f  the aims o f  

the study was “to increase our understanding o f man’s suffering” (p. 1360), the 

authors noted that describing and defining ‘what suffering is’ was much more difficult 

than trying to think about the reasons for suffering.

Flaming (1995) interviewed thirteen nurses and developed “a taxonomy 

depicting types o f suffering experienced by patients” (p. 1120). The four major 

categories and corresponding sub-categories that emerged from the interviews were 

to bear it (i.e., existentially, psychologically, and physically), to stay in control (i.e., to 

manipulate and deal with it), to protect (i.e.. self, self and others, and others), and to 

strengthen (i.e., self, and self and others).

Flaming did not provide any rationale as to why the selected nurses are 

deemed to be experts regarding patients’ suffering3. Also, due to the lack o f detailed 

information as to how the collected data were analyzed, it is unclear how the author

3 Morse (1996) contended that experts should be “experts in the experience” (p. 73). Flaming needs 
to prove that taking care of suffering people (i.e., patients) makes the nurses the experts of the 
patients’ experiences.
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ended up with the four types o f  suffering. Further, suffering was not defined.

Benedict (1989) conducted structured interviews with 30 lung cancer patients. 

She defined suffering as “a negative affective state resulting from an event or situation 

that is perceived to be physically painful, uncomfortable, or psychologically 

distressing” (p. 34). The patients were asked to respond whether or not they 

experienced suffering from 30 different conditions. The results were analyzed based 

on one-way ANOVA. Other than the feet that 50 percent o f  the subjects reported 

“very much suffering” (p. 37), the rest o f  the findings and their implications were 

unclear due to their confusing presentation. For example, it is unclear why the 30 

questions used for the interviews were divided into physical, psychological, and 

interactional aspects, why the author compared the data o f those with metastasis to 

those without metastasis, and why only the subjects who received “single modes o f 

treatment... were compared” (p. 38) for their suffering. In addition, some o f the 

information (e.g., the subjects’ health insurance status) was presented without an 

explanation of why it was relevant to a  study o f  suffering.

Morse and Carter (1996) conducted a secondary qualitative data analysis in 

order to “differentiate concepts o f  suffering  and enduringn(p. 44). The reason why 

the authors assumed that these two concepts could be differentiated was not 

provided. Based on 27 interviews with patients who had major health problems, the 

authors defined suffering as “the emotional response to the phenomenon that has been 

endured or the response to an anticipated future that is lost or destroyed or to an
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irrevocably altered present or future because o f the past event” (p. 52). Enduring was 

defined as “a response when the individual has no choice but to get through the 

situation” (p. 48). The conclusion o f  the study is that suffering and enduring are 

“distinct concepts occurring at different stages” (Morse & Carter, 1996, p. 47) and 

they are the “opposite emotional state [that cannot] coexist” (Morse, 1996, p. 70). 

Morse and Carter (1996) also concluded that “enduring is a state without emotion” 

(p. 55), whereas “suffering...is a highly emotional state” (p. 55). The rationale as to 

why the selected patients were deemed to be suffering was not provided.

Another interpretive study was conducted by Gregory and Longman (1992). 

They conducted a hermeneutic interpretation o f the narratives obtained from three 

mothers whose sons died o f  AIDS. By describing selected narrative segments from 

each mother, the authors effectively described the mothers’ “local worlds o f 

suffering” (p. 353). Based on comparisons o f their data and existing literature, the 

authors confirmed that many elements o f  suffering described in the literature were 

present in the texts o f  the mothers. However, the term suffering was not defined, and 

no definition o f  suffering was suggested based on their findings.

To conclude, examination o f  the studies on suffering demonstrated that 

suffering was rarely defined, either theoretically or operationally. The descriptions o f 

existing definitions are inconsistent among different authors. Some authors regarded 

suffering as a psychological construct, whereas other authors used pain to mean
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suffering. Also, it appears that the authors generally had some idea that their research 

subjects were in suffering, but failed to explicate how they reached that conclusion.

4.2.2. Attributes o f Suffering as Described in the Literature

Thus far, the examination o f the studies on suffering demonstrated that 

suffering is not well defined. Therefore, to further investigate suffering, the attributes 

o f suffering described in the literature will be examined. The expression attributes was 

chosen to indicate inherent characteristics, not definitions. The following are the eight 

attributes identified in the literature.

4.2.2.1. Suffering is taken-for-granted. Dostoyevsky wrote, “suffering is the 

sole origin o f consciousness” (Tripp, 1970, p. 620). This means that to be conscious, 

to be a person, means to have suffered. Many other authors also have viewed that 

suffering is a part o f the human condition that is universal and unavoidable (Bulger, 

1992; Duffy, 1992; Starck & McGovern, 1992; Travelbee, 1966; van Eys, 1992), and 

that the history o f suffering is just as long as the history o f  human beings (Cassell, 

1992; Dufly, 1992).

Reflecting upon this ‘familiarity’ o f  suffering to human beings, in our daily life, 

the term suffering is often used casually, as seen in the expressions ‘I’m suffering 

from hay fever’ and ‘she is still suffering from her husband’s death’4. The term

4 These examples illustrate the meanings of suffering that are congruent with the definitions by 
Williams (1969) and other authors in that the experience may be considered to be existential. It 
should be noted that there are other types of usage of the word suffering as well, as seen in the 
examples, ‘the community suffered from the flood’ and ‘the stock market suffered from the 
accident’. Since neither ‘community’ nor ‘stock market’ has an ontological property, it is 
inappropriate to call suffering in these cases ‘an existential experience’.
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suffering is not a difficult term that only small numbers of highly educated people use: 

Many English-speaking people5 use the word in their daily conversations, and most o f 

them will not have, or will not think they have, any difficulty understanding the 

meaning o f  suffering, for example, in the above two examples. It appears that people 

take the word suffering for granted, and this may explain why suffering is most likely 

not well defined, even when the literature exclusively deals with the issues o f 

suffering. Despite this linguistic ease we have towards the word suffering, however, it 

is difficult to articulate the essential property o f the experience o f  suffering. When it 

comes to describing the experience o f  suffering, we are at a loss for words. Why?

4.2.2.2. Suffering is an existential experience. Williams (1969) noted that “all 

acute suffering has the aspect o f  the threat o f  non-being” (p. 181). Other authors 

(Ferrell, 1996; Schrag, 1982) also have noted that, because o f this relationship with 

our existence, suffering can be viewed as an existential6 experience. Suffering is 

difficult to describe because it is an experience that is too closely linked with our 

existence.

If we assume that suffering is an existential experience, then this may explain

5 Interestingly, the Japanese words for suffering include Ku-lsii (pain), Sai-gai (disaster), Hi-gai 
(casualty), and Son-gai (loss or casualty) (Miyauchi, et al., 1990). The meanings o f these Japanese 
words are not necessarily ontological; a ‘community’ or ‘stock market’ can have a loss or disaster in 
the sense of having a negative reaction to, or being influenced by, some action or cause.
6 Conventional use of the word existential has meanings such as: of relating to, or affirming 
existence; grounded in existence or the experience o f existence; and having being in time and space 
(Mish, et al., 1989). Particularly, the second meaning ‘grounded in the experience of existence’ is 
relevant in the case o f suffering. Therefore, to say that suffering is existential means that suffering is 
grounded in the experience o f existence.
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why many authors were unsuccessful in articulating the essence o f  the experience of 

suffering. Some authors (Brallier, 1992; Finn, 1986; Shapiro, 1996; Yarborough,

1986) reduced suffering to psychological, physical, social and spiritual dimensions. 

The dividing o f suffering into different categories can be problematic in defining the 

word7, because, as Cassell (1992) argued, such a reductive approach does not help 

our understanding o f suffering. A reductive approach does not help, because it is not 

suitable to capture the existential property o f  suffering. What causes suffering may be 

psychosocial, religious/spiritual or physical in nature. However, this does not mean 

that there are psychosocial, physical, o r religious/spiritual sufferings; suffering as an 

existential experience cannot be reduced to a psychological state, or anything else. 

Eriksson (1992) appears to have supported this point when she said that ‘suffering 

must be confronted as suffering’.

4.2.2.3. Suffering is not equal to pain. There are many expressions and words 

that are used interchangeably with the word suffering. Nearly any condition that can 

co-exist with suffering may be used in place o f  the word suffering. For example, some 

authors use shame and humiliation (Lazare, 1992) and a feeling o f  guilt (Benoliel & 

Crowley, 1977) to indicate suffering. However, no other concept is more frequently 

closely related to suffering than pain; pain and suffering are conventionally used 

interchangeably (Cassell, 1992; Copp, 1990a; Heitman, 1992). For example, both pain 

and suffering may be accompanied by the words psychological, spiritual, religious,

7 See also the following section ‘suffering is not equal to pain’, where the division between physical 
and psychological/mental pain becomes a problem.
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and physical (Paice, 1991; Steeves, Kahn & Be no lie L, 1990). Eriksson (1992) and 

Reich (1987) noted that suffering and pain are often contained in the same situation, 

and therefore, it may be difficult to distinguish the difference between the two. One 

may argue that, roughly stated, pain is more closely associated with biological 

phenomena, yet there is some fuzziness in this conception o f  pain as a biological 

phenomenon. Schrag (1982) pointed out that the vocabulary o f  pain is in-between the 

subjective and objective sides o f the phenomenon “in such a manner that the language 

concerning pain displays an intrinsic ambiguity” (p. 103).

Etymologically, the word pain first appeared around the 13th century (Onions, 

1966). The word originally came from the Greek poine, meaning payment or penalty. 

According to a dictionary, pain is ‘localized physical suffering associated with bodily 

disorder’ and ‘a basic bodily sensation induced by a noxious stimulus, received by 

naked nerve ending, characterized by physical discomfort’ (Mish, et aL, 1989). In 

addition, pain has the meaning o f “acute mental or emotional distress or suffering” (p. 

846). Pain is also an archaic word, which used to have the meaning suffer. These 

descriptions o f pain found in the dictionaries suggest that pain and suffering share a 

similar origin, which may be why the borderline between pain and suffering, as we 

understand it today, is fuzzy.

In spite o f  this historical ambiguity between suffering and pain, some authors 

noted that medicine tends to distinguish between suffering and pain, and focus on the 

latter (Cassell, 1982; Reich, 1987). Copp (1990b) wrote, “whereas suffering is a
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major thread in the tapestry o f  the humanities, in the health profession pain is valued 

as a sign, symptom, and signal, the basic purpose o f  which is to derive a diagnosis, a 

solution to a problem, or a therapy” (p. 2). Conrad and Kern (1990) also claimed that 

health care professionals deal only with the medical aspect o f  suffering (i.e., bodily 

pain). Cassell (1989) asserted that, although many people benefit from research on 

pain, this “does not bring us closer to an understanding o f  suffering” (p. 61).

Cassell (1992) contended that, although many people often use the word pain 

to describe their suffering, suffering is not identical to pain. According to Cassell, 

suffering can include physical pain, but it is “more than pain or terrible distress” (p.2). 

He also claimed that only when physical pain is sufficient enough to threaten a 

person’s self-integrity does the person suffer, and that physical pain may or may not 

cause a person to suffer. Copp (1990a) and Hill (1992) also made a distinction 

between pain and suffering, and claimed that suffering is more than pain. Similarly, 

Dupont and McGovern (1992) wrote that pain is a “straightforward biological 

process” (p. 160) and, therefore, is different from suffering. Schrag (1982) 

distinguished suffering from pain, and went so for as to assert that suffering is “states 

or conditions that do not involve pain” (p. 104). These views by Dupont and 

McGovern and Schrag contain a  problem, since suffering o f  some people might also 

involve the simultaneous experience o f physical pain.
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4.2.2.4. Suffering is linked with its context8. Frequently, suffering is described 

in terms o f  its context or setting rather than a description o f  the experience itself. 

Suffering is frequently studied “by example by presenting vignettes, case studies, or 

narratives o f  suffering, thereby presenting the concept by illustration" (Morse & 

Carter, 1996, p. 45). For example, Frankl (1963) described his experience o f  

exclusive suffering at a  Nazi concentration camp by providing many detailed 

descriptions about how his daily life was at the camp. Although the title o f  the book 

does not contain the word suffering, what he described in his book unmistakably 

reflects the suffering o f  many people, including Frankl himself. Similarly, the article by 

Knight (1992), entitled The Suffering o f  Suicide, is a collection o f stories o f  people 

who committed suicide and their families. These examples suggest the assumption 

that suffering is contextual and can be described with its context, without actually 

using the word suffering. Perhaps the description o f the context o f suffering is often 

sufficient or, more importantly, possibly the most adequate way to convey the 

experience to others.

Because of this unique attribute, expressions o f suffering in non-linguistic 

forms o f art (e.g., sculpture, paintings, music) become possible. For example, when I 

look at the painting titled Death in the Sick Chamber (1892) by Edvard Munch 

(Lyons & Petrucelli, 1987), I intuitively see the suffering o f  people who have just lost

8 Context means “the interrelated conditions in which something exists or occurs” (Mish, et al., 
1989, p. 283). Context here means circumstance in the sense as “a condition, fact, or event 
accompanying... another” (p. 243).
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their loved one. Without knowing who died, why and when the person died, who the 

people in the painting are, and so forth, I can identify that what is portrayed in the 

painting is the suffering o f people, based on the general tone o f  the colors, and the 

people’s postures and facial expressions. Linguistic and theatrical forms o f art (e.g., 

poetry, literal art, musicals, movies, and story telling) are also capable o f conveying 

suffering without using the word suffering. For example. The Death o f  Ivan Ilyich, a 

novel written by Leo Tolstoy (1981), does not bear the word suffering in its title. 

However, the theme o f the story to me is unmistakably the suffering o f  an ordinary 

man, Ivan. What appears to happen in any artwork is that the Gestalt9, or the image, 

o f suffering is being conveyed through different modes of expression.

Relevant to this contextual aspect o f suffering is that there appear to be some 

contexts that are commonly recognized to be closely linked with suffering. For 

example, illness, death, poverty, hunger, and loss are often linked with suffering. 

Among them, one o f the most frequently described contexts o f  suffering is the 

experience o f terminal illness and the dying process. For example, many authors noted 

suffering in the context o f death (Roy, 1993), fear o f  death (FerreU, 1993; Spross, 

1996), and terminal illness (Brallier, 1992; Lynn, 1986; Sontag, 1989/1990; Weisman 

& Worden, 1976). Williams (1969) too suggested that death triggers the experience 

o f  acute suffering. Cassell (1992) noted that a keen awareness o f  one’s imminent

9 Gestalt is “a structure, configuration, or pattern of physical, biological, or psychological 
phenomena so integrated as to constitute a functional unit with properties not derivable by 
summation of its parts” (Mish, et al., 1989, p. 515).
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death can be ‘a threat to one’s self-integrity’, which he defined as suffering.

Therefore, by inference, hospice patients, who are terminally ill and have a prognosis 

o f  less than 6 months to live, might be assumed to be suffering. Steeves and Kahn 

(1987) described the suffering o f hospice patients who were terminally ill and grieving 

from “the anticipated loss o f  their own life” (p. 114).

4.2.2.S. Suffering is linked with alienation10 and isolation. Coyle (1996) 

related the experience o f  suffering surrounding death to our experience o f  having 

relationships with others. According to Coyle, death, the “implicit or symbolic threat 

o f  death, and separation from cherished others imbue suffering” (p. 68). This suggests 

that some people suffer when they know they are ‘dying’ because they view death as 

the ultimate form o f  alienation and isolation, or as a total disruption o f  their 

relationships.

Death is not the only alienation and isolation. Reiser (1992) wrote that 

patients suffer when they cannot get the attention o f health care providers. Cassell 

(1992) claimed that suffering people “lose their transcendent connection to the group 

- we feel them (or their absence) but they do not feel us” (p. 10). Dupont and 

McGovern (1992)'1 also indicated that alienation is a common aspect o f  suffering. 

Many other authors (Coumos, 1986; Coyle, 1996; FeifeL, 1965; Mead, 1970; 

Osterweis, Solomon & Green, 1984; Saunders, 1996; Younger, 1995) also have

10 Alienation is “a withdrawing or separation o f a person or his affections from an object or position 
of former attachment” (Mish, et al., 1989, p. 70).
11 Dupont and McGovern (1992) cited Cassell (1982, 1983) and Kahn & Steeves (1986).
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noted alienation and isolation as aspects o f  suffering.

Reich (1987) described the process o f  suffering in relation to how a suffering 

person communicates with others. Based on the idea o f  Dorothee Soelle (1975, 

1984)'\ Reich (1987) established three stages o f  suffering13 that are similar to the 

ones proposed by Battenfield14. The first is a stage o f  mute suffering, in which a 

suffering person cannot speak in the face o f one’s own suffering, thereby ceasing to 

react as a human agent and, therefore, loses his or her autonomy. It can be assumed 

that suffering people during this mute stage are more isolated than otherwise, because 

they are unable to communicate their experiences to others. The second is a stage o f 

expressive suffering, in which the suffering person “finds a language leading out o f  the 

uncomprehended suffering that makes him or her mute” (p. 119). Reich wrote that to 

complain is “to give expression to one’s suffering” (p. 119) and gave great 

significance to the ability o f a suffering person to be able to re-create or re-construct a 

story or a metaphor during this stage. Finally, the stage of regained autonomy is when 

suffering people’s autonomy is restored, because they are “out o f  their isolated 

suffering for which they had been able to find no appropriate language” (p. 120). The 

regaining o f  communication with others can be seen as a sign o f  recovery from their 

suffering that is helpful for the suffering people to get out o f their isolation and 

alienation. Coyle (1996) and Ferrell (1996) also asserted that the burden o f suffering

12 According to Reich (1987), Soelle is a theologian.
13 Reich (1987) noted that he was “not suggesting that the stages of suffering are prescriptive for 
everyone, nor that everyone must experience them" (p. 118).
u Seepage 13.
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may be diminished if suffering people can communicate their private experiences to 

others.

4.2.2.6. Suffering is socially constructed. In spite o f “its idiosyncratic and 

particular nature”, Cassell (1992) wrote, “the suffering o f the individual., is bom from 

shared meanings” (p. 6). In other words, suffering is “unavoidably social” (p. 6). Zola 

(1992) and Shapiro (1996) also argued that society and culture construct suffering. 

What these authors suggest is that each society formulates, more or less, the meaning 

o f  certain experiences to each o f  us. When Cassell (1989) wrote “our society and 

culture are within us; we do not merely live in them as if they were something 

external” (p. 65), he expressed the unbreakable tie between the world we live in and 

our experiences (e.g., suffering) and the meaning o f  such experiences to us. Sontag 

(1989/1990), for example, described the metaphoric aspect o f  AIDS in detail. In the 

case of AIDS, people do not only suffer from the symptoms o f  the disease, but also 

from the meaning (i.e., stigma) attached to AIDS in their culture (e.g., American 

culture) in their time (e.g., 1998).

Engelhardt (1982) noted that when a person suffers as a result o f illness, there 

is a certain set o f  expectations in each society as to how the sufferer should behave. 

For example, the 1990’s American culture may tend to encourage a speedy recovery 

from the death o f  one’s spouse. If the mourning period extends over a period o f 

years, the mourners’ friends and family may start to give kind suggestions to the 

mourners to go to counseling or even dating services. Whereas in Japan, too quick a
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recovery, or, in some instances, any recovery at all, from the death o f  one’s spouse 

used to be, and in many cases still is, regarded as a sign o f  lack o f commitment to the 

marriage in the first place, particularly for women15.

The above implies that, as Heitman (1992) suggested, in order to understand 

suffering, we must first understand the world-view (e.g., culture and religion) o f the 

sufferer. Although a given social value may not necessarily be a dominant determinant 

o f an individual’s suffering, one approach to understanding an individual’s suffering 

may be to identify the commonly accepted beliefs o f the groups to which the sufferer 

belongs.

According to Heitman (1992), there are three major cultural paradigms o f 

suffering. In shamanistie traditions of harmony in pre- industrialized cultures, gods, 

dead ancestors, and the spirits o f animals and inanimate objects are regarded as 

having a spiritual life, and suffering is related to loss o f harmony. In Eastern 

traditions, based on karma in India and other Asian countries, suffering is generally 

interpreted to arise from not only an individual wrongful conduct in this world, but 

also from wrongful conduct in previous lives. Finally, in Western theocentric 

traditions, particularly in the religious traditions o f Judaism, Christianity and Islam, 

suffering is interpreted as the result o f sin and a sign o f God’s justice. Heitman argued 

that, despite the differences in their interpretations o f suffering, all three o f  these

15 A traditional Japanese concept surrounding the marriage of a woman is that she marries into the 
‘family’ o f her husband, and thus, the loss of her husband does not necessarily give her the mental 
freedom to remarry.
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groups generally regard suffering to be caused by wrongful conduct, and that 

suffering is an opportunity for spiritual growth.

Is there ‘an American culture’? According to Bulger (1992), Americans tend 

to value life, liberty and the pursuit o f happiness. Furthermore, Americans admire 

fighters and encourage the tendency to suppress negative issues for the sake o f 

m aintaining normal everyday life. Bulger also noted that contemporary Americans 

tend to view the absence o f youth, health, good looks, celebrity status, and great 

affluence as suffering and thus invest in health to “defeat suffering and to deny death” 

(p. 55). This means, generally speaking, Americans view suffering as an unwanted and 

negative problem that should be avoided and overcome, if at all possible. When a 

person fails to do so, the sufferer may feel isolation from the group and feel alienated.

Moller (1986) argued that the prevention and alleviation o f  suffering is a core 

value that directs each society; if a society regards the prevention and alleviation o f  

suffering of its citizens to be important, then the social system develops accordingly. 

Zaner (1982) also wrote that the organization o f  health care itself “reveals what that 

society values...about human conduct and human life” (p. 42). This is why the ability 

to carry health insurance is regarded as important for a better life in the USA.

When we examine the American health care system, how Americans have 

been approaching suffering surrounding the dying becomes visible. That hospice did 

not become a formal health care system until the early 1980’s may suggest the
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marginal or non-essential position o f  the dying in American society'6, relative to the 

people who continue to live. Even today, it is probably reasonable to assume that 

there are significantly more people who do not know what hospice is compared to 

those who do not know what a  hospital is. Buckingham (1996) wrote, “the general 

lay population still lacks a  comprehensive view o f basic concepts [of hospice]” (p. 

27). Nearly two decades after hospice services became available to US citizens, the 

existence o f  the dying and their suffering, like many other forms o f suffering, still 

continues to remain on the hidden side o f  our social life. The concept o f  hospice 

reminds us o f  a darker aspect o f our everyday life, that we all die eventually.

There is another point that needs to be made in regard to the establishment o f 

hospice programs. That is, the program o f  hospice remains under the umbrella o f  

medical practitioners. As will be described in the next chapter, a hospice program, 

organizationally, is managed and controlled by a medical director. The formal 

introduction o f  hospice programs confirmed that the death and dying o f  a  human 

being is within the purview o f  physicians. In short, in the US, deaths o f  human beings, 

whether they occur in a hospice program or not, are considered medical problems. It 

is not surprising, then, that physicians are still the only authorized profession to be 

able to sign off on a death certificate (Kastenbaum & Kastenbaum, 1989). We take it 

for granted that the process o f  dying, and the suffering o f those who are dying, can 

only be addressed by physicians and other health care professionals. In feet, when

16 When hospice was finally introduced, the issues of dying became the province o f physicians. See 
the next chapter on the medicalized aspect o f hospice in the US.
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someone is dying, most Americans think it is appropriate and reasonable to seek 

medical attention, if they are not already receiving it.

Contrary to our blind reliance on health care surrounding the issue o f dying, 

there are numerous articles that point out the lack o f  education for physicians and 

nurses to care for dying people (Degner, Chekryn, Deegan, Gow, Koop, Mills, Reid, 

McCorkle, Goode 11, Donohue, Benoliel. Bertman, Greene & Wyatt, 1982; Gates, 

KauL, Speece & Brent, 1992). The health care professionals, who possess the 

institutional authority over the dying, have trouble effectively identifying, intervening, 

and alleviating the suffering o f their dying patients. Still, this does not mean the 

American public has given up its expectation that health care professionals deal with 

the suffering o f their dying patients. A  comment by Kleinmann (1988) is pertinent 

here. He wrote, “suffering is not easily put aside by biomedical science; it remains 

central to the experience o f  illness, a core tension in clinical care” (p. 30). There is a 

vacuum here created by the expectation o f  care and the relative inability to render it. 

The question is: Is it really possible to alleviate the suffering o f the dying?

4.2.2.7. Suffering can be alleviated. Many authors have expressed their belief 

that it is possible to alleviate suffering (Copp, 1990a; Lindholm & Eriksson, 1993; 

van Eys, 1992). The word alleviate is frequently used in the context o f  suffering. In 

the dictionary, the word means “to make [suffering] more bearable” and “to  partially 

[italics added] remove or correct” (Mish, et al., 1989. P. 71). It appears that there is 

an assumption that suffering cannot completely be removed, but can be lessened or
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‘partially’ removed. The easiest illustration o f  an alleviation of suffering might be the 

removal o f the cause o f  suffering. A physician treating a patient’s physical pain, a 

mother finding her long-lost child, and an orphan finding a welcoming family are 

examples of the removal o f the cause o f suffering. However, many causes of suffering 

in our lives are unavoidable. For example, what about the suffering o f  dying people? 

Can their suffering be alleviated?

Steeves and Kahn (1987) documented some hospice patients recovering from 

their suffering, and linked this experience, which they have not yet termed, with the 

concept o f aesthetics17. Steeves and Kahn explored the dimensions o f  aesthetics 

described by several authors. Nietzsche (1886/1960) defined aesthetics as a 

courageous act in the face o f inevitable tragedy. Schopenhauer18 described that human 

beings transcend suffering by means o f  aesthetic experiences. According to Steeves 

and Kahn (1987), aesthetic is “a way o f seeing reality as a  whole rather than...its 

parts19” (p. 115), and aesthetic experience is “a sense of well-being and order in the

17 Aesthetics used to narrowly mean “the study of the feelings, concepts, and judgements arising 
from our appreciation o f the arts or of the wider class o f objects considered moving, or beautiful, or 
sublime” (Blackburn, 1994, p. 8). However, the twentieth century philosophy o f aesthetics has 
expanded its focus beyond art into the much wider area of experience. John Dewey (1859-1952), an 
American pragmatist who is known for his work Art as Experience (1934), believed that aesthetics is 
an experience of daily life that cannot be defined as a concept He described aesthetic experiences in 
a pragmatic, experiential way, without being reduction istic. Since aesthetics is in and of itself a field 
of investigation, the detailed discussion on it is beyond the scope of this paper.
18 The concepts by Schopenhauer were described in the book by Zimmera (1932).
19 Steeves and Kahn (1987) cited this sentence from Whitehead (1925).
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internal and external environments” (p. 11520). And suffering can lead to aesthetic 

experiences. Others (Joyce, 1916; Pipa, 1968) described aesthetics as the act o f 

experiencing meaning in life.

The study by Steeves and Kahn (1987) suggests that the suffering o f  dying 

people can be alleviated, even though the reality o f their death cannot be removed. In 

fact, many other authors also noted that it is possible for suffering people to find 

meaning in their experiences and to overcome or transcend the adversity o f  their 

experiences. Dupont and McGovern (1992) noted that health care professionals 

frequently encounter suffering patients who achieve “a serenity, a peace, and an 

optimism that is truly inspirational” (p. 162). Reich (1987) noted the experience o f 

liberation from suffering and reaching a utopian state beyond suffering. Similarly, 

Frankl (1963) described the hope and meaning he found in his horrifying experience at 

a Nazi concentration camp. Cassell (1992), too, indicated that suffering can be 

overcome by transcendent means21 (i.e., spirituality). Lindholm and Eriksson (1993) 

related suffering to the growth o f a person. All these suggest the possibility that a 

suffering person can be healed and transcend the negativity o f  the experience.

Reich (1987) attempted to explain this possibility o f  liberation from suffering 

and reaching a utopian state beyond suffering, in terms o f  personal autonomy, “a new 

sense o f  self for the sufferer” (p. 122). Reich explained that people lose their

20 Steeves and Kahn (1987) cited the comment by Richard (1957).
21 Cassell (1992) described transcendence as the aspect of “reaching beyond our physical boundaries” 
(p. 9), and in a sense that human beings’ “boundaries are not at our skins”, (p. 9).
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autonomy when they suffer, because suffering people cannot be self-sufficient agents 

to exercise their autonomy. In the midst o f suffering, people try to seek meaning in 

life, which makes people mature. Therefore, when people suffer, they can grow 

beyond their ‘old self and regain autonomy. According to Reich, autonomy is the 

positive goal o f suffering and the “end-point towards which the stages o f suffering 

progress” (p. 121). Suffering can have a lingering effect on a  person’s life, because 

with newly gained autonomy, a person becomes a new person.

Reich (1987) cautioned that, although health care professionals may be 

successful in removing some causes o f patients’ suffering, they should not mistakenly 

consider that they are the ones who have control over the patients’ suffering. Reich 

explained that suffering is the suffering person’s problem. By way o f  removing some 

o f the causes (e.g., physical pain) that may have triggered people’s suffering, health 

care professionals may happen to be ‘a part o f  suffering people’s journey on their 

way to regaining their lost autonomy. However, this does not mean that suffering is 

removed by health care professionals. The healing from suffering into a newly 

established self belongs to the suffering people themselves.

As described earlier, Reich suggested that suffering people try to seek 

meaning in life and this can make them more mature as persons. The possibility that a 

suffering person can grow as a person suggests that the seeking o f  meaning in 

suffering is a significant step for some suffering persons. Therefore, health care 

professionals who care for the suffering need to understand that it is a significant goal
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o f  care to help suffering people find the meaning o f  their experiences. Steeves and 

Kahn (1987) appeared to support this view when they wrote “the goal o f nursing care 

is to help to establish and maintain the conditions necessary for and helpful to 

experiencing meaning” (p. 116). In other words, nursing care can provide an occasion 

for a suffering patient to grow. The possibility that a suffering person can grow as a 

person also suggests that suffering people may benefit from occasions in which they 

are given opportunities to freely speak about their experiences.

Some authors have suggested that there is a possibility that some people’s 

suffering cannot be eliminated and that some Ml to find meaning in their suffering. 

Reich (1987) wrote that health care professionals need to assist patients “in living 

through the suffering if that cannot be eliminated” (p. 118). In addition, Watson 

(1986) too claimed that “even when sufferers do not achieve their intended destiny to 

find absolute meaning, the companionship o f fellow human beings along the quest has 

made their journey easier” (p. 177). Both Reich and Watson appear to suggest the 

importance o f ‘being with’ suffering people, regardless of the possibility o f  alleviating 

their suffering.

4.2.2.8. A suffering person endures. Enduring is a word frequently used along 

with suffering. For example, Eriksson (1992) indicated that through suffering, a 

person also learns to endure it. Also, in the phenomenological research o f birthing 

pain. Kelpin (1992) described the bearing o f (birth) pain both as enduring and as 

suffering.

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



36

Morse and Carter suggested that suffering and enduring are “opposite 

emotional states” (Morse, 1996, p. 70) and “distinct concepts occurring at different 

stages” (Morse & Carter, 1996, p. 47). According to Morse and Carter, enduring is 

“a response when the individual has no choice but to get through the situation” (p. 

48) and “a state without emotion” (p. 55), whereas suffering is “a highly emotional 

state” (p. 55). However, Morse and Carter obscured the distinction between these 

points when they described that enduring is a fundamental aspect o f suffering; it is 

unclear how one o f two opposite emotional states can be an aspect o f the other.

In the book Watched Pot: How We Experience Time, Flaherty (1999) wrote 

“to be human is to be self-conscious, and therein lies the primordial feeling o f 

duration. Put differently, human begins are aware o f  their own endurance [italics 

added], and this reflexivity gives human existence an intrinsically temporal character” 

(p. 2)21. Endurance is “power o f enduring” (Waite, 1994, p. 209). For example, 

endurance riding is a type o f horseback riding competition that lasts 10 to 12 hours, 

and the key to winning such events is the understanding o f  the element o f  time and a 

pacing strategy. These points suggest that the experience o f  enduring has a  temporal 

dimension.

The word endure first appeared in an English document around the 14th 

century (Onions, 1966). Endure means to continue in the same state, to remain firm 

under suffering or misfortune without yielding, or to undergo especially without

22 Flaherty references Heidegger (1927/1962).
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giving in (i.e., suffer) (Mish, et aL, 1989). These dictionary descriptions o f  enduring 

also suggest a temporal element.

Similar to suffering, however, enduring is frequently used in our daily life 

without deep consideration. Also, it is difficult to describe. Perhaps the existential 

aspect o f  enduring with the focus on temporality needs to be delineated in order for 

us to understand this experience in relation to suffering.

4.2.3. Defining Suffering

It is logical to attempt to define the word suffering. But what does it mean to 

"define’? A dictionary defines "definition' as ‘"a statement expressing the essential 

nature o f  something” (Mish, et al., 1989, p. 334). Also, definition is:

A process or expression that provides the precise meaning o f a word or phrase. A 

definition (defmiens), correctly made, will be logically equivalent to the word or 

phrase being defined (definiendum). The one may therefore be substituted for the 

other, perhaps at the cost o f some stylistic sacrifice, but without loss or changes 

o f meaning. (Flew, 1979, p. 86)

In this regard, a word A can be replaced with its definition B, without losing the 

essential meaning o f  the word A. Therefore, only when this substitution can be 

achieved, will we call B the definition o f  the word A. According to these points, the 

definitions o f  suffering found in dictionaries were reviewed.

4.2.3.1. Dictionary descriptions o f  suffering. As previously noted, the word 

suffering first appeared in written English documents somewhere around the 13th to
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14the century (Mish, et al., 1989; Onions, 1966). Etymologically, the word bears 

several meanings, such as undergo, endure, tolerate, and allow. The Latin word for 

suffering is passio and dolor. Passio means suffering and powerful affection of the 

mind, and dolor means physical pain, inner torment, sorrow, grief, empathy, anguish, 

torture, oppression, humiliation and suffering (Eriksson, 1992; Onions, 1966). The 

Greek word for suffering is pascho, meaning “the experience, tolerance and 

conquering o f suffering” (Eriksson, 1992, p. 120). The word patient is related to the 

word sufferer (Bulger, 1992; Onions, 1966).

Webster’s dictionary defines suffering as “the state or experience o f one that 

suffers” and as “pain” (Mish, et al., 1989, p. 1179), and listed the synonym o f 

suffering as distress. Other synonyms o f  suffering found in a thesaurus are discomfort, 

anguish, torment, pain, heartache, misery, anxiety, and affliction (Microsoft Word 6.0 

[Computer software], 1993).

At a glance, the dictionary descriptions appear to capture some elements o f 

suffering. However, it is difficult, if not impossible, to identify what the common 

thread is among many different dictionary descriptions o f  suffering, which shows the 

complexity o f the task o f  defining the term suffering. Consequently, the definition o f  

suffering remains ambiguous.

4.2.3.2. The issues o f  definition and language Thus far, I have presented a 

review o f the studies on suffering and the attributes o f suffering described in the 

literature. I also have presented some definitions o f suffering. In spite o f  the fact that

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



39

the world suffering is used frequently, the word remains ambiguous and difficult to 

define. In the end, it does not seem that there is any adequate definition for the word 

suffering, which substantiates the need for further inquiry.

Ludwig Wittgenstein (1889-1951) claimed that the reason we are unable to 

clearly “circumscribe the concepts we use” is “not because we don’t know their real 

definition, but because there is no real ‘definition’ to them” (Cunningham, 1997, p. 

504). Wittgenstein believed that “some things cannot be said in language 

(philosophical or otherwise), although they can be ‘shown’” (Reeder, 1997, p. 733). 

This means that just because we have a  word does not mean that there exists a clear 

and concise definition for the word.

In his philosophy o f  language, Wittgenstein rejected the notion o f  essence23 

(Reeder, 1997). Since there is no essence, language can only be explained “by 

attending to the use o f words and sentences in the stream of life” (Honderich, 1995, 

p. 914). For Wittgenstein, the meaning o f  words is “something that w e give to them” 

(Cunningham, 1997, p. 505). This means that the meaning of words is not something 

that exists independent o f  our engagement with the words. Therefore, there is no 

logical and decisive relationship between a word and what the word denotes. If  we 

are to understand the meaning o f given words, the “words must be taken in the 

context o f  a rich and variable set o f relations” (p. 505). This notion o f  relation 

includes the relations “to other words, to the conventions o f the particular language

^  Essence here is used in the sense that “the meaning of a word is the things it stands for” 
(Honderich, 1995, p. 914).
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game, to the situations in which they are used, to the forms o f life from which they 

emerge” (p. 505).

Wittgenstein’s approach to language appears to explain why it has been 

difficult to define the word suffering. It also suggests that we must take suffering “in 

the context o f  the local world where the word is being used. Before settling down 

with the notion o f language proposed by Wittgenstein, it is logical to review the 

definitions o f suffering found in the literature to see if Wittgenstein’s approach makes 

sense. In the next section, the definitions o f  suffering found in the literature are 

reviewed. Each definition was examined against the ordinary, essentialist notions o f  

definition proposed by Mish, et al. (1989) and Flew (1979).

4.2.3.3. Definitions o f  suffering found in the literature. As demonstrated 

above, dictionaries were not helpful in clarifying the definition of suffering. Some 

definitions o f suffering also are found in the literature outside o f the dictionaries.

One o f the oldest nursing articles on suffering was written by T ravelbee 

(1966). She defined suffering as “a feeling o f  displeasure that ranges from simple 

transitory mental, physical, or spiritual discomfort to extreme anguish and to those 

phases beyond anguish; namely, the malignant phase o f  despair, the feeling o f not 

caring, and the terminal phase o f apathetic indifference” (p. 70)24. According to a 

dictionary, the word displeasure means discomfort and unhappiness (Mish, et al.,

24 Similar to the definition proposed by Travel bee is the definition described by Portenoy ( 1990), who 
described suffering as “the global aversive experience sustained by many negative perceptions” (p. 
173).
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1989). Therefore, suffering is a feeling o f  displeasure, which is a feeling o f  discomfort 

and unhappiness. However, this still does not explain what suffering is, because not all 

feeling o f  discomfort and unhappiness is suffering. Also, the meanings o f  the words 

discomfort, anguish, and despair are; mental or physical uneasiness o r annoyance, 

“extreme pain, distress, or anxiety” (Mish, et aL, 1989, p. 86), and “to lose all hope or 

confidence” (p. 344), respectively. It appears that discomfort is a relatively mild 

experience, similar to displeasure, whereas, anguish and despair are much stronger 

experiences than displeasure. In addition, discomfort, anguish, and despair appear to 

describe slightly different dimensions o f  experiences; that is, loss o f  all hope (i.e., 

despair) is quite different from extreme pain (i.e., anguish). There appears to be 

something that makes discomfort, anguish, or despair one recognizable experience o f 

suffering.

Travelbee also described the lower range o f  suffering as a simple, transitory, 

mental, physical, or spiritual discomfort. This description suggests that suffering can 

be mental, physical or spiritual discomfort in nature. It is unclear how, in one instance, 

physical discomfort constitutes suffering, and, in another instance, spiritual discomfort 

constitutes suffering: MentaL, physical, or spiritual discomfort may be present in the 

experience o f a person who is suffering, but this does not mean that these experiences 

o f discomfort always constitute suffering. Therefore, Travelbee’s descriptions of 

suffering foiled to identify what makes the experiences o f mental, physical, or spiritual 

discomfort, anguish, or despair the experiences o f  suffering.

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



42

Copp (1974) defined suffering as a state o f  anguish arising from pain, injury, 

or loss, none o f  which were defined in the article. One problem with this definition is 

that the words pain, injury and loss each imply so many different levels of 

experiences. Pain, injury, and loss can all be experiences either related to body (e.g., 

back injury, neck pain, loss o f  arm) or unrelated to body (e.g., injury to ego, pain o f 

the heart, and loss o f hope), and not all pain, injury and loss cause suffering. Also, in 

Copp’s definition, the possibility that suffering can happen from other experiences is 

neither denied nor supported. Further, in this definition, the word suffering is replaced 

with another ambiguous word, anguish, without an explanation as to what anguish is.

Similar to Copp, Benedict (1989) defined suffering as “a negative affective 

state resulting from an event or situation that is perceived to be physically painful, 

uncomfortable, or psychologically distressing” (p. 34). Fishman (1990) also defined 

suffering as an experience created by different influences. Copp, Benedict and 

Fishman all indicated that suffering happens as a result o f  the influence o f some events 

on an individual.

In the article titled Therapeutic Interventions fo r  Suffering: Professional and 

Institutional Perspectives, van Eys (1992), a  physician, described suffering as “the 

perception o f  undeserved adversity” (p. 117). A dictionary definition o f the word 

adversity is “a condition o f suffering, destitution25, or affliction” (Mish, et al., 1989, p. 

59). Accordingly, in van Eys’ description, suffering is a perception that involves value

25 The word destitution is synonymous with the words poverty, indigence, penury, privation, death, 
want, wretchedness (Microsoft Word 6.0 [Computer software], 1993).
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judgment, as indicated by the word undeserved. As the word deserved has synonyms 

such as justified and rightful (Microsoft Word 6.0 [Computer software], 1993), 

undeserved means that it is not justified or rightful, which may be interpreted as a 

sense o f  unfairness. Van Eys also described suffering as “an affliction, a  syndrome, 

which is in theory amenable to intervention” (p. 115) and suggested that suffering is a 

syndrome that has a corresponding intervention. According to a dictionary, affliction 

means the cause o f  persistent pain or distress, and syndrome means a  group o f  signs 

and symptoms that occur together and characterize a particular abnormality, and a set 

o f  concurrent things that usually form an identifiable pattern (Mish, et al., 1989). 

Therefore, suffering is a group o f  signs o f persistent pain or distress that has an 

identifiable pattern. This suggests that suffering is a  multi-dimensional experience with 

a pattern. However, van Eys (1992) did not address the question as to what makes a 

group o f signs o f  persistent pain or distress recognizable as suffering. Similarly, van 

Eys described suffering as “allowing or tolerating, enduring or undergoing, sustaining 

an injury and finally, undergoing or feeling pain and distress” (p. 117). However, the 

explanation as to what makes all these different descriptions recognizable as suffering 

was not presented.

Van Eys argued that it is inappropriate to view suffering in the medical model 

which has “scientifically determined intervention strategies” (p. 115) and stated that 

“the cause o f suffering must be considered controllable in order to isolate the 

etiology” (p. 116). Etiology is “the study o f  the cause o f  disease” (Thomas, 1989,
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p.628). The words affliction, syndrome, intervention and etiology all suggest the 

framework o f a medical model. Further, the notion that “the cause o f  suffering must 

[italics added] be considered controllable” (p.l 16) appears to suggest “scientifically 

determined intervention strategies” (p. 115). Consequently, van Eys appears to 

contradict his own view.

Cassell (1982) defined suffering as an experience that happens when a 

person's intactness is threatened, or when a  person perceives “an impending 

destruction” (p. 640). However, he did not explain the meaning o f  intactness. Intact in 

the dictionary means untouched, especially by anything that harms or diminishes 

(Mish, et al., 1989). The synonyms for intactness are completeness, entirety, totality, 

entire, universality, and wholeness (Microsoft Word 6.0 [Computer software], 1993). 

Therefore, in Cassell’s terms, suffering occurs when a person’s wholeness is harmed. 

Cassell (1992) also described that what causes a threat to personal integrity may be 

psychosocial, religious/spiritual, physical, or a combination of such, but suffering itself 

is a “consequence o f  personhood26 - bodies do not suffer, persons do” (p.3). Some o f  

the points made by Cassell are intriguing, yet they nevertheless require further 

explanations. For example, how does suffering differ from sorrow, embarrassment, or 

experience o f loss, all o f  which appear to relate to the notion of a ‘threat to a person’s 

intactness’? What did he mean by the statement ‘suffering is a consequence of 

personhood’? Cassell’s descriptions are not definitions o f  suffering.

26 Personhood is the state, condition, quality and character o f a person (Mish, et at., 1989).
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Kahn and Steeves (1996) conducted a review o f theoretical articles on 

suffering27 and defined suffering as “a meaning [italics added] given to events such as 

pain or loss” (p. 5) and as a disruption in the understanding o f  one’s world28. These 

descriptions o f  suffering suggest that the determinant o f suffering is not the intrinsic 

characteristic o f  such an event (e.g., pain or loss) itself, but rather, the relationship 

between the event and the self (i.e., meaning o f  the event). This means that the same 

event can create different reactions among different people, depending on the 

relationship between the event and the person who experiences the event. Some may 

suffer from a given event, whereas others may not. Kahn and Steeves appear to have 

attempted to circumvent the conventional notion of definition, but they failed in the 

end by defining suffering as “an individual’s experience o f  threat to self*9”(p. 5), 

which is just as ambiguous as the definition proposed by Cassell.

Williams (1969), an American theologian, defined suffering as “an anguish 

which we experience, not only as a pressure to change, but as a threat to our 

composure, our integrity, and the fulfillment o f  our intentions” (p. 181). In a 

dictionary definition (Mish, et al., 1989), anguish is described as extreme pain, 

distress, o r anxiety; and to suffer intense pain or sorrow. Also, threat is described as 

“an expression o f  intention to inflict evil, injury, or damage [or] an indication o f

27 Kahn and Steeves (1996) included the articles o f Cassell (1982, 1992) in their review.
28 Although they did not explain what the disruption o f our understanding of our world means, it 
appears that the notion o f understanding resembles the Heideggerian term Understanding 
(Verstehen), which is an existential knowing of our world. See Heidegger (1927/1962), pages 161 
and 183-184, for example.
29 Kahn and Steeves (1996) did not define self.
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something impending” (p. 1228-1229). Also, composure is “a  calmness or repose 

especially o f mind, bearing, or appearance” (p. 270), integrity is the “quality or state 

o f being complete or undivided” (p. 270), and intention is “what one intends to do or 

bring about” (p. 629). Accordingly, Williams’ notion o f suffering is an anguish we 

experience as a threat to our wholeness, composure, and integrity, a  part o f which is 

our intended future. Also, Williams’ definition suggests a temporal aspect o f  

suffering. That is, intention is not limited to an intention to do something in the future, 

but also is closely related to an intention to be (i.e., exist), which may be described as 

an existential knowing. Therefore, a threat to the fulfillment o f  our intentions may be 

interpreted as a force that makes it difficult to sustain assumptions about our 

continuous existence (i.e., being) into the future. The problem o f  such an 

interpretation o f Williams’ definition is that it is difficult to understand how his notion 

o f suffering is different from other concepts, such as loss of hope. Again, similar to 

Cassell’s case, Williams’ definitions are insightful and descriptive, but they fail to 

meet the criteria to be a definition o f suffering.

4.2.3.4. Concluding remarks on defining suffering. To review, it became clear 

that defining suffering is an extremely difficult, if  not impossible, task. In the literature 

describing the definitions of suffering, many authors failed to define the word 

according to the criteria o f definition proposed by Mish, et a l  (1989) and Flew 

(1979). That is, the proposed definitions o f suffering failed to replace the word 

suffering without losing or changing its primary meanings. Further, when authors
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tried to define the word, extremely abstract expressions were used, and this lead to 

the failure to meet the criteria for a definition. Also, the meaning o f the word suffering 

often is described in terms o f  other concepts that are just as abstract as the word 

suffering itself. Ferrell (1993) observed that the majority o f  social-science articles 

often conflate suffering with other concepts. For example, as seen in the articles by 

Copp and Travelbee, terms other than suffering (e.g., anguish and pain) are used to 

replace the word suffering. In the articles by Travelbee (1966) and Van Eys (1992), 

affliction, despair, and distress were used to explain suffering, yet dictionaries often 

explained those words in terms o f suffering. Thus, this leads to circular reasoning, 

such as ‘suffering is distress, and distress is suffering’. The words that replaced 

suffering are abstract and do not provide “the precise meaning [of suffering]” (Flew,

1979, p. 86) and thus, they do not satisfy the criteria to be a definition o f  suffering.

Other authors attempted to incorporate existentialist language to define 

suffering. For example, Cassell (1992) claimed that suffering is a threat to the 

wholeness o f  a person, and thus, can not be social, physical, spiritual, and 

psychological. Further, Williams (1969) explicitly claimed that suffering is an 

existential experience. Kahn and Steeves (1996) also suggested that we seek meaning 

and understanding in suffering, indicating that suffering is an existential experience. 

Dupont and McGovern (1992), too, indicated that human beings suffer because we 

find meaning in our experiences. These authors (Cassell, 1992; Dupont & McGovern,

1992; Kahn & Steeves, 1996; Williams, 1969) described that suffering is an existential
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experience that has a temporal aspect, and that suffering threatens not only who we 

are here and now, but also who we will be in the future. According to the criteria 

associated with a definition o f  something, which the above authors appeared to have 

employed, the above descriptions o f  suffering as an existential experience are 

precisely the descriptions, not the definition, o f  suffering. In the end, the criteria o f  an 

essentialist notion of language remain unsatisfied.

The reason behind the difficulty defining suffering is probably because the 

logical and essentialist30 approaches to language, such as the ones that are suggested 

by Flew (1979) and Mish, et al. (1989), are inadequate to describe suffering. Perhaps, 

suffering is one o f the best words to exemplify what Wittgenstein was claiming, that 

language must be explicated “in the stream o f life” (Honderich, 1995, p. 914). When 

Wittgenstein’s notion of language is taken into consideration, it is easier to see why 

so many authors failed to define the word suffering. Also, Wittgenstein’s notion o f 

language appears to explain what Morse and Carter (1996) pointed out, which is why 

suffering can be easily, and frequently, described in terms o f the contexts within which 

suffering occurs. Frankl (1963) related the experience o f suffering to the meaning o f  

life, and described that the meanings o f  life “differ from man to man, and from 

moment to moment” (p. 122), and therefore, “it is impossible to define [italics added] 

the meaning o f  life in a general way” (p. 122). I conclude that suffering cannot be

30 Essentialism is “the doctrine that it is correct to distinguish between those properties o f a  thing, or 
kind of thing, that are essential to it, and those that are merely accidental” (Blackburn, 1994, p.
125).
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defined, and it must be examined in terms o f the specific contexts within which the 

experience occurs. The further implications o f Wittgenstein’s notion o f language to 

this study will be discussed in section 4.4. Methodology for the Investigation o f  

Suffering.

4.3. Why Suffering is Under-Investigated 

Suffering is an under-investigated phenomenon. As Morse and Carter (1996) 

accurately put it, “much o f  the research into suffering has., .been unsuccessful in 

developing a definition o f the concept” (p. 45). Different from some experiences, such 

as depression o r anxiety, that are well recognized, documented, conceptualized, and 

researched, suffering is not a well-conceptualized and researched experience. In this 

section, I identify the reasons why suffering is under-investigated, in order to help to 

establish some implications for further research.

4.3.1. Suffering is Universally ‘Taken For Granted’

There appear to be many reasons why suffering is under-investigated. For one, 

suffering is a universal and ubiquitous experience for human beings. Beyond the scope 

o f time and place, human beings have suffered from hunger, injury and illness, 

separation from significant others and families, loss o f  something important and from 

many other reasons. Because o f such universality and broadness, it appears suffering 

has been universally taken for granted, and this may explain, at least in part, why 

suffering is under-investigated. Investigators, like other people, may take suffering for 

granted, and this has contributed to the under-investigation o f  suffering.
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4-3.2. Suffering is Difficult to Approach

Eriksson (1992) suggested that people who are willing to help a suffering 

person may suffer. Brallier (1992) also noted the vulnerability and actual suffering of 

professional (e.g., physicians and nurses) and non-professional (e.g., family) 

caregivers in dealing with the suffering. For example, caregivers working with dying 

patients experience a variety o f personal stresses (Martin & Berchulc, 1987). These 

suggest that suffering may be a difficult phenomenon to deal with.

Copp (1974) explained that suffering is too closely linked to our personal 

existence, and this proximity to one’s core experience can cause a feeling o f  threat. 

Hinds (1992) also noted that suffering is not often studied because suffering is, like 

death, linked to a person’s existence. When we suppose that the idea o f death causes 

the experience o f suffering, how we perceive death in general becomes relevant. For 

example, Heidegger (1979/1992) wrote;

Thinking about death is publicly regarded as cowardly dread and a gloomy flight 

from the world. The public does not permit the courage for dread in the fact o f 

death to come up, but hastens to forget it while at the same time interpreting this 

action as a form o f  self-security and superiority o f [our existence] opposed to this 

ostensible gloominess o f life. (p. 316)

Suffering, such as that caused by the idea o f death, is under-investigated because it is 

an anxiety provoking experience that we prefer to avoid.
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Several authors noted the problems o f  health care professionals in caring for 

suffering people. Recognizing the important role o f physicians in the management o f  

suffering, Dunlop (1996), a physician at St. Christopher’s Hospice, noted that “a 

variety o f  factors have conspired over many centuries to make it difficult for 

physicians to fulfill this role” (p. 156). Ferrell (1993) also noted that, in nursing 

practice, there is a tendency to avoid the suffering. The sense of threat health care 

providers feel when they care for suffering people negatively influences their care 

recipients. For example, the inability o f physicians to deal with suffering is a problem 

for their patients (Klagsbrun, 1994; Severino, Friedman & Moore, 1986). Nurses’ 

avoidance o f  suffering also can negatively inpact their patients (Ferrell, 1993).

The inability o f  physicians to deal with suffering is also a problem for the 

physicians themselves (Klagsbrun, 1994; Severino, Friedman & Moore, 1986). 

Medical practitioners suffer not only from witnessing their patients’ suffering, but also 

from being incapable o f  responding appropriately to the suffering o f  their patients. 

Sherwood (1992) noted that caregivers too, when they cannot alleviate suffering, 

“often experience a sense o f frustration and failure” (p. 106). Sherwood claimed that 

caregivers (e.g., nurses) can have a conflict between professional dedication to the 

care o f  others and personal concerns for themselves.

4.3.3. Lack o f  Voices o f  the Suffering

Cassell (1992) wrote that there are situations where suffering is not only 

“unknown to observers” (p. 9), but also unknown “even to the sufferers, who do not
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know what their distress is” (p. 9). Further, a  suffering person may find it difficult to 

verbalize the experience and “may conceal their suffering from us (or from 

themselves)” (p. 10). These notions appear to suggest that suffering people may not 

readily be able to describe their experiences. There might be difficulty identifying 

other people’s suffering. Perhaps reflecting this potential difficulty accessing the 

suffering o f people, in nursing literature, a person’s experience o f  suffering is most 

likely described by third person(s), such as nurses (Davitz & Davitz, 1981). Zola 

(1992) also pointed out that in an investigation o f  the experience o f  suffering, 

researchers tend to ignore the personal accounts o f  a suffering person, and instead, 

tend to rely on data collected from everyone but the suffering person (e.g., literature, 

medical charts, health care providers, and family care providers). This exclusion o f  

suffering people from the investigation o f suffering might suggest the nurses’ 

assumption that it is possible to gain knowledge o f  their patients’ suffering without 

involving the patients themselves. Such a stance is possible only if suffering is 

regarded as something that can be objectively identified. Perhaps in order to be able 

to function in the field of medical science, nurses must be able to objectify patients’ 

experiences on many occasions, and this may have been making their stance 

essentialist in nature. In feet, the exclusion o f  the patients is a quite acceptable 

approach in many different nursing studies. In this regard, generally speaking, the 

profession o f nursing is guilty o f  participating in the exclusion o f  the personal 

experience o f  suffering from the nursing studies o f  suffering patients.
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4.3.4. Issues Associated with the Paradigm o f Science

Another reason for the under-investigation o f  suffering is related to the 

paradigm and the practices o f natural science31 that continue to shape the American 

way o f envisioning science today (Bulger, 1992; Cassell, 1992). The target o f a 

natural scientific investigation is often classified and divided into a certain unit o f 

analysis. This means that in the field o f medicine, a  person becomes a diagnosis and 

body parts. For example, a person who is suffering from a stomach ache goes through 

an internist, GI specialist, oncologist, GI surgeon, and radiologist, each of them 

having his or her own special domain o f practice. During this process, the person’s 

experience o f suffering is often objectively and selectively reduced into categories, 

such as subjective or mental aspect and objective and physical aspect. Here, the 

notion o f subjective contains the nuance that it is a mere appearance that cannot be 

verified, and therefore, irrelevant as a target o f scientific endeavor. Whereas, the 

notion o f objective means the phenomenon is verifiable, and therefore relevant for 

scientific endeavor. Since only those phenomena that are objective tend to be 

regarded as medically relevant, by implication, suffering has no place in medical 

practice. Acknowledging that physicians need to process vast amounts of information,

Jl According to Embree (1997), naturalism, “the main opponent of phenomenology” (p. 480) is also 
called scientism, positivism, or objectivism. General belief in naturalism is that “genuine 
philosophical and scientific knowledge is solely based on the sensuous perception of physical 
objects” (p. 480), but imperceptible realities (e.g., X-rays and unconsciousness) may also be 
recognized. Naturalism places an emphasis on physicalistic elements. In a broad sense, logical 
positivism, psychoanalysis, psychology, economics, political science, sociology, and behavioral 
sciences are also associated with naturalism. Modem natural science is “basically mathematical 
physics” (p. 480).
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Bulger (1992) critiqued this reductionist orientation o f modem medicine, because it 

fails to deal with the whole person. Cassell (1989) and Reich (1987) also noted that 

highly specialized medical practice fails to deal with the suffering that involves a 

whole person.

Similarly, in a health care setting, suffering is often viewed within a  context o f 

problem solving, as represented by the concept o f  medical and nursing diagnosis. The 

focus then becomes the medically identifiable causes o f suffering, rather than the 

experience o f  suffering itself. The cause o f  suffering is different from the suffering 

experience itself. Therefore, although practically useful and significant in many ways, 

the problem-solving approach in health care settings confuses and misleads the 

researchers who intend to investigate suffering itself. This perhaps has contributed to 

the under-investigation o f  suffering.

The reductionistic approach to suffering is also evident in the area o f 

psychology. For example, the concept of death anxiety and the theories o f  Self- 

Realization, Search-for-Meaning, and Personal Construct (Tomer, 1994) are not 

suffering itself but suffering related constructs. There are also psychological 

measurement tools that intend to measure the degree o f suffering related constructs, 

such as the Purpose in Life Test (Crumbaugh & Maholic, 1976), the Seeking o f 

Noetic Goals Tests (Crumbaugh, 1977), The Collett-Lester Fear o f Death Scale 

(Lester, 1994), and the Threat Index (Neiroeyer, 1994). Further, therapeutic protocols 

are prescribed to control the suffering related aspect o f our experience, as seen in the
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use o f  images o f  the future in grief work by Collison and Miller (1987). Suffering 

people may be experiencing fear of death, depression, loss of hope and loss of 

meaning in life, and the constructs related to these experiences may be 

conceptualized, operationalized, and measured. However, these constructs are not 

identical to the experiences o f  suffering. Cassell (1992) claimed that suffering cannot 

be reduced into subordinate pieces. This means that investigations o f  suffering based 

on notions such as psychological suffering or physical suffering are inappropriate. In 

fact, if, as Cassell (1989) wrote, suffering “is not objectively measurable” (p. 61), then 

objective science itself is an inadequate paradigm to investigate suffering.

Cassell (1992) argued that, in objective science, the influence o f  space and 

time is generally disregarded. Embree (1997) appears to support Cassell when he 

wrote;

what is essential for natural science...is that the cultural characteristics with which 

all objects are originally encountered are abstracted from [sic] in order to have the 

naturalistic objects. The naturalistic attitude is...automatically adopted in ... some 

areas o f medicine and even types o f psychiatry”, (p. 482)

The problem with natural science is that, as Embree described, it disregards the 

primordial experiences we have with phenomena. This is inconsistent with the notion 

o f  language proposed by Wittgenstein, in that language can only be explicated “by 

attending to the use o f  words and sentences in the stream o f life” (Honderich, 1995, 

p. 914). The stream o f  life is the very context in which suffering occurs. In other
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words, a  particular time, space, body, and relationship must be taken into 

consideration if we are to understand the meaning o f suffering. In fact, the review of 

the literature has shown that suffering is highly contextual. There are many concrete 

elements that surround a person’s suffering experience. Therefore, an individual’s 

experience o f suffering cannot be, and should not be, generalized at the expense o f the 

particularity o f the experience.

4.4. Methodology for the Investigation o f  Suffering

If  health care practice is based on natural science and this is an inadequate 

paradigm to investigate suffering, then what is the appropriate mode o f  investigation 

to study suffering? In order to avoid repeating the same mistake in investigating 

suffering, the most suitable paradigm o f science to investigate suffering must first be 

identified.

As I have presented above, the investigation o f  suffering is still in its infancy 

stage. The experience o f suffering is taken for granted, and very few studies on 

suffering have been done. Kohak (1978) wrote, we “experience before we theorize, 

and what we theorize about is primordially given as lived experience” (p. 3). Lived 

experiences can be investigated through phenomenology. In fact, some authors 

(Dufly, 1992; Kahn & Steeves, 1986; Kestenbaum, 1982b) have explicitly suggested 

that future studies o f  suffering require a phenomenological approach. Cassell (1992) 

wrote, supporting the use o f phenomenology, that there are advantages in “going 

beyond the merely reductive knowledge o f  science in order to comprehend the human
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condition” (p. 10). Kestenbaum (1982a) wrote phenomenology enables us to go back 

to the taking for granted and pre-reflective experiences and, thus, is “a bridge to the 

lived world o f illness, about which we know surprisingly little” (p. ix). Further, 

Kestenbaum (1982b) went on to say that phenomenology has significant implications 

for nursing practice in the care o f the suffering, because by thinking 

phenomeno logically, nurses can better appreciate the experiences o f their patients, 

and this can, in turn, inform nurses how to improve nursing care. Kahn and Steeves 

(1996) defined suffering as “a meaning given to events such as pain or loss” (p. 5). 

Reich (1987), too, pointed out that “there must be an empirical moral assessment of 

what it means to suffer [italics added] before one can even know the moral 

requirements o f compassion” (p. 118), and suggested that “the key tool for 

understanding and interpreting the meaning o f  suffering” (p. 118) is language. 

Because the traditional and historical meanings and dimensions o f  words are not 

always evident if the words are examined in a  single dimension, an investigation that 

goes beyond the ordinary use o f  the language o f  suffering people may provide new 

insight. With phenomenology, an investigator can examine the meaning o f  suffering 

experiences by reaching out for the unexplored dimensions o f  words.

But can we make use o f  the phenomenological mode o f  inquiry in a  field 

where natural science dominates? I contend that we can. I agree with Embree (1997) 

when he said “it is disciplines such as...medicine, nursing...that cultural scientific 

knowledge as well as [italics added] natural scientific knowledge can be used for
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practical purposes” (p. 481). From the texts that follow this sentence, I interpret his 

'cultural scientific knowledge’ as having a  similar or the same meaning as local, 

personal, experiential knowledge. Natural sciences have brought much benefit to 

alleviating people’s suffering. What is missing from current practice o f medicine and 

nursing is that the focus and emphasis has been placed only on the aspect o f  natural 

science and phenomenological knowledge has been almost totally disregarded. 

Phenomenological knowledge should be able to bring much practical benefit to 

suffering people. Since it is probably unreasonable and impossible to abandon natural 

science in the fields o f  medicine and nursing, what we can and should do now is to 

pay attention to, and incorporate, phenomenological knowledge in our knowledge 

base.

A phenomenological approach enables a researcher to describe a person’s 

experiences within a specific context, such as time, body, relationship, and space. This 

notion o f  context is consistent with Wittgenstein’s notion o f  language. He wrote that, 

if we are to understand the meaning o f  given words, the “words must be taken in the 

context [italics added] o f  a rich and variable set o f  relations” (Cunningham, 1997, p. 

505). Therefore, it was considered that Wittgenstein’s notion o f  language does not 

contradict a phenomenological approach.

Having identified phenomenology as the approach to be employed, the next 

question was who should be the subjects o f  a study o f suffering experiences. Several 

authors (Cassell, 1992; Coyle, 1996; Duffy, 1992; Russell, 1945) have suggested that
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the only way to understand suffering is to pay attention to suffering people. In 

phenomenology, the investigation is based on the accounts o f  the people who actually 

experienced the phenomenon under investigation. In other words, the participants o f a 

phenomenological study must be the “experts in the experience” (Morse, 1996, p. 73) 

under investigation. For these reasons, the participants o f  this study had to be 

suffering people. Although suffering is a  universal experience, it was considered most 

appropriate to select a group o f  people who are believed to have the most intense 

suffering based on a logical assumption. Although any experiences o f illness, loss, and 

death can potentially lead to a suffering experience, it was assumed that the most 

acute form o f  suffering is to confront one’s own death. As mentioned earlier, there 

are numerous documents that link suffering with fetal illnesses and the perception of 

impending death. Steeves and Kahn (1987) documented the suffering o f  hospice 

patients who have fatal illnesses and are also aware o f  their impending death. Lynn 

(1986), an oncologist, noted that many terminally ill cancer patients go through 

difficult experiences from the time o f their initial diagnoses o f  fetal illnesses. Williams 

(1969) suggested that when we face the possibility o f non-being, we experience acute 

suffering. If we consider the ultimate possibility o f non-being to be death, then facing 

one’s own death leads to an experience o f  suffering. In the USA, people who are 

terminally ill and feeing their own death are hospice patients. That is, hospice patients 

generally have diagnoses o f  cancer and other fetal illnesses and physician diagnosed
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prognoses o f  less than 6 months to live. Accordingly, hospice patients were selected 

for this study.

There was a  possibility that not all participants in the study would be 

suffering, and that even when the participants were suffering, some o f  them may not 

express verbally that they are suffering. As Cassell (1992) wrote, suffering can be 

“unknown to observers” (p. 9) and even the suffering may not know “what their 

distress is” (p. 9). In-depth, repeated interviews in a phenomenological approach were 

deemed to be suitable in order to investigate such undifferentiated and primordial 

lived experiences o f  hospice patients.

Finally, among many different phenomenological approaches, a Heideggerian 

hermeneutic phenomenology was selected, because it provided the foundation to 

address the issues surrounding a person’s existential experience (e.g., Angst32) o f  

facing one’s own death, the possibility o f our non-existence. I believed that no other 

philosophers provided a more appropriate philosophy that could be instrumental in an 

interpretation o f the existential experience of suffering from facing one’s own death.

In the following section, a review o f  literature on hospice patients’ experiences will be 

presented, which will then be followed by a description o f Heideggerian philosophy.

32 Angst is pre-reflective sense o f existential anxiety or dread. See Chapter VI for details.
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V. Literature Review on Hospice Patients’ Experiences 

In the previous section, the concept o f  suffering was examined, and a review 

o f the literature on suffering brought to light several issues. The experience of 

suffering has a close historical and philosophical link to nursing practices. However, 

nurses have not yet systematically investigated the experience o f suffering. Existing 

study articles on suffering often contain conceptual and methodological problems. 

Particularly, the definitions o f suffering were often absent or unclear, and the 

approaches used to objectively examine patients’ experiences were found to be 

inadequate for the study o f suffering. Several authors have suggested that the lived 

experiences o f suffering people need to be investigated. Because knowing o f one’s 

own imminent death is often linked with suffering, and because hospice patients 

generally have prognosis o f less than 6 months to live, studying the lived experiences 

o f  hospice patients was identified to be an appropriate step to examine the experience 

o f  suffering.

5.1. Concept o f  Hospice

5.1.1. The Etymology o f  Hospice

According to a dictionary, the word hospice was first recorded as a written 

English word around the early 19th century33 (Mish, et al., 1989; Onions, 1966). An 

etymology dictionary described hospice as a house o f  rest and home (Onions, 1966).

J ’ Although the name hospice was not used, in 1538, the citizens of London sent a petition to Henry 
VIII to ask for a place for “the ayde and com forte of the poore sykke, blynde, aged and impotent 
person es...whereyn they may be lodged, cherysshed and refreshed” (Stoddard, 1978, p. I).
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The origin o f  the English word hospice is an old French word hospice, which came 

from an old Latin word hospitium. Hospitium  was a “house o f  rest and entertainment 

for pilgrims, travelers or strangers...the destitute or the sick” (Stoddard, 1978, p. 1).

5.1.2. Emergence o f Hospice in the US34

The attention paid to terminal patients’ quality o f  life exploded first in England 

in the 1960’s. In 1968, hospice as a concept o f health care was established at the St. 

Christopher’s Hospice in London through the work o f  Cicely Saunders35. During the 

early 1970’s, the US followed a process similar to that o f  England (Rhymes, 1990; 

Stoddard, 1978).

Some argued, however, that the establishment o f  hospice in the US did not 

occur as a result o f merely copying the British hospice. According to Greer and Mor 

(1986), hospice in the US emerged “as a social movement and evolved into a system 

o f medical care which emphasizes palliation and psychosocial support of terminal 

patients and their families” (p. 5). Levy (1993) also wrote that, unlike the experiences 

in Great Britain and Canada, hospice in the US began as an “antiestablishement, 

grassroots movement aimed at fulfilling the unmet needs o f terminally ill patients and 

their families abandoned by a health-care delivery system obsessed with cure and life 

prolongation” (p. 1284). The hospice in the US was, from its conception, “volunteer- 

intensive community programs” and “began as interdisciplinary teams based in

34 For a detailed historical account about the development of hospice in the USA, see Corless (1983).
33 Saunders was “a nurse, social worker, and physician, devoted to improving the quality o f life of
the terminally ill”  (Masters & Shontz, 1989, p. 226)
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hospitals or visiting nurse associations and provided terminal care primarily within the 

patient’s home36” (p. 1284).

5.1.3. The Philosophy o f  Hospice

5.1.3.1. Goals o f  hospice care. Fundamentally, the term hospice is used to 

reflect a philosophy or concept to value human dignity and the human living process 

during a person’s final period o f life. According to Kastenbaum and Kastenbaum 

(1989), the philosophy o f  hospice is “based upon respect for the individuality of the 

dying person and his or her friends and significant others. It is the person, not the 

disease, that is the focus” (p. 144). Since hospice is a  philosophy and a program of 

care, it is not necessarily a facility or an institution (Buckingham, 1996; Cohen, 1979). 

An encyclopedia defined hospice as “institutions designed to relieve the physical and 

emotional suffering o f the dying...[and to] provide emotional support for the patients’ 

relatives” (Compton’s Encyclopedia Online v2.0, 1997). Although the philosophy o f 

hospice emphasizes pain relief*7 and symptom control (Kastenbaum & Kastenbaum,

1989), hospice also addresses issues not limited to medical problems, such as patients’ 

emotional, social and spiritual aspects. The nursing, medical, psychological, spiritual 

and other interventions provided by a team o f professionals and volunteers, which 

reflect the above philosophy, is called hospice care.

36 In contrast. Levy (1993) wrote, “the British and Canadian hospice movements began within their 
health-care delivery systems and provided services primarily in free-standing hospice buildings in 
Britain and in inpatient, palliative care units in Canada” (p. 1284).
37 Pain control in hospice focuses both on amelioration and prevention (Mor & Masterson-Allen,
1990).
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The requirements stipulated by the National Hospice Reimbursement Act 

reflects the goals and the philosophy of hospice care. They are: a governing body; a 

medical director; an interdisciplinary team that, at least, includes a physician, 

registered nurse, social worker, volunteers, and a pastoral or other counselor; 

continuity o f  care; an establishment of an individual care plan; a system o f  care 

evaluation; a  compliance with licensing regulations; a provision of all required care; 

an availability o f  care, 24 hours a day, 7 days a week; and an in-service program for 

staffs and volunteers (Kastenbaum & Kastenbaum, 1989; Mor & Masterson-Allen,

1990).

5.1.3.2. Hospice vs. conventional medical care. To further illustrate the nature
■ to

of hospice, it is helpful to compare hospice with a more conventional medical care 

setting, as represented by hospitals. Although the word hospice shares the same 

etymology as the word hospital, their philosophy and functions are quite different. 

Generally speaking, in hospitals, patients are treated with an aim towards the cure of, 

or at least the management o f  their diseases and injuries. Put differently, in hospitals 

patients’ diseases and injuries are the focus o f  intervention, and the fundamental goal 

is to sustain the life, rather than to improve the quality o f  life, o f  patients. Also, each 

patient is the unit o f  care that is being provided in hospitals, and the family, friends, 

and significant others o f a patient are viewed as peripheral, or even irrelevant, to the 

medical care o f the patient. The concept o f bereavement care is virtually nonexistent.

38 The expression ‘conventional medical care’ will be used hereafter to reflect the cure-oriented
philosophy.
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In hospices, on the other hand, patients no longer can hope for either cure of 

their health problems nor maintenance o f  their current conditions. A hospice provides 

palliative care, which includes adequate control o f pain and other devastating 

symptoms, along with other physical and emotional/psychological comfort care. Each 

hospice patient is treated as a person, not as a case with a disease or injury, and the 

quality o f  life o f the patient is the primary focus o f  hospice care. Also, the patient's 

family, friends, and significant others are viewed as a unit o f  care (Buckingham, 1996; 

Mor & Masterson-Allen, 1990; National Hospice Organization, 1998a). A hospice 

team identifies the needs o f  a patient’s family, friends, and significant others as they 

experience the process o f  losing their loved one; even after the patient's death, the 

hospice team often continuously follows them to provide any necessary support in 

their grieving and bereavement. Another unique feature in the concept o f hospice is 

the use o f  volunteers, a caring community o f  professional and nonprofessional people 

(Lusk, 1983). Volunteers39 who work in hospice settings are trained and supervised 

by a corresponding organization, so that the quality o f care provided by the 

volunteers is ensured.

5.1.3.3. Government regulation o f hospice. One o f the first US governmental 

initiatives o f  the hospice movement was taken in 1978 by the National Cancer

39 Buckingham and Lupu (1982) reported that, in their study, as much as half of hospice staff was 
volunteers. A program director, physician, registered nurse, counselor, social worker, and other 
professionals can be volunteers.
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Institute (NCI), when the NCI funded hospice demonstration programs40 in order to 

evaluate the cost and feasibility o f  adopting the British model o f  hospice care. By the 

early 1980’s, the hospice concept came to be accepted by both the US government 

and insurance companies41 (Rhymes, 1990; Stoddard, 1978). In 1981, the Health Care 

Finance Administration funded the National Hospice Study and studied 26 pQot 

projects to analyze a variety o f  models o f  hospice-care delivery (Morris, Mor, 

Goldberg, Sherwood, Greer & Hiris, 1986; Morris, Suissa, Sherwood, Wright & 

Greer, 1986; Greer, Mor, Morris, Sherwood, Kidder & Bimbaum, 1986). In 1982, 

the Tax Equity and Fiscal Responsibility Act (TEFRA) introduced hospice as a new 

benefit under Medicare. The TEFRA included the following aspirations (Mor & 

Masterson-Allen, 1990, p. 86): a  patient eligibility requirement o f  a physician-certified 

prognosis o f six months or less; a limitation o f $6,500 reimbursement per patient 

times the number o f  patients serviced by a particular hospice42; a limitation of 210 

days coverage per patient, with no more than 20% o f  this time spent in an inpatient 

setting; mandatory availability in all hospices o f  both home nursing service and 

hospice inpatient care; a provision that the hospice interdisciplinary team must 

maintain financial and clinical control o f  all patient care in both home and inpatient 

settings; mandatory provision by all hospices o f  ministerial, bereavement, and

40 The sites were Hill Haven Hospice in Tucson (Arizona), Riverside Hospital in Boonton (New 
Jersey), and Kaiser Permanente Center in Norwalk (California).
41 For example, in 1977, the National Hospice Organization was formed, and in 1978, the US 
General Accounting Office identified 59 operational hospices.
42 This was subsequently increased under the Consolidated Budget Reconciliation Act [COBRA] of
1985.
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volunteer services, although these services are not directly reimbursable. In 1983, the 

first and only expansion o f  Medicare services made hospice care available to Medicare 

beneficiaries under the Reagan adm inistration43 In addition, hospice care came to be 

reimbursed through Medical Assistance, most private health insurance companies, 

Civilian Health and Medical Programs o f the Uniformed Services, and the US 

Department o f Veterans Affairs (Levy, 1993). In the US, hospice now nests within an 

established health care delivery system.

5.1.3.4. Hospice patients. Hospice care recipients are usually called hospice 

patients, hospice clients, hospice care consumers, or hospice users. Anyone who is 

diagnosed to die within 6 months is eligible for hospice. In addition, many hospice 

programs require that, as a part o f  their eligibility criteria, a  patient has a primary care 

provider, although this criteria is becoming less strict44.

The point must be made that not everyone is an adequate candidate to be a 

hospice patient. Since hospice is not oriented to cure patients’ health problems, cure- 

oriented medical interventions are indicated mainly for palliative purposes only (Mor 

& Masterson-Allen, 1990). Reflecting this philosophy, patients who desire or require 

aggressive cure-oriented treatments to prolong their life are not eligible for hospice45.

43 Levy ( 1993) points out that hospice care was ‘‘not added to Medicare services because of its quality 
and compassion, but because an analysis by the Congressional Budget Office showed that it could 
reduce Medicare expenditures for terminal care by several million dollars per year”(p. 1284).
44 The requirement for a primary care provider has been changing. In I99S, 60% of hospices 
admitted patients without primary caregivers, and an additional 27% admitted patients without 
caregivers on a case-by-case basis (National Hospice Organization, 1998b).
45 Many hospice programs hold do-not-resuscitate (DNR) policies (Miller, 1991).
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5.1.4. Hospice Related Statistics

The World Health Organization (WHO) currently estimates that 50 million 

people around the world die yearly, and this number will exceed 62 million by the year 

2025. The WHO also estimates that 9 million people per year develop cancer, which 

will reach 15 million by the year 2015. The WHO expects “an even greater need for 

palliative care” (Stjemsward, 1997, p. 14). Considering that hospice is one o f  the 

major health care facilities providing palliative care, the expectation is that hospice 

will continue to grow all over the world.

In terms o f  the site o f  hospice care, hospice programs in the US can be 

classified into several different categories. These include ho me-care based (i.e., 

hospice care delivered at the patient’s own home), free-standing (i.e., an independent 

hospice facility), and hospital-based (i.e., from a few beds to an entire unit in a  regular 

hospital). Hospice care may also be delivered by an interdisciplinary hospice team 

“that moves within a general hospital to wherever the patients may be located within 

the facility” (Cohen, 1979, p. 68). According to Levy (1993), a  typical hospice is a 

small, community-based or hospital-based program that has a  daily census o f  22 

patients and serves 124 patients per year.

The number o f  hospice programs in the US was 1 in 1971 (Raudonis &  

Kirschling, 1992) and over 1,700 in 1989 (Rhymes, 1990). As o f  July, 1997, the 

National Hospice Organization estimates that over 2,600 hospice programs offer 

comprehensive hospice care in all 50 states, the District o f Columbia, and Puerto Rico
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(National Hospice Organization, 1998b). The hospice programs in the US provided 

care for over 200,000 patients in 1990 (National Hospice Organization, unpublished 

print) and 450,000 patients in 1996 (National Hospice Organization, 1998b). Since 

the Medicare coverage o f  a hospice option was established in 1983, Medicare- 

certified programs reached 31 in 1984, 600 in 1989 (Rhymes, 1990), and currently, 

about 80% o f hospices are Medicare-certified (National Hospice Organization, 

1998b). In the past 5 years, the annual growth o f  new hospices has averaged 17% and 

the growth in the number o f hospice patients nationwide has averaged 16% per year 

(National Hospice Organization, 1998b).

Some authors consistently reported that nearly 90% o f hospice patients had 

cancer46 (Buckingham & Lupu, 1982; Compton’s Encyclopedia Online v2.0, 1997; 

Mor & Masterson-Allen, 1990; National Hospice Organization, unpublished print).

As a trend, the ratio o f  cancer patients among hospice patients has been decreasing 

over the course of years as hospices started to care for patients who do not have 

cancer. According to a  census in 1995 (National Hospice Organization, 1989b), about 

60% o f hospice patients had cancer47, 6% heart-related diagnoses, 3% AIDS, 2% 

Alzheimer’s disease, 1% renal diagnoses, and 20% other. Hospice patients can have 

any type o f  terminal disease or terminal condition (e.g., old age). The average length

46 According to Magno (1991), about IS % of terminally ill cancer patients die in hospice each year.
47 According to Brallier (1992), despite the fact that cancer is not always fatal and that many cancer- 
related symptoms can be controlled, suffering is still viewed as “a hallmark of the cancer experience” 
(p. 203) in the USA. Therefore, it can be inferred that some hospice patients may be experiencing 
suffering.
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of stay for hospice patients was reported to be 61.5 days in 199548 (National Hospice 

Organization, 1998b).

5.2. Research on Hospice Patients’ Experiences

With the increased interest in, and access to, hospice programs, the numbers 

o f articles on hospice also have been increasing over the course o f several decades. In 

order to illustrate the trend in hospice research, I have roughly divided the articles on 

hospice into two categories; patient-oriented articles and non-patient-oriented articles. 

The non-patient-oriented articles include those of comparative studies o f hospice care 

and conventional terminal care (Mor & Masterson-Allen, 1990; Seale, 1991), hospice 

care cost analysis (Kidder, 1991), hospice policy and program analysis (Hanrahan & 

Luchins, 1995), hospice care providers, such as nurses (O’Connor, 1996; SamareL, 

1989), physicians (Kinzbrunner, 1997), families (Kirschling, 1985; Kirschling, Stewart 

& Archbold, 1994; Raudonis & Kirschling, 1996), and volunteers (Kirschling, 1985; 

Yang & Kirschling, 1992; Raudonis & Kirschling, 1996; Robbins, 1992). It is not an 

overstatement to say that many, if not most, articles on hospice belong in the non- 

patient-oriented category.

Among the patient-oriented articles, one group o f  articles employs methods in 

which hospice patients did not participate in their studies. This group o f articles is 

characterized by the fact that the authors purported that they investigated hospice 

patients’ experiences, in spite o f the fact that the data is collected from professional

48 Levy (1993) also estimated the average length o f stay of each patient to be 63 days.
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and non-professional hospice care providers (e.g., nurses, physicians, hospice 

patients' families and primary care providers, and volunteers), not from hospice 

patients themselves. To this category belong the studies o f  symptom control 

evaluation (Morris, Suissa, Sheerwood, Wright & Greer, 1986), quality o f life o f 

hospice patients (Hannan & O’Donnell, 1984; Greer & Mor, 1986; Morris, Suissa, 

Sheerwood, Wright & Greer, 1986), and emotional stress o f hospice patients (Kane, 

Klein, Bernstein, Rothenberg & Wales, 1985). Since hospice patients are not directly 

involved in the data collection process, the conclusions o f  these studies are contingent 

upon the accuracy o f non-hospice patients’ estimates regarding the hospice patients’ 

experiences.

Another group o f patient-oriented articles employ methods in which hospice 

patients participated in their studies. However, this still does not mean that hospice 

patients were given the opportunity to freely describe their experiences in their own 

words, because many o f these studies employed methods o f  obtaining the data from 

the patients that were highly structured, such as the use o f  paper and pencil 

questionnaires and use o f  questionnaires in interviews. For example, in some studies, 

hospice patients were asked to complete a quality o f life index (McMillan & Mahon, 

1994; McMillan, 1996) and other survey instruments (Gates, Lackey & White, 1994; 

Greipp, 1994; McCanse, 1995). These studies are informative o f  the specific issues 

being examined, but do not accommodate any information that does not fit into their 

linguistic categories and concepts. Each term (e.g., quality o f life) is so narrowly and
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precisely defined that researchers fail to capture much information that is nevertheless 

vital for the understanding o f the phenomenon under investigation. The problem 

arises when researchers assume that what they have investigated are the experiences 

o f hospice patients.

In order to illustrate the trend o f hospice patients’ involvement in research 

studies, the following information may be helpful. In 1987, Mor published an 

extensive summary o f  hospice patients-related studies that were published between 

1975 to 1986 (Appendix A). Among 23 empirical studies o f  patients’ pain, symptoms 

and quality o f life (QOL), 7 studies involved patients as a source o f  information. 

However, all 7 studies appear to have used structured approaches in their data 

collection process. That is, patients were administered several measurement tools.

The information obtained through a structured approach is helpful in that it 

numerically maps an aspect o f hospice patients’ experiences of pain, symptoms and 

QOL. However, it does not provide anything more, such as the meaning o f hospice 

patients’ experiences. The studies that try to describe the meaning o f  experiences o f 

hospice patients in those years are virtually nonexistent. This tendency to overlook 

hospice patients’ voices is also evident in more recent articles. Between 1993 and 

1998, the CINAHL49 lists 164 English research articles that bear the key word 

hospice. Among them, only one article reported in-depth interviews o f  hospice

49 Cumulative Index to Nursing and Allied Health.
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patients (Raudonis, 1993)50. The few other articles that involved hospice patients used 

a questionnaire format for their data collection. Between 1993 and 1998, Medline lists 

no studies o f hospice patients’ experiences.

5.3. Summary and Conclusion 

The review of literature about hospice suggests that very little has been 

investigated about hospice patients’ lived experiences. What is totally lacking from 

the so-called hospice patient studies are the hospice patients’ own experiential or 

phenomenological accounts as to what it is to be a  hospice patient, and what it is like 

to have a fatal illness and be told you have less than 6 months to live. The hospice 

patients’ voices have not yet adequately been heard. Since we do not know about 

hospice patients’ lived experiences, we do not know whether or not they suffer. 

Saunders (1983) wrote, the “care o f the dying demands all that we can do to enable 

patients to live [italics added] until they die” (p. 7). In order to enable patients to live, 

health care providers need to know the nature o f  hospice patients’ experiences. 

Raudonis (1993) also suggested that understanding the hospice patient’s perspective 

is critical for effective hospice nursing interventions. Since the general eligibility 

criteria for a hospice program includes that a patient has a physician certified 

prognosis o f a life expectancy o f  typically, 6 months or less, it is assumed that many 

hospice patients are facing their death in a particularly focused way. Furthermore, 

cancer still continues to be the majority o f  hospice patients’ diagnosis. Because

so In this study, Raudonis (1993) conducted in-depth interviews with 14 hospice patients and asked 
them to describe the meaning o f  empathic relationships with hospice nurses.
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suffering is still viewed as “a hallmark o f the cancer experience” (Brallier, 1992, p. 

203), it is reasonable to assume that some hospice patients experience suffering. 

Hence the need to conduct a study to describe the nature o f hospice patients’ 

experiences was substantiated.
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VI. A Philosophical Basis of Research 

I have already identified that phenomenology is the most appropriate approach 

to investigate suffering. There are different phenomenological philosophies that could 

provide an adequate methodological orientation. As described already, an experience 

o f suffering is often tied to an existential concern or an experience o f thinking about 

non-being and therefore, Heidegger’s hermeneutic phenomenology has been selected.

6.1. Heidegger’s Critique o f Husserl’s Philosophy 

Martin Heidegger (1889-1976) was a  student o f  Edmund Husserl. Although 

Heidegger originally praised Husserl’s contribution to philosophy (i.e., Logical 

Investigations)S1 as a breakthrough, he nevertheless established much o f  his 

philosophy upon his critique o f  Husserl’s phenomenology. Heidegger (1927/1962) 

concluded that Husserl’s phenomenology is “primarily a methodological conception”, 

which foils to portray “the what o f the objects o f philosophical research as subject- 

matter”^ .  50). Heidegger saw that the focus o f Husserl’s phenomenology was placed 

on a methodology and not on the major issues, namely the ontological aspect of our 

experiences. This awareness o f  Heidegger’s led him to develop a unique ontological 

and interpretive philosophy.

In addition, as Bernstein (1983) accurately stated, Heidegger questioned 

Husserl’s transcendental phenomenology, which contended that self-reflection alone 

enables us to transcend our historical context, and that we can describe the meaning

51 See Husserl (1970a, 1970b).
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of things as they appear in our consciousness. In Heidegger’s view, our experience is 

heavily anchored by the context o f  time and place, and a generalization o f our 

experience beyond a context (Le., the presuppositions o f  the Cartesian method o f  

abstraction and generalization52) was impossible or illogical. Heidegger considered 

that there is no truth (i.e., the truth o f a given object in itself), as suggested in the 

Husserlian notion o f  essence, that can transcend time and space. Heidegger’s 

conviction was that we can never know the ‘things in themselves’, and that a simple 

description o f “meaning as it appears” (Heidegger, 1927/1962, p. 94) is not enough; 

we must go beyond what something appears to us.

Heidegger critiqued that Husserl’s intention to secure an epistemological 

foundation of all knowledge within our consciousness failed, because Husserl 

remained within the Cartesian notion o f the subjective and objective. Heidegger had 

to revise Husserl’s phenomenology in order to retrieve and focus on an ontological 

aspect o f our experience. In Being and Time53 (1927/1962) he described the concept 

of Dasein (Being-There), a phenomenologically lived mode o f our existence. The 

following section will be dedicated to describing Heidegger’s major thesis, which is 

his description o f an ontological aspect of our experience. It is hoped that this

52 This assumption is that, first, we can strip entities o f  their context, second, a researcher 
investigates this decontextualized entity and, finally, the findings can be applied to other situations 
outside the original context.
5j According to Palmer (1969), Being and Time, Heidegger’s first major work, is “the key to any 
adequate understanding of [Heidegger’s! thought” (p. 41).
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description will prove the usefulness o f  Heidegger’s philosophy in an investigation o f 

suffering.

6.2. Heidegger’s Philosophy

6.2.1. Daseirt and its Features

To ground his philosophy, Heidegger (1927/1962) first distinguished Being54 

(Sein) and beingsS5 (Seiendes). Beings (Seiendes), which is translated as entity or 

entities, is something that exists in the world, including “people, plants, flowers, jugs” 

(Lemay & Pitts, 1994, p. 34). This ‘beings’ may be conceptualized as things that are 

the target o f ontical inquiry, and as such, can be defined. As the translators of Being 

and Time noted, empirical scientists are interested in investigating beings and try to 

identify “the facts about them” (Heidegger, 1927/1962, p. 31). Heidegger was not 

concerned with beings, but with Being.

Being (Sein) is the necessary condition for beings to exist. Using an analogy, 

Being is similar to light in that, because o f light, beings come to be able to be seen or 

recognized, whereas without light, nothing, no beings, can be seen. Yet, at the same 

time, light itself is invisible to our normal vision. Just as light itself is invisible, Being 

is “the fact o f  existence, about which one can know almost nothing” (Steeves &

Kahn, 1995, p. 178). In feet, Heidegger (1927/1962) explained that Being is 

indefinable since it cannot be “conceived as an entity...nor can it acquire such a 

character as to have the term ‘entity’ applied to it” (p. 23). Further, he wrote that

54 Being (Sein; always with a capital B) is an ontological aspect of the human being.
35 Being (Seiendes; always with a small b), indicates an ontical aspect of the human being.
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“one can determine the nature o f entities in their Being without necessarily having the 

explicit concept o f the meaning o f  Being at one’s disposal” (p. 27). Heidegger refused 

to apply the traditional notion of definition to Being56 on the grounds that a definition 

“provides a justifiable way o f characterizing ‘entities’” (p. 23). I f  one tries to describe 

what Being is. then it becomes being {Seiendes), which is one o f the objectifiable 

things in the world.

Based on such a notion of Being, Heidegger described Dasein (Being-There), 

a person’s ontological57 mode o f being in the everyday world. Dasein is our mode o f  

existence that brings our existence into light through our lived experiences. Heidegger 

wrote, DaseinS8 is “ontically distinctive in that it is ontological” (p. 32). Therefore, if 

we intend to inquire about Dasein, we must first recognize that it is ontological; 

Dasein is not a thing in a sense to which we are accustomed. One may be tempted to 

interpret Dasein as a person’s consciousness or subject side of experience. However, 

Dasein is “no.# a subject or consciousness” (Heidegger, 1979/1992, p. 305). Dasein is 

“neither a combination o f comportments nor a composite of body, soul, and spirit, so 

it is futile to search for the sense o f  the being o f this unity o f the composite” (p. 305).

56 This Heideggerian approach to the concept of definition is consistent with Wittgenstein’s 
philosophy of language.
57 Heidegger (1927/1962) did not define ontological and ontical. According to  the translators of 
Being and Time, for Heidegger, an ontological inquiry concerns itself “primarily with Being1, 
whereas ontical inquiry concerns itself “with entities and the facts about them” (p. 31).
38 In this paper, the German expression Dasein, instead o f the English Being-There, will be used.
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Just as Being could not be defined in an ordinary sense, Dasein is not 

so m ething we can define, because it is not a thing. Dasein is an “entity59 

which...comports itself understandingly towards that Being” (p. 78). In other words, 

Dasein naturally performs “a reflective task o f interpretation” (Grondin, 1995, p. 52). 

Therefore, Dasein is a pre-reflective mode o f our existence, which continuously 

interprets the fact o f  our existence. Heidegger (1979/1992) described this as follows: 

“Dasein in its everyday self-interpretation sees itself interprets, considers, and names 

itself precisely in terms o f  what it in each case does” (p. 310). One may ask, ‘Do I 

exist? How do I know that I exist?’ Dasein may be explained as one’s sense o f pre- 

reflective knowing that provides the answer, such as ‘I just know that I exist...I am 

here.’ Heidegger (1975/1982) also wrote that Dasein “knows about itself without 

explicit reflection in the sense o f an inner perception bent back on itself but in the 

manner o f finding itself in things” (p. 171). Therefore, Dasein 's knowing is not an 

ordinary sense o f  attaining certain knowledge, as seen in the examples ‘I know the 

formula’ or ‘I know what he said’. Rather, the knowing o f  Dasein is experienced as 

an “average everydayness” (Heidegger, 1927/1962, p. 69)60.

Heidegger described many features o f Dasein. Each feature explains others,

59 Although Heidegger calls Dasein an entity, this does not mean that it is a being (Seiendes). He 
uses the term entity because there is no other way to point out Dasein without reducing it to a thing. 
The interpretations o f  Heidegger’s texts must be based on the context in which such terms are used. 
As Lovitt (1977) wrote, “words and sentences must always be read in context if one keeps to 
apprehend the meaning that they bear” (p. xvii).
60 Dasein’s Understanding (Verstdndnis) of Being “already implies the understanding of Others” 
(Heidegger, 1927/1962, p. 161). See next Footnote.
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and none are completely independent o f  others. Also, no feature is less important than 

other features. D asein’s  features may be described as a  net that covers a glove; 

depending on where one looks at the glove, different features come forward, but 

every feature is connected to every other feature. Because o f this inter-connected 

aspect o f  the features o f  Dasein, to articulate every feature with clarity is a difficult 

task. However, among different features o f  Dasein, several features appear to share 

an attribute that may be particularly important to Understand (verstehen) a person’s 

suffering. For this study, Facticity, Being-Towards-Death, Resoluteness, and 

Temporality were chosen.

6.2.1.1. Facticitv. Facticity is the feet o f  an existential situation into which we 

are thrown. This feature was chosen for this study because it describes one o f the 

aspects o f  suffering; that is, a person is placed in a situation in which suffering occurs. 

Facticity is an undeniable existential fact into which a person is thrown; we do not 

choose the situation; we are thrown into the situation, regardless o f  our will or desire. 

For example, whether we like it or not, we are all thrown into our body that does not 

last forever. When the evidence o f  our mortality becomes stronger, as seen in the 

experience o f terminally ill people, we can no longer live pretending to be immortal; 

we become an existence that is aware o f  our own end.

When our physical condition deteriorates and approaches our terminal stage, 

we are placed in a situation where our past idea o f who we were and what we could
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do no longer smoothly connects to our current Understanding ( Verstandnis6I) o f who 

we are and what we can do. Furthermore, the possibilities o f  our future (i.e., what we 

can be) become uncertain. This way, Facticity constantly challenges our existential 

knowing o f our possibilities. Heidegger described Facticity as the Being o f our 

Dasein that Understands (verstehen) itself “as bound up in its ‘destiny’ with the Being 

o f  those entities which it encounters within its own world” (p. 82). Facticity is the feet 

that one’s Dasein’s existence is thrown into a certain condition, against which nothing 

can be done. There is no freedom beyond the circumstances into which our Dasein is 

bora and to which our Dasein is bound. We can hope for anything, but the feet is that 

we cannot live forever, we cannot change the givenness o f  our birth, and we cannot 

change our body to someone else’s. Facticity may not be obvious to us at first hand, 

but when realized, its concrete aspect is undeniable. As such, Facticity always limits 

our Understanding ( Verstandnis). For example, my Dasein cannot recognize itself as 

an ancient male spiritualist or a movie star who will live in the year 3000; it can only 

see itself in terms o f ‘my’ language, ‘my’ culture, and ‘my’ gender, among other 

things, here and now.

Although Facticity sets up a certain limit to our existence, this does not mean 

that our Dasein finds itself in a negative, giving-up mode. As Kearney (1986) put it, 

our Dasein Understands (verstehen) “even its own Facticity in terms o f possibility”

61 In order to distinguish the differences between an ordinary notion o f understanding and the 
Heideggerian, ontological Understanding (with capital U), the latter will be accompanied by the 
German Verstandnis. Understand (verb) will be accompanied by verstehen.
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(p. 33). This means that within the limits o f our own situation, our Dasein is still 

capable o f  identifying possibilities. For example, the fact that I am mortal does not 

mean that I give up living; the feet o f  my mortality still gives me a possibility o f  living 

within the limit o f my life.

Since hospice patients were interviewed in this study, it is appropriate here to 

consider the Facticity o f  their experiences. It is most likely that people who live in the 

US visit physicians when they have health problems, since in the US, health problems 

are the field ruled generally by physicians who are licensed in each state. Uncontrolled 

and aggravating health problems cause people to change their life-styles. By the time 

they actually become hospice patients, an unimaginable  amount o f  adjustment and 

modification to their life-style must have been made. Also, when someone recognizes 

the incurable and terminal nature o f  their health problems, and when they accept, 

more or less, the feet that they need to be cared for, their option to be a hospice 

patient opens up.

Another aspect o f  the Facticity o f  hospice patients that is relevant to this study 

is that, in our society, suffering, particularly the suffering pertaining to the issue 

surrounding death and dying, is not a casually talked about subject; it is awkward to 

talk about suffering. We must find the appropriate timing, place and person to talk 

about suffering. We usually do not talk about our suffering to a stranger we have just 

met on the street. Also, we usually talk about our suffering in certain environments. 

For instance, comments like ‘How do you do? I am suffering because I am dying from
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cancer’, is probably less likely to be heard at a wedding or at the first day o f schooL 

In the US, there are some occupations that are qualified to deal with people’s 

suffering. They are, for example, ministers, counselors, psychiatrists, and 

psychological therapists. Physicians and nurses also deal with people’s suffering, in 

the sense that many health problems trigger or cause people’s suffering. However, it 

is not a common practice for people to make an appointment just to talk about their 

suffering with physicians and nurses, except perhaps in the field o f  psychiatry.

6.2.1.2. Temporality. In the review o f the literature on suffering, one aspect o f 

suffering was identified to be its link to time. Heideggerian Temporality62 denotes the 

fact that our experience can never be detached from our lived experience o f time, 

even when we talk about time as if it is an objective fact. When we talk about 

‘tomorrow’ or ‘yesterday’, it is not a mere mechanical and objective statement about 

a future schedule or a record o f  the past. Within our experiences there is always a felt 

sense o f  continuity, even pre-reflectively. For example, I was me yesterday, am myself 

now, and I know this same me is going to be me tomorrow. This lived experience o f  

continuation o f time exists as an assumption, and this is particularly evident when we 

talk about time. Heidegger (1927/1962) suggested that to exist means to have a 

stream o f  time experience within our general experience. To make his point clear, 

Heidegger identified Temporality (with a capital T) as the phenomenon with “the 

unity o f  a future which makes present in the process o f having been” (p. 374).

62 The expression Temporality, rather than timely, was used for the German Zeitlichkeit. See 
translator’s footnote in Heidegger (1927/1962), page 38 for more details.
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Further, he distinguished this from endless “common time” (1975/1982, p. 273), 

which is our ordinary notion o f  objective time measured by a clock. For Heidegger, 

Temporality is “the phenomena o f the future63, the character o f having been, and the 

Present” (1927/1962, p. 377). The human being is Temporal because the present 

moment o f one’s Being is always both the product o f one’s past and presuppositions 

o f one’s future.

Heidegger (1927/1962) went on to say that Temporality is the meaning of the 

Being o f Dasein. This means that our Understanding ( Verstandnis) o f who we are is 

only possible because of a single stream o f Temporality within our lived experiences. 

Without the past from which one’s Dasein is formulated as a coherent unit o f  

existence, there is no Dasein that exists in the present. Equally, without the future to 

which one’s Dasein is projected as a possibility o f  continuous existence, the 

Understanding ( Verstandnis) o f  the present existence cannot be accomplished. 

Therefore, Heidegger considered that Temporality is experienced in “D asein’s 

authentic Being-a-whole” (p. 351). This means that, as Keamey (1986) accurately put 

it, we can Understand (verstehen) ourselves in the present “by recollecting our past 

and projecting our future” (p. 32).

For Heidegger (1975/1982), “temporality in the authentic sense is finite [and] 

inauthentic time in the sense o f  common time is infinite” (p. 273). The Inauthentic 

mode o f Dasein is trying to ignore the possibility o f its end point (i.e., death). As a

6j Heidegger (1927/1962) called the lived experience of future projection, which is “disclosive Being 
toward its potentiality-for-Being” (p. 264).
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result, for an Inauthentic Dasein, time appears to be infinite. Only when we realize 

and do not try to escape from the fact that every moment is getting closer to our own 

death, our Dasein can be Authentic. Without the realization o f  the finitude of our 

existence, in Heidegger’s eyes, our Dasein cannot be Authentic.

6.2.1.3. Death and Being-towards-death. Another feature o f Dasein that may 

be relevant is Heideggerian Death64. This feature was chosen because o f the close 

association o f suffering with death. For Heidegger (1927/1962), Death is the end o f  

Dasein. Death, in Heidegger’s terms, is not the more commonly accepted corporeal 

death.

Death does not stand out in Dasein, but stands before [bevorsteht) Dasein in its 

being.... Death is always already impending [bevorstehend]. As such, death 

belongs to Dasein itself even when it is not yet whole and not yet finished, even 

when it is not dying. (Heidegger, 1979/1992, p. 313)

Death is an existentially lived, phenomenal mode o f Dasein, which is the “possibility 

o f the absolute impossibility of Dasein” (Heidegger, 1927/1962, p. 294). As such, 

Death is intimately related to Dasein's possibility. Therefore, the fact that our Dasein 

is not yet dead itself is the evidence o f our Dasein's possibilities to Be and to 

actualize its existence. Our Dasein without the realization o f its own end cannot exist 

to its full extent.

64 Heidegger uses Death, Being-towards-the-end, and Being-towards-death interchangeably.
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It is necessary to mention one problem Heidegger had to deal with in his 

description o f  Death, namely, that no one can tell what death itself is experientially or 

phenomenologically, because when it happens, a person is no longer capable o f 

communicating with those who have not yet experienced death. This is evident when 

Heidegger (1979/1992) wrote, “when Dasein reaches wholeness in death, then it can 

no longer be experienced by me as mine” (p. 309). To fill this gap between physical 

death and the Death we phenomenologically perceive prior to the actual death o f our 

body, Heidegger introduced what he considers to be an “ontologically adequate 

conception o f  death” (p. 277), Being-to wards-death. Being-towards-death is an 

existential mode o f Dasein that is conscious o f  its finitude. It is an existential 

awareness that death is an unavoidable issue. Heidegger (1927/1962) wrote, “factical 

Dasein exists as bom; and, as bom, it is already dying, in the sense o f  Being-towards- 

death” (p. 426).

Heidegger wrote that, although no one can avoid Death, our sense o f 

awareness about the future possibility o f  Death is “as fa r  as possible from  anything 

actuar  (p. 306) no matter how seriously we try. This is because Death “gives Dasein 

nothing to be ‘actualized’, nothing which Dasein, as actual, could itself be” (p. 306). 

To imagine something, beyond which our Dasein no longer exists, is probably the 

most difficult thing for many o f us. Death is a  paradox from the point o f  view o f our 

Dasein.
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Heidegger held that such an ambiguous or un-illuminating essence o f  Death is 

experienced as Angst65. For Heidegger, Angst is not a  momentary or transitory 

emotional or psychological state, as seen in the expressions ‘I am anxious about 

tomorrow’s exam’ or ‘I had an anxiety attack when I lost my key’. Instead, Dasein's 

Angst is “a basic state o f mind” (p. 393) and “a way o f  Being-in-the-world” (p. 235) 

and therefore, not a problem that requires psychological or psychiatric treatment. 

Further, Heidegger distinguishes Angst from fear. Fear is an elevated emotion a 

person has in response to a certain event. A person can have fear when facing death, 

but this fear o f  dying is a heightened and momentary feeling, whereas Angst is “the 

disclosedness66 of the fact that Dasein exists as thrown Being towards its end” (p.

295). Angst is the characteristic of our Dasein that manifests in our keen awareness o f  

the fact that we are given a limited amount o f time to  exist. Angst is ‘a basic state o f  

mind’, because, from Heidegger’s point o f  view, no Dasein is ever free o f  Angst, it 

may be hidden, but this does not mean that it is absent from our everyday mode o f  

Dasein. Whether we realize it or not, our Dasein always has the mode o f  Angst in its 

existential structure.

Heidegger held that one’s Dasein is living through Angst because it is aware 

o f its own absolute impossibility, Being-towards-death. Heideggerian Angst, as a 

Dasein's awareness o f its Thrownness into a mortal existence, manifests in Dasein in

65 Kearney uses anguish for the German word Angst. See Heidegger (1927/1962), page 227.
66 Disclosedness (Erschlossenheit) means that “the total context is opened up through 
understanding” (Hoy, 1993, p. 176).
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a “primordial and impressive manner” (p. 295). Therefore, D asein's Angst is an 

element o f  our existence that is difficult for us to comprehend, yet it does catch our 

attention, even pre-reflectively. However, this does not mean that we must freeze in 

the dread o f  Angst. Our Dasein is capable o f choosing and not being caught up in a 

dreadful reality. As Anxious (Angst) Being-towards-death, our Dasein can still find a 

way o f preparing for a  questioning o f  the meaning o f  finite Being. For this reason, 

Heidegger's notion o f Angst o f our Dasein does not necessarily have a negative 

nuance; it functions as an ontological reminder o f  the possibility o f  living one’s life in 

the fullest sense.

6.2.1.4. Resoluteness. The feature o f Dasein that may also be relevant for the 

study of suffering is Resoluteness, Dasein's potentiality for the capturing o f 

possibilities within a given context. In the review o f literature on suffering, several 

authors have noted that suffering people can transcend the adversity o f their 

experiences. This transcendence appeared to be similar to the Resoluteness Heidegger 

described. Resolute Dasein is capable o f capturing its own possibilities within the 

limit o f  its Facticity. However, Resoluteness is not a temporary emotional experience 

o f some sort. For example, consider people smashing a car in a  riot. They may be in 

the mood to do anything they wish to do. While smashing a car, they may not be 

afraid o f police authority or anything else. However, this is not an example o f 

resoluteness. Using the expression o f  Volpi (1994), resoluteness is “a basic trait o f  the 

very constitution o f Dasein” (p. 209). Resolute Dasein is firm, determined,
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purposeful, and adamant, and it is so in an existential way. The following comment by 

Heidegger (1927/1962) is expressive on this point: “only an entity which...is 

equiprimordially in the process o/*having-been, can, by handing down to itse lf the 

possibility it has inherited take over its own thrownness and be in the moment o f 

vision fo r its ' time ”’ (p. 437).

As Bemasconi (1994) accurately pointed out, with the notion of Resoluteness, 

Heidegger suggested that Dasein’s possibilities are “inherited, yet they are also 

chosen” (p. 134)67. As Resoluteness is a potentiality for the capturing o f the 

possibilities o f  Dasein, it can be also viewed as a kind o f freedom; Freedom releases 

one’s Dasein from given environmental or historical constraints (or Facticity). 

However, Resoluteness is different from freedom in that it makes one’s Dasein 

stronger and purposeful so that it can willingly face its own end. Because Dasein's 

end is the absolute impossibility o f  any further possibility, being able to face the end 

means that this Dasein is ready to face anything. Resolute Dasein is not only capable 

o f  being free within its Facticity, it also takes a more active role over its own 

existence. Therefore, Resoluteness is “ready for anxiety” (Heidegger, 1927/1962, p. 

434). This means that Resolute Dasein is Authentically Being-towards-death and is 

ready to face the absolute possibility o f its end. As such, Resolute Dasein no longer 

belongs to someone else; it starts to take control over its own Being-towards-death.

In other words, Resolute Dasein can deal with, rather than closing itself off from, its

67 Bemasconi (1994) accurately points out this is quite paradoxical.
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‘ownmost’ possibilities. Heidegger (1927/1962) wrote, “the resolution is precisely 

the disclosive68 projection and determination o f what is factically possible at the 

time” (p. 345). Simply put, driven by Angst, Resolute Dasein is always ready to deal 

with the situation, and it does so with seriousness, sincerity, and determination.

6.2.1.5. Concealment69. Although Heidegger did not focus on the term 

Concealment in his Being and Time, the term nevertheless is significant in 

Heideggerian philosophy. Heidegger used several German words, such as verdecken70 

(1927/1962, 1979/1992), verbergen (1979/1992), and verhullen (1927/1962), and 

they have been translated as Conceal or Concealment. Heidegger used the term 

Concealment in several different instances. At a glance, any given use o f  the term 

Concealment appears to share fundamentally the same meaning. However, one could 

argue that Heidegger used the term Concealment meaning slightly different things 

each time. Here, several aspects o f  Concealment that are relevant to this study will be 

briefly reviewed.

The first is the Concealment as Dasein’s basic structure. Heidegger 

(1978/1984) believed that “Beings are generally concealed” (p. 217) and therefore, 

they must be “tom  from concealment” (p. 217). Using an analogy, when something is

68 Dombeck (1997) describes disclosive as ‘less of you is hidden’ (personal communication).
69 According to Guignon (1993), there are two types of Concealment. The first-order Concealment, 
which is “unavoidable and innocuous” (p. 19), is explained as; “just as the items in a room can 
become visible only if the lighting that illuminates them itself remains invisible, so things can 
become manifest only if this manifesting itself‘stays away’ or ‘withdraws’”(p. 19). A second-order 
Concealment occurs “when the original concealment itself is concealed” (p. 19).
70 Verdecken is also to Cover-up. For Heidegger (1927/1962), to Conceal is also to Cover-up.
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illuminated with a light (Le., Being), the light that is making this illumination possible 

is invisible. Because the light illuminates, we sense the possibility o f  the existence o f 

the light. However, because o f its invisibility, when we try to actually see it, we find 

nothing visible. Dasein's  Being is Concealed in a way that the minute we try to pay 

attention to it, it disappears from our sight. Concealment and Unconcealment o f  

Dasein are closely related in a paradoxical way; when one is predominant, the other 

fades away, but each constitutes the possibility o f  the other71. When Oudemans 

(1994) described that “the moment when Dasein’s eye is opened is also the moment 

when this ‘insight’ disappears, and the spell is reinstated” (p. 52), he is describing the 

relationship between Concealment and Unconcealment.

Although Concealment is Dasein's  basic structure, this does not mean that we 

can reverse it into Unconcealment with our will. In fact, Oudemans (1994) claimed 

that Concealment o f Dasein “cannot be genuinely experienced” (p. 52). Using the 

above analogy, when the light is illuminating, the light is invisible. We can only 

vaguely feel the existence o f  the light by the fact that something is being illuminated. 

As Heidegger (1961/1977) described that “letting-be is intrinsically at the same time a 

concealing” (p. 130), Concealment is a natural stage o f Dasein. Actually, it is so 

natural that we forget it. Therefore, for Heidegger, Concealment is also 

“forgetfulness” (Schalow, 1994, p. 320). As long as the Concealment of beings is 

recognized only occasionally, the fact o f  Concealing as a fundamental structure o f

71 As Brogan (1994) described, ”un concealment always stands in relation and opposition to 
concealment [and they] do not exclude each other, but grant the disclosure of beings” (p. 227).
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Dasein has been forgotten72 (Heidegger, 1961/1977). Heidegger (1927/1962) wrote 

that Being can be Concealed so much that “it becomes forgotten and no question 

arises about it or about its meaning” (p. 59).

This forgetfulness o f Being o f Dasein is also relating to its habitual forgetting 

o f Being-towards-death. Heidegger (1979/1992) asserted that “no one can relieve the 

other o f  his [or her] own tfying.... Every Dasein m ust take dying upon itself as its 

very s e l f  (p. 310). Most people may say that they are certain that they will not live 

forever. Yet thinking about one's own death involves great uncertainty. In this 

incertitude between certainty and uncertainty, Dasein “flees in everydayness, so that it 

makes this possibility ambiguous” (p. 317). In other words, we try not to think about 

it too deeply. Accordingly, Dasein's “everydayness does not [Italics added] have the 

most Authentic and most original relationship to death, inasmuch as a character o f  the 

being o f death is disregarded or covered up [Italics added]” (p. 317). In other words, 

so long as we live our normal everyday life, the feet o f our Being o f  Dasein (i.e., 

Being-towards-death) can easily be Concealed. Heidegger pointed out that when we 

use the expression ‘everyone dies’, there is an assumption that ‘no one dies,' and 

particularly, “not I myself’ (p. 315). Yet trying to avoid Death, “not thinking about 

death now becomes a  concern” for us (p. 316). It may be similar to the case when we 

try not to think about a ‘white elephant’, all we can think o f is a ‘white elephant’. In 

not wanting to think about Death, Dasein “bears witness to its being death itself’ (p.

72 See Heidegger (1961/1977), p. 132.
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316) and this leads to “[Dose/Vs] constant seeing [of Death] beforehand” (p. 316). 

Heidegger called this mode o f  Being covered- up73 or Concealed. What is Concealed 

is nothing but the Being o f  Dasein. Perhaps, the experience o f  suffering, particularly 

o f  death and dying, is one such example o f  Concealed Being o f  Dasein.

The description o f  Concealment is also associated with the notion o f language 

and the modernization o f  living status. According to Heidegger (1962/1977), 

“language is the primal dimension within which man's essence is first able to 

correspond at all to Being” (p. 41)74. Heidegger called this “’prim al corresponding’ 

between language and Being “thinking’ (p. 41). Through the act o f thinking via 

language, we acquire to live under the dominating effect o f  “Enframing” (p. 41). 

Enframing is the demanding attitude that nature (i.e., the things in the world) should 

be conveniently available for our utilization (Heidegger, 1954/1977). In this kind of 

thinking, Heidegger observed that language became “only a mere instrument o f 

information” (Lovitt, 1977, p. xxxv) and a  person became “a merely self-conscious 

being knowing himself [or herself] only as an instrument ready for use” (p. xxxv). The 

blind exploitation o f things in the world for our convenience made the true 

relationship between the Being of Dasein and the language devoid o f meaning. The

73 Heidegger (1979/1992) also called this “felling” (p. 316).
74 The word correspond in this case is, in German, entsprechen (Scholze-Stubenrecht & Sykes et al,
1995). Since sprechen (verb) means to speak, say or recite, Heideggerian correspondence has a 
stronger ontological notion than merely being similar or equivalent (Waite, 1994). Heidegger’s 
language resembles that of Wittgenstein, who claimed that “speaking is not a matter of translating 
wordless thoughts into language... The limits of thought are determined by the limits of the 
expression o f thoughts” (Honderich, 1995, p 915). In Heideggerian interpretation, metaphors and 
poetic expressions become more meaningful.
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expression ‘beauty’, for example, has been so over-used and hyper-commercialized 

that our Being of Dasein has lost its primordial relationship to it. Furthermore, many 

people who live in today’s Enframing culture spend enormous amounts o f  money and 

time on, for example, cosmetics advertised by ‘beautiful’ fashion models. Heidegger 

might have objected that this is a problem, because the cosmetics consumers are less 

likely to  inquire who decides the criteria for ‘beauty’, and in their pursuit for ‘beauty’, 

their Being o f  Dasein is forgotten and concealed.

Heideggerian Unconcealment is also described in relation to the notion of 

Truth75. Heideggerian truth is not an objective truth that is found in, for example, 

mathematics, but phenomenological truth76. Phenomenological truth is “the 

disclosedness11 o f Being1’ (Heidegger, 1927/1962, p. 62), Uncoveredness (Heidegger, 

1927/1962), or Unconcealment (Brogan, 1994). Heidegger believed that “a 

phenomenon can be hidden” and therefore, “there is need for phenomenology” 

(1927/1962, p. 60). In this regard, Concealment is an antagonistic concept to 

‘phenomenon’. For Heidegger (1927/1962), phenomenology is the means “to let that 

which shows itself be seen from itself in the very way in which it shows itself from 

itself’ (p. 58). According to Guignon (1993), Concealment occurs “when a particular 

form o f  presenting comes to be taken as the ultimate truth about things” (p. 19).

75 Heidegger suggested that the Greek word al&theia, which is often translated as ‘truth’, should be 
translated as Unconcealment in the sense of “clearing [Lichtung]" (1961/1977, p. 38) or “un
concealed” (1927/1962, p. 57).
76 For Heidegger (1978/1984), truth is “/Ae validity o f  a combination o f  representations” (p. 123).
77 Disclosedness is Entschlossenheit in German (Heidegger, 1983/1995, p. 295).
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Similar to Concealment and Unconcealment that are in supportive but diametric 

relation to each other, “truth and untruth are, in essence, not irrelevant to one 

another, but rather belong together” (Heidegger, 1961/1977, p. 128).

6.2.2. Hermeneutics78 and a  Hermeneutic Circle

According to Bleicher (1980), Heidegger used the term hermeneutics from 

Dilthey’s writings in order to distinguish his own approach from Husserl’s 

phenomenology. The word hermeneutics originally came from the Greek god, 

Hermes, who was a messenger o f the gods to the people (Powers & Knapp, 1995; 

van Manen, 1990). Consequently, hermeneutics began to denote a theory o f  text 

interpretation, in which a reader tried to identify the meaning the author o f  the text 

intended to imply (Bleicher, 1980). Hermeneutics also is a theory or practice o f the 

interpretation o f  meaning (van Manen, 1990).

It is well recognized that Heidegger is one o f the most significant contributors 

to the domain o f  hermeneutics, being the one who dramatically extended its 

understanding and scope (Bernstein, 1983). Heidegger’s contribution to hermeneutics 

can be described in two distinctive aspects. First, Heidegger used hermeneutics as a 

method o f his investigation. By applying hermeneutics to his investigation o f Dasein, 

Heidegger turned around the traditional notion o f  hermeneutics as a theory o f text 

interpretation. As his investigation of Dasein was ontological, not epistemological,

78 The term hermeneutics in the expression hermeneutic circle has its own field of investigation. As 
it is impossible and unnecessary to describe the whole dimension o f hermeneutics in this paper, only 
a few relevant points will be presented in a somewhat over-simplified manner.
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this gave hermeneutics a new meaning. By employing hermeneutics in the ontological 

aspects o f  Understanding ( Verstandnis), Heidegger established a special kind o f 

phenomenology, which departed considerably from Husserlian eidetic 

phenomenology. This does not mean, however, that Heidegger’s hermeneutics is not 

a theory o f  Understanding ( Verstandnis). As Palmer (1969) accurately summarized, 

Heidegger’s hermeneutics is “still the theory of understanding, but understanding is 

differently (ontologically) defined” (p. 130). Second, the content o f Heidegger’s 

investigation itself was hermeneutics. For example, in his description o f  the 

ontological dimensions o f  Understanding ( Verstandnis), Heidegger explained fore- 

structure o f  Understanding ( Verstandnis) as an initial step into a hermeneutic circle. 

As Palmer (1969) wrote, the hermeneutics in Being a nd  Time is a “phenomenological 

explication o f human existing itself’ (p. 42).

Heidegger (1927/1962) wrote, “any interpretation which is to contribute 

understanding, must already have understood what is to  be interpreted” (p. 194). 

When something is interpreted, the interpretation does not come out o f  a value-free 

cognizance o f  the object to be interpreted. For example, suppose I see a four-legged 

and hairy thing that moves, I will identify it to be different from its surroundings, such 

as a woods or street. Then I will immediately categorize it as a living creature or an 

animal, even pre-reflectively. I will never begin to consider it as, for example, a plant. 

In this way, I will never be able to interpret something free o f  what I already know 

reflectively or pre-reflectively. Something is known in advance, and then this known
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something determines what should be investigated. This feature o f  interpretation, in 

which there is no beginning or ending, is what is called a hermeneutic circle79. 

Guignon (1993) concisely summarized the concept o f the hermeneutic circle as 

follows:

We are always caught up in the “hermeneutic circle”: though our general sense of 

things depends on what we encounter in the world, we can first discover 

something as significant in some determinate way only because we have soaked 

up a “pre-onto logical understanding” o f how things in general can count through 

being initiated into the practices and language o f  our culture, (p. 14)

However, does this mean, as Hoy (1993) questioned, that we are caught up or 

trapped in our assumptions? If  we are concerned about this entrapment, we may try to 

get out o f the hermeneutic circle to reach a so-called ‘more accurate’ Interpretation 

(Interpretierung) and understanding. However, Heidegger insisted that one must 

ultimately try to come into a hermeneutic circle in the right way, instead o f  trying to 

get out o f it, because there is no value-free interpretation, and no one is free from a 

hermeneutic circle.

Further, Heidegger (1927/1962) warned us that a hermeneutic circle should 

not be reduced to “a vicious circle, or even a  circle” (p. 195). A hermeneutic circle

79 The hermeneutic circle, before Heidegger, was a “methodological device in interpretation which 
considers a whole in relation to its parts, and vice versa” (Bleicher, 1980, p. 267). According to Hoy 
(1993), Heidegger extended the “traditional hermeneutic circle between a text and its reading down 
to the most primordial level of human existence” (p. 172). The existential foundation of Heidegger’s 
philosophy changed the meaning, scope, and significance o f the hermeneutic circle (Bernstein, 1983; 
Bleicher, 1980).
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cannot be a mere circle, because o f  the aspect o f Temporality; our Dasein never lives 

the same moment again. Therefore, even though every condition appears to be 

identical surrounding a particular task o f  interpretation, by virtue o f being Temporal, 

our Dasein can never have the identical experience. Consider the example o f reading 

a novel. When I read the novel for the first time, whether I am aware o f  it or not, I 

bring my pre-Understanding or bias into my interpretation. When I read the novel for 

the second time, perhaps a  month later, I also bring my fore-structure into my 

interpretation. However, in the second time, my first reading of the novel also 

constitutes part o f  my experience; since the first reading, I have lived as a person who 

has read the novel, as opposed to a person who has not read the novel. Therefore, 

regardless o f  whether or not I remember the content o f  the novel from the first time, I 

am more lived or experienced than before I read the novel for the second time. In a 

Heideggerian sense, there can never be two identical interpretations.

6.2.3. Fore-structure80 (Vor-Struktur) o f  Understanding81

Heidegger believed that, if interpreting an existential Understanding 

( Verstandnis) is a  central task for research, a  researcher must first recognize the 

essential conditions which make interpretation possible. These essential conditions for 

Heidegger (1927/1962) were “the existential fore-structure o f Dasein itself’ (p. 195), 

which constitutes the formal basis o f the hermeneutic circle. Fore-structure of

80 The ‘fore’ of fore-structure has a meaning o f ‘before’. However, Heidegger (1927/1962) points out 
that this does not mean that the ‘fore’ can be taken “in terms of the way time is ordinarily 
understood” (p. 37S). ‘Fore’ is an existential constitution that makes the Being of Dasein possible.
81 Heidegger also calls the fore-structure of Understanding ( Verstandnis) pre-understanding.
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Understanding ( Verstandnis) is a  frame, which determines the direction of our 

interpretation itself. Heidegger believed that the totality of the fore-structure o f 

Understanding ( Verstandnis)82 “needs to be clarified and made secure beforehand, 

both in a basic experience of the ‘object’ to be disclosed, and in terms of such an 

experience” (p. 275). Heidegger wrote, “all interpretation...operates in the fore- 

structure” (p. 194). This means that an interpretation always occurs within the 

framework o f one’s viewpoint, so to speak, and this framework guides not only what 

is and what is not to be interpreted, but also how it is to be interpreted.

Fore-structure o f our Understanding ( Verstandnis) as framework, however, is 

different from a more conceptual notion o f framework (e.g., a theoretical framework). 

It has an ontological and phenomenological nuance, rather than an epistemological 

nuance. Put differently, the fore-structure o f our Understanding ( Verstandnis) is a 

part o f who we are. It constitutes the Being o f our Dasein. Therefore, we cannot 

remove or change the fore-structure o f our Understanding ( Verstandnis). 

Consequently, from Heidegger’s point o f  view, every interpretation is bias-laden.

It should be noted that the fore-structure o f  Understanding ( Verstandnis) does 

not come in at the last step o f interpretation. The fore-structure o f  Understanding 

( Verstandnis) is in operation as a part o f our Being o f Dasein long before an 

interpretation formally takes place, as a constitution o f Dasein. As such, it even 

determines what constitutes an object or a thing. This means that the recognition o f

82 Heidegger (1927/1962) calls the “totality of these ‘presuppositions’...the ‘hermeneutical 
S itu a tio n (p. 275).
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any phenomenon as something already is bound to the contingency o f one’s Dasein's 

Being and its Understanding ( Verstandnis). With the notion o f  a  fore-structure o f 

Understanding ( Verstandnis), Heidegger successfully refuted Husserl’s conviction 

that we can know things-in-themselves.

6.3. Critique o f Heidegger’s Philosophy 

Heidegger’s task was to describe an ontological aspect o f  our existence 

outside metaphysics. What he achieved in Being and Time and other writings is only 

possible after endless inner scrutiny, inner examination, and inner reflection. This is 

perhaps why many83 see his philosophy in the light o f  Japanese Zen philosophy. In 

fact, his insistence and adherence to ontology gave a new dimension to the history o f 

philosophy84. Heidegger gave a new dimension to hermeneutics and enormously 

influenced the interpretive philosophical world. Many philosophers may agree with 

Bernstein (1991) when he called Heidegger “the most original and influential 

Continental philosopher o f the twentieth century” (p. 4). Yet this “influence” can 

mean both positive and negative; Heidegger’s philosophy contains many problematic 

issues. Since a formal critique o f  Heidegger’s philosophy is a field o f  study in itself, 

only selected issues that are relevant to this study will be briefly described in this 

section.

83 In the book Heidegger and Asian Thought (Parkes, 1987), nearly all chapter authors mention Zen.
84 This does not mean that Heidegger was successful in avoiding any metaphysical argument. Rorty 
(1982) points out that Heidegger, who all his life tried to avoid metaphysical argument, realized at 
the end o f his life that his approach was itself “a misleadingly metaphysical attempt” (p. 101).
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6.3.1. Complexity of Heidegger’s Writing

Heidegger’s approach to language is not analytic in the sense that his language 

cannot be reduced to a structure o f logic. Instead, Heideggerian words are poetic, 

ontological, and potentially elusive. This is what Bruzina (1978) meant when he 

wrote, “instead o f  clarifying basics unambiguously, [Heidegger’s] writings 

deliberately introduce and exploit shifts o f  meaning and unexpected associations” (p. 

184). Osborne (1992) also wrote that Heidegger is “very difficult to follow, almost 

impossible to summarize, and wildly speculative” (p. 154). Many others also 

expressed a similar opinion. The complexity o f Heidegger’s writings is evident in, for 

example, his definition o f  existence as a  “kind of Being towards which Dasein can 

comport itself in one way or another, and always does comport itself somehow” 

(Heidegger, 1927/1962, p. 32), as well as in his description o f ‘Dasein's totality o f 

Being as care’ as “ahead-of-itself-already-being-in (a world) as Being-alongside 

(entities encountered within-the-world)” (p. 375). These examples, along with many 

others, are difficult to interpret even within their own contexts.

There appear to be at least five reasons that Heidegger’s writing is so 

complex. The first reason seems to be a language problem. As Macquarrie and 

Robinson, the translators o f  Being and Time, repeatedly mentioned, Heidegger used a 

form o f language that was frequently unconventional, even in the German tradition.

To make matters worse, some o f the expressions Heidegger used (e.g., Dasein) do 

not have equivalents in ordinary English. Heidegger was committed not to bring his
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pure ontological argument tainted by the ordinary and over-used meanings o f 

language, which is heavily colored with our everyday metaphysical and 

epistemological assumptions. In this sense, Bruzina (1978) is probably correct to 

point out that, “instead o f  clarifying basics unambiguously, [Heidegger’s] writings 

deliberately introduce and exploit shifts o f meaning and unexpected associations” (p. 

184). The result is the use o f  non-conventional words and expressions, which 

understandably make Heidegger’s arguments more difficult to follow.

Related to the first reason for the complexity of Heidegger’s writing is the 

lack o f explicit definitions for many central concepts. For example, in Being and 

Time, the most significant word Being (Sein) was never defined85. Heidegger 

acknowledged that the Understanding ( Verstandnis) of Being is “vague” (p. 25), but 

he nevertheless concluded that it is “self-evident” (p. 23). Also, when the definitions 

o f some words are provided, they tend to be slippery and circular. In one instance, 

Heidegger (1927/1962) described Being as that which “has been disclosed in the 

understanding-of-Being which belongs to existent Dasein as a way in which it 

understands” (p. 488). Heidegger frequently used the very word which he was trying 

to describe in its description.

This leads to the third reason that Heidegger’s writing is so complex; namely, 

the issues related to a hermeneutic approach. As Bleicher (1980) pointed out, the

85 Rorty (1992) explained that Heidegger continued to describe the question of Being without 
answering it “because Being is a good example of something we have no criteria for answering 
questions about. It is a good example of something we have no handle on...” (p. 2 IS).
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ontology of Dasein led Heidegger “into the science o f the interpretation o f that which 

is the ‘hermeneutic’ o f  Dasein” (p. 98). In Being and Time, Heidegger moves back 

and forth, like the ebb and flow o f  the tide, between one feature o f  Dasein and 

another, and also between his own existential ontology and our world o f ‘the They’86. 

This circularity, which exemplifies the hermeneutic aspect o f his examination o f  

Dasein, however, should not be confused with unclear argument. Heidegger’s task 

was to describe what cannot be, or should not be, easily described in a metaphysical 

or ordinary sense. He achieved this without loosening up his adherence to ontology, 

and this resulted in the hermeneutical Being and Time. In fact, Being and Time is so 

circular that we can start reading it from anywhere. In the end, taken as a whole, 

Being and Time does yield the Gestalt o f Dasein.

The fourth reason for the complexity o f  Heidegger’s writing is the nature o f 

Heidegger’s philosophy, which is profound and challenging in the sense that it gives a 

threatened feeling to the readers. His philosophy is “wildly speculative” (Osborne, 

1992, p. 154) because this speculation about, o r dialogue with, one’s own Dasein is 

what Heidegger tried to articulate, and for him, the speculation was a  legitimate and 

necessary approach. Heidegger’s hermeneutics o f  Dasein necessarily makes us

86 ‘The They’ (das Man) is a lived sense o f community in which we actualize our everyday living. 
The word They in ‘the They’ is similar to the notion o f ‘they’ in the expression ‘they say in the 
sense that it does not suggest any specific group of people, but rather, an arbitrarily felt group of 
people. ‘The They’ provides the standard of our ways o f Being-in-the-world and “prescribes the kind 
of Being of everydayness” (Heidegger, 1927/1962, p. 164). ‘The They’ gives us a sense of belonging 
and resulting security, but it also makes it easier for us to be Inauthentic. For example, when we say 
‘everyone makes mistakes’, we are proclaiming the belongingness to ‘the They’, thereby trying to 
gain the feeling of security.
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confront our own existence and the possibility o f nothingness, which we are not 

accustomed to doing. Therefore, an anxiety or fear which arises as a result o f  reading 

Being and Time may be perceived as a threat, even pre-reflectively, to one’s 

existence, which may be inaccurately expressed as a problem o f  his philosophy. One 

must separate the theoretical or philosophical problems from others that stem from 

one’s own sense o f  ontological and existential vulnerabilities.

Somewhat similar to the above, the fifth reason for the complexity o f  

Heidegger’s writing is that it appears that the degree and depth o f introspection o f the 

reader determines, more or less, the access to the content o f  what Heidegger tried to 

describe. Using Heidegger’s terms, if one has difficulty, or a  problem, with being 

Authentic (i.e., to get out o f the world o f ‘the They’), then what Heidegger described 

may make little or no sense. This is not a problem o f Heidegger per se, but has more 

to do with the reader; Being and Time does make this reader-oriented aspect more 

pronounced than other writings may. The ways o f each person’s Being plays a major 

role in the reading o f Heidegger’s texts.

Heidegger’s vocabulary is extremely foreign to me, and I believe this holds 

true for many other people, particularly outside the field o f  philosophy. Does this 

mean, however, that Heidegger could have used more popular language so that 

ordinary people could understand? The answer to this question is ‘no’ in the sense 

that his strange way o f  using language enabled him to shake and shock his readers. 

The readers have no choice but to pause and stop taking everything for granted, and
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this leads to the examination o f  their own existence and existing. Heidegger was 

seeking “to disrupt and dis-turb our common patterns o f  understanding in order to 

call forth a thinking and questioning o f what we ‘normally’ do not question 

(Bernstein, 1991, p. 99). I f  Heidegger used ordinary language, he may not have been 

as successful in shaking and shocking his readers, and he may have failed to make 

decisive ontological arguments.

On the other hand, the answer to the above question is also ‘yes’ in the sense 

that, in the end, Heidegger’s writings are “very difficult to follow...[and] speculative” 

(Osborne, 1992, p. 154). With less speculation and confusion in interpreting 

Heidegger’s work, there could have been a more productive discourse between his 

philosophy and others, and more importantly, there could have been a better 

relationship between his philosophy and our practical daily living.

It is important to note here that the ambiguity inherent in Heidegger’s work is 

less tolerated within the domain o f social science, which demands logical clarity in 

language for the sake o f  achieving the highest possible objectivity. In other words, 

within the domain o f  social science, language is treated as utility, description, and 

objectification However, in our everyday living, we do not use language only for 

logical, utility-oriented reasons; we exist through, and move with, language. 

Sometimes, we say things we really don’t mean (e.g., ‘I don’t care!’), but depending 

on the circumstances, the meaning o f such a paradoxical utterance can be correctly 

understood by our fellow human beings (e.g., ‘That’s just sour grapes. He really

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



106

wanted the title’)- In this regard, it is perhaps accurate to say that language is 

problematic in social science. Whereas, in a Heideggerian sense, the approach to 

language is onto-poetic; language is regarded within the realm o f poetry, evocation, 

and engagement. The trade-off was that Heidegger’s onto-poetic engagement with 

language led him to construct a vocabulary that refrained from social scientific 

language and its goals and presumptions o f  clarity, objectivity, and utility.

Having pointed this out, however, I should mention that I found an easier 

way, not an easy way, to read Heidegger: that is, to read Heidegger like I read 

Japanese texts. For some reasons unknown even to me, Heidegger is much easier 

when I read his texts in a Japanese linguistic frame o f mind. This is perhaps because 

the Japanese language inherently contains, as its structure and assumption, a level o f 

speculation and an almost uniformly shared hidden pre-Understanding. In some 

extreme instances, in Japanese linguistic tradition, such ‘room for speculation’ is even 

positively regarded as a kind o f  depth, beauty, and nobility. This may be one o f the 

reasons why Heidegger’s works have been well acknowledged by many Japanese 

philosophers. According to Parkes (1987), the reception o f  Heidegger in Japan has 

been “the most enthusiastic o f  any country - perhaps even including Germany itself’ 

(p. 9). The first Japanese translation o f  Sein und Zeit was published in 1927, 35 years 

before the first English translation appeared. Further, by the time the first English 

translation appeared in 1962, at least 5 more Japanese translations had been 

published. The implications o f  this influence of Heidegger’s philosophy on Japanese
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philosophers and, by extension, on my personal viewpoint is unclear87. However, this 

needed to be mentioned in order to identify the pre-Understanding o f myself, a 

Japanese.

6.3.2. Forgotten Wavs o f  Being-in-the-world: Problems o f  Facticity

Tetsuro Watsuji, a  Japanese philosopher, critiqued that Heidegger “treated the 

mode o f being-in-the-world only from the aspect o f temporality and took lightly the 

aspect o f spatiality” (Yuasa, 1987, p. 169). This notion o f space indicates, for one, 

the corporeal or embodied aspect o f  our experience. Caputo (1994) is probably more 

accurate than Yuasa to point out that, in Heidegger’s hermeneutics o f Facticity, there 

is an “implicit ontology o f  the body” (p. 335). For instance, Heidegger (1927/1962) 

did touch upon body in section 23 o f  Being and Time. However, generally, the body 

described in Heidegger’s texts is “very much an agent-body, not a patient; it does not 

suffer” (Caputo, 1994, p. 335). Caputo and Watsuji are probably in agreement on this 

point. In the end, there is “no flesh” (Caputo, 1994, p. 335) in Heidegger’s Facticity.

Whether we like it or not, we are bom (i.e., thrown) into this world. More 

specifically, we are bom into a concrete body and one body only. Our body is 

something through which we actualize our Being o f Dasein in our everydayness. Just 

as Dasein is lived before it is conceptualized, our body is also lived before it is 

conceptualized. Because o f  the lack o f  embodiment in Heidegger’s descriptions o f

87 Before I left Japan 10 years ago, I was unaware of Heidegger’s philosophy. The same will hold 
true of most other Japanese as well. However, this does not mean that his philosophy did not 
influence Japanese culture or society.
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Factical life, one could argue that, there is no place for physical pain and resulting 

suffering. As Caputo (1994) wrote, “the world includes the gaunt feces of...those 

whose bodies are ‘eaten away’....by a parasite or a disease....[such as] cancer” (p. 

335). Because o f  the lack o f  flesh, Heidegger missed so many potentially important 

questions for the Being o f Dasein. For example, what is the relationship between the 

Being o f Dasein and physical experiences? Does severe physical pain have something 

to do with the Authenticity and Unconcealedness o f the Being o f Dasein o f a person? 

Is the Being o f  Dasein o f a person more Authentic and Unconcealed if the person is 

re-leaming, for example, how to walk after a brain injury, because the act o f  walking 

is new and not taken for granted? Does a person find new meaning of Being from 

learning how to play a piano for the first time because of the strange feelings in the 

fingers, just like we find a new meaning in a strange, poetic way o f  using our 

language? Is there any Being o f  Dasein in brain dead people?

The problems o f embodied Being-in-the-world also leads to the issues 

surrounding what I call all-the-other-people-in-the-world88. Through the act o f  body, 

we interact with all-the-other-people-in-the-world, who are also embodied, which I 

believe constitutes a significant aspect of spatiality o f our lived experiences. However, 

Heidegger did not appear to be interested in giving significant attention to all-the- 

other-people-in-the-world. To be precise, Heidegger did mention some aspect o f

88 This is not Heideggerian ‘the They’ (das Man) in the sense that, I recognize each person’s unique 
Being of Dasein. I interpret that, with the Heideggerian ‘the They’ (das Man), numerous people in 
the world are viewed collectively more or less only as an environment.

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



109

spatiality. For example, he wrote that “a factually existing Dasein, an actually existing 

human” is “naturally there amidst other beings; humans stand on the earth, walk under 

trees, and move among other humans.... This is all so clear that one cannot see at all 

what the problem is supposed to be” (Heidegger, 1978/1984, p. 169). The existence 

of earth, trees, and other human beings can be taken as a recognition o f  spatiality. The 

problem is that, in his descriptions o f everyday world, Heidegger gave too much 

attention to “tables, chairs, houses, tools, and instruments o f  all sorts” (Caputo, 1994, 

p. 332), but little attention, if any, to actually living people, each o f them having his or 

her way o f Being-in-the-world.

That there is not much room for all-the-other-people-in-the-world in 

Heidegger's Facticity means certain groups o f  people are excluded from his 

philosophy. In particular, Caputo (1994) took Heidegger as “not at all interested in 

the notion o f those whom the world cast out, the shadows who inhabit the margins 

and crevices o f the world” (p. 332). Caputo went on to say “in Heidegger’s ‘everyday 

world’ there are no beggars, lepers, hospitals, homeless people, sickness...” (p. 332). 

Presumably, there is no place for hospice patients, people at the end stage o f  their 

lives, people who are suffering, all o f whom constitute the aspect of the world o f our 

Being o f  Dasein. Bernstein (1991) described this lack o f  real people in Heidegger’s 

world when he wrote “Heidegger rarely shows a sensitivity to the ambiguity and 

involvement with other human beings in their otherness” (p. 124).
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Although Heidegger did touch upon the notions, such as co-being (M itsein) 

and Dasein's being-with (Mitdasein), these expressions were always described in 

relation to the world o f single Dasein. As Watsuji pointed out, Heidegger grasped 

Dasein “with an emphasis on its individuality and without sufficiently considering the 

social relationship between the self and others” (Yuasa, 1987, p. 169). Heidegger’s 

texts give me an impression that people in the world are there to be examined from 

the Being o f single Dasein, the only legitimate standpoint.

Habermas (1985/1987) pointed out that “the lifeworld in which human 

existence is embedded is by no means generated by the existential efforts of a Dasein 

that has tacitly assumed the place o f  transcendental subjectivity” (p. 149). Habermas 

felt that Heidegger made this mistake by degrading “the background structures o f  the 

lifeworld that reach beyond the isolated Dasein as structures o f an average everyday 

existence” (p. 149). Habermas is correct to criticize Heidegger for failing to recognize 

that the people in the world and our communications and relationships with them are 

not an abstract concept or a background o f the project o f our Being o f  Dasein, but 

are in the major spectrum o f  our Being o f Dasein in their everydayness.

The lack o f  practice o f communication and relationship with other human 

beings in Heidegger’s philosophy leads to issues surrounding the experience o f 

Understanding ( Verstandnis). Ricoeur (1978) noted that “in Being and Time the 

question o f understanding is freed entirely from the problem o f communication with 

another person” (p. 152). For Heidegger, Understanding ( Verstandnis) is an
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ontological project, not an epistemological project. In our practical everyday world, 

we exist as self-Understanding ( Verstandnis) and self-interpreting Being. The 

existence of other people in the world and the communications with them in everyday 

life is a key that leads to our practice o f Understanding ( Verstandnis), and it has three 

significant meanings to our ontology. First o f  all, the existence o f other people itself 

constitutes a part o f  our Understanding (Verstandnis) o f our world. Second o f all, any 

information obtained from other people through communications constitutes a 

significant aspect o f  our practice o f  Understanding ( Verstandnis). And lastly, the 

Understanding ( Verstandnis) o f  other people as Being o f  Dasein itself is one o f  the 

most difficult projects. We do not live alone without any communication with others, 

and our Understanding (Verstandnis) o f the world is contingent upon the possibility 

o f  communication or lack thereof with other people-in-the-world. Therefore, if we are 

to Understand (verstehen) the meaning of our Being, then we must also acknowledge 

the meaning o f others and o f  having communications with them. Heidegger was 

successful in getting out o f the world o f the They, yet he failed to return to the world 

from which he came; the world o f  human relationships and communications.

In addition to the problems o f  Understanding ( Verstandnis), Heidegger’s 

Facticity lacks another significant aspect o f our everyday life; that is, based on our 

bodily existence, our Being o f  Dasein practically acts as a social agent. Since 

Heidegger did not exclusively deal with the embodied aspect o f Being-in-the-world, 

the question arises: What is the relationship between the Being o f  Dasein o f a person
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and the act o f  the person in the lifeworld? Does a social action o f  a person have 

anything to do with the Authenticity o f the person’s Being o f  D asein?  For example, is 

a person whose Being o f  Dasein is actualized in hospice volunteering more Authentic 

than others whose Being o f  Dasein is actualized in, say, physically abusing other 

human beings? Heidegger’s philosophy, particularly that o f  Being and Time, does not 

provide an answer to such a question.

When I go back to the comments by Heidegger (1978/1984) that the existence 

o f other human beings “is all so clear that one cannot see at all what the problem is 

supposed to be” (p. 169), I find that the one who could not see how Factically we all 

exist was Heidegger himself. Caputo (1994) is correct to criticize Heidegger for not 

going into “concrete being-in-the-world”, that includes “the griefs and joys o f 

everyday life” (p. 333). I believe that, when Rorty (1991) wrote “what is comic about 

us [philosophers] is that we are making ourselves unable to see things which everyone 

else can see - things like increased or decreased suffering” (p. 74), he is indicating 

most strongly, among others, Heidegger. Further, Rorty (1992) is probably correct to 

assert that “what Heidegger wanted - something that was not a calculation o f  means 

to ends, not power madness - was under his nose all the time” (p. 225). Heidegger did 

not realize that “the new world...in which future-oriented politics, romantic poetry, 

and irreligious art made social practices possible” was there “because he never really 

looked outside o f philosophy books” (p. 225). Heidegger’s preoccupation with the
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world o f  single Dasein made him a great thinker. However, he was a questionable 

practitioner with regard to his engagement within the pragmatic lifeworld89.

6.3.3. Whv Heidegger?

In addition to the problems Heidegger had within his philosophy, another 

important issue that needs to be dealt with here is that Heidegger did not provide any 

protocol, so to speak, in terms o f  how his philosophy can be useful for an actual 

project o f  research. For example, Husserl (19701, 1970b) more or less prescribed the 

method o f  his phenomenological reduction step by step so that people who believe 

that they can know things in themselves can follow his steps. Heidegger did not 

suggest what to do with his philosophical theses or how it might be useful in our daily 

living. Rorty (1992) explained that Heidegger considered pragmatism90 something 

that was not a desirable end o f philosophy. I agree with Rorty when he says 

pragmatism is “a good  place to end up” (p. 209). Heidegger tried to transcend 

practical, everyday living, in order to examine the purest form o f  the existential aspect 

of our Dasein. In order to do so, Heidegger had to rely on a poetic, ontological 

approach, yet such an approach to the Factical lifeworld is not pragmatic. There is a 

tension between Heidegger’s approach and the pragmatic, everyday living o f the life-

89 Heidegger’s unethical participation in Nazi Germany is a controversial issue that has attracted 
many philosophers’ attention. For further information on the critique of Heidegger both as a 
philosopher and a human being, see, for example, Habermas (1989/1992), Wolin (1993), and Caputo
(1993).
90 Rorty (1992) defined pragmatism as “the claim that the function of inquiry is...to make us happier 
by enabling us to cope more successfully with the physical environment and with each other” (p.
209).

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



114

world. Taking Rorty’s critique, Heidegger neglected to address the tactical life-world 

in his questioning o f  Being o f  Dasein, and did not think hard enough how his 

philosophy could be useful in our practical everyday life.

In regards to the utility o f  works o f philosophy, Gadamer (1960/1989) wrote, 

What man needs is not just the persistent posing o f  ultimate questions, but the 

sense o f what is feasible, what is possible, what is correct, here and now. The 

philosopher, o f  all people, must, I think, be aware o f  the tension between what he 

claims to achieve and the reality in which he finds himself (p. xxxviii).

Bernstein (1983) is probably correct to assume that Gadamer is exclusively pointing 

his finger at Heidegger. When Ricoeur (1978) wrote that “a philosophy which breaks 

the dialogue with [the human] sciences91 is left with only itself’ (p. 156), he is also 

pointing out the importance o f  some kind o f connection between a work of 

philosophy and our everyday life.

Nursing is a practice discipline based on natural science and the human 

sciences. Nurses want to engage themselves in things that will eventually, somewhere 

down the line, improve the care o f patients. Therefore, a question had to be asked: 

Should Heidegger’s philosophy be abandoned, because it lacks a practical connection 

with our everyday life and the dialogue with the human sciences? There were two 

options. One was to select a philosophical work with a sound pragmatic goal. The 

other was to deal with Heidegger’s philosophical work, devoid o f  a  pragmatic goal,

91 According to Smith (1997), natural science studies the natural world and the human sciences 
study the life-world that is experienced in everyday life.
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and to make use o f  what could be used. My position was that Heidegger’s philosophy 

could offer many insightful points that could be useful for this study. The next 

question was: What is the benefit o f selecting Heidegger’s philosophy for this study? 

The most significant point was that no other philosopher described the aspect o f our 

experience o f  facing one’s own death in the way Heidegger did. In other words, 

Heidegger’s ontological philosophy, which focuses on the Being o f Dasein and its 

features (e.g., Facticity, Temporality, Being-towards-death, Resoluteness), seemed to 

be particularly helpful for the Understanding ( Verstandnis) o f  the experience o f the 

suffering o f facing one’s own death. I was hopeful that the descriptions o f  the features 

o f Dasein would give me a frame of reference to examine the lived experiences of 

hospice patients and those o f  my own. Also, a hermeneutic approach, given its 

structure o f pre-Understanding, appeared to be most helpful to focus on how I might 

be able to Understand (verstehen) the experiences o f suffering o f  hospice patients.

The more profound and difficult question that had to be explored was the 

relationship between ontology and epistemology. Heidegger (1927/1962) wrote, “any 

Dasein whatsoever is characterized by mineness92” (p. 68). After ail, hermeneutics o f 

Dasein described his, and only his, Dasein. I had to ask how we should read 

Heidegger’s work, when what is described in it is Heidegger’s, but no one else’s, 

ownmost Dasein. How can the descriptions o f  his Being o f  Dasein be relevant to my 

knowing and practicing in my world? How can an ontological description o f  Dasein

92 Mineness is the undifferentiated feature of Dasein from oneself as seen in the sentence, “Dasein is 
an entity which in each case I myself am” (Heidegger. 1927/1962, p. 53).
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be useful for my project o f Understanding ( Verstandnis) suffering people’s 

experiences and the meanings o f such experiences?

Ricoeur (1978) wrote that “with Heidegger we can move backwards to the 

ground but any return from ontology to the epistemological question about the status 

o f the human science is impossible” (p. 156). To be precise, a discussion o f the status 

o f the human sciences was not the goal o f  this study. But what Ricoeur wrote 

suggested that I needed to be aware o f  such a gap, a categorical and philosophical 

one, between the world o f ontology and that o f epistemology that cannot be 

smoothed out. This question concerning the gap between epistemology and ontology 

was a serious one.

Heidegger’s ontological philosophy may be described by using an analogy o f 

horse back riding. As anyone who has ever tried to ride a horse for the first time 

would know, riding is far more complicated than merely following written directions 

as to what to do or reading about horse behavior. A theoretical study o f a horse alone 

would not assure a successful horseback riding experience. This is because in an 

actual ride, horse-related elements (e.g., the type o f  horse, the mental and physical 

condition o f the horse), rider-related elements (e.g., a rider’s skill and mental and 

physical condition), and extraneous elements (e.g., the weather and ground condition) 

are all involved. To make matters worse, the combination o f  any o f the above 

elements can create unexpected, dynamic results. In short, an actual horseback ride 

contains multiple possibilities that we cannot always foresee. I decided to
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conceptualize that engaging in Heidegger’s philosophy was like trying to determine 

the quality o f a book on horseback riding without actually riding a horse. In the end, I 

did not know how the project would turn out; there was no way o f knowing how 

Heidegger’s philosophy would function in this study other than actually trying it out. 

It was necessary for me to see Heidegger’s philosophy in the context o f  the lifeworld 

o f hospice patients and myself, so that any problematic issues that were not readily 

visible on the desktop could be practically examined. Thus, a discussion on 

Heidegger’s philosophy had to be deferred until the end o f  this study.
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VII. Methodology

To recap, in Chapter IV, the literature on suffering was reviewed. It was 

identified that, despite its philosophical and historical importance for nursing, 

suffering has not been well investigated. Therefore, the need for further investigation 

o f  suffering was identified. Also, the literature review led to several findings: that 

suffering is an existential experience, that suffering is best understood within its 

context, and that the contexts o f  fatal illness or death often are linked to the 

experience o f  suffering. Based on these findings, in an effort to define the term 

suffering, I decided not to rely on an essentialist notion o f  language with regards to 

the definition o f  words. Instead, Wittgenstein's philosophy about a  conventionalist 

notion o f  language was adopted. Since suffering is taken-for-granted, under

investigated, highly contextual, and an existential experience that has a close 

connection with death and fatal illnesses, Heideggerian hermeneutic phenomenology 

was chosen as the philosophical and methodological basis for this study.

In addition, based on the literature accounts that suffering is linked to dying 

experiences, hospice patients were identified as an appropriate group o f  people for 

this study. Therefore, in Chapter V, the literature on hospice patients’ experiences 

was reviewed. Despite numerous studies o f  hospice patients, few researchers have 

investigated the patients’ own personal accounts o f what the experience is like. 

Therefore, an additional need to investigate the lived experiences o f  hospice patients 

was identified.
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In Chapter VI, the basic tenets o f Heidegger’s philosophy that are relevant to 

this study were reviewed. Since Heidegger did not specify a particular methodology, 

van Manen’s phenomenological approach (1990) was adopted for this study. In a 

phenomenological approach, participants’ narratives are regarded as an important 

source o f information. Therefore, before I proceed to van Manen’s hermeneutic 

phenomenological approach, the notion o f  narratives will be briefly reviewed.

7.1. The Issues o f  Narratives 

In this study, the participants’ stories that were revealed in the conversational 

interviews were used as the primary source o f  information. The participants’ stories 

were viewed as narratives. Narrative is, in and o f  itself, a field o f  investigation, as 

seen in the philosophical work o f  Ricoeur (1988). Therefore, the basis o f narrative 

inquiry relevant for this study will be reviewed here.

Narrative is “a story that tells a sequence o f events that are significant for the 

narrator and his or her audience” (Denzin, 1989, p. 37). According to Benner (1994), 

narratives are “essential to gain access to the participants’ ways o f understanding and 

structuring the situation” (p. 118). Also, “direct first-person narrative accounts give a 

closer view o f everyday lived understandings” (p. 119) of study participants.

In order to interpret narratives, narrative competence is required. Narrative 

competence is “the system o f  cultural, historical, or other textual knowledge that a 

reader brings” (Blackburn, 1994, p. 254). Because o f  narrative competence, we can 

interpret the context o f narratives. For example, when I hear a hospice patient say ‘I 

was having my dinner’, I know that he was probably sitting on the edge o f  his bed or
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in his chair next to his bed, and that his meal was placed on a plastic tray. I also 

know that an aide probably brought his meal tray to his over-the-bed-table, all his 

dishes and cups were plastic, and his paper napkin and utensils were wrapped in a 

plastic bag. I regarded myself as having the narrative competency that was necessary 

for this study o f hospice patients’ experiences.

When researchers encounter narratives, they try to organize text in terms o f  

its temporal and social elements in order to bring out meaning from the text and to 

“create a coherent story out of the many happenings reported throughout an 

interview” (Kvale, 1996, p. 192). This is what Kvale (1996) called narrative 

structure. According to Kvale, during the analysis o f  narratives, researchers take two 

roles alternatively. One is the role o f  finding narratives contained in the interviews. 

The other is the role o f  creating narratives by “molding the many different 

happenings into coherent stories” (p. 201). In this regard, narratives in this study 

have two functions; the stories found in the participants’ descriptions and the stories 

I created in the process o f reporting the findings o f  this study. The latter can be 

regarded as good if they provide “new convincing insights and opening new vistas 

for understanding the phenomena investigated” (p. 201).

There is a debate as to whether or not written texts serve purposes identical to 

conversational, oral dialogue. It is a controversial issue, and a discussion o f  this topic 

is beyond the scope o f  this study. In theory, once spoken words (i.e., oral narratives) 

are laid out on paper, they become “historically second phenomena” (Kvale, 1996, p. 

46) in the sense that the printed narratives are recreations o f what has already been
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spoken. However, in this study, both interviews and the transcribed conversations 

were used as a continuous aspect o f  each participant’s experiences and therefore, I 

did not have a significant problem with the notion o f  written versus oral narratives.

7.2. Hermeneutic Phenomenological Approach 

Although van Manen is not a pure Heideggerian phenomenologist, his 

hermeneutic phenomenology does not contradict Heideggerian philosophy. In feet, 

some o f his descriptions have a Heideggerian overtone. Also, van Manen’s approach 

has been well established and refined as a hermeneutic phenomenological approach 

(Van Manen, 1984, 1990, 1997). The practical aspect o f  his approach was found to 

be useful in guiding this study. In this chapter, I will describe van Manen’s 

hermeneutic phenomenological approach and some methodological issues.

For the sake o f simplicity, the four steps o f  van Manen’s hermeneutic 

phenomenological approach will be presented as if they are distinctive and orderly 

steps. However, this does not mean that each step occurred distinctively and only in 

order o f its presentation. As the term hermeneutic designates, van Manen’s approach 

involves a reflective process o f going back and forth. Therefore, some o f the steps 

described below occurred simultaneously or in reverse order, and some o f the steps 

occurred more than once.

7.2.1. Turning to the Nature o f Lived Experience

The first step in a hermeneutic phenomenological research is what van 

Manen (1990) called “turning to the nature o f lived experience” (p. 35). During this 

step, researchers identify the existence o f  a phenomenon, orient themselves to the
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phenomenon93, and formulate the phenomenological question. In a hermeneutic 

phenomenological research tradition, there is a belief that, before researchers 

formally begin to investigate some phenomenon, they have already been living and 

interpreting everything around them. Therefore, everything researchers do, even their 

selection of a certain topic o f research, is already colored, so to speak, by their ways 

o f  having been. In other words, implicit, non-reflective consciousness precedes, and 

feeds, reflective consciousness. In this sense, this study had begun long before the 

proposal for this study was written. For example, I lived through personal 

experiences, which made me have an interest in suffering. By the time I began to 

write the proposal for this study, I had already conducted a literature review, talked 

to some people, paid attention to relevant newspaper articles and other daily 

experiences, and described the phenomenological questions. In this regard, roughly 

all my experience is regarded as the foundation for this study, and I had already 

conducted the first stage o f a hermeneutic phenomenological analysis on suffering 

even before the interviewing of the participants.

In addition to the above, researchers need to explain “assumptions and pre

understand ings” (p. 46)94. This means that I, as a researcher, could not pretend that 

my worldview is bias-free; I had to stop taking things around me for granted. I f  I 

failed to do so, I might have taken what I consider to be normal or rational for

93 According to van Manen (1990), a phenomenological orientation is “a kind o f conversational 
relation that [a] researcher develops with the notion [he or she] wishes to explore and understand” (p.
97-98).
94 It appears that this process is what Bernstein (1991) described as the thematization of the fore- 
structure of an interpreter.
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granted. For example, I recognized the fact that I am a nurse. But being a nurse 

means more than having a  license or occupational label. It means, for example, that I 

know how to approach a sick or injured person. I know helping the sick is a 

rewarding experience, but, at the same time, I know that it can be very stressful. I 

know, whether in Japan or in the US, physicians possess more social, political, 

economic, and legal power than nurses do. I know that nurses work as employees o f  

an institution, and this can lead to a conflict between what will best benefit patients 

and what nurses must do for the sake o f institutional integrity. I know most nurses 

are female. I know if I make a mistake in my job, I can kill someone. This list o f  

things that relate to my being a nurse is endless.

Outside o f my being a nurse, there are numerous contexts that I usually take 

for granted. One is the fact that I was bora and raised in Japan, moving to the US 

when I was 27 years old. This means many things, both simple and complex. Some 

simple ones are: not looking Caucasian, never seeing a gun, never experiencing war, 

and avoiding discussions o f sickness or death and certainly o f cancer, which is still 

regarded by many Japanese people as evil. Some more complex ones are: following 

the order and norms o f  society, respecting the elderly, and generally thinking in 

terms o f ‘we’ rather than ‘me’. An even more complex example is the tendency to 

feel I will appear ignorant and arrogant if I present my opinions too decisively, 

particularly to those o f  higher social or institutional rank. I am aware that my own 

views vary in differing degrees from the corresponding views o f  an average Japanese
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person, and that many o f  the above world views are frequently perceived differently 

in the US.

All o f  these elements, to name just a few, color how I view other human 

beings, how I approach other people’s suffering, and how I interpret other people’s 

experiences. Much o f such a situated-ness o f our existence overtly and covertly 

influenced the nature o f  the experiences o f the participants o f this study and o f

myself.

Van Manen’s first step, which I described above, can be associated with the 

Heideggerian notion o f jumping into a hermeneutic circle. A hermeneutic circle is 

often described as a process o f  understanding, which has neither a beginning point 

nor an end point. When researchers try to interpret the object o f  their research, this 

process itself influences and changes their perspective, and, with this newly attained 

perspective, they go back to the object o f  research and re-interpret it, and so on. This 

circular structure of a process o f understanding is a hermeneutic circle. The 

assumption o f  a hermeneutic circle is that a person is a self-interpreting existence 

that never ceases to interpret. In other words, a person is always open for the 

possibility o f  further understanding. Although there is no beginning or end in a 

hermeneutic circle, researchers must begin a formal research process (e.g., writing of 

a research proposal) from somewhere. Therefore, in this sense, researchers ‘jump in’ 

to a hermeneutic circle.
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7.2.2. Investigating Experiences as We Live Them

The second step van Manen (1990) described is the searching o f  “elsewhere 

in the lifeworld95 for lived-experience material that, upon reflective examination, 

might yield something o f its fundamental nature” (p. 53). This step is equivalent to 

the process o f  so-called data96 collection. For this study, an interview method was 

chosen as a  major data collection method from among other possible methods 

suggested by van Manen97. The etymological sources o f the word suffering and other 

expressions noted in the transcripts also were examined. For the sake o f 

organization, the procedural issues regarding the selection o f  participants and 

interviews will be described in the 7.3.5. Interviews section.

7.2.3. Hermeneutic Phenomenological Reflection

The third step o f van Manen’s hermeneutic phenomenological approach is 

the hermeneutic phenomenological reflection, which vaguely corresponds to the 

ordinary notions o f data management, data analysis, and data interpretation. In an 

interview study, hermeneutic phenomenological reflection also occurs during the

95 Van Manen (1990) adapted the notion of lifeworld from Husserl’s Lebenswelt, the “world of 
immediate experience” (p. 182).
96 See pages 54 to 55 of van Manen (1990) for a discussion of the notion of data in a 
phenomenological study.
7 Van Manen (1990) also listed personal experience, observation, experiential descriptions in 

literature, biographies, diaries, journals, logs, art, and phenomenological literature to be sources of 
lived experiences.
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transcription o f the collected interview data. Once the interviews are transcribed98, 

researchers try to “grasp the essential meaning o f  something” (p. 77) through 

thematic analysis99. In this process, researchers need to examine whether there are 

any emerging themes in the transcripts. According to van Manen, a theme is “the 

experience o f ..meaning’'’ and “the form  o f capturing the phenomenon one tries to 

understand’ (p. 87). Further, van Manen called some fundamental lifeworld themes 

that “pervade the lifeworlds o f all human beings, regardless o f  their historical, 

cultural or social situatedness” (p. 101), the fundamental existential themes. They are 

lived space (i.e., spatiality), lived body (i.e., corporeality), lived time (i.e., 

temporality), and lived other (i.e., relationality). Van Manen suggested that these 

four existential themes could be “especially helpful as guides for reflection in the 

research process” (p. 101).

In the process o f  thematic analysis, researchers need to pay attention to the 

Gestalt o f whole texts or a specific section or words that catch their attention. They 

may trace the etymology o f such words or pick up some recently published articles 

or an old novel that is reminiscent o f  a particular experience similar to the 

participants’ descriptions of their lived experiences.

Van Manen noted that the central issue in a phenomenological study is the 

degree o f depth and truthfulness o f  the analysis that partly depends on the ability o f

98 Through an exercise interpretation, which was conducted before the proposal for this study was 
written, I learned that an accurate transcription requires repeated listening to recorded interviews and 
that this leads to repeated re-living of the moments of interviews.
99 For more detailed descriptions of thematic analysis, see pages 78 to 100 o f van Manen (1990).
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the researchers to grasp and carefully examine their own experience. Therefore, 

during the process o f  hermeneutic phenomenological reflection, researchers also pay 

close attention to their own phenomenological experiences during interviews, while 

they listen to the tapes, read the transcripts, and write and re-write their findings. 

This means that researchers pay careful and constant attention to how they think, 

feel, and see, and why they do so, which may reveal some Concealed100 aspects o f  

the phenomenon under investigation.

Once themes are identified, researchers then reflect how they relate to the 

phenomenon under investigation, so that, at the end o f  hermeneutic 

phenomenological reflection, researchers can reach the stage where incidental and 

essential themes begin to emerge101. The incidental and essential themes are, 

according to van Manen, “aspects or qualities that make a phenomenon what it is 

and without which the phenomenon could not be what it is” (p. 107).

According to van Manen, the identified themes can then become “objects o f 

reflection in follow-up hermeneutic conversations” (p. 99), in which the researchers 

and a  participant collaborate. In this process, researchers and a participant may 

“weigh the appropriateness of each theme” (p. 99) by asking the question if the 

theme captured “what the experience is really like” (p. 99). Furthermore, in the

100 Heideggerian terms are capitalized in order to distinguish them from other ordinary expressions.
101 Although the notion essential may sound suggestive of essentialism, I do not think van Manen’s 
approach to phenomenology is contradictory to Wittgenstein’s notion of language. The reason for this 
judgement is because van Manen’s hermeneutic phenomenological approach involves existential 
descriptions of lived space, lived body, lived time, and lived other. These fundamental existential 
themes are consistent with Wittgenstein’s notion of the “stream of life” (Honderich, 1995, p. 914).
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continuous process o f  hermeneutic interpretation, the researchers and a participant 

may also examine, articulate, re-interpret, omit, add, or reformulate themes. Here, it 

is important to note that, in a hermeneutic phenomenological study, a  participant is a 

“co-investigator o f the study” (p. 98), and interpretation and analysis o f data involve 

a dialogical process between the experiences of the participants and the researchers. 

In the process o f hermeneutic interpretation, researchers may also have conversations 

with their colleagues on the themes and thematic descriptions o f  phenomena.

Under normal circumstances, the hermeneutic interpretive process continues 

until a participant identifies that his or her lived experiences have been adequately 

described. However, in this study, the severity o f the participants’ illnesses added 

great uncertainty in discerning how  long each participant was going to be available 

for follow-up interviews. Therefore, I did not wait to finish transcribing each 

interview to conduct follow-up interviews. Consequently, the hermeneutic 

interpretations based on complete transcribed texts (i.e., written narratives) were not 

possible. Still, I was able to continue to work on my hermeneutic interpretation by 

having conversations with the participants based on my experiences o f previous 

interviews (i.e., oral narratives) and some notes that were prepared immediately after 

previous interviews.

7.2.4. Hermeneutic Phenomenological Writing

For hermeneutic phenomenological work, writing “does not merely enter the 

research process as a final step” (Van Manen, 1990, p. 111), because it is “closely 

fused into the research activity and reflection itself’ (p. 12S). This means that
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researchers do not all o f  a sudden start to write up the findings at the end o f  the 

study; transcribing, reflecting, and note-taking go hand in hand, and researchers 

continue to write and re-write about their reflective process throughout the course of 

their investigations. In this regard, there is no borderline between the “activity o f 

research and the reporting activity in which the research is made public” (p. 125). 

This is what van Manen described as hermeneutic phenomenological writing, which 

is a  continuous process o f  reflection and writing.

Van Manen suggested that, in hermeneutic phenomenological writing, 

researchers can use different approaches in order to capture the process o f reflection 

and to describe the phenomenon under investigation. This includes anecdotes or 

examples that illustrate the phenomenological themes. As researchers write, this 

provides them other occasions to further meditate and reflect. Researchers then write 

again, based on which they can again meditate and reflect. In order to capture 

phenomenological descriptions and what was reflected, researchers dialogically 

move between the experiential accounts o f  the study participants and o f  themselves. 

In other words, the research process involves “going back and forth between the 

parts and the whole” (p. 131-132). Then researchers hope to describe the 

participants’ experiences and create “a finely crafted piece that often reflects the 

personal ‘signature’ o f the author” (p. 132). The hermeneutic phenomenological 

writing corresponds to the researchers developing narratives based on their 

understanding o f the narratives of the participants.
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7.2.5. Evaluation Criteria for the Study

Evaluative criteria for qualitative studies are determined by the particular 

tradition within which the research is being conducted. The evaluative criteria used 

for this study were proposed by van Manen (1990), which can be indicators o f  rigor 

for any phenomenological study.

The first evaluative criterion proposed by van Manen (1990) is that a 

phenomenological human science text needs to be oriented. Oriented texts should 

demonstrate how a researcher is reflectively and ontologically oriented to the 

phenomenon under investigation. Well oriented texts may also convey to the readers 

the significance o f  the study (Cohen & Knafl, 1993).

The second evaluative criterion proposed by van Manen (1990) is that a 

phenomenological human science text needs to be strong. Van Manen wrote that it is 

necessary that researchers do not treat their orientation “as just one approach among 

many” (p. 152). A strong text should show the commitment o f  a researcher to a 

hermeneutic phenomenological way o f  viewing, thinking, and being.

The third evaluative criterion proposed by van Manen (1990) is that 

phenomenological human science text needs to be rich and thick. Rich and thick text 

shows concrete, unique, particular, and irreplaceable description, and it may include 

anecdotal, story, narrative or phenomenological descriptions. Rich and thick text also 

engages, involves, and requires response from those who read the text.

The evaluative criterion o f  richness and thickness can relate to credibility 

described by many authors. Credibility includes the degree and extent to which
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participants are accurately identified and described (Lincoln & Guba, 1985) and the 

degree o f trustworthiness o f the findings o f the study (Marshall & Rossman, 1989). 

Credibility, which is achieved by providing a full description o f  the context o f  the 

study (Cohen & Knafl, 1993), also makes the texts believable (Leininger, 1994). In 

short, when texts are rich and thick, they should appear credible to those who read 

them. The evaluative criterion o f  richness and thickness can also relate to 

confirmability, which is the “evidence observed or obtained from [research 

participants]” (Leininger, 1994, p. 105).

Van Manen (1990) also described that a good phenomenological description 

is “an adequate elucidation o f  some aspect of the lifeworld - it resonates with our 

sense o f  lived life” (p. 27). This sense o f resonance is the phenomenological nod102. 

A good phenomenological description can bring out the phenomenological nod 

among its readers, because the description makes the readers recognize that they 

have had, or could have had, such experiences.

The fourth evaluative criterion proposed by van Manen (1990) is that a 

phenomenological human science text needs to be deep. Deep phenomenological text 

shows openness beyond what is readily experienced, and because o f this openness, it 

shows the meaning o f  the phenomenon under investigation. However, a deep 

thought, or profound notion, is not simply an unusual, strange or odd expression.

Van Manen described that deep texts are capable o f  “reaching for something beyond,

102 Van Manen (1990) cited the notion of the phenomenological nod from a European 
phenomenologist Buytendijk.
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restoring a forgotten or broken wholeness by recollecting something lost, past, or 

eroded, and by reconciling it in our experience o f  the present with a vision o f what 

should be” (p. 153). As such, deep texts “cannot be summarized” (p. 153).

Presumably, researchers can achieve deep texts only if  they have done an 

exhaustive exploration o f  the phenomenon under investigation. In this regard, the 

depth o f  texts can be related to the notion o f  saturation, the extent o f  an exhaustive 

exploration of the phenomenon under investigation (Leininger, 1994) or to the notion 

o f thick description in an interpretive ethnographic work (Geertz, 1973). Also, the 

depth o f texts relates to the evaluative criterion o f meaning-in-context suggested by 

Leininger (1994). Meaning-in-context is the extent to which researchers identify the 

meanings of the experiences o f research participants.

The above are van Manen’s evaluative criteria, which have a strong focus on 

methodology. A phenomenological study should also be evaluated according to 

fundamental philosophical assumptions, based on which the study is conducted.

Since this study employed Heideggerian existential philosophy, it was deemed 

appropriate to evaluate the text interpretations based on Heideggerian ontological 

assumptions.

Leonard (1994) discussed the evaluation o f  an interpretive account in the 

Heideggerian context. According to Leonard, an interpretive researcher “never seeks 

to simply describe a  phenomenon but is always concerned with some kind of 

breakdown in human affairs” (p. 60). An interpretive work, such as this study, aims 

to reveal new dimensions o f  the experiences o f people under investigation.

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



133

Therefore, the “ultimate criterion for evaluating the adequacy o f an interpretive 

account is the degree to which i t ... opens up new possibilities for engaging the 

problem” (p. 60). I take this as something that relates to the Heideggerian notion o f 

Unconcealment. A good hermeneutic phenomenological study should reveal the 

Concealed aspects o f the phenomenon under investigation. Van Manen’s expectation 

o f depth in a  text and what Ray (1994) described as the Heideggerian notion o f 

credibility both relate to the degree o f  Unconcealment. Therefore, in a Heideggerian 

sense, credible hermeneutic phenomenological texts reveal, rather than Conceal, a 

person’s existential experiences and surrounding issues.

Also in a Heideggerian sense, I, as an investigator, am a Being who 

continuously interprets my world. The participants o f this study also were Beings 

who continuously interpreted their worlds. Therefore, based on the existential 

philosophy o f  Heidegger and on the hermeneutic interpretive tradition, there are no 

two interpretations that can be identical. I f  I conduct two identical studies with two 

identical sets o f  participants, my second study is done by one who has already 

experienced the first study. Also, if another researcher conducts a study based on the 

same participants who participated in my study and using the same research design I 

established, the result would still be different and unique, since this researcher and I 

are two distinct interpretive Beings. In this sense, different conclusions being drawn 

from two or more seemingly similar studies does not necessarily mean that one is 

more accurate or true than the other. In an interpretive study, “competing accounts 

do not negate each other. Rather, they set up a  conversation” (Leonard, 1994, p. 61).
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The assumption o f this study was that, using the words o f Leonard, “there can 

always be another, deeper and perhaps more persuasive, interpretation o f  a 

phenomenon” (p. 61). The important thing was to acknowledge the possibilities o f  

different interpretations, and to keep the dialogue open.

However, Leonard notes that “there are better and worse interpretive studies” 

(p. 61). In order to achieve better quality in an interpretive inquiry, for example, the 

research questions must be carefully framed. The philosophical foundation and 

assumptions need to be identified. The data collection must be carefully carried out 

and documented. And, by going “beyond publicly available understandings of a 

problem” (p. 61), the study must provide the reader with a new insight, that was 

previously not immediately visible.

7.3. Interview Procedures

7.3.1. Inclusion Criteria

In this study, the prospective participants were recruited when they met the 

following criteria. First, the prospective participants had to be hospice patients. In 

order to identify hospice patients, the eligibility criteria for hospice program was 

used (National Hospice Organization, 1998a). A person is eligible for Medicare- 

certified hospice care if: the person is eligible for Medicare Part A; the person’s 

physician and the hospice Medical Director certify that the person is terminally ill, 

with a life expectancy o f  six months or less if  the disease runs its normal course; the 

person signs a statement electing hospice care instead o f standard Medicare benefits 

for the terminal illness; and the person receives care from a Medicare-certified
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hospice program. When proper documentation is completed, a patient starts 

receiving hospice care from a hospice interdisciplinary team103. Since hospice is a 

concept o f  care, not a location o f  care delivery, the participants can be in either 

inpatient hospice programs in hospitals or in home hospice programs.

Second, the prospective participants had to be conscious and oriented to their 

environment. That is, the prospective participants were informed about their primary 

diagnosis, were aware o f  the feet that they are receiving hospice care, and were 

aware o f the study. Third, the prospective participants had to be able to speak, hear, 

and comprehend a normal level o f English conversation. Fourth, the prospective 

participants had to be willing to talk about their experiences. Fifth, the prospective 

participants had to be able to communicate without added effort. Sixth, the 

prospective participants had to be at least 18 years old, according to the State o f New 

York minority/majority criteria. Seventh, it was desirable that the family members or 

significant others o f the participants had no objections regarding their participation in 

the research. No hospice patients were recruited in this study when they did not meet 

the inclusion criteria.

According to the National Hospice Organization (1998a), hospice does not 

restrict enrollment based on the patients’ gender and racial/ethnic origin. Also, the 

participants were basically recruited on a first-come-first-served basis. Therefore, the 

distribution o f the participants’ gender and racial/ethnic origin was solely based on

l0j The team consists of an attending physician, hospice medical director, hospice nurse, social 
worker, spiritual counselor, home health aide, bereavement and other therapists and counselors, 
pharmacist, and volunteer.
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the constitution o f  hospice patients who were accessible to me at the time of 

recruitment and also were willing to participate in the study104.

7.3.2. Number o f Participants

The number o f participants in a phenomenological study depends primarily 

on the extent to which the participants can express their thoughts. In other words, the 

depth and fullness o f  descriptions made by each participant are the key determinants 

o f  the number o f  participants in a phenomenological study. A few participants may 

be sufficient for a phenomenological study (Clarke, 1992). A minimum number o f  

six participants was chosen for this study, based on the norm described by Morse 

(1994). In addition, if six participants failed to provide the necessary information in 

describing their lived experiences, additional hospice patients were to be recruited 

until sufficient data to address the research questions was collected.

7.3.3. Method o f  Participant Recruitment

The participants for this study were recruited from a hospice program run by 

a health care agency in a Northeastern State. This agency was chosen because it has 

the largest hospice program in the area. Also, I had been working for them as a 

hospice volunteer (i.e., as an inpatient hospice volunteer and bereavement follow-up 

volunteer) for several years and knew its staff, office, and system.

Prior to the study, the Patient Service Director o f the agency was contacted, 

and permission to interview the agency’s hospice patients was obtained. Later,

104 According to the NHO, in 1995, in the US, nearly equal numbers o f males and females were 
admitted to hospice, and 83% of hospice patients were white, 8% were African American, 3% were 
Hispanic, and 6% were others (National Hospice Organization, 1998b).
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hospice care professionals (e.g., nurses and social workers) were asked to provide the 

names of prospective participants according to the inclusion criteria described above. 

Since hospice nurses often have an understanding o f  their patients’ condition and 

whether they are able to talk to someone, I relied primarily on their input as to who 

were the best candidates for this study. In addition, I attended weekly hospice staff 

meetings, which provided additional information as to who might be good candidates 

for this study.

I visited hospice patients who had indicated to their hospice nurses that they 

were interested in the study. I explained the consent form, both orally and in written 

format (Appendix C). The prospective patients were given time to read the consent 

form. The patients were reminded that not participating in this study would not 

influence the hospice care they receive. Upon reading the consent form, the patients 

were asked if there were any questions or concerns. The patients had to be able to 

verbally express their understanding regarding the nature o f  the study and their wish 

to participate in the study. All questions and concerns were addressed by myself. If 

the patients wished to extensively consider the consent form, then I visited them at a 

later time. When the patients expressed their wish to participate in this study, they 

were asked to sign the consent form103, and a mutually convenient time and place for 

the first interview was scheduled.

105 Patients’ families and significant others were not asked to consent to the patients’ study 
participation.
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7.3.4. Data Storage and Confidentiality

Upon signing the consent form, each participant was given a pseudonym. 

Also, I altered any names and information that might reveal the identity of 

individuals in the study. This included, but was not be limited to, the names o f  the 

hospice and other organizations from which the participants received their care, the 

participants’ relatives, and the hospice staff. The tapes o f the interviews, the diskettes 

that contain the transcribed data, and any other documents were kept in a file cabinet 

with a lock, to which only I have access. Documents, which can reveal participants’ 

identities, were shredded before being discarded.

7.3.5. Interviews

I visited each participant to conduct interviews. The interviews were tape- 

recorded. Each interview lasted from about 30 minutes to two hours, and a total o f 2 

to 12 interviews with each participant were conducted. After the initial interview, 

subsequent interviews depended on the participants’ conditions and also the extent to 

which the participants were able to express their experiences106. The interviews were 

discontinued when the participants died or when I concluded that enough 

information was gathered to describe their lived experiences.

During the interviews, I paid attention not only to what the participants said, 

but also to their non-verbal communications, such as their facial expressions, 

posture, and hand gestures. In addition, I paid close attention to my own inner

106 As Weiman and Worden (1976) accurately described, some participants were “more articulate and 
reflective” (p. 3) than others.
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experience during the interviews. After each interview, once I left the environment 

o f the participant (e.g., participant’s room, house, or unit), I recorded my mental 

notes into a voice recorder, because my impressions about an interview immediately 

following the interview may have been different from ones I may have had at later 

times. Such differences were noted in order to provide additional insight, which 

might not otherwise be available to me. The contents o f  the notes that I recorded in 

the voice recorder included things from the interview that made an impression on 

me, lingering questions or ambiguous points I identified in the interview, and other 

issues that could not be recorded with the audio tape-recorder, such as the 

participant’s general condition and facial, posture, and hand gesture expressions.

It is generally agreed that in phenomenological studies there is no set of fixed 

questions that researchers must ask all subjects in the same manner. Depending on 

the development o f each interview, researchers may need to ask certain questions, 

but not others. Also, additional follow-up questions may be added accordingly after 

each interview. In spite o f  this relatively flexible approach to interviewing in 

phenomenological studies, I experienced a certain amount o f  uncertainty prior to the 

interviews. For example, I could not be sure to what extent the participants would 

candidly talk about their experiences. I did not know how much anxiety I would 

experience because o f the fact that the participants were ‘dying’, a condition that is 

frequently feared and even avoided in our culture and society. I knew that I was one 

o f the better prepared people to deal with the dying, yet a strong cultural and social 

image o f death shared by so many people still caused me some apprehension.
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Furthermore, although I have no problem carrying out normal daily English 

conversation, I had some uneasiness about the fact that I am not a native English 

speaker. I was uncertain if I could carry out reasonable, quality interviews. In order 

to help deal with such concerns, a question guide (Appendix B) was prepared to 

facilitate obtaining relevant information and to remind myself o f  both the central 

research questions and questions from previous interviews.

However, as soon as the first interview began, I found that the interview 

guide was unnecessary. With the initial question, ‘tell me how you got here’, which I 

asked during the first interview, the conversations with the participants opened up 

endlessly.

7.3.6. Risks to the Participants

One focus o f  this study was what sort o f  experiences each participant wished, 

or did not wish, to talk about. The participants were not forced to talk about anything 

they did not wish to discuss. This minimized the potential for psychological risks. I 

also requested the cooperation o f  the hospice nurses in reporting to me any 

information that might suggest that the participants might be experiencing stress in 

dealing with the study. No such reports were made to me by any o f the nurses.

This research did not create any physical risks to its participants. However, if 

the participants had developed any conditions that require health care professionals’ 

attention during interviews, the interviews would have been immediately 

discontinued and the hospice nurses contacted.
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Caring for a seriously ill family member or significant other is a stressful 

experience for anyone. Therefore, I tried to maintain open communications with 

participants’ families and significant others. This enabled me to assess any problems 

that the participants’ families and significant others may have had surrounding the 

participants’ cooperation in the study. I did not detect any concerns emerging from 

the participants’ families and significant others.

7.3.7. Benefits to the Participants

The benefit o f participating in any qualitative study includes the arrangement 

that study participants get to be listened to, may learn something, and may deepen 

their personal insight (Miles & Huberman, 1994; Morse, 1994). As Zaner (1982) 

noted, afflicted people, such as hospice patients, call on others to express their 

concerns. This means that the occasions to talk to a researcher may have been 

positively utilized by the participants. Further, some authors (Ferrell, 1996; Roy, 

1993) suggested that participants’ suffering may be diminished if they can 

communicate their experiences to others. Although the provision of any type o f care 

was not the focus o f this study, the above points were acknowledged since they 

constitute an important ethical dimension o f  working with hospice patients, which I 

considered to be a vulnerable population.
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VIII. Findings o f  the Study

8.1. Overview o f the Data 

A total o f 9 patients were recommended to me by the hospice nurses and a 

social worker who worked at the local hospice program. O f those 9 patients, one had 

developed dementia and rapidly lost the ability to communicate, and one did not feel 

comfortable signing the consent form, which she regarded as a ‘legal document’. 

Consequently, 7 hospice patients were enrolled in the study between October 8, 1998 

and March 4, 1999. The demographics o f  the sample were one female and six males, 

with ages ranging from 40 to 101. In terms o f  the participants’ medical diagnoses, 

three had terminal cardiac conditions, three had malignant tumors, and one had a 

benign tumor.

As mentioned earlier, a hospice team can care for a hospice patient in a 

variety o f settings. They include a patient’s own residence, long term care facilities 

(e.g., nursing home, proprietary home), designated hospital beds or unit, hospice 

inpatient units, and residential hospices (i.e., home-like facilities managed exclusively 

for hospice patients). The health care agency that granted me access to the hospice 

patients provided a team o f hospice care providers to the various different settings, 

including an inpatient hospice unit they managed. Therefore, the interviews took place 

wherever each participant was located at the time. One participant received hospice 

care first at his residence. Later, when he became increasingly ill, he moved into a 

hospice inpatient unit. Similarly, another participant received hospice care at his
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proprietary home, and then later moved into a hospice inpatient unit. When I met yet 

another participant at the hospice inpatient unit, it was after he had already moved 

from his brother’s house. Two elderly participants were both receiving visits by a 

hospice team at their nursing home rooms. The 40 year old participant was first 

receiving hospice care in his own home, and later moved into a nursing home, where 

he continued to receive hospice team visits. At the time o f recruitment, 3 participants 

lived in nursing homes, 1 in a proprietary home, 1 in a hospital, I in his own house, 

and 1 participant was in a hospice inpatient unit.

As mentioned earlier, the 7 participants were interviewed between 2 and 12 

times, with each interview lasting between 30 minutes and 2 hours. A total o f  32 

interviews were conducted. As o f March 4, 1999, the formal interviews were 

concluded because I started to recognize similar patterns recurring in the interviews.

When the formal interviews were concluded, two participants remained alive. 

They were discharged from the hospice program while they participated in this study 

because o f their slow decline. However, even after they were removed from hospice 

care, I continued to pay occasional visits to them, because they wanted me to 

continue to visit them, and also because I wanted to avoid making them feel that they 

were used and abandoned.

During the period o f interviewing the participants, I also attended a weekly 

meeting for an interdisciplinary hospice team, which included a nurse manager, 

visiting nurses, inpatient nurses, physicians, social workers, religious specialists (e.g.,
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nun and minister), a volunteer coordinator, and a bereavement coordinator. Each 

meeting lasted between two to three hours, and the hospice nurses reported on the 

condition o f  every patient for whom they were responsible and the issues surrounding 

their care. This meeting was not merely a weekly get-together to  chat, but rather a 

highly valued meeting focused on patient care. Occasionally, hospice staff members 

participated in the meeting through the use o f  speaker telephones. Attending this 

meeting gave me an opportunity to be visible so that the staff would pay closer 

attention to the recruitment o f  the participants than otherwise. In addition, this 

meeting gave me an opportunity to get acquainted with nurses, social workers, and 

clergy and to observe some o f  their interactions with their patients.

Before, in-between, and after interviews, I kept detailed notes regarding my 

experiences o f interviewing hospice patients. These self-reflective notes and records 

o f interviews outside the recorded conversations were mainly recorded on a digital 

voice recorder. I always kept the digital voice recorder with me during the data 

collection period, and I recorded my thoughts and mental notes, which otherwise 

might have been forgotten or remembered inaccurately. For example, I recorded in 

my voice recorder my feelings or thoughts as I drove my car to and from the 

interview site or as I walked to and from a participant’s room in a nursing home or 

hospice unit. In particular, immediately after each interview, often on my way back to 

my car from the participant’s room, I also recorded some mental notes I made during 

the interview. They included a participant’s demeanor, gestures, observations,
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conversations which took place after the tape was stopped, and anything that caught 

my attention but was not recorded on the tape recorder. Oftentimes, even in-between 

interviews or after the participants’ death, I reflected upon many aspects o f the 

interviews. Such thoughts were also recorded in the voice recorder and then

transcribed.

In addition to the reflective notes, any records o f  communication between 

myself and the members o f my dissertation committee and others were kept based on 

the belief that they may also be relevant to the hermeneutic, phenomenological 

experiential process. They included, but were not limited to, notes from telephone 

conversations, email correspondence, and personal letters.

One o f  the important issues I must address regarding the interview technique 

is the frequently addressed concern that a participant may be overtly aware o f the 

recording device, and therefore, it may distort the nature o f the interview. In this 

study, however, I found that this was not a significant issue. Probably because o f  the 

already deteriorated conditions o f the participants and the nature o f our 

conversations, which were frequently highly emotional and intense, the participants 

did not seem to mind, or were unaware of, the presence o f the recording device I 

used. For example, the participants frequently continued to talk while I changed sides 

of the tape. I, too, was heavily involved in the conversations. I feel I had my hands fill 

during the interviews, trying to pay attention to the participants, their stories, and my 

own reactions to them. Therefore, once our conversations had started, I never
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thought o f  the feet that they were being recorded, until I heard a clicking sound, 

which signaled me that one side o f  the tape was finished. Given the above conditions, 

it can safely be assumed that the interviews for this study were as natural as they 

could possibly be.

Each tape-recorded interview was transcribed and entered into the NUD.IST 

4 program107 for data management. The participants’ names and any other identifiers 

(e.g., past job, family names, street names and company names) were altered to 

protect the identity o f  the participants. I continued to read each transcript carefully, 

and as I read the texts they were coded for words and expressions that caught my 

attention.

Some o f  the participants were unclear or confused about, for example, their 

health history, the sequence o f  key events, and life history. Occasionally some o f the 

stories the participants shared with me changed somewhat over the course o f the 

interviews. However, the participants’ narratives were take as the reflection o f  their 

experiences. In other words, I viewed that what the participants shared with me were 

the route to  their Understanding ( Verstandnis) of, and reflection on, how they viewed 

their world at the time o f the interviews.

107 In this study, the interview data was stored in the software NUD*IST 4® (Non-numerical 
Unstructured Data Indexing Searching and Theorizing). The functions of NUD*IST 4® include 
word-processing, text coding, and document data management (e.g., linking/searching texts, 
importing/exporting data, theory building, network display, matrix building, and memoing) 
(Weitzman & Miles, 1995). NUD*IST 4 was chosen for its flexibility and features that are suitable 
for a phenomenological investigation.
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8.2. Stories o f  Seven Hospice Patients

Elsewhere I have written that, if we try to fully appreciate a person’s 

experience, it cannot be taken out o f  its context. This means that describing the 

summary findings o f  the interviews o f  seven participants, or merely presenting some 

demographic information regarding the participants is not only an insufficient, but an 

inadequate approach to a hermeneutic phenomenology. The challenge for me was to 

convey each participant’s unique personhood and experiences without reducing him 

or her to a superficial description. In order to bring forth the unique personhood o f  

each participant and to bring out the nature and the context o f what each had gone 

through, I decided to introduce the stories o f each participant. The following is by no 

means a complete and definitive picture o f who they were and what they have 

experienced. Instead, it is a  narrative based on my interpretation o f  the participants’ 

narratives. I hope this will bring out a picture o f who each participant was, and how 

his or her experiences were interpreted.

Also, in the Methodology Chapter, I have written that I adopted the 

phenomenological approach described by van Manen. The four steps he described 

were: turning to the nature o f  lived experience; investigating experiences as we live 

them; hermeneutic phenomenological reflection; and hermeneutic phenomenological 

writing. It is important to note that the following stories o f the participants are not 

organized according to these four steps, because, as I have mentioned earlier, each 

step did not occur distinctively, and the four steps often occurred in tandem. In other
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words, the following is the result o f  all four steps that have been repeated multiple 

times, often simultaneously. Therefore, labeling each process decisively would be an 

inaccurate description o f  the actual research process, and extremely confusing as well.

Nevertheless, it might be still helpful for readers to be able to follow the steps 

o f  my analysis. Generally speaking, whenever my attention is focused on some 

phenomenon, it is the process o f ‘turning to the nature o f lived experience’, and when 

I am trying to further understand the phenomenon, it is ‘investigating experiences as 

we live them’. To the extent that it would not hinder the flow o f  each story, I 

suggested the locations where I was mostly involved in the process o f a hermeneutic 

phenomenological reflection by using expressions such as ‘as I reflected’ and ‘in my 

reflection’.

8.2.1. The Story o f  Norm

Norm was a 68 year old cancer patient. He had no family; his wife had died 

years ago, and he had no relationship with his stepchildren. According to Norm, he 

was ‘unemployed’ because o f  long-term mental problems. Eight months earlier, 

Norm’s physicians had told him that he would live 4 months. At the time o f  my 

interview, Norm was receiving hospice care at the long-term geriatric unit o f  a 

general hospital. Hospice aides visited him in the hospital room every day in order to 

assist him with bathing, dressing, and eating. When I first met him, Norm was weak, 

but alert. Norm deteriorated rapidly, and died on the 5th day after he signed the 

consent form for the study. I conducted two interviews with him.
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Norm shared his room with an elderly gentleman who was always lying in his 

bed curled up in a thin hospital gown. He made constant groaning sounds as if he was 

talking to someone. I had to invade his space by walking through at the foot o f his 

bed in order to reach Norm’s bed. A thin curtain hanging from the ceiling visually 

separated Norm and his roommate.

When I visited Norm, he was lying in his bed. His emaciated appearance was 

more pronounced, probably because he wore a black dress shirt that had obviously 

become too large for his withering body. The stiff collar o f  his shirt looked very odd 

and unusually formal for a hospice patient. It was my pre-understanding that hospice 

patients are usually in their pajamas. Norm’s uncombed dark black hair was, from 

close up, oily with white flakes, and this indicated that he had not had a shampoo for 

quite some time. A urine bag, which was hung on the left side o f his bed, was visible 

from the door through which people came in and out. Something we usually want to 

hide from public view was displayed nonchalantly, perhaps for the convenience of 

those who took care o f the bag.

Norm spoke slowly and quietly, occasionally thinking for a long time. To each 

question I posed, it appeared that he was searching for the answers with utmost 

sincerity. Norm’s story started when he could not get up one day in his apartment. 

Norm talked about this event, which happened 6 months earlier, as if it had occurred 

yesterday.
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Norm: One day [I] found that I was unable to //108get up. //Up until that day I 
was doing everything by myself. //It came as a terrible shock. //I was 
frightened. //I asked [physicians] when //I would be getting on my feet again, 
and they said ‘no idea’. //What scared me was //that I couldn’t walk!!! 
//Didn’t know what to make o f  that. (Line 51-588 of 1st interview)

Norm’s reaction o f  not knowing ‘what to make o f that’ indicated that he was dealing

with something he had never dealt with before. Norm’s Understanding ( Verstandnis)

was forced to change from ‘doing everything by himself to ‘couldn’t  get up’.

A few weeks before the interview, Norm had what he described as ‘catheter

pain’.

Norm: I didn’t know what suffering is //until that illness come upon me. IIIt 
frightened me to death! //I said ‘Is this what death is? //This horrible 
suffering?’ (Line 1430-1455 o f  1st interview)

His ‘catheter pain’ was ‘horrible suffering’ for him and made him think o f  death.

Norm also had leg pain. Both the leg pain and catheter pain were reasonably

controlled by the pain medications he received. However, his leg pain increased when

he moved. Consequently, he was unable to sit even in a wheelchair. Norm became

bed-bound.

Norm: [Physicians] asked me if I wanted to have chemotherapy, and I told 
them ‘no’, //because I was too sick to benefit from it. //I could see the disease 
progressing. //I didn’t want to remain in misery for the next year or whatever, 
//and then die. //I find it’s getting more and more difficult for me to 
maintain...existence. (Line 491-560 of 1st interview)

Norm said that he ‘could see’ the progress o f his disease, as if he was observing some

object. He also found, as if  he had found some feet or truth, that it was getting

10S The // notation indicates that a part of the transcript has been omitted.
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increasingly difficult for him to ‘maintain existence’. Without having extensive

medical knowledge, Norm knew, from his experience o f  living in his own body, that

chemotherapy would do little to improve his everyday living. For him, living in such a

condition was to ‘remain in misery’. This I took to mean that for Norm, not remaining

in such a condition (Le., to die) meant escaping his misery.

Since Norm was confined to his bed, any meeting had to take place in his

room, while he rested on his bed. This significantly limited his socialization.

Norm: I’m pretty cut off from everybody because o f my walking problem. 
//The very fact that I’m stuck here, //that I can’t get in a wheelchair and go 
around. (Line 876-1024 o f  1st interview)

Norm: Being unable to walk //stops me //a great deal of socializing. //That 
bothers me terribly. (Line 147-168 o f 2nd interview)

Had Norm had the resources, he might have been able to hire a private aide or two to

wheel him out of his room or even go out o f the hospital while he rested on a

stretcher. But this was not the case for Norm as he had no money and no family. His

hospice nurse and aide were also, in theory, able to take him out o f his room. Yet,

evidently for some reason, nobody asked him what he wanted, and nobody helped him

to socialize. In the end, unless someone came to his bedside, Norm was left alone.

Unfortunately, Norm’s best friend had moved to a for away state, and Norm

could only have occasional telephone conversations with him. Norm faced the limit o f

his situation. At the time o f the last interview with Norm, he was almost too weak to

hold a  telephone to his ear by himself. As Norm’s condition deteriorated, even a

telephone call was moving out o f  his reach. The technology o f the telephone enabled
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Norm’s friendship with his friend to continue to a certain extent. But when Norm 

deteriorated, the technology mediated friendship had to come to an abrupt end.

Interviewer: Is there anything //I can do for you to make you feel happier?
Norm: Well, by visiting me. //It helps me feel less depressed. //
Interviewer: //What do you mean by ‘depressed’?
Norm: You feel //you’re all alone in the world, //people don’t care about you.
Interviewer: Mmmm. But nurses visit you?
Norm: Yeah, but only for a second or two. //They don’t have much time.
They have to work. //They have a  heavy schedule. (Line 173-235 o f  2nd
interview)

Norm had a daily hospice aide visit. He also had frequent hospice nurses’ visits. In 

addition, whenever I visited him in the unit, the nurses’ station was filled with men 

and women in white coats. Surrounded by health care professionals, Norm, a dying 

person in a hospice program being cared for in the middle o f a contemporary hospital 

building, felt that people didn’t ‘care’ about him. The more I thought o f this 

phenomenon, the more it began to sound strange to me. How could he feel ‘people 

don’t care about you’ when he had daily visits by a hospice aide?

Before he made the above comment, when I walked into his room, his hospice 

aide was sitting in her chair and reading a magazine. Norm was resting with his eyes 

closed. The aide told me that he vomited in the morning and had had a bad day. A few 

minutes after my arrival, the time was evidently up for the aide, and she rounded up 

her belongings and hurriedly left the room. Since I was concerned about his condition, 

I told Norm, who opened his eyes, that I would come back at a later time. But he 

insisted that we do the interview and kept talking for more than an hour, until I finally 

suggested stopping the interview for the day.
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In my reflections, I began to see the gap between what Norm wanted and 

what was provided to him. He said ‘people don’t care’ about him. The word care has 

meanings such as serious attention, protection, interest and affection (Waite, 1994). 

Norm wanted to be cared for, to be paid serious attention to. When he said ‘a second 

or two’, I don’t think that he measured how long each nurse spent with him. He was 

telling me that ‘a second or two’ was far too short to produce a quality encounter, 

which was what he wanted. And what he wanted was not just having people spending 

their time sitting next to his bed, but instead the feeling o f  knowing that his existence 

was recognized and valued by someone. I interpreted what he wanted to be attention 

to his Being.

The aide could have had a conversation with him, instead o f reading a 

magazine. Yet, the way the business o f health care, including hospice care, is run in 

American society today, it was sufficient that the aide had provided Norm with his 

daily care. Indeed, Norm was given basic assistance for hygiene, food and water, and 

adequate pain control and other symptom management. The floor nurse probably had 

adequately monitored Norm’s condition. I also remembered what it was like to work 

as a clinical nurse in a hospital; time was the one thing nurses did not have, even 

though I knew that extra time could have been spent for some patients who needed 

extra emotional attention. With far more complex paper work and other requirements, 

nurses today are probably for busier than ever. And Norm’s Understanding 

( Verstandnis) on this issue was evident from his comments, such as the nurses ‘don’t
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have much time’, because ‘they have to work’. Norm’s Understanding ( Verstandnis) 

was that the nurses’ ‘work’ was not to sit with him, pay attention to him and to listen 

to him, but something else, such as monitoring and managing patients. But being 

adequately monitored or managed as a patient does not mean that the patient is being 

‘cared’ for, at least from Norm’s point of view. What Norm wanted was someone 

paying attention to him as a human being, not as one o f many patients, or worse yet, 

only one o f many things to do. As a result o f  my reflection, I came to see the meaning 

o f  my Being-With him and listening to him; my attention made him feel that he was 

‘worthy’.

Interviewer Can you remember any event that really upset you?
Norm: Well, I suppress those memories. //I try not to think of those things, 
//because I have to live with these people. //There’s nothing we can do about 
it. //I uh have to accept them. I don’t have any choice. (Line 618-686 o f  2nd 
interview)

That Norm said he had to ‘live with’ the people who had upset him made me 

realize that in his Understanding ( Verstandnis), he had no other choices but just to 

stay and accept whatever was offered, because he could not go anywhere, physically 

or otherwise. And it was important for Norm to keep peace, even if just at an exterior 

level, so that he could pass his days as pleasantly as possible. Legally and 

theoretically, Norm could have filed a formal complaint on any issue against his care 

providers. But the reality was that Norm was far from an empowered consumer. He 

lived in a world where the customs o f health care, hospital culture and social 

conventions o f  dying were crafting his way o f  existence. In feet, much o f  his everyday
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life was meticulously organized and controlled, whether he knew it or not, and

whether he accepted it or not. And one thing that was expected o f  a  seriously sick

patient was to remain quiet in his bed. Norm said he was ‘stuck’. Could he have gone

out o f his room while he rested on a stretcher? Physically, it was possible. Would he

have enjoyed going out into the lobby? He said he would like to go out o f his room.

Had he made a showy demonstration o f his wish, he might have gotten it. But instead,

he quietly remained in his bed because, in his Understanding ( Verstandnis), he didn’t

have ‘any choice’. He had to ‘accept’.

Norm: It’s hard to feel worthy when //you can’t contribute to //society. // 
Interviewer: What kind o f  thing do you think is a contribution to society? // 
Norm: //I would like to think that //very fact that I’m alive. //I help contribute 
//with ideas. //As long as w e’re conscious, //we think o f things. //
Interviewer: How do you think you are doing?
Norm: Sort o f  poorly, //because I’m not doing anything. //I guess uh there 
isn’t much to expect from me. (Line 243-730 o f  2nd interview)

I could understand why Norm felt that he had nothing to offer. He said there was 

nothing to expect ‘from’ him. And it was true. Nobody expected anything ‘from’ him. 

He was there to be cared ‘for’. He had no family members who relied upon him. He 

had no workplace that was in trouble because o f  his absence. All he did every day was 

to lie in bed, being helped to get wiped, dressed, moved, and fed. And I was surprised 

that, even in his deathbed, he was still concerned about his value to society. That I 

was surprised made me realize that I held the assumption that hospice patients were 

not concerned with their value in society, if only because they are generally so ill. 

Norm wanted to give, not just to take. Yet, given his condition, he could not find
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anything to give, and nobody was trying to help him to give. Norm saw his

participation in the study as being a possible contribution to society. After the

interview, he wanted to listen to what was recorded on the tape. After listening to a

section of our recorded conversation, Norm reflected for a moment and said that he

would talk faster next time, a time which never came. That he wanted to know about

his performance suggested that he viewed the interviews as an important project.

Norm: ‘Well, this is it. And there’s nothing I can do about it.’ //
Interviewer: //Sounds like you are ready for something.
Norm: Ready to die! //I’m not ready for anything else. //I’ve (pause) //settled 
my affairs //with God. //I believe that //God is the whole universe, //and 
(pause) //we’re going to become part o f  God again. //
Interviewer: Now, what is the meaning o f death?
Norm: Passing on //to another form. //If I die, and I wake up as a doggie, //I’d 
say, ‘I ’ll be darned.’ //Life to me is a journey //I must take. //I didn’t ask to be 
bom. didn’t ask to live, //but I am living it. //I’m not afraid o f dying. //The 
only thing that might scare me is //a terrible death, //like this place catch on 
fire and I couldn’t get out. (Line 1203-1387 of 1st interview)

Norm’s words suggested that he believed that his existence was going to go

on after his body’s death. There was the possibility of existence after his death. The

word ‘journey’ suggested an ongoing, continuous aspect o f  his existence, moving

from one place to another. Strangely, I was comforted by the fact that he had this

transcending idea about his life; namely, that our existence is not limited to our

embodied Being. My reaction made me realize that one o f the fears I had regarding

my encounters with hospice patients was that they might be experiencing terrible fear

or anxiety that I might not be able to deal with. That Norm was not desperate meant

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



157

that I did not need to deal with either his suffering or my suffering from being unable 

to assist him.

Norm ‘didn’t ask to be bom’, but he was ‘living it’ anyway. So he placed his 

trust in this process which made everything possible for him in the first place. He 

Understood (verstehen) the fact o f  his situatedness. But even in such a generous 

given-ness o f  being allowed to live without asking for it, living was not just a  

receiving o f life, but rather a  ‘journey’ that he ‘must’ take. So he did, and he was 

about to finish his duty o f  taking what was given. Norm’s words were, I felt, evidence 

o f  an Authentic expression o f  his Dasein, Being-There. He was not just dying but 

facing his own end with Resoluteness. He was living, still Being-There.

Although Norm was still scared o f dying ‘a terrible death’ and unhappy about 

being ‘stuck’ in his bed, he was content. He was greatly appreciative that many 

programs and benefits, about which he knew nothing, were offered to him, and there 

was a health care program for him  Norm was happy that the hospital provided him 

three meals a day. He said he was ‘very lucky’ for getting a window-side bed, through 

which he could have ‘a good view’. He was pleased that all o f  his medications were 

brought to him and he did not need to go to a pharmacy to buy them. Norm 

described his nurses and physicians as ‘so kindly’. He also appreciated having a 

handful o f visitors, including myself. Although he was losing his sight in one eye, he 

was happy he still had another. He said he was ‘happy with the world’.
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Norm: I’ve uh lived as long as I care to live. //[I] was in the merchant marine 
and //that enabled me to get around the world. //I’ve been to a lot of places. 
//I’ve had a  good life! (Line 1299-1622 o f  1st interview)

Since Norm appeared so content, it was surprising to me when he started to

talk about what sounded like active euthanasia.

Norm: It’s too bad that the government doesn’t allow [people] to take their 
own life. //They should definitely have the right to take their own life. // 
Interviewer: //If the government said //it’s legal, //what would you //do?
Norm: //I would //get ready to die. //Call my friends in and say to ‘era, ‘well 
good-bye. //I’m going on my way. //I’m very lucky that they’re gonna let me 
die’. //Then I would //use a pill or whatever, //to die. //I don’t know what day 
I might do it. I’m not in a mad hurry as long as I’m not in that kind of pain. 
//But I ain’t gonna put it off forever!! //If the government said //’do it now’, I 
would say ‘okay!’. //If I’m not afraid to go, I’ll go! //Why bug the people o f 
the country about when I wanna die? I ain’t gonna drive 'em  nuts!
Interviewer: You //want to have uh the option to do something for yourself. 
Norm: I not only want the option, I wanna be able to go! //If I’m very, very 
sick, I want to go. IIIf I had a pill here [now]? //I’d go. //Why not? I’m gonna 
go anyway. //I see no reason why not to go. (Line 1458-1555 o f  1st interview)

At first, I though he was saying that he was ready to die. Yet as I kept reading the

transcript, I began to see that Norm was also saying that he would get ready to die ‘if

he was not afraid to go, and ‘i f  he was ‘very, very sick’. Was he afraid to die? He

said he was ‘not afraid o f dying’. Similarly, was he not ‘very, very sick’? To my eyes,

he was. But for Norm, it was still ‘i f ,  the world o f  supposition, with room for open

possibility. As I reflected, I began to see a strong sense o f a future possibility o f his

existence within his Understanding ( Verstandnis) o f  Being.

The most memorable moment with Norm was when I was leaving him after

the second, and the last, interview. As I walked out o f  his room, I looked back at him,

because I did not want him to think that the interview was just a part o f  my to do list,
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and that 1 was already thinking about something else as I left his room. As I looked 

back at him, Norm was watching me, and at that moment, I witnessed that his eyes 

were content and his face was filled with peace. Turning his head was about the only 

freedom he had on his bed, but he was watching me leaving his room with life in his 

eyes. At that time, I did not know that it was going to be my last occasion to see him, 

but for some reason, the glow in his eyes became permanently engraved in my mind. 

Norm died the following day.

8.2.2. The Story of Ben

Ben was a 74 year old man. He lived in a proprietary home. At a glance, the 

home looked more like an ordinary home, rather than an institution, except that it had 

a large parking lot for about 40 cars. Inside, the home had several offices and several 

rooms large enough to hold 50 people or so, much like a nursing home. Three meals, 

basic health care, and living services were provided by the home. Ben was receiving 

visits by a hospice nurse and a hospice clergy in his room.

In contrast to this rather relaxed atmosphere o f his home, however, Ben’s 

room was filled with tension and anxiety. The oxygen tank was constantly making a 

low frequency noise in its process o f  generating oxygen. His small., single bed was 

clean and empty because he had not been using it for a while; he could not lie flat due 

to his deteriorating cardiac condition. A bed, for me, is the place for peaceful rest. 

That Ben could not lie flat was, I felt, an ordeal in and o f itself. At the same time, a
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bed, for me, is also a symbol of illness. I felt strange not seeing a dying person in his 

bed. During my visits to Ben in his room, his empty bed became my chair.

Ben was only able to talk according to his breathing pattern. His heart was so 

weak that it could not compensate for the extra breathing that results from an 

irregular pattern o f speaking. At first, the way he talked made me wonder if his 

condition was aggravated by interviews. Soon, however, I was reminded that the 

hospice nurse who nominated Ben for the study knew that he would benefit from my 

visits. After the first interview, he wanted me to come back in a week. After the 

second interview, he said that I could visit him any time, as much as I wanted. 

Although it was painful for me to see him talking at times, he continued to talk even 

when I suggested stopping the interview for the day. It was important for him to be 

able to recount his experiences.

His story started in the 1940’s when he was in the Navy. He was diagnosed 

with numerous illnesses, which resulted in several chronic cardiac problems. After a 

few months o f hospitalization in a naval hospital, Ben left the Navy with a hardship 

discharge. First, he went back to his parents’ form to help them in their forming. After 

that, he worked all his life, as he described it proudly, building ‘several hundred 

houses’ and, after retirement in the South, raised ‘a lot o f  cattle’. When his parents’ 

health deteriorated, Ben and his wife had gone back to the Northeastern State from 

where they had started their life together. Recently, Ben had several heart surgeries, 

which resulted in several cerebral strokes. While he was hospitalized for his heart
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surgery and the treatment o f  his stroke, his wife o f  42 years died suddenly o f  an 

aneurysm. She was, according to Ben, 'only sixty-five’. Ben’s hospice nurse told me 

that he still regretted that his wife died alone in an empty house while he was still in 

the hospital.

Ben: That was when my brother had just died and my sister was dying, and it 
was a very...trying time. //But, //we made it through that. We’re making it 
through this, too. (Line 126-127 o f 1st interview)

His comment that he was going to 'make it through this, too’ indicated that he was

again going through ‘a very trying time’, just like when he was seriously ill and when

he lost his brother, sister, and wife.

Ben was experiencing multiple angina episodes every day. In order to  control

his angina pain, Ben took morphine.

Ben: [Morphine] stops, or subdues, the pain to make it manageable. 'Cause 
//if you get used to it, you can manage a lot of pain. //I’ve got so I don’t even 
hardly notice these heart pains until I get what I call the lightning streaks, 
//shooting up //into my arm and heart. //Those are very attention getting. But 
//the normal angina, //I just shrug it o ff  ‘cause it’s with me most o f  the time, 
//like having a  relative who stayed too long (chuckles). (Line 204-215 o f  1st 
interview)

As a nurse, I have cared for many people who had trouble breathing. And I knew 

being with people with a breathing problem is one o f the most challenging experiences 

for a nurse. Ben tried to tell me several times that he got ‘used to’ his breathing and 

chest pain, yet the reality in my eyes was that he was in great suffering. Incidentally, 

my husband also has a heart problem, and as I listened to Ben’s story, I was re-living
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my own moments o f anxiety and hopelessness. To me, the fact that Ben was having

multiple angina episodes every day was a terrifying thing.

Ben tried to accept his condition, but it was becoming increasingly difficult for

him to do so. His pain medication only subdued, but did not eliminate, the pain. His

chest pain was like ‘a relative who stayed too long’. Having a live-in relative can

often create annoyance and irritation. The difficult part is that we cannot always

straightforwardly ask the relative to leave, simply because the guest is ‘a relative’.

Ben’s pain was always with him, and there was nothing he could do about it.

Ben: I can’t complain a bit about physical discomfort. It’s been bearable most 
o f  the time. //The emotional discomfort is my own problem. //I have to adjust 
my mind to handle that sometimes.
Interviewer: Could you, um, give your emotional discomfort a name? //
Ben: //It’s just like somebody pulled the rug out from under me, and there was 
nothing left for me to stand on. //My footing was gone. I was just...helpless. 
//If you lost your dear friends, you would feel very helpless. //So, that’s when 
I feel that the bottom has dropped out. (Line 394-407 o f  1 st interview)

I did not know if Ben had actually lost any o f  his ‘dear friends’ or not. But I could not

help feeling that he meant the unfortunate death o f  his wife. Regardless of what had

actually happened to Ben, it was evident that his world was, all o f  a sudden, upside

down, ‘just like somebody pulled the rug out from under’ him. Perhaps for a moment,

Ben did not know which end was up and which end was down. And Ben tried to

handle this chaos not by attacking it, but by ‘adjusting’ his mind, perhaps trying to

view it from different angles. As I reflected, I started to see that Ben was trapped in

his situation, and all he had was the freedom to adjust his mind. When Ben said his

emotional problems, whatever they may have been, were his ‘own’, I could not help
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feeling drawn into his lonely struggle with trying to secure his footing when ‘the

bottom has dropped out’.

Ben used to go out o f his room. He used to know when the home put up a

new awning outside the door at the end o f the hallway, or when the home did some

garden touch-up work. But even those little windows to the outside world were

becoming things o f the past. Since he started having difficulty breathing, even with his

oxygen, his living space was narrowed down to a section of the home, to his room,

and then finally to his chair. Still, what saved Ben were his friends, some o f whom

used to take him out for lunch every week.

Ben: I have //very dear friends. Thank heaven I do, because they come every 
day, //taking me out and helping me with my oxygen tanks, and it makes, //life 
pleasant. //[They] made life livable. Bearable. (Line 126-406 o f  1st interview)

Still, in between his friends’ visits, Ben was alone in his room most of the

time. And being alone in his room was often a very difficult thing for him.

Interviewer: You said //sometimes you feel //in the morning //this room’s full 
o f death. //How do you go through the day like that?
Ben: With great difficulty. I take Xanax109, and Prozac110, but I try to get out 
o f the room for a while, and get up in the front with the other old people. //I 
tell them jokes, some o f  them are not very clean but they’re funny, and //gets 
the old girls laughing. And when I make them laugh, I feel better! See, it’s 
good for them and it’s good for me, too. //The problem is the dam oxygen. I 
have to carry it with me.
Interviewer: What sorts o f things don’t help when you have that...
Ben: Depression? //(silence) The worst thing is to be alone and //have the 
lights off. //I don’t find //much comfort in the television. (Line 132-151 o f  1st 
interview)

109 Xanax is an antianxiety agent
110 Prozac is an antidepressant.
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In order to ward o ff his ‘depression’, Ben used to go down to the dining room and 

make the other residents, most o f  whom were elderly women, laugh. It was Ben’s 

effort to make himself‘feel better’. With the continuous decline o f his physical 

condition, even such a  limited remedy was becoming beyond his reach.

Ben did have a TV in his room. A TV is one o f the most common items we 

see in the room o f a  hotel or a  hospital. We tend to think that TV relieves boredom 

and life without TV seems terribly unaccommodating. If  we provide TV in a patient’s 

room, it even gives the appearance o f  giving extra service. But Ben did not find 

‘much comfort’ in TV. What he needed was interaction with people. Ben was 

connected to a machine, which sustained his life, yet at the same time, tied him down 

like an anchor.

Ben: My legs //[are] very weak, which goes with dying. //But I don’t have any 
trouble with my legs. I can use the walker and go to the rest room and back 
and so forth, and I go to the dining room in my wheelchair. //I am still not a 
cripple. I can //dress myself, //bathe myself. //And o f  course, [my body] has 
deteriorated a great deal in six months. (Line 218-442 o f 1st interview)

From a clinical point o f  view, and based on the way he could hardly talk without

disturbing his breathing, it was evident to me that Ben had not walked with his walker

in quite some time. But still, Ben’s frame o f  mind was that he could ‘use the walker’.

It appeared that his Understanding ( Verstandnis) had not caught up with the current

reality o f his embodied existence. Around the time that he was enrolled in the study,

Ben’s physical condition was taking yet another step down. By the second interview,

which took place a  week after the first interview, he was almost unable to walk to the

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



165

bathroom in his room, even with assistance. This meant that he had to remain in his

room, which was the worst thing for his ‘depression’.

Ben: I have to...pretend to be happy. //I don’t want to be //a drag on other 
people, cause there are a lot o f  people here who have problems, and I 
certainly don’t want to add to their problems. So I wear a happy face and tell 
jokes and try to keep them laughing. //
Interviewer: I f  you are //pretending, then what is the real feeling?
Ben: It varies day by day. //This week //I had a absolutely horrible day with 
depression. This room was just filled with death. Death was crowding in on all 
sides. And I tried to fight it o ff  pretend to be carefree and happy. But //it gets 
tiring after a while. //Let’s face it. When you’re having chest pains and taking 
morphine and stuff. (Line 102-115 o f 1st interview)

His expression ‘death was crowding on all sides’ prompted in my mind a black, wet

demonic shadow creeping up on all walls around me in a cold, dark room where I was

alone on the floor. I felt like I smelled a musty, unpleasant odor. It was an absolute

horror that, fortunately, I did not need to live with more than a second or two. But

for Ben, who could not move out o f  his room freely, it was a moment he could only

endure. It was necessary for him to believe that his pretense worked; otherwise, there

was nothing left for him. Still, even when he ‘pretended to be carefree’, he could not

always ward off the death that filled his room. On such occasions, he was losing his

battle to be who he wanted to be. ‘Let’s face it’, he said. To face means to “meet

resolutely” (Waite, 1994, p. 226), which reminded me o f the Heideggerian notion o f

Resolute Dasein. I felt that he was Resolutely facing his death.

Ben: I sold my house //just few weeks ago, and this hopefully will be my home 
through the duration of my passing. //I’m hoping to go very soon. The sooner 
the better.
Interviewer: Why is that?
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Ben: This is not a very comfortable way to live for me. (Line 66-103 o f 1st 
interview)

Ben had been in his proprietary home for a year and a half, and he had just

sold his house. This action o f  selling his house, after such a long delay, made me think

that Ben was finally coming to terms with the idea that his death was coming closer.

Ben knew that the proprietary home would be the last place he would call ‘my home’.

The expression ‘my home’ prompted me to reflect on Heidegger’s notion o f  dwelling,

in the sense o f ‘poetically man dwells’ (Heidegger, 1954/1971). Ben’s home was not

merely a building. It was the place for his existence, Being, and the place for him to

die. That he was ‘hoping to go very soon’ told me that he was suffering, and he

wanted it to end. But not everyone understood him.

Ben: I’ll tell you the one thing that aggravates me more than anything in the 
world. They all know I’m here to die. //They all say //’you’re going to live 
forever!’ Now that is aggravating as hell, when you hear it day after day after 
day, //when you know you’re dying. Ha ha (laughing).
Interviewer: //Is it difficult because //they are opposing your actions?
Ben: I think so. Because //I welcome death, //as a normal part o f  living, and I 
want to die. I want to get this over with. When the party’s over, the guests 
should leave. //My party is over, and I want to leave. But //these people can’t 
seem to understand it. //Death is very popular. Everybody does it. So I don’t 
know why they can’t accept it for what it is. //Most o f  the time I //appear to 
be very happy. So that’s the way I want to be. //I want to sustain that right 
through to the bitter end. I want everybody to say, ‘well he //had a very 
pleasant death, because he was happy right through.’ Now that’s a nicer way 
to leave them thinking. Isn’t it? //They’re gonna feel at peace with themselves 
and they’re not gonna worry about me. IfYou can rest assured I’m  very happy 
and I’m very pleased with //the route I have chosen, to stop all medications, 
//and just let nature take it’s course, //because I didn’t want to keep going on 
like that. //The meaning o f death for me?...is the ending of discomfort and 
pain. (Line 162-263 o f  1st interview)
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In the middle o f what we may identify as the process o f  dying, Ben pretended 

to look happy, but he was living ‘discomfort and pain’. And it was ‘not a very 

comfortable way to live’ for him, and death for Ben was ‘the ending o f discomfort 

and pain’. So he wanted ‘to get this over with’, as if  he was going to swallow bitter 

medicine. But many people in Ben’s life were unable to accept the fact that he was 

dying and that he would welcome death. For Ben, these people did not understand, or 

were not willing to understand, what he was going through and what he was really 

hoping.

Ben knew that if he looked sad, this would make others sad, too. I realized 

that making others feel less threatened was important for him. Therefore, I tried to 

conform to his desire by laughing with him. Yet even while laughing I found myself 

feeling the suffering Ben was going through. The more Ben tried to make me laugh 

and pretended to be happy, the more difficult it was for me to Be myself. Laughing 

with Ben was difficult because I have always assumed that dying cannot be a happy 

event. Upon reflection, Ben was fully aware o f  the invisible social and cultural hurdle 

that stood between the two groups o f  people; between him, the dying, and everyone 

else who were not yet dying. One way of overcoming this hurdle was to make people 

laugh and relax.

By his own account, Ben did not ‘fear death’, except for one thing.

Ben: The ones I feel sorry for are the ones with Alzheimer’s, who’ve lost their 
mind. //I don’t fear death, but I sure fear a  stroke with paralysis, ‘cause //that 
to me is the worst torture in the world. //I’m  so glad I don’t have Alzheimer’s,
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that I still have my memories, because I have had a wonderful life. (Line 246- 
442 o f  1st interview)

Ben had ‘a wonderful life' and was still able to live it through his memories.

Therefore, losing his mind was the ‘worst torture in the world’. Although Ben had

lost so many things, and he was in the midst o f his undeniable discomfort and pain,

Ben was still able to appreciate his relative condition.

One concern Ben had in his life was his 90 year old mother, who had

Alzheimer’s disease and was living in a nearby nursing home. Because o f  the

Alzheimer’s disease, Ben’s mother could barely recognize her son; but still, she was,

as Ben put it, all he had. Although Ben used to faithfully visit his mother weekly, the

visitations began to cause Ben severe chest pain. Eventually, Ben’s physician pleaded

with him not to visit his mother.

Interviewer: Well, how long do you think you’re going to be around?
Ben: About 4 to 6 weeks. //I have come very close //recently, //and I could 
feel death with me. //My mother is holding me back. (Line 270-394 o f 1st 
interview)

Looking at a 74 year old man who was still worrying about his aged and demented 

mother, I felt compelled to do something for him. I visited his mother a few times and 

gave Ben reports that she was well cared for by her staff, that she had her hair done in 

the salon in her nursing home, and that she was enjoying her cookie snacks in her 

wheelchair. Once, when Ben asked me to get him a box o f  tissues, I bought two 

identical flower bouquets. After I brought one to Ben’s mother, I went back to Ben, 

and told him that his mother had received the same flower bouquet he was seeing. His
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relaxed smile and repeated ‘thank you’ made me realize that even a connection to his 

mother, the most important thing to him, was now slipping away from him.

Less than a week after the first interview, Ben was moved to a hospice 

inpatient unit after an episode o f ‘extreme confusion’, according to the receptionist of 

the proprietary home. When I visited him in the hospice inpatient unit, he was barely 

able to keep up with his breathing, even with an oxygen tube. Ben was on his back in 

his bed gasping for air. His breathing was so fast, and he looked anxious and restless. 

Two visitors, Ben’s foster brother and his wife, were sitting silently in their chairs, 

also looking ever so anxious.

When he saw me walking into his room, he started talking to me. I 

immediately began thinking as a  clinical nurse, and realized that talking was not good 

for his already critically low blood oxygen level. I knew from my experience that Ben 

could die at any moment. I began to talk to him slowly, and told him to be quiet for a 

while. I sat next to his bed, held his hands, and started to talk to his foster brother and 

his wife. I knew by then that Ben liked to have a cheerful atmosphere if at all possible, 

and it became obvious to me that Ben’s foster brother was also aware o f that. So we 

made some jokes and laughed, and Ben participated here and there by pitching in a 

few words. Shortly after that, he looked much calmer, and the exaggerated motion of 

his breathing that included his entire chest and shoulders quieted down. Just before I 

left his room, I asked Ben if he had any words he wanted me to tell his mother. He
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said ‘Tell her I’ll see her later! You tell her I love her, too.’ It was as if Ben knew that 

his time was coming close.

A day after Ben was admitted to the inpatient unit, the hospice physician 

considered moving him out because he did not look critical enough to occupy the 

valuable respite bed. When I learned this, for a moment, I felt anger against the 

physician, because I felt she did not see Ben’s suffering. On the other hand, I also had 

to believe that the physician must have seen something I could not see. This physician 

was a well-experienced and dedicated hospice doctor. I thought she was judging on 

the basis o f  Ben still making jokes with smiles on his face and continuing to talk very 

loud. Also, the inpatient unit was not for long term hospice care. It was vital to keep 

some beds open for people who might urgently need a bed to die. In the end, I, as a 

student researcher, had to trust the hospice team and only observe the course of 

events.

Two days after Ben had asked me to convey his love to his mother, he died. 

Unfortunately, Ben did not die in the home he liked so much. I later learned that the 

proprietary home was not equipped with the staff and facilities to care for a critically 

ill person, even though it was known that the person is in hospice program. No one 

made a fuss about him being moved into the inpatient unit. Ben himself was not able 

to contest, either; he was barely able to breathe or remain conscious. That Ben got a 

bed in the hospice inpatient unit was probably regarded as a good thing from many
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people’s point o f view, but to me, the only good thing was that Ben was no longer in 

‘discomfort and pain’, and that he did not need to pretend any more.

8.2.3. The Story o f  Mac

Mac was a 57 year old man. He was receiving hospice care at a  hospice 

inpatient unit. It was a section o f a general hospital, and was separated with glass- 

paneled, wooden framed French doors. Near the entrance o f the unit was a nursing 

station and a small room with a window, couches, a small table and plants, which was 

a space usually used for talks between the hospice staff and the patients’ families. 

Adjacent to this room was a kitchenette, and there was coffee and tea available for 

staff and family, and a refrigerator and a freezer kept some o f the last foods that 

hospice patients would have in this world.

When I first visited Mac, he was already literally skin and bones. His bone 

structure indicated that he previously might have been reasonably tall. I had seen so 

many patients like him while I worked as a nurse. I took his darkened skin color, 

emaciated body, and disproportionally large abdomen as signs o f a liver disease. His 

speech was slow, soft, and quiet, which suitably accompanied his indisposed look.

From the very beginning, Mac’s behavior was rather unusual. While I was 

introducing myself and explaining the study to him, I realized that Mac, who was 

sitting at the end o f  his bed, was having trouble pushing the over-the-bed-table away 

from him. I figured that his emaciated body was too weak to push the table. So I 

stood up from my chair, trying to assist him. Then, he yelled at me, saying ‘sit down!
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Relax! It’s simple!’ It was surprising from many perspectives. For one, given his 

emaciation, I did not expect such a sudden change from a slow, soft and faint voice to 

a yelling tone. Also, I could not remember when I was ever yelled at by a ‘patient’, or 

any other people for that matter. The only occasions that I could remember were 

when my mother yelled at me when I was little and did something wrong. Without 

knowing Mac as a person, I had to think quickly if  he could physically harm me in any 

way. After all, he was a tall man, about whom I knew nothing. In my mind, I quickly 

noted our proximity to the nursing station and decided that I could safely stay in his 

room. Later, each time I made some kind o f  physical movement, mostly to try to help 

him in one way or another, Mac yelled at me by repeating ‘relax! It’s so simple!’ Yet 

strangely, after each yelling episode, Mac calmed down quickly and resumed talking 

as if nothing had ever happened. I interpreted these yelling events as a possible sign 

that he needed to be in control, and decided to let him control our interviews.

When I went back to the nursing station after the first interview, some nurses 

and aides were curious about how I took what they called ‘an abusive attitude’. It 

was then that I realized that even to the inpatient hospice staff members, who 

encounter so many different types o f  people, often under extreme situations, Mac was 

a rather unusual patient. Finding out that Mac yelled at everyone was a relief for me, 

because it meant that I was not the cause o f  his yelling. But I still did not know why 

he yelled. One nurse was seriously offended and said ‘I will not tolerate that kind of 

abuse.’ Eventually, some o f the nurses, aides, and I ended up discussing why he yelled
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at people. One nurse said she thought Mac was angry because he was dying young. 

Since I had no clue, I took this as a  possible explanation.

Upon reflection, I realized that I live in a society where we raise our voices 

under only extraordinary circumstances. That’s why Mac’s behavior was very 

puzzling to everyone around him. I tried to understand why he yelled at people. 

Maybe Mac felt it was acceptable for ‘a teacher’, as he called himself, to raise his 

voice. Maybe he was so anxious that he could not tolerate any deviation from the 

norms o f his world. Maybe he never acquired the social skills to be friendly and polite 

to other people. It was also possible that he had a personality change due to an 

abnormal liver metabolism.

In the interview, the first thing Mac asked me was why I came here from 

Japan. When I explained to him how I reached the point where I was, starting from 

my early clinical experiences in Japan, he decided unilaterally to tell me about his 

childhood. Mac lived with his grandparents until he was nine. He spoke o f the times 

that he played cards with his grandmother, how he enjoyed having ‘tea with milk and 

toast’ with her, and how ‘neat’ she was to take him to ‘the health juice shop’. He also 

mentioned that he ‘used to deliver prescriptions in the winter’ for his stepfather, who 

had a  pharmacy. When his stepfather tried to make him take over his pharmacy, Mac 

said it was like ‘a prison sentence’ for him. Later in his life, Mac said, he ‘got lost in 

some very nasty situations’. Somewhere along his life’s course, Mac was even in
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Mexico, meditating on the bench of a beach, trying to, as he put it, ‘cleanse his 

spiritual energy’. He had also worked as a chef in many different parts o f  the world.

That he decided to tell me first about his childhood caught my attention. It 

indicated his Understanding ( Verstandnis) in which he knew his upbringing and life 

had been rather atypical. But he only did so after he made sure that I was open 

enough to tell him about myself. Upon reflection, I also realized that asking patients 

about their childhood was not a usual hospice practice, even though reviewing of 

one’s life may be important for many patients.

Then Mac decided to talk about his life in an Asian country. There he lived in 

a small indigenous village for two years. The pictures he showed me depicted his 

house, which was a shack with a dirt floor, no windows and no furniture. The 

villagers had no shoes, and it appeared quite reasonable to assume that there was no 

system for drinking water or flush toilets. I did not know why he ended up in such a 

poor village o f a remote Asian country. All I knew was what Mac had told me, which 

was that he was ‘an English teacher’ and ‘chef and was respected by the villagers. 

There Mac married a young village woman and they had a child. It was around this 

time that his health started to decline. Since he did not have much money, Mac was 

only able to afford what he described as the lowest level o f health care available for 

poor people. Mac then underwent abdominal surgery. Although Mac felt his 

physicians were concerned about something, nothing was clearly explained to him. 

Meanwhile, he was getting increasingly ill in the village, where there was not enough
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food or medicine. Then the physicians finally told Mac that he needed to ‘go back to

America’. He said he started to realize that he had a serious health problem.

Mac: It’s sort o f  funny, because.. .//well, it’s interesting. I was in [Asian 
country] and all o f  a sudden I was faced with death. (Line 425-426 o f  1st 
interview)

Finally, Mac arranged to come back to the US. Due to passport and visa

problems, Mac’s wife and newborn son stayed behind. Ordinarily, I would have

assumed that he would be heartbroken to leave his family behind. However, from his

description, it was as if he was happy to have escaped from destitution in his life.

Aside from leaving his family behind, Mac had another issue which was the conflict he

faced with his parents.

Since Mac had no place to go, he contacted his 82 year old mother and 80

year old stepfather in a southern state.

Mac: [Stepfather] got very angry and frustrated. He said ‘well, lookit. we’re 
too old to take care o f  you’. //He wrote a letter back saying ‘no, you cannot 
come back.’ //It was like they both canceled me out and I felt total rejection, 
total hurt. //So I said to him ‘well, I’m used to rejection, frustration, Murphy’s 
Law and all that. I’ll deal with the problem.’ He said ‘Okay, goodbye!’ And 
that was it. And four days later, after swallowing my hurt and feeling, 
//because what //he said to me wasn’t real, //didn’t sound like my parents, I 
got another letter saying, ‘okay, you’re welcome here.’ But they want to put 
rules and stipulations on it. (Line 424-466 o f  1st interview)

In his search for a place to die, Mac was faced with the consequences of his lifetime 

relationship with his parents and o f having aged parents. In the end, Mac’s brother 

and his wife, who lived in a northeastern state, accepted him in their house. Upon 

returning to the US, Mac started to receive hospice care at his brother’s house. As I 

listened to his story o f  searching for a place to stay, I suddenly realized that we need a
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place to die. I had a vague understanding that I would be able to chose where I may

die, but I never thought o f  the possibility o f  not having a place to die.

Mac: I made a journey home! And I was fortunate in that going home 
provided me with a way to die peacefully because I had no concept of what 
was even available. When I found out that hospice was a program set up for 
my specific purposes, //I cried! (Line 601-602 o f  1st interview)

For some people, becoming a hospice patient might be a death sentence. For Mac,

coming back from poor living conditions, however, hospice was a savior. Although

Mac appreciated the generosity of his brother and his wife, living in their house was

not as convenient as living in his Asian village. In the village, Mac was poor and had

limited food and medicine, but he had people who were always willing to help him. In

his new US residence, food was abundant, and all o f  his healthcare was free, but Mac

did not feel he was receiving the care he wanted. Since both Mac’s brother and his

wife had full time jobs, it was probably difficult for them to be folly attentive to Mac’s

needs. Living in his brother’s house was not like living amongst the group of villagers.

While he struggled to manage his everyday life in his brother’s house, Mac’s

condition was declining rapidly.

Mac: I try walking up the stairs, and I said ‘this isn’t getting any better’. //It 
was like my scale measurement to get up the stairs. (Line 634-635 of 1st 
interview)

Mac: [Hospice physician] didn’t  need to go into any extreme explanations, 
because I knew from the weakness. //It became harder and harder to walk up 
stairs. And from there, how you try to elude yourself? (Line 545-562 o f 1st 
interview)
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Mac observed his physical strength, which was an indicator o f the seriousness o f  his

illness. When walking up the stairs became too difficult for him, it was time for him to

seek care at the hospice inpatient unit. As soon as he moved into his inpatient unit

room, Mac found comfort. Surrounded by a team o f  hospice care providers round the

clock, Mac finally felt that he was getting the care he needed. Mac, who once had no

place to go, was now given a hospice bed.

Mac: I think part o f me is very much at peace. Particularly when I don’t have 
a lot o f  outside pressures coming at me. //I can rest here, be at peace. //And I 
hear //some loud noises out there and laughter. But I can just be at peace 
and...just enjoy the quietness o f this room. (Line 569-574 o f 1st interview)

Even though a hospice physician had told Mac that he would only live a few months,

he was still able to say that he was ‘at peace’. Mac was happy and appreciative that he

was given a clean room, a comfortable bed, and meals and medications. Compared to

his Asian village, his room was like, as he put it, ‘a king’s palace’. Mac said that no

one in his village would believe that there was a place like it. For Mac, the hospice

inpatient unit room, a small room that most people would be fearful to step into, was

like a king’s palace with quietness and peace. And in the hospice inpatient unit, Mac

did not need to worry about anyone, and thus he was free o f ‘outside pressure’.

Although Mac looked like a skeleton covered by darkened skin, he regarded

himself as better off than other hospice patients in the unit.

Mac: I can move around more easily than perhaps many o f the people can. 
(Line 756-757 o f 1st interview)

I did not know how he could make the judgment that he was better off than other 

patients. Mac appeared unaware that he himself looked extremely ill.
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Mac: I’ll make up some sauces for people. //There’s a kitchen here. I could do 
a lot. //Then they can use them at home or whatever. (Line 355-356 o f 1st 
interview)

Mac was a  chef and he had always enjoyed eating. Since he was in an indigenous

village and deprived o f his favorite food for two years, it appeared that he was finding

in himself a renewed interest in foods. As he lay on his bed, Mac entertained the idea

o f cooking something ‘for people’. It was as if he had not completely come to grasp

with the seriousness o f his condition. Instead, he seemed to have the sense that he

was still capable o f doing things as he used to. In his Understanding ( Verstandnis) o f

Being, Mac was still there, Being-There.

At the same time, however. Mac appeared to begin to feel the decline o f his

body, and the resulting closing off o f  his future.

Mac: Being a teacher I would say ‘well, maybe I could have a few classes’. 
But uh, when you’re in a terminal situation where your physical behavior is 
unpredictable //I think it would become strange. (Line 533-534 o f  1st 
interview)

Even though Mac went back and forth between the stages o f  consciousness and 

drowsiness, he was developing an imaginary borderline as to what he could do and 

what he couldn’t do. As a  person who considered himself a ‘teacher’, he thought o f 

teaching other patients and hospice staff although I did not know exactly what he 

wanted to teach them. Contrary to the future possibilities Mac had in his mind, his 

declining body, which was becoming increasingly ‘unpredictable’, was reminding him 

that his thinking, Understanding ( Verstandnis), might have to be reexamined.
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Although Mac was fully settled in the hospice inpatient unit, he had a small concern

regarding his future at the unit.

Interviewer: Do you have a feeling that you are understood [by hospice staff]? 
Mac: For me, it’s perhaps because in a nice way I tell them ‘I don’t like this, I 
don’t like that,’ //and I’m not intimidated easily. //If I was threatened, //if they 
used this program as leverage and they could say, //’You’ve got a big mouth 
and make lots o f trouble here. //You’re threatening a certain aide’s position, 
more than just one person. //You’re upsetting the apple cart, //so you have to 
leave here.’ //In the old days and, PERHAPS they can do that now. But 
there’s this thing about discrimination. //Perhaps the average patient doesn’t 
realize that //he cannot be discriminated and //there’s a bill o f rights. (Line 
790-813 o f 1st interview)

At the time, I was not sure why Mac was talking, out o f  nowhere from my point o f 

view, about discrimination and the Patients’ Bill o f Rights. However, later, in my 

reflection, I remembered that he was first rejected by his parents, and then later felt 

like he was being a burden to his brother and his wife. Since he had nowhere else to 

go, he definitely needed to be in the inpatient unit, and had to make sure that no one 

could tell him to leave. When he read the Patient Bill o f Rights, he must have found 

that he would have legal recourse to remain in the inpatient unit.

Although Mac was peaceful in his own mind, he still had to deal with family 

and friends who didn’t seem to know what to say to him as a patient in the hospice 

inpatient unit.

Mac: It was hard for [sister-in-law] to accept the reality that [I] was not going 
to be around. So it was difficult for her to come and //visit me. //And a  friend I 
knew in junior high school //had come, //and they started out serious, low-key. 
Then //my brother //brought some pizza, and then IIhe started to loosen up.
My sister did. Joking. I was happy to see that. (Line 496-522 o f 1st interview)
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Mac’s descriptions o f his visitors might be very applicable to many other visitors who 

visit hospice patients. They do not know what to say. In our society, we are not 

taught to deal with the issues o f death or a person who will most probably die in the 

near future, and unfortunately, this included Mac himself. When his brother lightened 

up Mac’s room, Mac was ‘happy’.

In our third interview. Mac appeared to be feeling a dull pain or pressure in his 

feet. Mac asked me, rather hesitantly, if I could massage his feet. Since I felt his 

yelling episodes were still separating Mac and myself, I welcomed this as an occasion 

to get close to him. It also gave me something tangible I could do for Mac. For his 

maximum comfort, I gave him a foot bath and a massage. His feet were swollen and 

cold as if they had been chilled in water. The edema in his feet was so bad that a small 

pressure o f  my finger easily produced a half an inch deep finger mark. His feet also 

had slight signs of mottling11 *, which told me that his body was starting to die. While I 

was massaging his feet, Mac’s half-opened eyes rolled up and he was between being 

awake and sleeping, but he managed to keep telling me he was feeling good.

As soon as I finished massaging his feet, Mac became restless all o f a sudden. 

He insisted that he get dressed in his winter coat and that I take him to K-mart. It was 

cold outside, with some snow flurries, and there were not enough clothes in the small 

closet o f his room. Besides, I was not qualified to check him out o f the unit; only his 

brother, who was Mac’s legal guardian, had that legal authority. Still, Mac demanded

111 Mottling is a discoloration o f the skin due to the lack of blood supply to the area.
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that I take him out. After much discussion among Mac, myself and several nurses who 

became involved in this sudden, unyielding demand, all we could do was to repeatedly 

tell him that I was not permitted to take him out and that he had to wait for his 

brother. One nurse commented to me that Mac was too selfish and demanding and 

that he must understand the rules. Meanwhile, Mac’s brother was not responding to 

our frantic pager calls.

When he started his demands, I did not know what to make out o f it. I tried to 

understand what he was experiencing, but I found no reason, except for a potential 

liver metabolism problem. Given my position as a graduate student and a RN, I was 

not willing to break the rules. But at the same time, I felt compelled by, and 

compassionate about, his strong desire to go out. Therefore, as much as I was 

troubled by his demand, I was also annoyed by the comment made by the nurse, that 

Mac was ‘selfish’. For whatever reason, Mac, a dying person already showing 

mottling, wanted to go out, and to call him ‘selfish’ because he was trying to bend the 

‘rule’ did not seem right. It seemed we could not possibly have a good enough reason 

to stop a dying man from going out, possibly for one last time. Yet at the same time, I 

understood the nurse who called Mac ‘selfish’; she was responsible for Mac’s well

being in an institutionally defined sense. I felt sandwiched; one part o f  me as a nurse 

said that the nurse was completely correct, and the other side o f me was feeling the 

pain o f  a dying man trapped in an inhumane element o f  our health care system. Since I
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did not know if Mac’s brother would ever come by, I reluctantly decided to leave the 

unit after more than 3 hours o f  waiting.

The following day, when I anxiously returned to the inpatient unit, I learned 

that Mac’s brother eventually did show up and took Mac to K-mart. There, Mac 

bought baby clothes and toys for his 6 week old son, and some clothes for the wife he 

would never see again That night, after midnight, he was found in a coma. Shortly 

after the morning sun had risen, Mac died. Mac’s last wish was to get something for 

his son and wife, and he probably knew, in some way, that it had to be that afternoon. 

I never found out why he yelled at people. But it was possibly because o f  the burden 

o f  knowing that he was leaving his family behind. Had he lived a few more months 

after his shopping trip, my interpretation o f his urge to go to K-mart might have been 

different. But because he died right after his shopping trip, suddenly his desire to go 

out began to have a profound meaning to me. He cared for his family in his own way, 

and it was only revealed in his death.

8.2.4. The Story o f  Stan

Stan was a  40 year old man who lived in a  nursing home in a small rural 

village. Just as the whole town was quiet, without crowds and traffic, his nursing 

home stood unnoticeably. At the entrance o f the single story home, there was a 

visitors’ sign-in book. A visitor had to press a button before opening a second door 

leading to the living quarters in order to disable the alarm that warns the nursing 

home staff of a possible unauthorized departure o f  a resident. Stan’s home was
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simple, with nothing fancy. With a hand-drawn calendar and announcements posted 

along the wall near a small nursing station, the home reminded me o f  a  day care

center.

On my first visit to Stan, as soon as I entered his room I saw a  big, round, 

smiling face with no hair. From that point on, Stan was always smiling. After listening 

to my introduction and explanation o f  the study, Stan agreed to participate in the 

study. However, he was unable to read and sign the consent form. I decided to come 

back after the dinner hour that day to meet his wife so that she could help him sign 

the consent form. As I was leaving his room, he said, with a big smile, ‘I don’t know 

if 1 have anything interesting to tell you.’ Hoping to convince him to participate in the 

study, I said ‘I believe every person is like an ocean, so deep and wide. I am here to 

catch whatever I can catch with my small net. I know you have much to tell me.’ The 

next thing I knew he started talking about his story as I stood at the door o f his room 

with my winter coat on. As much as I was excited to see him start to talk about his 

experiences, I had to stop him, since it was prior to his signing the consent form. I 

said to Stan ‘I knew it. You must have lots o f stories to tell me. You are an ocean.’

Our two interviews took place in Stan’s room at the nursing home because he 

was unable to leave his bed. Another bed in his room was unoccupied. Since there 

was no need to close the curtain between the two beds, his room looked roomier than 

most other ordinary rooms o f  nursing homes or hospitals. In his room, there was a 

carved wood cabinet on one side of the room, and this stood out when compared to
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all the other hospital type furniture, including an over-the-bed table with wheels, a 

reclining chair with wheels for Stan, and two ordinary vinyl covered chairs for 

visitors. The only window he had was covered with lacy curtains. On one wall there 

was a bulletin board, which was covered with about 20 pictures o f his friends, family 

members, and his dog, which he and his wife called their ‘son’.

When I first visited Stan, all I knew was that he was a  hospice patient with a 

brain tumor. Stan appeared to weigh 300 lb. or more, which was possibly a side effect 

o f  steroids. His bed rails were raised and padded on both sides, and the head o f  his 

bed was elevated. This told me that he was seizure prone. The weight o f his dangling, 

motionless left arm was pulling him toward his left side. There was a plastic backed 

sheet on the bed, indicating that Stan eliminated on his bed. With his paralysis o f the 

left side, accompanied by his weight, he was unable to move from one position to 

another by himself. In order to speak, he had to inhale a large amount o f air and then 

vocalize with his exhaling breath to the extent the air lasted. He also made a groaning 

sound as he breathed, which sounded as if he was in pain.

Stan had many visitors every day, and the only time that he was not expecting 

visitors was after the dinner hour. Coincidentally, it was also the time when his wife 

stopped by after her work. Hence, the two interviews with Stan took place with the 

presence and participation o f  his wife.

Stan started his young adult life with a  serious health problem. When he was 

18 years old, Stan had a severe head trauma. Although he recovered from eighteen
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days in a coma, the injury made him seizure prone, and Stan had been on seizure

medications for 22 years. Stan tokl a  story about when he tried to obtain a driver’s

license shortly after the accident.

Stan: I took three road tests, and failed 'em. I was so miserable. I started 
crying, and asked ‘why me?’ I went so far to put my //loaded shotgun by my 
side. //I was thinking about blowing my brains out. //Then everything turned 
around. Everything happens for a reason. I worked almost 20 years for the 
same company, //played 8 years o f softball. That was the highlight o f my 
career! (Line 1119-1128 o f  1st interview)

When the young Stan was about to begin his adult life, his dream was shattered with a

permanent physical impairment. The norms for a young American, such as obtaining a

driver’s license, suddenly became enormous undertakings for Stan. He was desperate.

But somehow he came through, and the fact that he came through gave him a

perspective of his life: ‘Everything happens for a reason’. He was given his chance to

live ‘for a reason’.

Stan: My mother said it was her prayer for me, and I accepted that. //It was a 
nine day prayer. //She said it for nine days, and I came out o f  the coma, and 
she said it for nine more days, and I got hired. //Every night I say the same 
three prayers. //Our Father, Hail Mary, and ‘Glory be to the Father, to the 
Son, as it was in the beginning, now and ever shall be, world without end, 
amen’. //I say them //five times. (Line 1135-1146 o f 1st interview)

For Stan, the reason was the prayers. Stan ‘accepted’ his mother’s explanation that

the reason why Stan was cured and became functional again ‘was her prayer’.

Six years ago, shortly after Stan got married at the age o f 34, the frequency o f

seizures increased and he developed a left side paralysis. Stan was diagnosed to have

a benign brain tumor. Eventually, the paralysis resulted in a minor foot injury at work,

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



186

and Stan was ‘medically retired’, as he put it, from his factory job. His supposedly

benign tumor was behaving much like a malignant one, and Stan was told that there

was no treatment for it. During a 6 year period, Stan had numerous brain surgeries,

chemotherapies, and radiation therapies, many o f which were experimental. But, as

Stan’s wife said, ‘there was too many IFs’. Stan and his wife had to go through much

uncertainty while they desperately searched for a way to cure his tumor. Finally,

before his last surgery, Stan was told that the surgery could be fatal. Stan decided to

take a chance, and he had to get ready for the worst, just in case.

Wife: That’s why we [did] funeral arrangements. //So, we had //prepared once 
before //for ultimate death. //These things in place, if he makes it, //great!
Then we’U deal with it on this end. //We’re really having to make all o f  his real 
final decisions and get the wishes done, and get the good-byes, //because there 
is nothing //at the other end. //There’s always the chance o f a miracle drug 
coming up, //but //the reality is that we’re, he’s dealing with death. //[So] we 
have to //get all o f  these things in order, //because we don’t have a possibility 
o f hope, //our true hope.
Interviewer: What was it like to prepare your own, //funeral arrangement? 
Stan: (silence and then smiles)...I was smiling, ‘cause I didn’t think I was 
gonna...and I still don’t. It’s up to Him up there. (Line 612-660 o f  1st 
interview)

As Stan and his wife prepared for the worst outcome, Stan’s wife saw two possible 

outcomes in their future course. ‘On this end’ was the chance for Stan’s recovery, and 

‘at the other end’ was Stan’s death. Although Stan’s wife was gearing up towards the 

worst case, Stan didn’t feel that he was ‘gonna’ die. Even though he prepared 

everything for his own death and he had been in the hospice program for 22 days,

Stan still had no sense o f  impending death. And his words ‘I was gonna...’ indicated 

that even after all the things Stan had gone through, he was still not comfortable
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saying the word ‘die’. His comments suggested his Understanding ( Verstandnis) that

we die only when God decides so. Although Stan made it through the surgery, his

tumor continued to grow.

Since he was 18 years o f age, Stan was never in perfect health. He had always

lived with multiple, long term, serious health problems. But this did not prepare him

to deal with the rapidly growing tumor, which was about to take his life.

Stan: Whenever I have a seizure, //my neurologist just says, //’that’s the 
tumor’. //I just say //’tumor flexing it’s muscles’ (laughs), //although I don’t 
believe it, ‘cause it couldn’t //grow this fast. //In ‘93 I had surgery and 
radiation. And //four years //in remission. All o f  a  sudden in three months, 
//it’s growing this fast? (Line 102-107 o f 1st interview)

The expression ‘all o f  a  sudden’ suggested that it came to Stan unexpectedly. The

speed o f the tumor growth, along with everything that happened as a result, caught

Stan off guard. Although Stan retained his smile and lighthearted mood, his words

were filled with the image of an overpowering tumor ‘flexing it’s muscles’, provoking

Stan by showing off its power. In the end, Stan had exhausted all o f  his options, and

the tumor was winning. Finally, Stan’s physician decided to discontinue the

chemotherapy.

Wife: The chemo was //his only resort. (Line 189-190 o f 1st interview)

The synonyms o f the word ‘resort’ include alternative, course o f action, option, 

refuge, remedy, reserve, resource, chance, hope, where to turn for help (Microsoft 

Word 6.0, 1993; Spooner, 1992). It was not only the ‘chemo’ that was discontinued, 

but along with it their hope for a cure and hope for the future. Finally, it was time to
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move to the next step, which was hospice. Stan knew what hospice was based on his

knowledge o f  the experience o f his friend who died; for him, hospice was, as he put it,

the ‘last few months o f your life’. Knowing the meaning of receiving hospice care,

Stan nevertheless signed up for the program and started to receive home visits by a

hospice team, and for a while, Stan’s wife managed to care for him in their house.

Stan: My body might be ready for hospice, but spiritually I’m not. //1 don’t 
feel I’m ready for that. //A doctor told me three months, tops. //I t’s only a 
doctor; //he isn’t Him. //Until He tells me, //I won’t be ready. (Line 58-91 o f  
1 st interview)

Stan was completely dependent on his care providers for his survival, and he 

acknowledged that his ‘body might be ready for hospice’. But even in his situated

ness, spiritually, he did not ‘feel’ he was ready for hospice, ready to die. But what did 

he mean by ‘feel’? The word ‘feel’ means experience or believe (Microsoft Word 6.0, 

[Computer software], 1993). When he said ‘feel’, he believed that his life was to go 

on as it always had been. I interpreted that Stan Understood (yerstehen) that he was 

not dying, because his Being was still there, existing. And Stan said it was not his 

physicians who could ‘decide when you’re ready’ as if to say that his physician’s role 

was over. It was ‘the man upstairs’ who could ‘tell’ him when he will spiritually be 

‘ready for hospice’. For Stan, ‘the man upstairs’ was the only source o f  certainty.

As the frequency o f  Stan’s serious seizures increased, the hospice nurse 

started to realize that it was becoming increasingly difficult for his wife to  care for 

Stan at their house, even with the assistance o f aides. Stan was a heavy person who 

could not move by himself. He needed all kinds o f assistance, from eating, bathing,
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eliminating, turning, dressing and the frequent taking o f  complicated medications. The 

inevitable event came on a day Stan had a severe seizure and was taken to the 

emergency room o f a hospital Stan now needed a full service health care facility. 

Reluctantly, he moved into a nursing home.

As Stan was recounting his experiences o f going through all the changes, I 

realized that he kept saying that he ‘had such a good summer’. It was the story o f  

Stan’s last summer.

Stan: I had a good summer. I was walking around in the backyard, hitting golf 
balls! //With no cane! //When I reckoned with //the feet that I would be put in 
hospice, we were both crying, //cause I had such a good summer. //I just said 
to [wife], ‘at least I had a good summer’, and I didn’t even get it out and //I
was sobbing. //Then she started to cry. //We were both sobbing, so....
Interviewer: //Could you tell me, why do you think you both cried?
Stan: Because I had such a good summer, hitting the golf balls and walking 
around, without even using a cane, and walking, when I hit 'em  and chasing 
’em down. That’s why I cried.
Interviewer: So you thought you were getting better?
Stan: Yeah. //I thought maybe //I was getting better by getting stronger, 
walking around without a cane. We had actually put my quad cane away, and 
got //a single pole cane. (Line 91-218 o f 1st interview)

During his last summer, Stan was able to enjoy some level o f physical activity in his

back yard. And this gave him a sense o f  hope, against all the odds, that he might be

‘getting better’. ‘A good summer’ was perhaps the symbol o f Stan’s hope. Yet just as

his expectation was raised, it was pulled back to the ground when he was referred to a

hospice program to spend ‘the last few months’ o f his life. Stan and his wife both

cried, because their hope was again taken away. It was after this ‘good summer’ that

Stan moved into a nursing home.
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The people at Stan’s nursing home were very attentive. Still, Stan, a 40 year

old man, felt he was too young to be in a nursing home with only elderly people.

Stan: Everybody goes down to eat lunch in the solarium. //They all put on 
bibs. //I have to be fed by my mother at lunch, //and my wife comes up to feed 
me at supper. //And my aide //feeds me breakfast. (Line 435-456 o f 1 st 
interview)

For his lunch, Stan was moved from his bed to a wheelchair and then taken to the

dining room, where he was fed his meals surrounded by the elderly.

Stan: I remember the movie Cocoon? //Every time I go down [to the dining 
room] for lunch, I mean I’m only a 40 year old guy, so thoughts go through 
my head //and all those old people down there. //I don’t feel like I should be 
with them. (Line 233-258 o f  1st interview)

In order to better understand Stan’s experiences, I watched the movie right after the

interview. Cocoon was a story about elderly people in a nursing home. A few elderly

men found that alien eggs they found at a nearby house actually had the power to

rejuvenate their bodies. One day, the elderly men were made an offer by the aliens to

go out in space with them to live what they called an eternal life. Although nobody

exactly knew the meaning o f  eternal life, some elderly people in the nursing home

decided to leave earth, and others decided to stay as they were in order to be close to

their family and friends. In essence, the themes in Cocoon were aging, the desire for

eternal life, human situated-ness, meaning o f life and death, and hope. And Stan was

thinking about Cocoon, surrounded by the elderly.

Although the hope for recovery was theoretically gone, Stan did not give up

living with hope. One thing that helped Stan to keep this sense o f  hope was daily

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



191

occupational therapy. When I first learned that he was doing daily ‘occupational 

therapy’, I asked myself: Why does a hospice patient need occupational therapy? Is it 

reimbursed? If not, who is paying for it? I did not see the logic o f continuing the 

‘therapy’ when his brain tumor was ready to take his life. Soon, however, I realized 

that the daily attention by a therapist to his flaccid arm and leg was instrumental for 

Stan to be able to maintain a  sense of hope and normalcy. By participating in 

occupational therapy, Stan’s hope was witnessed, like a ritual, among his wife, the 

therapists, the nursing home aides and nurses, and the hospice nurse and aide. Stan 

described to me in detail how his therapists carefully approached his fingers and hands 

in which no sensation or motor control were left. That someone was paying close 

attention to his body was evidently very important to him. I thought that, by being 

able to share the vague notion o f  hope among the people around him, Stan was able 

to sustain his hope. Not coincidentally, the goal o f occupational therapy usually is to 

maintain or improve motor skills and functions. Probably this was consistent with his 

sense o f hope for improvement; he needed to be prepared for a time when he might 

get better, so that his flabby arm and leg will not hinder his everyday living. After all, 

he was only 40 years old. He continued his occupational therapy until a few days 

before his death.

During our two long interviews, the only complaint Stan ever made to me was 

about a nurse who left him in a wet sheet.

Stan: There was one nurse last night //that was supposed to change my soaker
and my bed, because //I wet my boxers. //And, she didn’t. And [aide] came in
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this morning, and had to change my sheet, under-sheet, and my soaker on top 
o f that. //Two o ’clock last night, the nurse and the nurse’s aide //said that they 
were gonna change it and they didn’t. In other words, they kinda pulled me a 
funny or lied to me. (Line 1309-1322 o f  1st interview)

Usually very relaxed, Stan was clearly very disturbed about this particular event.

Evidently, he needed to be able to trust the nursing home staff, because it determined

how he could exist, his ways o f Being-in-the-World. Therefore, when Stan’s trust was

violated and he felt he was being ‘lied’ to, it severely impacted him. For many hours, a

40 year old man lay in his own urine and waited for the staff to come in. It was a stark

reminder o f the limitations o f his existence.

Aside from the story of the wet sheet, Stan never complained about anything.

In spite o f  all his conditions, Stan presented a very happy and cheerful front and was

very affectionate to everyone who entered his room. Indeed, the interviews involved

so many jokes, humorous stories, and laughs, that it was getting increasingly difficult

for me to believe that Stan was telling me his true feelings. My assumption was that

he had to be in suffering because he was young and his death was coming. That he

had been married only for 6 years also bothered me. Somewhere in my mind, I hoped

Stan would be open with me and tell me how difficult it was to be so young being in a

hospice program. I expected to hear stories of suffering that are often decorated with

despondent words and expressions. But Stan was always smiling and making funny

remarks, even when he told me his difficult experiences. I felt I could never

understand what Stan was going through, because he was not telling me the truth. I
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even felt Stan and I were in two separate worlds. I felt isolated. It was very painful 

for me to sit and laugh, when I assumed that Stan was struggling hard.

On reflection, the more I tried to move our conversation to more serious 

issues,, the more Stan tried to bring them towards the light side. It was only after his 

death that I finally came to think that the smile was Stan’s way o f  Being-in-this- 

World.

Stan: I even asked [wife] to, when I, when it’s, when she lays me out, 'cause I 
smile so much, lay me out with a smile. And, open casket. ‘Cause that’s the 
way my friends will remember me. (Line 545-546 o f  1st interview)

Stan said he like to be greeted with a smile, a little joke, and a cheer up, because they

make ‘the world go around’. Also, he wanted to be remembered as a happy person.

That was his wish. Perhaps what I witnessed ‘were’ the real experiences o f Stan, and

I could not see them because of the assumptions I held so strongly.

Interviewer: What concerns you most in your everyday life?
Stan: (silence 10 sec) Nothing, really. I’m all set with God. //Whenever He 
takes me, it’s fine. //I think that I’ll go to heaven anyways. //
Interviewer: You think your current condition is easier than [22 years ago]? 
Stan: I think I’m closer to Him than then. I know I’m closer to Him than then. 
(Line 1027-1158 o f 1st interview)

Although he did not directly respond to my question, I took his response as ‘no, what

I am going through is not any easier than my head injury 22 years ago’. However,

Stan was ‘closer to Him’. He was ready to face yet another major difficulty in his life

Resolutely with a stronger belief in God than 22 years ago.
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Stan had many visitors and he enjoyed having people around him. And he

always tried to make people laugh. Still, it was not always easy for him to make

people relax. In the end, Stan had to rely on the others to laugh with him.

Stan: Like my sister came in today, and I told her, //’where is [niece 1] and 
[niece 2], //and [niece 3]’? //They haven’t been up to see me.
Wife: Well, //the middle one is having a hard time dealing with this. (Line 583- 
604 o f 1st interview)

Stan was close to his nieces, and he knew that it was difficult for them to see his

deterioration. He wanted to see his nieces, but there was an invisible barrier, our

cultural attitudes towards death.

The time o f  Stan’s death was approaching. His parents wanted to have a

Thanksgiving dinner with all o f  Stan’s friends and family, but he needed a large room

that could contain dozens o f people, as his room was too small to accommodate any

more than a few visitors at a time. Originally, Stan thought o f  using his relative’s

house in a nearby town. However, due to his condition, it was extremely difficult and

risky for him to leave the nursing home. Then Stan came up with the idea o f inviting

his friends and family to the annex unit attached to his nursing home. I heard later

from Stan’s hospice nurse that Stan had a great Thanksgiving Day with his friends

and family.

Two weeks after his Thanksgiving dinner gathering, Stan died surrounded by 

his family. The nursing home staff said it was a peaceful death. Everything happens 

for a reason, and the reason for his death was perhaps that he was called into heaven,
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like he said he would ‘anyways’. A big, round, shiny face smiling at me: After all, I

guess he got what he wanted, because that is how I remember him.

8.2.5. The Storv o f  Barb

Barb was an 87 year old, short and thin woman. Her first husband died during

World War II, when she was 37, and her second husband had been dead for 5 years at

the time o f  the interviews. She had no children. Originally, Barb and her husband lived

in their own house, but eventually they decided to move into an apartment unit

located in the nursing home building. Moving from a  house to a small apartment was

a significant change in their life style, partially because they had to consolidate much

o f their belongings, including their car.

Barb: I hated it when I had to give up my car! //because you’re in the habit o f  
you want to do something, so you just go and do it. //In a place like this...have 
to stop and think. I can’t go there, I have no car, I have no way. (Line 821- 
858 o f 3rd interview)

Still, Barb and her husband had a relatively independent living arrangement for a few

years. However, with her husband’s death, Barb’s cardiac condition declined, and one

day she was admitted to a hospital intensive care unit. Barb’s two elder sisters

immediately visited her in her hospital room from far away cities. Her oxygen level

was so low that she could not take her oxygen mask off for even a moment. Barb said

‘I certainly thought I was dying’.

Although Barb had improved enough to leave the hospital, while she was still

in the hospital, an arrangement was made to move her out o f  her independent living

section to a full-service nursing home room within the same building. In her new
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nursing home room, there was a small hospital type bed, an over-the-bed table, a 

bedside stand, a chest o f  drawers, a small television set, a single sofa, a wheelchair, a 

standalone closet, and, right next to her bed, a commode. With absolutely nothing but 

things necessary for her everyday living, her small room still looked stuffed. It was in 

this room that Barb began receiving a hospice aide’s visits for her terminal cardiac 

condition.

Barb: I lost my room because I couldn’t take care o f myself. But that’s 
alright, because I feel if I need the care, I should have it. (Line 672-673 o f  1st 
interview)

Although she acknowledged her need for assistance, she was not happy about 

living in a room without a shower. She did not like to take a  bath with the assistance 

o f an aide only once a week at a pre-determined time in a shared bathing room. She 

wanted to take a  shower every day by herself, in her own shower room, when she 

wanted. Moving out o f her apartment was a major loss for her. She said she ‘should’ 

have the care, not because she wanted to, but because she had to. Upon reflection, I 

came to see that there were no other options for her.

Barb’s nursing home was an old one, but it had just completed several years o f 

renovations when I began to visit her. The new hallways were covered with wallpaper 

and matching borders, and, in place o f cold florescent lights, warm ceiling lights with 

decorated frosted covers were lighting up the newly installed carpet. The doors o f the 

two dining rooms were made with wood frames and glass panels, through which the
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chandelier lights could be seen. Sofas and chairs were placed in the opening o f  the 

hallway. Overall, the home looked like a  very nice place to stay.

Contrary to such a fancy presentation, living in a nursing home meant certain 

shortcomings. With the access to full nursing home service came the price o f  giving 

up independence, freedom, and privacy in many different ways. Much like hospital 

life, many things were run for Barb by her nursing home, whether she liked it or not. 

For example, a nurse delivered medications to Barb several times a day, even though 

Barb did not know what she was taking. The time for her bath was 10 o’clock 

Wednesday morning. Her meal times were set. For her low-sodium diet, she had been 

having a turkey sandwich for her dinner almost every day for 7 years. Similar to a 

hospital, all visitors had to check in at the reception desk.

For Barb, her nursing home was, as she put it, ‘a good place’, but it was ‘not 

like home’. Home is “where one lives” (Waite, 1994, p. 300), but it is different from a 

house, which can be an empty building. We say ‘come home’, but we do not say 

‘come house’. It appears that for home to be home, it must include the business o f 

living, or, as Heidegger might have said, an essence o f  Being. For most o f us, home is 

a private, safe, comfortable, and relaxing place. It is where we return. When we say 

‘go home’, it has a nuance o f  going back to where we originated. The word home has 

the capacity for such a nostalgic nuance. For Barb, her nursing home was ‘not like 

home’.
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At the beginning o f the interviews, whenever I visited her, Barb was always in 

her nightgown and in her bed, regardless o f  the time o f my visit. The only time she 

was out of her bed was when she needed to use her commode, when she needed to sit 

in her wheelchair for her meals, and when she was taken to the weekly bathing 

service. During the interviews, she rarely even sat up in her bed.

Interviewer: What is a  m ain activity you do every day?
Barb: (pause) Staying in bed! (Line 786-789 o f  3rd interview)

I did not think anything about her staying in bed all day long. Barb was an 87 year old

hospice patient who looked pale and weak, and to me, her lying in bed appeared to be

nothing unusual. A dying person staying in bed was a ritual o f dying in the American

culture. As I reflected, I began to think that perhaps everybody else in the nursing

home felt that Barb stayed in her bed because she was dying. But the way she talked

to me indicated that her mind was still very clear. A very clear minded person, dying

or otherwise, was left alone in her bed.

Physically, Barb was capable of sitting up in her wheelchair. However, the 

dress code o f the nursing home said that proper attire was required in the dining 

room. Therefore, even though Barb could sit in a wheel chair, she had no choice but 

to eat in her room alone, because she did not have the mental or physical energy to 

dress up and sit through a meal in the dining room. Also, Barb said that she did not 

enjoy being assigned to a meal table to sit with people who could no longer 

‘converse’, as she put it. From my quick observation, the majority o f the residents
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were senior women, many o f  whom seemed unable to communicate. Some were

drooling, some were catatonic, and some were sleeping in their wheelchairs.

Since Barb had moved into her room, she had not been out of the building for

about 3 months. She had not watched TV for 4 months because of her poor eyesight.

The radio at her bedside was broken. Because there was no space left for her sewing

machine in her room, she also had given up sewing, which was her hobby. She laid in

her bed, day in, day out, looking at the same scene of her room from the same angle.

Barb was a serious, life-long Catholic, and she appeared to be as ready as

anyone can be in terms o f  accepting the terms o f death.

Barb: Today, I just feel I have picked a good place to end my days in. I’m 
praying that God will be merciful to me, and not have me suffer a long time. 
I’m grateful //for the things people do for me. And, I’m happy to say I can 
accept the things people do for me and not resent it.
Interviewer: Do you feel that you lived long enough?
Barb: Yes, //but that’s up to God, //and if he doesn’t  want me, I have to stay 
here. //He knows what’s best for me. (Line 491-544 o f  1st interview)

As an 87 year old woman, the only remaining family Barb had were her two

elderly sisters, one living a  two-hour drive away, and the other a two-hour flight

away. Her sister’s son and his family lived in Barb’s city. When Barb was critically ill,

her nephew visited her often. But since her condition had been stabilized, his visits

became infrequent. Barb used to  have a lady who helped her with errands, and she,

too, had stopped coming. In fact, in Barb’s recent life, many people had started

visiting her, and then stopped visiting her.

Barb: [A Sister] was here yesterday, and I was sleeping. She said on the note 
that she left. //Couple o f  the other ladies who were coming said they’d still
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come, but I haven’t seen them. //There is a volunteer //who works at the Red 
Cross, //and she comes //when I’m having my supper, as a rule, and then 
//stays about an hour. //And she said she would come. //So whether they will 
or not, I don’t know. (Line 822-855 o f 5th interview)

Barb could have called up people on the telephone in her room, but frequently she did

not even know the names o f those who visited her. Evidently, there were some

problems with visits by people with good intentions. On one hand, one could argue

that people coming and going is an element o f our life. On the other hand, such

sporadic visitations seemed cruel to me for an isolated hospice patient. But Barb had

little control over her visitors. In the end, she received whomever, whenever.

As I was still trying to understand what Barb was going through in our first

interview, one event Barb described to me slipped out o f  my attention, because o f my

taken-for-granted assumption that she was ‘dying’.

Barb: Whether I’ll improve enough to really be on my feet, I doubt that, 
because //nurse practitioner told me I will never be able to walk //farther than 
from this bed to the toilet, //because of my heart //valve. (Line 775-788 o f 1st 
interview)

From her bed to her bathroom was only about 5 o f my steps. To me, Barb was an 87 

year old hospice patient, who looked pale and thin, spoke with a faint voice, used 

diapers and a commode, and was almost always lying in her bed. That she would 

‘never be able to walk’ sounded quite logical and normal. I also assumed that the 

nurse practitioner (NP) had told Barb a truth she felt Barb needed to know. My 

assumption was that the NP, who had extra nursing education, should have been able
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to discern Barb’s unique needs. So, I initially did not think much about what the NP 

had said to Barb.

Many months after the first interview, however, when Barb’s condition began 

to improve, she repeated what the NP had told her, and this made me realize the 

impact o f  the NP’s comment on Barb’s well-being. I began to suspect that Barb was 

not walking, not going to the dining room, and not getting out o f  her sleeper, because 

she thought she was dying. Barb’s severe fatigue, perhaps, might also have been 

congruent with her idea o f dying. Barb accepted the NP’s comment as truth, perhaps 

because, from her point o f view, the NP had more ‘authority’ than the aides and 

nurses. Because Barb was a serious Christian, she probably did not want to criticize 

the NP. But as she repeated ‘we should always be able to keep the sense of hope’, I 

felt that Barb resented what was done to her.

When I asked her if she had said anything to the NP about her insensitive 

comment, Barb said ‘Ohhh, noooo. I don’t say anything. I just smile at her and pass, 

you know?’ Evidently, Barb did not want to upset the NP. After all, what was at 

stake was Barb’s own well being. Had I been in Barb’s position, I probably would not 

have said anything to the NP, either, because even though I knew that the NP 

probably would not do any harm to me, I would still be afraid o f  the smallest 

possibilities of any negative consequences. This would be particularly so if I was 

living in a nursing home and had to rely on the same NP as long as I lived there. In
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Barb’s comments, I saw an invisible power structure that is laid over a  hospice patient

who lives in a nursing home.

Even though Barb was told that she would never walk again, and she felt

extreme fatigue, her words indicated that she still found a  sense of hope and

encouragement in the slightest improvements o f her physical condition.

Barb: When I told [about my fatigue] to the doctor, he said ‘well I’ll look up 
your medication and see if there’s some that’s making you so tired.’ //I just 
thought it was my heart. //I’m tired, //but I’m better than I was. //So that’s 
encouraging. (Line 1095-1128 o f  3rd interview)

Barb had thought that her deteriorating heart was causing her fatigue, and that this

came with her dying process. It was also congruent with what the NP had told her.

But her nursing home physician indicated the possibility o f  her medications being the

cause of her fatigue. Accepting completely that she would gladly be taken by God,

Barb quietly sustained her hope for improvement.

Shortly after the interviews had started, I learned that Barb was having

diarrhea episodes. Although she talked to the nurses and physicians at her nursing

home, it did not seem to her that anyone was taking her diarrhea seriously.

Barb: Nobody’s seems //concerned about my diarrhea, except me! //The day 
nurse //said, //‘There’s nothing more that we can give you other than the 
Imodium'l2, //and we’ll just keep giving you that.’ (Line 426-443 o f 4th 
interview)

Although the diarrhea itself was not life-threatening, it was extremely annoying for 

Barb. For one thing, Barb thought that her fatigue was due to her prolonged diarrhea.

112 Imodium is an over-the-counter diarrhea medicine.
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But more importantly, occasionally, when she had several diarrhea episodes in a short

period, she ended up having an accident in her bed. Every time she had an accident,

she had to be cleaned up by the aides. Almost 2 months after her diarrhea had first

started, Barb finally started to receive low-residue diets, and this reduced the

frequency o f her diarrhea. From what I heard from Barb, it appeared that the staffs

approach to her problem was very slow. But Barb did not want to complain about it.

She said to me ‘you know, you have to be careful what you say to them’. Not to be

regarded as a nuisance resident was a skill Barb had learned in order to live in a

nursing home most effectively. To give in was a part o f  her life.

When I visited Barb one morning, she started talking about one unfortunate

event that had occurred just before I walked in. She said she was sitting on her

commode. Since she was too weak to move back to her bed by herself she used the

call-bell. No one responded. So she pushed the bell again. An aide came in, and told

her that another aide will come in to help her. By the time the next aide came in to

help her, 45 minutes had passed. Sitting on the commode without much to cover her

for a long time, she was shaking from fatigue and chill.

Barb: (quietly)...and that isn’t unusual, either.
Interviewer: It happens so often?
Barb: (nod; pause) Some are good, some are not, //and o f  course, if they 
//don’t like you, they just pass you by. //Oh, well. //You have to leam to live 
with the punches. (Line 2-21 o f 1st interview)

I was surprised to hear the word ‘punches’. Under ordinary situations, punches are

something we do not want to receive. Even in a  boxing match, it is better not to

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



204

receive punches. But Barb had to live with not just one punch, but punch-es. Sitting 

with her pants down around her ankles and waiting for someone to respond to her 

call-bell, she felt like she was punched right in her face. And it was not the first time. 

She was punched before, and she would be punched again in the future. It would keep 

coming at her. But she had to live with it, gritting her teeth.

Since Barb stayed in her bed all day long, her thin, short silver hair was always 

all matted down. This rather unkempt look always made her look appropriately like a 

dying person. On the day o f the third interview, however, Barb had her hair done.

Interviewer: Now, I realized that you had a very beautiful haircut!
Barb: Oh, thank you. //The //hospice curled it up this morning. //
Interviewer: Oh! Very beautiful!
Barb: Well, thank you.
Interviewer: Like you just came out o f  a hair salon.
Barb: Yeah! (laughs) //But it’ll be spoiled in the back, on account o f  laying
here, you know?
Interviewer: Oh, you can’t see the back anyway!
Barb: (laughs) Ohhh. (Line 891-917 o f  3rd interview)

For the first time since I started visiting Barb, she did not look like a dying person. I 

then realized how she could look if she was not in bed all day long. And even though 

she was told that she would never walk again, Barb was still concerned about her hair 

being flattened by sleeping on it. Barb lived in an era when femininity was expressed 

through hair and dresses. In my reflection, watching her smile like a shy little girl, I 

wondered how long it had been since anyone had commented on her hair. Nobody 

had paid any attention to Barb’s person-hood, which included how she would have 

liked to appear, until the hospice aide offered to curl her hair.
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While Barb was participating in the study, she was discharged from the

hospice program because she was not declining steadily enough to qualify for the

Medicare Hospice Benefit. When I learned the news at the hospice team meeting, I

was concerned how Barb would feel about losing the hospice aide who had visited

Barb every day over many months. But my concern was unnecessary.

Barb: The good news is. I’ve improved, //and the doctor doesn’t think 
I'm...ready to die in six months. But nobody can tell but God, who... pulls the, 
the magic number! (Laughs) (Line 45-50 of 4th interview)

After the hospice aide stopped visiting Barb, she was still experiencing fatigue, and I

continued to interview her 5 more times over a period o f two and a half months.

During this time, she was diagnosed to have diverticulitis based on a colonoscopy

examination. Once a new diet and medications had started, her physical condition

started to improve.

One day, almost 3 months after Barb was removed from the hospice program, 

I finally saw her, not in her nightgown but in blue pants and a bright red print blouse, 

along with earrings that matched the color o f her blouse. She had lipstick and rouge 

on, and had even had her hair done the day before at the hair salon in her nursing 

home. One o f the things she wanted to do was to show me around her nursing home, 

while I pushed her wheelchair. Later we went to the cafeteria, and she treated me to a  

cup of tea.

Barb: Can I eat? //Oh, yes! I make myself. And I drink lots o f liquids, //‘cause 
I don’t want to get dehydrated. //I’m waiting to get better, //and if I get well 
enough, I can go back to my old room, and I’ll have the space for the sewing 
machine //and a shower. (Line 547-906 o f 7th interview)
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In mid-June, almost 4 months after she was removed from the hospice program, she 

became reasonably steady in her gait and regained her confidence, and she formally 

requested an independent living unit. Two months later, she was walking to the 

dining-room every day with her walker, going to weekly bingo games, giving courtesy 

visits to other residents, attending prayer services, participating in what she called 4an 

executive food service meeting’, and doing daily walking exercise with an aide. In 

fact, Barb did not need her walker; she carried it by lifting it in the air, holding it with 

her hands. Her next hope was to move back to her apartment unit.

One day, I drove her to a retail store for shopping. Then we went to a 

restaurant for lunch. In our conversation, I asked her i f  she participated in the outing 

activities that are provided by the home. I had frequently seen the small nursing home 

bus carrying the residents to local spots. Barb’s reply was ‘No. I don’t. I want to get 

away from that atmosphere’. I did not ask her what she meant by ‘that atmosphere’; I 

felt like I knew exactly what she was talking about. Barb did not feel that she 

belonged to a group o f senior citizens on wheelchairs. After I dropped her off at her 

nursing home entrance, I watched Barb walking up a rather lengthy walkway and into 

the doorway, with her walker capped with bright yellow tennis balls on its rear legs. 

Nothing was out o f  place: Barb’s thin white hair, wrinkled, skinny face and hands, 

eyeglasses, and walker were all perfectly part o f a normal view in a nursing home. I 

realized that she was going back to her everyday living in ‘that atmosphere’ to which
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she did not feel she belonged, but to which she had to go back. She was going back to 

her place to stay, which was not ‘like home’.

8.2.6. The Story o f Ed

Ed was a 101 year old, retired teacher. When his wife died after nearly 6 

decades o f  marriage, Ed, already in his mid 80’s, began living in a  senior citizen’s 

independent living apartment. Sixteen years later, Ed moved in to a nursing home. 

There he began receiving hospice care. When he signed up for the study, he had been 

in the hospice program for almost 9 months. His medical diagnosis was a sinus tumor.

Ed’s room was the size a healthy adult could walk across in a couple o f long 

steps in any direction. It appeared cluttered with a hospital type small b ed  a  metal 

night-stand, a small set o f  drawers, a small TV stand and two chairs. There was also 

an over-the-bed table, to which his meals on a plastic tray were brought three times a 

day, seven days a week. The only window in his room was almost always covered 

with a pastel colored curtain. Right next to the only door o f  Ed’s room was a 2 by 4 

foot closet, which was jammed with his entire collection o f clothes on wire hangers. 

He had a bathroom with a toilet and sink and no shower unit. On the sink, there was 

an old hotel toothbrush and a quarter-size piece o f  cracked soap. A wall-mounted 

medicine cabinet was empty, with its mirrored door half open with broken latches. Ed 

had been living a simple life in this little nursing home room.

Ed’s appearance was appropriately senior. He had no visible excess body fat. 

His back was curved. His head had some white fuzzy hair, and his wrinkly skin was
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covered with miscellaneous purple and dark colored, dry patches. His finger joints 

were swollen and all pointing in different directions. His right eye was higher than his 

left due to a tumor and possibly a stroke or two. A one inch long tape on his right 

cheek pulled his lower eyelid down so that it could stay open. His hearing aid in his 

right ear was covered with brown stains, indicating it had not been cleaned for a 

while. Ed managed to walk, although wobbly and slowly, to and from his bathroom 

with his walker.

In the beginning, I did not know what to make o f  this extremely old man. I 

was not sure how much he could remember, hear, see, talk, and comprehend. In our 

first meeting, however, I found out that, despite his age, Ed was an eloquent story

teller. He was also extremely hungry for company. And in spite o f his poor eyesight, 

poor hearing, poor motor skills, and facial paralysis, Ed rarely talked about his bodily 

conditions. One of the first and most frequent topics Ed talked about was his career 

as a teacher. When he talked about his teaching career, it was as if water had just been 

released from a dam. Ed was, first and foremost, a teacher.

Ed: I was a teacher. //I taught for forty-three years in the schools o f [city]. //I 
taught in night school, I taught Negroes to read and write. (Line 2-348 o f 1st 
interview)

As he said ‘I was a  teacher’, he slowly crossed his wobbly hands in front o f 

him, and then closed his eyes with a slight smile on his face, as if he was remembering 

a happy dream. When Ed said ‘Negroes’ rather innocuously, I realized that he had 

lived in a world that I did not know. Throughout our conversations, Ed talked at
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length, with much enthusiasm, about what his teaching philosophy was, how he

taught at local high schools and colleges during World War II, how he made jokes in

front o f his class, and how much his students enjoyed his classes. To keep talking

about favorite past stories might have been interpreted as one o f  those things elderly

people often do. However, it had been nearly 4 decades since his retirement from his

43 years o f teaching, and Ed still had not yet been able to define himself outside the

framework o f being a teacher. What we may call a professional identity was an

important aspect o f  his Understanding ( Verstandnis) o f  Being.

For Ed, that which enabled him to teach was his mind. And Ed was aware of

the loss o f  his mental capacity, and this was a threat to his Understanding

( Verstandnis) o f who he was.

Ed: I am not worth much anymore. //I go along and all o f  a sudden, I come to 
a cliff, there’s nothing beyond. //Now, I don’t know how much intelligence I 
still show. At times, very little. //I’d love to try a class in advanced algebra and 
see what I could do with them! (Laughs) (Line 306-307 o f 1st interview)

Ed: My thinking is very sketchy. //Can’t hold to a topic very well. //I start 
thinking, //then wonder how I got to that! //Surprising! //How it...changes. 
(Line 244-419 o f 4th interview)

Instead o f  being concerned about how much intelligence he still had, he said how 

much intelligence he could still ‘show’. He was aware that he may not look like the 

man he believes he used to be. I had always assumed that any 101 year old person 

should naturally have at least some loss o f mental function, but for Ed, the change in 

his mental capacity was ‘surprising’.
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Ed’s physical functions were also continuously declining. In particular, the 

loss o f  his motor skills had a dramatic impact on Ed, who drove his own car until he 

was 93 years old.

Interviewer: If you have to talk to people who are young, healthy, and never 
had an illness, about what you are experiencing right now, what would you
tell them?
Ed: I’d tell them that the reason for the change is not mine. //I don’t know 
what has caused this. //I began falling. //No reason! //I simply lost all motor 
control. //New experience. (Line 412-447 o f  4th interview)

The reason he began falling was, from my perspective, because he was 101 years old.

But Ed did not see the reason as I did. There was ‘no reason’ for it. As Ed saw it, he

was not responsible for the loss o f his motor control; he found himself thrown in a

foiling body. I interpreted that after living in his body, which had faithfully executed

his intentions for 101 years, Ed’s Understanding ( Verstandnis) o f how his body

should act was suddenly challenged.

Ed’s hearing was also declining. Occasionally, even with his hearing device,

Ed had trouble hearing. This meant that he could not use a telephone. When he had

visitors, he had trouble having normal conversations.

Ed: More talking...can’t understand. (Line 165-166 o f  5th interview)

We are not usually conscious o f  it, but much o f  our daily living is based on our sense

o f hearing. Ed’s trouble hearing meant that he was isolated from his daily world. Not

all nursing home staff and his visitors were patient enough to keep repeating what

they had to say to Ed when he had trouble hearing. During my visits, I had

occasionally witnessed people giving up shouting at Ed, when he could not hear for
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the second or the third time. Other times, I also witnessed that Ed just let the 

conversations go, even though he evidently could not hear what the other people had 

said. Unfortunately, some o f  his hearing problems were caused by lapses in attention 

to his care. I found out that Ed frequently forgot to put his hearing device in his ear.

It was evident to me that the nursing home staff were not paying close enough 

attention to one of the most important things for his quality o f  life. Left alone in his 

room, without his hearing device, and thus without the noises o f the world of the 

living, it was easier for him to doze o ff in his chair.

Although Ed managed to walk to his bathroom, his increasing number of 

falling accidents alarmed the nursing home staff. Ed was told to call for help before 

moving. He was, as he put it, ‘confined’ to his chair. Had he been able to walk 

around, Ed would have gone out in the hall and mingled with people, or visited other 

bed-ridden residents, both o f  which he used to do. But such was not the case 

anymore; he remained in his chair in his room every waking hour. In addition, his 

hands were too wobbly to write a letter or a card. Confined in his chair, unable to 

write to anyone, and unable to use a telephone to place a call, Ed was stripped o f the 

means to initiate or maintain relationships with people outside his nursing home room  

Gradually, having visitors came to have significant meaning for him.

At the age o f 101, however, most o f his friends were dead. The celebration o f 

his 101 year birthday had passed, and after 9 months in a hospice program, the 

number o f  visitors had tapered down. Ed lived in a large nursing home, and thus there
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were social workers, clergy, nurses, aides, dietitians, and many other staff and

volunteers working within the building. Since in his mind, he was still a central figure

in his family who had helped his family members in many significant ways, Ed had

trouble Understanding ( Verstandnis) why he was always left alone in his room.

Ed: When [grandchild] //didn’t have such a good job, she visited me often. //I 
talked her the [university] program, shd got her //Bachelor’s and her Master’s, 
and in the end, I think she succeeded to the job o f  that had been over her. // 
Interviewer: Do you feel you helped [her]?
Ed: Oh yes! Yes. (Line 209-610 o f  6th interview)

Ed: [Grandchild] has a //problem in her own life. //I have no idea how it’s 
going. //I hope that she unburdens herself and tells me all about it. // 
Interviewer: So, you would like her to talk about her issues with you? //
Ed: Yeah. //I’ll find out how is it going. I want to see if there’s anything I can 
say that will make it less of a problem. (Line 312-325 o f 10th interview)

His story o f  a dream also revealed Ed’s Understanding (yerstehen) o f being a central

figure o f his family.

Ed: [In the dream] somehow //I had been //back home. //I said, //‘I sell you 
this house’, and told the children ‘the house is sold. The contents are yours. 
You protect your goods now.’ //I find myself thinking along the lines o f ‘I’m 
still responsible.’ I can’t seem to give up. //It seemed natural to still 
be...dictating to everybody else! (Line 264-269 o f  10th interview)

The word ‘natural’ means “not surprising; to be expected; unaffected; innate” (Waite,

1994, p. 421). Ed was still expecting to dictate to his family, because Ed felt he was

‘still responsible’. And because o f his expectation to remain involved in his family

affairs, his feeling that his family was not treating him in a way that he felt he deserved

intensified.

Ed: At the time o f  my birthday //[grandchild] was here then. But //haven’t 
seen her since! And, these people used to just come in when they pleased. //I
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can’t understand sometimes why I don’t see them now! (Line 288-289 o f
10th interview)

Ed: [Son] doesn’t visit very often.
Interviewer: Is he busy?
Ed: Not anymore. //He still doesn’t visit much. (Line 45-75 o f 5th interview)

As I tried to understand Ed’s experiences, I came to see that there were many 

underlying problems. Had Ed been able to go out and visit, make phone calls to, or 

even write to, his family, he could have had an ongoing, open relationship with them. 

But now, he was unable to do any o f those things. In addition, living away from his 

family for nearly two decades, and now confined to his chair, it was difficult for Ed to 

understand that the family structure had changed since his time. Ed had a 77 year old 

son whose wife recently broke a bone, some grandchildren in their 50’s, great

grandchildren in their 30’s, and great-great-grandchildren who were just graduating 

from highschooL Living the contemporary life style means that everyone is busy, and 

Ed’s family was no exception. On lucky weekends, Ed had a short visit from one o f  

his grandchildren. But many weekends, he had none. And when he did have a visit, he 

was frequently unable to communicate, because he had trouble hearing. In addition, 

even when Ed had a visit, he was often dissatisfied that the visitor did not stay long 

enough from his point o f view.

Ed: It seemed to me [grandchild’s] visit was quite short. (Line 304-305 o f
10th interview)

Confined in his chair, and without having any ongoing communication with his 

family, all Ed could do was to dwell on the memory o f  and relationship with, them in
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the past. When he remembered so many things he had done for his family, he needed a

reason why he was not getting more frequent visits by his family.

Ed: I suppose maybe I myself have changed, so that maybe I’m not grandpa 
anymore. I don’t know. (Line 292-293 o f  1 Oth interview)

I began to suspect that one o f  the reasons that Ed’s family did not visit him

more often was Ed’s long-term dying process. We contemporary Americans know

how to accommodate acute illnesses and death in a family; we take a day off from

work and spend time with the sick or dying family member. But when the dying

process is prolonged, we then have to face almost a crisis in prioritizing our everyday

schedules. In addition, Ed’s family had lived their lives without Ed for two decades.

They probably did not know first-handedly how Ed lived his everyday life, and more

importantly, what it means to care for an old person. The efficiency and the

convenience o f  collecting the elderly in one place has a price, and I could not help

feeling that Ed was, at least in one sense, paying that price. In fact, Ed did not seem

to have accepted his life at the nursing home. One o f  his stories reflected how drastic

the change had been for him when Ed was moved out o f his apartment to the nursing

home room.

Ed: Last year, I don’t know, I suppose I had strokes or something. //They put, 
brought me over and put me in here. //Well, it is practically a mental 
department! //And, I was shocked. (Line 266-275 o f  1st interview)

With his move, he had lost his independence, freedom, and privacy. In order to

accommodate his living in a  small room, he had to  give up much o f his belongings,

including all the furniture he had. The apartment door with a door bell was replaced
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with a nursing home room door that was always open, and from this door, uniformed

staff came in and out with or without knocking on the door. To Ed, the way the staff

controlled his life made him feel like he was in ‘a mental department’.

Ed: I was talking to the head nurse. I said ‘I’ve been a good patient, haven’t 
I?’ [The head nurse said] ‘Oh Yeeeeeees!!’ I said ‘I try...but I’m not sure. I 
don’t know.’ (Line 124-125 o f  7th interview)

At the beginning, I did not think much o f what Ed had said. Then something caught

my attention; he said ‘patient’, not ‘resident’. A ‘patient’ is ‘a person under medical

treatment’ (Waite, 1994). A ‘resident’ is a permanent inhabitant, a  guest staying at a

hotel. It was as if to suggest that, many months after he had moved into the nursing

home, Ed still regarded himself as being in the context o f a health care institution, like

a mental hospital, rather than being a hotel guest or a permanent resident. The feet

that he asked the head nurse if he had been ‘a good patient’ also indicated Ed’s

Understanding ( Verstandnis) o f the institutional structure, in which he had to be

obedient so as not to offend the staff.

Across from the nursing station on Ed’s floor was a large room with windows

and a large screen TV. Whenever I visited Ed, I saw about 20 elderly people in

wheelchairs in there, all neatly parked like cars in a parking lot. Some o f these elderly

people had no emotion on their feces. Occasionally, some others said unintelligible

things to me as I passed by, but having even a quick conversation with them was

frequently impossible. Whenever I visited Ed, I heard an elderly woman moaning

somewhere along the long hospital-like corridor. In short, if I had been told that I was
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in a mental department, I might well have believed it. And this was the place in which

Ed lived every day, and the place in which he would spend the rest of his life.

Other than special occasions, such as some holidays, Ed’s everyday life passed

primarily according to a cookie cutter, regimented schedule. In such a seemingly

uneventful life, Ed still experienced, as he put it, ‘up and down’.

Ed: I go up and down, up and down. //Today I’ll be fine. Tomorrow I’ll be 
down in the dumps. //There are days when you’re totally ready to take 
command, and other days when you’re not worth much!
Interviewer: Now, what kind o f  //days do you feel that you are worth living? // 
Ed: Well, //it’s always the //moods, and //your line o f  thought //has a great 
deal to do with that. //A great deal!
Interviewer: //And what makes you feel that you’re //not worth living?
Ed: //It goes in cycles. //Your own reaction to //things that go on, //the 
weather. //It’s something intangible. (Line 38-83 o f  2nd interview)

It was evident in his words that Ed had been observing his everyday life. Ed

recognized that his reactions to the things around him were one o f the things that

determined his everyday milieu, but nevertheless, he thought it was something

‘intangible’. Since it was ‘intangible’, I took this to mean that Ed had little or no

control over the ‘up and down’ of his everyday life. Life was unexpected and

uncertain, and there was nothing Ed could do about it.

When Ed tried to seek out something certain in God he found another

problem. During one o f  our interviews, Ed sobbed like a little child and told me that

he had not lived his life as a good Christian, and thus he did not think that he would

be able to go to heaven. He did not tell me exactly what kind o f  sins he had

committed, but his concern was real. His story also suggested that he was reviewing
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his life as a Christian. When I asked him if he wanted me to arrange a visit by a priest 

o r hospice minister, he said ‘no’. Reluctantly, I left Ed for the day.

Then it was time to visit him again. After much contemplation on my side, I 

was gearing up to tell him that God’s love is much bigger than human beings can 

comprehend, and thus we cannot judge ourselves. When I entered his room, however, 

my concern turned out to be unnecessary. As soon as I sat down in a chair in front o f  

him, before saying anything, Ed quietly started to talk as if  he was confessing his sins 

to a priest.

Ed: I feel that //I’ve been //all mixed up. //There was //no cause for it, though. 
//Now //I have turned in my own mind to face...//death. //
Interviewer: You were blaming yourself before. But now you realized that you 
don’t need to do that? //
Ed: I don’t need to do it. (Line 84-125 of 3rd interview)

Ed had no visitors since the last event, and this indicated that he had been thinking

about it all alone by himself. And somehow, his thinking was turned around.

Interviewer: So is there anything you would like to talk about today?
Ed: Not very much to say. //It’s a case of self deprecation. I think I gave 
myself a very good talk! //I straightened myself out a little bit. //I doubted 
whether I would really be saved. I...now have hope at least. //I don’t figure 
any others have more than that. //Hope //for salvation. //Faith, //hope, //and 
love. //I never considered //myself responsible for these. I thought that they 
just came to you. //They don’t. IIYou have to build them //by yourself. (Line 
210-407 o f  4th interview)

Although Ed continued to have ‘up and down’, he was no longer desperate, because

he had found hope for salvation.

Interviewer: You look...happier today!
Ed: Oh? Oh! I’m all right. //I have //no trouble with //my thinking as I did. //I 
think I’m at peace! (Line 1140-1147 o f  5th interview)
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Ed: When the time comes, I’m ready. (Line 122-123 o f 8th interview)

A 101 year old person who was in a hospice program for over a year was

finally saying that he was ‘ready’ to die.

One day, Ed was discharged from the hospice program because he was not

declining rapidly enough.

Ed: They, hospice //believes, //my life is going along without that expense! // 
Interviewer: Mmm. How do you think about it? //
Ed: I miss [hospice aide]. //I...taught her some games and so on. //I was giving 
something and getting something, and I miss that. (Line 122-389 o f 10th 
interview)

Interviewer: [Hospice aide] said you taught her how to play domino game.
Ed: And, //I missed it. //I was more successful teaching her than I was some o f 
the others. (Line 186-197 o f  4th interview)

Even the interaction with the hospice aide for Ed was framed in terms of his teaching.

The hospice aide helped Ed, because she gave him occasions to teach, to give. Ed did

not make any complaints about losing his hospice aide’s visits. He accepted it like he

did with so many o f  his visitors who started visiting him and then stopped.

He greatly appreciated my visits, and whenever I was leaving, he always gave

me kisses on my hands as if he worshipped me. Ed began giving me whatever he had

in his room. Mostly, it was a package o f small candy, which we shared, or shortbread

in a can, from which he wanted me to take some home for my husband. At other

times, he gave me some chocolate from his grandchild. Several times, Ed even wanted

me to taste his lunch. Each time, I took anything he wanted me to take, because I

knew it was one o f  few occasions that he could give something to others.
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Ed: I've been, in my life, so much //in charge of myself, and so now it seems 
strange to be so helpless. //
Interviewer: //Is there anything that helps you?
Ed: Oh //memories, //a new arrangement, //a different angle o f  attack! (Line 
330-355 o f  4th interview)

Ed, a 101 year old hospice patient who sat in his chair all day long, was still 

remembering himself as a person who was ‘in charge’. But he was now so ‘helpless’. 

Perhaps, it became difficult for Ed to Understand (verstehen) what he was going 

through, and this made it more important for him to go back to his memories o f  the 

time when everything made sense. Approaching his experience, or world, from a 

‘different angle’ helped him to re-organize his experiences into something tangible 

and Understandable (verstehen). And every time Ed searched for a new 

‘arrangement’, he achieved a new meaning in his experiences.

Whenever he dozed off in his chair, I felt he was going back to the days when 

he was an admired and respected teacher, when his wife was around, and when his 

family was intact, until someone brings his meal tray and calls his name; ‘Ed! Your 

meal is here! Do you need help?’

8.2.7. The Story o f  A1

A1 was a 57 year old, retired police officer who worked as a gardener. When I 

first met him, he was receiving hospice care in his small apartment. On the first floor 

of his apartment, his rental bed from a hospice program was placed a few steps from 

the metal front door. The chair he used during the day was placed next to his bed, 

facing a nearby small TV set. Ten steps from his bed was a kitchenette. In a dining
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area, there were a small table, two chairs, a washer and dryer, and a bathroom. In 

between ATs bed and the bathroom door was a staircase leading to the second floor, 

a place that had become out o f reach for Al. Al’s living space looked as if everything 

was jammed in.

Al had multiple, long-standing health problems, including Type II diabetes and 

cardiac diseases, that had lead to several angioplasties and bypass surgeries. Al was 

already debilitated to the extent that he spent most of his waking hours only on the 

first floor o f  his apartment. His face and body were swollen from water retention, and 

this made him look as if he had been sick all his life. He was usually unshaven, 

uncombed, and in his undershirt and underpants. On his shirt, I could often see some 

caked stains and spilled food, and this indicated that Al was surviving on the edge.

Al had a wife and four independent children. Al’s wife, who was Al’s primary 

care provider, was herself disabled with multiple health problems. Still, she was the 

driving power that supported Al. When I asked Al to sign the consent form for the 

study, he had to ask his wife to assist him. From that moment on, she sat with us 

when I interviewed Al at his house. I did not ask her to leave for several reasons. One 

reason was that it became immediately evident to me that she was in great need o f 

someone to talk to. The second reason was that she had been controlling everything 

that was happening to him, medically and otherwise. I considered that it was 

important for her to know what Al was doing with yet another stranger; their 

apartment was often filled with a hospice aide, nurse, and two ministers. I felt one less
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uncertain dimension in her life would be one less stress for her. The third reason was 

that, given the small living space, it was not feasible to have any privacy for our 

interview; any conversations could be overheard from the next room, and asking Al’s 

wife to stay upstairs appeared to be unreasonable. The inclusion o f  Al’s wife in the 

interviews turned out to be positive because she had accurate information regarding 

Al’s conditions. However, a  potential problem was that the presence o f his wife 

across the table might have prohibited Al from speaking freely. Fortunately, when Al 

later moved into a hospice inpatient unit, I was able to interview him alone twice.

Al spoke as if there was not enough time in the whole universe to tell all o f  his 

stories. He frequently moved on to the next word or sentence without finishing the 

current one. He was also emotional; out o f four recorded interviews, the first one was 

the only one during which Al did not cry or sob.

Most o f Al’s comments were about how his declining health had been 

affecting his everyday life. One o f  the things that most clearly told Al o f  his physical 

decline was the deterioration o f his eyesight.

Al: My eyes. //Foggy. //So, it’s starting to tell. //I got diabetes all through me.
(Line 186-2109 o f  3rd interview)

Al’s declining eyesight told him that the diabetes was finally ‘all through’ him after 

many years. Also, Al fell frequently. Although he spoke nonchalantly about his recent 

falling accidents, something told me that it was a significant event for him.

Al: I fell real hard //the last couple times. //I made a clean sweep. //It’s done!
//Pick myself up. //I didn’t have my cane. //I thought //‘I can make it.’
Interviewer: //So [you thought] ‘ah, just a little short distance...’
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Al: Yeah! //Twenty feet. //Sometimes I can walk to //floor. //I’m sure I could 
get out the door. //But today I can’t put my feet in front o f me. //

The sudden loss of control over his body reminded him dramatically that his own

body, which he took for granted all his life, was becoming unpredictable and had

started to cease fulfilling his expectations. And it was ‘done’. For us to feel ‘it’s

done!’, what is done must have some significance to us. For example, I do not feel

‘it’s done’ every time I open and close a refrigerator door. The falling accident,

although not his first time, was a serious event for him. Also, he said ‘pick myself up’.

Had he used the expression ‘I stood up ’, there would be no surprising element. His

expression ‘pick myself up’ sounded as if he was picking up his body like an object.

There was a nuance o f separation between his body and himself; it was as if  the

harmony between his body and himself was disturbed. Al also said ‘myself, not ‘me’.

What he picked up, therefore, was not just his body, but also his self. Each time he

fell, he, his body, his self, was on the floor. He was ‘sure’ that he ‘could get out the

door’, but the reality was that ‘today’ he could hardly walk. I interpreted that his

Understanding ( Verstandnis) o f how he could exist was challenged.

Al was a  person who was proud o f  living in the world o f order, and he was

proud o f the way he raised his children with authority.

Al: I never hit my kids so much as I slapped ‘em, //mostly for dirty words. 
//They used to say, ‘look, Jack gets away with it. His father don’t say 
nothing’. //‘I don’t  give a damn! //It’s your turn to answer to me. Don’t 
answer to anyone else except authority. Me. The policeman. //The authority 
figures’. (Line 1001-1018 o f 1st interview)
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With his sense o f authority, Al used to meticulously organize his family life, from

managing the household bills to cooking. With his gradual physical decline, however,

it became increasingly difficult for him to run his household, and he was aware o f  it.

Al: I was in charge of my own area. (Line 703-704 o f 1st interview)

Al: I still hate that somebody’s waiting on me. I can’t do //the stuff I did. // 
Interviewer: You used to be able to do...everything.
Al: Ohhhh, yeah! You might say. (Line 279-284 o f 3rd interview)

Although Al appreciated the support from people around him, the change from being

‘in charge’ to being unable to do ‘the stuff he did before remained difficult for him.

That Al respected the world o f  order meant that he was also supposed to

follow the orders from his physician. However, the things Al wanted to do were not

necessarily the things his physician told him to do.

Al: I try to do the right thing, //and it’s the wrong thing.
Interviewer: What is ‘the right thing’ for you?
Wife: Sneaking upstairs. //
Al: Yeah, I needed that! //I go up there once in awhile, look around. // 
Interviewer: So, you feel like you can’t do ‘the right thing’?
Al: In my mind, ‘I should be able to do these things’. //But, I can’t. //It’ll go 
good like that for awhile, //then I slip again. //It may be the right thing, but I 
can’t do it. (Line 957-998 o f  1st interview)

At first I thought it was peculiar to use a moral connotation, i.e., right and wrong, for

the act o f going upstairs. But for Al, a man o f authority, many things were right and

wrong. And I interpreted that he Understood (verstehen) the second floor o f his

apartment was a space where he ‘should be able to’ go. Al ‘needed’ to go upstairs,

perhaps to see if the place was still in order. But he could longer do so without falling

or feeling like he did ‘the wrong thing’. The clash between right and wrong was a
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clash between his Understanding ( Verstandnis) and the forces that demanded changes

in his Understanding ( Verstandnis).

As his illnesses progressed, Al also lost the ability to drive a car. Throughout

the interviews, he kept referring how he was told not to drive by his physician.

Al: [Physician] said he could pull my license. //‘Well that’s alright doc, I don’t 
care if I drive!’ //These doctors, //they come out and tell you ‘NO DRIVING!’ 
//I wouldn’t  really need one, but //I would, ‘cause if I had to go someplace in 
a hurry, why I’d chance it? (Line 486-1463 o f  3rd interview)

Al used to drive a  car any time and anywhere he wanted so long as the road

continued. This sense o f  spatiality, freedom, and independence was a part o f  his

Understanding ( Verstandnis) o f  his Being-in-the-World. That he could no longer

drive was not only inconvenient, but also meant that he had lost a significant aspect of

his existence, including the multiple roles in which he functioned in his everyday life

as a gardener and family provider. Al probably knew that he was no longer fit to drive

a car. Still, he wanted to keep his possibilities, such as going ‘someplace’, open. But

‘these doctors’ who had given him the order o f ‘NO DRIVING!’ probably did not see

that the ability to drive had such a deep meaning for him. Although Al said he didn’t

‘care’ if he drove, it was not true. He did. That was why he continued to talk about

the story o f losing his driver’s license.

Al’s hobby used to be train watching at the nearby train tracks.

Al: I like to go up there, but, mmmm, ‘cause I can’t go that for. //
Interviewer: To watch trains?
Al: Yup. //There used to be a whole gang that was up there, //on Saturday. 
//We’d eat breakfast and get out o f  the house as soon as we can. It was pretty 
good days. //Different writing on the cars, that’s what I liked about it. //We
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used to sit underneath the bridge. //I liked it! Oh yeah. No idea about that. 
//That was my hobby...I had to change my hobby. (Line 442-499 o f 1st 
interview)

Precisely speaking, Al did not change his hobby. He had no more hobbies. ‘I can’t go 

that far’, Al said, but it was just a minute’s drive from his house. Al appeared capable 

of walking 20 feet to his car, and then someone could have driven him to the railroad 

tracks. But no one did. Even with the assistance from a hospice aide and a  hospice 

nurse, Al’s wife was already overwhelmed with Al’s medical care, and she probably 

did not have any room in her mind to think about anything but getting through each 

day. Therefore, the railroad was indeed ‘that Sir’.

Since the day Al found he had trouble working, his living space had been 

shrinking continuously. First, he became house-bound. Then the second floor of his 

apartment became unreachable. Finally, Al’s space was closing down to his bed.

Al: I got this small bed o f mine. (Line 969-970 o f  1st interview)

Al: I sleep in the comer in my bed. (Line 1351-1352 o f  3rd interview)

The bed to which Al referred was not small; it was a regular size, single, hospital-type 

bed. But it was the only space he could feel was his own. And it was small. Instead o f  

saying ‘my small bed’, Al said ‘small bed o f  mine’. The poignant way he described his 

bed revealed to me his Authentic Dasein and his experience o f  living in a shrinking 

space. And even in his bed, Al slept ‘in the comer’, as if someone else was occupying 

the middle o f  his bed. Al’s world was continuing to close down.
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Al: I’ve never been one to be tied down. //(Breaks down crying.) //Just gotta 
SIT all day. ‘You’re just not sitting, enjoying yourself.’ ‘You’re sitting here 
because you got to’. (Line 363-540 o f  2nd interview)

Al was ‘tied down’ like a prisoner being shackled, and just like a prisoner, Al had no

freedom. Also, just like a prisoner, being ‘tied down’ was not his choice. In his

dialogue style, I saw the contrasting views between himself and the other people, the

latter being his health care professionals, family members, and, perhaps, the general

public. This split between him and others continued throughout the interviews.

On the second interview, which took place in the kitchen o f  his apartment, I

learned that Al had just found out his prognosis. My previous assumption that Al, an

alert hospice patient, knew about his prognosis turned out to be wrong.

Al: [Physician]’s only gave me six months left. //
Interviewer: The doctor told you this //the day before yesterday?
Wife: Right. //[Physician] told [Al] directly. //
Al: I found out! I found out. //He said //six months. //I said, //‘I’ll beat the 
odds’. //So I didn’t. //Disappointed (crying). //You don’t realize //that dying 
was coming (sobbing). //I know we all gotta die. //All this other gibberish 
about...death. //I didn’t //believe them. I read the Bible, but I didn’t know 
when it was. //Now it’s here. (Line 200-630 o f  2nd interview)

Al had just learned that he had not been informed about the true prognosis his

physician had known, and that his wife had known it all along. Al also found out that

he would not ‘beat the odds’ o f living long with his diabetes and heart problems after

all. He used to think the talk about death was nonsensical chatter, ‘gibberish’, even

though he knew in theory that ‘we all gotta die’. ‘Now’, Al said, ‘it’s here’. It was as

if he was suddenly dropped from an Inauthentic state o f  Being into an Authentic state

o f Being-towards-death. As Al sobbed like a small boy who had just lost his puppy,
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his wife sat quietly on the opposite side of the kitchen table from Al, watching her 

husband breaking down. When I stood up from my chair, and hugged Al sitting in his 

chair, he clung to my sweater like a baby monkey afraid of letting his mother go. All I 

could feel was that they both had lost their hope.

Unfortunately, even after Al moved to the inpatient unit, Al’s wife continued 

to be the designated window o f communication between Al and his physicians, 

according to the custom o f American health care. Although I wrote designated here, 

there was no overt election to determine who would be the window of 

communication. A health care professional talking to a patient’s family, but not to the 

patient himself, was simply the common practice. This custom was a barrier to open 

communication between Al and his physicians.

Al: [Physician] didn’t talk to me, like, he didn’t want to tell me something.
//He has these little chit chats on the side with her. (Line 67-1364 o f  3rd
interview)

Recognizing that Al was very confused and highly emotional, I began to feel that the 

exclusion o f Al from an open communication did not help him. It was inevitable that 

Al felt that he was being left out o f  the circle. At the same time, Al had another 

problem, which was what to do with the knowledge that he was dying.

Al: Trying to figure out, laying in bed. //All day, I think and I think and I
think. //(Starts crying) Maybe I’m stupid. //Maybe I know too much!
//Knowing that you’re gonna die, and what? (Line 214-1214 of 3rd interview)

I knew that not one health care professional could answer Al’s question; ‘and what?’ 

The prognosis was given to Al, but with no guidance o f what to do with it. All he
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could do was ‘trying to figure out’, perhaps, the meaning o f  his experiences. In the

end, Al found out one thing, which was that nothing was certain in his everyday life.

Al: Just ride the waves and see how it ends. //Never gets easy. // (Sobs) 
//Keep coming at ya. //The farther I go, the deeper I get. (Line 341-1467 of 
3rd interview)

In real life, riding the waves in the ocean is difficult, because we can never totally

predict how the waves will behave, and there lies an element o f  uncertainty. Waves

also have a power that transcends human capacity; and they never stop; they keep

coming. Al felt as if everything kept coming at him like the waves in the ocean. There

was no room for him to think about anything, but to try to stay on top o f them, to

‘just ride’ in order to survive and not drown. In feet, much o f  his everyday world had

become a continuous uncertainty, and even the health care professionals could no

longer tell him anything.

Al: I’ll be alright, I suppose, yet //the thing is, I don’t know. (Line 1578-1579 
o f 1 st interview)

Al: The doctors told me, the nurse told me...//Nobody knows exactly. Okay! 
So nobody knows exactly! (Line 539-540 o f  2nd interview)

Al: (After being asked a question by his physician) I says [to the physician] 
‘How do I know? //YOU’re supposed to be able to!’ (Line 764-765 o f  3rd 
interview)

Al: [Physician] can’t nail it down to the specific day, //in the scope o f  things. 
//Two months? //Maybe six months? I don’t know! He don’t either. (Line 
1245-1250 o f  4th interview)

From Al’s point o f  view, physicians were supposed to have some solutions for his

health problems. In fact, his physicians used to give Al many orders, often in strong
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words. Now, Al had a serious problem, but suddenly ‘nobody’ was telling him 

‘exactly’. And because o f ‘the scope o f things’, Al could not let it go; what was at 

stake was his life. On one hand, this uncertainty gave him a margin of error for any 

future prediction. On the other hand, Al had nothing certain to  rely on.

One o f  the things Al repeatedly talked about was that his family physician had 

not visited him yet.

Al: [Physician] didn’t see me. //I’ve gotta see him //as soon as I get out. //It’s 
not an emergency, per se, but... (Line 131-379 of 3rd interview)

Al: Dr. [name] hasn’t been out to see me, here, //yet. (Line 533-876 o f  4th 
interview)

Al had hospice physicians who oversaw his conditions, and, as far as hospice care was

concerned, he was given all he needed. Al recognized this by saying ‘it’s not an

emergency’, meaning that his desire to see his physician was not urgent from a

medical point o f  view. However, at this very important time in his life, regardless of

his family physician’s legal and institutional relationship to him at that time, his family

physician, who had known Al for years, had a  personal meaning for him.

As Al kept waiting for his family physician to show up, his body condition

continued to decline. The problem was that he did not feel he was dying.

Al: I don’t feel as though that I’m gonna die in the next year or something. 
//I’m not that sick! //(Crying.) This is a  toughie here, when //I don’t look any 
different except for the stitch outside! //I’m still there. (Line 345-1344 o f  3rd 
interview)

Al: The doctor [said] //‘your diabetes is getting worse’. It hasn’t really. //He 
may see the clues that I don’t see. (Line 1175-1176 o f  4th interview)
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Al didn’t feel like he was ‘gonna die’, because, for one, he thought he didn’t ‘look

any different’. Also, other than occasional headaches, he had no other pain or feeling

o f sickness. Despite his sense of his still Being-There, everyone around him was

moving towards his death, as if they did not see his Being.

Interviewer: You feel pretty good, and then everybody treats you that you 
can’t do this, you can’t do that. //There’s a gap between...
Al: Good and evil. Good and bad. //I gotta use that delicately, ‘cause (crying) 
//I don’t do it right. //I just told ‘em the hell with it. //‘You do yours, and I’ll 
do mine’. (Line 355-370 o f  3rd interview)

In his words, there was a sense o f  two distinctly different worlds; Al’s world, and the

world o f  others, from which he was already gone. Al was existentially alone.

Interviewer: If  we don’t hear from you, //nobody else would know what you 
are going through.
Al: Yeah. That includes anybody. (Line 1395-1398 o f  3rd interview)

After the tape ran out, Al also told me, ‘even my wife doesn’t know

everything’. Al’s wife worked hard in spite o f her own multiple health problems. But

after many years o f marriage and hardship, even Al and his wife were fighting on the

edge, particularly as Al’s condition deteriorated. And somewhere along their path,

Al’s world separated from that o f  his wife. Al was alone, unable to share with his wife

his most intimate experiences o f suffering and Being-Towards-Death.

There was one thing Al could still do. It was to hope.

Al: Two weeks. //I gotta not longer than that. //My heart. I have to believe I 
am. I believe, theoretically, I am. But //this could be a last reprieve, //just like 
a death sentence in the electric chair. //The governor call up and say ‘Hold it!’ 
//I have to keep that, because, if I don’t, what’s life worth?
Interviewer: According to the doctor, you are dying. But I think you know, in 
your heart, //you are not dying. I think you’re living! //
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Al: That makes sense. //That’s why I fight so hard. //‘That’s it for today folks 
(sarcastically)! //Another show!’ //I refuse to go //voluntarily. //I may be 
dying, but //I’m gonna get the most I can, even if it’s in here! //I always think 
there’s a reprieve //in the sentence. //Theoretically I know it’s not possible.
But (sigh) the other end o f  it is, you can always hope. (Line 1865-1934 o f  4th 
interview)

When Al said ‘I have to believe I am. I believe.. .1 am’, an important word I thought 

that was missing was ‘dying’. But his focus was not on the aspect o f dying, but on 

‘am’, his Being-There. Al said he has to  believe, as if he was facing something he did 

not want to see. In addition, Al’s belief was ‘theoretical’, which means “concerned 

with knowledge but not with its practical application; based on theory rather than 

experience” (Waite, 1994, p. 685-686). I interpreted that Al Understood (verstehen) 

his upcoming death as an objective piece o f information, but not as his immediate 

experience. Al’s words indicated his awareness o f  the gap between the theoretical 

knowledge o f his upcoming death and his own experience o f still existing.

When he said ‘I have to keep that’, ‘that’ was the equivalent of the governor’s 

call, hope. Al had to hope, because if he didn’t, there was no meaning in living. In 

fact, Heidegger said the sense o f  hope o f any type into the future is an intricate part of 

our Being. Without a sense o f hope, which, in the broadest sense, is a possibility o f 

Being, there was no meaning in Being. Al said ‘you can always’ hope; in his word 

‘can’, I saw his Resolute Being.

Al said he ‘may be’ dying, because other people said so. ‘But’, he continued, 

and this ‘but’ was his affirmation that he would continue to exist despite the fact that 

he ‘may be’ dying. ‘I ’m gonna get the most I can! Even if it’s in here!’, Al declared,
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as if to suggest that he was getting the sense that he may not be able to leave the

hospice inpatient unit. The sense o f conflict that came through in his words suggested

his struggle over the fact that no one was ready to acknowledge that he was dealing

with two different worlds - the world as he used to Understand (verstehen) and the

world o f the unknown. To be forced to accept the latter was like being sentenced to

capital punishment and tied down in an electric chair where all he could do was to

wait for the governor’s call. Al’s words conveyed an image o f a prisoner, who was

sentenced to die when his natural time was not up yet.

Al felt no one was aware that he was still living. And in spite o f  the fact that

his life was still ongoing, he felt as if his death was treated like a matter o f fact issue.

"That’s why I fight so hard’, he repeated. Even though he might have been dying, this

did not mean that his existence could be treated like a ‘show’.

Al: Some people in here don’t know they’re gonna die. //They’re too sick to 
realize. (Line 1285-1290 o f 4th interview)

Al: I keep //walking //the hall. Two or three times a day. //Some miracle 
happens...that I don’t have to go yet. (Line 727-1132 of4th interview)

Ten days before his death, he was still distinguishing himself from other people on the

hospice inpatient unit. Al may have seen, as he walked through the inpatient hospice

unit, other hospice patients who were in bed and appeared very ill. But he felt that he

was different from those who were ‘too sick to realize’. He was still there; Being-

There. So, Al walked the hallway o f the hospice inpatient unit, in order to maintain
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the strength in his legs, because he had to be prepared for the miracle that he did not 

have to ‘go yet’. He had a  sense o f future.

Ironically, the hospice nurses were becoming increasingly alarmed with Al’s 

frequent falling, and the prevention of Al’s accidental foils became one o f  the major 

nursing goals. Eventually, the nurses told him not to walk around on his own and to 

call a nurse when he needed to move to and from his bed. Being a nurse myself, 1 

understood the nurses’ concern. Patients’ falling is one o f  the most frequent accidents 

in hospital environments, and it was not a  good record for any institution to have.

One fall o f  a patient, regardless o f the circumstances or reason, is one too many. I 

could also see that, depending on the nature o f  the foil, Al could end up with serious 

injuries and unwanted procedures. I believe that no nurse wanted to see him injured. 

There were, no doubt, some legal concerns on the part o f  the nurses as well. 

Regardless o f the reason, the nurse’s act took away Al’s hope for a miracle, which 

was one o f the most important things for Al at that time. What made this event 

particularly unfortunate, and even problematic, was the fact that it took place while Al 

was in hospice care, special care for the dying.

Al: Everyone. The nurses. Staffers. They’re all nice. But, I mean, they’re not
imagining the change o f  the wand, either. (Line 748-749 of 3rd interview)

Al very much appreciated the care he received from all the hospice staff. Yet he said 

they were not ‘imagining the change o f the wand’. The expression ‘the change of the 

wand’ reminded me o f the story o f Cinderella. Al wanted to have someone who not
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so much believed but was willing to ‘imagine’ the miracle o f the wand with him.

However, he felt no one was willing to share his hope for a miracle.

Al’s struggle to keep his sense o f hope alive was also evident in his comment

about his belief in God. A1 was a Christian, and in our 1st interview, he revealed his

concern that he wouldn’t be able to go to Heaven.

Al: Not good enough. //I’ll never make it to first base. //You people are going 
to 2nd base and 3rd base and sliding right in. (Line 1538-1571 o f 1st 
interview)

Using a baseball analogy, Al described how far he felt behind in terms of his distance

from Heaven. His comment told me that, although he struggled to recognize that his

body was dying, Al nevertheless reflected on his life after death. In the third interview,

however, Al appeared to have become closer to God.

Al: I didn’t believe [God] for a while. //
Interviewer: But you came to believe?
Al: Yeah. //‘Cause //it’s all right to pray when you’re praying for something in 
the distance, //say, ‘well, three months from now I’d like to have this much or 
that much...’ (Line 2036-2186 o f 3rd interview)

In spite o f his mental confusion at the time o f  the third interview, I felt a sense o f

calmness in Al, and it was as if he had gained some kind o f insight he did not have

before. ‘All right’ means something is ‘satisfactory, safe and sound, in good

condition’ (Waite, 1994, p. 16). It was as if Al was giving himself permission to hope

for something ahead in the future. Although there was no long term future that he

could share with anyone any more, he found he could pray on his own for his future.

In the same interview, Al also told me about organ donation.
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Al: What the hell...//If I’m not gonna use ’em, then...//what are they good to 
me? //You don’t come back. (Line 1283-1292 o f 3rd interview).

Al talked casually and definitively about his decision o f  organ donation, as if to say

that he had accepted the feet that he was dying. Yet he still used the expression ‘if .

Al did not want to accept the feet that he was dying, because he did not feel it in his

experience of Being. But ‘theoretically’, he could see what the people around him

were telling him. So he took at face value what he believed, that we do not need our

body when we die. Another thing he knew was that once a person dies, he does not

‘come back’. That someone does not ‘come back’ means that the person must first go

or leave where he is. Therefore, the expression ‘You don’t come back’ was Al’s

Understanding ( Verstandnis) o f death as a departure, that he was leaving to go

somewhere and not returning.

Al: [WifeJ’s gonna move out //into a two bedroom. //When I...when I go, 
she’ll move. //They go, they go their own way now. (Line 44-1012 o f 4th 
interview)

A father who had cared for his family over many decades was now proclaiming that 

his role was over. At first, I thought that when he said he was going to ‘go’ meant 

that his family was to be left behind. Then I realized that he was not going to just 

leave them. Rather, when he goes, his family too will ‘go their own way’. In his 

words, there was a  sense o f separation, but also a  continuation for both him and his 

family.

Interviewer: When I asked you if I can do something for you, you told me to 
visit your wife. So I will do that. But is there anything else I can do for YOU? 
Al: (pause) No.
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Interviewer: Nothing?
Al: Just be.
Interviewer: Just... ?
Al: ...the area.
Interviewer: Be here?
Al: You know? Be.
Interviewer: Mmm. Visit you?
Al: Yeah. Wherever I go. (Line 2159-2187 o f  3rd interview)

The word ‘Be’ surprised me with its poetic echo. I did not expect to hear the word

'B e' from Al, who was, by no measure, a  polished speaker. It was only after his

death, when all the interviews were completed, that I began to realize that Al wanted

me to Be with him as more than just a visitor. When I visited him and the other

participants, I considered myself as a witness o f  their experiences. Mostly, I just sat

and listened. Al knew that I was there, Being-There, with him, and that was what he

wanted me to do; to Be. I took Al’s comment as evidence o f his lonely journey.

In the fourth interview, Al talked about the details o f his will-writing

experience at length. Al said he had a dream, during which he was told to get his

"stuff in order’, and he ‘took a jump from that dream’.

Al: I made out my wilL //I got a bunch o f stuff to get rid of. //It could be 
tomorrow, //could be two months from now. //I had to put everything in gear, 
//because I don’t want my stuff fought over. //That’s what I did today. // 
Interviewer: How did you feel...when you were writing..?
Al: That was hard! //I said, ‘Nooo, I can’t be doing this’. //It spins you around 
and makes you humble, //It knocks the socks right off you. //
Interviewer: But you did it!
Al: I did it. //It...takes...all...som e time. (Line 101-1136 of 4th interview) 

Among the things he listed that he needed to ‘get rid o f  were model cars, garden 

tools, a shotgun from his father, a  snow shovel, a train set, and a coin set o f  pennies.
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And for the first time, I heard him saying that he could die ‘tomorrow’, not a year 

from now. Even then, writing his will was not easy for AL It was not easy, because it 

meant that he agreed with the certainty o f  his upcoming death. His words described as 

if he had a violent physical impact from writing his will. So he ‘jumped’. There was 

no time to contemplate. He was pushed to the edge o f a cliff, from which he jumped. 

And it took ‘all’ he had. But he finally did it. What was important for Al was not that 

he did a perfect job, but that he could say he ‘did it’. AL a meticulous organizer o f the 

house, had not been able to do anything constructive for many months. And the day 

of the fourth interview, he was able to say ‘I did’, for his family.

In his talk o f assigning his belongings to his family members, I saw that his 

Understanding ( Verstandnis) had shifted from that o f a scared rabbit to a person who 

was preparing for his journey. Gradually, in his words, I saw him approaching his final 

exit.

Al: I told my doc, if it’s gonna be, it’s gonna be. //You can’t solve the 
problem? Only //somebody upstairs solves the problem. //Just the way my 
body reacted. //Nobody’s here to blame anybody. (Line 923-940 of 4th 
interview)

I was not sure exactly which physician Al was talking about. But the word ‘blame’ 

made me think that he was forgiving his physician for not saving his life. Al was 

saying that he knew where the limit o f our existence lies. But he also knew that the 

physician, who may have also known this limit, could have been feeling defeated for 

not saving Al’s life. Al’s words suggested that he had accepted all the contingencies
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of his existence, Being-in-the-World. At the end o f  the fourth interview, he appeared 

calmer, with some atmosphere o f settlement. Al died ten days later.

Al was a noble man who was able to describe the most perplexing experiences 

o f Being precisely as he experienced them with the utmost sincerity. Many months 

have passed since his death. Every time when I see trains pass by, I still smile in my 

mind, and think how much he would have enjoyed seeing them.

IX. Discussion

9.1. The Response to the First Maior Research Question 

In Chapter VIII, I have introduced the stories o f the seven participants in 

order to give a unique identity, or life, to each participant. In this chapter, I will 

address the research questions. The first aim o f the study was to describe the lived 

experiences of hospice patients. In order to address this aim, the following research 

question was posed: What are the lived experiences o f hospice patients? The three 

sub-questions that guided this were: How do hospice patients describe their lived 

experiences?; What are the contexts o f hospice patients’ experiences with regard to 

time, space, relationships, and body?; and What is helpful, or not helpful, for hospice 

patients in terms o f  dealing with their experiences?

At the beginning o f my hermeneutic interpretation, I engaged myself with the 

participants’ narratives until several shades of themes emerged. Later, as these themes 

kept recurring in my interpretation, they were further refined. Finally, five major 

themes were identified. The following are these themes, which were extracted
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through my hermeneutic interpretation o f  the participants’ lived experiences. Along 

with each theme, I will describe some trails o f  interpretation. I will also present some 

interview excerpts that are representative o f  many similar examples in the data and 

demonstrate a  feature o f  a theme particularly well.

9.1.1. It Started When

During the first interview with each participant, I asked, ‘tell me how you got 

here’. I did not define what I meant by ‘here’. Whatever idea the participants had, in 

terms o f how they viewed themselves, in their current world, was what I wanted to 

know. The answer to my question could have been how they reached where they 

were (e.g., a  specific bed, room, house or building), in terms o f  the mode o f  

transportation. It could have been how they became so ill, in terms o f  an illness 

history. It could have been what type o f  jobs they have had, in terms o f  a work 

history. It also could have been, in terms o f time frame, how they reached their 

condition ‘today’ from ‘yesterday’ or from when they were younger. It could have 

been anything. In spite o f  the considerable flexibility and openness in my question, 

every participant had stories to tell, and they all presented the stories o f  when their 

lives took a turn. ‘It started when’ is the participants’ experience o f knowing exactly 

when their lives started to  take a turn. The participants’ narratives depicted their 

Understanding ( Verstandnis) that, from the moment o f  this turn, their lives were 

never the same again.
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Some of the stories may have been told to someone else before they were 

shared with me, and other stories may have been revealed only to me. Regardless o f 

whether or not the participants had ever practiced their story lines, the narratives they 

presented to me were all well formed, coherent, and had a clear beginning. This 

suggested that the participants had been reviewing, even pre-reflectively, the key 

turning point in their lives in the form o f stories. For some, ‘it started’ when their 

physical condition reached the point where their lifestyle had to be dramatically 

changed. For others, ‘it started’ when they lost their ways o f  Being-in-the-world in 

their everyday lives. Regardless o f  the nature o f the turn the participants took in their 

lives, the experience o f ‘it started when’ was an event that challenged their 

Understanding (Verstandnis), which included who they were in their community, 

what they could do with their body, and what they were hoping to do in the future.

When interpreting the participants’ narratives, I realized that none o f them just 

gave me their medical history. This meant that the participants did not view their life, 

or did not Understand (verstehen) their Being, in terms o f the progress o f their 

diseases alone. I also noticed that the participants did not talk about the formal 

aspects o f being certified as a hospice patient. In other words, the participants did not 

identify the event o f signing up for hospice as a dramatic change, although I 

personally had assumed that it might have been an emotional event. The participants’ 

words demonstrated that their lived experiences were formulated in terms o f their 

Understanding ( Verstandnis) o f the total picture o f  the ongoing experiences o f  their
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everyday lives. The participants’ experiences were less conceptual or theoretical and 

more immediate and concrete in their ways o f  Being-in-the-world.

In fact, if I had not heard the participants’ responses to my question ‘tell me 

how you got here’, I might have simply assumed that their lives took a turn when they 

received a terminal medical diagnosis, such as cancer, or when they started to receive 

hospice care. Many people would concur with such a  view. But it was not the case. 

What was evident in the participants’ narratives was that the participants were the 

authors o f their own stories, and the plots o f the stories were based on the authors’ 

unique Understanding ( Verstandnis) o f their worlds. Therefore, the only way to know 

the significance o f  an event to the participants was to listen to their stories, while 

keeping in mind that what was being expressed reflected the participants’ 

Understanding ( Verstandnis) o f their Beings. Even though I could not folly 

comprehend the totality o f the participants’ Understanding ( Verstandnis), I continued 

to strive for such a possibility. This enabled me to prevent focusing only on what was 

uttered, but instead, to deepen my understanding o f the participants’ experiences and 

their meaning to them.

For example, what marked the beginning o f Norm’s story was not the day he 

received the diagnosis o f his prostate cancer or its prognosis. Nor was it the day that 

he agreed to go on hospice care. For Norm, ‘it started’ the day he found out that he 

could not ‘get up’. Because he could not ‘get up’, he was brought to a hospital, and 

then finally ended up in his bed, where later his life ended. The very choice o f this
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topic, that he found out one day that he was unable to walk, suggested that the feet 

that he was confined to his hospital bed had a  serious meaning for him.

Stan’s health problem started 22 years ago when he was 18 years old and had 

an accidental brain injury. Stan was never in perfect health since his head trauma and 

was never again completely independent because o f  his brain injury. As a person who 

had lived with chronic health problems, Stan still defined the time that his life turned 

around as that point when the rapid development o f  his benign brain tumor began. 

Stan talked about how his brain tumor started to  grow. ‘It didn’t  seem possible that 

the tumor could be acting .. .this fast... all o f a  sudden’. And even though he had been 

fighting his brain tumor for many years, the rapid growth o f the tumor for him was 

still ‘all o f a sudden’. The expression ‘all of a  sudden’ suggested that, at that point, his 

benign tumor began to spread, which was something that defied Stan’s Understanding 

( Verstandnis). With the rapid growth o f his benign tumor, all treatment options for 

the cure o f his disease were removed. ‘It started when’ for Stan was the moment 

when everything started to overwhelm him.

Since the moment when ‘it started’, the participants’ Understanding 

( Verstandnis) o f their world was never the same again. The participants’ narratives 

revealed how such a change took place, and how  much it impacted their 

Understanding ( Verstandnis) o f Being-in-the-world. When ‘it started’, it was a 

challenging time, which remained in the mind o f  each participant. It was the beginning 

o f the long ordeal the participants had gone through. Kleinman (1988) wrote, “the

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



243

illness narrative is a  story the patient tells...to give coherence to the distinctive events 

and long-term course o f suffering” (p. 49). To be sure, no participants identified the 

beginning o f  suffering in their stories. However, in my interpretation, I began to 

wonder if the experience o f ‘it started when’ demonstrated the very evidence o f  the 

experience o f  suffering o f  the participants.

9.1.2. Living Through a Deteriorating Body

Although we tend to take it for granted, we are able to concretely exist in this 

world because o f  our body. In this sense, our lived bodies are the ultimate Facticity of 

our Dasein. Because o f this proximity of our Being to our body, any problem we 

have with our body can potentially influence our ways of Being-in-the-world. 

Heidegger did not have much to say on the embodied aspect o f  our Being-in-the- 

world. However, it was an important aspect o f  the participants’ lived experiences. I 

decided to call the participants’ lived experiences that are related to their body ‘living 

through a deteriorating body’.

‘Living through a deteriorating body’ is the participants’ existential 

Understanding ( Verstandnis) o f  what it means to live through their deteriorating 

bodies. What the participants’ narratives revealed were not purely physical sensations 

or bodily experiences. In the experience o f ‘living through a deteriorating body’ were 

many significant aspects o f the participants’ experiences that were not ordinarily 

visible. On close examination, there were four distinct elements within the experience 

o f ‘living through a deteriorating body’.
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9.1.2.1. Observing the deteriorating body. It is important to remind ourselves 

that in the US we grow up learning to pay attention to our body from the point o f 

view o f personal hygiene, as well as in terms o f illness prevention and treatment, not 

to mention the strong tendency for valuing and pursuing personal attractiveness. In 

one sense, those who grew up in the American culture are more or less made into 

believing they should follow a certain way o f  existing in our body in our society. In 

our everyday life, we observe our bodies, consciously and unconsciously. The 

participants o f  this study were not exceptions. Their narratives demonstrated that they 

were skilled observers o f their bodies. But what the participants observed was not 

their normal bodies; it was their rapidly deteriorating bodies as they lived through 

them. Hence, I termed the participants’ lived experience o f  paying close attention to 

their deteriorating bodies as ‘observing the deteriorating body’.

One o f the most prominent characteristics o f the participants’ conditions, 

regardless o f  the reasons they were in the hospice program, was that their bodies 

continued to deteriorate. Whether it came from the aging process or the progress o f 

their diseases, the participants continued to lose their physical strength and function, 

particularly as they approached their deaths. In describing how they monitored their 

deteriorating bodies, the participants frequently objectified their bodies by using 

medical expressions, instead o f  describing how they felt in terms o f their bodily 

sensations. In other words, the participants described their bodies as if they were
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objects o f  investigation that were independent o f their Beings. One o f the important 

aspects o f  their conditions was how their bodies could function in their everyday lives.

For example, Ben said ‘my condition.. .it has deteriorated a great deal in six 

months’. It was his physical ‘condition’ that had deteriorated; not him. Ben’s 

comment also showed the fact that he had been monitoring his body over a prolonged 

period o f  time. Mac, too, monitored his body’s performance by applying what he 

called a ‘scale measurement’, which was the ease o f ‘walking up the stairs’. When ‘it 

became harder and harder to walk upstairs’, Mac interpreted this as the principal sign 

of his body’s deterioration. And the scale, the objective measure, did not lie. It told 

Mac the status o f  his body, which was, as he put it, ‘terminal’.

One way or another, all participants talked throughout the interviews about 

how they observed their deteriorating bodies. The narratives, that captured the 

participants’ awareness o f their deteriorating bodies, showed their embodied Being- 

in-the-world.

9.1.2.2. Living in the body as a receiver o f attention. The participants’ bodies 

were not only the targets o f their observation, but also the connection that helped the 

participants to communicate with the people around them. After all, in the most 

general sense we can recognize other human beings because we can see them and 

touch them as material bodily entities. In other words, whether there could be other 

types o f  existence or not, we generally recognize other people’s existence as the 

presence o f their bodies. In this way, the participants’ bodies enabled them to
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communicate with other people. And I observed that this communication often 

manifested in the form o f  attention from other people, including the participants’ care 

providers and myself to the participants’ bodies113. The participants’ bodies enabled 

people around them to concretely approach the participants through physical contact. 

Again, Heidegger did not mention much about our experiences o f having physical 

contact. However, living in the body that received attention from people was an 

important aspect o f  how the participants’ Being-in-the-world was actualized.

The way we contact other people’s bodies is given specific meanings unique 

to each culture. Some physical contacts are violent, some are sexual, some are 

objective and detached, and some are nurturing. In addition to the shared cultural 

meaning o f physical contacts, some participants also attached special meanings to 

their physical contacts with their care providers. When Mac asked me to massage his 

feet, the act of massaging to him was more than just a mechanical means to increase 

circulation. When he talked about the time he gave a  massage to his grandfather 

decades ago, Mac described it as ‘someone paid attention to him’. When he talked 

about the massage he received a day earlier from his sister-in-law in his hospice 

inpatient unit room, he described it as ‘personal attention’. For Mac, massage was

113 Although it is not central to this study, it is worth noting that the aspect of relationship between 
‘I’ and ‘Other’ was described by Emmanuel Levinas (1906—1995), the Lithuania-bom, Jewish,
French phenomenologist, (Peperzak, 1997). He was influenced by Husserl and Heidegger, and one of 
the issues he had pursued was “‘face-to-face’ relation with others” (Honderich, 1995, p. 481). In 
particular, Levinas analyzed the “relation between the Other and me...as contact, being touched, 
proximity” (Peperzak, 1997, p. 414). Levinas tried to go “beyond o f Being” (p. 414), but failed to do 
so outside ontological language.
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personal attention.

If someone approached me for a foot massage while I was walking through a 

supermarket, for example, I would most certainly refuse. But I was in the room of a 

hospice inpatient unit, and the person who was asking me to massage his feet was a 

hospice patient. Mac also knew that I was a nurse. But I may not have massaged his 

feet if he did not ask me to do so. I certainly would not have massaged his feet if he 

told me not to. And Mac Understood (verstehen) these elements that constituted the 

context o f  our physical contact. When he asked me to massage his feet, I took it as an 

expression o f  his Understanding ( Verstandnis).

When care providers paid attention only to the participants’ bodies, there was 

a problem. Perhaps, when Al’s hospice nurse had stopped him from walking, she was 

not thinking about anything else but his bodily safety. Because Al’s gait was wobbly, 

she wanted to prevent another falling accident.

When care providers failed to attend to the participants’ physical needs, this 

was also a problem. When Stan wet his sheet, it was not that he wanted to do so; he 

was unable to eliminate in the bathroom because he was confined to his bed, and he 

could not sense when he needed to urinate. And I felt that it was not merely the 

bodies o f  the participants that suffered. For example, Stan did not just talk about how 

cold his sheets were. He talked about the story in terms o f  the trust he placed on his 

care providers being broken.
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Inside the participants’ deteriorating bodies nested their Being o f  Dasein. And 

even though how their bodies were treated was important for the participants, it was 

often beyond their control. Because o f  such situatedness, there was a possibility that 

the experience o f failing to receive proper attention to their bodies was at least partly 

the cause o f  the participants’ suffering.

9.1.2.3. Negotiating embodied Being-in-the-world. As I described above, the 

participants’ bodies enabled the participants to concretely exist. At the same time, the 

bodies o f  the participants also made it possible for them to achieve the tasks o f their 

everyday living, and the extent to which the participants could achieve their tasks in 

their everyday living was an important part o f their Understanding ( Verstandnis).

With the deterioration o f  the participants’ bodies, the achieving of their intended 

tasks, which they took for granted, became increasingly difficult. When the 

participants’ bodies stopped being enabling agents, and became disabling agents, the 

participants’ ways of Being-in-the-world were seriously affected. That their bodies 

now behaved in a strange way meant that the participants’ Understanding 

( Verstandnis) was challenged, and with the continuous decline of their bodily 

functions, their world had to be continuously re-interpreted. Negotiating Being-in- 

the-world is the experience o f  the participants continuing to negotiate how they could 

function and exist in their deteriorating bodies.

All the participants experienced deteriorating bodies and a corresponding loss 

o f their capacity to function. Whenever the participants tried to move, in one way or
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the other, their bodies reminded them o f  the changing possibilities o f Being. Every 

time the participants found yet another loss o f an ability to execute the most simple 

task, such as sitting up, walking, getting dressed, and so on, it was in many cases a 

dramatic entry into their new Understanding ( Verstandnis) o f  Being-in-the-world.

Some o f  the participants' narratives captured their reactions to their changing 

bodies. Mac described his ‘physical behavior’ as ‘unpredictable’ and ‘strange’, 

because eating foods, which he used to enjoy, was now causing abdominal pain. Ed, 

too, said his falling accidents were a ‘new experience’, because he used to be able to 

walk as recently as a year ago. All these words, ‘unpredictable’, ‘strange’, and ‘new 

experience’ suggest the participants’ experience o f  unfamiliarity with his new bodily 

limitations. Normal things the participants used to be able to do without thought, such 

as eating their favorite food, moving a small pillow on the bed, or walking a few 

steps, were becoming increasingly difficult.

Interestingly, however, the participants did not plan on changing their ways o f 

Being-in-the-world by delineating their physical changes and making a plan they felt 

they could safely execute with certainty. In other words, when the participants tried to 

figure out their new ways o f Being-in-the-world, they did not take one event o f  falling 

or an incident o f  weakness as the sole determinant factor o f what they could do. 

Instead, the participants negotiated their embodied ways of Being-in-the-world 

gradually and in every possible way, by trial and error, like a newborn infant who is 

trying to investigate the world o f  living.
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For example, neither Al nor Ed stopped walking just because they had fallen. 

A little while after each accident, they walked again to the extent that they fell again. 

They could have said to themselves even in theory that walking could cause a 

problem. But they didn’t. Instead, they were always trying to see how much they 

could still do with their bodies.

Even though the participants were always reminded o f their embodied 

limitations, they never stopped being the embodied Being. They kept stretching the 

limits in terms o f how they could live in their spatial world.

9.1.2.4. The two interpretations o f  the participants’ bodies. Although the 

participants frequently objectified their bodies, they did not talk about their body- 

related experiences as merely medical issues. This was contrary to my expectation 

that hospice patients are more tuned into their medical conditions. None o f  the 

participants gave me only the medical diagnosis they received from their physicians. 

Some o f  them could not even explain what was medically wrong with them. What the 

participants’ narratives revealed was the fact that their experiences o f  embodied 

Being-in-the-world were an important aspect o f  their existence.

The participants’ health care providers also interpreted the bodies o f the 

participants, but differently from the way the participants Understood (verstehen) 

their own bodies. From the point o f  view o f health care providers, the bodies o f the 

participants had very specific meanings. In other words, the health care providers 

interpreted, and gave their own significance to, the participants’ bodily existence
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according to the languages o f medicine and health care. Within my limited 

observation, I could still see that the meanings the health care providers picked up 

from the participants’ bodies were most frequently unrelated to the participants’ lived 

experiences. The health care providers interpreted the participants’ bodies as objects 

and identified, for example, the reasons why the participants needed to change their 

medications, what they should and should not eat, and what they should do and 

should not do. Based on this information, a care plan, such as how many hours o f 

hospice aide service was required and what type o f care was needed, was identified. 

Also included in this care plan was the safety o f  the participants; in order to prevent 

accidents, adequate amounts o f  activity restrictions had to be introduced, depending 

on the stability o f  the participants’ bodily capacity. Any neglect of safety protocol 

could potentially result in legal problems, which would be costly and time-consuming. 

In addition, by virtue o f being hospice patients, the participants’ care providers had to 

objectively monitor and assess how far away the participants’ conditions were from 

their final moment, and to evaluate if the hospice patients could continue to qualify 

for the Medicare Hospice Benefit. In short, there was a gap between the participants’ 

embodied experiences and the interpretation o f  the participants’ bodies by their health 

care professionals.

For example, Al had diabetes, a cardiac problem, and other medical problems. 

But he said there was ‘nothing else wrong’ with him. In spite o f  his Understanding 

( Verstandnis), Al felt that everyone, physicians, nurses, and family members were
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stopping him from doing things. ‘It’s too hot...Too cold. The sun’s out. The shade’s 

out’; There was always someone who was stopping Al from doing something. The 

supposedly caring attention from his family and the health care professionals to his 

physical well being directly conflicted with his Understanding ( Verstandnis) o f Being. 

In addition, contrary to Al’s Understanding ( Verstandnis)  that there was ‘nothing else 

wrong’ with him, he was required to have frequent blood checks for his diabetes and 

heart condition. Continuing to go through the blood drawings that caused him 

repeated pain, no matter how small we think they might have been, was a great 

pressure for Al. His illnesses did not hurt him directly, but drawing blood did.

In the case o f Barb, it was the lack o f  attention from her health care providers 

that caused her problem. Barb was having continuous diarrhea. Since she could not 

walk to her bathroom, which was just a few steps away, she used her commode. But 

because o f  her weakness and her age o f 87, her nursing home staff decided, against 

Barb’s request, to keep her bed rails up on both sides, so that she would not fall out 

o f her bed. She never fell from her bed; but her withering body and feeling o f 

weakness were taken as the signs that demanded the raising o f  both bedside rails. The 

problem was that Barb’s call bell was not always responded to promptly, and Barb 

sometimes ended up soiling her bed.

At the same time, Barb’s prolonged diarrhea, the resulting sore ‘rear end’, and 

her feeling o f fatigue, were not taken as serious medical conditions by her health care 

providers, although they were all serious problems from Barb’s point o f view.

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



253

‘Nobody’s seems... concerned about my diarrhea, except me!’, said Barb. Contrary 

to Barb’s terminal cardiac condition, which is a serious medical problem, diarrhea, a 

sore ‘rear end’, and the feeling o f  fatigue had less meaning to Barb’s health care 

providers.

The participants’ narratives demonstrated that sometimes the deterioration of 

their bodies caused direct physical discomfort. Yet at other times, the participants did 

not have severe physical symptoms. In either case, their bodies continued to 

deteriorate, and there was nothing the participants could do about it. As I continued 

to interpret the participants’ experiences, such Factical aspects o f  their lives began to 

appear to me to be a  dreadful and concrete reminder o f  the reality o f  dying. And it 

was possible that the inability to stop their own bodies’ visible deterioration was the 

most basic form o f suffering from facing one’s own death.

9.1.3. Isolation - A Lonely Joumev

Before this research started, I had no expectation or knowledge that hospice 

patients are isolated. In feet, I had an image, even vaguely, that hospice patients are 

usually surrounded by hospice staff and family members. Contrary to my pre

understanding, however, the hermeneutic analysis o f  the participants’ experiences led 

me to see the participants’ isolated aspect o f Being-in-the-world. The participants 

were alone; alone in their room, away from the circle o f  living. And, this isolation was 

not limited to a spatial, physical isolation, as we might relate to an isolation unit o f a 

hospital or a prison. Indeed, the participants were isolated in many different ways. In
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my examination o f  the lived experiences o f  the participants, three different categories 

o f  isolation emerged. I have termed them as spatial-physical isolation, relational-social 

isolation, and existential-experiential isolation. In the following, each will be 

described, along with excerpts from the interviews.

9.1.3.1. Spatial-phvsical isolation. As the participants’ conditions deteriorated, 

inevitable things happened. That is, their phenomenologically lived space (Le., 

experience o f space) continued to shrink down from their house, to their room, and 

then to their bed. In the end, all the participants lived in a small confined environment, 

which was separated from the outside world o f  living. I decided to call this type of 

isolation spatial-physical isolation. It is the participants’ experiences o f staying in one 

place day after day, week after week, and sometimes, month after month. Because of 

spatial-physical isolation, all the things the participants used to do in many different 

places were now required to be done in one place. The small rooms of the participants 

were places for sleeping, eating, bathing, eliminating, thinking, receiving visitors, 

spending time, and dying.

For example, at the beginning o f the interviews, Barb was frail, and she was 

out o f  bed ‘just for her meals’. Except for a once a week bathing, Barb stayed in her 

room every day. She could not go anywhere without being helped to move from her 

bed to a wheelchair, and then being pushed in her wheelchair. Barb’s small room was 

the place for eating her meals, using the commode, getting diapers changed, and 

receiving visitors.
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Before I go further, it is necessary to clarify three o f  my pre-understandings 

that are relevant to the participants’ spatial-physical isolation. The first one is that 

most human beings live in a space that is more than their own room or bed. The 

participants o f  this study were no exception. No participants lived in confined spaces 

before they became ill. Ed and Barb drove their own car well into their senior years. 

Stan worked as a factory worker and played softball with his friends, even with his 

disability. As a merchant marine, Norm used to travel all over the world. The second 

pre-understanding is that dying people are seriously ill, and therefore, hospice patients 

are, by definition, seriously ill. In fact, the participants were all ill. And the third pre

understanding is that, in the American culture, ill people are expected to stay in bed, 

instead of walking around on the street. Also, in American culture, a bed denotes 

personal space that is supposed to remain in a bedroom. If  a person cannot get out o f  

bed or get out o f their sleepwear, the option for this person to leave his or her 

bedroom and be in the public’s view becomes non-existent. If  a person is categorized 

as dying, as indicated by the designation o f hospice patient, we think in an even 

stronger sense that it is reasonable, or even desirable, for the person to stay out o f 

public view. In one sense, our culture prescribes what is appropriate for a dying 

person.

By combining the above three assumptions, it might have been logical to 

assume that hospice patients do not leave their sick room and therefore, live in a 

confined environment. I asked myself if I had ever thought o f isolation in hospice
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patients’ lives, and the answer was ‘never’. I took the fact o f  the participants’ spatial- 

physical isolation for granted. On reflection, however, I must have known, even pre- 

reflectively, about the spatial-physical isolation in the lives o f hospice patients prior to 

the interviews, since I never had any expectation that the participants would meet me 

somewhere outside their living space, such as at a nearby coffee shop, for an 

interview. I simply assumed that I needed to go to their place to see them. I also 

assumed that they were not driving cars anymore. My assumptions were correct to 

the extent that, at the time o f the interviews, all o f the participants were hardly able to 

walk on their own. But it was only after I began interviewing the participants that I 

started to clearly see their spatial-physical isolation.

Although the participants were seriously ill at the time of the interviews, this 

did not mean that the participants had readily accepted their confined living status 

without questioning it. They were not happy about the fact that they were spatially- 

physically isolated. The participants’ narratives indicated how their Understanding 

( Verstandnis) was affected by their confined ways of Being-in-the-world.

For example, because o f  his leg pain, Norm could not even ‘get in a 

wheelchair and go around’. He said he was ‘stuck’ in his hospital bed. When we go to 

bed at night, we do not feel that we are ‘stuck’ in bed, probably because we 

Understand (verstehen) that we can get out o f  our bed any time we want. But Norm 

Understood (verstehen) his Facticity o f  being embodied in his dying body. He had to 

lie in his hospital bed all day long, day after day, until, one day, he died.
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Al bad a similar experience. His eyesight was declining because of his 

diabetes, and eventually, he lost his driver’s license. This meant that he could not 

drive a car to go anywhere by himself. Then gradually, with the deterioration o f  his 

physical condition, climbing up the stairs became increasingly difficult. In the end, the 

second floor o f his apartment became inaccessible, and even on the first floor in his 

apartment, Al began to fall. Finally, his living space shrunk down to his bed. With the 

reduction o f his lived space, Al felt he was ‘tied down’.

Frequently, with spatial-physical isolation came the experience of separation 

from familiar objects in the lives o f  the participants. As the participants’ living space 

shrunk, the participants often had to give up some familiar things with which they had 

lived their lives.

Because Stan had to live in a nursing home room, he had to leave his beloved 

dog, which he called his ‘son’, in his house. Even Al, who had lived in his own 

apartment until he moved into the hospice inpatient unit, had to give up access to his 

personal possessions, just because he was not able to move around in his house freely.

Being confined in a small space has a very negative cultural meaning. When 

small children misbehave, their parents may tell them to go to their room. When 

teenagers misbehave, then they may be grounded. Worse yet, we put criminals in 

prison, a confined living space, as punishment. The worst type o f  violent prisoner gets 

the worst prison treatment, which is solitary confinement. But even in prisons there
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are occasions for the inmates to go out o f  their cells to eat, exercise and work. One of 

the explicit reasons for such activities is to maintain the prisoners’ mental hygiene.

O f course, not all confinement has the same meaning. And the participants 

were not punished in any way. After all this is said, however, the reality the 

participants faced was that they were confined and isolated. From my point o f view, 

being confined in a small space for the rest o f  my life is an unbearable thought that is 

enough to stir a sense o f suffering in my mind just thinking about it. And I felt that the 

participants suffered because o f  their confined everyday lives. But the participants’ 

experience o f spatial-physical isolation was unnoticed by the care providers around 

them. And nobody, not even the participants themselves, saw the possibility o f  

breaking the isolation.

9.1.3.2. Relational-social isolation. As described above, the participants lived 

in a small confined space. And this spatial-physical isolation led them to have curtailed 

relationships and socialization with people outside their living quarters. I termed this 

aspect o f isolation relational-social isolation. The relational-social isolation is the 

participants’ experience o f  having limited access to social activities and having trouble 

maintaining their relationships with the people in their lives. Although Heidegger did 

not mention the aspect o f our Being-in-the-world in terms o f  having relationships with 

other human beings, relational-social isolation was a serious problem for the 

participants. For the participants, having a  visitor was often the highlight o f  their 

everyday lives: All participants looked forward to having visitors. However, having
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visitors was not necessarily easy for the participants, and making new friends or 

companions was almost impossible

There are many dimensions in the experience o f  relational-social isolation. The 

first dimension is that, in order for the participants to maintain a relationship with the 

people outside their sick rooms, they had to primarily rely on the outside people to 

approach them. This meant that the nature of the relationship between the participants 

and the outside people became far from mutual. For example, visits to the participants 

were frequently unilaterally determined by the visitors; in many cases, visitors came 

when they wanted, and they stayed as long as they wanted, not necessarily according 

to the convenience or desire o f the participants.

The story o f  the unilateral relationship was familiar to Ed. He said that the 

visitors came ‘unexpectedly’ and then stopped coming. For Ed, the random patterns 

of visitors and visitations were sometimes confusing. Ed said ‘these people used to 

just come in when they pleased...I can’t understand sometimes why I don’t see them 

now.’

The relationships between the participants and their health care providers were 

also far from mutual ones. Generally, the participants’ health care providers visited 

the participants not to have conversations with them, but rather for doing the business 

of health care as efficiently as possible, mostly only during business hours.

Norm said, because he was ‘unable to walk’, he was ‘pretty cut off from 

everybody’, and ‘unable to socialize’. He also said that this was ‘a problem’ that

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



260

‘bothered’ him ‘terribly’. Norm’s best friend, who moved to a far away state, could 

not visit him, and for Norm, who had no resources, making a special arrangement 

(e.g., hiring a private duty nurse and arranging special transportation) just to visit his 

friend was out o f  the question. And the Medicare Hospice Benefit would not have 

covered such costs. Being left in his hospital bed alone, he said the nurses on the floor 

were with him ‘only for a second or two’, because they had ‘a  heavy schedule’, and 

therefore, they didn’t have ‘much time’. Norm said that the nurses had ‘to work’, and 

evidently, in Norm’s Understanding ( Verstandnis), the nurses’ work did not include 

visiting him and spending more time with him. In a modem hospital, where hundreds 

o f health care providers worked, Norm felt that he was ‘alone in the world’ and that 

‘people don’t care’ about him. Just because there were other people in the same 

building did not mean that he was not relationally-socially isolated.

The second dimension o f  relational-social isolation is that, although we do not 

think about it every waking moment, we live with other human beings by maintaining 

communication through the use o f our body. Under the most ordinary circumstances, 

we can communicate with other human beings because we can speak, write, see, hear 

and touch. The deterioration o f  the participants’ ability to communicate contributed 

to their experience o f  relational-social isolation. For one, when the participants signed 

the consent form for this study, their signatures were all wobbly and hardly legible. 

This indicated the great difficulty they would have to write a letter, or even a  simple 

note, to their family or friends. In addition to the ability to communicate, the older
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participants had another problem in the area o f  maintaining relationships and 

socialization. That is, the senior participants had less friends and family members who 

were still alive and well, compared to when they were young. Even their surviving 

friends and family members were often either too old or too sick to maintain active 

communication with them, not to mention take care o f them.

The third dimension that is important in the area o f  relational-social isolation 

has to do with our reliance on technological methods of communication. Contrary to 

my pre-understanding that technology would be only beneficial to enhance the 

communication between two people, it often hindered the communication between 

the participants and the people in their lives.

Ed’s case best illustrated the second and the third dimensions o f  relational- 

social isolation above. Ed was 101 years old, and his only son was nearly 80 years old 

himself. His sister was in her late 90’s and unable to travel to see him. Ed’s hands 

were too wobbly to write a  note. He also had trouble hearing, and therefore he was 

unable to rely on the telephone to communicate with people. The only methods o f 

communication he still could manage reasonably well were to touch and to speak. At 

times, with increasing frequency, Ed had difficulty hearing, even with his hearing aid. 

When Ed could not hear what I said, I could have written something for him on paper 

because he could read with his eyeglasses, and sometimes I did. But I did not want all 

o f  our conversations to take place on paper. Also, the things Ed could not hear (e.g., 

'What was your breakfast?’) were often trivial in the scope o f  our conversations. Yet
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it was the loss o f those trivial words that I felt broke the connection between Ed and 

myself. And Ed was aware o f  the feet that when he had a  visitor, he could not carry 

on a proper conversation due to his hearing difficulties. He said helplessly, ‘more 

talking...can’t understand’.

The original purpose o f having a hearing aid was probably to enhance 

communication between people. However, when the hearing aid became unsuccessful 

in resolving Ed’s hearing difficulties, I did not know how to move forward. I found 

myself occasionally giving up repeating the same words to Ed, particularly when the 

words were non-essential to our conversations. I have also witnessed the aides and 

the nurses at his nursing home doing the same thing; they frequently gave up 

repeating the same sentence over and over again. Worse yet, Ed, too, had acquired a 

skill to let conversations flow on past him, even if he evidently could not fully 

understand what the other people were saying.

In order to enhance my communication with Ed, I could have stayed longer 

with him, and used writing more often as a method to communicate, even though this 

might have been a more time-consuming approach. But I did not. Such 

communication seemed inefficient to me. Since Ed could not use the telephone due to 

his hearing difficulties, I could not call him from my home either. I felt deprived. The 

only way to communicate with Ed was by going down to see him in person and 

spending time, and by speaking slowly, clearly, loudly, and repeatedly if necessary. On 

reflection, I came to realize that there was no reason why communication between
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two people had to be efficient and convenient. By living with the existence o f 

telephone, fax, and email, I realized that I had come to rely heavily on technology in 

order to maintain communication with the people in my life efficiently and effortlessly. 

This blind reliance had prohibited me from appreciating the real meaning o f  having a 

relationship with Ed, who did not have access to any o f  the above modem 

technologies to help him communicate. In the end, when technology foiled, the 

original intention buried in the invention o f  the hearing aid was lost, and there was 

nothing that I, Ed’s family, or his health care providers, could think of. The heavy 

reliance on technology had a price, and the person in this case who paid the price was 

not anyone but Ed. Whenever I visited Ed, he was sleeping in his chair, alone in his 

room, not hearing any o f  the noises coming in the wide open door. Because o f my 

awareness o f  what Ed’s everyday life was like, I was more inclined to visit him. It was 

possible that people who only saw the inconvenience o f maintaining a relationship 

with Ed avoided visiting him.

The fourth dimension of relational-social isolation has to do with the 

American culture. We, the members of American society, are not comfortable with 

dealing with the fact that we all die. Therefore, in our daily life, we have a tendency to 

avoid, if possible, events related to a person’s death, or something that is closely 

related to a dying person. The easiest thing we can do to avoid the Fact o f Being- 

towards-death in our busy everyday lives is to stay away from it. This general cultural
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attitude makes it awkward when it comes to assisting hospice patients with socializing 

and maintaining their relationships with their family and friends.

For instance, Stan was close to his nieces, but they had not visited him since 

he moved into a nursing home. Stan's wife said that his nieces were ‘having a hard 

time dealing with this’. She did not need to explain to me what she meant by ‘this’, 

because I knew exactly what it was. Between Stan’s wife and mysel£ and probably 

Stan too, I felt that we had a shared understanding o f the cultural meaning o f Stan’s 

terminal condition. That anyone is going to die is a terrifying idea, particularly for 

young adults like Stan’s nieces. So, although he missed his nieces, all he could do was 

wait and hope for a visit.

Another example is when Mac entertained his old friend in his hospice 

inpatient unit room. His visitor did not know what to say. Describing his visitor’s 

attitude, Mac said, he ‘started out serious, low-key’. Mac’s friend had not seen him 

for many years, and when he finally did, Mac was in hospice, looking like bones 

covered with dark skin. Perhaps what I had grown accustomed to must have been 

very frightening to Mac’s friend. I also knew how the atmosphere o f  Mac’s room 

must have been. As a clinical nurse, I have stepped into the choking atmosphere of 

the seriousness o f dying patients’ rooms many times. There is no reason why we must 

be serious when we visit a dying person, except for the cultural norms that we have 

learned to adhere to. Frequently, the participants had to deal with the rituals o f our 

culture on their own.
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The fifth dimension o f relational-social isolation is the influence o f institutional 

factors over the experiences o f the participants. Whether we see it or not, hospice 

patients’ everyday lives are intricately controlled by the structure o f  the institutions o f 

society and health care. This structure o f  institutional controls relates to how nursing 

homes, hospitals, hospice inpatient units, and hospice programs are run. To some 

degree, this in turn influences and determines how hospice patients can socialize and 

maintain relationships with their family and friends.

For example, the hospital and the nursing homes where the participants were 

located all had visiting hours. In each nursing home I visited, there was a notebook 

that all visitors had to sign and record the times o f  their arrival and departure. 

Sometimes, pets or small children were not allowed to enter the building. Also, none 

o f the rooms of the participants were big enough to accommodate more than a  few 

visitors at a time. All o f  these factors indicated our social interpretation of how 

hospice patients should live. It is logical to think that institutional control is also 

conveniently used by the people around the participants as a rational and logical way 

to distance themselves from the participants. For example, even though I knew that 

the participants were lonely, I did not feel pressure to visit them at night because I 

knew their facilities would not accept visitors late at night anyway.

Another example o f the institutional influence over the participants’ social- 

relational isolation is nested within the very hospice care that is supposed to help 

hospice patients. By legal requirement, in order for hospice patients to continue to
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receive hospice care, their status must be re-evaluated every 60 days114. When there is 

no sign o f steady decline, such as weight loss, vital sign change, or decline o f 

consciousness level, the patients are discharged from the program. Although most 

hospice patients are seriously ill by the time they are referred to the program, some 

patients become stable, or even improve, after they start receiving hospice care.

When hospice patients are discharged from their programs, the loss is usually 

on the patients’ side. For example, Ed had a hospice aide who accompanied him two 

hours a day, 5 days a week, for nearly a year. Ed described that the hospice aide 

‘added another dimension to his life’ because he could teach some games to her. By 

having a hospice aide on a daily basis, Ed was able not only to maintain his mental 

activities and to receive personal care, but also to sustain his identity as a ‘teacher’. 

When Ed was denied further enrollment in the hospice program, it was another 

unilateral breaking o f a relationship from Ed’s point o f view. Ed said ‘I miss her’, but 

there was nothing he could do.

When Barb was discharged from her hospice program, she too lost her 

relationship with her hospice aide. On the one hand, Barb was happy that she was 

getting better. But on the other hand, it meant a loss o f  her personal relationship with 

her hospice aide, whom Barb had come to trust very much.

114 According to the National Hospice Organization (1998), a hospice patient is “entitled to receive 
care for two 90-day benefit periods, followed by an unlimited number of 60-day benefit periods with 
re-certification requirements...The patient must be certified as terminally ill at the beginning o f each 
benefit period.” (p. 22)
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Another case o f  the institutional impact on participants’ experiences has to do 

with how their relationship with their health care providers is set up. Several 

participants described their experiences o f isolation due to the feeling o f being 

abandoned by their family physicians. For them, their physicians were not merely 

people connected to them by contract. The relationships with their family physicians 

had significant personal meaning for the participants. But it was not always easy to 

keep getting the attention o f their family physicians after they signed up for a hospice 

program. Frequently, when a patient signs up for a  hospice program, hospice 

physicians assume care o f  the patient. It is not that the patient’s family physician 

cannot participate in the care of a patient in hospice, but some family physicians 

completely drop their patients the minute they sign up for a hospice program, or they 

become uncooperative or even hostile to the hospice staff. This creates a sense o f  

isolation and abandonment among the hospice patients.

Even many years after Barb had moved into her nursing home, she kept saying 

her nursing home physician was ‘not my real doctor’. On paper, Barb’s family 

physician was excused from taking responsibility for her, but that was not how Barb 

felt. A1 too had a special feeling towards his family physician. Al kept waiting for his 

family doctor, saying ‘he hasn’t been here to see me yet’. During the less than 4 

months o f his final days that I knew him, he kept telling me ‘I’ve gotta see him’. Al 

kept waiting for his physician to visit, but he never did. Over and over again, the loss 

was on the side o f the participants.
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9.1.3.3. Existential-experiential isolation. I realized that, during the interviews, 

all the participants used the relative pronouns ‘they’ or ‘them’ at some point. And 

when they did use ‘they’ or ‘them’, there was frequently a corresponding ‘me’ or ‘us’, 

sometimes overtly, and other times implied. At first, I thought this was merely a 

function o f  grammar. But as I continued to interpret the participants’ narratives, I 

began to see that whenever they used the expression ‘they’ o r ‘them’, the participants 

often were drawing a line that separated them from the other people who were in 

their minds represented by ‘they’ or ‘them’. I realized that this was yet another type 

o f  isolation, and I decided to call it existential-experiential isolation. Existential- 

experiential isolation is the participants’ experience of feeling that nobody around 

them can understand what they are going through. Some o f  the participants were 

alone in their experiences, even though family and friends who sincerely cared for 

them surrounded them.

Most participants frequently used relative pronouns to point out their health 

care providers at one time or other. The contrast between ‘we’ or ‘us’ versus ‘them’ 

or ‘they’ created a sense o f  existential-experiential separation in the split between the 

participants and their care providers. Even after the participants had spent many hours 

with certain health care providers, they were rarely included in ‘we’ or ‘us’. It was as 

if to suggest the participants’ Understanding (Verstandnis) that they lived in a world 

that was not in the same category as that o f  their health care providers.
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One participant who had a strong instance of existential-experiential isolation 

was Ben. Ben described death as ‘a normal part of living’, because ‘everybody does 

it’. Death for Ben was also ‘the ending o f  discomfort and pain’. He ‘welcomed’ death, 

and ‘wanted to die’ as soon as possible, so that he would not suffer a long time from 

living with almost constant chest pain and the shortness o f  breath which grounded him 

to his chair. Although Ben ‘welcomed’ death, this did not mean that he gave up living. 

As his final project towards his death, Ben wanted to sustain his positive and cheerful 

image ‘right through to the bitter end’ and wanted everybody to say ‘he had a very 

pleasant death, because he was happy right through’. This was, as he put it, ‘the way I 

want to be’. It was not how he wanted to die; it was how he wanted to live. Ben’s 

words ‘bitter end’ suggested that he was ready for the Angst o f Death in his physical 

and in what he called his ‘mental discomfort’.

The problem Ben had was that some people were not willing to accept his 

way o f Being. Ben said that the one thing that aggravated him ‘more than anything in 

the world’ was to hear people telling him how wonderful he looked, and that he 

would ‘live forever’, in spite o f  the fact that ‘they’ all knew that he was at his 

proprietary home to die. He said he became ‘so tired o f  hearing comments that 

disregarded the reality o f  his life. Ben said ‘I don’t know why they can’t accept it for 

what it is’. ‘It’ was, in this case, the Fact o f  life (i.e., death), and Ben was the one 

who had accepted ‘it for what it is’. By appearing happy and cheerful, Ben was trying 

to convey the message that dying does not have to be the worst experience in the
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world, but the people around him failed to  honor his efforts. There was an existential- 

experiential distance between Ben and ‘they’ who were not willing to Understand 

iyersteheri) how he wanted to Be.

What Ben was fighting against was the cultural belief that death and happiness 

cannot co-exist. In our society, we are not accustomed to personally dealing with 

issues o f  death, and most people are not comfortable and relaxed in the face o f death. 

And in the face o f death, the Angst brings our Beings down to an Inauthentic Dasein, 

which cannot gaze upon the reality o f  our Facticity. I interpreted that Ben’s Being 

was Resolute, and he wanted to have Authentic relationships that were true to his 

existential commitment.

Coincidentally, during one o f my visits to Ben, he had two visitors. As soon as 

they saw Ben, they started saying how wonderful he looked. It was an undeniable 

reality that Ben had to live with. Just as Ben could not avoid the Fact o f his 

impending death, he could not avoid the very culture into which he grew up and 

through which he lived. Before the actual death o f  Ben’s body had taken place, Ben 

was already existentially, experientially isolated from the people around him. The line 

between the Authentic Being o f Ben and the Inauthentic Beings o f  the others was 

sharp, albeit invisible. I felt Ben suffered because o f  his existential-experiential 

isolation. I also felt that had he been able to  have people around him acknowledge 

him for what he was, his suffering could have been lessened.
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Another participant who had a strong instance o f  existential-experiential 

isolation was AL By the time I began interviewing Al, he had already been 

experiencing some difficult breathing, weakening eyesight, numerous falling accidents, 

headaches, severe systemic edema and many other symptoms o f  his diseases. Al’s 

physician had told him that his illness was ‘getting worse’. But he still felt that his 

condition had not gotten any worse, because, from his point o f view, he had not 

found any ‘evidence’ o f it. Al said that the image o f  death he had was quick and 

dramatic, as we may see in a movie, being shot and then dying in a matter of minutes. 

The progress o f his chronic diseases was slower than the deaths in movies.

Although Al did not feel that he was dying, he did not totally deny his 

physicians’ view. In one o f the interviews, I asked Al: ‘Do you think you are dying?’ 

Al replied: ‘Well, I take what the doctor says...Doctor...says I am.’ He suspended his 

judgment and accepted, ‘in theory’, the possibility that he was indeed dying. And in 

his hospice inpatient unit room, Al decided to revise his will, which he had prepared 

once many years ago. The feet that he was writing his will gave the appearance that 

he was ready to die. StiU, he kept repeating that he did not feel ‘as though [he was] 

gonna die in the next year or something’, and he didn’t look at himself as ‘having a 

problem’. ‘I’m a well person stuck in here!’ said AL in his room o f  the hospice 

inpatient unit. In Al’s view, ‘a well person’ was being cared for by a group o f people 

who specialized in caring for the dying.
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On one side, everyone, his doctors, his wife, and his children were all moving 

forward toward what they regarded as the inevitable conclusion that Al was dying. On 

the other side remained AL, unchanged and still Being-there. There was a gap between 

Al’s Understanding ( Verstandnis) and the Understanding ( Verstandnis) o f  everybody 

else regarding what Al was supposed to be going through. There were two different 

worlds, the world o f  living in which Al still was a Being-in-the-world, and the world 

o f dying in which his experience o f Being was reduced to an emotionless, objective, 

normative concept o f  a dying body. Not that Al did not recognize the latter world. He 

said ‘the human body is something you can’t always.. .stay forever’ and ‘I know we 

all gotta die. That’s not the...question’. He also said ‘all this other gibberish 

about...death...I didn’t believe them...Now it’s here’. Al knew that he was dying.

The problem was that the people around him regarded dying as not living. Al was 

dying, but still there, still Being-in-the-world. Therefore, he was alone in the world o f  

living. Al was, therefore, experientially-existentially isolated. This situation resounds 

with what Cassell (1992) said when he wrote that suffering people “lose their 

transcendent connection to the group - we feel them (or their absence) but they do 

not feel us” (p. 10). Surrounded by his family and hospice care providers, Al was 

alone in his experience.

From outside, Al’s body as an object was visibly deteriorating quickly, and the 

people around Al assumed that he also saw the visible changes they did. Contrary to 

his outside, however, Al’s Being was struggling to Be-there, unchanged amongst
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changes. Al said *1 don’t look any different except for the stitch outside!...I’m still 

there’. But Al felt nobody was aware o f the feet that he was ‘still there’. Al wanted to 

be recognized for his Being-there and for what he Understood (verstehen).

Al’s existential-experiential isolation was evident when he used relative 

pronouns at one point or another to point to his health care providers. For example, 

he said ‘they don’t know me from a sack o f  beans’. I interpreted this to mean that Al 

felt that his health care providers acknowledged his Being only as one among many 

others. Another time, Al said the hospice staff was ‘all nice’, but he also said that 

‘they’ were ‘not imagining the change o f the wand’. Al felt that people who cared for 

him were kind to him, but they were not willing to share his hope for a  miracle cure o f  

his condition, which was represented by ‘the wand’, like that o f Cinderella.

A human being is a social animal. When I say this, it sounds so trite, but we 

tend to forget this golden canon when it comes to the care o f hospice patients. The 

participants’ narratives demonstrated that they had lived in a world severely isolated 

from the outside life-world in many dimensions. Whether it be spatial-physical 

isolation, relational-social isolation, or existential-experiential isolation, the 

participants’ isolation that was revealed in their narratives appeared to be causing the 

suffering in the participants. O f course, it is possible that the isolation was not the 

exclusive cause o f the participants’ suffering. The participants might have been 

already suffering because they had to live through their deteriorating bodies and 

experience many other difficulties in their lives. Yet at the time o f what I would call
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the greatest challenge in life, the participants were alone in many ways in their 

experiences, and it was logical to think that this isolation only magnified their

suffering.

9.1.4. Living with Uncertainty

In addition to the experience o f  isolation, which I described in the previous 

section, the participants also encountered other types o f difficulty in their everyday 

living. One was their experience o f living with uncertainty.

Elsewhere, I described that in our everyday living Temporality is one o f  the 

most fundamental elements of our existential experience. That is, in our daily 

Understanding ( Verstandnis), how we used to Be is how we can still Be today, and it 

is likely how we will Be tomorrow. For example, I took a shower by myself 

yesterday, and I took a shower by myself today. Therefore, my Understanding 

( Verstandnis) is that I can do the same tomorrow and probably in future days. My 

Understanding ( Verstandnis) o f  who I am and my Being-in-the-world includes my 

primordially, pre-reflectively experienced assumptions o f the future.

For the participants, the future was one o f  the most uncertain elements in their 

lives. And because o f  this uncertainty, their Understanding ( Verstandnis) was severely 

challenged. The participants had to reexamine the assumptions o f  their future that 

they had previously taken for granted.

For example, by the time I met AL, he had already surpassed his physician’s 

initial prognosis o f  6 months. Al was not sure how long he might be around. ‘Two
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months?... Maybe six months?’ Al thought his physician was ‘supposed to be able to ’ 

tell what his condition was going to be, but this was not the case. In the end, Al didn’t 

know, and he knew that no one, not even his physician, did either. Similarly, Norm 

was supposed to be dead four months ago, according to the original prognosis given 

by his physicians. But it turned out to be incorrect. When Norm wanted to know 

‘what was wrong’ with him and when he would be ‘getting.. .on his feet again’, his 

physicians said they had ‘no idea’.

Based on the fact that Al and Norm asked their physicians about their future, 

it is evident that they thought their physicians were the ones who might be able to 

answer their questions. Upon examination o f the participants’ narratives, I came to 

see that oftentimes the experience o f  uncertainty was, at least in part, an artifact o f  the 

expectation the participants had placed on the ability o f  their physicians and other 

health care providers to treat their problems. The participants’ narratives revealed that 

they desired to see some certainty in the health care provided to them in the form o f  

confidence in their health care providers. Therefore, when the participants could not 

get a clear answer from their physicians about what their future would be, their 

underlying hope for certainty was replaced by uncertainty. And what they were not 

certain about was not just a future plan such as tomorrow’s weather or a party plan. It 

concerned their very existence. In this sense, perhaps the participants’ experience o f 

uncertainty more closely relates to the Angst a hiker might have when he is separated 

from his guide in the middle o f the mountains, rather than the mere puzzlement we
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experience when we are not sure which sweater, for example, to choose from a 

catalogue. The image I had in my mind was that as the participants approached the 

most challenging time o f their life, their trusted guide suddenly left them alone.

Although the participants relied on their physicians to provide some answers 

to their questions concerning their future, the reality was that, generally speaking, 

medical science is very far from being precise and definitive compared to, for 

example, physics or mathematics. A large portion o f medical practice contains a 

strong element o f  uncertainty. Regardless o f  the actual precision involved in medical 

practice, however, we are normally inclined to see only the desirable aspects o f what 

physicians can do. This is perhaps because we want to believe that there is 

mathematical precision behind the medical practices o f physicians, who often possess 

the power and authority to mend our bodies and lives. We hold a certain level o f faith 

in our health care system and this faith often goes well beyond the capabilities o f what 

our health care system can actually provide. In our American culture, this belief is so 

strong that when a mother chooses not to take her sick child to a physician because 

of, say, her religious belief, this creates a severe sense o f  conflict in the whole 

community. Many o f us believe that getting medical care is such a good thing that an 

inability to have access to medical care is viewed as a sign o f  being underprivileged. 

The participants in this study also grew up in this climate.

Since the participants were given the prognosis as to how long they would 

live, and particularly because some o f them had surpassed their deadline, they were no
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longer able to live by taking their future continuation o f their existence for granted. In 

the end, the participants had to deal with two different possibilities. On one side was 

the theoretical knowledge that said they were supposed to be dead. On the other side 

was the Dasein o f the participants, still Being-there as a timeless existence. Both Al 

and Norm already could have been dead and the only certain thing for them was that 

they were still alive. In my interpretation, it became clear that it was in such a 

paradoxical climate that the participants lived out their final days.

Although all the participants described their experiences o f uncertainty in 

many different ways, they did not simply get lost in their experiences. Their narratives 

demonstrated that they engaged themselves in several strategies to deal with their 

uncertainty. The following are the three major strategies that were identified in my 

interpretation.

9.1.4.1. Taking it as it comes. The uncertainty the participants experienced 

was not limited to their future. The participants had also been finding out that some o f 

the things they used to be able to do were becoming increasingly difficult to achieve, 

and there was no guarantee that they would still be able to do tomorrow the things 

they could do today. Furthermore, independence, responsibility, privacy, and 

socialization, as they used to Understand (yerstehen), were all disappearing from their 

lives. Living with such continuous experiences o f  loss became a constant challenge in 

their lives. However, there was nothing they could do  to increase the certainty in their 

experiences. In the end, most frequently they had to  accept whatever was presented
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to them by 'taking it as it came’, including the ups and downs o f  everyday life. I 

decided to call such an experience o f the participants ‘taking it as it comes’.

For example, Al described that his experiences have ‘ups and downs o f 

turmoil’, which were ‘just so...exasperating’. He said ‘nothing I can do about it, 

nothing you can do, anybody!’. Since there was nothing he could do about it, he had 

to ‘just ride the waves and see how it ends’. Al also tried to  keep reminding himself 

‘one day, one day, one day’, because there was no certain future beyond each day that 

he lived. And as he saw it, it was not getting easier. To the contrary, just like the 

waves in the ocean, they ‘kept coming at’ him and ‘the farther’ out they pulled him, 

‘the deeper’ he felt. Al interpreted this aggravation as ‘the closer’ it came to the end, 

‘the harder’ it was.

The serious tone that came through in the narratives o f  the participants was 

probably because they were not just reviewing how their lives have been. It was as if 

they were becoming aware that their final end might truly be coming at the end o f  an 

aggravating storm that was picking up wind speed, and they still had to stand facing 

the wind. This I interpreted as their Resolute Daseirt facing their death. In this sense, 

the participants’ narratives were remarkably similar to what Heidegger (1927/1962) 

wrote in his Being and Time. He said, “existing fatefully in the resoluteness.. .Dasein 

has been disclosed as Being-in-the-world both for the ‘fortunate’ circumstances which 

‘come its way’ and for the cruelty o f accidents” (p. 436). When Al had a good 

experience, he saw it as ‘up’, but then he also experienced ‘down’. All he could do
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was to actively, Resolutely ‘take it as it came', not to just receive it. The participants’ 

narratives reflected their Resolute Dasein, which identified their own existence as 

fate, without taking their future Being for granted"5.

9.1.4.2. Recounting my life. In one form or the other, all the participants told 

me the stories o f their lives from long before they became hospice patients. One o f the 

most frequent topics o f the participants was who they used to be, what they used to 

do, and what they used to have. When they were talking about these things, the 

participants appeared to be visibly more enthusiastic and lively. They lived with many 

uncertain elements, and perhaps the flow o f  Understanding ( Verstandnis) from their 

past, present and future was disrupted. In other words, what they did, had, and were 

yesterday would not necessarily continue today, and there could be no promise for 

tomorrow. One thing they could do was to reaffirm the disjunction between their past 

and their present. The participants’ stories from the past were not merely ones that 

they happened to remember. As Kleinman (1988) wrote, “in the terminal phase o f life, 

looking backward constitutes much of the present” (p. 49). In the middle o f 

uncertainty, the participants tried to regain the order o f their worlds by remembering 

and recounting things that used to make sense to them. I decided to call the

115 According to Heidegger (1927/1962), fate (Schicksal) is “how we designate Dasein’s primordial 
historizing...free for death, in a possibility which it has inherited and yet has chosen” (p. 43S). And 
late “does not first arise from the clashing together o f events and circumstances” (p. 436). In the 
English word, fate has a passive nuance of something like chance that we must accept. However, in 
the German word (Schicksal), fate has a more active nuance, in the sense of a force that sends one 
into a future or of something that leads one into certain circumstances. In the case of the 
participants, their lives were changed in a certain way, not because something coincidentally 
happened out o f nowhere, but because of their specific circumstances, such as being in a hospice 
program.
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participants7 experience of talking about their life stories ‘recounting my life7.1 did 

not ask the participants to summarize their lives. Everyone had a version of his or her 

own life7s summary. In the process o f disclosing their life stories, the participants7 

experiences o f  the past were constantly reviewed and re-organized into a new order.

In Ed7s everyday life, there were many things that were uncertain for him. For 

example, Ed did not understand why his grandchildren were not visiting him as they 

used to, or as he felt they should. Ed said ‘I suppose maybe I myself have changed so 

that maybe I’m not grandpa anymore. I don’t know7. His ailing body was also 

uncertain. What appeared to be certain to Ed was his past. Many o f  Ed7s stories were 

about the tact that he was a teacher, the husband o f  his beloved wife, and all about his 

family. The way his stories unfolded without hesitation told me that, in-between the 

interviews, during his abundant time, Ed must have reflected on his life day after day, 

week after week, month after month. And he occasionally surprised me with summary 

conclusions o f  his life. One time, Ed said ‘Faith...hope...and love...I never 

considered...myself responsible for these. I thought that they just came to you...They 

don’t...N ot so... You have to build them...by yourself. Another time, Ed cried that 

he ‘didn’t help7 his ‘brothers and sisters’, and he was ‘a pretty selfish person7. On 

neither occasion did I ask him any questions. As I just sat in front o f  him, Ed revealed 

his stories to me voluntarily. Ed said thinking about his past memories from, as he put 

it, ‘a different angle o f attack7 was helpful
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In recounting their lives, the participants questioned the meaning o f  their lives, 

sometimes in terms o f  what they had done and left undone. And, regardless o f  the 

nature o f the memories, with each attempt to try to recap how they had lived their 

lives, it was as if the participants were able to remember something certain, which was 

who they still Were.

9.1.4.3. Leaving it up to God. The participants’ narratives revealed that in the 

midst o f the chaotic and uncertain world in which they had lost control o f their lives, 

they sought the order o f their world in a divine Being, God, and the order designed by 

the power o f  God. Although not all the participants were devoted, lifetime members 

o f  formal religions, they all spoke with certainty o f  their idea about God. The 

participants designated the power that does, and would, determine their possibility o f 

their existence, and by so doing, they found structure and meaning in their world. I 

decided to call this experience as ‘leaving it up to God’.

Stan was a Catholic. Since his head accident at the age of 18, he always 

believed in God. To him, there was a reason why he did not die then. How his life 

would unfold was ‘up to Him up there’, he said. Stan’s physician was ‘just a doctor’, 

not ‘Him’, as far as Stan was concerned. ‘Whenever He takes me, He takes me’.

Barb, also a lifetime Catholic, thought her death would be at the time 

‘God.. .pulls the magic number’. The reason she was still alive was because ‘God 

didn’t want’ her ‘yet’, and she had to ‘abide by that’. She said, ‘He knows what’s best
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for me, so I accept that’. Just like Stan, Barb, too, said that her physicians could not 

tell how her future would unfold, because they were not ‘God’.

Norm believed in God which was ‘the whole universe’. Norm believed that 

when we die, ‘we’re going to become part o f  God again’. He said ‘my God is a good 

God’ and he was ‘just happy’ with his God. Norm said ‘I’ve settled my affairs.. .with 

God’ and he had ‘no fear o f death’. Norm also said that God, not a  physician, will 

decide when he will move on.

There was a sense o f certainty when the participants talked about their belief 

in God. Then I noticed something peculiar. The participants referred to their 

physicians as they talked about the power o f  God. Why did the participants compare 

God with their physicians and sometimes denounce their physicians? Did any o f  their 

physicians act like God?

When I tried to understand the relationship between God and the physicians, 

one thing appeared to be clear. That is, physicians deal with the life and death o f  

human beings, and so does God. In one sense, physicians appear to be able to 

influence the course o f  our lives. That the participants compared their physicians with 

God suggested their Understanding ( Verstandnis) o f a physician as someone who has 

power over their lives. But this still does not mean that the participants had to 

denounce physicians, because physicians and God are not mutually exclusive. Or were 

they in the participants’ minds?
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From the point o f biomedicine, the answer is probably yes; there is no 

language o f  God in the language o f biomedicine. I am not saying that physicians are 

not religious people, but the very philosophical position that funds modem 

biomedicine is natural science, which does not recognize divine power or divine world 

order. What was revealed in the participants’ narratives was that they Understood 

(verstehen) this contrasting structure between physicians, whose practice is based on 

natural science, and God, whose power transcends the domain o f medical practice and 

our Understanding ( Verstandnis) of the world. Therefore, God, for the participants, 

was a metaphysician, both in the sense being one who practices metaphysics, and one 

that is beyond (i.e., meta) ‘physician’. Perhaps, by denouncing their physician, the 

participants tried to affirm, or reaffirm, the real source o f  certainty beyond biomedical 

science, which had left them behind.

9.1.5. Living as the Possibilities of Being

In spite o f  the fact that the participants appeared to have accepted the fact of 

their impending deaths, they did not necessarily conclude that they were dying in the 

sense that they had no future possibilities at all. In other words, they did not seem to 

have reached the idea that they were in the process o f ceasing to exist completely.

The participants kept holding on to some sense of the possibilities for their continuous 

existence. 1 decided to call this ‘living as the possibilities o f  Being’. It is the 

participants’ existential experience of continuing to see the possibilities o f Being, 

rather than seeing the dead end beyond which there is no Being.
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Before I came to see the aspect o f living as the possibilities o f  Being, one of 

the first things I saw was that the participants’ narratives showed many signs that 

indicated what we may call their readiness to die. The participants also described how 

they had practically prepared for their death. For example, Ben had given up his 

medications, except for pain medications, and had sold his house. Al re-wrote his will 

and assigned all his personal belongings to his family members. In his nursing home 

room, Stan had even arranged his own funeral and burial site. In addition, the 

participants all appeared to me to be seriously ill. And the participants all knew the 

general concept o f hospice and the feet that they were in a hospice program. Also, the 

participants’ narratives contained their strikingly detached and objective attitudes, 

considering that what they described was their own lives. I thought such discussion o f  

death and dying coming from hospice patients themselves must be genuine. Based on 

these points, I assumed at the beginning o f  my interpretations that the participants had 

a full grasp o f their impending death and were ready to embrace it.

Contrary to the appearance of the participants’ readiness to die, however, I 

began to see that some sections o f the participants’ narratives contained some 

contradictory comments. The participants seemed to have some counter-intuitive 

perspectives about the situation in which they were placed. That is, from my point o f 

view, all the participants were extremely ill. But they interpreted their own conditions 

as being in much better shape than other people.
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For example, Al said ‘if I ever ended up like that, I’d take my life’ when he 

talked about his acquaintance who became ‘bedridden’. Another time, Al said he 

didn’t ‘want to die a cripple’, even though he was hardly able to walk. Ben, who 

could hardly breathe and had multiple angina episodes each day, also was afraid o f 

becoming ‘crippled’ or getting ‘Alzheimer’s disease’. Even though his walking was 

wobbly, and he could no longer walk more than a few steps without gasping for air, 

Ben still did not see himself as ‘crippled’. Similarly, Norm said he wanted ‘to go’ ‘if  

he was ‘very, very sick’. Was he not already ‘very, very sick’? He was, from my point 

o f view, but from his, he wasn’t.

At first, these comments made by the participants puzzled me. It was as if they 

failed to see how bad their conditions were. What the participants said indicated that 

they did not see their conditions as I saw them. And this contradicted all the other 

things they had said and done, which indicated their readiness to die. Were not the 

participants able to see where they were in terms o f  their physical conditions?

As I searched for an answer to the above question, I realized that I was 

approaching the words uttered by the participants as something that contained 

essential information. What I was trying to understand was the superficial meaning of 

the words in terms o f  their theoretical coherence to objective reality, not the meaning 

o f the words uttered in the specific life-world context. Then I began to ask myself 

about the meaning o f  the participants’ words from their own point o f view (i.e., 

Understanding, Verstandnis). Gradually, I began to see what was important was not
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how much correspondence the words o f the participants had with objective reality, 

but how meaningful the words were to the participants’ Understanding (Verstandnis). 

When Ben said he did not want to be ‘crippled’, for example, I tried to analyze if 

what he had uttered had any correspondence with the reality o f  his physical condition, 

and I failed to recognize his comment within the totality o f his Being. The meaning of 

Ben’s words was that he had been living as a  person who did not want to be 

‘crippled’, and he still Was.

In addition to the above, there was another element revealed in the 

participants’ narratives. That is, despite the appearance of the readiness of the 

participants’ attitude towards their death, the participants’ narratives contained an 

undeniable sense of possibilities for their future. The longer I paid close attention to 

what the participants were saying, the more I began to see that they had never lost a 

sense o f their continuous possibilities o f Being.

The words o f the participants suggested that, no matter how small the actual 

possibility o f their future existence became, they were still able to somehow continue 

their business o f interpreting their world, a part o f  which always assumed their future 

Being. I thought of this peculiar attribute o f  human beings in a mathematical way. 

Half o f  the whole is 1/2, half o f  which is 1/4, half o f  which is 1/8, half o f which is 

1/16, and so on. However, it will never reach zero. No matter how small the 

remainder may become, something always remains. And so long as there is a 

possibility o f something, it will not be nothing, which is the ontological sense of
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death. What was buried within the participants’ narratives was a sense o f the 

possibilities o f their Being beyond their Factical situations116.

Barb had had recent episodes o f cardiac problems, from which she almost 

died. And the nurse practitioner at her nursing home had tokl her that she would 

‘never be able to walk’ farther than from her bed to the toilet and back because o f  her 

‘heart.. .valve’. Barb said ‘whether I’ll improve enough to realty be on my feet, I 

doubt that’. She also felt extreme fatigue and had long-standing diarrhea. So she 

stayed in her bed, day after day, week after week. As a devoted, life-long Catholic, 

Barb appeared as ready as any human being can be when it comes to accepting and 

preparing for death. Still, even under such conditions, she said she was ‘waiting to get 

better’ and was forcing herself to eat and drink fluids.

The possible explanation o f the participants’ experience o f  the possibilities o f 

Being is because the basic Understanding ( Verstandnis) o f our own existence 

inherently or intrinsically contains the structure o f  Temporality, which is our lived 

experiences o f past, present and future. Therefore, to live is to Understand 

(verstehen) the possibilities of Being, which is the continuous aspect o f our own 

existence. This relates to what Heidegger (1927/1962) wrote; “the more authentically 

Dasein resolves.. .the more unequivocally does it choose and find the possibility o f  its 

existence” (p. 435). In other words, Authentic Being is always capable o f searching 

for the potentiality for Being, which is the possibility o f  Being-in-the-world. I believe

116 Tactical situation’ is a condition of Thrownness.
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that the participants struggled for Authenticity, and this enabled them to see the 

possibilities o f  their continuous Being. And Authentic Being, according to Heidegger, 

is Being-towards-death.

Coincidentally, my husband, who had three heart attacks, said he knows he 

will die, he is ready to die, and on occasion, he even speculates on when he will die. 

However, he never feels a sense that his death will come today. What the participants 

experienced was perhaps this sense of tomorrow. In feet, they not only experienced 

the lived sense o f  future, but also experienced the lived sense o f space, body, and 

relationship that, in their Understanding ( Verstandnis), will never end.

What was revealed in the participants’ narratives was that the process we call 

dying was, to them, nothing more than the final experience that the participants would 

live out. The question, then, was whether the participants’ experiences o f  living 

through deteriorating bodies, isolation, and uncertainty made them suffer, and 

whether this is why the participants were able to become Authentic and Being- 

towards-death. This question remains open.

9.1.6. Helpful Things and Aggravating Things

The participants described both implicitly and explicitly what was helpful and 

not helpful to them in living their everyday lives. Some were explicit in that they used 

very clear words to describe their opinions. At other times, although the participants 

did not precisely express what was helpful or not helpful, I was nevertheless able to 

draw interpretations and conclusions from the contexts o f their experiences. Some o f
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the helpful and not helpful things are evident from the previous detailed descriptions 

o f  the experiences o f  the participants. Therefore, only some key points will be 

introduced in this section.

Occasionally, the absence o f  helpful things was aggravating and the absence o f 

aggravating things was helpful. For example, the participants experienced the loss o f 

an attentive hospice aide as an aggravating thing, and the reduction o f  pain as helpful. 

Therefore, I will list eight key elements that were important to the participants, and 

delineate how they were helpful or not helpful to them.

9.1.6.1. Being able to trust. One o f the significant aspects o f  the participants’ 

lives was the existence o f their care providers. As the participants’ physical conditions 

declined, their health care providers inevitably infiltrated into every comer o f  their 

lives. Whether they liked it or not, their care providers were an intricate part o f  their 

existence. However, there were occasions when the care providers failed to respond 

to the participants’ reliance on them.

Stan, who normally looked very relaxed and easygoing, was outwardly upset 

only one time during our interviews. This occurred when he talked about the story in 

which his nursing home night-shift staff forgot to change his wet sheet after they said 

they would. I knew that this event was extremely difficult for him to take, because up 

until that moment, I was unsuccessful in my efforts to lure him into talking about 

what I assumed to be his honest experiences, which reflected how difficult everything 

had been for him. Throughout the interviews, Stan just did not want to appear
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anything remotely near being negative or despondent. Yet when he talked about his 

wet sheet incident, his smile disappeared, even though temporarily.

Stan said the nursing home staff ‘pulled a funny’ on him and ‘lied’ to him. 

Knowing, as a nurse, how busy a night shift can be, I felt at first that his remarks were 

a little too strong. After all, the staff might have had some urgent issues to take care 

of that particular night, in which case they did not ‘lie’ to him, but I felt it was more 

likely they could not manage or they forgot. However, for Stan, being left in his wet 

sheet was a  direct insult to his trust in, and reliance on, his care providers. It was his 

Understanding ( Verstandnis) that even though he was confined to his bed, he did not 

need to wallow in his own urine. He was depending on the nursing home staff not 

only for his physical care, but also for his Being. And his trust of them was violated.

Ed also had an episode that reminded me o f  Stan’s wet sheet event. In one o f  

the interviews, the first thing Ed talked about was how cold he was during the night. 

He said that he woke up in the middle o f the night, feeling cold, and then realized that 

whoever put him in bed had only put one cotton sheet over him, without a blanket. ‘I 

was cold’, said Ed and he looked up at me as if to say that he could not believe what 

had happened. This again did not appear to be a serious issue to me at first, and 

because o f  the gap between my reaction and Ed’s strong reaction to the event, I 

became suspicious that there was something I foiled to see. What I could not see at 

first was Ed’s trust in the nursing home staff to care for his well being, and how 

important it was for him to be treated accordingly.
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When I visited Barb for one o f  our interviews, the first thing she mentioned 

was that she had a  terrible morning; it was the morning that she had to sit on her 

commode and wait for a long time for someone to come by to help her to go back to 

her bed. It was that morning that she said ‘you have to learn to live with punches’. 

The waiting experience was, for her, as devastating as a punch in the face.

All three o f  these events have some common ground, which is the gap 

between the trust and expectations the participants had in their care providers and the 

way the care providers understood and executed their roles. From the participants’ 

point o f view, their trust in their care providers had a significant, personal, and even 

existential meaning. I assume that none o f the care providers who foiled to fulfill the 

trust o f Stan, Ed and Barb would ever even remember those events. Within an 

institutional framework, what the care providers did, or in this case, failed to do for 

their clients was probably nothing personal. Generally speaking, in the great majority 

o f cases, health care providers help their clients, not because they have personal 

feelings, but because it is their job; it is a contract relationship. Being unable to 

quickly respond to a call-bell happens so often. Worse yet, sometimes health care 

providers simply forget to fulfill the requests o f patients for one reason or another. 

Frequently, health care providers are forced to prioritize their to-do lists, processing 

items starting with the comparatively more significant things first. And the significant 

things, in many cases, are often life threatening situations or accident prone situations.

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



292

The things that have to do with a client’s comfort are frequently not high priority, 

even though they are significant to the client.

In the participants’ narratives, there was an irreducible gap between the 

personal trust they placed in their care providers, and the institutional, non-personal 

contract relationship established between the participants and their care providers. 

This gap, if  narrowed, would have increased the comfort and ease o f  the participants, 

who already were living severely compromised everyday lives.

9.1.6.2. Being recognized for what I am. From the point o f view o f the 

institution o f  health care, a participant was one o f many hospice patients, senior 

citizens, and people with illnesses. However, the participants were all unique 

individuals, and they all had a strong desire to be recognized for who they were. And 

one way to achieve this recognition o f their Being was to have a person who listens to 

their life stories. The participants’ narratives highlighted what Kleinman (1988) called 

“core life themes” (p. 49). All seven o f the participants talked one way or another 

about who they Were in their narratives o f  what they used to do, and how they used 

to be.

For example, Mac talked about how he enjoyed different foods, how he used 

to prepare certain foods as a  chef how he used to carve decorative ornaments, and 

what type o f  seasonings he liked to use. Ed described himself as a retired, famous, 

local teacher. His stories included how he got his teaching job, what his teaching 

philosophies were, and how his students received him. Al wanted to tell me how he
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made his own train set on a  piece o f two by four plywood, how he colored the panel 

and made the boards look like a real green field, and how important it was to color 

the boards before he put on glue. Buried in these narratives o f the participants were 

the identities o f  who they used to be, what they used to do, and who they still were.

The participants all wanted to talk about things o f their past, and all they 

needed was to  have one person who would sit with them and witness the evidence of 

their Being in their narratives. However, the participants knew that what they hoped 

to have was not readily available. They also knew that what they were not getting was 

medically insignificant. In other words, the participants were able to view themselves 

in terms o f a medical condition in one way or another. Foucault (1982) called this a 

medicalization o f subject. For that matter, we Americans are all medicalized subjects 

to a certain degree; we are a  man with prostate cancer, a pre-menopausal woman, a 

child with attention deficit disorder, and a woman with a genetic predisposition for 

breast cancer. The categories that are laid down in medical science are now a  part of 

how we objectify ourselves, and this process structures the very nature o f our 

subjective experiences. And, even though vaguely, we partly Understand (yerstehen) 

ourselves in terms o f a medical problem.

For example, during the middle o f our last interview, all o f  a sudden Norm 

asked me if I was leaving. Since his question seemed to come out o f nowhere, I 

thought he might be suggesting that he was getting tired and thus wanted me to leave. 

To the contrary, he did not want me to leave. Norm thought that I checked my
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wristwatch, and, therefore, I was worrying about the time. When I asked if everything 

was OK, he said ‘Oh, oh! I, I thought that you had saw the time and that uh I thought 

it was getting a little late’. I told him that I would not leave him until he told me to do 

so, and we went right back to our interview. This seemingly benign event gave me an 

occasion to think about how sensitive Norm was to my little gesture, o f  which I 

evidently was unaware, that looked like I was worrying about the time. I was 

surprised, because during the interview, Norm did not appear that alert to me; he even 

looked somewhat drowsy. However, he was keenly aware of the possibility that I was 

going to leave him when my time was up.

Perhaps Norm was conditioned to the practice o f  our health care. As I 

reflected, I wondered if he had ever seen a  health care professional who was not 

concerned about his or her time. I felt that it was reasonable to assume that Norm had 

only seen health care professionals who always appeared busy. Also, Norm may have 

recognized that his condition was not medically critical, and therefore felt that he was 

medically unimportant. There was no reason for any health care provider to visit him 

and spend more than a few minutes for an aimless chat, and Norm Understood 

(verstehen) this. I sat with Norm until he felt he had done enough for the day.

Perhaps, having someone who could sit with him as long as he wanted gave 

existential recognition o f  the feet that he was not a medical category; he was a Being.

9.1.6.3. Having a witness. Although Heidegger failed to folly acknowledge 

and recognize the existence o f  other human beings beyond the notion o f ‘the they’
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{Das M an)111, the participants’ narratives indicated that it was important for them to 

have witnesses to their experiences. This ‘witness’ is, however, not the kind o f 

witness that one can be without personal commitment, as we may see in the case o f  

witnessing someone signing a legal document. Instead, what the participants wanted 

was what Kleinman (1988) described as “empathetic witnessing” (p. 54). It is “the 

existential commitment to be with the sick person and to facilitate his or her building 

o f an illness narrative that will make sense o f  and give value to the experience” (p.

54). To be a witness is not a superficial function o f ‘the they’ {Das Man), but it 

requires the Dasein o f  another human being.

Since none o f  the participants actually said ‘I want to have a  witness’, it is 

important to present some examples to illustrate how the participants’ experiences 

were interpreted. Two days before his death, Ben had occasional confusion. He was 

gasping for air, and it was evident that he did not have enough oxygen in his body. 

Sometimes, he was coherent, but other times he was talking about the trip he took 

‘yesterday’ somewhere in Florida. Ben’s foster brother, his wife and myself sat 

around the bed o f  Ben having casual and cheerful conversations, and Ben occasionally 

participated in the conversations. During this time, he kept calling me by several 

different names. Every time he called me by a different name, Ben’s foster brother 

looked up at me with a frowning face, as if to say, ‘he is really gone’. Then I realized 

something interesting: Ben kept telling his foster brother how wonderful, helpful, and

117 To review, ‘the They {Das Man) may be simplified as ‘people in the world’ or ‘people in general’.
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caring I had been. Since he was calling me by different names at first, 1 thought he 

was talking about someone else. But then I came to realize that, even in the middle o f  

his confused mental status, Ben was always recognizing me, regardless o f  my name, 

as someone who had been very helpful to him and that he was very happy to have me 

there. It did not matter to him what my name was or who I was. It mattered to him 

that someone whom he trusted kept company with him.

In the case o f Al I once asked him if talking made his experiences more 

difficult, because he frequently cried and sobbed during our interviews. He replied 

‘no .. .You know? It’s the truth!’ Al then cried a little bit, and then he kept talking. In 

fact, he was still talking when I was leaving his room after two hours o f  conversation. 

He would have talked as long as I could be there with him. As difficult as it may have 

been, the truth of his experiences needed to be heard by someone. When I asked Al 

what he wanted me to do, Al said ‘just Be’. What he was asking me was not just to 

visit him. He was asking for my existential commitment to witness his Being there.

What the participants’ narratives suggested relates to Kleinman’s notion o f 

“empathetic witnessing” (1988, p. 10). He suggested the “reconceptualization o f 

medical care as... empathetic witnessing o f  the existential experience o f suffering” (p. 

10). Further, Kleinman wrote that no matter how time-consuming empathetic 

witnessing can be, “the healer-sick person relationship” (p. 54) cannot be 

conceptualized as “an economic transaction” (p. 54). In the case o f  hospice nursing, 

there might be some nurses who are personally devoted to such an issue. However,

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



297

unfortunately, in the economics o f health care there is no recognition o f such issues as 

empathetic witnessing. Modem American health care that is established on the 

assumptions o f  natural science and economic models will not recognize an 

intervention that has no measurable outcome. Death is always viewed as a failure of 

science, and there is no successful death. When there is no therapeutic or economic 

value, it is not likely that the time spent for hospice patients for empathetic witnessing 

would be covered by the Medicare Hospice Benefit.

9.1.6.4. Having a  means to die. Although Heidegger did not mention much 

about the embodied nature o f  our existence, when it comes to actual dying, the 

meaning o f  having lived as a  corporeal Being has its consequences. It is a  strange 

thing to say, but when we die, we have to have a practical means to do it. As an 

embodied entity, we cannot disappear in some unidimensional world. We need a place 

to die. For that matter, we need a bed on which to lie down, things to eat, 

medications to relieve our pain and discomfort, and people to care for us. And none 

o f  those things just happen. We also need money to buy what we need.

This aspect o f dying did not come into my view until one day Mac said how 

happy he was to have a quiet room on the hospice inpatient unit. Out of the many 

things over which he had no control, Mac was secure in knowing he had a place and 

the care necessary to peacefully die. Mac’s comments made me become aware o f  this 

taken-for-granted reality o f  what it means for a human being to die in our culture.
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Norm was also happy that he was provided free medications, free meals, and a 

free hospital bed with a window, and that the health care professionals he had dealt 

with had arranged different programs that he did not even ‘know anything about’. He 

said ‘They took care o f  that, you know?...so I wouldn’t have to worry about running 

up a huge medical bill’. For Norm, a person who had not had a steady job for quite 

some time, the cost for his medical care for dying was one o f his most serious 

concerns.

In fact, the participants were generally aware o f the concrete aspect o f  dying. 

Several participants expressed their Understanding ( Verstandnis) that their place of 

living was going to be the place for their final moment. Ed said ‘Oh, of course, 

probably I’ll not leave, ever. I, I will simply die while I’m here, and I’m lucky for 

that’. The word ‘lucky’ sounded rather strange to me, because I had never thought of 

having, or not having for that matter, a place for my death. The participants’ 

narratives revealed the important aspect o f dying as an embodied existence.

9.1.6.5. Being able to keep hope alive. Although the participants all knew that 

they were in a hospice program, that their physical problems could not be cured, and 

that their conditions were deteriorating, their narratives contained a sense o f  hope that 

they maintained against all odds. And frequently, the fact that they had hope was 

manifested when their hope was being taken away.

When the nurse practitioner o f  Barb’s nursing home had told Barb that she 

would never walk further than from her bed to her bathroom, she said ‘it didn’t affect
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me’. After all, she was an 87 year old person with a failing heart, who had just 

returned from the critical care unit o f  a  hospital, where she almost died. I also thought 

that the nurse practitioner should be honest with her client, partly because a client is 

entitled to know the truth. So 1 took Barb’s comment, that it did not affect her, for 

granted. But Barb had recounted this event about a half a year later, when she had 

started to show signs o f improvement. It was only then that Barb could voice her 

resentment against this nurse practitioner who, inadvertently, took Barb’s hope away. 

In spite of the fact that Barb told me that ‘it’ did not affect her, and Barb carefully 

avoided criticizing the nurse practitioner, nevertheless she periodically talked about 

what the nurse practitioner had said to her. And whenever she talked about this event 

she repeated ‘she should never have said that to me’.

In the case o f Stan, despite the fact that there were no more treatment options 

available for his out-of-control brain tumor, when he had a ‘good summer’, he 

thought he was getting better. He was able to hit golf balls and walk without a 

walker, and this had evidently lead to his sense o f hope. However, his seizures were 

getting more frequent and severe, and finally, he had to move into a nursing home and 

receive hospice care in his nursing home bed. Stan’s expression ‘good summer’ was a 

symbol of his hope that was taken away.

In a very subtle way, Al also had a sense o f  hope. During one o f the interviews 

that took place in his room o f  the hospice inpatient unit, he said, rather proudly, that 

he made a point to ‘keep exercising’ by ‘walking.. .the hall, two or three times a day,
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to keep up...the legs’. Unfortunately, a hospice staff member stopped him because of 

the risk o f foiling. When Al said ‘they put a stop to it’, nonchalantly, but poignantly, I 

realized that to be stopped had an important meaning for him. Al’s sense o f  hope, his 

desire to ‘keep up .. .the legs’ for his future was taken away. And Al did not say who 

had stopped him; he said ‘they’. It was not this nurse or that aide; it was a group of 

people called health care providers who had power and authority over him. The use o f 

‘they’ suggested that Al was recognizing such an institutional structure. In foct, 

stopping a patient from doing some activity for the sake o f  safety was one o f  the most 

ordinary, but important, precautions from the point of view o f  the institution o f health 

care. But what Al was doing was one of very few things that he could do to nurture 

his sense o f  hope.

9.1.6.6. Leaving peace behind. Some participants were concerned about the 

people whom they were going to leave behind. The participants’ narratives revealed 

how they were preparing for their death for the sake of their family and friends. A 

unique aspect o f  this preparation was that the participants’ narratives appeared as if 

their feelings towards their family and friends would be there in the future just as it is 

now. In other words, in acknowledging that they will not be around, the participants 

projected their relationship with their family and friends into the future.

For example, Al’s biggest concern was his wife and children. Even though all 

o f his children had jobs and were economically secure, he still cried worrying about 

their future, which did not include his protection o f them. He wondered what would
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happen if his children faced anything like what he and his wife had gone through 

economically and medically. Also, one o f  the major reasons Al re-wrote his will was 

because he did not want his family members to ‘fight over’ his belongings. And Al 

kept telling me, as if to repeat it to himself that his wife was going to get money from 

several insurance policies.

Ben was concerned about the people whom he would leave behind. Ben kept 

repeating that he did not ‘want people worrying about’ him or to ‘feel bad’ when he 

was gone. He wanted to make sure to create as pleasant a  scene as possible.

Mac could not do anything any more for his wife and newborn son who were 

on the other side o f the world. The only thing he wanted to do, and could do, was to 

make sure that they got some clothes and baby toys. He also told me that he had 

arranged for his son to get an old stamp collection he had.

The participants’ narratives were the evidence o f  their existential experiences 

o f transcending care118 for their family and friends in the future beyond their embodied 

Being. The participants projected the possibilities of their Being to the future in which 

their care towards their family and friends would remain.

9.1.6.7. Getting cheered up. One o f the things that the participants liked to see 

from their care providers was a smile, something that Heidegger never even 

mentioned. When I asked Norm what he considered to be the most important thing he

' 18 Heideggerian care (Sorge) has a profound meaning that is impossible to describe in this paper. 
For the sake of simplicity, ‘care’ can be interpreted as an existential drive of Dasein that enables our 
Being to manifest as ‘I'.
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wanted from his care providers, he said ‘the biggest thing there is’ was ‘a smile and 

positive attitude’. He said ‘you can definitely try to brighten their life up .. .try to be 

cheery.. .Don’t come in with a grouchy look on your face!’ This, he said, was ‘hard to 

do’ because the health care providers ‘might have had a lousy evening’. Still, he 

wanted them to ‘try to be happy looking...as much as possible.’

Stan too said he wanted everyone around them to wear a smile. He said he 

believed that care providers’ smiles were an expression that they liked him. He felt 

that some smiles, jokes, and cheering-up activities in general made ‘the world go 

round’.

As easy as it may sound, however, being cheerful and smiling in front o f a 

hospice patient is, in concept, difficult for most o f us. That is because we are trained 

to be serious and reserved when we encounter death. In feet, when Ben and Stan 

wanted me to be happy and carefree, I had to struggle; there was nothing funny about 

seeing people who are struggling to survive. The overwhelming bias (i.e., pre- 

understanding) I held forced me to see the participants, first and foremost, as the 

dying, not as human beings. But I believe that it is this very same bias, deep down at a 

gut level, that prevents many health care providers from being pleasant, positive, and 

able to smile in front o f  hospice patients. I have never once seen a nursing textbook 

that suggested that nurses need to be pleasant, positive, and smiling. But this was the 

very attitude, the existential commitment, o f  health care providers that the participants 

wished to see.
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9.2. The Second Major Research Question 

The second aim o f  the research was to understand what the information 

related to the lived experiences of hospice patients can teach us about the concept of 

suffering. In order to address this issue, the following research question was posed:

Do any o f  the hospice patients’ descriptions o f  their experiences conform with extant 

notions o f  suffering, such as the attributes o f suffering found in current literature? The 

two sub-questions that guided this question are: (D What are grounds for determining 

whether or not hospice patients’ experiences constitute suffering?; and ® What are 

the words and expressions hospice patients use to describe their experiences (e.g., Do 

they use the term suffering)? Since it is inefficient to respond to the first sub-question 

without touching upon the second one, both will be addressed together.

9.2.1. Conclusion: The Hospice Patients were Suffering

In chapter IV, I described how the word suffering is taken for granted and 

carelessly used, and how even the authors who attempted to define the word generally 

failed to achieve their intended task. Therefore, relying on the word suffering would 

have been a mistake if I intended to investigate what suffering is. For this reason, I 

needed to find a group o f  people who, most likely, were going through what we 

consider to be an experience of suffering, and hospice patients were identified to be 

such an appropriate group of people.

Furthermore, I also have identified in chapter IV that we are generally capable 

o f recognizing and comprehending another human being’s suffering. Based on this
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aspect of suffering, I decided to rely on my capacity to recognize the suffering o f 

hospice patients.

Before the interviews, it was assumed that not all hospice patients would 

necessarily be suffering, and that it would also be possible that some hospice patients 

would be suffering but unable to express verbally that they were suffering, or that 

they may not look like they were suffering. At the beginning o f  the study, I had no 

idea what each participant’s lived experiences were. Although I did work as a 

volunteer for the hospice program, meeting hospice patients for the sake o f  

interviewing them for this study gave me a totally new frame o f  mind regarding my 

encounters with them. Even after I completed several interviews, I was still not quite 

sure how I would make anything out o f  them.

However, in the end, I came to conclude that the participants were indeed 

suffering, and that some had a stronger appearance o f suffering than others. 

Regardless o f  the appearance o f  the severity o f  suffering, everyone was experiencing 

the ultimate challenge o f their lives, where there was no role model to guide them 

through what may be described as how to prepare to die.

9.2.2. Grounds for the Conclusion

To answer what the grounds were for determining that the participants’ 

experiences constituted suffering, the first thing that should be identified is that the 

participants did not use the term suffering. Not one participant said ‘I am suffering’ to 

me. In fact, the participants tended to relate suffering to the experience o f physical
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pain. For example, Ben said ‘if you don’t have pain, you’re not suffering’. Norm too 

said, if he did not have pain, then he ‘wouldn’t  be suffering’. Likewise, for Barb, to 

‘suffer’ was to be ‘in pain’.

Some participants did not seem to want to reveal their suffering, at least in the 

sense of verbally admitting it. This was the case with Ben and Stan, in particular.

Then how could I know that the participants were suffering? The problem is related 

to the conceptual disconnection between the experience o f  suffering and how the 

experience is expressed in narratives. The disconnection also existed between 

suffering as expressed poetically and suffering as expressed directly, such as ‘I’m 

suffering’.

In order to deal with the above issues, I first had to be aware o f such 

disjunction. Therefore, in my interpretation, I did not simply take one word or 

expression o f  suffering as presented. When none of the participants said ‘I’m 

suffering’, I still kept my interpretation open. I had to see the experiences o f the 

participants in the totality o f  their narratives, which revealed their Understanding 

( Verstandnis) o f  their world. Upon reflection, a short questionnaire would not have 

been sufficient. In-depth interviews were necessary. The experiences o f the 

participants had to be captured in relation to their Understanding ( Verstandnis).

That which enabled me to approach their Understanding ( Verstandnis) o f 

Being was Heideggerian hermeneutic phenomenology. Heidegger’s ontological 

viewpoint gave me a perspective in terms o f  how to approach the participants’ and
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my own existential experiences. It also enabled me to see the ontological structure of 

the participants’ Understanding ( Verstandnis), and how it uniquely formed their 

experiences.

It is important to note that ‘the knowing’ as in the sentence ‘how do I know 

that the participants were suffering’ is not the type o f  knowing to which we are most 

accustomed. In the empirical sense, if researchers or scientists ‘know’ something, then 

anyone must be able to come up with the same observational conclusion based on 

their ultimate examination o f  the thing under investigation. I f  the examiners get close 

enough to ‘a glass’, for example, every one o f them should come up with a report that 

says ‘it’s a  glass’, along with its dimensions and chemical composition, and this 

becomes ‘a truth’ that can be known.

In hermeneutic phenomenological studies, researchers are interested in the 

lived experiences o f human beings. Using the example o f ‘a glass’, in a hermeneutic 

phenomenological investigation, a researcher searches for descriptions o f the lived 

experiences o f ‘a glass’. A glass can mean, for one person, nothing but a mere 

container for drinking fluid. But a glass might also be a  symbol o f  wealth and power 

for a primitive man, a means to make money for a glassmaker, or a potential source of 

injury from the point o f view o f  a mother o f  a small child. In addition, a particular 

glass under particular circumstances (i.e., context) also can yield unique 

phenomenological accounts. This simple glass, which everyone admits to be a  glass, 

may have a  special meaning to a particular individual. For example, the glass may be
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the only memento a man has o f his grandfather, who always used it to enjoy a beer. 

But such a personal experience, that is situated within a specific context, is only 

available by means o f  discourse between two or more human beings. In the 

hermeneutic phenomenological sense, knowing is achieved only through listening to 

other human beings speak about their lived experiences regarding that which is under 

investigation.

Since I had no assumptions as to how exactly suffering would manifest itself 

in the lived experiences o f  the participants, I had to take a wider view o f  the 

interviews. I listened to what the participants had to say as openly and free from my 

biases as possible. As I did, I tried to interpret the meaning o f  what they said, what 

they were trying to say, and what they might be intending to say that was hidden 

behind their words. The act o f interpreting through listening to the participants also 

involved the investigation o f the context o f the participants’ experiences, as well as 

examining my own phenomenological experiences. Out o f  such an interpretive 

process, I tried to capture what had emerged as themes. The fact that some themes 

emerged does not mean that those themes existed prior to the interviews as criteria 

with which I guided my interviews and thinking. To the contrary, what was presented 

in this study is the result o f  a hermeneutic interpretation, a lengthy and repetitive 

going back and forth between one interview and the next, between one participant 

and another, between interviews and my personal life experiences, between the 

transcribed texts and myself, between the transcribed texts and relevant literature,

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



308

between my experiences with the participants and my experiences with other people 

in my life, and so on. And in each move, I gained more understanding o f  the 

experiences o f the participants than I had before.

It is important to emphasize that, in interpreting the participants’ narratives, 

no description was singularly responsible for my interpretation o f  the suffering of the 

participants. Instead, only through the hermeneutic phenomenological analysis did all 

the particular elements start to reveal themselves as the experience o f suffering. Since 

explaining this aspect o f  interpretation in detail for every participant is impossible, I 

will use one small example o f  Al and driving.

Al kept repeating, from the first interview, that his physician ‘won’t let him 

drive’ and that he ‘can’t drive a car’. During the interview, and even several months 

after the interview, I did not think too much about it. I had no expectation that Al 

would be or would not be driving a car; instead, I took it for granted that a hospice 

patient would not be driving. However, as I continued to interview Al and the other 

participants, the phrase ‘can’t drive a car’ started to linger in my mind. When I 

returned to the transcript and reviewed it, I found that I had asked Al how long it had 

been since he had driven a car, and it had been more than half a year. Al had not 

driven a car for more than 6 months, but still, he had not gotten over his loss o f 

access to his car. Evidently, it meant something very important to him. I began to 

wonder what it was.
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As I continued to learn what A1 was experiencing, I began to see that he was a 

man o f control and organization. The stories he had told me, as well as the 

expressions and words he had used, indicated that he was a meticulous and diligent 

worker. The chaos o f  his house, which I saw during our interviews, was the result of 

him not being able to organize his house in his own meticulous way. He was living in 

a situation where everything was, as he put it, a  ‘mess’.

In order to understand Al’s experience further, I reflected on the meaning of 

‘driving a car’ to him. Had A1 been a race car driver, the ability to drive may have 

meant something special to him; but he wasn’t. Neither was he a car collector or a car 

manufacturer. So, I thought, the views many Americans might share may give me 

some insights into his experience o f being unable to drive. For most o f us, a car is a 

means to go around, and thus, it is a symbol o f  freedom. A car also conveniently 

enables us to carry heavy things, like piles o f  groceries, and thus, it is a symbol o f 

efficiency. Usually, boys grow up with miniature cars and girls with dolls, so a  car 

may have a stronger link to, and impact on, male identity. When we have a car, we 

can also reach out to other people more easily than otherwise. A1 used to drive down 

to the railroad tracks to meet his buddy, so the car also represented access to 

socialization and relationships. In addition, A1 always drove his car to work, first as a 

police officer, and then later as a groundskeeper, or to visit his brother and parents 

down in a southern state; the ability to drive a car gave Al a sense o f  spatiality. His 

wife had a severe back problem, and she got her first driver’s license only 5 years go.
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Therefore, Al used to do much o f  the chores and errands by driving a car by himself. 

Al had lived as a man who drove a  car for nearly 40 years.

Furthermore, it had been more than half a year since his physician had told him 

that he would have 6 months to live. He was in hospice. He was foiling. His eyes were 

going. He was told by his physician not to walk around. His best friend had moved to 

another state. He was confined. And he was having doubts that he would be able to 

go to heaven. The way he cried, sighed, looked down, and drooped his shoulders 

during the interviews gave me insight into what he was experiencing. In my 

interpretation o f  his experience o f  the loss o f  his ability to drive a car, his suffering 

began to be revealed.

Although I have simplified how I came to see Al’s suffering through my 

interpretation o f  his words ‘can’t drive’, it is inaccurate to say that Al suffered 

because he could not drive. I was only able to see what I described above when I saw 

his experience in the context o f  other participants’ experiences as well. In this regard, 

in my hermeneutic process, I moved beyond individual stories towards an 

understanding o f  common experiences. It is now necessary to describe what common 

ground made the participants’ experiences constitute an experience o f suffering.

9.2 .3 . Suffering Defined

In the beginning, in describing each participant’s lived experiences, all I saw 

were different experiences. Then, in my hermeneutic phenomenological analysis, I 

began to see the scattered experiences falling into a pattern, which I tentatively
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viewed as a ‘reaction to change’. After all, the participants went through continuous 

changes in their bodies, relationships, and living environments. But there were some 

problems. For example, I could not explain how Ben’s chest pains, which I thought 

were significantly contributing to his suffering, fell into the concept o f ‘change’; 

although Ben was deteriorating, his chest pain was chronic. Also, I could not explain 

the suffering o f Al from the point o f  view o f  ‘change’, when he kept telling me that he 

did not feel like he would be dead ‘soon’. As I saw it, Al suffered because there was a 

gap between his lived experiences and the theoretical knowledge o f his approaching 

death. As I searched for a better way to capture the experiences o f  the participants 

further into my analysis, I finally started to see a more refined picture. The 

participants were suffering because their Understanding ( Verstandnis)119 was being 

challenged.

To review briefly, the Heideggerian notion o f  Understanding ( Verstandnis) is 

our existential knowing o f  our world, which is not our scientific knowledge or 

theoretical or conceptual understanding o f our world, but our pre-reflective, 

existential ways o f  comprehending through living (experiencing). Understanding 

( Verstandnis) is not an ordinary word we use in our everyday life; it is an existential 

expression that describes the property o f Being. One significant aspect o f  our 

Understanding ( Verstandnis) is Temporality. For example, in the sense o f Being- 

There, I know I was there yesterday, I know I am here now, and I know I will be

119 See Chapter VI for a more detailed description of Understanding ( Versttindnis).
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there tomorrow. Since it is common for human beings to live to 70, 80, or even 90 

years old, I primordially, or pre-reflectively, Understand (verstehen) that I will not be 

dead tomorrow, but will be around until I reach 70 or 80 years old. Our 

Understanding ( Verstandnis) also has a relational aspect. I know my existence 

through my experiences of Being in relation to other human beings in the world. I am 

the daughter o f  that particular mother, and I am the wife o f  that particular husband. I 

also Understand (verstehen) how I related myself to different people under different 

circumstances. Our Understanding ( Verstandnis) also has a Spatial aspect120.1 

Understand (verstehen) how I exist in my own living environment, and how I can 

move around near (e.g., in a room) and far (e.g., travel abroad). And, as a  part of our 

Understanding ( Verstandnis) o f  Spatiality, we have the Understanding ( Verstandnis) 

o f ourselves as an embodied Being. As an embodied Being, we know how to live 

concretely in our everyday lives. For example, I have my Understanding ( Verstandnis) 

o f my own physical capacities, including the expectation o f  living without pain. 

Finally, whether we choose it or not, our Understanding ( Verstandnis) is always lived 

through or experienced first, before it is conceptualized or theorized.

A threat to the Understanding ( Verstandnis) is, therefore, that our 

Understanding ( Verstandnis) o f  any o f the above aspects is being threatened. Ed’s 

Understanding ( Verstandnis) o f  himself perhaps included being a respected teacher, a

120 Heidegger (1927/1962) does not necessarily recognize the distinction between the Spatiality and 
Corporeality (i.e., Embodied aspect o f Being), but emphasized more on its way of manifesting in our 
Understanding (Verstandnis) of Being.
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person with a sharp wit, a ‘grandpa’ who had helped his grandchildren, a person who 

could walk outside his home every day, a person who took care o f his personal 

hygiene, a man who drove a car until he became 93 years old, and so on. Contrary to 

his Understanding ( Verstandnis), Ed was confined to his chair, barely able to walk, 

and fell frequently. He was unable to hear well and could not do anything but wait for 

his grandchildren to occasionally visit. He was being bathed once a week ‘like a 

baby’, as he put it, and slept through most o f every day in his chair. Perhaps, some 

senior persons may be able to accept these changes that often accompany the process 

o f aging as a given condition. But for Ed the above changes threatened his 

Understanding ( Verstandnis) o f  who he believed he Was.

Does the fact that all the participants had experienced a threat to their 

Understanding ( Verstandnis) mean that this can be the definition o f suffering? In 

chapter IV, I have rejected the ordinary, essential121 notion o f  definition o f  words and 

adopted Wittgenstein’s notion o f  language. Wittgenstein claimed that we can only 

know the meaning o f words “by attending to the uses o f words and sentences in the 

stream o f life” (Honderich, 1995, p. 914) or by taking the words “in the context o f  a 

rich and variable set o f relations” (Cunningham, 1997, p. 505).

When suffering is defined as a threat to one’s Understanding ( Verstandnis), 

this satisfies Wittgenstein’s description of the meaning of words. The strength o f  the 

proposed definition o f suffering is that Understanding ( Verstandnis) is ontological

121 Essence here is used in the sense that “the meaning o f a word is the things it stands for” 
(Honderich, 1995, p. 914).
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and, thus, necessarily and inherently contextual. The use o f  the word Understanding 

( Verstandnis) demands that a researcher take the context o f  the experiences o f  a 

sufferer into account, because Understanding ( Verstandnis) is always local, personal, 

and contextual, and based on pre-theoretical experience that is lived.

It is important to note the interesting relationship between the philosophy o f 

Wittgenstein and that o f  Heidegger. For example, Heidegger and Wittgenstein both 

attempted to reject the Cartesian division o f mind and body and that o f subject and 

object (Murray, 1978). Heidegger and Wittgenstein both “attempted to determine 

whether the relation between Knowing and being is rendered more intelligibly by 

seeing to what extent things conform to our language and mode of understanding” 

(Mandel, 1978, p. 259). Heidegger and Wittgenstein both rejected “the model o f 

knowledge that has been most prominent throughout the history of philosophy” (p. 

259). Furthermore, Heidegger and Wittgenstein both faced the limits o f  language.

Despite these and other similarities between Heidegger and Wittgenstein, 

tension still exists between them. For example, Mandel (1978) pointed out that the 

differences between Heidegger and Wittgenstein are in their “orientation” (p. 263) in 

terms o f how to “construe the relation o f  Knowing to being” (p. 260). In addition, 

Heidegger focused his work on developing “the concept o f  understanding” (p. 263), 

whereas Wittgenstein focused on the analysis o f “language and behavior” (p. 263). 

Furthermore, Heidegger’s ontological descriptions of Dasein are within “the 

individual” (p. 263), whereas Wittgenstein’s “grammar o f  language is necessarily a
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piece o f public property” (p. 263). The implications o f  these and other disagreements 

between Heidegger and Wittgenstein on this study are unknown.

In terms o f  the relationship between the definition o f suffering and the act o f 

seeking meaning in our suffering, we now need to turn our focus back to the structure 

o f our Understanding ( Verstandnis). Our Understanding ( Verstandnis) is lived 

through our language. Therefore, it can be assumed that, when our Understanding 

( Verstandnis) is threatened, what has previously made sense to us stops making 

sense. The experience o f  not making sense is an experience o f losing our ability to 

comprehend in words. Perhaps when we suffer, we try to seek meaning, which is 

searching for the words and expressions that can bring forth our experiences into our 

Understanding ( Verstandnis). That is why, I believe that all participants were ready, 

and even anxious, to talk about their experiences. None o f  them were hesitant to 

reveal their thoughts about their experiences. Al said ‘all day, I think and I think and I 

think’. The participants had much to think about, and this emerged through their 

narratives.

Because our Understanding ( Verstandnis) is based on our Being-in-the- 

World, it changes all the time. For example, if a  woman becomes a mother, her 

Understanding ( Verstandnis) changes. If a man graduates and becomes a teacher, his 

Understanding (Verstandnis) changes. If a boy flies in an airplane for the first time, his 

Understanding ( Verstandnis) changes. If a girl breaks her leg, her Understanding 

( Verstandnis) changes. But in these cases, these people do not suffer if their
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Understanding ( Verstandnis) is not ‘threatened’. If  a man becomes 40 years old, this 

in itself may not cause suffering. But being a 40 year old man and having a brain 

tumor that acts like a malignant tumor against medical convention, having seizures, 

being in a hospice program, and living in a nursing home - we can reasonably assume 

this can be a threat to his Understanding ( Verstandnis). That was what happened to 

Stan.

If suffering is a threat to one’s Understanding (Verstandnis), then it can be 

assumed that we all have the potential for suffering to the foil extent o f our 

Understanding ( Verstandnis). Depending on how our worldview is formed in our 

Understanding ( Verstandnis), what causes us suffering can be determined. That we 

live in the American culture, in which death is feared and avoided, might naturally 

indicate that we tend to suffer when we face our deaths by, for example, becoming 

hospice patients.

9.2.4. Comparison o f Findings with Suffering in the Literature

9.2.4.1. On the definition o f suffering. Based on the proposed definition o f 

suffering, it is now necessary to re-examine the review o f the literature on suffering. 

In Chapter IV, I reviewed many different definitions o f suffering. Different authors 

have described suffering in many different ways. For example, suffering was defined 

as “a feeling.. .that ranges from.. .mental, physical, or spiritual discomfort to extreme 

anguish” (Travelbee, 1966, p. 70), “the global aversive experience sustained by many 

negative perceptions” (Portenoy, 1990, p. 173), “a negative affective state”
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(Benedict, 1989, p. 34), a state o f  anguish arising from pain, injury, or loss (Copp, 

1974), something that happens as a result o f the influence o f  some events on an 

individual (Fishman, 1990), and “allowing or tolerating, enduring or undergoing, 

sustaining an injury and finally, undergoing or feeling pain and distress” (van Eys, 

1992, p. 117). One o f  the tasks o f  this study was to describe something that would 

connect all these attributes into the experience o f  suffering. The proposed definition 

o f suffering as a threat to one’s Understanding ( Verstandnis) enables me to explain 

and cover all the above attempted definitions o f  suffering.

Further, from the point o f view o f the proposed definition o f  suffering, the 

descriptions o f suffering proposed by Brallier (1992), Finn (1986), Shapiro (1996) 

and Yarborough (1986), in which suffering was reduced into psychological, physical, 

social and spiritual dimensions, can be viewed as inappropriate. On the same grounds, 

Eriksson (1992) was correct in asserting that suffering must be confronted as 

suffering without reducing it to smaller elements.

Regardless o f  the nature o f  an event that happens in our lives, if the event 

threatens our Understanding ( Verstandnis), then it can cause us to suffer. For 

example, if we Understand (verstehen) that the experience o f  our body does not 

include severe pain or deformity, then severe pain or deformity can be a threat to our 

Understanding ( Verstandnis) and thus cause us to suffer. This is perhaps why severe 

pain is frequently related to suffering, whereas a single event o f  small pain, such as a 

flu shot, does not usually lead to suffering. When Ben said that he basically ignored

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



318

numerous small angina pains because he got used to them, this was probably a 

function of his Understanding ( Verstandnis) changing over time; Ben was having so 

many angina pains that his Understanding ( Verstandnis) of his bodily experiences 

included small angina pain episodes as a part o f  his norm o f Being-in-this-World.

Given the proposed definition o f  suffering, van Eys (1992) appeared to be 

correct in saying that suffering is “the perception o f  undeserved adversity1’ (p. 117). 

Based on several dictionary definitions o f the word ‘undeserved' as having a sense of 

unfairness, I interpreted van Eys’ notion o f  suffering to include the element o f  a 

perception of unfairness. That something is unfair means that we are denied 

something which we thought we were entitled to. Our Understanding ( Verstandnis) 

might also include the possibilities o f entitlement in the future. Therefore, for 

example, when Al cried and said that it is ‘unfair’ that he has to die so soon, he was 

suffering, because his Understanding ( Verstandnis), a part o f  which included his 

experience o f the possibilities o f his future Being, was threatened.

Kahn and Steeves (1996) wrote that suffering is “an individual’s experience of 

threat to self22, a meaning given to events such as pain or loss” (p. 5). Dupont and 

McGovern (1992) also wrote that human beings suffer because we find meaning in 

our experiences. To be precise, pain, loss, or any other experiences we live through, 

always have an implicit or explicit meaning to us, whether it be clear in our mind or 

not. Therefore, it is insufficient to say that ‘suffering is a meaning' in the definition of

122 Kahn and Steeves (1996) did not define the term self.
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suffering. However, Kahn and Steeves (1996) described suffering as a disruption in 

the understanding o f one's world. Although they never explained what a ‘disruption 

o f our understanding of our world' means, if it is a threat to our Understanding 

( Verstandnis) o f  Being, then the definition of suffering proposed by Kahn and Steeves 

can be viewed as an appropriate definition of suffering.

9.2.4.2. Suffering is existential. Lindhoim and Eriksson (1993) described that 

suffering is connected with existence itself. Ferrell (1996), Schrag (1982), and 

Williams (1969) also suggested that suffering is an existential experience. In 

particular, Williams (1969) wrote that suffering is an existential experience that is “an 

anguish which we experience, not only as a  pressure to change, but as a threat to our 

composure, our integrity, and the fulfillment o f our intentions” (p. 181). As 

mentioned before, to say that ‘suffering is existential’ means that suffering is 

grounded in the experience o f existence. Therefore, ‘existence itself can be 

interpreted as the Understanding ( Verstandnis) o f  Being. Also, both ‘pressure to 

change’ and ‘a threat to our composure’ are only experienced if we have an 

Understanding ( Verstandnis) o f what we Are or who we Are. Therefore, Williams’ 

notion o f suffering is congruent with the proposed definition o f suffering.

Other authors (Morse & Carter, 1996; Cassell, 1992; Kahn & Steeves, 1996; 

and Dupont & McGovern, 1992) have identified the Temporal aspect o f suffering. 

That suffering, as an existential experience, has a temporal aspect means that suffering 

threatens not only who we are here and now, but also who we will be in the future.
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To the extent that the above authors have paid attention to the element o f 

Temporality in relation to suffering, their points appear to be appropriate. However, 

to be precise, suffering does not threaten who we will be in the future; what is 

threatened is our current Understanding ( Verstandnis) o f  Being which includes the 

possibilities o f our future Being. For example, Barb was suffering because she was 

told she would never walk. But she was not suffering thinking about her fixture; she 

was suffering because her current Understanding ( Verstandnis) of her future 

possibilities o f  Being was threatened.

9.2.4.3. Suffering is contextual. Cassell (1982; 1989; 1992) wrote that 

suffering is an existential experience that occurs within a specific context and that an 

individual’s experience o f  suffering cannot be, and should not be, generalized at the 

expense o f  the particularity o f  the experience. Gregory and Longman (1992) also 

used the expression “local worlds of suffering” (p. 353). In fact, I cannot describe any 

one participant’s suffering without describing the unique context and particularity o f 

his or her experiences. If  I wrote only that Al suffered from losing his driver’s license, 

the reader may not have been able to fully appreciate what his experiences had been. 

The meaning o f the experiences o f the participants was only valid within a certain 

context, which was the particular elements surrounding their everyday experiences.

Upon close examination however, Cassell’s definition (1982; 1989; 1992) was 

incomplete, because he described that the reason why suffering cannot be reduced 

into subordinate pieces, such as social, physical, spiritual, and psychological, was
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because suffering is a threat to the wholeness o f  a person. Suffering cannot be 

reduced into subordinate pieces because, strictly speaking, Being has no subordinate 

pieces. In other words, Being is nothing but Being. Our existential experiences are not 

a mere collection o f  isolated elements.

Another problem with the interpretation o f  Cassell (1992) is his suggestion 

that the loss o f central purpose in our life can threaten our self-integrity, and thus, this 

can cause us to suffer. To the extent that ‘the loss o f  central purpose in our life’ can 

threaten our Understanding ( Verstandnis), he is probably correct. However, I would 

question Cassell’s point that not every person has a clear-cut view about his life 

purpose, and many people have no “coherent idea o f  their own central purpose - of 

who the ‘I’ is” (p. 5), and thus, there are situations where suffering is not only 

“unknown to observers” (p. 9), but also unknown “even to the sufferers, who do not 

know what their distress is” (p. 9). Understanding ( Verstandnis) is not some kind of 

theoretical knowledge or information we can acquire; every conscious human being 

exists through, and as, the experience o f Understanding ( Verstandnis). It may be true 

that not everyone has a clear-cut view about his life purpose o r the linguistic talent to 

describe it, but to say this will lead to his inability to ‘know’ his own suffering is as if 

some are good enough to know, whereas other are not. A person may not be able to 

describe his experience, but this, I believe, does not lead to his inability to ‘know’ his 

own suffering, particularly if this knowing is interpreted in the ontological sense, Le., 

Understanding ( Verstandnis). For example, I did not feel that Al had a clear idea as to
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why he was suffering. That is why he said ‘trying to figure out, laying in bed, I mean 

this bed all day I think and I think and I think...’. Yet I contend that he was suffering, 

and when I provided my interpretation o f his suffering in my own words, he 

acknowledged it as being true. Being cannot be quantified in terms of more or less 

Understanding (Verstandnis). Also, in our Being-in-the-world, our Beings always 

interpret our experiences and grow into new Beings. Each one o f  us may have 

different capacities to verbalize our experiences in our communication with other 

human beings, but this should not be mistaken as different levels o f suffering.

9.2A.4. Suffering and death. When Norm experienced urinary catheter pain, 

he said to himself, ‘is this what death is?.. .this horrible suffering?’ Barb prayed that 

she wouldn’t be suffering when she dies. I wondered why the participants related their 

idea o f death with suffering.

Coyle (1996), Steeves and Kahn (1987), and Lynn (1986) suggested a 

connection between suffering and death or fatal illnesses. Williams (1969) wrote that 

“all acute suffering has this character o f threatening our self-direction, and therefore, 

implicitly, our being... In Heideggerian language, all acute suffering has the aspect o f 

the threat o f non-being” (p. 181). ‘Non-being’, here, is death.

We are Being-towards-death so long as we acknowledge the possibility of 

non-Being, and are ready for the Angst o f facing our own death. But most o f us 

cannot Understand (verstehen) what non-Being is. The prospect o f death is a force 

that makes sustaining our assumptions about the possibilities o f  our future Being
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difficult. Therefore, perhaps the thought of death threatens our Understanding 

( Verstandnis) o f  Being, and we experience suffering.

There also are cultural meanings in death. We are afraid o f death because we 

grew up in a culture where death is believed to be a fearful event, a painful 

experience, and the ultimate separation from our loved ones. Not that we have 

witnessed all the evidence and cases that would substantiate the above attributes, but 

because we simply take such views for granted. The above examples o f Norm and 

Barb also demonstrate their Understanding ( Verstandnis) o f death that involves the 

idea o f physical pain.

However, several participants did not appear to be afraid o f  death. For 

example, Norm was not afraid o f death. His Understanding ( Verstandnis)  o f death did 

not include the ending o f  his Being. Instead, he said death is ‘a  journey’, from one 

place to the next. He said it was possible that he would be bom as ‘a doggie’ after he 

dies. For Norm, therefore, death was not the impossibility o f his future Being. 

Therefore, Norm’s suffering was not from the feet that he was dying. He was afraid 

o f death only to the extent that it might cause him severe pain that he had not 

experienced before, and, therefore, it defies his Understanding ( Verstandnis).

Similarly, Ben not only was not afraid o f  his death, he ‘welcomed’ it. For him, 

death was not the end o f his Being, but the end o f his suffering. Ben suffered not 

because he was dying, but because his everyday living with the pain and shortness o f 

breath was getting increasingly difficult, and this threatened his Understanding
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( Verstandnis). Also, Ben suffered because the people around him could not accept his 

idea o f death, which contradicted the American cultural belief that death and things 

that remind us o f  death are to be avoided.

It is difficult for most o f  us to believe that for some people the thought o f 

death does not cause suffering. Perhaps, the idea o f death causes us to suffer only to 

the extent that this idea threatens our Understanding ( Verstandnis) o f Being.

9.2.4.5. Isolation and suffering. In this study, several different aspects of the 

isolation of the participants were identified. They were spatial-physical isolation, 

relational-social isolation, and existential-experiential isolation. Many authors 

properly noted the alienation and isolation aspects of suffering (Cournos, 1986;

Coyle, 1996; Dupont and McGovern, 1992; Feifel, 1965; Mead, 1970; Osterweis, 

Solomon & Green, 1984; Saunders, 1996; Younger, 1995).

It is important to note, however, that isolation per se does not cause suffering. 

For example, Norm did not suffer from the fact that his stepchild had not visited him 

in his hospital bed. Norm had never had any relationship with his stepchild. His 

Understanding ( Verstandnis) had always been that he had no family. Therefore, to say 

that isolation causes suffering is too oversimplified. Isolation, or any other experience, 

causes a person to suffer only if the experience threatens his or her Understanding 

( Verstandnis) o f  Being.

Noting that suffering happens in the community o f human beings, Reich 

(1987) proposed three stages o f suffering in which he described how a suffering
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person’s relationship to the people that surrounded him will change over the course o f 

suffering. They were: A stage o f mute suffering, in which the suffering person cannot 

speak in the face o f his or her own suffering; a stage o f  expressive suffering, in which 

the suffering person “finds a language leading out o f the uncomprehended suffering 

that makes him or her mute” (p. 119); and the stage o f  regained autonomy, which is 

gained when the suffering person’s autonomy is restored. According to this staging 

concept, the fact that the participants could describe their experiences means that they 

could be said to be at the stage of expressive suffering. However, I did not observe 

any evidence to support Reich’s claims o f  the three stages of suffering. In feet,

Reich’s concept poses some questions. For example, if  a  suffering person cannot 

speak, then how can the people around him know whether or not he is suffering?

What is the appropriate level o f linguistic expression that we, the people around the 

suffering, accept as an expression of suffering? Do the suffering have to say the word 

suffering? Also, does the fact that a person regains autonomy mean the person is no 

longer suffering? The relationship between suffering and autonomy also requires 

further investigation.

9.2.4.6. Suffering and the paradigm o f science. Embree (1997) wrote that 

medicine has adopted a naturalistic attitude, in the sense that it disregards “the 

cultural characteristic with which all objects are originally encountered” (p. 482). This 

cultural characteristic is, I believe, that which provides the pre-reflective experiences 

that give coherence to our everyday lives. In this regard, a cultural characteristic
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relates to our Understanding ( Verstandnis) o f  the world. The medical community is 

interested in patients’ suffering so long as it can be comprehended through the use of 

medical terminology123, which is based on the assumptions o f natural science.

Patients’ experiences o f pain might get physicians’ attention to the extent that they 

can be interpreted through medically coherent evidence, such as inflammation, 

infection, broken tissue, and so on. When the search for potential causes for such pain 

is exhausted, there is not much for physicians to do. This tendency is not the 

physicians’ fault, but rather the natural result o f  the establishment o f biomedical 

science.

But as I have described already, the experience o f  suffering is an existential 

experience and does not fit within the paradigm o f natural science. In other words, the 

experience o f  suffering is based on each person’s Understanding ( Verstandnis), which 

is not based on the language o f  natural science. Understanding ( Verstandnis) is an 

ontological introspection of existential entirety. And we can not take at face value 

what a suffering person has said from the point o f view o f  the essentialist notion of 

language, one manifestation o f which is medical terminology. A hospice patient might 

say ‘I am suffering from pain’. Behind her words lies her Understanding ( Verstandnis) 

that has been threatened. If we only pay attention to her words from the point o f view 

o f medical terminology, we may end up just giving her morphine or anti-anxiety 

medications, which is frequently done. And if this medication does not work,

123 This reminds me of Wittgenstein’s notion of language in that language frames our thinking.
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physicians can still keep working on different types o f  medications and procedures, 

and sooner or later the hospice patient will die, whether being relieved o f her suffering 

or not.

Some authors noted that the paradigm and practices of natural science have 

increasingly been shaping the American research tradition (Bulger, 1992; Cassell, 

1992). In feet, all the participants talked about their medical diagnoses, physical 

conditions, and the symptoms o f their illnesses in medical terms, whether they really 

understood the originally intended medical meanings o r not. This in itself was not a 

problem, but the health care professionals who deal with suffering patients may 

mistake the use o f medical terms by their patients for expressions o f  the sole cause o f  

their suffering. In such cases, the health care professionals may mistakenly approach 

suffering patients only from the medical point of view, and leave their patients behind, 

unrelieved o f their suffering. The alleviation o f physical problems may well be helpful 

for the patients, but medical conditions must never be mistaken for the experience o f 

suffering itself.

9.2.4.7. Discussion on enduring. This study was not designed to address 

questions concerning the experience o f  enduring. However, given the linguistic 

proximity o f  enduring and suffering, as well as some assumptions that have been 

suggested by Morse and Carter (1996), a few comments are in order.

As already mentioned, enduring is a word frequently used along with 

suffering. Based on etymological analysis, I have elsewhere suggested that although
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enduring and suffering may occur at the same time, they are distinguishable. The 

comment made by Eriksson (1992), that ‘through suffering, a person also learns to 

endure it’, also appeared to suggest this assumption.

The problem with the report by Morse and Carter (1996) was that they 

suggested that suffering and enduring are “opposite emotional states” (Morse, 1996, 

p. 70) and “distinct concepts occurring at different stages” (Morse &  Carter, 1996, p. 

47). They defined enduring as “a response when the individual has no choice but to 

get through the situation” (p. 48) and “a state without emotion” (p. 55), whereas 

suffering is “a highly emotional state” (p. 55).

In my experience o f interviewing the participants, I did not have a specific 

impression that the participants were in a state o f ‘either’ enduring or suffering. It 

appeared to me that they were all suffering and also enduring For example, Al cried 

frequently, and thus was in ‘a highly emotional state’, as Morse and Carter described. 

But I also felt that he was enduring, in the sense that he was gritting his teeth and 

trying to live through his Thrownness. But it was more than a response, as in “a 

response when the individual has no choice but to get through the situation” (Morse 

& Carter, 1996, p. 48). Al was Resolutely living his situatedness in the sense that he 

was willing to live his existential Angst. In conclusion, the descriptions by Morse and 

Carter require further refinement.

The sociologist, Flaherty (1999), wrote that “to be human is to be self- 

conscious, and therein lies the primordial feeling o f duration [italics added]. Put
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differently, human beings are aware o f  their own endurance [italics added]” (p. 2). 

According to Flaherty, enduring is an experience o f  heightened awareness o f time that 

happens when we look back at the passage o f  time, and awaits the ending o f the 

experience which has commanded our attention. In fact, many o f  the comments made 

by the participants included the elements o f time and Temporality, which suggests 

that the participants were aware124 o f  the passage o f  time. For example, when Barb 

said ‘I’m waiting to get better’, this showed her awareness o f the passage o f time. 

And none o f the participants knew what would happen tomorrow; their tomorrow 

was uncertain in every way. In the end, all they could do was to live day by day, 

waiting for their time to pass. There appears to be an intricate relationship among 

enduring, suffering, and Temporality. This is perhaps what Flaherty (1990) meant 

when he wrote “any form o f suffering is capable o f  provoking the perception that time 

is passing slowly” (p. 43). Heidegger (1962) also relates the experiences of 

Temporality, awaiting, and enduring. I suggest that more research is needed in the 

area o f  enduring, particularly in relation to its Temporal aspect.

9.2.5. On Conducting the Study on Suffering

In a phenomenological study, researchers must decide to what extent they will 

reveal their own existence in the research report. Some contend that it is desirable to 

reveal as much information as possible regarding the researcher so as to enable the 

readers o f the research report to judge the results more appropriately than otherwise.

124 This ‘aware’ is used in a more ontological than epistemological sense.
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Others take the opposite view and contend that a researcher should remain a shadow 

behind the scenes. In this study, my presence was more than simply an interviewer or 

interpretation instrument. I was personally involved in the experiences o f  the 

participants. Also, given the culturally awkward attitude towards death and suffering 

described earlier, I considered it necessary to acknowledge my experience o f dealing 

with hospice patients and suffering. For this reason, I decided to reveal a part o f my 

research process below, which is my personal and phenomenological account as to 

how I came through the process o f  conducting this study. In order to care for hospice 

patients and the suffering, we need to be aware and informed about the potential 

consequences o f  being involved in their care and to be a witness o f the patients’ 

suffering.

Beginning with the first day o f  interviews, my mind was fixed on the 

experiences of the participants. Day and night I thought o f  them and tried to 

understand what they were going through. One of the things that was most difficult 

for me during this process was that I was often struck by some terrifying aspect of 

being a hospice patient. Whenever this happened, I tried to reconsider, for no obvious 

reason, whether my interpretation was inaccurate. For example, some participants 

were lonely and in pain, but I tried to portray them as less despondent or desperate 

than they described. This may have been because I often ended up putting myself in 

their place. I thought o f  my husband on his deathbed, and I felt the sense o f  

loneliness, pain, and suffering o f my husband, and I felt my dread that I could not do
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anything for him. I also thought o f myself as a hospice patient, and I felt my suffering 

in leaving my husband behind. Whenever I had such daydreams, I was horrified. ‘It 

must be much better that that’, I said to myself. Perhaps this was what Heidegger 

called an Inauthentic, Fallen state o f  Being, in the sense that I was unable to see the 

possibility o f  the end o f  my own existence. As I continued to work through my 

hermeneutic phenomenological interpretation, I tried to convince myself that my 

interpretation, or thinking, was overly dramatic. For whatever reason, I felt that the 

dying process o f  a hospice patient should not and can not be so horrifying.

Yet, every time I conducted a new interview, every time I saw a transcribed 

interview and remembered how the participants were, I kept coming back to a similar 

interpretation, in which the participants’ suffering was depicted in many different 

ways. O f course, I could walk away from the feeling o f  dread. All I needed to do was 

lift my head and look at a bright, sunny street with green trees, or turn on the TV, and 

I would always come back to my normal state o f  Being, away from my fear o f  the 

unknown. But since I had my first interview with the participants, I have never been 

totally free o f the possibility o f my own dread. And the more horrifying the 

experiences o f the participants were to me, the more I tried to stay away from them

As I kept repeating this cycle back and forth within myself I realized that I 

was trying to deny the possibility o f the horror o f  living my final days. Watching the 

participants’ suffering triggered thoughts o f  my own death, and I suffered because of 

it. When I finally did understand my inability to straightforwardly see what was laid
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out in front o f  me, I felt I was able to draw closer to the experiences o f the 

participants. I was not interviewing the participants in order to beautify or modify 

their experiences so that I could accept them without Angst. Occasionally, my 

dissertation committee members had also guided me by reminding me that my goal 

was to make the experiences o f the participants visible, and this meant that I had to 

leave my eyes wide open. As I became able to see and face my own dread, I started to 

see the reason why the subjects o f suffering and death have been so carefully pushed 

away from the main stream o f  the practice and research of health care. The Angst and 

the resulting incapacity to  deal with the unpleasant truths o f the experiences o f 

patients, in addition to the ease o f  walking away from them, probably constitutes one 

o f the major reasons for the scantiness o f articles and documentation regarding the 

experiences o f  hospice patients.

Perhaps it is not so surprising that in the first few rounds o f reading and 

interpreting the interview transcripts I had missed much o f what I later concluded to 

be significant comments by the participants. In other words, some o f the most 

profound comments made by the participants did not catch my eye in the beginning. It 

was only much later, after many more readings and reflective thinking about them and 

myself that I finally came to notice the profundity o f  their statements. I can now 

identify that in the beginning, the reading and re-reading o f the transcripts themselves 

was emotionally taxing, and all I could feel were my emotions. Perhaps my mind was 

somewhat blocked and my Angst had partly disabled my perceptions.
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What enabled me to continue to deal with these essentially dreadful subjects 

was the methodology o f a hermeneutic phenomenological approach. As I have 

described already, a hermeneutic phenomenological approach enables a researcher to 

reveal something difficult to see under ordinary circumstances. In particular, the 

choice o f Heideggerian hermeneutic phenomenology turned out to be useful, because 

it enabled me to address an existential experience o f  facing my own death, and also 

because it provided me with an ample vocabulary that proved useful in interpreting 

the participants’ experiences. The hermeneutic design o f this study provided me with 

room to approach the texts over a significant interval. By repeatedly stepping away 

and coming back to the participants’ narratives, I began to see what I had missed in 

the previous readings. And with each new reading, I gained new insights into the 

experiences o f the participants. Gradually, the aspects o f suffering o f the participants 

started to emerge.

The difficulty I encountered in this study was not limited to the interpretation 

o f the texts o f the transcribed interviews. One o f  the most challenging aspects o f 

interviewing the participants was to keep a good pace o f  interview scheduling. When 

I finally received the first referral o f a hospice patient, I had literally been waiting for 

many months, and I did not want to miss anyone that came near my net. So, I tried to 

enroll two or three patients at a time. However, I soon found out that having more 

than two visits at any one time in my interview list was too many. I learned 

immediately that the participants were lonely and greatly appreciated my visits, and I
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was inclined to visit the participants as often as I could. Yet at the same time, I 

realized that I needed to have at least a day or two o f  rest in between interviews, in 

order to pace myself in terms o f my mental stamina. Consequently, I found myself 

constantly debating in my mind when I should visit which participant.

Soon I became almost obsessed with the idea o f  doing versus not doing 

something for the participants. I saw so many things that I knew would have helped 

them. For example, I still feel today that I could have, and should have, taken Norm 

out o f his room to wheel him around in the hospital. But I did not. I know that I was 

there to interview him, and technically I was free o f  any duty or responsibility to do 

anything for the participants. But I am still not totally free from o f idea that I could 

have done something more for Norm I was there not only as a researcher, but also as 

a human being. And my Understanding ( Verstandnis) was that, as unpleasant as it 

could be to be with suffering persons, my presence could help them  which is a good 

thing to see. The more my sensitivity to the suffering o f  the participants became 

tuned, the more I wanted to do something for them So I did, within the limits o f my 

time and energy. For example, I picked up and delivered Al’s medications on several 

occasions, even though I had to drive close to an hour to get to his house in the snow. 

I brought some food to Mac, and gave him a foot massage. I got Norm a couple o f 

candy bars, which he wanted to eat, along with a Halloween pumpkin doll to decorate 

his empty table. I functioned as a messenger between Ben and his mother and also did 

some errands for Ben. But I was not satisfied by any means. I always felt like I could
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have done more. I do not recall that 1 ever had any formal nursing curriculum, either 

in Japan or in the US, on this kind o f  personal issue surrounding the act of caring for 

other human beings. Through the interviewing o f  the participants, I faced my personal 

needs to care for other human beings for the first time since I became a nurse, and I 

was unsure as to how this related to a nurse’s job description.

In between the interviews, I lived rather gloomy days, thinking about many 

things regarding the interviews, the participants, and their experiences, so much so 

that I felt I needed a  break from thinking about them. Yet, every time I visited the 

participants, I felt better. I was encouraged and reassured by the existence and 

courage o f the participants, and it was this strength that I received from the 

participants that eventually enabled me to see their suffering and deaths. And every 

time one o f them died, the tapes that contained that participant’s voice and the 

corresponding transcripts came to have more meaning to me. Also, after each 

participant’s death, I reflected and tried to think o f  the meaning o f  my relationship to 

him. I needed to know the meaning o f  my own Being.

I have gradually learned during this research process that the meaning o f  my 

Being was that I was there. There were many reasons why I could have stepped back 

from the participants by remaining purely in the role o f  an interviewer and coming out 

o f our encounters with some conversations recorded on tape. And I had to fight 

within myself to not give in and take the easy way out. But I stayed. I knew the 

expression ‘being with’ in the context o f  hospice care. I had heard the expression
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before, but I had never understood its real meaning. I have now learned that this 

apparently simple task was not simple at all. In the recurring dialogue within myself, 

and by Being-With the participants, I was taught the meaning o f  Being-With as I 

never knew it before.

Being-With the participants was to be a witness o f  their suffering. I was in 

search o f  the meaning o f the participants’ experiences, and I was not in a position to 

teach them anything. And in the end, I was taught by the participants that it was okay 

that I could not do anything for their suffering. When A1 asked me ‘to Be’, I was 

given permission to be myself and also given the reward o f  Being-With him. I realized 

that, as a clinical nurse, I was always able to  do something for patients, and that is 

how I used to approach my job. But as I sat in front o f  the participants and listened to 

their experiences when they had one more day to live, there was nothing to do but be 

myself. I had no symbol o f healing, no uniform to hide behind, and no pills to hand 

out. But in the end, each participant still appreciated my Being-There, and I came to 

believe that the most important thing was that, despite my struggle, I remained.

9.3. Critique o f  Hospice Care 

In the previous section, I addressed the second major research question and 

described how the findings o f  this study related to the concept o f  suffering. In this 

section, I will discuss the system o f hospice care in terms o f  how it influenced the 

participants’ experiences.
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One o f  the things that I noticed during my interpretation o f the participants’ 

lived experiences was that they did not refer to themselves as hospice patients or 

mention the implications o f  being hospice patients. Therefore, I initially assumed that 

a formal designation o f being a  hospice patient was not as important as I thought it 

would be to the participants and did not affect them. The focus o f this study was on 

the Being o f  the participants, and I thought that a person’s lived experiences would 

not change substantially based on how they are labeled in terms o f the type o f  health 

care they received. In one sense, this was true. Ed, for example, was lonely, living 

away from his family, but this did not change before or after he was discharged from 

the hospice program.

However, later, I came to see that the everyday lives o f the participants were, 

in fact, greatly affected by their being hospice patients. In other words, because o f the 

designation o f  being hospice patients, the minutest aspects o f the participants’ 

everyday lives were intricately framed and often controlled by invisible layers and 

layers o f rules and regulations. And most frequently, the participants did not see the 

magnitude o f  the impact that hospice as an institution had on them. The world the 

participants lived in was not a value free, neutral place. There was a rigorous 

institutional structure that literally governed the participants’ everyday lives, how they 

could be, and what they could be, and how they could die.
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9.3.1. Mv Blindness

It is important to discuss briefly the reasons why I was initially unable to see 

the effect o f the hospice care system on the participants. One major factor was my 

pre-understanding. I mentioned earlier that hospice nursing has been my career 

dream. Long before I left Japan to come to the USA, working for the dying was the 

field o f  nursing I chose. I began this study in the hope o f being able to describe 

hospice patients’ experiences and validating the significance o f hospice care. To me, 

hospice nursing was one o f  the most fundamental nursing activities because every 

human being dies. Hospice emerged to pay special attention to the dying, who were 

abandoned by cure-oriented medicine. Or at least, this is how the concept o f  hospice 

care was described to me, and I believed it. In feet, in this study, I thought I had 

confirmed my belief that a hospice program is exclusively beneficial to hospice 

patients. For example, the participants acknowledged the benefit o f having access to 

necessary medication, procedures, and to the hospice inpatient unit. I also often 

witnessed the participants and their families, and even visitors, commenting on how 

wonderful their hospice care providers had been.

However, I later came to see that hospice care was not without a downside. 

Some o f  the participants’ sufferings were directly the result o f  the way the system of 

hospice care influenced them. This study revealed that hospice care did indeed have a 

major influence on the participants.
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Still, at first I did not feel totally free and comfortable to be critical o f hospice 

care. I had difficulty abandoning my long-standing belief and hopeful expectations o f  

hospice care. In addition to my personal bias was my respect for the dedicated 

hospice nurses, aides, social workers, and ministers. To me, being critical of hospice 

care was a violation o f  my respect for the hospice team. Also, knowing that I will one 

day report the results o f  my research to the community o f  health care providers, I felt 

I should not be too critical o f their efforts. In summary then, finding anything 

problematic about hospice care appeared to be almost taboo. Still, I tried to force 

myself to think critically so as to examine how hospice care influenced the 

participants.

One o f the things that gave me a sign o f a problem with hospice care came 

from Al. He talked about a hospice program and said ‘they carry it too for. The 

patients...They think it’s a Godsend. You know? But it’s not. Uh, it’s not.’ Al was 

provided with everything that was necessary; that is, everything that his hospice care 

providers, our health care system, and our society in general, had decided was 

necessary for him. Still, there was something that made him feel it was not a 

‘Godsend’.

After many interviews and meetings with the seven participants, I began to 

change some o f my earlier views. Although the participants appreciated hospice care, 

there were many loop holes and traps that the participants did not always clearly see 

they were in.
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9.3.2. The World o f  the Participants

In order to further investigate how the participants' experiences were 

influenced by the system o f hospice care, it is necessary to examine the context o f 

their involvement with it. By context, I mean the climate o f  the world in which the 

participants lived. The two elements forming the context o f the participants' 

experiences are relevant here. One is our society, and the other is the system of health 

care.

9.3.2.1. Medicalized society. Nuland (1993) wrote, “when it is possible to 

identify a  disease by giving it a name, its ravages become the subject o f treatment, 

with the potential aim o f  cure” (p. 72). In this study, every participant was given a 

medical diagnosis or two. This might not sound odd, but what is important is that the 

very fact that the participants had medical diagnoses means that before they actually 

became hospice patients, they were already labeled in terms o f the language of 

biomedicine. In fact, according to Nuland, “everybody is required to die o f a named 

entity, by order not only o f the Department of Health and Human Services but also o f  

the global fiat o f the World Health Organization.. .It is illegal to die o f old age” (p. 

43). In our death certificate, we must have a medical cause o f death; we must die o f  

some kind o f abnormality. In our society, we cannot live or die independently of our 

biomedical language. This type o f infiltration o f  medical language into our everyday 

life is what some have called the medicalization o f  society.
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The medicalization o f society has been discussed over many years now among 

sociologists, philosophers, and others. Our society is medicalized to  the extent that, 

for example, the claim ‘I am healthy’ carries little validity without a certificate from a 

physician, particularly if the person is applying for a job. Our health is not a personal 

sense o f well being anymore, but a medical condition that needs to  be verified by a 

specialist. Similarly, what was once considered to be a natural process o f aging, such 

as menopause, is now considered to be a medical problem, like an abnormality. The 

debate is not over whether or not such a medicalized view is appropriate; instead, the 

debate is over which treatment approach is better than another to counter the medical 

problem. Likewise, death in our medicalized society is frequently regarded as 

something that should not have happened or as a failure o f medical intervention. A 

century ago, many children died before reaching adulthood. Today, virtually all 

children are expected to live. In many cases, we think there should be some medical 

way to save everybody. The participants lived in a society that promotes such views.

9.3.2.2. System o f health care. Another element o f the context o f the 

participants’ experiences is our system of health care. Hospice care is a part o f our 

health care system. The way our health care system operates largely defines the 

system o f hospice care, and our health care system is dominated by biomedical science 

and driven by economics.

To say that health care is dominated by biomedical science appears to lead to 

three points that have significant implications to hospice care. The first is that, no
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matter what hospice care providers do, their practice must be based on the convention 

o f biomedicine. Not that hospice care denies things outside o f  the biomedical 

approach, but first and foremost, hospice patients must be provided care that is based 

on biomedical convention. If  this is not done properly, there can be legal 

ramifications; our society thinks it is unethical, unacceptable, and illegal if a hospice 

patient is not given proper medical attention, even though the patient’s primary 

concern is not medical at all.

The second significant implication o f biomedical science being the dominant 

element o f our health care system is that the language of biomedicine dominates the 

practice o f hospice care. The language used is at least filtered through the screen o f 

biomedical language and determined, in terms o f  its significance and meaning, from a 

biomedical point o f view. In order to achieve a  higher level o f  objectivity and 

precision, biomedical language is frequently narrowly defined, evaluative, and 

judgmental. This is the opposite o f the existential language o f  Heidegger.

Heidegger viewed language as the primary window through which we can 

access a person’s Being. That is, he viewed language as “the primal dimension within 

which man’s essence is first able to correspond at all to Being” (1962/1977, p. 41). 

This means that Heidegger believed that, by carefully examining the relationship 

between our Being and language, we would reveal the truth o f  our Being. In this 

regard, the Heideggerian notion o f  language is descriptive and open to possibilities for
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interpretation. A Heideggerian approach to language is necessary to examine the 

Being and Understanding ( Verstandnis) o f  a  person.

Simply stated, biomedical language is incompatible with existential language. 

Therefore, things that have to do with hospice patients’ existential experiences get 

little or no recognition as something o f value. The findings o f  this study revealed that 

such existential issues were indeed important for the participants.

The third significant implication o f biomedical science being the dominant 

element o f our health care system has to do with the way our health care system 

sustains itself. Since biomedical language is highly technical and very different from 

our ordinary language, this leads to the situation where only those who have access to 

the language o f biomedicine (e.g., a  formal education in medicine) can achieve 

influential positions in the field o f  our health care system. The fact our health care 

system is managed mostly by people with a medical background may attest to this 

fact. Similarly, a  certified hospice program must have a physician as its medical 

director.

This leads to a problem o f  properly evaluating the status o f our health care 

practices. The people with medical backgrounds who occupy the core positions of 

our health care system often justify their position by claiming that outsiders, who do 

not fully appreciate the nature o f  biomedical language, cannot understand what the 

real issues are in our health care system. And society in general accepts this claim.

The problem is that the only discourse on our health care system then becomes one
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that is based on the language o f  biomedicine. Everything else, such as the existential 

concerns o f  hospice patients, becomes relatively irrelevant. This leads to a 

perpetuation o f the status quo. For example, the Institute o f  medicine (1997) 

suggested “directions for research to improve care at the end o f  life” (p. 235), which 

heavily focused on medical research. There was no suggestion o f studies o f the lived 

experiences o f  persons, or the need to examine the validity o f  the basic paradigms of 

our health care system in the setting of hospice care.

Our health care is also driven by economics. This simply means that many 

things are determined and directed primarily for monetary reasons. Furthermore, 

economically driven health care influences the way biomedical science itself is 

constructed. There is a great tendency in our health care system to require that 

something be biomedically important in order to get funding. The ones who provide 

such judgements are usually people with medical backgrounds. With increased 

funding, there will be more biomedically oriented projects in research and clinical 

practice. This reinforces the self-perpetuating tendency o f our health care system.

This means that non-biomedical issues have less economic value, and anything 

with few economic incentives is difficult to implement in our health care system. For 

example, in this study, I found out the importance o f personal narratives for hospice 

patients. However, listening to a hospice patient talking is time consuming, and with 

the increasing economic constrictions put upon end-of-life care, hospice care 

providers have been getting more things to do during their work hours. Furthermore,
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there is no biomedical value in having hospice patients tell their stories. Biomedically 

oriented care providers need to see some kind o f measurable benefit in the telling o f 

life stories. A hospice medical director might recognize the impact o f a hospice 

patient talking about his or her life stories, but it would be difficult or impossible for it 

to become more than an extra nicety outside o f the mandatory medical management 

o f a hospice patient.

The economically oriented approach to health care also naturally leads to an 

efficiency-oriented approach. One of the things that has made hospice care more 

efficient than before is the use o f modem technology. The digitized thermometer, 

electrically controlled bed, and automatic vital sign monitoring system, to name a few, 

have all reduced the time hospice care providers spend with their patients. However, 

these improvements have little or no effect on hospice patients themselves. In feet, 

none o f the things the participants identified to be helpful had anything to do with 

such technological aspects o f  hospice care. The reverse was true. The participants 

wanted something that could not be replaced by means o f technology, such as being 

able to trust their care providers, being recognized for who they are, having a witness, 

having a means to die, being able to keep hope alive, being able to leave peace behind 

and receiving cheering up from people.

Perhaps, due to its economic incentives, our health care system is over-relying 

on technology. Heidegger predicted the nature o f such a problem in his The Question 

Concerning Technology (Heidegger, 1954/1977), in which he conducted a
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hermeneutic investigation o f  what he called “the essence o f  technology” (p. 3). 

Heidegger concluded that the advancement o f modem technology will lead to the 

ordering o f “everything in an efficient manner” (Rabinow, 1994, p. 202), which he 

called “Enframing” 125. Heidegger’s fear was that our Being would be lost in the 

process o f Enframing. Some of the participants’ narratives revealed that what 

Heidegger feared was actually occurring in the hospice care setting.

In addition to biomedicine and economics, legal issues also drive our health 

care system. In particular, the legal interpretation o f  a  person as an independent and 

alert agent becomes a problem when we need to decide who has the authority over 

the decisions concerning a hospice patient. Because o f  our fear o f  being unable to 

advocate for ourselves when we become acutely ill, we often appoint another person 

to be our legal guardian. Many hospice programs require that hospice patients have 

such agents, if possible at all. However, as we have seen in the example o f Mac, who 

was forced to wait for his legal guardian (i.e., Mac’s brother) to take him to K-Mart, 

sometimes hospice patients’ sincere desires are not given proper attention, just 

because health care providers have already identified the patients’ legal guardians. To 

be precise, there was no confusion about what Mac wanted to do, even though he 

appeared seriously ill. He wanted to go to K-mart, and he wanted me to take him 

there. Yet Mac’s hospice care providers could not let him go to K-Mart with me, and

125 Enframing is “the gathering together of that setting-upon which sets upon man, i.e., challenges 
him forth, to reveal the real, in the mode of ordering, as standing-reserve” (p. 20). For more 
descriptions o f Enframing, see also Heidegger (1962/1977).
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I was also not willing to risk my position, because anyone but Mac’s brother taking 

Mac out o f  the hospice inpatient unit was against the law. This indicates that Mac was 

deemed to be a legally dependent person, unable to decide anything consequential on 

his own. In the eyes o f  the law, it did not matter that Mac already started to have 

mottling, and that he was a hospice patient. The participants lived in a litigious society 

where our health care is also driven strongly by legal considerations.

9.3.3. Medicalized Subject

The fact that our society is medicalized means that people in our society are 

also accustomed to the language o f biomedicine, which treats the human body as its 

object o f investigation. Within a medicalized society, people are more prone to have a 

biomedical view o f their own bodies, and thus, when they identify problems, they rely 

on biomedical solutions (Zola, 1990). For example, decades ago, a chronic runny 

nose was little more than an unfashionable nuisance. Today, a nonprofessional person 

is likely to identify his or her condition as a sinus allergy and then visit a physician’s 

office for curative treatment. I also know that if I ever become seriously ill, I will visit 

a physician, and if I have to die, I would very much like to have, at least, access to my 

physician’s care. I have medicalized perspectives within me. There must be abundant 

examples that reveal how medicalized our perspectives have become.

Living in a medicalized society, however, does not merely mean that we are 

accustomed to the language o f biomedicine. The impact o f  biomedical discourse is 

much greater. That is, we actively take up biomedical labels into our identity o f  who
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we are. In other words, biomedical categories seep into us. This is what Foucault 

described as a medicalized subject.

Foucault (1982) described that “the subject [o f  a human being] is either 

divided inside himself or divided from others” (p. 208). He listed “the mad and the 

sane, the sick and the healthy, the criminals and the ‘good boys’” (p. 208). These are 

examples of how people can be categorized. Through use o f language, we always 

measure ourselves with reference to certain groups or a certain status, and we do this 

both consciously and unconsciously. For example, I know I am sane, I know I am 

healthy, and I know I am not a criminal, and these constitute significant aspect o f  my 

Understanding ( Verstandnis) o f who I am in the sense o f where I am located in 

society. Similarly, in terms o f what is relevant for this study, I know I am not 

terminally ill. I do not deny the fact that I will one day die but, because there is an 

expression ‘terminally ill’, I identify myself with reference to such a condition.

We are usually unaware o f it, but this power o f  designation follows us 

wherever we go, whatever we do, and whatever we think. For example, my saying 

that I am not terminally ill has far more serious consequences than it might appear. 

That I have separated myself from those who are terminally ill means that I have now 

created a category o f the terminally ill, those who are dying. Consequently, there 

appear to be open possibilities o f discourse between those who are living and those 

who are dying. We all intuitively know what these expressions mean and to which 

group we belong. And before we know it, it becomes a  part o f who we are.

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



349

Furthermore, whatever the category in which we identify ourselves to belong, there 

are consequences which we do not necessarily see. In other words, whatever the 

category with which we identify ourselves, there are many consequences that come 

with it, whether we realize it or not.

For example, suppose I become a hospice patient. Suddenly, I become a 

member of a group that I was happy I did not belong to before. I then need to pay the 

price o f blindly internalizing biomedical language; since it is now partly how I view 

myself, or who I am. There is no way out o f  being a medicalized subject. On my 

deathbed, I might say ‘I am dying’, and this might be objectively, medically 

interpreted the same way as when I say ‘I have a migraine’. This was very much like 

the way the participants used medical jargon as they talked about their experiences. 

However, medical jargon alone is not usually enough to folly describe our Being. We 

are more than a category or even a set o f categories. That is why the participants’ 

descriptions o f  their medical conditions were not, in and o f  themselves, expressions o f 

their suffering. There is a gap that emerges within us between our Being and our 

medicalized subject. Behind the broken biomedical entity exists the complex and 

continuous lived experiences o f a human being. I believe this division, when it occurs 

in our final days, can threaten our Understanding ( Verstandnis) and make us suffer.

In this regard, existential-experiential isolation, as described earlier, might not 

be limited only to us versus others; it could be inside us. That separation is between 

me who is dying versus my Dasein, which continues to exist as the possibilities o f  my
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Being. If, by chance, a person manages to express his or her existential concerns to 

hospice care providers, who speak the language o f  biomedicine and economics, they 

are unable to recognize and understand it.

No participants indicated that their experiences o f  suffering came from the 

way our health care operates. But some of the participants’ narratives, such as it 

"can’t be helped’ or "this is the way it is’, revealed their Understanding ( Verstandnis) 

o f the limits placed by our health care system, society and culture, and the way they 

have been configured. The participants simply recognized their situatedness as how 

things are and even how things are supposed to be. The participants were unable to 

judge and evaluate why things had become the way they were in the first place. In 

Heideggerian terms, the participants were unable to see the Concealed aspects o f  their 

experiences.

The feet that the participants could not fairly judge the nature o f the problem 

o f hospice care only leads to the perpetuation o f the problem. Foucault (1980) wrote, 

""in the end, we are judged, condemned, classified, determined in our undertakings, 

destined to a certain mode o f living o r dying as a  function o f the true discourses 

which are the bearers o f  the specific effects o f  power” (p. 94). This comment by 

Foucault made me think o f  the suffering o f  the participants and the way in which they 

were ‘destined to’ die. Suffering is a feet o f life. However, I cannot help but feel it’s 

possible that some o f the participants’ suffering could have been eased, or even 

avoided, if our society was less medicalized, and if our health care system was more
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open to different types of discourse that do not rely solely on the language o f  

biomedicine and economics.

Since Foucault’s philosophy has been introduced, it is important to comment 

on the relationship between his philosophy and that o f Heidegger. Part o f the findings 

o f this study was clearly related to the structure o f our health care system and society. 

In particular, the participants’ experiences revealed that their destined status within 

the structure o f our health care system and society determined their ways o f  Being-in- 

the-World. This suggested that post-structuralist126 language was needed to examine 

the experiences o f the participants. Because Heidegger adhered to the ontological 

descriptions o f  a person’s experience, it was difficult for me to link the 

institutionalized position of the participants to his philosophy. Foucault’s philosophy 

provided me with a tangible framework to approach the participants’ experiences 

beyond the personal descriptions o f their Understanding ( Verstandnis) o f Being.

Heidegger and Foucault are not completely contradictory. After till, Heidegger 

influenced Foucault and many other philosophers. Simply stated, Heidegger’s 

philosophy was one o f the important antecedents o f  postmodernism. I also see a 

relationship between Foucault’s description o f  medicalized subject and Heidegger’s 

description o f Understanding ( Verstandnis) o f  Being. Nevertheless, there is a  void

126 Structuralism is “the belief that phenomena of human life are not intelligible except through their 
interrelations, [which] constitutes a structure” (Blackburn, 1994, p. 365). Post-structuralism is the 
variety of postmodernism defined by its reaction against structuralism in France” (p 295). 
Postmodernism is generally “a reaction against a naive and earnest confidence in progress, and 
against confidence in objective or scientific truth” (p. 294). Among several things, post-structuralism 
has an interest in the element of power within a structure.
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between the philosophy o f Heidegger and that o f  Foucault, which was not discussed 

in this study. A detailed discussion this void is beyond the scope o f  this study, but 

would be a very important topic for future study.

9.3.4. Regaining o f  the Language o f  Being

Thus far, I have described the two major elements affecting the participants’ 

world; medicalized society and our system o f health care. Also, 1 described that by 

virtue o f living in a medicalized society, the participants themselves were medicalized 

in the sense that they were drawn into the consequences o f biomedical discourse, and 

this lead their Being to be Concealed. I suspect that this climate caused at least some 

o f  the participants’ suffering, which was revealed in the participants’ narratives. The 

question then becomes what should be done.

It is logical to begin our discussion by thinking about the possibility o f  

strengthening hospice patients’ own voices. However, this idea is unrealistic because 

most o f them are seriously ill, and, after entering into hospice patient-hood, die 

quickly. Also, we as a society value the letting go o f those who die as soon as 

possible. An even more fundamental problem o f  hospice patients’ advocacy lies in the 

fact that they do not see where the problems lie. For example, the participants more 

or less believed that what they were given was what they had to take. The 

participants’ comments, such as ’this is the way it is’ and ‘there is nothing I can do’, 

already demonstrates their Understanding ( Verstandnis) o f their situatedness. By the 

time they realized the aspect o f their situatedness in their deathbeds, they were already
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what Foucault described as “docile objects” (Dreyfus & Rabinow, 1982, p.xxvii)127, 

and there was no possibility o f discourse available for them to change the way they 

wanted to live their lives. The Institute o f  Medicine (1997) also points out the issue o f 

limited advocacy for end o f  life care.

Should we then approach medical professionals? I have described in many 

different sections o f  this paper that it seems as if physicians who practice clinical 

medicine exclusively on the basis o f biomedical science are opponents of our well 

being. But physicians are not as autonomous as they used to be, in the sense that the 

system o f health care is now quite structured and commercialized. For example, 

physicians cannot even find a place to practice if they are not willing to comply with 

various constraints, such as various types o f practice restrictions posed by health 

maintenance organizations or the insurance industry. Nearly two decades ago, Starr 

(1982) had predicted that the autonomy among medical professionals would be lost 

because “the organizations in which physicians work are themselves likely to become 

heteronomous - that is, the locus o f  control will be outside the immediate 

organization” (p. 447). Therefore, blaming physicians for being too biomedically 

oriented and not sufficiently tuned into their patients’ Being will do little to change 

the situation.

Trying to make our health care system place more emphasis on hospice care is

127 Foucault observed that “our culture attempts to normalize individuals through increasingly 
rationalized means, by turning them into meaningful subjects and docile objects” (Dreyfus & 
Rabinow, 1982, p. xxvii).
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unlikely to be successful. Recently, federal funding for hospice programs was actually 

reduced. The Institute of Medicine (1997) also points out the low funding and lack o f  

specialty recognition among the medical community for end o f life care. Different 

from the more glorious biomedical issues, such as the innovation o f treatments for 

AIDS, hospice patients are a relatively unimportant existence in our health care 

system because their status as the dying does not attract the interest o f  biomedical 

scientists and practitioners.

In order to improve hospice care then, we must approach society at large, 

from which we receive both hospice patients and their care providers. Yet Fox (1990) 

assumed that “American society is not likely to undergo a  significant process of 

cultural demedicalization” (p. 411). Liaschenko (1994) appears to support such a 

view when she wrote, “scientists...continually produce things that they then convince 

us we cannot live without. Without any doubt, this is nowhere more true than in 

medicine” (p.22). So the question becomes how we can assure the attainment o f 

higher quality hospice care within a society that is programmed to continue to be 

medicalized.

I believe the most important thing we must do is to assist hospice patients to 

live Authentically, and allow them to express their Authentic Beings. Heidegger 

appeared to have believed that we can achieve such a goal if we strictly examine our 

Dasein, Being-There. But in order to achieve this, we must familiarize ourselves with 

language that enables our Being to be revealed, not Concealed. And biomedical
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language does just that; it Conceals our Being. In order to help hospice patients to be 

able to have existentially meaningful experiences, hospice care providers need to 

reintroduce the language of Being into the discourse in their practices. Hospice care 

providers should be given an opportunity for learning that enables them to focus on 

existential phenomenological language when necessary, so that they can have 

existentially valuable encounters with hospice patients.

According to Bemauer and Mahon (1994), Foucault came to realize that “in 

the modem period, no political issue is more significant than how the person is 

defined and how one’s relationship to one’s self is organized” (p. 146). In my view, 

hospice patients are defined largely by the law, economics, and biomedicine. We need 

to keep our discourse in relation to the domain o f  our Being open so that we can 

continue our investigation, not just for the sake o f  our dying and suffering, but for the 

sake o f identifying who we Are as Authentic Beings-in-the-world. Only then, perhaps, 

can we begin to review the fundamental rules and regulations that, in a narrow sense, 

not only control the system of health care, but also, in a more broad sense, formulate, 

direct, and circumscribe our Beings.

In a medicalized society, death will continue to be one o f  the worst enemies, 

and it will continue to be a mystery in our lives that we tend to fear. This ‘we’ 

includes almost everyone. Before we pay attention only to hospice patients and the 

suffering, perhaps we also need to recognize that one who speaks using biomedical 

language is also a Being who is more comfortable for not Being-towards-death. The
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superficial power o f  biomedical language is convenient to Conceal the Angst o f  health 

care providers. However, this does not mean the users o f  biomedical language do not 

need to deal with the Angst o f death at a ll Heidegger wrote,

Thinking about death is publicly regarded as cowardly dread and a gloomy flight 

from the world. The public does not permit the courage for dread in the fact o f  

death to come up, but hastens to forget it while at the same time interpreting this 

action as a form o f self-security and superiority o f  [our existence] opposed to this 

ostensible gloominess o f life. (1979/1992, p. 316)

As we approach the users of biomedical language with the language o f Being, we 

need to remind ourselves o f the Angst they might have that is no less than that o f  

hospice patients.

Liaschenko (1994) wrote, “a creeping extension o f institutional surveillance o f 

increasingly standardized and universal therapeutic regimens” (p. 22). Included in 

these standardized and universalized things are the ways we live and die. We all 

eventually become patients o f some type, and finally many o f us become hospice 

patients. Health care providers are no exception. When they become hospice patients, 

they must also yield to the systematic Concealment o f  the truth o f their Being at the 

end o f  their lives. The great irony is that once we receive the designation as hospice 

patients, we have to yield to the same invisible structure o f our health care system and 

o f  our society, which we ourselves have helped create, support, and perpetuate.
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Introducing change takes time, and this means that many hospice patients will 

continue to die as they suffer from the very way our health care system and our 

society in general is organized. Liaschenko (1994) wrote, “protecting and fostering 

patient agency128, particularly under conditions o f vulnerability, are fundamental 

features o f the moral work o f  nursing practice” (p. 17). The protection includes 

"‘helping the patient through the system, bearing witness to patient lives and speaking 

to the truth o f those lives” (p. 17). I believe that nowhere other than in hospice care is 

this notion o f nursing more important. I also agree with Liaschenko when she said 

nurses must “sharpen the gaze o f nursing, which looks not to the biomedical model o f  

disease but to what it means to have a life” (p. 25). Only then, I believe, can health 

care providers begin to be able to fully assist hospice patients so that they can die as 

Beings, not as diseased entities.

9.4. Strengths o f  the Study 

Davitz and Davitz (1981) and Zola (1992) critiqued researchers for tending to 

ignore the personal accounts o f  suffering persons and, instead, relying on data 

collected from everyone else. In this study, the voices o f  seven hospice patients were 

introduced, and their experiences were addressed with their own words and within 

their unique and particular situations. This study has provided descriptions o f the lived 

experiences of hospice patients as they faced their own deaths. In addition, this study 

has also proposed a definition o f the experience of suffering as a threat to one’s

128 Liaschenko (1994) defined agency as “the capacity to initiate meaningful action” (p. 17).
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Understanding ( Verstandnis) o f  Being, and has identified several key attributes of 

suffering.

As in many other qualitative inquiries, the interviews took place within the 

context of the participants’ everyday life. Also, the interviews were carried out in the 

conversational style, rather than in the formal and structured style. Miles and 

Huberman (1994) listed the naturalness and ordinariness o f  the research setting as one 

o f the most powerful strengths in obtaining qualitative data. Furthermore, other 

strengths that inherently come from conducting interviews naturally apply to this 

study (Marshall & Rossman, 1989). For example, interviews enable a researcher to 

have face to face encounters with participants and have access to large amounts of 

expansive and contextual data, including a background context with a high focus on 

activities, behaviors, and events. Interviews also enable a researcher to potentially 

discover nuances in culture and complex interconnections in social relationships, as 

well as data regarding nonverbal behavior and communication. Furthermore, 

interviews enable a researcher to conduct validity checks and triangulation, which 

facilitates analysis.

A detailed and highly philosophical preparation o f the study enabled me to 

select the most appropriate phenomenological approach. The choice o f Heidegger’s 

philosophy turned out to be appropriate in many respects. It provided me with a 

proper linguistic framework with which to approach death, one o f  the most 

apprehensive phenomena for most o f us. In particular, the Heideggerian descriptions

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



359

o f Understanding ( Verstandnis) o f Being were instrumental in order for me to 

interpret the participants’ experiences and then, later, to construct a definition o f

suffering.

Fontana and Frey (1994) suggested the significance o f establishing rapport for 

a researcher. Because I expected that the participants would have limited physical 

capacity, one o f my concerns was that I would not be able to establish rapport with 

them. In feet, excluding the two who were discharged from the hospice program, the 

participants deteriorated quickly, and I was unable to visit most o f  them more than a 

few times. However, I believe that the participants and I were able to come as close 

as any human beings can get given the limited amount o f time we had together. 

Personally, both as a nurse and a hospice volunteer, I had never felt as close to people 

who were designated as patients. I believe that their candid revelations o f their 

intimate experiences was strong evidence of our rapport.

Since transcription took a long time, I could not afford to wait for the tape- 

recorded interviews to be transcribed for the follow-up interviews. However, the 

transcribed texts were not the only narratives available to me. As I listened to the 

narratives spoken by the participants, I was proceeding in my hermeneutic circle. In 

addition, the voice recorder enabled me to digitally record any thoughts I had, 

whenever and wherever I was. This helped me to create an enormous amount o f 

accurate and detailed memo notes throughout the entire interview period. I also kept 

an interview log aside from the digital notes. All o f  these note-taking activities
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enabled me to prepare sufficiently for follow-up interviews. The importance o f 

reflective notes in a hermeneutic phenomenological study was suggested in the study 

conducted by Smith (1999).

I was bom and raised in Japan, and English is not my native language. This 

enabled me to take less for granted about the language and cultures of the 

participants. In the process o f reflection and interpretation, I often relied on an 

English dictionary and an etymology dictionary in my search for the meanings of the 

words spoken by the participants. Grondin (1995) wrote, the “mastery o f  a language 

or o f a jargon never signified that the thing itself has been mastered. Intelligence, in all 

things, is measured by what there is behind speech, by what has been seen behind the 

words which are offered up” (p. 40). My being Japanese and being a non-native 

English speaker may have helped to conduct a hermeneutic phenomenological study 

in English in a unique and powerful way.

Although I am not a seasoned researcher, prior to this study, I had conducted 

an exercise analysis o f an interview o f a suffering person. Through this exercise, I 

gained vital insights, in terms of conducting an interview with a  suffering person, 

analyzing and interpreting suffering, and dealing with my own emotions. In addition, I 

also had experienced taking care o f terminally ill patients as a  nurse, and cared for 

dying people and their families as a hospice volunteer. Therefore, seeing and talking 

to hospice patients was not unusual to me. This enabled me to feel more comfortable 

and less apprehensive about visiting the participants, which in turn enabled me to pay
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more attention to them and what they were speaking about, as well as to my own 

phenomenological experiences.

Moreover, I had frequent consultations with my dissertation committee. They 

functioned as an interdisciplinary community o f  scholars giving critical feedback on 

my work. The major specialties o f my committee members encompass philosophy, 

hermeneutic phenomenology, anthropology, qualitative nursing research, and 

theology. I believe that working with a community o f  scholars is very important to an 

interpretive approach.

In this study, I have described my personal experiences o f dealing with 

hospice patients. The practical aspects o f  dealing with hospice patients can be just as 

informative as the participants’ own experiences. Such information might be useful 

for guiding future practitioners on how to approach our own experiences of caring for 

the dying.

Finally, I have already described that the definition o f the word witness is a 

person ‘whose existence...attests or proves something’ (Waite, 1994), and that to be 

a witness is not to do something, but rather to exist, or to Be. By virtue o f my 

spending time with the participants, they were given someone who listened and 

‘proved’ that their experiences and Being were real and there. Although this does not 

attest in terms o f the quality o f this study, my involvement in the lives o f the 

participants can be regarded as a moral quality o f  this study.
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9.5. Limitations o f  the Study

One o f  the assumptions, based on which the suffering o f  the participants was 

identified, was that I was able to identify the suffering o f other human beings. To the 

extent that the process o f a hermeneutic phenomenological analysis has lead me to 

grasp the participants’ suffering, the assumption can be deemed to be correct. 

However, it is possible that different people might view the descriptions differently 

and conclude they were not suffering. Due particularly to the need to protect the 

participants’ identity, I could not bring anyone with me to the interviews. Had I been 

able to have a co-investigator who could function alongside me, the above possibility 

could have been examined.

An inevitable aspect o f researching hospice patients is that they die during 

their participation in a study. As anticipated prior to interviewing, I was only able to 

have two interviews with three participants, three interviews with one, four interviews 

with one, and five or more with two participants. Since transcription took a long time, 

and some o f  the participants passed away rather quickly, it was impossible for me to 

rely on transcribed texts to prepare for follow-up interviews most of the time. In some 

instances, I formed questions after the participants’ deaths, and was therefore unable 

to get the answers from them. Had I been able to have the tapes transcribed in a few 

hours right after each interview, instead o f  a few days to a week, I might have been 

able to get more direct answers to my questions.
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Prior to the interviews, I did not anticipate that any o f the participants would 

be denied continued enrollment in the hospice program. However, there were two 

participants who were discharged from the hospice program due to the slow decline 

o f their physical conditions. Since this happened towards the end o f  my time for 

visiting the participants, I was unable to fully examine the impact o f such removal on 

the patients. 1 have since learned that recovery from the so-called hospice stage 

occurs more often than I imagined. A study o f  those who improve while receiving 

hospice care might provide further insights into how we need to improve the system 

o f hospice care.

Prior to the interviews, one o f  my concerns was that the participants might not 

be able to verbally describe their experiences well in insightful ways. Although I have 

collected a large amount o f interview transcripts, and I found many profound 

statements within them, it was nevertheless difficult to judge the degree and depth to 

which the participants’ experiences were portrayed in their words. To what degree 

each participant was willing and able to describe his or her experiences remains a 

question. In fact, to what degree anyone can describe experiences is a profound 

philosophical question. These issues were not the focus o f this study, and therefore, 

were not significantly addressed in this study.

Several authors (Cobb & Hagemaster, 1987; Cohen & Knafl, 1993; Miles & 

Huberman, 1994; Morse, 1991) have noted the competency o f  the investigators as 

being the key criterion to evaluate a qualitative research. I am by no means a seasoned
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qualitative investigator. In addition, English is not my primary language, even though 

language is an important element in analysis and interpretation, as suggested by many 

authors (Reich, 1987; van Manen, 1990). Further, Marshall and Rossman (1989) 

suggested potential problems regarding cultural interpretation. Although I have lived 

in the US for over 9 years in an environment that is conducive to cultural assimilation 

and have interacted with US bom Americans daily, the feet that 1 did not grow up in 

the US might have lead me to misinterpret portions o f the interviews.

Regarding another researcher related issue, Marshall and Rossman (1989) 

noted that the interview format can cause discomfort for a researcher. Interviewing 

and analyzing the transcribed narratives o f  the hospice patients was not an easy task. 

My mental stamina might have influenced the nature and frequency of the interviews. 

In other words, this study may be limited in the sense that my personal tolerance to 

immerse myself in the interviews and transcripts may have impacted the scope and 

depth o f my interpretation and, thus, the research findings.

Although the choice o f Heidegger’s philosophy was beneficial for this study in 

many respects, it was also disadvantageous in some instances. For example, 

Heidegger’s philosophy did not directly guide me to interpret the participants’ 

experiences o f  relationship, spatiality, isolation, and embodiment. Also, because o f its 

strong ontological orientation, Heidegger’s philosophy did not give me a framework 

for interpreting the structural relationships between the participants and our social and 

cultural structure, our historical context, and our system o f  health care.
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Finally, the findings of this study reflect, in a hermeneutic way, my own 

Understanding ( Verstandnis). I tried to clarify it to the extent it was central to the 

interpretation o f the data. However, I can never elicit everything I have ever 

experienced. The readers are advised to take this into consideration when evaluating 

the findings o f this study.

9.6. Implications of the Study

9.6.1. Implications for Nursing Research

One major contribution o f this study is that the lived experiences of seven 

hospice patients have been described. As I have stated before, the lived experiences o f 

hospice patients have not been well investigated, and thus the findings o f this study 

should be regarded as a foundation for further studies in the future.

One o f the most basic approaches to future nursing research is to expand upon 

this study. For example, in this study, only seven hospice patients from one health 

care organization located in a Northeastern State were interviewed. Different groups 

o f patients from different hospice programs in many different locations in the country 

may provide us with new insights. Further, hospice patients from different countries 

may have different experiences, based on cultural, social, and political differences. If  a 

researcher can follow a group of hospice patients from the process o f  being referred 

to a hospice program to their deaths, this may also yield a unique set o f data.

Similarly, studies o f suffering within other populations might provide us with new 

insights. For example, investigations o f  suffering experiences among people outside
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health care situations, such as people who have experienced financial losses, loss of 

their jobs, or loss o f  important relationships would provide us with different angles to 

examine the experience o f suffering.

Although the family members o f the hospice patients were not exclusively 

interviewed in this study, there were many occasions when they expressed strong 

interest in talking about their own experiences. According to the philosophy o f  

hospice care, the family members are just as important as the patients. In addition, the 

family members o f hospice patients might be suffering just as much as the patients 

themselves. Although there are some studies on the experiences o f  the family 

members o f hospice patients, more are needed.

There were two participants in this study who were discharged from the 

hospice program because their declines were too slow. Shortly thereafter the 

interviews were concluded. I was therefore unable to determine the full impact o f 

such an event on the participants. From a story I heard from one o f the hospice 

nurses, such an ejection o f hospice patients from the program is not that unusual. 

Given the difficult nature of predicting the length o f  human life, such miscalculations 

might be understandable. However, we need to know what the impact o f such events 

is on hospice patients. For example, what is the meaning o f  living as ones who have 

over-lived their prognosis? Are there any differences in terms o f  how people around 

ex-hospice patients behave towards them? Are there any differences in the

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



367

experiences o f  first time hospice patients and those who return to a hospice program? 

Research on the impact o f being removed from a hospice program is necessary.

Two o f  the most important groups in the scene o f  hospice care are the hospice 

nurses and aides. Much o f  the participants’ experiences with the hospice program 

were through their hospice aides and hospice nurses. When the participants spoke o f 

their hospice program, they frequently talked about their hospice care providers. The 

nurses and aides have a wealth o f rich stories surrounding their care-taking 

experiences, yet at the same time, they were often pressed between bureaucratic 

requirements and their personal needs in tending to hospice patients. A nurse who 

took care o f A1 told me that she was thinking o f  quitting hospice nursing because she 

had too much paperwork and could not do the hands-on hospice care that she wanted 

to do. Dealing with hospice patients is a unique experience that cannot be simply 

captured by job descriptions, such as the hours and types o f  work. Understanding 

what hospice nurses and hospice aides go through in their everyday jobs would be 

helpful administratively, and in turn, this understanding could lead to an improvement 

in the care o f  hospice patients. Phenomenological studies o f  hospice nurses and 

hospice aides might be particularly informative.

Steeves and Kahn (1987) suggested that a researcher who investigates 

suffering needs to appreciate the feet that speaking about the experiences o f  suffering 

is a therapeutic opportunity for suffering people. To be precise, there are two 

elements involved in the scene o f  a suffering person talking. One is the occasion for a
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suffering person to voice his or her experiences. The other is having someone’s 

existence in sight. If the therapeutic effect o f  being able to talk is solely based on the 

act o f  voicing experiences, then a simple recording device, in place o f  a pen and a 

diary, might be effective, and this might be quite practical and feasible to implement. 

However, what we do not know is the effect o f having someone with them or Being- 

With them. The participants demonstrated that they appreciated my visits and the 

occasions to be able to talk. Yet I do not know the degree to which the participants 

appreciated the occasions to talk versus my existential commitment to Be-With them. 

A phenomenological study that focused on the impact o f  being able to talk about 

experiences might further inform us on this issue.

Some authors had indicated that the study o f hospice patients or suffering 

people is challenging to researchers themselves. However, the experiences o f a 

researcher rarely get attention. From my personal experience, I can attest that it was 

emotionally taxing to keep visiting and listening to the participants, and to continue to 

live with the reminders and memories o f  them  It would be helpful to have studies o f  

the researchers o f  hospice patients and suffering people. For example, a 

phenomenological study o f ‘what it means to interview hospice patients’ or ‘what it 

means to be with the suffering’ would be informative for future researchers o f hospice 

patients and suffering people.

Steeves and Kahn (1987) wrote that the suffering o f  dying people can be 

alleviated, even though the possibility o f  their death cannot be removed. Dupont and
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McGovern (1992) wrote that health care professionals frequently encounter suffering 

patients who achieve “a serenity, a peace, and an optimism that is truly inspirational” 

(p. 162). Coyle (1996) and Ferrell (1996) suggested that the burden o f  suffering may 

be diminished if suffering people can communicate their private experiences to others. 

Other authors (Cassell, 1992; Copp, 1990a; Frankl, 1963; Lindholm and Eriksson, 

1993; Reich, 1987; and van Eys, 1992) also implied the possibility that a suffering 

person can be healed and transcend the negativity o f the experience. Perhaps the 

peace I saw in Norm’s eyes, and the settled atmosphere A1 had, might have been signs 

that they were on their way to being healed. However, aside from my personal 

perception that the suffering o f  some o f the participants might have been healed or 

alleviated, there was no substantial evidence that supports such a perception in this 

study. The identification o f the possibilities o f  healing from suffering will be a task o f  

future phenomenological research.

Some authors have suggested a relationship between the experience of 

suffering and aesthetics. Steeves and Kahn (1987) linked the concept o f aesthetics 

with some hospice patients’ recovery from their suffering and suggested that 

aesthetics is made possible by suffering. They defined aesthetics as “a sense of well

being and order in the internal and external environments” (p. 115129) and “a way o f  

seeing reality as a whole rather than...its parts130” (p. 115). A German philosopher,

129 Steeves and Kahn (1987) cited the comment by Richard (19S7).
120 Steeves and Kahn (1987) cited this sentence from Whitehead (192S).
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Arthur Schopenhauer (1788-1860)131, claimed that human beings transcend suffering 

by means o f  aesthetic experiences. Nietzsche132 (1960) related aesthetics to the 

courageous act o f facing inevitable tragedy. Joyce (1916) and Pipa (1968) described 

aesthetics as the act o f experiencing meaning in life. Among the most recent 

philosophers, John Dewey described aesthetic experiences in his book Art as 

Experience (1934) in a pragmatic, experiential way, without being reductionistic. The 

relationship between the experience o f aesthetics and suffering suggests a rich future 

field o f  research.

Before and during my interview period, I regularly attended a weekly hospice 

team meeting. This made me aware that the hospice team frequently dealt with non

hospice physicians who had virtually no interest in coordinating with hospice care 

professionals regarding the care o f their patients. Some were even hostile, and others 

simply disregarded hospice care philosophy and tried to implement aggressive 

treatments on their patients, even though they were already receiving hospice care. 

Another time, there was a case in which a nursing home refused to pull a feeding tube 

out o f a hospice patient, even though the continuous feeding was causing discomfort 

to the patient and the hospice team had legal control over the welfare o f the patient. 

The nursing home administrator was afraid o f  being sanctioned by regulatory 

authorities for not providing sufficient nutrition to the resident. These are examples o f

131 The concepts by Schopenhauer were described in the book by Zimmem (1932).
132 Nietzsche (1844-1900) wrote The Will to Power (1886/1960).
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the invisible obstacles that were a great hindrance to desirable hospice care, and the 

ones who had to live with the negative consequences were the patients.

The reason Al’s family physician did not visit A1 might have been related to 

such an invisible conflict between a hospice team and a regular physician. Case studies 

of patient-related conflicts between hospice teams and other health care providers 

may provide us with some directions as to how we can improve hospice care. An 

investigation o f non-hospice physicians and non-hospice care providers might also 

provide us with a better understanding and yield corresponding strategies that could 

improve the potential o f hospice care to its patients. We need to ask, for example, 

what are the non-hospice physicians’ attitudes, perceptions, and experiences 

surrounding the concept o f  hospice or the hospice programs they deal with? What is 

the character o f  the communications between hospice care team members and non

hospice professionals? Are there any educational needs in this area? Furthermore, one 

of the major sites o f  hospice care is nursing homes and proprietary homes. It is vital 

for the administrators o f those residential facilities to properly understand the concept 

o f hospice care. As a start, a simple survey to inquire about how administrators o f  

residential facilities understand the concept o f hospice care might be a less threatening 

and sufficient way to begin.

One o f the minor findings o f this study was that the participants revealed to 

me stories that have to do with their health care providers, but that the bulk o f  these 

stories have not been revealed to their health care providers. Not all the stories were
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negative. Still, the participants did not talk to their care providers about their 

experiences in receiving care, whether positive or negative. This might be due to the 

hospice care providers’ busy schedules prohibiting making time to sit and listen to 

hospice patients. It might also be because o f  hospice care providers’ lack o f 

knowledge of what their patients need. Hospice care providers need to become aware 

that, even with the existence o f  the Patient Bill o f  Rights or the practice o f  informed 

consent, hospice patients do not always reveal exactly what they want or, for that 

matter, what exactly they do not wish to have. Hospice care providers are able to 

walk away from their patients by moving from one to another, but patients who often 

are stuck in their beds cannot do the same. In order to know fully what hospice 

patients need, the use o f an independent researcher might be desirable to conduct in- 

depth interviews.

As much as hospice care is nested within the system o f  health care, one o f the 

central issues to be dealt with is the issue o f  suffering and death. Neither suffering nor 

death is solely a medical and health problem. The issues o f  suffering and death are 

also issues of our culture, politics, and society in general. I think it is inappropriate for 

nurses to approach them solely from the point o f view o f health care. In order to 

properly deal with the issues o f  suffering and death, there is a need for a broader 

interdisciplinary approach that goes beyond the framework o f  medicine and health 

care. Death and suffering are ontological and existential by nature. A nurse researcher 

needs to go beyond the traditional disciplinary border and obtain partnership with the
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discipline o f philosophy, for example, and start to constructively investigate the issues 

o f death and suffering that are fundamental to human existence. Also, the impact o f  

the legal interpretation o f a person as an agency in hospice care requires further 

investigation. For example, nurses need to investigate the impact o f certain legal 

requirements over hospice patients’ experiences.

As I described already, the relationship between the experience o f  enduring 

and the experience o f  suffering is unclear. Also, the question remains as to whether or 

not these concepts and experiences can be distinguished. The existential aspect o f 

enduring needs to be delineated in order for us to further understand this experience 

in relation to suffering.

It is important to comment on the implication of this study beyond the field o f 

nursing research. It appears that the experiences o f  suffering identified in this study 

are not unique to hospice patients. In fact, ample documentation exists outside the 

field o f  hospice care about the role o f  institutions in the suffering experiences o f 

people (Gubrium, 1997; Katz, 1996). For example, in her ethnographic studies, 

Kayser-Jones (1990, 1995) described senior citizens’ experiences o f suffering caused 

by the institutions o f  nursing home, health care system and society. As described in 

Chapter IV, Literature Review on Suffering, very few o f these studies have a focus on 

the concept or experience of suffering, or on the experiences o f  hospice patients. For 

these reasons, the majority o f studies outside the field o f health care were not 

examined in this study. Based on the definition o f  suffering established in this study,
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however, the scope o f future studies can go beyond the field o f hospice care, nursing 

or even health care. The definition o f  suffering established in this study can be 

compared with findings o f the studies and other documents outside these fields, and I 

believe that such an expansion o f  the scope o f  studies in the future will yield 

additional insights into the experience and the concept o f  suffering.

9.6.2. Implications for Nursing Education

As I described earlier, suffering is a  part o f the human condition that is 

universal and unavoidable (Bulger, 1992; Duffy, 1992; Starck & McGovern, 1992; 

Travelbee, 1966; van Eys, 1992). Also, death will remain one o f  the most threatening 

experiences for most o f us, and the link between suffering and the terminally ill 

condition will continue. However, in nursing practice, there is a tendency to avoid 

suffering, and nurses’ avoidance o f  suffering can have a negative impact on their 

patients (Ferrell, 1993). Sherwood (1992) wrote that caregivers, when they cannot 

alleviate suffering, “often experience a sense o f  frustration and failure” (p. 106) and 

can have a conflict between their professional dedication to the care o f others and the 

personal concerns for themselves. Dunlop (1996), Klagsbrun (1994) and Severino, 

Friedman and Moore (1986) have pointed out the inability o f  physicians to deal with 

suffering. Numerous others (Degner, Chekryn, Deegan, Gow, Koop, Mills, Reid, 

McCorkle, GoodelL, Donohue, Benoliel, Bertman, Greene & Wyatt, 1982; Gates, 

Kaul, Speece & Brent, 1992) have pointed out the lack o f  education for physicians 

and nurses in caring for dying people.
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In fact, I myself had no substantial nursing education, either in Japan or in the 

US, in terms of how to care for the dying. Dealing with both terminally ill patients and 

patients who are suffering is a taxing aspect o f  health care practice that must be 

taught and not left to chance. I believe that a proper education is essential to 

successfully prepare for caring for the dying and the suffering. I suspect that had I had 

a substantial education on how to care for them, I might have been able to deal with 

the participants’ deaths in different ways.

I believe that one o f the most stressful experiences for health care students is 

the death o f  their patients. However, there are some rewarding elements in caring for 

the dying. I am convinced that the personal satisfaction I gained from visiting the 

participants and being thanked for it was the main driving force that kept me going. 

Health care students also need to be guided to recognize the rewarding aspects of 

being able to help other human beings.

There are several things that I think are important for health care students to 

know. One is the importance o f  hope for hospice patients. For example, the impact of 

losing hope was captured in the participants’ narratives. Health care professionals 

should never take hope away from a patient, whether he or she is dying or not. Even 

after making a formal prognosis, health care professionals can be there to recognize 

the sense o f  hope and the experience o f  the continuous possibilities of the future that 

the patients might have. A teaching curriculum for hospice care must include the 

importance of keeping hospice patients’ hope alive.
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To be absolutely clear on this very important point, 1 am not recommending 

any creation o f false hope, or even shading o f the truth to make a hospice patient feel 

better. I am rather concentrating on making sure we do not remove any hope for 

continuous possibilities o f  the future Being, when there is no hope for recovery in the 

medical sense. Health care providers must be able to accept an individual’s 

hopefulness or need to be hopeful. Perhaps, in order to achieve this, the hope of 

hospice patients must be identified in the context of their Understanding ( Verstandnis) 

o f their world, not in the context o f  medical scientific knowledge.

Also, while conducting this study, I have learned that to have a witness to 

one’s suffering and one’s journey into the unknown is one o f the most helpful things 

hospice patients can get. In other words, Being-With is perhaps one of the most 

important things we can do for hospice patients. I do not recall learning this in 7 years 

of clinical nursing education. Furthermore, a difficulty exists in teaching how to 

appreciate the meaning and value o f such an existential aspect o f our Being to a class 

of health care students.

In teaching health care students, telling them to be sympathetic or be sensitive 

is not enough, although this might be the most conventional approach, if there is one 

at all. An appreciation o f other human beings’ experiences requires an understanding 

o f them. In order to achieve this, health care students need to be able to see a patient 

as a person, rather than as a medical diagnosis and correspondingly needed medical 

care. For instance, had I described the participants only as cases of a terminal cardiac
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condition, diabetes, a sinus tumor, prostate cancer, a benign brain tumor, and terminal 

liver cancer, there would be no personhood reflected in any o f the participants. In 

typical descriptions filled with diagnoses and medical observations there is no 

existential Understanding ( Verstandnis) o f  Being.

One way to help health care practice students see and feel the depth and 

uniqueness of the experiences o f  each hospice patient o r suffering person might be to 

expose them to phenomenological studies o f  hospice patients, including this onel3j. 

Phenomenological studies o f  care providers might also be informative for health care 

students in terms o f what it is like to deal with people who are suffering and 

terminally ill, how rewarding caring for them can be, and what we can do to enhance 

and maximize our capabilities to assist them.

I also suggest that health care providers who care for hospice patients need to 

be able to shift their focus, as appropriate, from knowing to Understanding 

( Verstandnis). To achieve this, health care students must be allowed and encouraged 

to get out of a clinical, problem-solving frame of mind, in which searching for the 

cause o f suffering is central, and instead focus on the existential aspects o f  patients' 

experiences.

Aside from an existential aspect o f  nursing education, there are some simple, 

practical things health care students can learn as well. For example, one o f  the points 

several participants commented on was that their care providers were busy. By
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implication, I feel the participants knew that they were one o f many things that their 

care providers had to do. But hospice patients are not a to-do list for busy health care 

providers. A simple thing to do might be to not look hurried. This is not difficult. All 

we need to do is to stop before entering a hospice patient’s room, and take a  deep 

breath. Slow down. Leave personal concerns behind before opening the door. Move 

slowly. Sit down at the patient’s bedside.

Another issue the participants pointed out was that they liked their health care 

providers to smile. There might be occasions when smiling is inappropriate, but there 

is generally no reason why health care providers should not smile at the bedsides o f 

hospice patients.

One o f the reasons some health care providers become too serious in front o f 

hospice patients might be social and cultural. Cassell (1992) wrote, despite ‘i ts  

idiosyncratic and particular nature...the suffering o f  the individual... is born from 

shared meanings” (p. 6). Other authors (Bulger, 1992; Cassell, 1989; Engelhardt, 

1982) also described the unbreakable tie between a suffering person and the world in 

which he lives. Even some participants o f  this study were visibly uncomfortable and 

hesitant to use expressions relating to death. This was in one sense peculiar, because 

the same participants had no problem revealing their intimate experiences to me. 

Perhaps, it may even be helpful to teach health care students to become aware o f their

133 The discussion here is focused on phenomenological studies and on this study in particular. 
However, I am not denying the other means, such as relevant films and literature, that can expand 
our Understanding ( Verstandnis) on suffering or what it means to be a hospice patient.
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own situated-ness; how their society and culture formulate what they believe, what 

they practice, and what they value, on the issue of, for example, death and suffering. 

Such a structural approach may help the students to become critically aware o f their 

own experiences and perceptions regarding suffering and death, as well as the very 

way our health care is delivered. It might also enable them to improve our health care 

system, which has many flaws but also possesses a  power that cannot easily be 

challenged from the outside.

Finally, health care students must be reminded repeatedly that both suffering 

and death are unavoidable. Human beings tend to see illusions in the advancement o f  

medical technologies as though any health problems we have can be solved in some 

way. But this is not true. Our suffering and death are eventually beyond human 

control. It is only with such a recognition that health care providers can have healthy 

and realistic attitudes towards patients who might be dying and suffering.

9.6.3. Implications for Nursing Practice

9.6.3.1. Managing health care providers. Barb said ‘there are some that should 

not be in this field...Because they’re not sympathetic’. The other participants’ 

comments also reflected their awareness o f the fact that some health care providers 

are not kind, reliable, and professional. The undeniable fact is that in most cases, 

patients can’t choose who they want for their health care providers. But health care 

organizations can screen their personnel to acquire quality hospice care providers in 

order to assure the quality o f care they deliver to their patients.
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Because any change in our health is potentially a threat to  our Understanding 

( Verstandnis) o f  Being, which is now defined as suffering, health care professionals 

must be equipped to deal with suffering people. Brallier (1992), Copp (1974), 

Eriksson (1992), Hinds (1992), Martin and Berchulc (1987), and Sherwood (1992) all 

suggested the potential difficulty a person may face in the process o f dealing with the 

suffering o f other human beings. Some nurses may even have a  tendency to avoid the 

suffering o f patients (Ferrell, 1993). In fact, I personally experienced temptations to 

take the easy way out and avoid dealing seriously and whole-heartedly with the 

participants while I conducted this study. Instead, I worked hard to continue to 

immerse myself in the interpretive process. The managers o f health care organizations 

who oversee health care providers who deal with suffering people, should recognize 

this aspect o f the experiences in the everyday practices o f hospice care providers. To 

ensure quality patient care, those who directly deal with the suffering (e.g., nurses and 

aides) must be monitored and supported as needed.

Hospice aides are one o f the most important hospice team members in the 

sense that they usually spend much longer hours with each hospice patient than nurses 

do. Many hospice aides visit their patients on a daily basis and for a prolonged period 

o f time. This means the impact o f  the care rendered or not rendered to the patients by 

the hospice aides is extremely consequential. Since patients have little comfort and 

ability to move from one aide to another, hospice care organizations need to pay 

careful attention to the selection o f well qualified aides in the first place. Also,
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particularly because hospice aides often provide the most intimate care to the same 

hospice patient over a prolonged period o f  time, it might be desirable to consider the 

patient’s personal preference in terms o f what type of aide he or she prefers. It is also 

vital that a hospice patient be assigned to aides with whom she or he can feel 

personally comfortable. Since the majority o f health care aides have limited 

educational background, it is also vital that health care organizations continue to 

educate them on key care issues, such as the importance o f  communications and their 

relationships with their patients.

Another very important member o f  a hospice team is the volunteer. Some 

volunteers, including those from the hospice program and other organizations, were 

visiting some o f  the study participants. However, the participants commented on the 

fact that, in some cases, volunteers visited them with some frequency but then 

stopped doing so rather abruptly. There might be occasions when health care 

providers have no control over the visitors o f  hospice patients or the nature o f  such 

visits, but it is important for a hospice care organization to arrange for volunteers to 

visit hospice patients steadily, once the visitations begin. Being conscious o f  this point 

in the communication training and management o f hospice volunteers will reduce 

some unnecessary stress o f  hospice patients.

9.6.3.2. Importance o f  individualized care. Several participants commented on 

the importance o f  individualized care. Norm said that dealing with someone’s life 

‘gotta be individual’. Individualized care might only be possible with the proper
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respect given to what each hospice patient wants. And what may appear to be small 

things can have a significant impact on the well being o f  the hospice patients. For 

example, Stan’s brain injury accident that occurred when he was 18 years old made 

him semi-paralyzed for 22 years, and he had lived his entire life since the accident 

relying on someone else’s care. Therefore, getting attention from health care 

providers for him was not as dramatic an episode as with other people who grew up 

with no disability. In contrast, Barb had been living an independent life and was proud 

of the fact that she was still able to manage and do certain things by herself. When I 

once tried to help her put on her cardigan, she refused by saying ‘I don’t need to be 

helped. I am independent’. Different participants demonstrated different types o f  

needs for assistance.

In the beginning o f  this study, I thought Ed, the 101 year old man, was lacking 

what I considered to be common sense regarding life span. Every time he showed 

some concern about his physical condition, it amused me because I felt that he had 

very little understanding o f how long we usually live, and what happens when we 

become older. Sometimes, I even felt that he should feel lucky to have lived as long as 

he had. Even in the weekly hospice team meeting, Ed was one o f  the famous patients 

because he was 101 years old and kept going. ‘He is STILL doing fine’, a nurse might 

say in the meeting, and everyone would smile, and I did not think anything o f  it. Then 

I realized that my view o f  him was very norm oriented, like that o f  modem medicine. 

Statistically speaking, he had surpassed his life expectancy, but he was not a number
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on an actuarial table. His loneliness and concerns for his physical well being were no 

less important than those o f  other younger hospice patients. Sometimes it is necessary 

to view and grasp a patient population as a group, for example, to guide our practice 

o f nursing towards improved efficiency. But in this process, we should not forget the 

individual Being. Our forgetfulness in this process does not hurt us, but it does hurt 

the patients who depend on the professionalism o f  their care providers for their well 

being.

9.6.3.3. Importance o f  communication. Many authors have stressed that the 

only way to understand suffering is to pay attention to suffering people (Cassell,

1992; Coyle, 1996; Duffy, 1992; Russell, 1945). However, health care providers are 

required to be able to discern the necessity o f attention to their patients based on the 

patients’ medical conditions, such as the seriousness o f  conditions and the complexity 

of treatment protocol. Acutely ill patients, or those who are on complex medication 

schedules, tend to get maximum attention from their care providers. The problem is 

that when health care providers move from a cure-oriented health care setting to a 

hospice care setting, as often happens, they usually carry their fundamental approach 

to their patients with them, in terms o f how they assess the necessity for attention. 

Therefore, even in a hospice setting, those patients who are more acutely ill and 

require more medical interventions tend to get more attention from their care 

providers. On the contrary, the other more stable hospice patients with minimum 

medical intervention requirements tend to get less attention from their care providers.

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



384

So long as health care providers view attention from the point o f  view o f a medical 

model, it might be difficult for hospice patients to get an appropriate amount o f  

attention from their care providers.

This tendency may have been manifested in what the participants described as 

the industrious nature of their health care providers. The participants ail commented 

that their nurses and physicians were busy. For example, A1 said ‘just too damn many 

people for [health care providers]...The more people we got, we gotta keep up with 

the other end, too. Nurses and doctors...Then everybody slides down...’. In the end, 

the ones who paid the price for the effect o f  health care providers being busy were the 

patients. In her 1974 study, Copp documented that the subjects in her study wanted 

their nurses and doctors ‘to slow down, to be serious, and to respect them as human 

beings’. Health care providers being busy comes naturally with a system o f health care 

that is driven strongly by economics and the law. I do not feel that health care 

professionals today have more time than two decades ago. With an increasingly more 

bureaucratic and legal environment that constrains health care practice, health care 

providers are always on the run. Since it may be impossible to sit with every patient, 

the most reasonable recommendation might be to use discretion; sometimes, some 

patients need to be heard more than others. Or at least health care providers should 

try not to look so hurried and grim when they visit hospice patients.

Coyle (1996) and Ferrell (1996) said the burden of suffering may be 

diminished if suffering people can communicate their private experiences to others. In
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order to achieve communication between hospice patients and other people, I think it 

is vital that hospice patients not be cut off from the people in their lives. However, the 

findings o f  this study showed that the participants were severely, and in some 

instances systematically, isolated in many ways. By keeping the communication paths 

between hospice patients and their community open, health care providers may be 

able to better assist the hospice patients’ re-organization of their Understanding 

( Verstandnis) o f Being. Perhaps, health care providers should relax the visitation 

restrictions often established by institutions and make it easier for family, friends, and 

pets to visit them. If  possible, it might be helpful for some hospice patients to be 

provided with telephones, foxes, and even email accounts. Health care providers 

might also need to assist anxious visitors, who might benefit from receiving guidance 

as to how best to visit a hospice patient.

9.6.3.4. Depending on health care providers. As the participants were isolated, 

the significance o f the hospice patients’ care providers intensified, and the hospice 

care providers came to be regarded as extremely important people from the point of 

view o f the participants. When the care providers foiled to respond to such trust and 

reliance, the participants suffered. For example, even after A1 signed up for a hospice 

program, his relationship with his physician did not end, at least from Al’s point o f 

view. Although A1 had a hospice physician who took care of his medical needs, A1 

kept waiting for his family physician to visit. Al’s family physician might not have
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been aware of the impact o f  his existence in Al’s life. In the case o f  Stan and Barb, 

their aides failed to quickly respond to their call bell.

It might be impractical and unfeasible to suggest that all the health care 

providers who have ever dealt with hospice patients remain in contact with the 

patient. However, what health care providers might be able to do is to at least make it 

clear when their assignment to a patient is over; all that is required is a few words, a 

card, a phone call, or even a formal letter. I think hospice patients deserve such basic 

courtesy from their health care providers.

9.6.3.5. Importance o f  Being-With. I believe that Reich (1987) is correct to 

suggest that health care professionals need to assist patients “in living through the 

suffering if that cannot be eliminated” (p. 118) and the importance o f being with 

suffering people, regardless o f  the possibility o f alleviating their suffering. Watson 

(1986) said that “even when sufferers do not achieve their intended destiny to find 

absolute meaning, the companionship o f  fellow human beings along the quest has 

made their journey easier” (p. 177). Based on my experience in conducting this study, 

I believe strongly that Being-With (i.e., our existential commitment to witness 

patients’ experiences) is one o f the most important things health care providers can do 

for hospice patients.

One problem with the comments made by Reich (1987) is that he had 

suggested that, although health care professionals may be successful in removing 

some causes o f patients’ suffering, they should not mistakenly consider that they are
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the ones who have control over the patients’ suffering. Reich explained that suffering 

is the suffering person’s problem. Health care professionals may happen to remove 

some o f the causes (e.g., physical pain) that may have triggered people’s suffering, 

but this does not mean that health care professionals removed the suffering. The 

healing of suffering and moving into a newly established self belongs to the suffering 

people themselves.

From the point of view o f  ethics, I think Reich is correct. However, because 

the current American health care system is strongly driven by economics we might be 

forced to think otherwise. In order to remain financially viable, health care providers 

must be able to claim the effectiveness o f their work. Health care administrators and 

governing institutions may question why health care providers need to waste time and 

energy for something that they cannot even claim as their part of a contribution 

towards patients’ improvements. On the other hand, suffering is inevitable, and health 

care providers cannot avoid suffering regardless of any economic impetus. This issue 

bridges serious philosophical, political and practical problems that are yet to be 

solved. In the meantime, I contend that it is a given in the health care professional 

code of ethics to continue to attentively encounter suffering.

Although I mentioned the importance o f  health care professionals’ Being-With 

hospice patients, it should be noted that Being-With is also important for family care 

providers. In particular, I have mentioned elsewhere that Being-With is not an easy 

act, because it is mentally taxing and also because our cultural and institutional
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environment is not made to make the act o f Being-With an easy thing to do. Also, the 

family care providers o f  hospice patients are themselves going through an extremely 

stressful time as they care for their loved ones. Given the commonly accepted and 

valued nursing practice o f ‘family education’, I assume that nurses tend to focus on 

teaching the family members o f  hospice patients what to do, such as how to control 

pain medication schedules or what to feed their dying family member. However, 

nurses are usually not educated in terms o f teaching family care providers the 

importance o f  Being-With. Also, nurses may not have enough time to teach family 

care providers how to Be. I believe that some family care providers would benefit 

from knowing that what they are doing, no matter how difficult it might be, can help 

their dying family member.

Hospice volunteers can also practice Being-With and contribute to the quality 

o f  the final days o f hospice patients. The only potential problem can be that hospice 

volunteers have a variety o f  backgrounds, motivations, and expectations in their roles. 

Some volunteers might not be able to handle the seriousness o f the role or might not 

be interested in getting directly involved with patients. For example, some people 

volunteer to deliver medications or groceries to patients’ families. On the other hand, 

the variety o f  life-experiences that hospice volunteers can bring into patients’ care 

might serve as a positive influence. With proper training, I believe that selected 

hospice volunteers can practice Being-With at the bedside o f hospice patients. For
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most hospice patients, this might be more important than, for example, playing card 

games or getting their flower vase water changed.

One o f the things that the participants had not been able to do was to do 

something with other people. For example, since they became seriously ill, they 

almost never had meals, or even a cup o f  coffee, with their family members or friends. 

They almost never watched movies on TV with anyone. Although all hospice patients 

are seriously ill, some are quite capable o f  speaking and thinking. The participants 

were able to think, and contribute their ideas and thoughts, and I confidently feel that 

they found great benefit in feeling they were doing something. When A1 finished 

writing his will, and when I helped Barb to finish sorting out cards, their positive 

reactions gave me the distinct impression that doing something constructive might be 

important for some hospice patients.

However, none o f the participants were given the opportunity to do anything 

productive as a part of hospice care. One o f  the reasons why the dying are not given 

anything to do is perhaps because our cultural expectation is that a  sick person should 

rest in bed and not be given any work pressure. However, based on my impression 

with the participants, some hospice patients may well benefit from participating in 

some constructive projects, such as talking to researchers as informants or orally 

dictating their life stories, as appropriate. Although such an activity should not be 

forced on every patient and certainly should not replace care providers’ Being-With
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hospice patients, doing something productive and being able to contribute might lead 

to hospice patients’ sense o f worth.

9.6.3.6. Community education. In our culture, the deaths o f  living creatures 

are becoming increasingly hidden from our everyday lives. We have no need to hunt 

for and kill animals for survival, and pets are increasingly euthanized in veterinarian 

offices away from sight. Many senior citizens live in a  confined nursing home setting 

away from the busy family life with small children, and today, fewer numbers o f 

children know how their grandparents weaken until they finally die. It appears that 

most health problems are taken care o f by physicians. Different from 100 years ago, 

or even 50 years ago, when surviving beyond childhood was the first and foremost 

challenge for all, we now have no expectation of dying before the age of 70 or 80. 

Even at the age of 90, some people choose to go through extensive surgeries, and this 

strongly indicates where their lifespan expectations lie.

Similarly, in our culture, suffering is almost always dealt with as something 

evil which is either to be avoided or to be fixed. Nor do we want to deal with those 

who are suffering. Bulger (1992) suggested that Americans view suffering as an 

unwanted and negative problem that should be avoided and overcome, if at all 

possible. In many people’s eyes, suffering is not even normal, and even minor levels 

o f emotional discomfort are now subject to interventions such as herbs, counseling, 

and self-help books. The feet that antidepressants are one o f the most frequently 

prescribed drugs to hospice patients may demonstrate health care providers’ and
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society’s attitudes toward the dying and their suffering. On the one hand, such 

attention may be helpful to provide a variety o f  ways to deal with the experience o f 

suffering. However, on the other hand, if our focus remains on the total removal of 

suffering, instead o f  with dealing and living with suffering, we are losing a  realistic 

view of life in general and the fact that suffering is virtually unavoidable.

If  there is an unbreakable tie between suffering people and the world in which 

they live (Bulger, 1992; Cassell, 1989; Engelhardt, 1982), then can we change the 

social meaning o f  suffering by educating our community? I think we can, and we 

should, although it might take decades to achieve. Health care providers must keep 

reminding people that suffering happens, and no matter how hard we work at it, we 

all die. Hospice should not be thought o f  as a place o f last resort, where all the people 

who are abandoned by physicians are warehoused. Also, I believe that, to a  great 

extent, people die in the way that they have lived. The importance of human 

relationships cannot be taught when a person signs up for a hospice program. What 

we have nurtured while we are well is most likely what we will get when we become 

terminally ill and face death. By providing reasonable death education with a realistic 

view to our society, health care providers may at least be able to prevent unrealistic 

views o f medical science and o f  our life. In other words, if we grow up in a  

community where the mortality o f  human beings is a part o f everyday life, as it used 

to be hundreds o f  years ago, we may able to nurture the ways o f  Understanding 

( Verstandnis) that will enable us to appreciate our world o f  Being better than
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otherwise. For example, Mac suggested ‘a program where...the elderly have contact 

with children’. Although the effect o f such effort might not be readily visible, by 

involving the community, health care providers might be able to improve the care for 

the dying in a  subtle and fundamental way.

9.6.3.7. Importance o f  advocacy. Most hospice patients are powerless, 

nameless existences in the context o f our health care system. Also, culturally, we 

Americans are not inclined to fret over uncomfortable topics, such as how our loved 

one died. We are more inclined to move on. Therefore, it is a vital and ethical 

responsibility o f health care providers to advocate for hospice patients. For example, 

it might not always be possible for a hospice program to retain hospice patients who 

are not declining fast enough. After all, someone must cover the cost. However, 

hospice care providers can negotiate legal and organizational obstacles, and lobby for 

political interventions that may one day enable a hospice care organization to be able 

to keep hospice patients who happen to have slow declines in their program.

There are numerous other things that might improve the care o f hospice 

patients, but nevertheless are not yet feasible or practical because o f the state o f  our 

health care, politics, economics, and science. However, as witnesses o f the suffering 

o f hospice patients, health care providers should never just walk away from it, lest 

they themselves be likely to follow the same path the participants o f this study have 

taken. Even with no immediate rewards, the health care providers who care for the 

dying and the suffering must care to continue to advocate for their patients. I believe
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that with such care for other fellow human beings, health care providers are finally 

entitled to be called health care professionals. Only then might we be able to elevate 

the concept o f  nursing to a true art form that is not limited to tending to the sick but 

enables human beings to Be.
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XI. APPENDIX

A. Table 1: Patient Pain, Symptoms, Quality o f Life

Authors/ Symptoms Sample Design Measures Results
Publication

Date
Parkes, Pain; 31 ear/nose/throat Summary o f Unspecified 84% had pain; 77% had anorexia
1975 Anorexia; patients at St. symptoms 42% had dyspnea; 61% had constipation

Dypnea; Christopher’s reported by
Constipation Hospice patients

Parkes, Pain; 165 non-hospice Simple Unspecified Home Hospital
1978 Mobility patients in final comparison, Severe pain 48% 22%

Confusion terminal phase; 65 
had most terminal 
care at home; 100

interviewed
surviving
spouses

Mobile 19% 0%
Unconfused 68% 29%

had most in
hospital

Parkes, Pain; 34 matched pairs; Comparison Spouses’ reports % had Hospice Hospital
1979a Mobility; patients receiving study, severe pain 18% 48%

Confusion care at St. 
Christopher’s and 
in other hospitals

interviewed % mobile 39% 13%
surviving
spouses % very confused 23% 23%
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Table 1 (Continued)
Authors/

Publication
Symptoms Sample Design Measures Results

Date
Parkes, Pain; Terminal phase 10-year Unspecified Pain Confusion Not Mobile
1985; Contusion; patients comparative I. A. 30% 75% 61%
Parkes &
Parkes,
1984

Mobility I. 1967-1969
II. 1977-1979
A. Hospital
B. St.
Christopher’s
Hospice

study; survey 
method.

I. B. 15% 56% 88%
II. A 9% 45% 74%
II. B. 5% 30% 96%

McKegney Pain Cancer patients Nurse visited Initially and at 90 days before death to death, nonvisited
etal., 1981 with prognosis study patients each visit; Locus patients’ pain increased; Patients with

[sic] 3 months to 1 for 30-45 o f Control, higher CMI scores had more pain in last
year; 98 study, 101 minutes, 1- Cornell Medical 60 days; Patients with higher External
control 2/month to Index, LoC scores had more pain in last 180

provide care, Kamofsky days.
talk about Performance
illness, Scale, Pain
mobilize other Estimate,
resources. Medical,
Nurse given nutritional,
information on physical,
pain control. religious,

psychological
data
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Table 1 (Continued)
Authors/

Publication
Symptoms Sample Design Measures Results

Date
Shedd et 
al„ 1980

Pain;
Feeding
problems;
Respiratory
problems

60 randomly 
selected head and 
neck cancer 
patients at Roswell 
Park Memorial 
Institute, who died

Random sample 
Medical records 
reviewed

Unspecified 85% had pain
62% had feeding problems
45% had respiratory problems

1974-1979
Wilkes,
1984

Dyspnea;
Pain;

262 deaths (2:1 
hospital: home; no

Interviews with 
GPs, nurses,

% patients with symptoms according 
to

Vomiting; hospice) in relatives before Relative GP Nurse
Insomnia; Sheffield and after time o f Dyspnea 28 35 43
Confusion;
Anxiety;
Pressure
sores

death, to assess 
patient’s terminal 
condition

Pain 26 24 54
Vomiting 11 15 22

Insomnia 7 6 36
Confusion 12 19 33
Anxiety 21 26 18

Pressure sores 3 5 11
Wellisch et Somatic side 570 cancer Records obtained Psychosocial 30% had somatic complaints
al., 1983 effects patients' records from 2 visiting 

nurse agencies in 
L.A. and Orange 
Country, Calif.

problem 
categories for 
home-bound 
cancer patients 428
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Table 1 (Continued)
Authors/

Publication
Symptoms Sample Design Measures Results

Date
Jones, 1984 Pain 200 consecutively 

diagnosed lung 
cancer patients

Patients were seen 
once a month 
before death; after 
death, review of 
case history, 
including 
interviews with 
nursing staff & 
house physician or 
GP, interview with 
nearest relative

Unspecified 41 % had no pain; 23.5% needed no 
treatment; 9.5% weakened and died 
peacefully; 5.6% survived 5 years

Witzel,
1975

Pain 250 patients during 
weeks before death

Clinical
observation

Unspecified 33% o f patients disoriented within 24 
hours o f death; pain decreased in last 
days; anxiety decreased as dyspnea 
lessened

Hardy &
Pritchard,
1977

Physical
distress;
Pain;
Nausea and 
vomiting; 
Dyspnea; 
Dysphagia

117 85% patients had physical distress 
Relieved Unrelieved Total# 

Sporadic/Constant 
Pain 36 (69%) 9/7 52
Vomiting 8 (35%) 5/10 23 
Dyspnea 3(18% ) 6/8 17 

Dysphagia 1 (20%) 1/3 5

429



R
eproduced 

with 
perm

ission 
of the 

copyright 
ow

ner. 
Further 

reproduction 
prohibited 

w
ithout 

perm
ission.

Table 1 (Continued)
Authors/

Publicatio
nD ate

Symptoms Sample Design Measures Results

Oster et Pain Adult Reviewed physicians’ Degree o f pain Average daily pain rating:
al., 1978 patients and nurses’ daily evaluated by non-cancer .58

who died progress notes, daily grade o f  analgesic cancer 1.47
at analgesic administration administration: with no pain/no analgesic;
Medical 0 = none; 1 = non-cancer 55%
Center; aspirin/acet cancer 28%
47 non- aminophen, 2 = 25% o f cancer patients never had pain
cancer codeine/
patients, pentazocine, 3 =
43 cancer narcotic
patients analgesics

Kassakian Quality o f 71 cancer Retrospective study data Kamofsky Physical performance decreased most in last
et al., life and patients Perfor-mance 60 days o f life; pain less o f a problem for
1979 pain (28 Scale 5-point those institutionalized

female, scale measuring
43 male) nut-ritional,

psychological,
social quality o f
life

Silver, Pain 15 Rating was a consensus 5-level rating Trend toward greater comfort o f hospice
1981 terminal o f caregivers made at scale patients over time

hospice regular weekly care
patients planning meetings
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Table 1 (Continued)
Authors/

Publication
Date

Symptoms Sample Design Measures Results

Wilkes,
1977

Quality o f 
life

500 (217 male, 283 
female)

Review by nurses 
directly involved 
in care

Quality o f Life as Related to 
Knowledge o f Diagnosis 
Patient Patient Patient
definitely possibly definitely 
knew knew ignorant Total 

(%) (%) (%) (%)
Excellent 20 7 2 29
Satis
factory 26 37 7 70
Poor <1 1 0 1.5
Total 46 45 9 100

Barzelai,
1981

Pain; Other 
symptoms 
(vomiting, 
dyspnea, 
con
stipation, 
etc.)

Primary care persons o f 
20 patients at Fairview 
Hospice, Minneapolis, 
MN (home-based)

Written
questionaires [sic] 
completed by 
primary care 
persons

Had Experienced 
symptom relief 

Pain 85% 82% 
Other 85% 88%

Glover et 
al., 1980

Pain 74 hospice patients who 
had unsatisfactory pain 
control with oral or 
parenteral narcotics

Administered 
Bromptom’s 
Cocktail/4 hours

McGill- 
Melzack Pain 
Questionaire 
fsicl

67 patients reported great increase 
in pain relief, particularly those 
with bone and chest pain

431



R
eproduced 

with 
perm

ission 
of the 

copyright 
ow

ner. 
Further 

reproduction 
prohibited 

w
ithout 

perm
ission.

Table 1 (Continued)
Authors/

Publication
Date

Symptoms Sample Design Measures Results

Naylor, Pain and 5 Detroit hospitals Comparison study Closed-ended Hospice patients had less pain,
1983 discomfort terminal patients’ family 

members, N=80 and 
Hospice o f Southeastern 
Michigan patients’ family 
members, N=190

using mailed 
questionnaires; No 
statistical 
adjustments

questions, 
Likert scaled

p <,001 and less discomfort, p<.01

McCusker,
1984

Pain 1 .102 terminally ill 
patients randomly 
assigned to Home Care 
Team or community 
health agencies 
(controls) 111 patient 
caretakers, 39 bereaved 
caretakers; II. 96 
surviving relatives o f 
cancer patients who died 
in Monroe County

Randomized 
controlled trial

5-point
Likert-type
scale

Home Care Team caretakers 
reported patients had lower pain 
scores, p<.01
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Table 1 (Continued)
Authors/

Publication
Date

Symptoms Sample Design Measures Results

Linn et al., Functional 120 males with end- Double-blind Rapid No difference between groups on
1982a; Linn status; Quality stage cancer; 62 randomized Disability functional status, hospital use, or
& Linn, o f life counseled by social controlled trial; Rating Scale survival; counseled patients had
1981 worker, 58 not Assessments Quality o f better QLI outcomes

counseled made prior to Life scales
assignment, and at
1,3,6 ,  9,12
months by nurse

Kane et al., Pain, nausea, Los Angeles VA Randomized McGill Pain No consistent difference on any
1985a; vomiting, dia Medical Center patients controlled trail Scale measure
Kane et al., rrhea, consti with prognosis [sic] 2 biweekly California
1984 pation, dizzi months to 6 months interviews; 1-year Pain

ness, dyspnea, 137 hospice follow-up (or until Assessment
anorexia, etc. 110 conventional care death) Profile

433



R
eproduced 

with 
perm

ission 
of the 

copyright 
ow

ner. 
Further 

reproduction 
prohibited 

w
ithout 

perm
ission.

Table 1 (Continued)
Authors/

Publication
Date

Symptoms Sample Design Measures Results

Greer et al., Pain; Other 1,754 terminal cancer Multisite non HRCA Hospital-based hospice patients
1986 symptoms patients randomized trial Quality of had fewer symptoms

(nausea, 833 home care hospice with regression Life Hospital-based hospice patients
vomiting, patients adjusted estimates Kamofsky had less pain; no differences in
dyspnea, etc.); 624 hospital-based of outcome Performance Performance Status
Overall quality patients Status No differences in HRCA QLI or
o f life; 297 non-hospice Spitzer Spitzer QLI
Functional patients Quality o f No difference in emotional QLI
status; Aware Life
ness; indicators
Emotional [sic]
quality o f  life

Morris et Pain 1,754 terminal cancer Multisite non Melzack Pain No difference in percent o f
al., 1986 patients; 833 home- randomized trial Index patients pain free; Hospital-based

based hospice patients; with regression Quality o f hospice patients had less severe
624 hospital-based adjusted estimates Life Index pain over last 3-5 weeks o f life;
hospice patients; 297 o f outcome Age negatively correlated with
non-hospice patients pain

Note. From Hospice care systems: Structure, process, costs, and outcome (p. 132-138), by V. Mor, 1987, New York: 
Springer Publishing Company, Inc., New York 10012. Copyright 1987 by Springer Publishing Company, Inc. Used by 
permission.
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B. Question Guide

Interviews in phenomenological studies are flexible; that is, there is no set o f 
fixed questions that a researcher must ask all subjects in the same manner. Depending 
on the development o f  each conversation, a researcher may need to ask certain 
questions, but not others. However, this does not mean that a researcher does not 
need to have a plan for each conversation. A question guide will be used to facilitate 
obtaining relevant information and to remind the researcher o f both the central 
research questions and questions from previous interviews.

Several questions will be asked about their understanding o f  their primary 
illness (i.e., diagnosis) and hospice program. For example, the researcher may ask:
• How has everything been going?
• How has your illness been?
• When did your illness start?
•  What did your physician say about your illness?
• What is your understanding o f your illness?
• What has it been like for you to be in your situation?
• When did you start to receive care here?
•  Tell me what you know about hospice.
•  What does the word hospice mean to you?
• What is it like for you to receive hospice care from the hospice staff?
•  Imagine that you need to explain to someone who does not know anything about 

hospice, how would you describe what it is like to receive care from the hospice
staff?

The following questions are key questions that will guide interviews. Since 
each interview is highly contextualized, depending on the nature o f  the conversation, 
not all the questions may be asked and additional follow up questions will almost 
certainly be added accordingly.
• Tell me anything you have in your mind.
• Tell me what you’d like to tell me.
• What is the thought that comes into your mind most frequently?
•  What is your everyday life like?
•  Tell me what has been helpful and not helpful for you since you started to receive 

care from the hospice staff?
•  Tell me the most troublesome things for you?
• Tell me the least helpful thing for you?
• Tell me the most helpful thing for you?
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C. Consent Form

Consent Form

A Study of Hospice Patients’ Experiences 

Junko M. Mills, MS, RN, Ph-D. Candidate

Introduction
Being a hospice patient has many meanings to different people. To improve hospice 
nursing care, it is important that health care professionals properly understand what 
hospice patients’ experiences are like. To learn more about hospice patients’ 
experiences, I am conducting a study and interviewing hospice patients. I am writing 
to invite you to participate in the study. Please read this consent form carefully, and 
ask me any questions that you may have before making a decision whether or not you 
would like to participate.

Purpose of Study
The purpose o f the study is to describe what hospice patients’ experiences are like. 

Description o f Study Procedures
In this study, the interviews are not formal, but conversational. Approximately 6 
hospice patients are going to be included in the study. Participants are invited to talk 
with me at a location and time that is mutually convenient.

In the conversation, I would like to ask you to talk freely about the feelings, thoughts, 
concerns, and opinions that may come into your mind as we talk. I would like to 
know what is important to you.

Although I hope that we can speak for 30 minutes to 1 hour in each meeting, I will be 
grateful for any amount o f  time that you can share with me. We may have more than 
one conversation if you agree to do so.

Our conversations will be taped, but only the researchers will have access to the 
tapes.

Risks o f Participation
There will be no known risk to you due to your participation in the study.
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Benefits of Participation
The benefits to yourself will be the opportunities to tell your experiences, including 
your thoughts and concerns, to someone who is genuinely interested in listening to 
you. In addition, the information generated through this study will have the potential 
to enhance future hospice patients’ care, both in the USA and in Japan, where I plan 
to do cross-cultural research projects after this study is finished.

Costs
There is no cost to you to participate in this study.

Confidentiality o f Records
While I will make every effort to maintain confidentiality, it cannot be absolutely 
guaranteed. Records which identify you (including your medical records) and the 
consent form signed by you, may be inspected by a regulatory agency, the 
University’s Research Subjects Review Board, and/or Genesee Region Home Care. 
However, the actual conversations will only be heard by the researchers. If  the 
findings are published or presented at meetings, your identity, such as your name and 
the name o f health care institution which is providing your care, will not be disclosed.

Contact Persons
For more information concerning the study, please contact Junko Mills at . 
Also, if you would like to volunteer to participate, please talk to your hospice nurse, 
or call Junko Mills at , and leave a message with your name and phone
number.

If  you have any questions about your rights as a  research subject, you may contact: 
Gloria Fish, D.Min.
Strong Memorial Hospital, Box 304

Telephone: 

Voluntary Participation
Participation in this study is voluntary. You can withdraw from the study at any time, 
for whatever reason, by informing me in person or by talking to your hospice nurse.
If  you withdraw from the study, the information you have provided up to the time of 
withdrawal will be retained for the study unless you request that it not be used.

If you choose not to participate, or you withdraw from the study, you will not lose 
any present or future care you would have otherwise received.
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Signatures / Dates

I have read (or have had read to me) the contents o f  this consent form and have been 
encouraged to ask questions. I have received answers to my questions. I give my 
consent to participate in this study. I have received (or will receive) a copy of this 
form for my records and future reference.

Study Subject:________________________________________________ Print Name

Study Subject/
Legal Representative___________________________________________ Signature

_________________ Date

Person Obtaining Consent

I have read this form to the subject and/or the subject has read this form. An 
explanation o f the research was given and questions from the subject were solicited 
and answered to the subject’s satisfaction. In my judgment, the subject has 
demonstrated comprehension o f  the information.

_______________________________________Print Name and Title

_______________________________________Signature

____________Date

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



439

Auditor Witness
This form was read to the subject and/or the subject has read this form. An 
explanation o f the research was given and questions from the subject were solicited 
and answered to the subject’s satisfaction. In may judgment, the subject has 
demonstrated comprehension o f  the information.

______________________________________ Print Name and Title

______________________________________ Signature

____________Date

March 5, 1998
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