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Understanding The Lived Experience of

Heart Transplant Recipients in North America and South Korea,

An Interpretive Phenomenological Cross-Cultural Study

Aeran Cho

University of California, San Francisco

Abstract

The purpose of this study was to explore the lived experiential understanding and

practical knowledge of Heart Transplant Recipients (HTRs) in two cultural settings of

Korean and North American. Interpretive Phenomenology based on the paradigm of

Embodiment provides a Philosophical perspective and a method for this study.

The sample collected through four phases consisted of interviews with HTRs who

*Twent a HT at least six months ago: 1. Seven Northern American HTRs; 2. Six

Korean HTRs; 3. Six Korean HTRs who were interviewed again a year later. 10 more

Korean HTRs, two *nsplants surgeon and two transplant cardiologist were interviewed;

4. Four more North American HTRs were interviewed for expanding the data.

Data was collected through interviewing each recipient and reviewing the

*t's chart. The interview was audiotape-recorded with the participant’s agreement.

Each interview *transcribed verbatim and then read to begin the interpretation process.

**ingofthe text was guided by an interpretive outline based on the research

*tions. Continual back and forth between the text and interpretation assisted in

looking for and in interpreting specific narratives to illuminate the practices and

Concerns relevant to each HTR.
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Each patient's illness trajectory offers different moods and unique projections of

the post-HT life and also has great power to shape the HTR's experience with very

distinct concerns and possibilities. An articulation about the embodiment of multiple

meanings of symptoms/side effects and core metaphors helps to better understand the

HTR's coping experience in their lifeworld context. The relationship with a donor’s heart

has great impact on making sense of being a HTR. This making sense is a critical coping

resource for emotionally accepting a HT. Fear was revealed as the pervasive dominant

mood of the Korean culture. Based on this pervasiveness of fear, the strong cultural belief

that “not knowing is good medicine, and knowing causes sickness” constitutes

interrelationships between Korean physicians and Korean HTRs. Implications for patient

education and nursing practices were also discussed.

W. wa. &ºo
Patricia Benner, R.N., PhD, Professor

Committee Chair
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Chapter 1

Literature Review on The experience of Heart Transplant Recipients

Introduction

Bio-medicine formulates the human body and disease based on the partiality and

the passivity of the Cartesian body (Leder, 1984). From this perspective, heart

transplantation is a miraculously successful technique that changes a failed old pump

with a new one. Changing an old pump with a new pump means being improved,

modernized, and healthy. The mechanical bio-medicine model, however, is oriented

toward treating suffering as a problem of mechanical breakdown requiring technical

repair (Kleinman, 1987). Thus, in the transplant literature, organs are described and

objectified parts. This objectification is exemplified by a patient's recall of the moment

when a heart transplant was suggested by his doctor:

Samuel: My doctor said that this one (patient's heart) doesn't have a future. This
one has gone. The thing that can improve your situation is that if you get new
one.'

For the recipient, however, a heart transplant (HT) is not just like getting a new

car engine and taking off with the odometer re-set to zero (Siebert, 1997). As Fox

(1996a) impressively articulated, the end stage of heart disease or HT was present in the

lived body.

“Heart transplantation-through which living parts of a person offered in death to
unknown others are implanted in the lived bodies and existence of individuals in
the end stages of serious heart diseases-is intrinsically and profoundly connected
with experiences and questions concerning the human conditions that are at once
elemental, transcendent, and fraught with ambiguity and mystery. These are
matters concerning life and death, immortality and finitude, body and mind,
psyche and soul, self and other, egoism and altruism, and the primordial bonds,



particularistic ties, and universalistic links out of which human identity and
solidarity are forged (Fox, 1996a, p.252).”

From the perspective of embodiment, heart transplantation is resorting to the last

drastic trade-off. As Younger, Fox, and O'Connell (1996) pointed out, nowhere is

mechanical bio-medicine more entrenched, nowhere are the limitations of that bio

medical model more obvious than in the realm of heart transplantation. Cutting out and

removing "my heart," and implanting a stranger's heart is presented in the patient's lived

body.

If someone has to repair a hole in her (only) preciously embroidered silk dress,

coordinating the new fabric with the old fabric will be the ultimate step for wearing the

precious silk dress. However, a surgeon can be blind to the effect of the mending line on

the integrity of the masterpiece dress. And an immunologist may focus only on

biochemical compatibility between the two fabrics. In contrast, understanding

phenomenological embodiment by an interpretive study guides nurses to disclose and to

understand the effect of the repairing line and also helps nurses work with patients to

coordinate the old fabric with the new fabric in the heart transplant recipient (HTR)'s own

meaningful way.

The patient is the active author who can make a beautiful harmonious

“ordination between the two fabrics through embodiment or who may see little or "

possibility in weaving the fabric together. We need the patient's expertise in creating the

*piece of everyday life. Understanding embodiment also helps clinic" realize the

"italions of the clinician's own ability to participate in this coordination. In this sense,

understanding embodiment enhances our ability to acknowledge the voices of HTRs and



to invite a HTR into the heart transplant community as an expert. The expertise of the

patient, however, is veiled in the lived experience of the patient. Thus, the researcher's

task, in collaboration with the participant, is to "unveil" the shared common practices of

the lived experience. Unveiling the practices permits us to better understand our ways of

being and to see new ways of being. Ultimately this understanding can also move

healthcare practice back from a depersonalized perspective to a personalized perspective.

In this chapter, the first section examines the existing research in bio-medicine

filed on HTR's quality of life. The second section reviews the corpus of psychosocial

nursing literature about heart transplant recipients’ (HTR) experiences and tries to

reinterpret those findings from the perspective of Hermeneutical phenomenology and

embodiment. In addition, the necessities for understanding HTRs' everyday practice and

lived experience were raised.

Quality of life after HT

Because HT is usually performed on patients with end-stage heart failure who

have a high probability of death within a short period time, analysis of the benefits after

HT has overwhelmingly focused on survival (Young, Winters, Bourge and Uretsky,

1993). According to the data from the 2001 HT registry, the overall 1-year survival rate

for HT is 80% over a 17-year period. The patient 1/2 life (time to 50% survival) is 9.1

years, and in those surviving the first year, the patient 1/2 life is 11.6 years (Hosenpud,

Bennett, Keck, Boucek, & Novick, 2001). Along with those survival rate statistics, in the

field of HT research, the last decade was devoted to proving the efficacy of HT through

an enormous number of studies comparing Quality of Life (QOL) between pre- and post

transplant.



The National Transplantation Study is the largest study to date that included

Quality of Life outcomes (Evans, 1993; Hershberger, 1997). Eighty-five percent of US

cardiac transplantation programs contributed data. Most recipients were active physically,

and subjective outcomes were similar to averages from random samples of the US
citizenry.

Another research group (Littlefield, Abbey, Cardella, Greig, Levy, Maurer, &

Winton, 1997) performed an exhaustive, quantitative review of literature to determine the

nature and degree of any QOL benefits associated with transplantation in adults. They

located 49 separate investigations, from a total of 10 countries, conducted from 1984 to

1996. Approximately 2,826 heart recipients have been studied. Convergent evidence

from a variety of study designs and demographically diverse study cohorts suggests that

85.7% of heart transplant studies found improvement in physical functional QOL (Dew,
Switser, Goycoolea, Allen, DiMartini, Kormos, & Griffith, 1997).

In general, most studies, but not all, have shown an improved quality of life after

cardiac transplantation. As a measure of outcome, QOL scores work in showing the

benefit of HT on patients' perceived satisfaction about their functional status. As
Kleinman (1987) suggested, symptom scales and surveys of questionnaires and

behavioral check lists quantify functional impairment and disability, and these meas"
*interpreted as sufficient evidence of Qol (Kumar, Zehr, Chang, Cameron, *
Baumgartner, 1995). These measures relate the bio-medical model-with its focus on

*hological processes and biological, physiological and clinical outcomes” "QOL"

"del, with its focus on functioning and well-being (Kleinman, 1997). This research,

**, has critical problems. The research has tended to equate Q0-" functional



!

or physiologic or pathologic parameters. This attitude suggests more questions than
answers for understanding of HTR's quality of life.

In addition to the problems of this distorted view for the QOL, many correlation

studies counted significant improvement of QOL score after HT largely because of less

total symptom distress, better health status, better overall functional status, greater overall

satisfaction with life, and improved overall quality of life (Littelefield et al., 1996; Grady - - -

et al., 1996). These correlation studies view statistically significant change of QOL scores
--

as evidence for successful repair of a dysfunctional heart. However, compared with the

general population, HTRs reported poorer physical functioning, physical role, general

health perception, and social functioning. In spite of this, the overall perception of QOL

(satisfaction with life) is equivalent to the general population norms (Littlefield et al.,

1996). Many researchers believe that on subjective QOL (i.e., well-being, psychological
affect and life satisfaction) HTRs do exceptionally well (Evans, 1987) and on the

objective indicators, however, HTRs uniformly do poorly (Evans, 1995).

The relationship between the physical functioning and symptom distress score and

the impact of HT on quality of life is contrary to the assumption of the bio-medical
well-being model, because a HTR's QOL score is not directly proportional to

*iological and anatomical abnormalities. Many studies conclude that all recipients

*perienced some side-effects from the immunosuppressive therapy, but these physical

*ptoms had little impact on the overall positive evaluation of life quality and life
*isfaction (Evans, 1995).

In addition to this problem of an unmatched linear relationship between

*Pioms and expressed Qol, there is a tendency to be satisfied with statistical



differences between pre and post HT (performance-oriented study of health status) as

being equivalent to understanding a HTR's experience and his life-world before and after

HT. These correlation studies are silent about qualitative differences of the recipient's life

experience. What is left out of this account is the patients’ lived experience, their

experiential learning, and the coping resources available to them. Health status-QOL

studies merely suggest how much the HTR experienced physical dysfunction and

limitation. They are missing the most important human dimension of the recipients'

experience of HT. These measures are blind to the daily struggles that the HTR faces.

Our further understanding will remain limited if we do not explore the meanings,
experiential learning of the HTRs.

For sensible understanding of these phenomena, Wilson's group gives us a clue.

They suggest that health perceptions, subjective measures of well-being and life

satisfaction are not directly proportional to symptoms and functional limitations, which in

tum are not directly proportional to physiological and anatomical abnormalities. Wilson's
group assumed that the effects flowing from biological abnormalities, via symptoms and
functional limitations, to QOL are mediated and modified by psychological, social, and

cultural factors (Ormel, Lindenberg, Steverink, & Vonkorff, 1997; Wilson & Cleary,
1995).

When they try to find a linear equation for predicting QOL, however, the critical

"diating factors would resist being captured by those atomistic and reductive methods

"natural science. The reductive nature of these variables ignore important and obtrusive

*sofhuman life, because they purport to recapture the insights of" life in

*rmanifestly reductive explanatory language such as factor relatiº theory or a

** * * *

º



mathematical functions (Dreyfus, 1998; Taylor, 1985). If we shift from the perspective of

mechanistic bio-medical model to a hermeneutical perspective, in an effort to understand

why HTRs who have poor physical functioning can perceive good QOL, we can begin to

see the meaning and interpretation of the various stages of the HT work as a critical

dimension.

A hermeneutical view requires a very different conception and can be a good

answer for this problem. According to Taylor (1985), a fully competent human agent not

only has some understanding of himself, but is partly constituted by this understanding.

Our self-understanding essentially incorporates our seeing ourselves against a

background of distinctions between things that are recognized as of categorical or

unconditioned or higher importance or worth, and things which lack or are of lesser

value. Thus, to understand a person's behavior or expressions one has to study the person

in context. It is only in context that what a person values and finds significant shows up

(Leonard, 1994). As Taylor (1985) argued, this is not just a contingent fact about human

agent, but is essential to what we would understand and recognize as full, normal human

agency. Human beings cannot be fully understood according to the canons of natural

science (Taylor, 1985). Thus, while data do suggest that, as measured, QOL improves in

post-transplant, we have not explored the lived experience, the process of HT, and the

potential differences in how HT is experienced at different phases of the illness; namely,

while waiting and experiencing deadly critical heart failure acutely or chronically; while

immediately, waiting after being approved for HT; the time right after a HT; during the

recovery period and until death.



Psychosocial nursing literature

Chronic versus acute condition of Pre-HT illness: Many HT studies describe the

chronic nature of pre-HT illness. The majority of heart recipients are adult males who

have lived for years with gradually deteriorating health (Allender, Shisslak, Kaszniak &

Copeland, 1983). The most distressing preoperative symptoms are fatigue, shortness of

breath, difficulty sleeping, weakness, and difficulty in sexual performance. In addition,

inability to work, loss of income, loss of status, reversals of family roles, anxiety about

sexual activity and fear of death extract their toll in depression, damaged self-concept,

and descent into dependence (O'Brien, 1985; Croog, 1978; Croog & Levine, 1982; Rauch

& Kneen, 1989).

One Stanford (De Campl, Luikart, Hunt, & Stinson, 1995) report confirms that the

preoperative duration of illness is a critical factor in predicting 10-year survival.

According to Grady et al.(1997), six months after receiving an HT, recipients who were

more severely ill before transplantation were less satisfied with their lives, perceived that

they were not doing as well, experienced more family-related stress, and used more

negative coping strategies than did patients who were less severely ill preoperatively.

We need to understand why these phenomena happen. From the bio-medical

perspective, the residual (mechanical breakdown) effects of chronic heart failure on the

patient's physical body can be viewed as a critical factor to predict 1- or 10-year survival.

However, it is a dangerous prediction that has the potential to discriminate patients and to

limit further medical intervention for those patients.

Illness is always placed in a biographical context (Corbin & Strauss, 1987).

Because chronic illness and the work involved in its management directly affect a
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person's life, if accommodation is successful, it must therefore take place not only in

terms of illness management but also of biography (Corbin & Strauss, 1987). The degree

and type of body failure create the illness-related context for failed performances, while

biographical experience comes into play by acting both as a condition for, and at the

same time embodying "meaning" to the performance. As Corbin and Strauss (1987;

p.251) articulated,

“Sick people are also wives, husbands, engineers, teachers,
parents, and friends. While being ill may impact upon abilities to perform
the task associated with those aspects of their lives, and as such pose
serious biographical risks and bring serious biographical consequences,
the fact remains that these people are more than merely ill. Naturally, the
more frequent and severe the symptoms, the more difficult it is to push an
illness into the background and the greater its biographical consequences.”

The direction and degree of changed physical strength shaped the way individuals

re-emerged into their lives after transplant. The body is a creative source of experience

and the ultimate medium of experience and thus of our understanding of the phenomenal

world (Merleau-Ponty, 1965). The rhythms and disruptions of experience presume a

socially organized life-world, and a description of the contours of the social world, as

experienced, requires attention, not only to the cognitive shaping of experience, but to the

sensual body as well (Benner & Wrubel, 1989).

For understanding a HTR's recovery experience, we must understand how the

pre-existing health condition (lived experience before HT) shapes and constitutes the

embodiment process of developing a new habits for skillful coping as a result of living

with new heart. It will be critically different between acute and chronic heart failure

recipients.



Waiting period: HTRs report that waiting is the toughest part of the process, "like

living with a time bomb" (Hwang, 1996; Rauch & Kneen, 1989; Suszycki, 1988). The

waiting period is the critical moment to embody meanings of life and death. At the time

of referral to HT centers, potential recipients and their families seesaw between

anticipatory grief as death approaches, and hope that transplantation will ensure life. If a

person is selected as a potential recipient, the period of waiting for a donor’s heart begins

(Hwang, 1996).

Many patients are distressed that someone has to die. Many persons suppress their

fears and fantasies or are reluctant to share them with a psychiatrist or others who are

"screening" them for transplantation suitability (Fox & Youngner, 1997). Examples of

the ambivalence and guilt regarding donor deaths can be found in the medical literature

as well. Frierson and Lippmann (1987) report that "patients often found themselves

hoping for inclement weather because of a greater likelihood of fatal accidents to afford

more organ donations." This so-called 'rainy day syndrome' was often accompanied by

significant feelings of guilt (Youngner, 1997).

One grounded theory study reported the coping strategy of a HTR and the family

during the waiting period. HT family viewed the waiting period as a period of

"immersion.": 1) freeing themselves from tasks at home, work, and children to pay

attention exclusively to the patient; 2) freeing themselves from other commitments and

reassigning the energy into a bond with the patient, such as filtering information and

checking the physiological state of the patient; And 3) trading places, in which the family

member takes on many of the traditional roles and behaviors the patient performed prior

to the illness (Mishel & Murdaugh, 1987; Reither & Boudreau, 1988). This cross-cultural

*- -
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study would be a good opportunity to compare and to understand experiences of HTRs

who does or does not have an immediate family in two distinctive cultural contexts.

Perioperative period; The Perioperative period ranges from impending operation

to transfer out of the intensive care unit (Khun, Davis, & Lippmann, 1988). Death anxiety

dissipates and many people describe a sense of serene calm. Having survived the

operation, patients are ecstatic about feeling so much better so soon. A predominant

theme expressed is that of being "reborn," or having a "second lease on life"(Khun,

Davis, & Lippmann, 1988). This is a time period when patient often think about the

donor and the meaning of the gift. According to Fox (1996a);

The symbolic and anthropomorphic meanings of human organs and organ
exchange include: the sublimity and tyranny of the gift; nonscientific elements
that are coded into the technical language of organ transplantation and into its
underlying world view; the human conditions, essences, and nurses engaged in it;
and the bearing that organ transplantation has on issues of neoindividualism and
market orientation in present-day American society. The deepest significance of
organ transplantation lies in its gift-exchanged dimensions-in the nature and
magnitude of what is given, taken, and received... The gift that the recipient
receives from the organ donors is so extraordinary that it is intrinsically
unreciprocal. It has no physical or symbolic equivalent. As a consequence, the
giver, the receiver, and their families may find themselves locked in a creditor
debtor vise that binds them to one another (Fox, 1996a, p.253).

There are, however, no studies about cross-cultural phenomena on this subject.

When we transfer and perform the modern Western technique such as HT in the Eastern

culture, we assume that we have universal cultural beliefs or that different cultural beliefs

are not relevant to the current medical practice. This project will examine those

assumptions.

Having a second birthday: The early post-operative phase particularly where

many recipients see themselves as having a resurrection-like experience, or a life after

*** -
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death. They may speak of a profound sense of God's Providence and caring. Johnson &

Morse (1990) also suggested that the patients' view of the future has a great impact on

their selection of subsequent strategies in the adjustment process. The influence of family

and the shared understanding of members of their cultural society on their illness

experience has been one of the most neglected areas in HT study.

Discharge period: For the patient and family caregivers, the period of discharge

from the hospital following HT may be a particularly stressful period of readjustment of

role and family (Baumann, Young, & Egan, 1996; Canning, et al., 1996; Grady &

Jalowice, 1995). Beginning at the time of discharge from hospital, there is a constellation

of interrelated and permanent post-transplant routines, including daily medications, blood

pressure readings, dietary guidelines, physical exercise, limits on alcohol intake and
º

cigarettes, and periodic medical tests and invasive procedures such as cardiac biopsy
-

(Rauch & Kneen, 1989).

Long-term survival for a HTR is largely dependent on changing certain behaviors ºf s -

of lifestyle, adherence to a life-long regimen of immunosuppressive medications, dietary

restrictions, exercise regulations, and special precautions to prevent infection. A HTR's

life starts with the life-long program of immunosuppressive medicine and anti

hypertensive drugs. First, they have to learn how to arrange the complicated medication

schedule with their current habitual daily activity. At the beginning, it requires a lot of

attention and other's help to make 'taking medicine' a daily habitus. Forgetfulness is the

most common side effect of Cyclosporine and this interferes with making a new habit.

Family members' support is very helpful to remind and assure patients to take

medications at the appropriate time. However, there is no study focusing on the HTR's
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embodied recovery process for constituting a healthy habits. The HTRs' self-reported

positive expectations were generally associated with a good mood, adjustment to the

illness, and quality of life, even in patients who experience setbacks in health. In one

study, high preoperative expectations predicted later adherence to a complex medical

regimen (Leedham & Meyerowitz, 1995). Mai et al. (1990) reported that a strong sense

of mastery contributes to improved mental health in the long-term after transplantation.

They also indicated that too strong sense of mastery or competence may actually be

detrimental when it comes to abstinence from health-damaging habits (Mai et al., 1990).

Self-esteem, self-efficacy, and a sense of mastery also have frequently been reported as

important personal resources associated with better management and with better health

outcomes for HT. However, HTRs frequently complain that self-concept or self-identity

is a more problematic demand for accepting a new heart as "mine" (Hwang, 1996).

The perspective of these studies assumes that positive expectation or sense of

mastery and self-efficacy as static traits, factors or belief systems to predict patient's

behavior. However, a person does not act like a Husserlian meaning-giving

transcendental subject. A patient's positive expectation is not a belief system explicit in

the minds of an individual subject, as Cartesian philosophers have generally held

(Dreyfus, 1991). Following Heidegger, a patient's positive expectation is a patient

(Dasein)'s basic structure of being and understanding what it means to be a HTR in a

moment of such situations. The way a patient's coping is organized by a for-the-sake-of

which Heidegger calls projection in the current situation. The person (Dasein) is always

pressing into new possibilities. Being engaged in something now in order to be in a

position to be engaged in something else later on, and all this makes sense as oriented

13



toward something that which the person is finally up to, but does not yet have, and

probably cannot have, in mind. This understanding is a basic structure for making sense

and shaping the HTR's coping of everyday practices (Dreyfus, 1991). Thus positive

expectation exists as an activity, not such as a factor but such as sorge or care for

disclosing matters and concerns.

First rejection episode; During the immediate post-surgical period, patients

believe that they are no longer ill. They often think that they are among the small group

of patients who will not suffer a rejection episode (Mason, 1995). However, the post

surgical period can end abruptly with the first medical complication, or the first rejection

episode (Mason, 1995). As they experience this episode, they may realize that they have

traded one form of illness for another--the previous cardiac symptoms of pain, breathing

difficulty, and fatigue for the new problems of rejection and infection (Mishel &

Murdaugh, 1987).

Patients have to cope with a dual challenge: the loss of their own heart and the

acceptance of a donor's heart (Rauch & Kneen, 1989). Transplant professionals generally

agree that psychological rejection of the heart is sometimes associated with physiological

rejection (Bunzel et al., 1992). The meaning attached to the heart shapes, in part,

transplant recipients' post-operative adaptive tasks (Rauch & Kneen, 1989). The rejection

reaction evokes many aspects of self and others (Fox, 1996).

Rejection processes remain multifaceted and unpredictable and frequently vitiate

technical efforts (Mason, 1995). In contrast to the highly symptomatic nature of side

effects associated with this condition, rejection is asymptomatic and is an historical

diagnosis derived from a myocardial biopsy (Mason, 1995). The cardiovascular effects of
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rejection, inflammation, and cardiac failure are associated with rather general symptoms

such as fatigue, elevated temperature, and changes in blood pressure (Siebert, 1997).

HTRs state that rejection was highly controllable with medications. Recipients frequently

said they thought about skipping doses but never did so because the consequence would

be rejection, soon followed by death (Mishel & Murdaugh, 1987).

Living with a denervated heart: While a successful heart transplant immediately

rescues recipients from their heart failure, it also delivers them into whole new struggle,

all the subtler physical and psychological effects –still little understood by doctors - of

living with a heart that has been severed from its natural conversation with the brain

(Siebert, 1997). For the first month after surgery the HTR undergoes a weekly heart

biopsy, in which a small bit of tissue is taken from the heart and is examined for signs of

rejection. Rejection episodes usually have no symptoms, so biopsies have to be

performed throughout the transplantee's life, every two weeks in the second month after

surgery, monthly for the next half-year, and eventually once a year (Siebert, 1997).

Furthermore, classic cardiac symptoms, such as angina or palpitations, are absent after

transplantation because of the denervation of the transplanted heart (Siebert, 1997).

Without the ability to monitor familiar cardiac symptoms after the transplant, recipients

face some degree of uncertainty about how to interpret the condition of their heart

(Singer, Diovular, Bruening, Hawkins & Yamashita, 1996).

One study of HTRs and their significant others suggests that the interpretation of

symptoms guides subsequent behavior (Singer, Diovular, Bruening, Hawkins &

Yamashita, 1996). We need to understand how HTR's know-how to deal with those
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everyday struggles for making sense of ambiguous bodily perception and making

meanings for those symptoms.

Living with immunosuppression: An immunosuppressed person lives within a

jungle of viruses, and bacteria without any appropriate weapons. The battle of not getting

sick is the most critical part. The HTR develops skill in making a clear distinction

between "me and the outer world." “Me” as a vulnerable being and the outer world as a

habitat of dangerous microorganisms (Mason, 1995).

Living with steroids: Steroids cause a variety of side effects such as nausea, hair

loss, tremor, sleep disturbance, mood swing, facial hair growth, moon face, weight gain,

seizure, nephrotoxicity, and even temporary loss of eye sight. As time passes and each

dosage of medication is decreased, the patients develop their own body knowledge to

connect each medication with each strange side effect. The transplant recipients

themselves are more aware of and familiar with the side effects of their drug therapy and

changed life style than anyone else could be (Mason, 1995). Consequently, much can be

learned from other transplant patients that is often not conveyed by physicians. Thus the

HTRs are somewhat like revisionist historians, refiguring past events in light of recent

changes. Interpreting what has happened and why and prognosticating what might

happen makes the present a constant, self-reflective grappling with those meanings

(Kleinman, 1988).

Prednisone had multiple meanings for each individual. Prednisone is a major

culprit in undesirable side effects. Mood swings are common as are periods of

depression. Recipients swap stories about these effects, their voracious appetites, and the

cushingnoid changes with the fullness of face, protuberance of abdomen, and their weight
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gain (Mason, 1995). Both recipients and family caregivers reported the most support for

taking medications and the least support for managing mood swings, suggesting that

managing the psychological side effects is perceived as the most difficult task for both

groups of subjects (Baumann et al., 1996). Steroid withdrawal as a possible course

depends on the patient's condition (Mason, 1995).

Living with Cyclosporine: Although the side effects of cyclosporine are to a large - .

degree dose-dependent, there is also considerable involvement of individual tolerance.

Hand tremor (Cyclosporine shakes) seems to be a predictable side effect, but may range

from being extremely mild to being quite annoying, depending on the patient and the

dosage. Forgetfulness and distractibility are also caused by Cyclosporine. Each symptom

caused by Cyclosporine has great power to impact on everyday life. There is, however,

no way to be withdrawn from Cyclosporine until they arrive at the end point of life. And

they found themselves having dreams about a future where the key to mmunosuppression

would be unlocked so that HTR would not require all the drugs (Siebert, 1997). º
-

Re-emerging into life: In contrast to other chronic illnesses, HT patients can

return to their previous life styles and health to a certain extent. According to Mishel &

Murdaugh (1987), the post-transplantation phase also is characterized by negotiation,

which is the dynamic interaction between the patients and the partner. They called this

phase 'redesigning the dream.' Subjects are moved from elation over the new life to the

realization that the new life is neither perfect nor unlimited (Baas, Fontana, & Bhat,

1997; Mishel & Murdaugh, 1987).

Employment status is the basic structure for organizing everyday activities. Some

data supports that HTRs who are employed show a higher quality of life and lower
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tension than unemployed HTRs (Paris, Woodbury, Thompson, Levick, Nothegger,

Arbuckle, Hutkin-Slade & Cooper, 1993; Thomas, McCabe & Berry, 1980). Employment

may serve as reinforcement to the HTR that shows they are doing well and living a

normal life. Overall, however, about 30% of the HTRs are employed full-time in the

United States. Twice as many HTRs return to work in England, where socialized

medicine exists and employers do not have to worry about providing insurance. Many

HTRs do not work because they are unable to find a job with health insurance coverage

adequate to substitute for disability and Medicaid (Duitsman & Cychosz, 1994).

Extended life time: The exact parameters of temporal terms that people use for

thinking about time depend on what kinds of illness courses they and others predict for

themselves and the types of trajectory-related situations in which they find themselves at

any time (Corbin & Strauss, 1987). Immunosuppression leaves the recipient open to

potentially life-threatening infections; and long-term use of powerful steroids such as

prednisone may lead to other serious medical problems (Sharp, 1995). In this sense

HTR's years survived and predicted trajectory have great power to impact the biographic

time. HT trajectory is not yet defined well. We only know that it is unique. Daily health

and survival are also shadowed by the fear of going into rejection.

In the Heideggerian phenomenological view, temporality is constitutive of being.

Time is "essentially content.” It exists as an activity, such as concernful dealing and

attention (Benner, 1985). If we understand their temporal meaning, we can better

participate in assisting the patient to create a positive embodiment process that takes into

account each person's outlook and meanings related to their illness and the HT.
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Conclusion

If we regard a statistically significant change in QOL scores as evidence of

successful repair of a dysfunctional heart, we may miss the most meaningful and critical

understanding of the "thick human dimension" of recipients' experience of HT. The heart

transplant experience is a pervasive way of understanding and making meanings of life. It

gathers and focuses the meaning of all activities. So, those meanings are embodied with

every day's experience. The integration of recipients' experience into accounts of the

reality of heart transplantation is thus an essential challenge for understanding the

phenomena of HT.

Nurses deal with not only normality and pathophysiology but also the lived social

and skilled body in promoting health, growth and development and in caring for the sick

and dying (Benner, 1996). However, we have focused more on the mind than on the body

and have not developed adequate language for the experience of skilled, responsive

psychosocial bodies because of our "representational" Cartesian bias (Benner, 1996).

Understanding experiential learning and skillful everyday coping will help caregivers and

HTRs better understand how to press themselves into new possibilities for a newly

embodied healthy habits. We also need to increase our understanding of the different

perceptions of embodiment during various recovery trajectories. Cultural, religious, and

spiritual beliefs also shape the experience of symptoms. Good (1996) argued that we have

very few studies and little knowledge about the cultural body and the meanings attached

to symptoms experienced in different parts of the body (Good, 1996). Thus, as Benner

(1994) suggested, the primary goal of work with HTR should not only be promoting

healthy functioning, but also promoting or nurturing and facilitating the recovery of
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socially-engaged, skilled bodies and enhancing the quality of being. For achieving this

goal, interpretive phenomenology allows for a "thick description" (Geertz, 1973) of the

lived experience of an illness, a phenomenological account of the social and embodied

experience of the illness and manifestations of the disease, and a descriptive account of

the transitions encountered during recovery and the patients life time (Benner, 1996).

When we gain an appreciation of the experiential learning and practical knowledge of the

HTR recovering from a HT, the clinician is forced to confront the HTR's perspective and

possibilities in other than medical and nursing terms (Benner, 1996). Such work will

provide new understandings and access to compassionate responses on the part of the

clinician as well as provide a direction for the development of new supportive programs.
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Chapter 2

Philosophical Underpinnings of Interpretive Phenomenology

And Theoretical Investigation on Embodiment

Heidegger claimed that we are so culturally and socially embedded in familiarity

with our practices and skills that we do not attend to these background skills and

practices. Heidegger's assumption is that the lived experience is veiled by our familiarity

with it and our immersion in it (Heidegger, 1962; Dreyfus, 1995). Thus, this study tries to

"unveil" the shared common practices of the lived experience of HTRs in two different

cultures.

Basic Philosophical issues

What it means to be a person:

Heidegger claims that the tradition has misdescribed and misinterpreted the

human being. Therefore, as a first step in his project he attempts to work out a fresh

analysis of what it means to be human.

1. Existence: Self-interpreting way of being

Self-interpreting: A critical aspect of the Heideggerian phenomenological view of

person is that a human being is self-interpreting, but, importantly, in a nontheoretical,

noncognitive way (Leonard, 1994). Human beings are special kinds of beings in that their

way of being embodies an understanding of what it is to be. Heidegger calls this self

interpreting way of being existence. Existence also is the basic structure of the way of

being. Existence is a doubly hermeneutic relation. That is, this self-interpreting involves

an understanding of what being means, and it is this understanding that opens a clearing

[for human beings' encounters]. For example, "Man" is the result of a culturally shared
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interpretation; his culturally defined characteristics constitute his facticity. Facticity

means that human beings are always already in a world--a world into which, beyond its

willing, it has been thrown (gewor■ en). All members of society share a pre-ontological

understanding of background interpretations. These backgrounds, everyday practices and

everyday human activities are taken for granted. These everyday practices embody

specific cultural ways, all of which adds up to an understanding of what counts as real for

us. (Plager, 1994). The person does not come into the world predefined but becomes

defined in the course of living a life. From a phenomenological perspective, then, persons

can never perceive "brute facts" out there in the world. Thus, HTR beings exist as they

are socialized into the understanding of what it is to be a HTR that is already contained in

our social practices (Dreyfus, 1995). Hermeneutic phenomenology, then, is an

interpretation of human beings as essentially self-interpreting, thereby showing that

interpretation is the proper method for studying human beings as a HTR in our present

culture.

Being as embodied intelligence: As we have already discussed in the first chapter,

since its way of being is existence (self-interpreting), a human being always embodies an

understanding of its being (self-interpreting). Our practices embody our skilled

understanding of our culture. Practices as embodied are placed most often in a so taken

for granted background that they are beyond the grasp of consciousness and hence are not

easily touched by voluntary, deliberate transformation (Dreyfus, 1995). Values and

meanings embody an implicit pedagogy, capable of instilling a whole cosmology, an

ethic, a metaphysics, a political philosophy, through injunctions as insignificant as "stand

up straight" or "don't hold your knife in your left hand." In sum, the practices containing
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an interpretation of what it means to be a person, an object, and a society fit together.

They are all aspects of what Heidegger calls an understanding of being. Such an

understanding is contained in our knowing-how-to-cope in various domains rather than in

a set of beliefs that such and such is the case (Dreyfus, 1995).

For example, a HTR’s responses and everyday comportment manifests a stand in

understanding and responses regarding what it means to be a HTR. Informal meanings

and self-understanding in relation to the heart transplant are manifest before and after the

operation, in understanding and response to rejection events, and to infection. In one

study (Rauch & Kneen, 1989), some HTRs interpreted post-HT as living with the

prospect of imminent death. Fear of dying may persist post-operatively, even if the

individual is healthy and is able to live energetically. Despite medical reassurance,

recipients may be frightened of physical or sexual activity, of leaving the transplant

center and its staff, and taking responsibility for their health care (Rauch & Kneen, 1989).

2. A person is a being that exists in a world.

Heidegger's analysis of the human condition is that people are in and of the

world, rather than subjects in a world of objects' (Reed, 1994). Heidegger's analysis of

Dasein commences with an interpretation of being-in-the-world which is written with

hyphens to symbolize its unified nature. The concepts comprising this phenomenon are

‘in-the-world,' the quality of the existence and the uniqueness of being-in' (Dreyfus,

1995). According to Heidegger, a consideration of any one of these phenomena has to

involve reference to the other two. The most fundamental way of being-in-the-world,

Heidegger (1962) says, is Sorge. This word is usually translated into English to mean

‘care' (Dreyfus, 1995). But it might also be translated as concerns or concernful
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comportment. Care is about being in concernful or connected relationships to people and

other aspects in the world and it is about caring for things and other people (Walters,

1995; Dreyfus, 1995).

How the world is defined : World, according to Heidegger (1962), is a priori.

Human beings exist in human world(s) that are meaningful sets of relationships,

practices, and languages by virtue of being born into a culture. World is manifested in the

shared skills and practices on which we depend for meaning and intelligibility. Every

entity in the world is grasped as an entity in terms of world, which is always already there

(Dreyfus, 1995). World is more than just a physical environment and cannot be described

by trying to enumerate the entities within it; in this process world would be passed over,

for world is just what is presupposed in every act of knowing an entity. The entities that

comprise man's physical world are not themselves world but exist in a world. Only man

has a world (Dreyfus, 1995).

World is both constituted by and constitutive of the self. "World" in this instance

is used in the sense in which one speaks of the "world of sports" (a common sphere of

activity or interest), the "world of Shakespeare" (the time and the society which affects

and is affected by a personality), or most typically perhaps, of two people as "worlds

apart" (the lived perspectives through which one's physical, geographical, and historical

environment becomes one's very own). The world is constitutive in that the self is raised

up in the world and shaped by it in processes that are not captured by explanations of

causal interactions of self and world as objects. Rather one gains a world by the

nonreflective taking up of the meanings, linguistic skills, cultural practices, and family

traditions by which we become persons and can have things show up for us at all.
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Heidegger uses the term "Throwness"(to be thrown or projected) to express his

view of the person as always already situated, as being-in-the-world and therefore, as

Benner (1985) says, "not radically free arbiter of meaning." Personhood or human being

centers on the relationships of the person in the world. A person is a being for whom

things have significance and value. Culture, language, and individual situations create

qualitatively distinct human worlds with distinct concerns and notions of the good in

which things have significance and value. World is both constituted by and constitutive

of the self. This notion of the self as constituted by the world is fundamentally different

from the Cartesian notion of self as a possession (Plager, 1994). Embodied, self

interpreting people live in a real-lifeworld and over time real-lifeworld contexts change.

How does human being (Dasein) relate to his or her world? Three modes of

involvement: Heidegger distinguishes three distinct and interrelated ways of interacting

with our world; the ready-to-hand', the 'unready-to-hand', and the present-at-hand'. The

ready-to-hand mode of engagement with the world, Heidegger argues, is one of our

fundamental ways of being-in-the-world. Ready-to-hand relations are those that exist in a

transparent involved form of engagement with the environment. This mode discloses “the

most primordial and direct access to human phenomena" (Packer, 1985) in that it is

where practical activity of everyday life is primarily focused. Heidegger describes this

mode of engagement as a kind of integration of the actor with the situation (Brandhorst,

1989). The ready-to-hand mode is of primary interest in interpretive phenomenology

because it reveals the everyday taken-for-granted comportment and self-understandings

or world. Often a breakdown gives access for hermeneutic investigations. Everyday
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ready-to-hand non-reflective engagement with the world is what the interpretive

phenomenologist hopes to articulate.

Heidegger calls the way things show up for us when there is a problem the

unready-to-hand, and he thinks that's the level at which Husserl starts doing his

phenomenology-one crucial stage too late. The unready-to-hand relations are those that

are experienced when things go wrong or when equipment malfunctions. In his type of

relation the problem is experienced as part of the situation because it stands out and

becomes problematic.

The final mode is the present-at-hand. In this mode, the practical everyday

activity ceases, and the person stands back and observes or reflects on the situation.

Equipment is seen as objects with isolable properties and characteristics (Heidegger,

1962; Plager, 1994). The present-at-hand mode of engagement is characterized by

detachment and objectivity. In these situations people stand outside activities and

objectively reflect on them (Heidegger, 1962; Dreyfus, 1995; Walters, 1995). Human

actions are explained by strict characterization. It is in this mode of activity where skilled

scientific activity, theoretical reflection, and observation, and experimentation take place

(Dreyfus, 1995). Heidegger (1962) referred to the present-at-hand as "a deficient mode of

concern." Here is where investigations in the Cartesian mode of inquiry take place. This

brings us to the question of the suitability of the natural science model for human

sciences (Plager, 1994; Dreyfus, 1995). Thus, Heidegger believes that scientific theory

could never explain the everyday meaningful world of significance that Heidegger

describes and, of course, Husserl's notion of mental content can not account for this

everyday world either. Heidegger explained that most of the time we are borne along in a
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life-medium which we take for granted, and are not conscious of, and don't direct our

attention to. Instead, philosophers should see that in our everyday transparent coping we

do not need mental content and are, as he puts it, 'always already being-in-the-world'

(Dreyfus 1987).

3. A person is a being-in-time (temporality).

Existential time: In Heideggerian view time is existential time. It is not just nature

time, but my time; it is the span of my life. First, time in this sense is the "ontological"

ground of human being, what the human being most truly and deeply is. Second, the

basic tense of existential time is future. It moves not from past through present to future,

but out of the future through the past to the present. Reaching out to the future, it turns

back to assimilate the past which has made the present. Third, it is finite. My time will be

finished. If I face the future, that is, the ultimate future I have to face towards. So time

must be time finite: human being, as time, is being to death. The notion of temporality,

viewed as a connectedness rather than as linear time, is a strong theme in Heidegger's

hermeneutics (Annells, 1996). It is directional and relational and applies only to being,

not to physical objects (Benner & Wrubel, 1989). "The not-yet and no longer" are not

patched onto the now as foreign but belong to its very content (Leonard, 1989).

Temporality is constitutive of being: Related to Heidegger's notion of temporality

is his account of the essential structure of human being that he describes as care or

concern. Dasein is already in, ahead of itself, and amidst. For this reason Heidegger

speaks of temporality as the sense of care or concernful comportment. The primordial

unity of the structure of care lies in temporality. The details of how temporality provides

the ultimate horizon for understanding Dasein, world, and how they presuppose each
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other is the main contribution of Heidegger. The world is always already articulated.

Dasein is simply oriented toward the future, Dasein is always pressing into new

possibilities. Being engaged in something now in order to be in a position to being

engaged in something else later on, and all this makes sense as oriented toward

something which that person is finally up to, but does not yet have, and probably cannot

have, in mind. So Dasein is always already in a space of possibilities offered by culture,

and it normally presses forward into one of these possibilities without standing back and

choosing what to do. All this Heidegger calls understanding. Dasein in Heidegger's

language is care, and the structure of care is temporality (Dreyfus, 1987).

Fusion of historical horizon: Gadamer extended Heidegger's thought by using the

analogy of "horizon." The notion of horizon incorporates the background meanings and

frame of reference. In this sense, the vantage point then encompasses what we find as

intelligible given our specific cultural perspectives and our place in history'. Fusion is the

coming together of different vantage points. A fusion of horizon is, according to

Gadamer (1976), a continuous fusion of the historical horizon with the horizon of the

present. It occurs through the process of understanding. Dasein finds its meaning in

temporality and historicity. Past is never really finished. We strike towards the future to

arrive in the present. The structure, then, of the clearing maps onto the structure of

temporality. Since time depends upon Daseins’ temporality, it might seem to follow that

nature cannot be in time. There is no nature-time, since all time belongs essentially to

Dasein. At all times man was and is and will be, because time temporalizes itself only

insofar as man is (Heidegger, 1962). Time is "essentially content: it exists as activity,

such as sorge or care." Heidegger, like Kierkegaard, seeks to show that living as an
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authentic self amounts to a reinterpreting of each factor and that these reinterpreted

factors fit together to produce a new temporal structure.

As a typical example, one pathographical description of cardiac disease implies

this temporal structure. As the past is constructed in such a way as to make the heart

attack intelligible, retrospectively "expected," and thus less threatening, these patients

invariably come to the realization that they ate too much, smoked too often, exercised too

little, and were under a great deal of stress (Hawkins, 1993).

For another example, in one study, 29 HTRs were interviewed immediately after

the operation and six months postoperatively. The results indicated that the majority of

recipients viewed HT as a cure for their heart problem during the first interviews. After

making the transition from the ICU to the transplant unit, patients experience a

"honeymoon stage." During this time they feel all the joys and hopes of a rebirth. Six

months later, however, they viewed heart transplantation as a trade-off; curing the heart

problem but creating new health problems to cope with. By this time they may have

experienced multiple losses related physical changes, finances, self-concept, and role

(Rauch & Kneen, 1989). This example also shows a temporality of the HTR's

interpretation of what it is to be a HTR being and what HT means to their life. The

temporality of these interpretations significantly impact on their temporal existence ways

of being as a HTR and a family.

Distinctions between Husserl and Heidegger

Many recent papers by nursing researchers fail to discriminate between

Husserlian and Heideggerian philosophical approaches, and, thus assume a homogeneity

of phenomenological philosophies (Walters, 1995). This section provides a comparison
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of the phenomenologies of Edmund Husserl and Martin Heidegger with the aim of

arriving at a clearer understanding of the critical distinctions between these two ‘schools’

of phenomenology.

Biographical sketch of Edmund Husserl and Martin Heidegger

Edmund Gustav Albrecht Husserl was born in Prossnitz (Prostejov) in Mahren

(Moravia) on 8 April, 1859 as the second of four children of Jewish descent. Husserl,

originally educated as a mathematician, was hopeful that his phenomenological method

would elevate philosophy to the status of a rigorous science (Gadamer, 1976; Walters,

1995). Husserl was deeply impressed by the way in which Brentano presented the

philosophies of Hume and Mill and by Brentano's lectures on psychology, ethics, and

logic. It was also Brentano who introduced Husserl to the notion of intentionality, which

later, rethought in a completely new and original manner, would receive a central place in

Husserl's own phenomenology (Kockleman, 1994). Franz Brentano engaged in an

endeavor to systematically create a strictly scientific psychology on the basis of pure,

internal experience and a rigorous description of its data. Brentano had always strongly

stressed that philosophy, too, had to be truly "scientific." Husserl understood this to mean

that all philosophers must recognize the necessity of employing rigorous methods of

investigation (Kockleman, 1994). Husserl borrowed most of his tools from Mill, whose

system of logic he had studied intensively. Given the fact that Husserl, under the

influence of Mill, more or less began to identify philosophy with psychology, it is

understandable why he became interested in investigations into the function of

"philosophy," taken as a "strict and rigorous science," in regard to the realm of logic

(Kockelman, 1994).
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Husserlian phenomenology is considered the culmination of the Cartesian

tradition that thinks of man's relationship to the world in terms of subjects knowing

objects' (Dreyfus, 1987; Walters, 1995). Husserl believed that philosophy, and in

particular phenomenology, should be concerned with 'essence' which is a fact or entity

that is universal, eternally unchanging over time, and absolute'. The initial stages of

Husserl's phenomenology began to show equal stress on both the subjective and

objective aspects of experience in their necessary correlation (Pre-phenomenology

phase). In the further development of phenomenology, once again the subjective was

stressed as the source of all objectivities (Pure Phenomenomenolgy phase), but later

Husserl conceives phenomenology as on a higher, transcendental level, beyond

descriptive psychology (Transcendental Phenomenology Phase) (Kockleman, 1994).

Heidegger was Husserl's assistant. In 1926 Heidegger presented Husserl with a

copy of Sein and Zeit (Being and Time), and Husserl invited Heidegger to cooperate with

him on an article for the Encyclopedia Britannica; this effort to come to a close

cooperation on a joint project failed because Heidegger's conception of phenomenology

appeared to be substantially different from that developed by Husserl.

In 1928 Husserl's Lectures on the Phenomenology of Internal Time

Consciousness, which Heidegger had edited, appeared in print. Like the first attempt at

cooperation, this was something of a personal tragedy for Husserl who had placed great

hopes in Heidegger to turn pure phenomenology from a program into a reality. After

study of Being and Time, Husserl became convinced that Heidegger's lack of mention of

the phenomenological reduction to transcendental subjectivity meant that he had lapsed

into a naive anthropological or psychologistic approach. Husserl concluded that
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Heidegger had not rid himself of the prejudices of the natural attitude." Among some

eight thousand works kept at Louvain, Belgium, one of the most remarkable items in this

philosophical collection is a copy of the first edition of Sein and Zeit containing

Heidegger's lengthy hand-written dedication to his master. This copy is full of marginal

philosophical remarks by Husserl; they gradually reveal his disappointment in noticing

how his beloved pupil grew further and further away from him.

The aim of Phenomenology: Epistemology vs Ontology

Husserl always maintained that philosophy had to give the "absolute"

foundation to all other sciences. Husserl seeks the ultimate foundation of all our

rational assertions in an immediate vision or an original intuition of the things

themselves concerning which he wishes to make a statement. His maxim, "back to

the things themselves," means that we must return to the immediately given and

original data of our consciousness (Kockleman, 1994). Husserl believes that his

theory of reduction can lead to us to this primordial field. The starting point for

Husserl was his idea that human experience contains a meaningful structure.

Husserl's epistemology involved the study of essential, or a priori, structures of

possible beings. Husserl vigorously objects to any form of naturalism and scientism,

claiming repeatedly that there is an essential difference between philosophy and

science. On the other hand, he argues over and over again that a philosophy which is

not a rigorous science will never be able to fulfill its vital task (Kockleman, 1994).

Husserl himself understood phenomenology, taken both as a method and as a

set of philosophical disciplines, to be developed with the help of this method.

Husserl points out first that his phenomenological methods originated through a
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radicalization of the phenomenological method that already before his time had been

demanded and practiced by some scientists (Kockleman, 1994). Secondly, Husserl

observes that it was the radicalization of these methodical tendencies, specifically in

the psychological and the epistemological domains which often intertwined, that led

to a new method for purely psychological research and at the same time, to a new

manner of dealing with philosophical questions of foundations (Kockleman, 1994).

Finally, Husserl states that in its further development, this radicalization gradually

began to present itself in his own research in a remarkable way as having a dual

meaning (Kockleman, 1994; Walters, 1995).

While the phenomenology of Husserl is primarily interested in epistemological

issues concerning the relation of the knower and the known or what we know as person,

Heidegger saw the primary focus of philosophy as ontological issues about what it means

to be a person, what sort of beings we are and how our being is bound up with the

intelligibility of the world. Husserl's interest was primarily in the epistemological

questions (Dreyfus, 1995).

Transcendental Phenomenology vs Hermeneutic Phenomenology

For Husserl, all work in phenomenology will be in vain if one is not able to start

with absolutely unquestionable "first beginnings." This means that in phenomenology

nothing can be accepted as scientifically relevant if it cannot be fully justified by the

principle of evidence. He believed that one can find evidence that is both primordial and

apodictic, that is, evidence that as "first beginnings" precede all other evidence and are

absolutely unquestionable by the act of "bracketing," into a mere suspension of
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judgement, or a mere epoch (Walters, 1995). The transcendental phenomenology used

transcendental reduction consisting in the bracketing of everything that

phenomenological psychology can bring to light, including the psychological ego, and

thus leads from phenomena in the phenomenological sense of the term to transcendental

phenomena. He believed that, by means of this reduction, one can reduce his/her own

natural human ego and natural psychic life, which was not yet affected by the

phenomenological reduction, to transcendental-phenomenological ego and the realm of

transcendental-phenomenological self-experience (Kockleman, 1994).

Heidegger rejected Husserl's phenomenology precisely because of its

transcendentalism. According to Heidegger, phenomenology, in it role as a primary

Ontology, would have to be hermeneutic. That is, it would have to understand and

interpret human existence, as it is, as 'Dasein', or being there, as being-in-the-world' and

as being-with-others' (Dreyfus, 1995). Heidegger developed his hermeneutical

phenomenology in opposition to Husserl's transcendental phenomenology. Heidegger

argued that it was not possible to bracket one's being-in-the-world' in the process of

philosophical inquiry since (1) it is embodied in skills, (2) we dwell in our understanding

like fish in water and (3) our understanding of being is distorted. According to Heidegger,

every Dasein's understanding of its being is noncognitive, pervasive, and distorted; there

is no direct method but his preparatory analysis (Dreyfus, 1995; Walters, 1995). He

believes that there is no sense in looking for a cause of such a profound "event" that

determines what counts as being and intelligibility; one can only try to free oneself from

them recounting their history. That is one reason why later Heidegger turns from
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"transcendental hermeneutic phenomenology to thinking being historically." (Dreyfus,

1995). For Heidegger, hermeneutics begins at home in an interpretation of the structure

of everydayness in which Dasein dwells. Hermeneutical phenomenology is defined as an

analysis by which the meaning of the various ways in which we exist can be translated

from the vague language of everyday existence into the understandable and explicit

language of ontology without destroying the way in which these meanings manifest

themselves to us in our everyday lives (Gelven, 1989).

Mental representation: Subject-object dualism vs Unity of being

To the classic assumption that beliefs and desires underlie and explain human

behavior, Descartes adds that in order for us to perceive, act, and, in general, relate to

objects, there must be some content in our minds--some internal representation--that

enable us to direct our minds toward each object (Dreyfus, 1995). This "intentional

Content of consciousness has been investigated in the first half of this century by Husserl

and more recently by John Searle. Husserl holds that mind and world are two totally

independent realms of reality (Dreyfus, 1995). In general, Husserl means by reduction,

the methodic step by means of which one returns to the origin of our Knowledge, of

which our superficial everyday thinking has lost sight. By this procedure, one places

oneself in the sphere of "absolute clear beginnings", in which one can perceive the things

themselves as they are in themselves and independently of any prejudice (Dreyfus, 1995).

Husserian phenomenology retains the Cartesian notion of subjectivity and objectivity,

which Bernstein (1983) says is a basic metaphysical or epistemological distinction

between the subject and the object. What is “out there” (objective) is presumed to be
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independent of us (subjects), and knowledge is achieved when a subject correctly mirrors

or represents objective reality (Thompson, 1990; Walters, 1995)

Husserl had argued that the human sciences failed because they did not take into

account intentionality, i.e. the way the individual mind is directed at objects by virtue of

some mental content that represents them. He developed an account of man as essentially

a consciousness with self-contained meanings, which he called intentional content.

According to Husserl, this mental content gives intelligibility to everything people

encounter (Dreyfus, 1995).

Heidegger, however, argued that the traditional philosopher believes in thinking

that human beings have some sort of privileged role in revealing objects, but he believes

that this role is played not by individual subjects, but by Dasein. Heidegger questions the

view that experience is always and most basically a relation between a self-contained

subject with mental content (the inner) and an independent object (the outer) (Dreyfus,

1995). Heidegger does not deny that we sometimes experience ourselves as conscious

subjects relating to objects by way of intentional states such as desires, beliefs,

perceptions, intentions, etc., but he thinks of this as a derivative and intermittent

condition that presupposes a more fundamental way of being-in-the-world that cannot be

understood in subject/object terms (Heidegger, 1962; Dreyfus, 1995). Cognitivism, or

the information-processing model of the mind, is the latest and strongest version of the

mental-representation idea (Dreyfus, 1995). Husserl has laid down the general guidelines

that anybody doing that sort of investigation must follow. Many of his ideas, for example
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that the mind follows hierarchies of strict rules, are now being “cashed out” in computer

programs (Dreyfus, 1987).

Heidegger's view on the nonrepresentable and nonformalizable nature of being-in

the-world is a reaction to Cartesian subject-object dualism and to the notion of

intentionality that is also evident in Husserl's phenomenology (Walters, 1995). Heidegger

countered that there was a more basic form of intentionality than that of a self-sufficient ->

individual subject directed at the world by means of its mental content. At the foundation

of Heidegger's approach is a phenomenology of "mindless" everyday coping skills as the

basis of all intelligibility (Dreyfus, 1995).

Temporality of being: Static vs Temporality

The line between the two types of phenomenology are clearly drawn on another

issue: Historicality. Our traditional view of linear time is of an endless succession of

nows: "the common conception thinks of the now as free-floating, relationless,

intrinsically patched onto one another and intrinsically successive" (Heidegger, 1962; * *

Leonard, 1994). This "snapshot" view of time presents us with the problem of conceiving

continuity or transition. It also leads, in the scientific research tradition, to a system of

formal laws that are supposed to be atemporal. It gives us a notion of things existing as

static, atemporal entities (Taylor, 1985).

Husserl tries to conceive the temporality of consciousness and furnished a

phenomenological description of internal time consciousness, yet his eagerness for

apodictic knowledge led him to translate this temporality back into the static and

37



presentational terms of science-essentially to deny the temporality of being itself and º

assert a realm of ideas above the flux (Gadamer, 1976).

Thus, Heidegger asserted in 1962 that Husserl's phenomenology elaborated "a _*

pattern set by Descartes, Kant, and Fichte. The Historicality of thought remains

completely foreign to such a position." In the Heideggerian phenomenological view,

temporality is constitutive of being. Temporality is thus the term Heidegger uses to *** -

describe a notion of time that is prior to or more original than our common sense of time

as a linear succession of nows. Linear time creates the problem of relating past and future

to the now, but temporality, according to Heidegger, is directional and relational and
-

2

applies only to being, not to physical objects. "The not-yet and no longer are not patched - º

onto the now as foreign but belong to its very content, the now has within itself the

character of a transition" (Heidegger, 1975). Heidegger himself interprets human

existence as having a temporal structure, as being a constant projection towards future
- t

personal death, of becoming nothing, of ceasing to be (Dreyfus, 1995). • * - -

Related to Heidegger's notion of temporality is his account of the essential

structure of human being that he describes as care: care, in Heidegger's sense, is having }

our being an issue for us. We exist existentially in terms of the things that we care about,

the for-the-sake-of-which. Temporally, the not-yet belongs to the now because we exist

interms of what matters to us (Dreyfus, 1995; Leonard, 1996)

Explicitable vs Nonexplicitable

Heidegger introduces the idea that the shared everyday skills discriminations and

Practices into which we are socialized provide the condition necessary for people to pick

38 y



out objects, to understand themselves as subjects, and generally, to make sense of the

world and of their lives (Dreyfus, 1995; Taylor, 1985). But we cannot spell out these

practices in a so-definite and context-free way that they could be communicated to any

rational being or represented as in a computer. One must always do hermeneutics from

within a hermeneutic circle (Walters, 1995). A hermeneutic circle presupposes something

that cannot be fully articulated. It is necessary in some situations where our ordinary way

of coping is insufficient for every decision. It bases itself on something not mastered,

something concealed, confusing or else it would never be a decision.

The most important and meaningful aspects of our lives are not and should not be

accessible to critical reflection. Heidegger calls these aspects of the background that

cannot be made explicit but that enable us to make sense of things, "the understanding of

being."(Dreyfus, 1995). For Heidegger primordial understanding is know-how. When we

are talking ontically we sometimes use the expression "understanding something" with

the signification of "being able to manage something," "being a match for it," "being

competent to do something." Sense is precisely what is left out in all formalization

(Dreyfus, 1995). Sense, for Heidegger, in opposition to Husserl, is the structure of the

general background that can never be fully objectified but can only be gradually and

incompletely revealed by circular hermeneutic inquiry (Dreyfus, 1995).

Theoretical holism vs Limitedness

Husserl's phenomenology proposes that ontological axioms concerning the nature

of persons and of social coexistence are admissible on the level of theory (Kockleman,

1994, Dreyfus, 1995). Heidegger is not against theory. He thinks it is powerful and
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important-but limited. Basically, he seeks to show that one cannot have a theory of what

makes theory possible. He believes that the traditional misunderstanding of human being

starts with Plato's fascination with theory (Dreyfus, 1995). Heidegger believes that Plato

and our tradition got off on the wrong track by thinking that one could have a theory of

everything—even human beings and their world--and that the way human beings relate to

things is to have an implicit theory about them (Dreyfus, 1995). * --

Heidegger denies the traditional assumption that there must be a theory of every -

orderly domain--specifically that there can be a theory of the common--sense world.

Heidegger's work points to a return to the phenomenon of everyday human activity and

calls for a stop in the traditional framing of questions in terms of opposition of

immanent/transcendent, representation/represented, subject/object, as well as such

oppositions within the subject as conscious/unconscious, explicit/tacit,

reflective/unreflective. Heidegger is definitely not saying that we each have an

"unreflective and largely unconscious grasp of the basic general structure of * = .

interconnected concepts or categories in terms of which we think about the world and

ourselves" (Dreyfus, 1995). This would make our understanding of the world into a belief

system entertained by a subject, exactly the view that Husserl and all Cognitivists hold

and that Heidegger rejects (Dreyfus, 1995). Heidegger has a positive account of authentic

human being and a positive methodological proposal for how human being should be

systemically studied (Walters, 1995). Heidegger's thought makes it possible to recognize

appropriate alternative practices and ways of understanding and acting available but

neglected in our culture.
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Detachment / objectivity vs Co-constituting

We inherit our assumption that the detached theoretical viewpoint is superior to

the involved practical viewpoint. Philosophers have supposed that only by withdrawing

from everyday practical concerns before describing things and people can they discover

how things really are. The pragmatists questioned this view, and in this sense Heidegger

can be viewed as radicalizing the insights already contained in the writings of such

pragmatists as Pierce and Dewey (Benner, 1994).

The Husserlian notion of ‘letting the facts speak for themselves’ is congruent

with the assumption that it is possible to achieve valid or true interpretations of human

actions, in that it suggests that people's experiences can be analyzed with the same

certainty as physical phenomena. Heideggerian phenomenology, on the other hand, does

not accept the object-subject dichotomy and, most importantly, it does not accept the

notion of letting the facts speak for themselves' or of knowledge independent of

interpretation. It also transcends the notion of analyzing human experiences in positivistic

terms and, therefore, does not accept the view of validity as defined by the positivistic

sciences. Heideggerian phenomenology is concerned with the shared experiences and

interpretations of being-in-the-world. The notion of being-in-the-world enables

researchers to legitimately explore common and dissimilar meanings of habits and

practice.

While Husserlian phenomenology will result in a more detached standpoint,

Heideggerian phenomenology necessitates a closer involvement. In contrast to Husserlian

41



phenomenology, Heideggerian phenomenology assumes that there is not a single,

accurate, and privileged account of everyday activity (Walters, 1995). Since Dasein

consists of shared practices, common meanings, embodied commonalities, and

interpretations, however, Dasein can be made and subjected to consensual validation by

other member-participants of Dasein (Heidegger, 1962; Dreyfus, 1995). Hermeneutic

interpretation of everyday activity recognizes the situated meaning of the action, rather

than abstract or causal relationships between actions. It also recognizes people as social

agents (Dreyfus, 1995). Heideggerian hermeneutics also aims to progressively uncover

the participants' and researcher's understandings of the situation of the study. It is

necessary, therefore, that the researcher becomes aware of the background cultural

interests and practices against which the phenomena of the study will appear.

Understanding is considered to be a dialogue between everyday self-understandings of

the participants, researcher, culture, and reader. This process of dialogue reveals new

understandings that continue to be developed and refined as new insights emerge

(Walters, 1995).

Methodological individualism vs Shared commonsense

Heidegger emphasized that the meaning and organization of a culture must be

taken as the basic given in the social sciences and philosophy and cannot be traced back

to the activity of individual subjects. Heidegger rejects the methodological individualism

that extends from Descartes to Husserl to existentialists such as the pre-Marxist Sartre

and many contemporary America-social philosophers (Dreyfus, 1995). In his emphasis

on the social context as the ultimate foundation of intelligibility, Heidegger is similar to
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the other twentieth-century critic of the philosophical tradition, Wittgenstein. They share

the view that most philosophical problems can be (dis) solved by a description of

everyday social practices (Dreyfus, 1995). Wittgenstein (1977) is convinced that the

practices that make up the human form of life are a hopeless tangle. Heidegger (1962), on

the contrary, thinks that the commonsense background has an elaborate structure and that

it is the job of an existential analytic to lay it out despite the fact that it cannot be made * *

fully explicit (Dreyfus, 1995).

Based on the interpretive phenomenological philosophy, to understand the HTRs’

lived experience invites a new paradigm of embodiment.

New understanding from Cartesian body to Embodiment

Cartesian body

Descartes considered that the soul/mind had no physical extension (res non

extensa) yet possessed the capacity to think (res cogitans), while the body had physical

extension but no capacity to think. He set up a realm of the physical, or material, that

could be apprehended objectively as a "thing and studied by the transcendental capacities

of the soul/mind" (Strathern, 1996). By another twist, emptying the body of all vestiges

of the soul freed scientists to examine the body physically as a thing, thus facilitating the

growth of experimental biology (Strathern, 1996). Lyon and Barbalet's (1994) critique

provides a clear articulation of the Cartesian body in the bio-medicine terrain.

First, the bio-scientific model regards the body as an object external to the
enquiries which yield knowledge of it (passive body). Second, the practitioner is
in control of the body of the patient, it requires the patient to be subordinate to the
practitioner. Third, biomedicine and its practitioners deal with malfunctioning
organs or other subsystems of the body (partial body), and with the symptoms
thereof, not with "the body" as such.
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The body reveals its disease to the doctor without the need for the patient's self

interpretation (Kirmayer, 1988). Bio-medicine formulates the human body and disease

based on the partiality and the passivity of the Cartesian body. According to Good

(1994), the biomedical model of the body is a culturally distinctive constructs of person,

patients, bodies, disease, and human physiology. Heidegger tells us that institutions such

as science also have existence as their way of being too (Dreyfus, 1991; p.15). The Bio

Medicine culture as well as human beings exist by their way of self-interpreting

activities. The medical world gets built up as a distinctive form of reality for those who

are learning to be physicians (Good, 1994). However, many scholars claimed that bio

medicine's distinctive cultural attitude and belief can be a source of limitation for the

biomedical understanding of healing and illness. As Kirmayer (1988) sharply points out,

The Bio-medical physician's competence is largely defined in terms of the ability
to explain and manipulate the physiology of the body. The physician's attention is
focused not on the patient but on the "it" of disease and the mechanical
functioning of the body; the patient's life-world is largely ignored. Acceptance of
medical authority is in itself a sign of competence and rationality (Kirmayer,
1988; p.57).

The physician's way of interpretation shapes the patient’s way of interpreting

about what it is to be a good patient. The patient learns to deliver a history, an objective

report of recent bodily occurrences, and to scientifically describe current physical

Sensations (Leder, 1984). However, the more I dwell in the biomedicine terrain as a

chronic patient with my body, the more I realize the limitations of a strictly biomedical

Way of practicing. For understanding embodiment, as an alternative paradigm for

44



understanding the human body, the next section will be a brief discussion on the body

from Structuralism and post-Structuralism perspectives.

Perspectives on the human body

For Structuralism, experience is secondary to systems of order such as kinship,

law, or education. Persons are merely "speaking objects; users of codes and symbols who

select among preconstituted options, voices, and programs" (Manning & Cullum-Swan, --

1994). Structure exists as the organizing center of social action; persons are in every

Sense not the creations of such structures, but manifestations of elements and rules

created by social structures (Manning & Cullum-Swan, 1994). According to this notion

of person, Structuralism reduces the body to idealized parts and functions that populate a

symbolic order. The body is a mannequin--a stripped down, inanimate frame on which

the vestments of theory can be draped (Manning & Cullum-Swan, 1994).

Douglas speaks of the body as an "it" and examines how "in its role as an image

of society, the body's main scope is to express the relation of the individual to the group" º s

(Douglas, 1978, p.87; Jackson, 1989, p.123). Douglas (1978) takes seriously the

proposition that categories of thought are socially derived and that their explanation is to

be sought in elucidating the social conditions from which they spring (Csordas, 1994).

Structuralism rejects "homocentric" subjectivism and existentialism (Manning & Cullum

Swan, 1994). Structuralism is limited in its explanatory power because it promotes a

separation of abstract meaning and embodied use (Kirmayer, 1992).

Poststructuralism contains modifications of Structuralist themes and regards "the

body" as an abstract, singular intrinsically self-existing, and socially unconnected
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individual; the social behavior, personal identity and cultural meaning of this entity are

passively determined by (disembodied) authoritative discourses of power (Turnur, 1994).

The "irrational" has a new place in analyses of political myth (Barthes, 1985). Foucault

(1979, 1980) indicates that the body is the text upon which the power of society is

inscribed and human bodies have been transformed by social processes (Foucault, 1979,

1980). He claimed that "the body has a history" and that the body should be understood -- . . º
not as a constant amidst flux but as an epitome of that flux (Csordas, 1994).

Norbert Elias (1978(1939]) provides a central role for emotion as the way in

which bodies are changed through social processes. Elias's argument is that in the course

of the development of "civilization", feelings of shame and embarrassment elicit a

compulsion to check one's own behavior, and enforce one to conform to what one feels

are appropriate standards (Csordas, 1994). According to him, patients' learned feelings or

emotions of the moment when they meet physicians play a critical role in constituting

their way of presenting their bodies in the doctors' office.
sº a --

Two of Mauss's essays on the body are a demonstration of the effect of social

rules and conditioning on the physical body of an individual: the physical body itself, as

molded by society and culture; the body is at the same time both the original instrument

which humans shape their world, and the original substance out of which the human

World is shaped (Mauss, 1950; p.95).

"From society to society men know how to use their bodies. Each society has its
own special habits. Man's first and most natural technical object, and at the same
time technical means, is his body. Before instrumental techniques there is the
ensemble of techniques of the body."
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He pointed out that the constant adaptation to a physical, mechanical, or chemical

aim (e.g., when we drink) is pursued in a series of assembled actions, and is assembled

for the individual not only by himself alone but also by all his education, by the whole

society to which he belongs, in the place which he occupies (Csordas, 1994).

The Cartesian tradition divided the specialties for the mind and the body. For

psychoanalysis, the body is a primitive, ungoverned engine of desire. For

physiologically-based medicine, biochemistry of the body governs the mind. In practice,

both approaches tend to deal not with the realities of the body itself but with limited

images or representations of the body. In substituting the image of the body for the body,

the image of text for performance, and representation for action, both psychoanalysis and

Structuralism are able to exaggerate the coherence of meaning systems (Kirmayer, 1992).

In those views the human body is simply an object of understanding or an instrument of

the rational mind, a kind of vehicle for the expression of a reified social rationality

(Jackson, 1989).

According to Csordas (1994), the body as an experiencing agent is evident in

recent social science work on the experience of illness (Kleinman, 1988), religious

healing (Csordas, 1990; Desjarlais, 1992), and ethnographic practice itself (Jackson,

1989; Stoller, 1989). Leder's analysis shows the critique of the mind/body duality and

how the duality of mind and body calls into question (Csordas, 1994).

The necessities of embodiment in the area of bio-medicine

Guyton's (1991) textbook of physiology describes visual perception as a film

developing process. The eye is regarded as a camera that has a lens system, a variable
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aperture system (the pupil) and a retina that corresponds to the film. This metaphor (or

theory) describes visual perception as follows:

"A glass lens can focus an image on a sheet of paper, the lens system of the eye
can focus an image on the retina. The image is inverted and reversed with respect
to the object. However, the mind perceives objects in the upright position despite
the upside-down orientation on the retina because the brain is trained to consider
an inverted image as the normal (Guyton, 1991; p.537)."

This description is focusing on the technical process of visual perception. Visual

perception is regarded as the represented image of objects in the brain by the mechanical

process. Seeing, however, requires multiple dimensions of bodily participation. As Wynn

(1998) pointed out, there would be critical differences between two kinds of seeing: when

a mother sees her first baby soon after giving birth, and when a girl sees a (simulated)

baby doll for a pretending play. The image of my baby and a baby doll in my brain could

be similar. However, the first case includes lots of intimate memories and histories of

bodily perception and meanings that cannot occur in the same way with the doll (Wynn,

1998). When the brain perceives the image of the object, our entire body also participates

in seeing the object as something.

When our body encounters, touches, or enfolds another body, it is suffused with

meanings, feelings, and responses (Merleau-Ponty, 1962). I can still remember the

temperature of my first baby when she lay on my stomach soon after her birth. It was the

most precious feeling that I had ever felt. I felt her lying on the bare skin on my stomach

and there was a kind of electric shock circulating throughout my entire flesh. This strong

sensation was also accompanied by great happiness. While I saw her, tears came down

from my eyes. My lived memory of pregnancy also participated and played a key role in
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perceiving the baby as the most precious baby in the world. My body had also been

inhabited by the baby. Merleau-Ponty (1962) called this the chiasmic relationship. In this

moment, seeing is a simultaneous touching, a sensing, and an understanding too.

Guyton's description is amazingly reductionistic and mechanistic that loses those

simultaneous whole dimensions of visual perception that essentially requires the

simultaneous participation by our body.

The following examples expand and deepen our understanding of

perception in embodied human beings. Von Senden (1960) reported the phenomena of

the first light:

"When a person who has been blind since birth is operated upon and given
sight,... he is afflicted by a painful chaos of forms and color, a gaudy confusion of
visual impressions none of which seems to bear any comprehensible relationship
to the others. Only very slowly and with intense effort can he teach himself that
this confusion does indeed manifest an order and only by resolute application
does he learn to distinguish and classify objects and acquire the meaning of terms
such as "space" and "space". In the case of the patient in crisis, he is suddenly
overwhelmed by his relative lack of ability and by the innumerable difficulties
which he now realizes he has yet to surmount, when his discouragement may be
so severe that he gives up and reverts to the dark and tactual world where he has
been secure (Von Senden, 1960; Durkheim & Mauss, 1963, p.vii-viii)."

This patient's optic structure was repaired, however, he could not directly see the

phenomenal world that we accept as normal. Do we have to blame his brain? His brain is

structurally normal. It is not an anatomical problem. A Cognitivist would say that in spite

of appearances the mind/brain must be acquiring and making millions of rapid and

accurate inferences like a computer. As a consequence, the Cognitivist would try to build

a memory bank for every kind of object. According to Dreyfus (1998), Husserl had some

of such a view. He needed mental machinery to explain the way of past experience
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modifies the perceptual world. Husserl makes the assumption that events that once played

a role in my experience, are somehow "remembered" and play an unconscious role in my

current perceptions and responses (Dreyfus, 1998).

For example, memorizing an English dictionary, however, could not be an

ultimate solution for understanding and coping with American culture. If we trained this

ex-blind patient only with pictures (or a video images) of an apple, a house, and a tree

one at a time, it would fail to help him perceive the world which we accept as normal.

And it is an impossible job to collect every kind of object in the world to make an

appropriate memory store. This is an unwarranted and impossible construction.

For a clear example, Dreyfus's critique of cognitive science and the Old Artificial

Intelligence enterprise enhances our understanding of the great lie of the Cartesian idea.

"Newell and Simon claimed, computers could be used to simulate important
aspects of intelligence. Thus the information-processing model of the mind was
born... Then, suddenly, the field ran into unexpected difficulties. The trouble
started with the failure of attempts to program an understanding of children's
stories. The programs lacked the commonsense of a four-year-old, and no one
knew how to give them the background knowledge necessary for understanding
even the simplest stories. An old rationalist dream was at the heart of the problem.
This program is based on the Cartesian idea that all understanding consists in
forming and using appropriate symbolic representations. Commonsense
understanding had to be represented as a huge data structure comprised of facts
plus rules for relating and applying those facts...(Dreyfus, 1993)

Dreyfus also (1993) pointed out the critical flaw of cognitive science and the Old

AI program.

"What they (Old AI programmers) called the commonsense-knowledge problem
was not really a problem about how to represent Knowledge; rather, the everyday
commonsense background understanding that allows us to experience what is
currently relevant as we deal with things this know-how, along with all the
interests feelings, motivations, and bodily capacities that go to make a human
being, would have had to be conveyed to the computer as knowledge as a huge
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and complex belief system-and making our inarticulate, proconceptual
background understanding of what it is like to be a human being explicit in a
symbolic representations seemed to me (Dreyfus) a hopeless task"....Our
background knowledge consists largely of skills for dealing with things and
people rather than facts about them. An argument against that such skills were
representable in symbolic form (Dreyfus, 1993, p.x-xii).

Varela claims that cognitive science has had virtually nothing to say about what it

means to be human in everyday, lived situations (Varela, Thompson, and Rosch, 1991).

Recently, Cognitivists have started to recognize the significance of background

knowledge for understanding even the simplest stories (Dreyfus, 1993). Varela's (1991)

study is a good example for enlarging the Cognitivists' horizon to encompass both lived

human experience and the new sciences of the mind by applying the phenomenological

idea. The paradigm of embodiment and lived human experience got new credibility from

neurobiologists. According to Freeman (1991, p.79),

"Perceptions depend on the simultaneous, cooperative activity of millions of
neurons spread throughout expanses of the cortex, where the signals are combined
with those from other sensory systems. The result is a meaning laden perception,
a gestalt, that is unique to each individual. For a dog, the recognition of the scent
of a fox may carry the memory of food and expectation of a meal. For a rabbit,
the same scent may arouse memories of a chase and fear of attack."

He suggested that perception cannot be understood solely by examining properties

of individual neurons, a microscopic approach that currently dominates neuro-science

research (Freeman, 1991). However, they are still localizing perception only in the brain

as symbolic codes.

Heidegger and Merleau-Ponty in the embodiment

Philosophers such as Dreyfus and Taylor, however, seriously doubt the very

possibility of cognitive science for building AI. Dreyfus (1993) claims, based on the
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study of Heidegger, Merleau-Ponty, and the later Wittingenstein, that our sense of

relevance was holistic and required involvement in ongoing activity, whereas symbol

representations were atomistic and totally detached from such activity. Both Heidegger's

existential phenomenology and Merleau-Ponty's phenomenology of lived experience

stressed the pragmatic, embodied context of human experience. Merleau-Ponty took

Heidegger one step further by applying Heidegger's own criticism to phenomenology

itself as well as to science (Varela, 1991).

"The inner horizon of an object cannot become an object without the surrounding
objects' becoming a horizon, and so vision is an act with two facets (Merleau
Ponty 1962; p.17)."

This sentence reminds us of Heidegger's claim about the familiarity of

background as an horizon for understanding and coping with one's world. For Heidegger

(1962), human being's coping is a set of skills to deal with (in) an everyday world.

Existential understanding and skillful coping are required to deal with everyday in a

(his/her) world. This understanding constitutes and is constituted by the Dasein and

Dasein's world. Both coping and understanding require the embodied skillful "Know

how" instead of "Knowing that".

For Heidegger, seeing can involve three levels of activity such as understanding,

interpretation and assertion. Understanding is seeing possibilities as possibilities.

Interpretation is seeing something as something. And assertion is also a seeing for

pointing out under aspects which communicate. Since Heidegger's notion of

understanding entails skillful coping in a world, for him, it is impossible to separate body

and mind in the ways Descartes does. Heidegger's claim is that understanding is
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embodied seeing based on the interpretation of human being, but importantly, in a

nontheoretical, noncognitive way (Leonard, 1994). For both Heidegger and Merleau

Ponty, the body is experienced holistically and not solely as symptoms or through

external representation. However, Heidegger never says anything directly about the body.

Merleau-Ponty is the one who gives voice for the body. Merleu-Ponty describes

"The body as an ambiguous whole of body and subject... stands in a dialectical - - -

relationship with the objects of its environment, and in this way forms its own º
world or field of consciousness (1964; p.2)"

º

Early works of Merleau-Ponty

From his earliest phenomenological accounts, for Merleau-Ponty, the body is a

locus of intentionality that is essential to all conscious experience. However, unlike

Husserl, Merleau-Ponty denies consciousness in intentionality which can be divorced

from its embodiment in the world. For the explanation of embodiment, Merleau-Ponty

grounded perception in the experienced and experiencing body (Lyon & Barbalet, 1994).

"The world as perceived through the body was the ground level for all knowledge, * * *

for it is through the body that persons gain access to that world. This bodily being
experienced through spatial and motor functions, in speech, language, gesture.
This being present in the world also includes the incarnation in a body in both
space and in time, i.e., in history and culture, and thus involves the ever-present
experience of social being. This experienced and experiencing play as a horizon
and background for perceiving something as something (Merleau-Ponty, 1964)"

Merleau-Ponty's most radical claim pertains to the irreducible and far-reaching

mediational character of the somatic dimension of human existence and cognition

(Vasseleu, 1998).

His challenge to metaphysics begins with the development of the concept of the
entre-deux or the 'in-between two" (Vasseleu, 1998). His focus was on the unique
embodied character of human existence, together with its implication for speech,
sexuality, science, and culture, including politics and art (Gill, 1991)
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Later works of Merleau-Ponty

In his earlier works, instead of opposing consciousness and the world as

dichotomous terms, Merleau-Ponty attempts a tenuous and indeterminate synthesis

between them. He describes the inter-weaving of subjective and objective relations in

positive terms, as a philosophy of ambiguity (Vasseleu, 1998). In his later work the

concept of "entre-deus" is refigured as the concept of flesh. Vasseleu's (1998)

interpretation about Merleau-Ponty's term of flesh is very vivid and can enhance our

understanding.

"Flesh is Merleau-Ponty's term for the prototypical structure of all subject-object
relations. He represents this structure in terms of one hand of a body touching the
other hand-an example which encapsulates both the intertwining and divergence
of flesh. The commencement of and participation in a tactile world occurs in the
interplay between the two hands, each felt from within and simultaneously
accessible from without or tangible for the other hand. Thus each hand takes its
place among the things it touches, becoming a tangible being in the process
(Merleau-Ponty, 1968; p.133; Vesseleu, 1998; p. 26)."

For him, living flesh is the modality of the body inscribed within sensibility. Flesh

refers to a body which is definable neither empirically nor abstractly, but in terms of its

own divergence and reversibility (Merleau-Ponty, 1962; Vasseleu, 1998). Flesh is a kind

of circuit, a "coiling over of the visible upon visible," which traverses us but of which we

are not the origin (Wynn, 1998). Merleau-Ponty uses notions of doubling, obverse, and

reverse, overlapping, and two-sidedness to describe flesh (Wynn, 1998). Reversibility--

the chiasm-refers to the body's simultaneous status as the perceiving subject and object

of perception. Reversibility always requires the perception of a counterpart (Kesselring,

1991).
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As flesh, the interwovenness of language and materiality in perception is

embraced as an irreducible complexity that is necessary for a sense of self. 'flesh is not a

contingency, chaos, but a texture that returns to itself and conforms to itself (Merleau

Ponty, 1968; p.146). In "the Phenomenology of Perception" (1962) and "the Structure of

Behavior" (1963), Merleau-Ponty emphasized the simultaneous participation of multiple

physiological and psychological factors in the process of perception (Vasseleu, 1998). ---, --

For Merleau-Ponty, perception is a creative receptivity rather than a passive capacity to . º

receive impressions (Vasseleu, 1998). Compared to his earlier work in which the

phenomenal body is the synergistic system or unifying source of the multiple aspects of

perception, in the visible and the invisible the experience of embodiment is itself

schematized in the folds of flesh (Vasseleu, 1998).

According to Merleau-Ponty the mistake made by empiricists and consciousness

based accounts of color perception, for example, is the presumption that there is a true

color of a thing that remains identical in any context (Vasseleu, 1998; p.44). His position - * =

is that a thing's color cannot be abstracted from the experience of a thing, but rather 'color

in living perception is a way into the thing' (Merleau-Ponty, 1962; p.305: Vasseleu, 1998;

p.44).

"In perception light is taken for granted as a transparent 'lighting' or background
setting of things as visual phenomena, but it can also be the object of perception,
for example as a beam as possessing a color, or as a having a particular
atmosphere. The interrelatedness of lighting, color and the dimensional relations
of things in a perceptual field is not a purely objectifiable phenomenon divisible
into extractable components, but involves the articulation of perceptual properties
through an intentionality that is experienced by the subject as a co-existence with
the phenomenon. This making sense of light is the gaze (Vasseleu, 1998; p.45)."
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Perception is understood as a being in momentum. He defines the mind as the

other side of the body' (Merleau-Ponty, 1968; p.264: Vasseleu, 1998; p.27). For him

perception refers to a uniquely constituted domain in which vision and touch as well as

the other senses are coextensive with each other as metonymically interrelated modes of

perception (Vesseleu, 1998; p.44).

After a painter paints his perceived colors, the observer's perception also is

influenced through his temporal meanings, emotion, and understanding. Nouwen depicts

his deep engagement with Rembrandt’s “the Return of Prodigal Son” at the St.

Pittursburg Hermitage Museum. This narrative greatly opens up our new vision and new

insight to understand the relationship between the light of the moment and the perceived

image.

“The painting was exposed in the most favorable way, on a wall that received
plenty of natural light through a large nearby window at an eighty-degree angle.
Sitting there, I realized that the light became fuller and more intense as the
afternoon progressed. At four o'clock the sun covered the painting with a new
brightness, and the background figures-which had remained quite vague in the
early hours- seemed to step out of their dark corners. As the evening drew near,
the sunlight grew more crisp and tingling. The embrace of the father and son
became stronger and deeper, and by standers participated more directly in this
mysterious event of reconciliation, forgiveness, and inner healing. Gradually I
realized that there were as many paintings of the Prodigal Son as there were
changes in the light, and, for a long time, I was held spellbound by this gracious
dance of nature and art.”(Nouwen, 1992; p.8)

When Nouwen felt he was held by the gracious emotion of the moment, it was

truly real to him and to us. Merleau-Ponty's flesh assumed the knowing body and the

Specular body. This condition undermines the Cartesian formulation of the human subject

as an isolated ego who is in command of or able to view his body and its actions from a

rational perspective. In contrast, Merleau-Ponty turns the contents of consciousness
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outward, into a consciousness of one's body that is experienced as a postural schema or

the perception of a bodily orientation in relation to the world (Vasseleu, 1998; p.51).

The explanation given by Merleau-Ponty helps in understanding the blind man’s

plight in linking sight with embodied know-how:

The painter "takes his body with him." In deed we cannot imagine how a mind
could paint. It is by lending his body to the world that the artist changes the world
into paintings. To understand these transubstantiations we must go back to the
working, actual body-not the body as a chunk of space or a bundle of functions
but that body which is an intertwining of vision and movement (Merleau-Ponty,
1964; p.162).

The human body is a flesh that is capable of seeing itself in the world by seeing

that the world as flesh is able to be reversed or seen. A body which can see itself

touching itself and touch itself seeing itself. Visible is a mode of inhabitation. The

experience of embodiment becomes the horizon of possibility for all intersubjective and

objective relations (Vasseleu, 1998). In this sense he may agree with Maturana's (Tree of

knowledge) beautiful aphorisms: All doing is knowing and all knowing is doing.

Virginia Henderson wrote poetically about the empathic nature of nursing care.

“The nurse is temporarily the consciousness of the unconscious, the love of life
of the suicidal, the legs of the amputee, the eyes of the newly blind, the means of
locomotion for the infant, knowledge and confidence for the young mother, the
voice for those too weak or withdrawn to speak” (Henderson, 1960; p.4).

To do this surrogate job for our patients, the phenomenologic view of the lived

body has several critical possibilities for understanding the experience of HTRs. Patients

are the experts who embody their illness experience and that is our discipline's target

phenomena. We cannot fully understand the illness experience without articulating and

understanding those embodied experiences. From the interpretive phenomenological
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nursing tradition, Doolittle (1994) articulated the meanings of recovery and the evolution

of embodied skilled know-how throughout recovery from stroke. Kesselring's (1990)

work presented the significance of the embodied lived experience of breast cancer

patients. Weiss's (1996) articulation enormously helped to us to dwell in the very old

aged person’s life world with their concerns. These studies are critical advances

enhancing our chiasmic relationship between the patients' and the health care providers'

experience.

The role of emotion in embodiment

"When the mind is not present, we look but do not see, listen but to not hear, and
eat but do not know the taste of the food. When one is affected by fear to any
extent, his mind will not be correct. When he is affected by fondness to any
extent, his mind will not be correct. When he is affected by worries and anxieties,
his mind will not be correct. This is what is meant by saying that the cultivation of
the personal life depends on the rectification of the mind (Mencius, BC 306
256)."

Mencius already gave us a wonderful insight into the role of emotion in (and

with) our existential being in the lifeworld. From the age of Mencius, however, it is often

believed that eliminating the emotional content from a situation can be the best coping

strategy for resolving a problematic /or stressful situation through an objectifying process

(Benner, 1985). In this view, emotion has no content on its own and is defined as an

"interruption" or force that must be diverted, restrained, or transformed (Benner, 1985).

Many scholars have recently articulated the role of emotion in social embodiment.

Following Heidegger, understanding always has its mood; understanding is never free

floating, but always goes with some state of mind. Heidegger holds that the mood is not
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simply a state of feeling, but rather a mode of disclosure. According to Taylor, human

emotion is interpreted perception:

Since emotion is interpreted emotion, my having an emotion inevitably engage
me in understanding (p173). The range of human desires, feelings, emotions, and
hence meanings is bound up with the level and type of culture, which in turn is
inseparable from the distinctions and categories marked by the language people
speak (p.25). Feelings incorporate a certain "understanding of our predicament,
and of the import it bears." A feeling entails a judgement about how we hold
things to be, because it incorporates a certain articulation of our situation. Rather,
when emotion is the object of a description, the object is such that it does not exist
independently of the description that we give of it, on the contrary, the emotion is
partly constituted by the act of description. The perpetual activity of self
interpretation changes us; seeing ourselves differently, we become different-or at
least are likely to. (Taylor, 1988; p.170).

Vetlesen (1994), claims that emotions such as love or care also are, to invoke

Solomon's expression, a certain way of seeing. To see suffering as suffering is already to

have established an emotional bond between myself and the person I see suffering. The

emotions which move the person through bodily processes must be understood as a

source of human being. As Lyon and Barbalet (1994) suggested, feeling must be

integrated into an account of both the experience of the world and the understanding of

action within it. Kirmayer (1992) also suggested that emotions as embodied thoughts are

steeped with the apprehension that "I am involved.”

As Benner (1985) claimed, if helpers can become attuned to the patient's personal

meanings with emotion in one's context, they can enhance the ability to recognize the

patient's conditions for possibility. Sometimes this recognization helps the clinician to

create conditions for new possibility by interpreting, coaching, and training the patient to

acquire new skills, or by simply caring about the patient.
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Metaphor's role for embodied knowledge

Both Wittgenstein and Merleau-Ponty stress the uniquely linguistic character of

human existence and philosophize by means of metaphor. Merleau-Ponty develops the

crucial parallel between our physical embodiment and the incarnational quality of

linguistic meaning in and through the essentially metaphorical nature of speech (Gill,

1991).

When Kirmayer examines some limits of the prevailing rationalistic semantic

theories, he also insisted in the role of metaphors in embodiment. Kirmayer (1992)

suggested metaphors as tools for working with experience, because of "metaphors based

on perceptual similarity and sensorimotor equivalence; things that looked the same and

things that can be used the same way are made the same through perception and action"

(p.235). According to this theory, the most significant value of metaphors are in the

bodily experiences that have more radical meanings to constitute our shared

understanding for a being in the world. He also suggests using metaphors as tools for

both understanding and guiding the illness experience. Kirmayer (1992) also claimed that

any theory of meaning that hopes to address the experience of illness must give due

weight to the primacy of the body not only as an object of thought but also as itself a

vehicle for thinking, feeling, and acting. Kirmayer (1992) also insisted that the inability

to see the metaphoric and contextual basis of discourse limits the physician's

comprehension of the patient’s life-world.

The Application of embodiment in caring

When the body is not thought of as the essential self, but as a machine placed at

the disposal of the will, it can be overlooked when it is functioning well (Csordas, 1994).

***
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In Heidegger's terms, as long as the "ready-to-hand" piece of equipment works properly

it is hidden from view, unthemitized. In everyday life our experience is characterized by

the disappearance of our body from awareness, describing how the body not only projects

outward in experience but also falls back into unexperienceable depths (Leder, 1984).

Articulation of this hidden and disappearing embodied knowledge, however, is an

essential step to understanding our patients' illness experience and recovery in an

everyday world.

Accepting the patient as a person leads to a willingness to explore the personal

meanings of distress beyond the causal theories of bio-medicine (Kirmayer, 1988). Good

(1994) claims that the physician has to show sensitivity to the physical experience of the

patient and the significance of disease and treatment within the life-context. If the lived

body is forgotten, modern medicine will suffer (Good, 1994). Benner and Wrubel (1989)

also suggested that nursing has to acknowledge this lived embodiment. She summarized

the potential benefits of an embodiment paradigm for the nursing profession: 1) Caring

for people with bodily breakdown or alteration. 2) Comprehending skilled nursing

practice.

For this study, embodiment is the ultimate paradigm for understanding the HTR's

lived experience. The HTR's task is to build up (raise) new habits to cope with the

distinctive characters of the body in their everyday lifeworld. However, to change a body

of habits, physical or cultural, can never be a matter of wishful thinking and trying,

because we are the embodied habits (Jackson, 1988). It depends on the embodiment

which requires learning and practicing new techniques by the lived body as an active

capacity to act and as a ground for knowledge.

---.
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Chapter 3

Interpretive Phenomenology for Studying

The Lived Experience of Heart Transplant Recipients in two cultures

The Definition of Interpretive Phenomenology: It is defined as an analysis by which

the meaning of the various ways in which we exist can be translated from the language of

everyday existence into the understandable and accessible language of ontology (Benner,

1994).

Research Design

Study Purpose and Research Questions

This study seeks to gain an appreciation of the lived experiential understanding

and practical knowledge of HTRs recovering from HT in Korean and Northern American

cultures. Interpretive Phenomenology provides a philosophical perspective and a method

for this research. Interpretive phenomenology is based upon Heidegger’s (1927/1962)

hermeneutical phenomenology of being. Heidegger claimed that we are so culturally and

socially embedded in familiarity with our practices and skills that we do not attend to

these background skills and practices. He assumed that the lived experience is veiled by

our familiarity with it and our immersion in it. Thus, the researchers task, in collaboration

with the participant, is to “unveil” the shared practices of the lived experience. Unveiling

the practices permits us to better understand our ways of being and to see new ways of

being (Heidegger, 1962; Dreyfus, 1995).

The heart transplant experience is a pervasive way of understanding and making

meanings of life. So those meanings are embodied with everyday experience. This study

will focus on the HTR's embodied recovery process for constituting a healthy habitus.

s

~
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Our understanding of how the HTR lives and copes with a HT could be enhanced by

exploring the HTR's lived-experience of a HT and the situated possibilities that set up the

way in which HTRs are able to cope with the HT.

The purpose of this study is to explore the lived experiential understanding and

practical knowledge of HTRs recovering from HT in two cultural settings of Korean and

North American. The specific questions that guided and evolved in this study are:

1. What does it mean to have a HT and be a HTR2 a *

2. How does local culture offer basic, shared understanding in order to build a

healthy habitus after a HT2

3. How does the pre-existing health condition (lived experience before the HT)

shape and constitute the embodiment process of building new habitus for skillful * * *

coping as a result of living with a new heart.

4. How do HTRs deal with the everyday struggles of living after the HT

5. What kind of coping resources are available to them in each culture?

6. What kind of metaphors exist in and influence self-understandings of the HT2

7. How does the HTRs’ temporality change after the HT and how does this changing

of temporality constitute their coping?

8. How does a particular mood open up or close possibilities in two cultures?

The Sample

The sample included heart transplant recipients who underwent a transplant

surgery at least six months ago. The name of possible subjects were identified through

consultation with two nurse coordinators of a medical center located in Northern

California for North American HTRs. For collection of data in a South Korean setting,

63



a transplant cardiologist of the first HT initiating medical center gave the names and

addresses of possible subjects.

Inclusion Criteria: A recipient was included if the following inclusion criteria were met:

1) The recipient has had a transplant surgery at the age of older than 18 years old;

2) The Recipient may be of any ethnic origin and gender;

3) The Recipient must be able to understand and speak English (in the U.S.A.) or Korean

(in South Korea);

4) The recipient agrees to participate.

Three recruitment strategies were employed:

1) Personal contact with the participant at meetings of the medical center's heart

transplant support group;

2) Attending the clinical visits of the recipient at the ambulatory care center in the

research site of the medical center and the outpatient clinic in the Korean

research site.

3) Mailing a letter of written explanation in which the study is described, seeking an

official agreement to participate in the research. Attached was a stamped postcard

addressed to this researcher with which prospective respondents are asked to mail

or to phone this researcher at a number given in one form. A brief call was then be

made by the researcher to confirm the recipient’s interest in participation, to

further explain the research, to clarify the questions, and to scheduled an

interview. Signed consent was obtained just prior to the first interview.



Data Collection

Data were collected through interviewing each recipient and through a patient

chart review. The interview was audiotape-recorded with the participant’s agreement, and

was conducted in a convenient, private place, such as a quiet hospital room in a hospital

or a clinic, a coffee shop, a study room in a library, or the participant’s home.

Data collection was completed through four phases.

1. First Phase (The pilot study for the American cultural setting, May-November, 1997):

Seven Northern American HTRs were interviewed. Three of them were identified at the

monthly support group meeting after two nurse coordinators introduced me into the

meeting with an explanation of the research. Four other recipients mailed the approval

postcard for showing their interest to participate in this research. Interviews lasted from

one to two hours. Interviews were semi-structured. (see Suggested Interview Questions

and probes, attached). (See Table II)

2. Second Phase (The pilot study for the Korean cultural settings, January, 1998):

Six Korean HTRs were interviewed. A HT cardiologist gave this researcher the list of

HTRs in his program and the permission to interview the recipients and to ask for an

explanation of each patient's health-related condition. By personal contact through phone

calls, six recipients agreed to participate in this study. Four of them were interviewed at

their own home. Two of them met this researcher at convenient places such as a clinical

conference room and a coffee shop. All of them showed their willingness to continue

participating in this research until the next year. (See Table I)

3. Third Phase (For completing data collection in Korea, January, 1999): The six Korean

recipients were interviewed again one year later. By these second interviews, more
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detailed lived experience of the HTRs were explored. In addition to these second

interviews, 10 more recipients were identified through consultation with their transplant

cardiologist. Two of them were recruited from another medical center. All of them were

hospitalized for an annual biopsy at the time of data collection (January, 1999). After

getting the list of the patients scheduled for biopsy, a personal visit was made by this

researcher to his/her hospital room. Each patient had certain information about this

research from the HT cardiologist before the interview. Each interview was done at the

recipient’s hospital room or a conference room on the same floor. (See Table I)

Table I. South Korean HTRs’ characters

Patient Pseudonym | Age at HT || Years of post-HT at Diagnosis for HT
1" and 2" interview

Mija 56 2 year and 3 year CHF
Shinja 52 6 month Hypertensive

CHF
Nongbu 48 2 years CardioMyopathy
Eobu 45 1.5 years Cardio Myopathy
Haksang 22 | 2.5 and 3.5 years Viral Myocarditis
Bohum 39 1 year CAD
Yoonsu 29 1.3 year and 2.3 year Cardio Myopathy
Eunmi 12 2 years Viral Myocarditis
Pungun 53 7 month and 1.5 year || CAD/CHF
Undong 23 1.3 years Dilated Myopathy
Bimil 27 1.3 years Dilated Myopathy
Gwondo 41 6 month CHF

Dongsu 18 7 month Viral Myocarditis
Hanja 48 3.5 years and 4.5 years | Viral Myocarditis
Sukja 32 1.5 year and 2.5 CHF
Jinho 15 1 year Viral Myocarditis

4. Forth Phase (For completing American subjects, May-September, 2000): Four more

North American HTRs were recruited for expanding the data collection. These new

recipients were interviewed in their homes or a quiet conference room in the researcher's

school. (See Table II)
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Table II. North American HTRs’ Characters

Patient Pseudonym | Age at HT || Years of post- | Diagnosis for HT
HTatinterview

Peter 53 Pre-HT CAD/CHF
4 months VT-AICD

Ru 65 2 years CAD/AICD
Daniel 35 7 years IDCM/CHF
Tamara 35 5 years Acute Viral Myocarditis
Naomi 45 8 years Dilated Cardio Myopathy
Samuel 62 1 years CAD
Snyder 59 3 years CAD/CHF/DM
Mattew 43 2.5 years Chronic Atrial

Fibrillation

Brian 60 10 years Cardiomyopathy/CAD
Jacob 65 3.5 years CHF/CAD/A-Fibrilation
Aaron 64 2 years CAD

The Approach to Data Analysis

The interpretation of the data began during the data collection and continued

throughout the course of the study. Each interview was transcribed verbatim and then

read both in preparation for the next interview and to begin the interpretation process.

The reading of the text was guided by an interpretive outline which is based on the

research questions. In the beginning of the interpeation process, each case was carefully

read and re-read to identify and uncover naturally occurring concerns and meanings.

Later, each recipient’s case was read separately to generate a sense of the whole. Then

the case was compared and contrasted in search for commonalities and differences. The

narrative strategies used as the basis for the interpretation are: paradigm cases, exemplars,

and thematic analysis. Ongoing discussion with an expert interpretive researcher (Dr.

Benner) assisted the researcher in the development of an understanding of the text and to

identifying gaps and blind spots that may hinder or complicate interpretation. For
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expanding the horizon of understanding, an ongoing review of literature about a broad

range of relevant issues such as the Korean History, the North American history, Korean

nobles, and American nobles also assisted the researchers to see and hear each

participant’s particular concerns and meanings. Continual back and forth between text

and interpretation assisted in looking for and interpreting specific narratives to

illuminate the practices and concerns relevant to each HTR. Then the text was read over

again with certain questions or concerns in mind to further advance the understanding of

the HTR’s coping.

Consistent with the method of interpretive phenomenological inquiry, three

strategies provided the basis for approaching the interpretation of the text. These were

paradigm cases, exemplars, and thematic analysis (Benner, 1994).

Three presentational strategies

1. Paradigm Cases: Paradigm cases are whole cases that may stand out vividly,

revealing particular patterns of meaning that come together and illuminate an

understanding of the HTR’s concerns, practices, or ways of being in the worlds.

Paradigm cases were used for depicting the person in the situation, as they keep the

context, the intentions of the actors, and the meanings in the situation intact. Since

paradigm cases reflect the whole, they could not be broken down into small units because

to do so would lose important aspects or meaning (Benner, 1985). From a paradigm case,

this research came to a new understanding and recognized a pattern from which this

researcher could understand other HTRs either as similar or as contrasting. With this

method of pattern recognition this researcher had been able understand what the

},
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researcher is now able to grasp (Benner, Tanner, & Chesla, 1996; Chesla, 1994;

Leonard, 1994).

2. Exemplars: Exemplars were also used as both interpretive and presentation strategies

that share all the properties of paradigm cases, except they cover fewer aspects than

paradigm cases. This presentation strategy helped to capture similar meanings in what

may be objectively different situations or contexts (Benner, 1985; Benner, 1994).

Exemplars were used as narratives or stories of situations as described by the participants

to capture and illustrate a configuration of meanings of the participant’s concerns, habits,

and practices (Leonard, 1994). From reading these exemplars, the researcher was able to

deepen her own understanding and grasp a new meaning or an appreciation of ways of

being in a particular situation. The researcher, often with the help of an expert

interpretive researcher (Dr. Benner), tried to come up with own best interpretation or

articulation of the situation, but a situation can never be fully articulated for all times;

other possible interpretations may always be available at a later time (Benner, Tanner, &

Chesla, 1996).

3. Thematic analysis: The third interpretive and presentation strategy, involved

recognizing common themes that appear in the textual data and articulating them

combined with excerpts that serve as clear evidence for the theme (Benner, 1985; Benner,

1994).

Evaluation

Evaluation of the interpretive account is always a complicated issue. Qualitative

research, including interpretive studies, has been compared with research which is based

on the rational empirical model or the dominant model of inquiry. Consequently, the

-- a
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comparison has lead to questions of validity and reliability. These questions are

understandable given the rational-empiricist perspective of human beings and the world.

In response to these questions several researchers have come up with a criteria to

be used when evaluating qualitative work. Sandelowski (1986) emphasizes that

qualitative inquiry is based on completely different assumptions than quantitative

methods and therefore it needs different evaluation criteria. The truth value of a

qualitative investigation generally resides in the discovery of human phenomena or -
*=

º
experiences as they are lived and perceived by subjects/participants rather than in the

verification of a priori conception of those experiences. Interpretive phenomenology -- - -

emphasizes the uniqueness of human situations and the importance of experiences that

are not necessarily accessible to validation through the senses. Interpretive - - - - -

phenomenology also emphasizes the meaningfulness of research product rather than . . . . .

control of the process. Artistic integrity, rather than scientific objectivity of the research,

is achieved when the researcher communicates the richness and diversity of human

experience in an engaging and even poetic manner (Sandolewski, 1985).

The aim of phenomenological inquiry is understanding. A study can be judged by

how carefully the question is framed and the initial interpretive stance is laid out, how

carefully the data collection is accomplished and documented, and how rigorously the

interpretive effort goes beyond publicly available understandings of a problem to reveal

new and deeper possibilities for understanding (Leonard, 1994).

Conclusion

For this study, embodiment was the ultimate paradigm for understanding HTR's

lived experience. The HTR’s task is to build up (raise) new habitus to cope with the

■
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yº,

distinctive characters of the body in the everyday world. It depends on embodiment Cº.

which requires learning and practicing new techniques, strategies, and comportment by

the lived body as an active capacity to act and as a ground for knowledge. The HT s

experience is a pervasive way of understanding and making meanings of life. Thus,

meanings are embodied with the experience of everyday. This study had a goal to -

integrate recipients’ experience into the accounts of the HT reality. It was an essential
*-- . . *

challenge for understanding the phenomena of HT through this cross-cultural study by * - º

using interpretive phenomenology as a method and philosophical base. This study had a

goal to offer a great opportunity in which cultural meanings and patterns were examined ~
A.

in their own terms and were sharpened and clarified by examining the cross-cultural º
differences and similarities. ,--- - - - -

---- C.

.*

º

},

1.

*

M

25

71 }



Chapter 4

Paradigm cases of North American HTRs’ lived experience

Introduction

The heart transplant (HT) can be easily seen as a symbolic trademark for the

miraculous success of advanced modern biomedicine. Heart transplantation (HT),

however, is a very valuable social and medical situation in which to examine the

successes and failures of the Cartesian mind-body—world separation in modern medicine.

Cross-cultural examples in particular help us because this medical procedure is not only a

miraculous treatment for exchanging an old broken pump for a new pump, illustrating a

mechanistic-technical fix paradigm, but also an ironic symbol for revealing the weakest

points of modern medicine. HT offers an extension of life for patients dying due to heart

failure but it also challenges the patient to return his own existential being back into a

meaningful life world. While mechanistic Cartesian bio-medical assumptions make the

practice of organ transplantation possible, it also requires that we know our patients as

holistic human beings in the very ways that are excluded by the biomedical paradigm.

A human being's life extended by a heart transplantation has to confront many

struggles as a new existential being with a donor’s heart. It is impossible to use simplified

measures of quality of life to understand the daily life struggles of post-HT recipients

(HTRs). Many nurse coordinators and social workers who are actively involved in the

care of recipients and families before and after the HT agree on the fact that the recovery

process of HT requires not only the cyclosporine level test or tissue biopsy for preventing

rejection at the tissue level but also a deeper understanding of the existential task for

preventing psychological rejection at the personal level and meaning making processes at

72



the social level. Meaning failure can be as difficult for the patient as heart failure. In

order to understand a HTR’s lived experience and what it means to be a heart transplant

recipient (HTR), this study is based on a paradigm of embodiment and will use the

methodology of an interpretive phenomenology tradition.

Heidegger emphasized the value of our everyday taken-for-granted activity as the

main resource of understanding an existential human being in its own terms and context.

Because we are embodied beings, each culture offers the basic context to make sense of

our every-day activity. By doing this cross-cultural study, the goal is to get a better

understanding of the situated possibilities of recipients in their own cultural context.

Since culture shapes everyday practice in its own way, it also has a great impact on

shaping recovery processes. This cross-cultural study articulates differences and

similarities in situated possibilities. The goal is to articulate the adaptive demands of

HTRs as these are influenced by two distinct cultures, and experienced by particular

persons. Three major cultural comparisons entered from the case studies.

The first difference between the United States and Korea HTRs lies in the basic

assumptions about what it means to be a good HTR. Autonomy and independence are

emphasized in the North American culture and draws very different relationships

between the patient and health care professionals or family caregivers than the

interdependence and obedience emphasized the Korean Confucianism oriented society. In

a hierarchical-authoritative relationship oriented society, this emphasis creates radical

differences in the definition of good compliance among patients. Ways of dealing with

health information are based on each society’s preference for disclosure or need for

closure. The individualistic Western culture's influence on the recipients’ relationship

s
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with the donor family also differs from the collectivistic lineage-oriented Korean

Confucian culture. In addition, the culture has a great impact on the processes of recovery

and meaning making after heart transplantation. This cross-cultural study looks at the

differences and similarities within each culture as well. Even within one culture, we will

look at the similarities and differences in order to see the variances and to understand our

clients’ ways of coping with the HT in their own culture and own terms.

A second difference lies in the history of HT practice. Each nation has a different

historical background for developing and adopting the HT as its own. In Korea, the

primary agent to shape patient’s experience after the transplant is the health institute or

medical center where the patient gets primary care after the transplant. For this

ethnographic interpretive study, the United States setting is in a Northern California - - - -

based university medical center that had more than a 12 years history of HT and more

than 150 HTRs. The South Korea settings are two university medical centers. One of

them is the forerunner and trailblazer in heart transplantation in Korea. It started HT in

1993, and has had 99 recipients. The second medical setting in Korea started later and has

had 10 recipients at the time of the interviews.

A third difference lies in each nation's different health insurance system which

pays the medical bills for HT. For the United States, financing of HT varies widely. In

Korea, the nationally controlled and universalized health insurance system does not pay

for the surgical procedure. Paying the medical bill totally depends on the family's

financial affordability unless the patient is a veteran, in which case a national Medicaid –

equivalent insurance covers most of the medical cost. These different financial

arrangements play a critical role in shaping the recovery process and following the
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required life-long medical regimen. Economic arrangements also influence the
*-

functioning and structuring of the transplant team. A budget oriented and cost-saving

culture related to an individuals’ ability to pay versus a third party payer culture draws a

very different picture of the roles of health professionals in everyday clinical practice. C

Economic structures affect not only the quality and quantity of patient care but also the

nature of professional responsibilities.

Finally, this cross-cultural study also compares the differences and similarities º
-

º
between acute versus chronic heart patients’ making sense of the recovery processes in

their own life world. Recovery is the slow return to important activity and the previously
-

s

valued concerns that matter to the person (Doolittle, 1996). As her stroke patients used
-

the prestroke life as a point of reference for present performance, heart transplant ... - - - - - ** -

recipients measure their current performance level in terms of their past performance. " . . . . . o

After transplantation, the recipient who had an acute heart failure condition struggled to

go back into a previously meaningful, intact lifeworld. However, the life-long heart
-

patient who has suffered chronic heart failure finds different challenges of adjustment
º 2.

with their newly-changed healthy heart. When they return to their previous everyday
t

lifeworld that was established and embodied by a frail body, persons with chronic heart

failure have different struggles in establishing new standards for evaluating and *.

interpreting their own current performance in relation to their new physical perceptions. *

Chronic patients also have very complicated, altered relationships with heath care >

professionals in their life world. These embodied relational experiences play an enormous M

role in building new healthy habits and in making sense of a new life-long medical

regimen.
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A Definition of Culture

Culture as a term can be so broad as to capture all of humanity, but at the expense

of particular cultural lives. Culture is defined in a way to capture everyday lived culture

with the everyday practices of dwelling, care, and, relationships for the purpose of this

cross-cultural study of HTRs’ lived experience in the United States and South Korea.

Many scholars have defined culture in their own way some--emphasizing structure,

others functions or meanings. However, I was not satisfied with any single definition.

One day, I visited my mother in Korea, and I tried to help her by rearranging her

cupboard shelves. I felt her cupboards looked like an unorganized, inefficient way of

arranging bowls and dishes. But she immediately stopped me and said, “it is my own

culture, do not change it”. Her exact use of the term “culture’ for her own practices,

habits and dwelling of everyday life impressed me. That exact use captures the level and

kind of analysis of culture that I had in mind. A few years later, I found a definition of

culture that fit the intended meaning of this study.

Choi Namsun (1947) defined culture as:

“I will define culture as a shape, a form or a refined style of housekeeping and
livelihood. The methods and formatting styles are culture that had been used for
the process of managing, maintaining and developing the life by an individual, a
group, or people.”

For this cross-cultural study, I will use this definition for understanding the

similarities and differences between the lived experience of HTRs in the United States

and in South Korea.
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sº

Paradigm case 1 º

Peter’s “dream come true”

Peter is a 54-year-old man who owned his business of street demolition. From the º

time he became a candidate of HT, he had been a very active participant of the support
- º

group meetings. This active participation offered him opportunities to reiterate the º

positives on his dream about the HT. Many experienced recipients’ intended assurance

led him to believe that he will recover his normal healthy life again. - * . . º .

He lived through a family breakdown and a divorce during the 8 years of his
-

cardiomyopathy before “his dream came true” in a HT. As a candidate, he had many
--

s

“dreams come true” plans such as playing football and basketball with his two children.

His waiting period had lasted more than one year. This researcher interviewed him twice. - - - ** s

One month after the first interview, he received an 18-year-old boy's heart. His transplant . . . . . C.

surgeon warned Peter not to forget his real age (53 years old) instead of the age of donor's

heart (18 years old) to prevent him from a re-injuring of the transplanted heart by fantasy- º º

like feeling of rejuvenation. His elated voice expresses his excitement over “fantastic” º

feeling of new breath after his HT. When a HT is understood as exchanging of a used .
º

part, a donor's age has significant meaning for a HTR. From the perspective of Peter, L

younger is better. 18-year-old was the youngest among the group of his colleague º

patients. y

INT: Did you exercise much before the transplantation? s
Peter: Very little. I worked hard before the transplant. I never recovered after
that surgery. And it wasn't because of the surgery. It was because I lost too much A

heart function prior to the surgery. And I was downing at that point, I think, 1988, y
I think my heart function was about 30%. And then, in the next years it dissipated
down. I believed, I think low, regards of 18. And ... you are living with a heart
that has no reserve. And you, and you become accustomed to that way of life, o

==.
—-
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then you get a transplant. And you feel just somewhat, you feel rejuvenated that
you never, you haven't experienced since you were a teenager. I mean you can
breathe well, and you can walk. All the things you struggled with before, now
they are, you only think about it as easy. But if you forget, there is the memory of
pain of chest. And then you try to do something that you shouldn't have been
doing and you re-injure that, and then you have to consciously think about it. I am
not, you know, I am not as healthy as I think I am. I am still sick. Dr. King put it
very well. He said to me, "Are you aware that you might get a heart of somebody
who is 18 years old?" that I said I don't know, then I have not thought about it.
(He said) “I want to tell you, I want you to know that you may have gotten a 18
year-old heart, but, we're going to put it into a 53 year-old body, your body is still
53. Your muscle is 53. You are a 53-year-old man. And you can't feel (the chest
pain).” Which I consciously remember though. You can’t feel like you area young
kid again, even though your heart is young. It is really amazing, I think that's a
pitfall you, you fall into, because you feel so good. Mr. Ru is the one of the
members of support group. And that Ru is in his sixties, but he walks 4 or 5 miles
a day himself. When I got a transplant, I just couldn't believe how good I felt. It
feels fantastic...In two weeks I was walking a mile, and in 3 weeks I was walking
two miles, and the end of month I was walking three miles in an hour and I felt
great. That feels fantastic.

The meaning of the donor's age of 18 evokes the image of “being a young kid

again.” Peter's excitement about replacing a heart of “no reservation and 18%

functioning” with a new heart of “a 18-year-old boy” led him to think he is rejuvenated.

His feeling of “fantastic easy breathing” may be intertwined with the imagination of

rejuvenation. Many recipients told that their family members and neighbors could notice

their facial skin color changing dramatically from bluish gray to pinkish white. Peter's

‘fantastic feeling’ assisted him in increasing his daily walking distance. By comparing his

daily mileage with Mr. Ru’s walking distance, he set a goal in order to return to the

desired young, healthy, energetic, and competent life.

While Peter strove vigorously to increase the mileage of his daily walk, his

awareness of a denervated effect assists in reminding him that “no chest pain does not

mean no damage.” During the last 8 years, the tenacious physical symptoms of sharp

yº,
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chest pain served as a detector for his heart condition. While Peter wanted to prevent

his second heart from any re-injuries with the over ambitious daily walks, we can sense

Peter's sense of loss over this sensible detecting ability of his chest pain now.

“It's amazing how one person can tolerate one medicine and another person can't”

The high dosage of strong immunosuppresants drugs gave him a hard time with

many mysterious side effects. His aggressive asking and comparing his symptoms with
*** -

other recipients helped him to see that every body reacts differently.

Peter: This helps people's body react to different medicines, in the people that I
have met in the group which is probably 40 or 50 people. It's amazing how one
person can tolerate one medicine and another person can't. And the side effects
that there are some similar side effects. Some people have them, have a side effect
... It is a little more severe than the rest of us.
INT: So, can you tell me about your feeling about side effects?
Peter: The side effects that I experienced, the ones, the ones that - - - - - -

bothered me the most are tingling in my lips, in my hands and my feet.
The trembling, you become so conscious of it. It's a ... If you go to the .
store to buy food, and you are trembling, when you go to give the
cashier the money they look at you, like you are drugged (laugh). I
mean, it's, and everybody looks at you strangely, it's just, if you, if you
watch, the next time you are in group, if you watch everybody who had
transplant, they have handgrips, or something, either, or lean against a
table or they are grabbing their arms. You do this so unconsciously,
just, you know you think about it. But you all have hands attached to
some parts of your body when you are talking and we are sitting there.
INT: Yes, so, is this posture already embodied?
Peter: Yes, right. Then, that way you don't do this, because when you get to
about. I know the big differences when I was taking 225 mg of Neoral. I had
trembles real bad. Now I am down to 100.
INT: Good.
Peter: I, they cut it half or more than half. I don't tremble as bad. And the
numbness, the one thing that has affected me is that bothers my feet real bad. My
feet, like say, you know how... hands go to sleep sometimes? My feet go to sleep,
the bottoms of my feet are like that all the time.
INT: Oh!
Peter: That's one side effect that I don't like.
INT: What do you do for your feet, feet's reaction?
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Peter: What I do? The only thing I do is, I just walk. I was talking to one of the
group members as I said it, they said, “by exercising, eventually it will go away. It
will disappear.”

As a HTR himself, Mason's (1995) vivid and detailed summary explains Peter's

mysterious symptoms.

“Strange and interesting side effects of the Cyclosporine are a numbness around
the lips, fingers, and toes, a diminished sensation of taste, teeth that feel strange
when chewing, and diminished hearing with patients own voice sounding like it is
from an echo chamber. Most all of these symptoms are dose related and seem to
disappear to a large extent with the passage of time and as the Cyclosporine dose
is decreased. Cyclosporine shakes seems to be a predictable side effect, but may
range from extremely mild to quite annoying, depending on the patient and the
dosage. Joint pains are another accompaniment, but more in the nature of an
annoyance. Muscle cramps, particularly in the feet occurring while in bed, are
talked about. They usually are relieved by stretching the muscle”(Mason, 1995;
p304).

Management of an individual patient's immunosuppressive dosage is perhaps the

most complex and highly specialized function of a transplant physician. Maintaining a

proper level and regimen of immunosuppression that is reasonably effective without the

ravages of over-immunnosuppression is one of the finest lines that is walked in modern

medicine (Paris, et al., 1995). Peter realized that the same chemical works differently on

different people. Since he is stigmatized as a drug addict due to his trembling hands, his

embarrassment leads him to hold his arms and lean against a table or his body. He also

makes a clear connection between his physical symptoms and the dosage of medicine. He

developed his own explanatory system of the cause and effect for the symptoms of his

trembling hands. With this interpretation, he expected that his hand trembling would be

gone with the passage of time and with a decrease of the dosage. In addition to this, he

believed that Mr. Ru's early prednisone withdrawal is due to daily 4-mile walks, and

yº
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Peter's walking exercise became an alternative treatment to induce decreasing of the

dosage as fast as possible.

“My body was a charged battery or a gas tank”

Peter: I compared my body to a gas tank. After 8 hours of sleep, the º

gas gauge is full and as you go through the day, it just dissipates, you
know.
INT: Can you feel getting tired or losing your energy?
Peter: Yeah, I can feel it like at 6 o'clock at night. I know, that the time for me to
relax has started. I have done things to see for a while, I would take a nap in the - = ... *s

afternoon. That was just like a charged battery. So, you know I, I felt a lot better. I -
will take a one-hour nap. You have till 3 o'clock in the afternoon. I feel fantastic . --

again. You know, I mean, that was probably the first 2 month. And then, then
because of my type A personality, I didn't want to do, I didn't take an hour off and
take the nap, you know. And so what I have to is convince myself, “If you feel as
good as during the night as during the morning, take one hour nap, dummy!” I -- -

A.
know.

-

He regarded his body as a charged battery for doing something. Peter described - - - - -

his tiredness as a sign of a gas gauge. When Peter understood his body as a machine and …

his worn-out battery forced him to take a nap, he was so furious and impatient about

losing time, his most precious commodity. The productivity has to be maintained and his -

function oriented modern body has to keep running and living the treadmill of productive

life. º

“A new heart welcoming my body” 1.

Peter: I think, this new heart is like to me, I mean it's like I had, I have sister who º

asked me a very, strong question and I had never thought about it. And she is a
very spiritual type person, she said, "Peter! Have you ever thought, maybe, you y
haven't made the heart feel like it's welcoming your body?" It's just, you can
not take it for granted that, you can not just take this organ and put it in there, you ~

know. You have to make it feel, like, “welcome". I started thinking about it.
-

What's very true? I mean you don't know exactly. There is no criteria where M
anybody can tell you that heart doesn't have a feeling also. I mean that's how I 25
feel. And, and at least your (former) life was to abuse, you mean, you've been
given an extra special gift.
INT: Absolutely. So, did you think about "how you can use this second chance?" -
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Peter: Uh, I never thought about it in those terms, because it's such a new feeling
for me. I mean it's the reverse to what I had done in my life, like, (pause), I think
that the thing is, what the transplant did for me, it has opened up a whole new set
of doors or I would have to go back and re-establish completely new relationships
with my children, when I had two children, 24 and 25. From the time they were
16, until the time they are 25, I was never able to physically do anything that you
are normally do with your teenagers, like, prior to that, we used to go skiing,
snow-skiing, water-skiing, we used to go camping, we used to go fishing, we used
to go, I mean, we did lot of activities together. When I could not do it, they went
their way, and I stayed. I mean it is like they grow and I, and I stopped growing.
Now, they had 9 years to develop their friendship and their lives. And I stay back

here and now I am starting to feel better. Now my main goal is to catch up *- : * ~ *

to them and to get involved again with my children. º
- • *

INT: How are you doing on catching-up?
Peter: I am doing fine but I am saying it's very difficult to do. Just step right up
and go from doing nothing to doing a whole bunch of things and it's a strange
feeling. I think that there are lots of chances that are now available to be there that
you were never work before. I think it's the same for a lot of people whom, who
have a HT, who are in the program. Then I guess again it all depends on how sick
you are.

When Peter's sister suggested a metaphor of “a heart welcoming his body,” it

started a new line of thinking for Peter and perhaps a new self-understanding in relation

to his heart and his body. A “welcoming” metaphor helped Peter to think of a HT as not

changing a charged battery but welcoming an 18-year-old boy heart into a home of 53 e - sº

year-old-body. This relationship seemed closer to adopting an 18-year-old boy. In the

same way that he tried to rebuild a good relationship with his grown children by doing

things together, he also wanted to raise the new heart as a newly adopted child by

welcoming it and preventing any harm to it. To welcome the new heart, his body should

be like a house or a host to welcome the 18-year-old boy's organ. While he was in the

middle of experiencing many mysterious and strong side effects of the period of high

dosage immunosuppressants, his eagerness to manage a healthy lifestyle led him to do

things together with his new heart: Watching out for his diet control in order to feed the
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heart the best food to prevent cholesterol from plugging the new heart’s vessels, taking

necessary naps to give it enough relaxation, and walking together a few miles a day. For

him, being a HTR means being a good father. Being a good father means doing sports

activities together with his children.

“Walking is my new job”

In this research hospital transplant program, exercise is strongly emphasized. In

support group meetings, aggressive comparison of miles walked daily with peer patients

is Peter's main activity to measure the degree of his accomplished recovery. Peter

believes that his HT was an ignition key to starting a second life, but maintaining the new

life in good shape depends on the amount of exercise he does.

At his support group, each individual’s daily walking distance assures a new

game point in the group's mapping of a successful post-HT game. Like his role model

colleague's exercise capacity, he had planned to walk 4 miles a day. Measuring the miles

walked with a car odometer shows Peter's strong desire for earning high game points. As

he described himself as a Type A personality, his trait assists him to aggressively achieve

a goal of walking 4 miles a day.

Peter convinced me of the multiple benefits of his habit of daily exercise: First, it

helps reduce the time spent worrying about future and health problems. Second, exercise

increases self-esteem by attaining a new achievement. Third, exercise energizes each

body part. Fourth, exercise controls blood pressure. Fifth, exercise gives the 18-year-old

heart a chance to work with its 57 year-old new owner. And finally, exercise reduces his

cholesterol level. He also believes that aggressive exercise may reduce the irritable and

bothersome tingling sensation in his legs and feet and symptoms of numbness.
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Peter: But I think the most aggressive thing, if you yourself were personally
considering the transplant, I think the biggest thing I would tell you to do is to
exercise. I don't care what it is, whatever you feel comfortable, whether it’s
swimming, if it's hiking, if it's walking, if it's the riding a bicycle. I would say
exercise, exercise, and exercise. I found it takes your mind off off thinking about
things.
INT: Absolutely!
Peter: But it seems the more you exercise the better off the latest feeling is. Like I
tried to walk 2 to 3 miles a morning and I tried to walk 2 miles in the afternoon.
And what I have noticed was the medicine that I took before. I had my transplant
on May 18. So, I am coming off the medicine of at 4 months.
Peter:..I believed the medicines cause a reaction so that I had a severe case of
gout. I couldn't walk at all, my feet were so bad. I just stopped exercising, I
couldn't continue my exercise. So I got to the point of doing real well, then I lay
off for a month because of my feet. And then I had to start building it back up
again. So I backed up to about a mile and half a morning, about a three quarter
mile in the afternoon. And if I, at home at night, I had the tape deck that I played
and I ride an exercise bicycle about for 15 minutes while I am listening to the
tape.
Peter: I was walking a half mile that week. And I had my daughter take her car
..What she did was, she went out, she drove, two-tenth of a mile and came back
and told me how far she went. And she said, “O.K. you have to walk down three
blocks and come back and it will be half mile then. If you go around your block,
it's 6/10 mile, if you go around your block and then skipped the block and go
around the next block, that's 8/10 mile.” And she highlighted all of the map for
me and in two weeks I was walking a mile, and in 3 weeks I was walking two
miles and the end of month I was walking three miles in an hour and I felt great.
That feels fantastic.

Since his former business involved street demolitions in dusty environments that

would be a risky activity, he was trying to sell his business according to the

recommendation of his cardiologist. When the gout disturbed his “walk”, a daily highly

valued treatment of four miles, he focused more on being unable to do the walk than the

gout itself. For the four months, the dosage reduction of each immunosuppressant drug is

a very critical measure of gauging the recipient’s current health from Peter's perspective.

As Peter believes his aggressive exercise will free him by “taking him off" of high doses
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of strong, harmful and nauseating medications, Peter strived to earn the desired

“reduction” of his medications by increasing his daily walking distance. In good weather,

in fresh, cool air and under warm sunshine, he kept on walking through every block in

his neighborhood. His Type A personality supported him to devote his regained energy to

accomplish the goal of being active in his post-HT life. By measuring the odometer in his

daughter's car, he increased the marked distances as scheduled. Each week served as a

milestone for achieving his goal. Hawkin's (1993) keen discussion on the Type A

personality seems to match Peter's aggressive coping to recover his performance and the

activities he values.

“The corresponding term in twentieth century pathography is the “type A
personality,” described in one contemporary book on heart disease as a complex
of personality traits including “excessive competitive drive,” “aggressive
impatience,’ and “a sense of time urgency' or 'hurry sickness'. Perceiving oneself
as a “type A personality’ or as ‘coronary prone' is also self-congratulatory, since it
castigates the self for precisely those traits that our culture values most
aggressiveness, competitiveness, the wish to achieve, and the ability to do so.
Thus one patient characterizes himself before heart surgery as aggressive,
competitive, and extroverted, remarking that cardiac disease destroys his "myth of
Super competence". It is not at all uncommon for the individual who characterizes
him or herself as a type A personality to use those same behavior patterns and
attitudes in the very attempt to "convert" to a type B personality (p.314).”

Commentary

Peter's chronic suffering assists him in welcoming a HT as a “dream come true”

treatment. The 18-year-old donor’s heart is welcomed in his 57-year-old body. When he

experienced “fantastic” feelings of easy breathing, he was starting to be convinced that

his “dream had come true.” His sister's suggestion helped Peter to add new

understanding about the relationship between his new heart and his body. As Peter

wanted to reestablish the desired relationship with his two grown children, he also wants
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to be a good caretaker of his 18-year-old boy's heart. For Peter, being a good father

means doing sports activities together with his children. Based on his belief, he was

supported by the daily walks to be responsible person.

As Peter enumerated, his daily exercise offered him many benefits. For a retired &

Peter, accomplishing the job of the defined daily walk supports Peter in restoring his self

esteem as an active participant in his lifeworld. Exercise became a highly valued job for

his second chance at life. -
*-

º º

Peter's experience of the early post-HT life also shows how the recipient
-

managed the unpleasant side effects of the period of high doses immunosuppressant by • s

keeping hope, envisioning a future of reduced dosage and by maintaining an aggressive

exercise “job” that kept him busy. Active participation in the support group informed * * * * -

him of current theories that helped him to make sense of his many mysterious symptoms. --> c

Adopting role model patient’s successful coping skills also helped him greatly. His

behavior of aggressive peer comparison assisted him in persevering to attain the defined

goal of recovery. Peter's understanding of being a good HTR is to be a competitor of
º º

accomplishments: Reducing dosage of each drug as fast as possible, increasing his daily .
exercise capacity, and engaging in a productive life by returning to physical health as l

much as possible. 1.

Paradigm case 2 W

Daniel’s opening doors º

*Closed doors in front of me” º
Daniel is a 43-year-old, intelligent, pleasant, and successful financial worker. 2.

Daniel is regarded as one of the best role—model patients of his transplant program. His *
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active support for the program encompasses establishing at his hospital’s heart lung

transplant program funds for helping candidates and recipients who need financial aid for

commuting expenses and medication. He also volunteers to visit candidates or recipients

who need strong assurance and helps envisioning new possibilities by showing his º

incarnation of 7 years of successful in his career and active post-HT life. His mere

appearance and earnest encouragement works to encourage patients in their struggles.

He moved from his hometown New York at the age of 29 to San Francisco. After . º s

five years of single life of hard work as an early bird in the San Francisco financial

district, symptoms of cardiac dyspnea gradually began to disturb his newlywed life. As a s

bond trader in a famous international company, he had to be involved in a very

demanding business. The following excerpt comes from a letter written by Daniel to the , -------- * *
-

donor’s family. -- º

“When I was young (and I am still pretty young) I thought I could and
would be able to do anything. No one could have convinced me that my body

* * -

would fail, that I would not have whatever I wanted someday. I was wrong.
Three years ago, I learned I had caught a virus and that my heart had been sº º ºr .*

severely damaged. One by one, doors started to close in front of me: sports, travel,
even career. Things I had planned to do all my life were now out of reach. One
year ago, it got much worse. Nine months ago, I was told I would need a *

transplant. The next two months were a pretty dark period in my life, filled with },

very good people functioning under very difficult circumstances. Thanks to them º
and, more importantly, to you I have re-emerged into a life where almost anything
is possible again. I returned to work in March and feel as well as can reasonably *.
be expected.”

In this letter, he expressed his frustration of his lifeworld space and temporal

Mhorizon being constricted by rapidly deteriorating symptoms. His sharply aggravating
} º

experiences of symptoms forced him to lose confidence in his body, in his relationship to

family, friends, and coworkers and further in himself. He calls this experience "Closed
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doors in front of me, one by one." His damaged heart that was attacked by an unknown

virus dramatically and continually forced him to close multiple possibilities of

engagement in a familiar life world.

While his shortness of breath and tiredness tediously deprived his energy, his

effort to simplifying his relationships led him to trade his multiple identity roles as a

husband with what for him was the ultimately important career role. His belief is “what I

do is what I am.” Ceaseless predicting of uncertain future markets and making risky

investments of enormous amounts for certain lucrative benefits is his job description in

an “unforgiving business” market. To achieve future benefits as much as possible with

the least possible loss, predicting and testing an uncertain future with certainty of any

possible statistical evidence has been his sophisticated daily survival skill. While his

work habit is to predict the future, his heart does not allow him to envision the temporal

horizon of his own future. The final door to his career has remained open through his

strenuous efforts to hold on to his career.

"O.K. how can I be evaluated for the transplant?"

After two years of barely holding open the last possible door of “career,” he

reached his limits and noticed his limits of “I can not do this anymore.” Gradual

deterioration of about two and half years prepared him to welcome a HT as his only

option. “It was a pretty easy decision.” He sensed and listened to signals of his own

heart’s imminent failure, and he had to push buttons to ensure the last chance.

The medical center where he received his HT started its program in 1989. He is

one of the 10 early patients. Without meeting with any recipients, he drew a very dim

picture of his future possibilities about “what a HTR would be like.” He did not believe
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that a HT could give him back many possibilities and desired activities. He thought

every staff's encouragement was just a mere gesture of encouragement to support and

enhance his outlook positively.

Daniel: In the summer of 1990, I started to get significantly worse to the point
where I had trouble walking two blocks at a time. Incredibly exhausted, you
know. Came to home from work, flopped down on the couch, watched T.V.,
crawled up to bed, slept and went to work, came home, did the same thing,
everyday. And in approximately, October of 1990, I was told, actually, couple of
doctors who treated me at that point told me I should come in for an evaluation of - .

transplant whenever I felt like It. That's it. It got significantly worse in October, so --" " * *

I called the surgeon, and I said "O.K. how can I be evaluated?"... Not being dead . . .
is the greatest benefit of HT. Really, I mean that the choice for me is getting a

-
•

transplant or you will die. For me it was an easy decision. HT was pretty
*

welcome. Otherwise, I was going to die. If I wasn’t going to die, I was going to
º º

live a life that was so horrible that it was worth a risk.

The end stage of heart failure forced him to have the courage to search for and

open the unfamiliar doors of HT. After about two years of suffering, he was informed of

the potential risks and the benefits of a HT. Although he wanted to make a decision

confidently by himself with a clear idea of what it would be like to be a recipient,

Attending a heart transplant support group meeting before operation was a very rare

possibility in the early years of the medical center’s program. This experience of

uncertainty in this period assists Daniel in helping hesitant potential candidates by

visiting them in person and telling his story.

Daniel: I wanted to come in to be evaluated. I was in the hospital for two days,
October 8th and 9th, I think it was. At the end of the evaluation, My doctor
wanted to put me on the list; she wanted me kept in-patient. "Don't bother going
home." So, I, was a ‘Status One' in-patient at that point, and I stayed in the
hospital 28 days to have my transplant on November 7 of 1990.
INT: Wow, you were lucky.
Daniel: You know, it's funny, now that's a very short waiting period, but
at that time, it was the longest period anyone had waited.
INT: Oh, really?

º,

-

º
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5.

Daniel: In-patient. There are lots of outpatients longer than that. I think that is
-

the longest anyway for a heart. I was out of the hospital two weeks later, which †.
was Wednesday before Thanksgiving...The worst part of HT was the waiting
period.

The unpredictable waiting for a donor's heart, without doing anything in his yº

confining hospital room, gave Daniel a radically different perspective of time. There was

nothing he could do to control the delayed waiting period but to just wait. Playing 18

holes of golf, kayaking, mountain biking, and cross-river swimming were in Daniel's

favorite list of exercises. In addition to this kind of exercises, he always had worked

under pressures of deadline and constantly competed with extremely high internal - º
• •

standards for workloads. Although he agreed to maintain his “status I” patient for quickly A.

receiving a heart with his physician’s strategic recommendation, his life-long embraced . . . º

proverb of “Time is gold” greatly disturbed him and prevented him from relaxing in bed.

His continuous comparison of number of days of hospitalization with that of other
º *- c

patients worsened his anxiety and frustration. Siebert (1997) vividly reports the º

embodiment of multiple meanings of a HT waiting period in an article of Time magazine: º
* º

"The ordeal of waiting to receive a new heart before their old ones fail completely
tends to bring status 1 patients close together. They live suspended in a twilight º

world at once created and circumscribed by the advances of modern medicine. }.

Refined drugs like Dobutamine bolster the beating of hearts that would otherwise 1.
have given out long ago, while the vastly improved prognosis for heart transplant
recipients buoys the hopes of those who might otherwise have given up long ago. º,
In their world, rainy nights in the solarium are the most alluring. 'I remember
when I way. Like tonight, Super Bowl Sunday. I am not even going to watch the W

game, but I will be sitting here in bed thinking, 'Hey, Super Bowl, lots of people
partying...' It's awful." (p.40) >

2.

".
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Daniel’s next minute, hour, and days exist as constituted by his projected

involvement of receiving a new heart. As an embodied being, Daniel’s perception of time

is based on the possibility of projected involvement of “in order to” receive a heart.

“My heart is a permanent loan *

The period of lying in a hospital bed alone was also a time of rumination over past

relationships. He was surprised to find how unforgiving he was of others’ frailty. After

experiencing of a HT, he was discharged around Thanksgiving. The meaning of

Thanksgiving conjures up for him a sense of a leased second life. His metaphor for his

HT was that of a "permanent loan." Consequently, he tried to find ways to repay his

loan by annually donating large amounts of money after his operation and establishing

some stock bonds for his transplantation program. This core metaphor had power to

shape his post-transplant daily activities and worldview as a responsible person.

Daniel: I became a nice person after my operation. I really did. I become more
sensitive to other peoples' frailties. You know, you hold doors for old ladies and
you help the old ladies cross the street and you make allowances for someone who
can't walk as fast, you definitely have a different view of the world when your life
has been saved, especially saved by someone who is required to die and to give
you an organ. That is very hard to describe. But it really gives you a different
outlook and my heart is kind of a permanent loan. I like my life and I want to
give something back."
INT: Permanent loan 2
Daniel: I was out of the hospital, two weeks later, which was Wednesday before
Thanksgiving. The first 6 months after my operation I got up every morning and I
said “I can't believe, I am alive, thank God.” You know, this was unbelievable.
Now, I get up in the morning and I said “hurry, I must go to work.” It is life. As it
(the HT) becomes further, further in the past, it is just taken for granted. But, I
am supposed to give some advice on that. I would say every once in a while you
need to stop. If mine (my heart) is yours, you are very lucky. Don't take it for
granted. Participating in this interview is all part of the program. I signed up for
not only my operation, but I signed up for life."
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He asserted that a recipient has to stop and recover their thankfulness for the

previous owner's gift of a new heart and that he should not taking it for granted a little.

The meaning of “permanent loan” gathers and focuses the meaning of all activities.

Daniel recommended to other recipients to do a “once in a while stopping” in order to be

remind of the “unbelievable second life" and “the first thankfulness.” Here, we witness

the power of HTs to create new meanings of life.

Cyclosporine Toxicity

Daniel: Sometime around December (12/10/90), I had a key incident of
Cyclosporine toxicity.
INT: Key incident?
Daniel: Too much Cyclosporine. I woke up in the middle of the night, In fact,
blind... My wife drove me to the hospital, to the emergency room. I had a seizure
and it took about 5 days for my sights come back, which eventually, obviously,
was done. That's, that was a whole,.. It, took 5 days basically for my sight to
return. I mean it's as good as it’s ever been.

In contrast to exciting elation of the “honeymoon” stage of initial discharge, the

sudden seizure and the abrupt loss of sight were a terrifying experience. The collapsing

effect of blindness again forced him to shrink to only immediate movements. In the early

days of HT, more massive doses of Cyclosporine were usually prescribed for preventing

rejection than is the case now. The early pharmaceutical product of Cyclosporine was

also not a refined type. A few weeks after the HT, his experience of panic over lost vision

gave him a realistic warning of immunosupressants’ potential toxic side effects. Just

standing at the beginning of a second life, all his light was deprived. In those five dark

days, he experienced deeply his own vulnerability and the fragility of being disabled.

This experience may have taught him new skills to manage and monitor any side effects

of immunosuppressants and to prevent infection. Passing through a dark tunnel of each
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severe symptom taught him how to simplify the management of each new symptom. He

summarized the five days of the horrible blindness by labeling it as a “key incident of too

much Cyclosporine.”

"I traded off between family and work"

His first wife “moved out” of his home a six months after his HT. Until he

remarried after more than five years later, he managed his recovery adjustment without

any family support. Janoff-Bulman and Frieze (1983) tried to explain younger and

newlywed spouse's stress as follows:

“As the younger partner was catapulted from life with a healthy spouse into a
catastrophic illness experience. The rapidity with which the younger partners faced the
transplant surgery may cause them to view themselves as victims in the sense the world
applies to anyone who suffers a physical and/or psychological loss incidentally or
accidentally (Janoff-Bulman & Frieze, 1983).”

The medical center's high incidence of divorce assists Daniel in guessing the

mood swing of Prednisone side effects as a possible cause that is combined with the

emotional strain of medical condition and Prednisone side effects.

Daniel: My first marriage, lasted from 1988 until 1991. And I just got married
one year and half year ago. That one is still current. And it is interesting because a
nurse coordinator and a HT cardiologist told me that high incidence of divorce
among the transplantees. And I didn't think that it would happen to me and I was
surprised indeed. I don't (want to) it to happen, I don't know whether it's the
function of the emotional strain of the medical condition or whether, I know,
Prednisone is supposed to cause mood swing and that kind of difficulty I lived
with. I am sure, every one says they don't have them. I don't believe. I had them
but you know, most people I worked with, I don't have them (now). I am in
incredibly stressful business and I think probably one of the most stable-level,
headed people in it. I don't think Prednisone takes me, not very at all.

To the question of how was family support was significant for him, “I don’t

know how critical that was for me” was his answer after long pause. Then Daniel said, “I

supposedly traded off between family and work as a very much function of age.”
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INT: Many patients told me family support was the most important thing after
transplantation, so what would you think...
Daniel: ....... (Long pause)
Daniel:... Um, I don't know how critical that was for me. I mean (that), my wife
at that time wasn't, In fact, she actually was very supportive although. My
operation was in November, I went back to working in March and she moved out
on June 1st. So, I mean I had family support for 6 months and then I, I had
nothing. The rest of my family all live in New York. So I had no family on the
scene... I can tell you the most important thing to me was, I was able to go back
to work. They would, that was so much more significant because at my age, a
great deal of my identity is my job, “What I do is what I am,” to a certain extent
I am sure that's true for all of us. And you know the first few days at work were
very difficult because I was just, I was completely unsure how my system would
react to the stress and my business is a very unforgiving business which I was
very surprised how unforgiving I was once. But after the first month or two, I
realized that I could do the job as well as I ever did and that, if it brings you a
routine back to your life, it brings some sense of identity back, some sense of self
worth.

Being an independent, productive, autonomous agent guides him to understand

himself in relation to his work. The early period of post HT demands immense coping

resource and energy to adjust with illness management. As Dreyfus (1991) explained

Heidegger's (1962) meaning of significance in “Dasein”, “significance is the background

upon which entities can make sense and activities can have a point (p.97).” The intensive

demands of post-HT recovery did not allow Daniel to have enough resources to handle

many identities as much as he wanted. His significance of “what I do is what I am” plays

a background for making sense of his devoted and pointed activities in order to ensure

“how my system would react to the stress and my business.” His trade between family

and work sounds like a wise and successful choice for him.

As Benner (1989) summarized:

“American work meanings stem from two major traditions, the Protestant work
ethic and utilitarian individualism. In both of these traditions, personal worth is
demonstrated thorough acquisition, gain, and winning. Success is a sign of God's
election in the work ethic tradition. In the utilitarian tradition, success is a sign of
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personal worth and fosters self-esteem. Both traditions share a goal-oriented
structure of meaning, so that striving toward a goal can be more important in both
traditions than actual goal achievement. A future-oriented structure of meaning
proves troublesome for the person who has reached his major goals. The Type A
worker operates from a "control" paradigm and seeks increasing control and
rationalization of his or her environment (Glass, 1977). This picture also fits the
cultural press for increased rationalization and control prevalent in the
Enlightenment tradition and the current technological age. The extreme form of
the modern technological perspective causes the person to understand the self and
the environment as raw material to be shaped and controlled by the individual.
The quest for autonomy and control can interfere with a sense of interdependence
and connectedness. The individual becomes hyper-responsible and cannot trust
that others will behave responsibly unless he or she controls or shapes their
behavior” (Benner, 1989).

In contrast to the Korean culture where family is an inseparable, fundamental, and

basic ground of my being, his family is tradable and exchangeable for business in

Daniel's self-understanding. In this tradition, his recent episode of hospitalization for an

upper respiratory infection taught him to reconsider and to change his desire for being a

father.

INT: Do you have children?
Daniel: No children with the first wife and the second wife. That is all. I am now
trying to have children. Now, I haven’t. It will be very interesting to see how I
hold up for kids and sickness with cold and flu and all that stuff.

Since his belief that his recent upper respiratory infection that led to five days

hospitalization was caused by the fact he was surrounded by many school kids with colds

in his relative's home, being a father overlapped with the image of hugging a contagious

child who is infected with cold. To take care of his body with careful prevention of

potential infections, being a father has to be calculated in terms of benefits and risks of

future dangers to his health. Thus, as an active independent, autonomic agent, he

collected and learned the latest information to take care of his own body and manage his
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healthy and safe personal life. As he struggled with multiple new symptoms and new

diagnosis, he always wanted to be informed.

INT: Do you have any recommendations for health care professions.
Daniel: “Inform the patient.” Dr. Derilla has amazing ability to inform the
patient. Whenever, I had some problem, she gave me a clear reason for doing
each different test and gave me detailed explanations about findings. Two nurse
coordinators work very good to inform patients too. Cornelia (a nurse
coordinator) always makes phone calls to remind me of the next check up days or
about the test results. They are wonderful.

As a health care provider, his cardiologist and two nurse coordinators assisted him

to look forward to the same direction in managing his health problems with them. In this

situation, his own and the nurse coordinators’ concerns match each other's. The nurse

coordinators’ detailed explanation and frequent phone calls prevent him from

unnecessary anxiety. Like a travel guide in an unknown territory, his health care

providers’ efforts in informing him offered him helpful maps of his mysterious

struggling.

“I cannot make it go away. Wait, and then it will go away”

He is an early bird in the financial district. As noted earlier, being able to work is

a significant component of his identity. His work starts at 4:30 am and lasted to 3:00pm

everyday. He constantly competes with his own internal high standards while struggling

to manage his multiple side effects of tremor in both hands, tinnitus, mental distraction,

sleep disturbance, fatigue, and a bad back. When these multiple symptoms of side effects

disturb Daniel, the disturbance invites him to make sense of his physical and mental

symptoms according to the demands of his daily coping. The explanation about the side

effects of medication threatened his work capacity. He categorizes his hand trembling as

a mechanical problem and his distractibility as a mental one.

****

96



Daniel: Because I worked very hard in a security firm, and, I trade security
bonds, I do not do stock-- but stock and bond are like brothers. I buy and sell
bonds for the firm. I going to the work at 4:30 every morning... I go to home at
about 3(pm) everyday. Fairly a large amount of money is involved and as I said,
stress can be very high. I am convinced lots of stress in my business is self
induced. I almost never miss work. It is very, I mean I said I am very lucky. I
have not gotten sick very often. I missed work because my back bothers me more
than anything else. But, side effects, there are numerous things, since
Cyclosporine is, is the worst thing as far as I am concerned. The hand trembling
was very bad at first. I am convinced that two things happened. When the one
dose of Cyclosporine is down somewhat the tremor is largely gone... That does
not bother me as much as the other primary side effect I found early on. It was *- : ...— ...º.

very difficult to concentrate, especially when I was reading, and even more so º .**

when I was reading in a room without any distraction it got very difficult to do - - - -

concentrate. I am sure my reading comprehension is down and I think the logic
stand that is gone, I am convinced that I can read and observe things just as much
as I used to do. Although I still have some other problems, for distractibility, if
there is noise in the room, it is a problem. The other side effect, I think it is my
Cyclosporine, but I do not know. I have tinnitus, the ring in ears, and that's kind
of a difficult problem because you want to have a book and go read in a very quiet
room, but in a quiet room, tinnitus is more noticeable. Say, it's kind of, you have - - - - - - -

to just look over it. I was, I cannot make it go away, but no one can figure it out
for me. Wait and it will go away. . . " -

Daniel’s experience of seven years is shown here by his clear explanation of

causal relationships resulting from long conversations with his medical staff. * * =

Cyclosporine gave him multiple side effects such as the mechanical problem of hands

tremor, tinnitus and the mental problem of lowered comprehension. In contrast to

Cyclosporine, Daniel currently feels comfortable with low dose of Prednisone. Although

this medicine may gives him a hard time with mood swings, he is convinced that he has

no mood swing now.

Daniel: With prednisone, I do not think I have mood swings. But I think if you
ask a dozen people (whom) I spend most time with, which is my wife and the
people I worked with, they will say, “he probably don't have them,' my ex-wife
might say something, who told me totally differently. I have been lucky. I have
not gotten the cushingoid face. I do not know why. But I considered myself very
fortunate. I do have some thinning of the bones, which is another side effect of

s
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Prednisone and (I am) taking a drug for that too, either to stop or to reverse it. I
do not know which it will do. I do lot of exercise and I fell (from) my bike and
broke my arm a while back. Whether I would’ve broken my arm with Prednisone
or without it, no one knows. But that did happen.

Daniel’s rejection of the possibility of the mood swings suggests how much the

HTR is struggling to resist being a capricious man with abrupt mood changes. Thus, he

tries to detach and escape from this mysterious, uncontrollable, and unwanted title of

being a person with capricious mood swings. Unlike other symptoms, the main detector of

the symptoms of mood swing is not the patient himself. Usually, significant caregivers or

the person with the most contact would be the main victim or detector of this symptom.

As we have discussed already in the Embodiment chapter, it would be very hard

for him to be sensibly aware of his own mood swing by the detached Cartesian listening to

the body or by careful monitoring through disengaged observation. Mood swings are so

hard to disentangle from one’s being, because it is intermixed with his way of ontological

caring and perceiving something as itself. Moods color everyday activity and reactions to

the environment and personal relationships. Daniel’s experience in dealing with this side

effect expressed here, in his attempt to borrow his wife's and colleagues’ perspectives to

detect changes in his mood makes it possible for him to finally feel confident that he has

no “mood swings.”

Cyclosporine has multiple meanings. As time goes, Prednisone also imposes a

variety of meanings on a patient’s body and social relationships. Long-term effects of

immunosuppression manifested in Daniel’s body included osteoporosis and pneumo

sarcoidosis. A skin cancer on his nose was added to the long list of his medical history
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two years before. Although his dermatologist detected a small cancer that look like a

wart and removed it without any scar, he calls his skin cancer as a “all facet of my

dilemma.”

“Push the limit by making sure”

Daniel: For advising them, "To push the limits of what they think of that they can
do and by that, and just "traveling." For example, when I first had my operation,
and I went back to work. My first trip out of the town was Los Angeles and it was
an hour plane ride and I wanted to make sure I got, from Cornelia (Nurse

-

coordinator), the name of the transplant center in LA. I was concerned. When I … "
got on that plane, you know, an hour from the nearest doctor. And I did that for

-

three or four times and it seems that I am not going to die in an airplane. And the
next trip I took was to go to New York, and O.K. It's a 6 hour flight. I was O.K.,
you know, 6 hours without any medical attention. You know that was fine and the
next plane was to Paris, you know. So, I would advise people to-- they can almost
certainly do more than they think they can do--"keep pushing the limits of what
they can do."

As his physical capacity increased after his HT, he tried to push the limit in order

to re-open the doors that was closed in front of him before his HT. As Dreyfus helps our

understanding, the spatiality of Daniel’s encountering the available depends on Daniel’s

concernful being-in-the world. From a one-hour flight to LA without medical attention, to

a Six-hour flight to New York, until to the far-distanced Paris, his significant meaning of

being able to work assisted him to bring those remote cities as nearer places to visit. His

skill of careful monitoring and preparing as much detailed information as possible gives

him a strong support to be ready to detect and explore dangers in his risky post HT field.

Nurse coordinators’ network of support for his out-of-city business trips was supporting

him to make feel safe. His fully-equipped ability to detect symptoms along with

indispensable medical and emergency information assisted him in exploring safer places

and expanded his possibilities. With his extended temporal horizon created by the HT, he
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took a role of leadership to explore and expand his almost-collapsed and pre-shrunken

lifeworld space one by one. With great confidence, he gave strong advice “to push the

edge.” His challenge to “push the edge” was always accompanied by careful preparation

and informed decisions. When I asked his advice for health care providers, his immediate

answer was “inform the patient.” He was also very angry at the way health care

providers entered a patient’s private place without notice and without sensitivity to the

patient's feelings. Thus, whenever he is hospitalized, his first activity was to go to a nurse

station and request paper and a pen. He used to make a sign that said “knock on the door

before you enter.” His request of informing the patient starts from “knocking on the
99door.

The “Uncertainty of knowing how long are you going to be alive"

Daniel: Nowadays, I would say the worst part is the, really, the "uncertainty of
knowing how long are you going to be alive.” It's really...
INT: Is it still your concern?
Daniel: I am definitely concerned, I can live one year or I can live 30 years.
INT: Why do you think that?
Daniel: Because I can catch a cold tomorrow or get cancer tomorrow. And my
immune system might lose the battle.
INT: Have you been thinking about that everyday?
Daniel: I don't think about it everyday but in terms of trying to plan the rest of
your life, you know, it stays with you. I want to have kids but if I am going to
have kids, you know, I might leave my wife with a two-year old and no husband.
I said to myself "Can I get a plan for my financial future?" But I don't know
whether I am going to live 30 years or 40 years or 5 years, so do I want to quit
work now and enjoy the rest of my life and if I live 5 years, that's a great strategy.
But if I could quit work now, and if I live 40 years, I don't have enough money.
So, it's very hard, it's very difficult planning. I think the planning process, trying
to figure out, especially if you have a wife and children, trying to figure out kind
of, if you remember your (survival) statistics, it is a fairly narrow normal
distribution of life expectancy while my distribution, life expectancy is flat and
very broad and that is the planning problem as far as I concerned.

* * * *
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The paradigm of control and prediction of the future helps us to a certain extent

to take the stance of a detached observer. However, when we are confronted with our

inescapable uncertainty of being finite, unpredictability itself causes existential anxiety.

Thus, Daniel’s pervasive way of existence by predicting, planning, controlling, and

mastering led him to disconcerting discoveries.

To live today, we human beings need anchors in stable futures to project our

futures. The current medical statistic five-year of survival and the survival rate of ten- * * * * *

year could not help him to plan his future with certainty but they dismantled his ground

for a secure future. As his years of post-HT accumulated, his history of

immunosuppresants and other complications from medications caused him to become

more aware of the uncertainties. For example, his recent excision of a skin cancer on his - - - - - - **

nose reminded him that tomorrow can not be a taken-for-granted reality for him. . .

Daniel said that his skin problems are "all facets of my dilemma of how long I

am going to live. These are random events to which you are much more susceptible."

Random events are particularly unsettling for planners and foreseers. He believes life has

to be planned moment by moment and be controlled with maximum certainty. His

unceasing desire for predicting his life span by applying the currently available survival

statistics further highlights his predicament of uncertainty. A major driving force is to

push the edges of his limits in his self-determined power to manage his ongoing health

problems and control his life. It has proved advantageous to him to a certain degree for

managing his post-HT struggles. Nouven’s (1988) words capture Daniel’s struggle with

the possible untimely death and an uncertain future.
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“What is the most spontaneous human response to suffering and death?
Preventing, avoiding, denying, shunning, keeping clear of it, and ignoring. All of
these words indicate that suffering and death don’t fit into our program for living.
We react to them as uninvited, undesirable, and unwelcome interlopers.”(p.28)

Commentary

Daniel gives the meaning of being a HTR as being a payer of a “permanent loan”

As a responsible economic agent, his significant involvement with his career goal

determines and constitutes the demands of his daily coping according to the significant

involvement with his identity requirements. His 9-year history of being a HTR taught him

to turn a detached clinical gaze onto his physical and psychological problems. This

modern, smart financial American worker adjusts to his daily demands by detached

observation, and by applying the certainties of rational calculation to control his problems

and find causal explanations to manage his daily struggles. His autonomous free will is a

great resource that helps him to engage in successful daily trades for his self-fulfillment

in multiple levels such as financial success and a stable identity as an achiever and a

worker.

The positive power of the prediction-oriented paradigm shows many advantages

in teaching Daniel to take care of his objective mechanical and chemical body and

manage it to prevent harmful infections and complications. Thus, in this belief, Daniel

could manage his energy to keep balancing between defined demands and supplies of

energy. To accomplish this, he wants to be an informed decision maker always.

Even though Daniel's successful coping with his side effects from medication and

illness him offers a very different outlook on his life goals, his modified outlook still

exists in a way of planning, predicting and managing his future.

*-*. º
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Paradigm case 3

Tamara’s Reorientation

Tamara is a 37-year-old, enthusiastic mother of three children. An unknown virus

caused severe cardiomyopathy and it resulted in a heart attack. This sudden aggravation

never gave her the opportunity to think about what it would be like to be a HTR. The

forceful push to surrender her own heart frightened her. It was like being "thrown into a

nightmare” within four days. Until she was discharged from the hospital four and half

months later, this nightmare was her reality. In the middle of a heart attack, she asked her

God to confirm “her time of dying” through a near-death experience. God’s answer was

confirmed in her receiving a new heart and helping her accept it as her own. In contrast to

Daniel’s case, the news of HT was sudden, like “Boom."

INT: Then, how long have you been suffered for, from your heart conditions
before the transplant?
Tamara: I didn't. I, I got sick on Thursday and on Sunday I went to cardiac arrest.
Thursday to Sunday. Boom! That was it. I was never sick. Never sick before. That
was it. It happened so fast, I didn't really... I never was sick in my life. So, it's a
kind of strange. When my doctor suggested a transplant, it was so scary. I resist
having that surgery. I didn't know what's going on. At that time my doctor
brought Daniel. He helped me a lot to make a decision.

She strongly resisted having a HT. However, her insightful transplant

cardiologists invited Daniel into her ICU room when she struggled to keep breathing.

Daniel's support greatly assisted her to imagine a positive outlook for a HT. Her negative

picture of losing her own heart and about what does it mean to be a HTR changed to a

more positive one. Since then Daniel has become her role model in managing the struggle

of post-HT recovery.

s

s
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“My heart is mine”

Tamara: It feels like my heart. A nurse asked me in the hospital. Do you feel
differently? I said "No, no, not at all." It feels like my heart, I always has.” I told
Dr. Delila (her transplant doctor) that. She said "That's good." And I think the
reason, why I do so well? It is that I accepted this as my heart. I, so, I don't reject
it. It's a part of me. I feel no difference what so ever. But I think of my donor a
lot. I did a lot in the beginning. I was upset she died and I lived. I understand she
would die anyway. But the time was very hard, it felt very funny. All I had
learned about her was, she was 39 and she lived in Fresno and I think it was a
horse back accident. That's all I know. I've written letters, but I never received
anything back. So, it's kept that way. But I, I do think about her a lot, But I think
it's better that I don't know anything about her. I don't know whether she married,
did she have children, she has parents, I don't know anything. So, it's hard to even
try to imagine a person but I guess I accepted it as mine. It is mine now. I had

-

near-death experience when I was first sick and I, I left my body and I saw a
- -

º
bright orange yellow sun. In front of it was God with a little boy and there was a -

boundary. You couldn't see it, but you can feel it. They were around one side and
I was in the other side and this sun, the light was so, so bright, and I said to God,
"it is my time?" He said "No, it's not. It's the boy's time. Go back." When I came

- - -

back into my body, they had paddles on my heart, that is when my heart stopped, - - - - - - - -

but I didn't know this until later on that my heart stopped. I went into cardiac
arrest and they brought me back in when this happened and so I felt I died at that
time. I was dying. And God said to me "go back". And ever since then, I realized

-

that my body and my soul which are separate things, so even though I have her
organ, in my soul it is separate from my soul. My soul left and my body was
there. And I came back into my body. So, it's better for me to think it's mine. It's
healthier for me mentally and physically because it's, it's my heart. Everything
works together, my cells, everything.

-- - - - -

Her experience of being out of her own body and being able to discuss with God

about her time of death taught her to think of her heart as a mere organ or an object. This

lesson gave her the confidence to believe that a heart is not a soul-holding organ. This

confirmation lessens her guilt about the donor's death and allows her to accept the

donor's heart without psychological rejection. She accepts the new heart as her own. We

can sense that it requires intentional effort on her part to keep the heart as her own.
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“There really was support for us”

Tamara's post-HT clinical course continued with ceaseless complications and

critical life-threatening crises. She had a bypass surgery on the new heart, multiple chest

tube insertions, and respiratory intubations. However, there were many volunteers to

brighten her dreadful and dragged ICU days with joyful support for the 135 days of

hospitalization.

Tamara: They really were good. You will not believe what these nurses did. a *

They washed my hair, and they braided my hair. On my husband’s birthday, they
bought me a gift and got a card, and I signed it. Dr. Derilla made pasta for me
when I could not eat. She made pastas. I heard of her busy schedule. At night, she -
made pastas and brought it to me the next day. Unbelievable. It could not be

-

better. So there is support for us. Support really was there. We were very
fortunate.

Nurses braided her hair, for her husband’s birthday they got a card for her, and

her physician also, who had an awfully busy schedule and who also had a newborn baby

of her own, made a pasta dish by herself. Tamara was deeply moved by their

spontaneous, warm-hearted, and heedful personal care. In addition to the donor’s self

sacrifice of giving a heart, these clinical members’ creative and attentive personal care

added to her memory of being well-supported and cared for. Especially in the midst of

her suffering, this artful support brightened her days.

The ICU nurses and her cardiologist’s openness and attentiveness made it

possible for them to sense Tamara's wishes, to act as surrogates to assist her weak body

for comforting her, and to treat her with respect as a person. The mere action of combing

her hair and the simple purchase of a card were reassuring and life-strengthening

practices.
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“I had to learn to walk all over again.”

Heart transplant recipients entered their pre-transplant everyday life world with

the expanded vision of the post-transplant experience and changed physical strength. The

direction and degree of changed physical strength shaped the way of reentering their

lifeworld. For the acute victim, entering "my home" can be means of entering a

preexisting taken-for-granted, transparent “I can do” space. For the people who had not

experienced a long, prior illness, their mind and body usually be may full of energy at

home before the HT. However, their physical strength after HT was often different from

their expectations. The experience of breakdown at the space of 'my home' creates

another perception about their HT in their familiar everyday life space. Tamara needed to

be patient and take time in order to adjust. She initiated reassessing her physical space by

her new perception of her body. A few stairs can be interpreted as a great obstacle to

sleeping in own bedroom.

Tamara: I had to learn to walk all over again. When I was in the hospital, I could
barely walk. I have a little brick stair before I go into my house. And it was hard
to lift my legs to do that and then when I came into the entranceway I had about 7
stairs upstairs. I couldn't even go up on them. I had to sleep downstairs in my
living room. It's a couch bed. So, I'd sleep there for, for a while. Because I, I
didn't have the strength that I used to have. But my mind wasn't prepared, as you
know. It happened so fast. I didn't really, I didn't feel but to be like this at this site
I never was sick in my life. So, it's a kind of strange but I just had to be patient
and realized it, it would take time.

The lack of shared meanings and local knowledge of the HTR's daily life forced

her to confront her changed perception of the body with little preparation or

comprehension. Too many kinds of symptoms manifested simultaneously in her body.

For the most part, to manage multiple complications at once demanded a strong belief

that it would pass eventually and that she could get through it. From colleague patients to
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physical therapists, many had to assist her maintaining hope and getting through it. It

required great intensity of patience to reshape her life world by continuously learning

from the subtle changes in her post-HT body.

“My medicine looked like poison at the beginning”

Tamara was discharged with a huge box of multiple and complicated medicines.

First, she had to learn how to rearrange the complicated medication schedule to fit into

her everyday schedule. In the beginning, it required a lot of attention and others helped * *

to make a habit of taking the medicine. Forgetfulness, which is a side effect of

cyclosporine and the operation, is the most common symptom to interfere in making new

habits for taking medications. The support of family members was very helpful in

reminding and assuring Tamara to take the medication at appropriate times. Usually, as * - **

time passes, however, the way of taking medication might become a habitus, a way of

living. “Keep taking it” by repressing any negative connection to the medicine is her

recommendation. When her body got used to it, her mind also became used to it. At

some point it no longer become a problem, but rather a taken-for-granted activity. Terry's

first experience of medication was a kind of poison-taking ritual. She emphasized the

importance of the integration of cognitive acceptance with bodily comfort.

INT: How can you manage that kind of medication with your daily routine?
Tamara: Oh, it's, for me, no problem. Because, in the morning, I always take
medication after I eat. For me that does how it works the best. So, I eat breakfast
before I leave in the morning, take the medication right away. I eat lunch at about,
around 12, take the medication right away and the same at the dinner. And then I
do, I take it actually four times. So then before I go to bed. So, it's really easy for
me to remember because I have to eat. (laugh) And I have to go to bed. So, I just
always know. So I, I never have a problem with that. In the beginning, I did,
because I had never taken medication in my life
Tamara: And I came home with a big box and it was overwhelming at first, but
once my mind and my body got used to it, it wasn't a problem.
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INT: So, can you tell me the detail process? How your body get used to it?
Tamara: I would have diarrhea, my medication just kind of ran through my body
and I, it was hard in the beginning because I thought, “how am I ever, can get
used to that?” It looks like a poison to me. It felt like medicine, Everything tastes
like medicine but as time passed, I kept taking it in and time went on, I think it
just they went me on. I wasn't used to so much medication and my body wasn’t
used to it. And then my mind did. I got to the point where I didn't look at it as the
poison, I looked at that, and it is ...
INT: Savior?
Tamara: Yes, exactly. So, I think it was a combination of my mind accepting it.
My mind accepted it, I didn't think it was poison any more, and my body at the
same time got used to it. So, it was a gradual, gradual process. * - , , is

“On Prednisone, my life was out of control”

Tamara experienced severe side effects of Prednisone during the early 9 months.

She also had severe rejections that prevented her from the desired steroid withdrawal.
-

Nausea, hair loss, tremor, sleep disturbance, mood swings of deep depression, facial hair

growth, and moon face are Tamara's multiple side effects of Prednisone. Each symptom

greatly disturbed her daily life. Her experience of side effects made her hate to hear any

comment about her changing appearance. She was connecting any kind of negative

physical side effects with Prednisone, even though it may not have been related only to º
-

prednisone. As time passed each medication dosage decreased, and disturbing symptoms

were gone too.

Tamara accepted this nausea-evoking medication’s strong smell as indispensable

to her “second life”. When she missed only one pill, she called her coordinators with

great concern. Nurse coordinators had to soothe Tamara's fear by their flexible support

that helped her calm down. Tamara's episode of severe rejection also informed her and

taught her to be cautious in her medication-taking as a life-saving ritual.
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The meaning of fever

Having a fever had a special meaning for Tamara, because her severe rejection

and CMV infection threatened her life more than twice. Both times, it started with a mere

mild fever. From this lesson, she understood that any fever could cause long

hospitalization. Long hospitalization meant being separated from her children. It also

meant being exposed to multiple invasive and horrible medical procedures and to a

hasher second life. Thus, her disciplined and refined skill of tuning in to hear anyone’s

cough in a social gathering or in her own or to signs of illness in her own family became

sensitive.

INT: How could you practice your infection prevention and be concerned about
it, because you have children?.
Tamara :I know. I startled them(her children) to wash their hands constantly. At
every sink, there is antibacterial soap and paper towel we can throw away. When
they got sick, but if they have, I stay in my room and they stay in their room.
They all understand that, because they were sick and now I feel like (I am) doing
too much. They stay in their rooms. I can stay in my room because if they are
out and about, the germs are everywhere and I am going to get it, because they go
to the kitchen and touch things. And so, I get their food and I just leave it by the
door. And it sounds terrible. But it is the only way we've been able to do it,
because we found that one time, Thanksgiving, I got the flu. I had to come in
and that devastated them. And I think they are old enough now to realize they
don't want to see me going to the hospital. So they understand this is the way we
have to do it. And it's worked out O.K., because they are older. When they were
younger, and it was harder. My husband basically has to deal with them, take the
temperature, everything. But I put on a mask and I put on gloves and I just take
precautions. I want to leave the house, and I talked to my doctor, and she said,
"Tamara, by then, you probably already have been infected by it. Don't leave your
children, don't leave the house." Because I tend to get crazy, because what started
my whole illness was a fever, so I am terrified by fevers. I mean that's what
started it. I had a mild fever. I just got it. Ill will blows so.

Because of her illness had begun with fever, the meaning of having a fever has

become the most fearful symptom. To prevent any fever and infections, her family's
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understanding and supportive cooperation strengthen Tamara's practice of self

protection.

Tamara: So, we have those rules. I don't eat out of anybody's food or drink out of
anybody's drink..., the kids always eat at home. These are strict rules. I don't go
to the movie theater in the wintertime or crowded places. I just avoid them. And
there are functions at school, and they want parents to come, and there is whole
bunch of people in close quarters. I won't go. I was actually at the Sunday school
and we had to be there for meeting all the parents and kids and one child actually
threw up in the room. And I just picked up the kids and left. I, I do that. I mean I
know that I can't be around this. And I don't really care about what people
think any more. Because I have to protect myself. But my mother and I found
out I am the one that's responsible. Now in school people asked me how did you
go to school? Because I sit in the classroom. So I take chances there... I do take
lots of precaution. I don’t use a public telephone, ever. Because people are talking
on them, I carry usually, I've gotten, if it's not flu season, I usually now, I am
going to need antibacterial wipes,.. and if there was dirty on your hands and you
are shaking people's hands.(I don’t do shake hands). I will not eat until I wash my
hands. So, I just, all of these are things that I have to do. These things. And I
found that when I did them, I stay healthy. So, it's important to me. And I found
that lot of transplant recipients we talked to and like when we, when we come up
the elevators, we like to take a walk. We hit the button at the wall with water
bottle. I mean we all have a little weird. I thought it was just me. One day at the
meeting I am talking to the other recipients, and we are talking about flushing the
toilet with our bags pressing the buttons, and doing all these things. Yeah!
Therefore, I am not the only one at least but, I take all these precautions.
Tamara: I am very paranoid. But I've done really well, and I think I am as good
because I had that attitude. Because I, I had that flu once, then I realized that, I
have to protect myself. So I, I am cautious of even eating during the flu season,
because a lot of workers, they cough. I kind of stay away. There was a certain
time when, when you hear about the flu, it's going around—really bad—I tend
to be socially not too active. I will be at home to work. Moreover, I am more
comfortable then, because I need to feel safe and when I am out there and
everybody is coughing and sneezing. I get very anxious. (It) scares me.

Immunosuppression makes a HTR vulnerable to any possible infection. Her five

year experience refined her skills similar to a clinician's aseptic technique. During the flu

seasons, she did not want to go out. In her city college class, she always sits in the back

of the class nearby the door so that she can run away whenever she heard a coughing or

sneezing sound. Tamara never wanted to go to a theater that was crowded with potential
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germ transmitters. She also never used public phones and never touched elevator buttons

with her naked fingers. Antibacterial soap and wipes are her first aid in her purse. She

was comforted to find out that other recipients have similar habits too. Their “mutual

searches for common links” provide a degree of acceptance and relief from the

profundity of isolation and loneliness Tamara experienced in her battle of “not getting

sick.”

Preventing infection or fever intermingled with her struggle to maintain desired

social activities. When her child got the flu, her battle to maintain a line of safety became

fierce. Tamara's fierce battle of “not getting sick” demands much resourcefulness and

skills to make actual commitment and to embody delicate infection prevention practices

in her interdependent life context.“I don't really care about what people think any

more, because I have to protect myself” is her basic moral choice to follow her strict

rules of infection prevention. It is not a negotiable dimension with other flexible aspects

of motherhood or being a wife. Her intense struggles in good practices of infection

prevention are shaped by the “terrible” consequences of getting infections.

“Follow the rules”

INT: Are there particular things that you believe are very important to living well
after transplantation?
Tamara: Yes, yes. Follow the rules! Lots of people don’t follow the rules. They
are pretty basic rules doctors tell you, do this and don't. You know, "watch your
fat", "exercise", "don't drink alcohol". I mean common sense stuff. But, you will
be surprised in this meeting (support group meeting) How many people don't do
what they are supposed to do. I go to all my appointments. I book up myself. I
keep track of them. The gynecologist is every 6 months, the dermatologist is
every 6 months. All my yearly, everything I do, and I, and at least I get
permission that I need to do it. I do it. I am always there. And I am, that's
preventive to me.
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Tamara's frantic compliance with any preventive biannual medical check-ups

intersected with her strictly settled-down, self-imposed responsibilities of taking good

care of her own body. As an independent responsible agent, following medical

recommendations with sincere compliance offered her great comfort and security. While

those preventive medical check-ups could interfere with her busy schedule as a mother of

three children, a part-time student of city college, a volunteer of California donor network

and a self-employed husband's assistant, she always prioritized those regular preventive

medical check ups as the primary one. Living with the higher possibility of many

potential long-term side effects of immunosuppresants, she finds her safe place where she

can periodically get professional examination and reassurance that she is “doing O.K.”

Therefore, she does not experience following the rules as so much as a restriction,

disturbance, or irritable burden, once she develops new habits and routines. Many

demanding rules of the post-HT life became defensive weapons to protect her from

potential complications. Taking the prescribed medications without skipping one pill,

preventive follow-up checks, diet control, and exercise offered her a sanctuary to feel

safe. Although she did not want to take the risk to explore more possible safe places like

Daniel’s “push the edge,” her “dream come true” of a future career asked her to take the

risk of going to a nearby city college. Although this hope forced her to push her limits of

dealing with the increased possibility of contacting possible infections, she found a way

to immediately exit for a safe return to her home by sitting in the back corner of class.

Tamara's desire for safety always keeps her searching for a way to maintain her

protective habits of protecting herself from others.
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A meaning of exercise

INT: Nowadays, how many times are you exercising?
Tamara: I am well, I, I would say it's tricky. Because I was doing a regular
routine and now I am so busy, I, this much running around, I don't need to do
extra exercise. It's school three days a week. You park really far away and you got
your backpack, lots of books uphill, and uphill, so I figure that's three days a
week. That's a good exercise and the other two days, on Tuesday and Thursday,
when I don't have school, after I drive the children, I take my dog for a walk. So I
go out for 45 minutes and take him for a walk and then we have a split house but
it goes up, from the laundry room, one split level, then another, and another, so
when I do laundry and vacuuming, I am up and down all, all the time.

As she realized the significance of exercise in the post-HT life, Tamara's daily

activities for housekeeping and child rearing become substitutive exercises.

Tamara: The only thing that different is I used to do aerobics. And I am kind of
afraid to do aerobics. Mentally, it's because when my heart starts beating really
fast, I get scared. And I am working on it, I've gotten better with it, but I, I just get
scared. I don't know why. It's just what I want to get through, kind of frightening
II].C.

Tamara’s favorite exercise, aerobics, dramatically accelerated the rate of her

denervated heart. Although she was eager to feel the energetic freshness after a straining

exercise, her sensitive and skillful tuning to her body frightened and stopped her from

continuing the exertion. She knew that her fast-running heart is a normal response of the

denervated heart to exercise. While fear prevented her from continuing the exercise, she

hoped to manage her fear and control her anxiety in order to resume her desired exercise.

However, it was not an easy and smooth process for her. To interpret the sound of her

fast-beating heart as normal had to be re-interpreted as safe with emotional and physical

assurance. As Tamara believes, it will take time.
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“I don’t want to know any statistics”

Tamara: Because I remember when I came home from the hospital, my brother
was giving me an article. It was article about a boy in Marin who had the
transplant, but the thing it is at the end of article was statistics. Now I just had it. I
was home alone, and I am reading that how many people survived the first year,
How many people to five years. And they said it is not curious that I was
hysterical and called my husband up on the phone. I said “why didn't anybody tell
me?” I thought I got a new heart, I can live the normal life and I will be O.K. And
I was at this very vulnerable spot and to read this, home alone, I did not really
knowing about this, it was devastating to me and I thought I did not need to read
this. I did not need to notice until I was ready. And I think it is true, once you
are physically ready (you are truly), you can deal with it mentally but it took me a
long time to get physically stable for my mind. Then I could take care of myself.
So it was hard for me in the beginning. I needed to kind of shelter myself

Tamara's fear assisted her to embody an active “not knowing” about impersonal

survival statistics and the long lists of potential long-term side effects and complications.

This narrative suggests many aspects of delivering medical data in a timely manner.

Knowing a patient’s vulnerability to interpreting medical data that is so connected with

patient’s current physical stability and embodied concerns require critical reasoning and

discernment on the part of health care providers. ‘Active not knowing’ is based on her

belief that knowledge without control is useless and will only cause devastating

paranoia. By avoiding any fearful confrontation with any survival statistics and with the

next danger of cancer, she prepared her shelter that protected her from harmful brooding.

“My doctor knew how scared I was”

Tamara: For instance, when I first got out of the hospital, I was out at the end of
September. January, first is when I went in, and I had a fever that first year. My
first year was not good and they did all these tests and could not figure out what
was wrong. I was hospitalized for 19 days and at here (her hospital) I just find it
(CMV) was in my lungs. I did not know how bad it could be. (I think it will be)
Alright. Thank God! I did not know because at that state if I had known, -oh, my
God!-- And then one day, I read something about it (CMV), maybe the year after
I had it, and I was devastated. And, oh, My God! Because my doctor was very
good, she knew how scared I was, but she always kept it like, "It's O.K.,
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you'll be O.K. Lots of transplants, most transplant recipients get this.” so
it wasn't like, you know," what it was good for me. She saw that I needed that.
And she did not say to me, "Oh, my God!" It is this and this and this. I, I do not
know what I would have done. So, for me, I am better of “not knowing”
because I found my mind could not really manage that fear. And lots of people
feel differently. They feel the more informed they are the better. Not me though.
They think I am crazy. I had to sit in the support groups and then there was
something(discussion) that I don't want to know. I said, for instance, “you have no
control over it, why should you know about it and be scared about it. If it is going
to happen anyway? Why? Why?” You know, they looked at me like, no! no!, no!
he or she, nobody really agreed with me.

Her cardiologist’s insightful discernment in tailoring and delivering the meaning

of her current CMV infection could be a useful example of good clinical practice. The

cardiologist regarded the ultimate goal of patient health within Tamara's context and

physical preparedness by protecting the patient from the dangerous meanings that “failure

to survive” can have on emotional well-being.

“So, instead, at five years I had party”

Tamara: So, instead, what I did at five years is I had party. I had all the doctors. I
had all the people in the donor's network and all my friends. I had a big party and
Icelebrated the life and instead of saying "oh! my God! I am in five years, this
and this could happen to me.” I said, "No way, I am living." I am not thinking
about this stuff. I feel great, my life is great. I am not thinking about this stuff.
Instead of 5 years being the down time, it is going to be roughly 15 years
experience for me, so I had this party. And I chose in my mind and said, "Forget
this stuff!" I just do not think it is, it should be out there, you know. I do not think
you need to know the things you have no control over. So I feel, in the beginning,
I lived in fear a lot. I lived in fear and then realized, “what kind of life is living in
fear a lot?” ...Something terrible happened to me. Now can I be bitter and
resentful my whole life? Or can I choose to live, be happy, and live with a
productive life? I chose to live a productive life and be happy. Why do I want to
sit around and feel sorry for myself? So, even though it can be devastating and
you got a picture of yourself, and say, “Hey, what can I learn from this?” And
really, I learned a lot from my experience. And I am, I am-- it may sound strange
- but in a lot of ways I am happy that happened to me, because my life is taking a
turn and it couldn’t have taken it before. And I would never look at the thing. I, on
a day like today, I can look the flowers, they are brighter, more vivid. Before I
ever passed it by, I did not use to notice it before. It was a flower, I was so busy.

* - - - - -º
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So, to me, it’s s a blessing what happened to me. It is a blessing. I am happy.
Sounds strange though....

Tamara's lived lesson of finding a meaning in her suffering provides her a

radically different way of enjoying her daily moment with great happiness and

gratification. Her suffering reached an ultimately different dimension in which suffering

became an opportunity for her to fully enjoy the beauty of nature and life. Tamara’s

realization of the HT as a conversion tool for shifting the perspective of life provides her

a rediscovery of the beauty in her life world.

Instead of being immersed into self-pity and resentment, she chose to be happy.

This was expressed in a big party for the fifth anniversary of her HT. She invited every

person who has witnessed her struggles for reorientation to enjoy the five years of

survivorship fully with her physicians, other health care providers, supportive friends,

and coworkers. She also hopes to have a bigger party for the 10" anniversary. Tamara's

quality of life may not be simply linear with the severity of mechanical breakdown and

chemical imbalance but is mediated by the existential fulfillment of her life and self

understanding.

Commentary

Tamara's throwness into the world of HT was like a nightmare. This acute

deterioration offers her many uncertainties to reassess her bodily perception and daily

activities. While Tamara's fear assisted her to be compliant with the complicated regimen

of immunosuppression and multiple preventive check-ups by following her strict rules,

this fear also required her physician to know her vulnerable spot to interpret medical

information. Because she believed that, if there is no control over it, she does not need to
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know the scary information. Her cardiologist detecting Tamara’s desire for “active not

knowing” protected Tamara from emotionally-overwhelmed despair. Tamara's

precaution to prevent infection in her family and in social gathering space assisted her to

embody skillful self-protective practices such as the clinician’s aseptic techniques. This

practice starts from not touching elevator buttons, not shaking hands, not contacting her

own children when they are infected by a cold. Despite the of immense fear of

uncertainty over managing the HT demands and the fierce battle of “not getting sick,” she

also re-discovered her ability to sense and enjoy the momentary beauty of small things in

her life and nature.

Paradigm case 4

Naomi's perfect cure

Naomi is a nine-year survivor at the time of this interview. She was in the middle

of enthusiastically writing her autobiography to promote organ donation. The book was

available to me one year later. Thus, this researcher is more confident to make an

interpretation with deeper and wider contextual background information. This researcher

will use not only my interview text but also her own writing for presenting her imagined

perfect cure story.

On April, 1989, Naomi had a HT. She was 47 years old. Her 14-year-old son and

16–year-old daughter were the center of her life. She was raised in a close-knit

Midwestern family in a Catholic community.

“A heart biopsy? What is that?”

Naomi's case is only one in a million, because her breast cancer chemotherapy

weakened her heart muscles. Just after her fifth chemotherapy completion, on the day of

* *
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celebration for her completion of Chemo-treatment with her friend at a famous

restaurant located on a hill, Naomi noticed a strange shortness of breath and terrible

fatigue. Her first self-diagnosis was cold and pneumonia. However, the symptoms got

worse and worse. When she met her family doctor one-week later, her heart was already

irreversibly damaged. To find out the exact cause of the acute cardiomyopathy, her

family doctor transferred her to the medical center that she be received her HT for a heart

biopsy. As a naïve patient, her embarrassment was vivid in the following description:

“Suddenly, the information I was receiving became overwhelming like a river
running over me. It was murky and churning and swirling and running wild. I
thought I was drowning, I gulped, “A heart biopsy?” What is that?” I couldn’t
imagine how they could do a heart biopsy.” (p.51)

The first moment of hearing “heart biopsy” was very critical turning point.

Nobody would wish such a test for confirming their changed heart condition. The

meaning of biopsy was a tricky and unimaginable word for her own heart. Because her

breast cancer diagnosis was initiated with a lump biopsy, she could not imagine the same

way of removing heart tissue. Unlike the exterior organ of a breast, our heart is a very

deeply buried organ and is experienced as the most untouchable organ that requires

safekeeping at one’s center. The heart has many symbolic meanings of not only a mind or

a soul but also the center of one’s being. “It is the seat of our feelings, the center of our

being, that place where we are most ourselves, where we are most human, where we are

most real” (Nouwen, 1992). It is the very opposite word of “physical.” It is supposed to

be kept intact without showing off, being touched, or damaged.

The term of “heart biopsy” was like a stab in her heart. Although this experience

was so embarrassing and disconcerting, HT continually taught patients to view their
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hearts as more touchable object. The frightening possibility of a heart biopsy turned into

even greater surprise. When the patient presented her heart under the clinical gaze, the

physicians tried to search for the exact cause and wanted to exchange the damaged heart

with a new one. Since her case was one of the first three in her transplant program, she

rejected the possibility of HT that was a dangerous experimental treatment. Her early

childhood memory also prevented her from accepting HT as a reasonable treatment

option.

“One day my nurse said to me enthusiastically, “Do you see that man walking
down the hall? He is our first heart transplant patient”...He was staying in a room
at the end of the unit. To me, it was similar to living in quarantine...As I saw him
disappear down the hall wearing his mask, pushing his IV pole, and walking with
his physical therapist, I immediately said to myself, “I would never have a heart
transplant.”...There was a one man in my home state, Indiana, who was rolled
out on his porch for the television cameras every year on the anniversary of his
heart transplant. He was in a wheelchair and had a large oxygen tank by his side. I
really didn’t focus in on these events insofar as my life was concerned, but it is
cemented in my mind-the fact that I could never accept that life style.” (p.82)

However, her shortness of breath never allowed her to get out of her hospital bed.

Two and half months of resisting the idea of HT, she finally made the decision to give up

her own heart and receive a stranger's heart into her body.

“My first heart was gray and looked exactly like all the picture”

Once they learn to treat their own heart as a muscle pump, the skillfulness of a

cardiac surgeon could be the focus of attention. Through her friendship with a physician

in the pathology department, Naomi had the unique experience to look at her own old

heart that was immersed and soaked in a formaldehyde box. The conversation between

Naomi and the pathologist was as if they were speaking of someone else.

Naomi; One day the pathologist came in and asked me if I want to go to see my
heart, my own heart, so I say “yes” and then... “yes.” I thought, “why not?". So
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my husband and I went to the pathology department and he said that he, this guy
said, he has seen all sorts of hearts and that Dr. Macdonald did wonderful cutting.
You know his cuts were clean and so from that stand point.

Naomi met a pathologist who gave her very secure assurance about her surgeon’s

masterful cutting and suturing skill. This man also received a new heart the year before at

another facility and worked in the pathology department. This pathologist’s invitation to

his lab and presentation of Naomi's first-heart offered another one in a million

opportunity. She was able to see her old heart and hold it in a glass box.

“My former first heart was gray and looked exactly like all the pictures you see in
books. To my surprise, I looked at it in a very detached way with no emotion. I
asked, “How long do you keep this?” “Not very long. There really is no need to
keep them after a certain point.” He said. I was a little disappointed...” How
could they not keep my heart and use it for research or something? He then
guided us to another section of the room saying, “come on over here; I have set up
some slides for you to look at. I want to show you some samples of your heart and
some samples of a healthy heart so you can see exactly what cardiomyopathy
looks like under the microscope.... The walls of my heart had thickened and
become like a rubber band that would not contract and expand. We could see a
difference in the connective tissues between the strands in the muscle. There was
much more space between mine.” (p.97)

The former naïve patient Naomi, who was so shocked by the word “heart biopsy,”

which required removing only a micro-size heart tissue, now had the clinical gaze as her

own way of seeing. “My heart was gray and looked the same in the books” was a

remarkable conversion in her perception of her own heart. This practical lesson most

radically convinced her to think of the center of her being as a mere mechanical muscle

pump that requires continual careful maintenance. Seeing through the microscope lenses

taught her how to distinguish a sick heart from a healthy one. This memory became the

cornerstone of keeping the regimen of daily swimming and healthy diet control. As she

swims and eats healthfully, her new heart is becoming healthy in her imagination.

* * * *
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The nine-year history of continual routine check-ups by offering her body as a

medical object for the relevant examinations, have built a new self-understanding and

perception of her heart. There is a continual dialogue between the recipient and

technicians or cardiologists in the laboratory. A recipient may have the opportunity to test

and confirm the outcome of their efforts at exercise and diet control.

As we have already discussed in the embodiment chapter, "perceptions depend on

the simultaneous, cooperative activity of millions of neurons spread throughout expanses

of the cortex, where the signals are combined with those from other sensory systems. The

result is a meaning laden perception, a gestalt that is unique to each individual (Freeman,

1991)."

“I have wondered a lot about my donor’s family”

Naomi is skillful not only in her detached surveillance and management of post

HT care but also in her way of connecting with her donor’s family.

“I have wondered a lot about my donor's family. Would it ease their sorrow
knowing a part of their child lived on and is doing well? Would the tears ever
stop? Would it help to know I celebrate his life on the anniversary of my
transplant every year? Is it some small way consoling to know their son doesn’t
have to face the negatives in the world? ...Their son is in my thoughts all the time
especially since he would have been just a few years older than my children. I am
sure they have the same wonders about him as I do. Would he have graduated
from college by now? Would he have fallen in and out of love and perhaps broken
some hearts along the way? What career path would he have taken? What would
he look like as an adult? Would he have a wife and maybe a baby? Would it be
consoling to know that someone else is thinking of him too? I hope so...Because,
I do.” (p.149)

In this dimension, health care providers may be novices in understanding this kind

of deeper connection and meaning laden special relationship between HTRs and their

donors. As Naomi was accustomed to embodying the mechanical and chemical
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management of her new heart, she also learned to live multiple realities to fulfill the

donor's life with her gratitude for her second life. When she celebrates the anniversary of

her HT, she also wants to celebrate her donor's life within herself.

“Everyday is a gift”

For Naomi, a nine-year survivor of HT, one of the long-term side effects of

immunosuppressants is any type of cancer. Skin cancer is especially very common. Since

she has already experienced breast cancer and mastectomy on her right side, it could be a

very fearful dimension to mention the possibility of cancer.

Naomi: The trick is to not to think of yourself as sick. Once you have a heart
transplant, your are well. You are cured, so you just move on. I try not to dwell
on that. I just sort of live in the present moment. Of course, I would love to see
my children marry and have grandchildren, but if I don’t, I feel that, you know,
this is extra. I feel I’ve been given an extra little bonus...And I am grateful for
that. I don’t want to think about death. It is something I don’t have control over
and I have already faced it twice. And I liked to have those other things. I believe
that the life after death is the main thing in that there is always something better
to look forward to.

Although HT expands a HTR’s life span, the finitude of our being is an

inescapable and essential condition. When people realize and confront the end of life,

many questions and fears arise. For Naomi, not to dwell in an uncertain future helped her

to live in the moment with gratitude over the “extra little bonus” time. Her second life is a

bonus. Naomi wrote in her book,

“The day passed one by one; my heart continued to deteriorate. I felt weaker and
could do less and less. In fact, I was bedridden for all practical purposes. Finally I
accepted the fact that I was going to die. I had already had two near death
experiences in the past few weeks and I was at the peace with it. I felt that I had a
good life and had done many things. I find it very interesting that, when faced
with death, I could let go of so many things. Those things I once thought were so
meaningful, now didn’t matter. It wasn’t that I didn’t care about them, but they
were irrelevant. It was not a conscious effort; it just happened. For example my
material possession...I always thought I wanted this person to have this and that
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person to have something else. But when it got right down to it, those things
were not important. I didn’t worry about whether my son and daughter had done
their homework like I did when I was first admitted to the hospital. It simply
wasn't my problem anymore. Future plans meant nothing to me; I had a feeling
complete detachment. I really look forward to a peaceful end. I felt certain they
(her family) could go on without me.” (p.83-84)

Her two near-death experiences gave her great freedom to think everyday is

enough to be a bonus gift. This helped her to draw a line between controllable and

uncontrollable dimensions; Naomi did not attempt to control and to predict her life span.

Trying not to predict and to control her life span helps Naomi to fulfill her second life

with joyfulness. She seems to have accepted her powerlessness and vulnerability as an

essential nature of her existence. She stated her belief that there is certainly life after

death enables her to enjoy the freedom of doing anything that she wanted to do in this

life. This freedom was her strong coping resource for enduring the demands of a HTR's

life. She wonders a lot about her donor and at the same time she also foresees that she

will be remained in her children’s thoughts and feelings. Twice confronting her own

death gave her an opportunity to confront suffering and death.

“When I had a HT, I was cured”

Her ritual of taking the medication three times a day became a ready-to-hand

habit such as having meals three times a day. For Naomi, taking the medication did not

shape or define her as a patient anymore. She proclaimed, “When I had a HT, I was

cured.” Like cancer was removed with a breast of her body, she believes that the

replacement of a damaged heart with a new one should be a complete cure. Annual

check-ups of heart biopsy and cardiac catheterization is the only reminder for her to be a

patient in a hospital bed once again. Waiting for a test procedure and its results was one
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of the most stressful things during the early recovery period. However, this annual ritual

is not such an anxious procedure any more. She said “it is just a boring.”

Commentary

Naomi, a long-term survivor, the nine years of learning experiences have

transformed her self-understanding to a more clinical one. Her frequent volunteer

speeches to promote organ donation is one of the changes in her life. She also devotes

time to writing her autobiography in order to emphasize the critical need for organ

donation. She did not hesitate to present herself as a successful role model patient of HT

in public space. She wrote that to look at the main entrance of her medical center felt like

to her a homecoming. Through her lengthy stay in the hospital, she was able to make

many life-long friends in and out of the hospital. Many greetings from many nurses,

physicians and technicians are another important component of her identity as a

successful HTR and fighter for her life. Her HT, for her, was a transforming experience.

She presents becoming a heart transplant recipient as very exciting, and adventurous. She

proclaims that she is enjoying her second life as a bonus gift, because she was cured.
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Chapter 5

A Thematic Analysis of North American HTRs’ lived experience

Patterns of Being HTRs

Being a heart transplant recipient has led the patient to “live in a different world.”

The world of heart transplant also has its own attendant beliefs and ways of working, and

the interaction between the people in the world of heart disease and those in the world of

health care. HTRs always find themselves in a particular nexus of cultural, familial, and

situational practices and meanings. Heidegger uses a term of ‘thrownness’ to express his

view of the person as always already situated, as being-in-the-world and therefore "not a

radically free arbiter of meaning." (Dreyfus, 1991). “Thrownness is meant to suggest the

facticity of its being delivered over.” (Dreyfus, 1991, Benner, 1987). Out of that - * - - -- ** -

thrownness, they have to take a stand on themselves that is the way one is projected in the t

present and future. Based on the current data, three types of thrownness were exposed.

Each case of throwness also shows its own distinctive mood. Since mood is pervasive,

often so pervasive as to be transparent, each way of thrownness discloses to patients

differently about how things are going with them. This different mood of each

thrownness just let things show up as mattering for patients.

"Thrown into a nightmare" with a mood of fear

The first pattern is being "thrown into a nightmare": Tamara was abruptly

offered a HT. The rapidity of the breakdown of her life world was incredibly fast. The

news of HT where heart failure had an abrupt onset was like diving into a totally new

territory without any prior local map of knowledge and common sense understandings

about how to live in that territory.
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INT: Then, how long have you been suffering from your heart conditions before
the transplant?
Tamara: I did not. I, I got sick on Thursday and on Sunday I went into cardiac
arrest. Thursday to Sunday. Boom! That was it. I was never sick. Never sick
before. That was it. It happened so fast, I did not really... I never was sick in my
life. So, it is a kind of strange. When my doctor suggested a transplant, it was so
scary. I resist having that surgery. I did not know what was going on. At that time,
my doctor brought Daniel (a successful HTR). He helped me a lot to make
decision.

Tamara is a sudden acute patient who had a rapid onset of illness and she was

suggested for a transplant within four days. Before she realized the seriousness of her

heart condition, she was forced to surrender her own heart, an intimate central organ, and

insert a stranger's heart into her body. Tamara's mood of fear assisted her to strongly

resist a HT. The unimaginable option to surrender her own heart required enormous

courage to take a great risk for a more beneficial trade. Without enough time to consider

and to compare the positive and negative effects on her future life, surrendering her own

heart could be interpreted as death itself. The critical necessity of a HT could not be

practically realized by Tamara in four days. Dr. Derilla (the transplant cardiologist)

sensed Tamara's evident mood of fear and tried to add a more pleasurable imagination of

post-HT life into Tamara's dreadful and somber picture. When Tamara met Daniel in her

hospital room through Dr. Derilla's insightful invitation, Daniel’s support that was filled

with his charismatic confidence as a successful business man caused Tamara to perceive

the HT as a privileged miraculous treatment. She wanted to believe that her HT itself

would work to save her life from imminent death and to restore her as a mother of three

children in the same way it worked on to Daniel. When a fantastic pictorial advertisement

for a cruise is presented and we are asked to put ourselves into that picture; so was

Daniel’s picture of the post HT life by Daniel's works of support in starting Tamara's

126



“cruise” in the HT world with desire. In addition to this coloring of a pleasurable and

hopeful mood converting into her future projection, Tamara's conversation with her God

in her near death experience helped her to believe that she would not die and would

have extra life time. She also learned that a heart is not a “soul holding organ.”

Miriam also belonged to this type. When she rejected the idea of HT as a reliable

life choice, her deteriorating shortness of breath and fatigue never allowed her to go back

her home. Since Miriam is one of the very early cases, without any meetings for ensuring

the positive aspects of HT, a cemented memory of a HTR who seemed to have an awfully

poor quality of life in her home town discouraged Miriam from accepting a HT as her

own life choice. However, when Miriam realized that she would never be able to be

discharged from her confined ICU room, she had a desperate fear of dying at the - * * *

hospital. This fearful realization helped her to take a risk, to plunge into the world of HT *

and to lose her own heart in order to receive a stranger's heart. Her cardiologists and

fellow physicians of multiple departments took time to explain to her about many

benefits of a HT.

Usually, the early patients had difficulties imagining what it would be like to be a

HTR. This uncertainty easily assisted patients to draw very fearful pictures of their future

life with a somber mood that was fearful of a dark color. However, despite her fearful

uncertainty, earnest and devoted explanations and supports from health care providers

helped Miriam and Tamara to add a brighter meaning and moods in order to be HTRs.

HT forces a patient to trade one set of problems with another. Thus, health care

providers’ insightful sensing of what would be added as positives in that trade of an
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individual patient in particular time and context create emotional climate or mood that

could open up or close down possibilities.

"How can I be evaluated?” Being an informed decision maker by detaching mood

The second pattern is a prepared candidate. They walk into the HT world like

armed soldiers with a pre-conceived idea about what it would be like to be a recipient.

Daniel: In the summer of 1990, I started to get significantly worse to the point
where I had trouble walking two blocks at the time, incredibly exhausted, you
know, came home from work, flopped down on the couch, watched T.V., crawled
up to bed, slept and went to work, came home, did same thing, everyday. And
probably in October of 1990, I told, actually, probably couple of doctors who
were treating me at that point told me I should come in for an evaluation for a
transplant whenever I felt like It. That's it. It gets significantly worse. So then in
October, I called the surgeon, and I said, "O.K. how can I be evaluated?"... Not
being dead is the greates major benefit of HT. Really, I mean that the choice for
me is getting a transplant or you will die. For me it was an easy decision. HT was
pretty welcome. Otherwise, I was going to die. If I didn't die, I would be living a
life that was so horrible that it was worth a risk.

Two to three years of gradually worsening health condition delivered Daniel into

the HT world through moods of despair over his current condition and hope and good

preparation for a new future. The deterioration of his health was presented gradually.

This kind of patent is relatively young and has had 2 to 3 years of heart failure history.

Daniel’s lived body already embodied many skills to trade more valuable activities with

less important activities. The collective memory of Daniel’s illness can inform him how

to scan his daily and minute experience. His gradual deterioration allowed him to be

prepared and to be informed about HT. From the point of his decision, he tried to be calm

and objective. When Daniel noticed the decline of his own heart to pump his daily

demands, he made a phone call on his own. “How can I be evaluated?” expresses

Daniel’s confidence to make a decision on his life as an independent and autonomous
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agent. Two years of continual interaction with his cardiologists informed him about the

risks and benefits of HT.

In this type of mood, Daniel was trying to be a self-perceptive and a self

determined person for deciding to trade his heart. During the interviews, his mood was

detached and objective. His skillfully trained ability of rational calculation assisted him to

exclude any of his bothersome moods. He excluded not only negative moods of fear,

sorrow, sadness, pity, or misery but also exaggerated moods of over-excitement. His

serious comparison and calculation was ever present for measuring the benefits and

losses of HT in his conscious and unconscious efforts. Even though he wanted to make a

calm judgment through self-possessed and detached emotions, when he could put the

mood of “horrible” on his projected non-HT life, the decision became “pretty easy.”

Daniel’s experience of waiting those dreadful 28 days added up more “horribleness” into

his ill life of heart failure, a life he hoped to leave behind through the HT.

"My HT is a dream come true event": Bright passion

The third type is “Longing to be thrown into a dream world of HT." For a life

long sufferer of a heart disease, HT can be experienced not as a risk but as an ardent

dream and fiery passion. A suggestion of a HT can be interpreted as a "miraculous gift

for a second life" and "my dream come true" instead of merely an advanced medical

technique to extend the quantity of life expectancy. Being a HTR means to exchange an

already severely broken-down and worn-out old heart with a perfectly healthy young

heart. Living with chronic heart failure for a long period taught them to perceive and

realize the “horrible” quality of life due to their ill body. Their dwelling in the world of

health care institution and their lived bodies of memories of collective suffering through
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their illness assisted them in fantasizing about their post-HT life. Dr. Mason's

published experience is a helpful articulation in order to understand how a chronic patient

is eager to recover his normal life by HT after life-long wretched suffering (Mason,

1995).

“The phrases "suffered an infarct" marked only the beginning of the suffering.
Since that event, there have been 27 hospital stays for acute heart failure,
pulmonary edema, life-threatening arrhythmias, intractable angina, or some
combination thereof. During this time, I underwent 13 electrical cardioversions, 8
coronary angiographies, 5 angioplasties, 6 heart catheterization, one pacemaker
insertion, and a triple coronary bypass (p.345).”

During the long period of a great breakdown, chronic myopathy patients tend to

long for HT and are grateful when they receive it. They perceive their own cardiac

surgeon or cardiologist as a god or goddess when they enter the program. This view

assures them that they are very fortunate beings. Being a candidate means being the

luckiest man in the world' and having a 'second lease on life." Usually, before being

HTRs, they experience a relatively long period of waiting as outpatients. This status gives

them more chances to attend meetings of heart transplant support groups than any other

type of patient. They meet other candidates and successful recipients who talk mainly

about the positive aspects of HT. The candidates then start to develop a fantasy-like

expectation of being a recipient. Their coloring of the post-HT life is a mood of very

bright colors throwing them into a dream world. This excited brightness leads them to

enter into the HT world with great gratitude.

"Finally, a new dream entered my life; hope had been revived. The concept of
new heart-accepting a living thing to be intimately woven into my life, protected
and nurtured, to marvel at its growing strength, adapting, becoming a key member
of my family of organs-to me, was somewhat analogous to adopting a child. I
knew I would give it a good home (Mason, 1995; p.347)."

.
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Usually in this pattern of throwness, recipients have a great feeling of being

"rejuvenated' due to the great age gap between the recipient and the donated heart. One

transplant surgeon warned Peter not to forget his actual age of 53 years in order to

prevent him from suddenly working too much. Peter's eagerness to start a radically new

life and perfectly healthy life without making any mistakes that would ruin his precious

and hardly worn second life has been prepared through his long waiting period. In this

type of thrownness, his surgeon's warning worked like a painter's final touch of adding

contrasting dark colors in order to visualize a more vivid and realistic picture of the post

HT life.

As we have discussed, each patient’s illness trajectory offers different moods and

unique projections of the post-HT life. HT patients’ transparently or visibly interfused

moods reveal very different concerns and possibilities. Thus, in order to draw a more

distinct picture of the post–HT life, extremely dark and somber mood was needed

additional lucid brightness. By contrast, the overly bright fantasizing mood was needed

contrasting dark and somber colors.

The meaning and mood of the discharge day

After a transplantation, patients prepare to re-emerge into their pre-transplant

lifeworld. Considerations for discharge mandate that the patient deal with the task of

anticipating discharge and plan a role shift toward greater independence (Paris et al.,

1985). It is interesting to consider the meaning of holidays around each patient's day of

discharge. Most patients remembered the holidays orienting their day of discharge such

as Easter, Independence Day, or Thanksgiving. The meanings of particular holidays have

some power to shape their post-transplant attitude. In Daniel's case, it was Thanksgiving
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Day. Thus, he tried to not forget his first thankfulness by periodically reminding himself

by annual donations for his transplant program. Peter was discharged around Easter. He

hopes to restore his broken relationship with his grown children and to radically begin a

new second life by shifting himself from being a Type A workaholic business owner of a

demolition company to being a more available and generous father. In Mr. Samuel's case,

it was Independence Day. Therefore, he tried to take more charge of managing his on

going diabetic and post-HT's health than before. He is actively trying to stop smoking, * * * *

improving his diet control, and attending a diabetic control class and an exercise club by

himself.

Samuel: The 4th of July, I went home. Independence Day. There are lots of
fireworks because I am going home like that. O.K. Now let us go back. Then, I
started to follow exactly what everybody told me to do. Exercise, exercise,
exercise, and exercise. And insulin, insulin, and insulin.

Metaphors of HT -- *

The immediate post-surgical and discharge period is usually a time of relatively

little stress. The patients often express surprise at the lack of pain and increased strength

they feel within the first week of post-transplantation. They are usually stronger within

the first few weeks than they have been for several months and are able to walk in the

halls within a few days after surgery (Allender, Shisslak, Kaszniak, & Copeland, 1983).

They think about their donors and families, and develop meanings and core metaphors
about their heart transplant experience. These metaphors play a critical role to inform

their HT experience.
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“A permanent loan"

Daniel as a financial worker gave the metaphor of a "permanent loan" for his

donor's heart. Consequently, he tries to find a way to repay the loan within his realm of

possibility. This core metaphor had great power in shaping his post-transplant life trade.

Daniel: I became a nice person after my operation. I really did. I become more
sensitive to other peoples' frailties. You know, you hold doors for old ladies and
you help old ladies cross the street and you make allowances for someone who
can't walk as fast, you definitely have a different view of the world when your life
is saved, especially, saved by someone who died and gave you an organ. It is very
hard to describe that. But it really gives you a different outlook and my heart is a
kind of a permanent loan. I want my life to give something back."

Daniel was discharged on Thanksgiving and believes that he has to stop and be

thankful for the new heart periodically and that the new heart should not be taken for

granted. Daniel established a heart transplant fund at his hospital and is making annual

donations to help other patients who needs financial support. He also believes his

participation with this interview can be another way of giving back out of gratitude.

As a businessman in the economic world, Daniel embodies the meaning of

“permanent loan”. The subtle meaning of “permanent” and “loan” may help him to

envision his future as a successful “permanent’ survivor and a productive social member

who could keep the financial and moral ability to repay the “loan.” As a possessive self,

he owned a donor's heart by a means of borrowing or purchasing one. These metaphors

are based on his self-understanding as an economic agent. The modern economic self

defines itself by the disengaged reason “with its associated ideals of self-responsible

freedom and dignity of self-exploration, and of personal commitment” (Taylor, 1989

p211). As Taylor (1989) describes,
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“The modern culture outlook stresses the goals of production, an ordered life,
and peace. In the Western self that is rooted in Locke’s punctual self as a responsible,
disengaged, autonomous, free will agency, its being is inseparable from self
consciousness. Self-perception is the crucial defining characteristic of the person for
Locke...All that remains of the insight that the self is crucially an object of significance
to itself is this requirement of self-consciousness. The self as a being that is essentially
constituted by a certain mode of self-concern in contrast to the concern we cannot but
have about the quality of our experiences as pleasurable or painful.” (p.49)

Although the donor’s heart is a priceless gift, Daniel as a sole independent, self

determined responsible agent tries to find a way to pay off his debt of a donor's heart in

several ways. The way of paying off defines his new being as a person who is growing as

a result of his HT. His new self-understanding as being a debtor assisted him in being a

nicer person than before as he states himself. The abstract picture of being a nicer person

faithfully reflects his ideal of responsible agency. Daniel's gratitude did not focus so

much on a particular donor but found its expression in “repaying” the loan through

financial contribution to the medical center's transplant program. Being a good HTR

means being a good loan payer of good credit.

"A new heart welcoming my body"

Peter experienced a divorce and family breakdown during the time of 8 years of

cardiomyopathy. He gave a metaphor of a precious adopted baby to his new heart that

comes from an 18-years-old boy. When he tried to reestablish broken communion with

his two grown kids, he also wanted to raise his new heart as an adopted healthy young

boy by protecting it form any harmful complications.

Peter: I think, it is a truly funny heart, this new heart is like, it is welcoming to
(my) body. You cannot take it for granted. You have to make it feel "welcome". I
started thinking about it. The heart does not have a feeling also. I mean that is
how I feel, and at least your life was too much abused, you mean, you have been
given an extra special gift...
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To welcome the new heart to his body is like a house or host greeting a newly

adopted 18 years boy. When Peter was waiting for a new heart, as a demolition worker,

his life-long career experience assisted him to treat his wait for a new heart as a fully

charged battery. However, after his HT, his sister's inspiration regarding the meaning of a

new heart as an adopted young boy and suggesting of “welcoming the new heart” taught

him to turn away from a very mechanical way of thinking to increase the complicated

healthy habits required to maintain his second life. He also said;

Peter: The transplant did for me, it has opened up a whole new set of doors or I
will have to go back and re-establish completely new relationship with my
children, like I had to children, 24 and 25....
Peter: They went their way and I stayed. I mean it is like they grow and I stopped
growing. Now they had 9 years to develop their friend ship and their lives...Now
my main goal is to catch up to them and to get involved again with my children.

In this metaphor, Peter takes parental responsibility as a father to get involved

with a donated heart in a healthy environment. When he regrets his lack of

communication and spending time with his two kids due to his last eight years of heart

failure, his daily exercise earns a meaning as a means of communicating between himself

and the 18-year-old boy (donor's heart). He tries hard to exert his effort to develop a

good habit of walking. This effort to rebuild a desirable interrelationship between him

and the heart was confirmed to be accomplished when he heard fast heartbeats of the

denervated new heart and felt the refreshment that comes from a period of exercise. By

exercising, he tries to keep conforming his healthy connectedness to the new heart based

on his understanding of “being a good father is one who does sports together with his

children.”

* * * *
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“The new heart is mine”

Tamara’s identification of the new heart as her own one is the desirable and

encouraged pattern of relationship with a donor's heart in most heart transplant programs.

Many health care providers tried to make patients think of a new heart merely as a spare

muscle pump. This mechanistic and objective linking with a donor’s heart assisted

Tamara to avoid brooding about any unhealthy guilt and to save her from unnecessary

burdens in her second life.

“I have to fill up my donor’s unfinished life”

Attached to any identity development could be a source of dangerous

pathological psychology. However, Mr. Snyder's attachment was expressed in a way to

strengthen his second life. When a 62-year-old Mr. Snyder received a 32-year-old

donor's heart, he also received a full length of information regarding the donor's life and

the family by exchanging letters with his donor’s family. Knowing a donor’s name is

very rare for a recipient. However, contrast to other recipients, Mr. Snyder calls his donor

with the donor's own name instead of using the anonymous “my donor.” The mother of

the donor sent long letters about her son and explained the donor’s relationship with her

daughter-in-law. Mr. Snyder had meetings with the mother and the donor’s wife since

his operation. He always carries the donor's picture in his wallet. The donor was a US

army soldier who served in a South Korean army base. The donor married a Korean

college student there. After returning to his home country, the donor worked as an

engineer until the horrible automobile accident that killed him. In this interview, Mr.

Snyder brought the donor's picture in which the donor was wearing a Korean traditional
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dress. No one can look at the young and handsome man's sweet smile without showing

tears.

Snyder: Of all the people that are on the transplant waiting list, for some reason,
they never do get a heart. And then you stop think “Why did I get one, but this
young 32 year old person died?” Why did he die? Why did I get his heart?” And I
would like to think to myself sometimes that-my donor's name was Saul-And I
think to myself, well, maybe Saul died unexpectedly, but he had something else
that he needed to get done in this world, so they took his good heart and put it in
me. For mine is not good, (laugh) so, I could help finish what he had to do or
combination of things. His heart helps me to finish what I had to do, because I am
unable to do it. And combination of his and mine.

Mr. Snyder tried to find the right answer for his HT. Under the current condition

of organ shortage, to receive a heart is not always possible. Confronting his own death

and searching for the reason of Saul’s (his donor) death helped him to think there was

some mission involved in his HT. The combination of Saul’s heart with his body is now

searching for a fitting job to do. Based on his self-understanding, whenever he was

invited to give a speech about transplantations and organ donations in churches and in

meetings to promote organ donation he would frequently talk about his own experience.

These speeches became one of the fulfillments of his second life and his donor's

incomplete mission.

While he enjoyed his retired life of playing golf and baby-sitting his

grandchildren, he also volunteered to persuade recipients to write letters to donors’

families. In his understanding, not writing a letter to a donor's family is an unimaginable

behavior as a human being. His four grown-up children became a family for the donor's

wife and mother. They shared dinners together. By inviting each other's into their homes

on birthdays, they became a surrogate family. The donor's appearance was similar to that

of Mr. Snyder in his youth, as shown in a picture. Their facial similarity to each other
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further assisted Mr. Snyder to believe that his young donor lives his life in Mr. Snyder's

old body. Mr. Snyder's connection of the donor's identity with his own aged body creates

a new form of human relationship. His wife is also very comfortable to see the handsome

looking donor's face and to hear a warmhearted person's heartbeating in her husband's

body. A well-groomed donor’s identity provides an opportunity to come to terms with

accepting a donated heart and to restore his broken image of identity and to strengthen his

healthy life.

Most of the health care providers in the transplant arena encourage patients to

think of a donor's heart as a mere muscle pump in order to prevent them from unhealthy

guilt and identity attachment. However, in programs that promote organ donation, the

donor’s heart or organs are frequently described as ever-living organs in the form of

living their unfinished lives in their recipients’ life. Many donors’ families also want to

know about recipients’ post-HT life.

Reassessing the everyday world Space

HTRs entered their pre-transplant everyday life-world with an expanded vision of

the post-transplant experience and their changed physical strength. The direction and

degree of changes in physical strength shaped the way of re-emerging into their life after

the transplant. The body is a creative source of experience and the ultimate medium of

experience and thus of our understanding of the phenomenal world (Merleau-Ponty,

1965). The rhythms and disruptions of experience presume a socially organized

lifeworld, and a description of the contours of the social world, as experienced, requires

attention, not only to the cognitive shaping of experience, but to the sensual body as well

(Kleinman, 1997).
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For the acute victim, the one who had little or no pre-transplant illness, re

entering "my home" means entering a pre-existing taken-for-granted transparent world.

Their body's collected memory of home requires new perception. If they were full of

energy at home before, their physical strength after HT is different from their

expectations. The experience of breakdown in the space of 'my home' creates another

perception of their everyday lifeworld and themselves. The same space now looks

different. They begin reassessing physical space according to their new perception of

their body. A few stairs can be interpreted as a great obstacle to sleeping in one's own

bedroom. This perception of breakdown of “being at home” in “my home” pushes them

to reshape themselves and constantly expand or shrink their situated possibilities. Tamara

continuously scanned her changing perceptions and new meanings. Tamara needs to be

patient and take time to make a complete transition into her home. º

Tamara: I'd learn to walk all over again. I, when I was in the hospital, I could
barely walk. I have a little brick stair before I go into my house. And it was hard
to lift my legs to do that and then when I came into the entranceway I have about
7 stairs, I couldn't even go up on them. I had to sleep downstairs in my living
room. It is a couch bed. So, I would sleep there for a while to get up the stairs,
because I, I did not have the strength I used to have. However, my mind was not
prepared. It happened so fast, I never was sick my life. So, it is a kind of strange,
but I just had to be patient and realize (that) it would take time.

In contrast, for chronic cardiomyopathy patients who already experienced the

severe breakdown of the everyday space before surgery, the increased energy level

resulting from the post-transplant creates a different perception of the body and the social

world. After discharge, they usually entered their homes with greatly increased energy

levels. The initial mood directs them in how to measure the performance of their current

bodies with the “ruler” of the past one. Peter's passionate fantasy makes him almost
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forget his history of HT by the enormous change in perception. He notes that his

different way of feeling makes him a different being.

Peter: I used to have a cabin at 3000 feet elevation, in (rural setting). I could not
go up there, because the air is so thin. I could not breathe. The only way I could
go up there is that I took an oxygen bottle, then I was comfortable. Now that what
I have is new heart, I can go, I can go up 18,000 feet and it does not bother me.
You know, I've been to Tahoe, so it doesn't... I do not run out of breath, I do not
need oxygen gas. Before my transplant, I could not sit here to talk you 15 minutes
without being enervated...The energy level is so high, it is like 500% more or
better. The one, the one bad thing about the transplant is...that you forget that you
had a major surgery. You know you feel so good.

HT offers a HTR to expand the space of lifeworld. A different body opens up a

different world (Heidegger, 1962; Dreyfus, 1991; Benner, 1987). Tamara reassessed a

few bricks as the great obstacle that prevents her from sleeping her own bedroom. Peter

measured each block's distance in his neighborhood by his daughter's car odometer in

order to plan and measure the distance of his daily walks. Daniel gradually pushed the

edge in order to accomplish his career duty from out of city, to out of state, to out of

country. These are all good evidence to see how the post-HT life offers different ways of

perception to scan and assess the everyday space. When a patient tries to measure the

possible space in his/her everyday life world, the patient also needs assurance of safety to

venture out in new public spaces. Peter's daughter helps him plan his walking miles.

Daniel’s nurse coordinator gives him printed information about the name and location of

distant transplant centers and a referral of physician's names. These are example of the

redefinition of sense of security and safety in public spaces, and how important

informational and social support is.
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Embodiment of immunosuppressive medicine

A successful heart transplant immediately rescues HTRs from the horror of heart

failure. It also delivers them into completely new struggles, a life compromised by the

constant threat of infection and rejection, and all the subtler physical and psychological

effects--still little understood by doctors--of living with a heart that has been severed

from its natural conversation with the brain (Siebert, 1997). For the first month after

surgery HTRs undergo a weekly heart biopsy, in which a small bit of tissue sample is

taken from the heart and is examined for signs of rejection. Rejection episodes usually

have no symptoms, so biopsies have to be performed throughout a transplantee's life,

every two weeks in the second month after surgery, monthly for the next half-year, and

eventually once a year.

In the world of HT, it is believed that long-term survival for a HTR is largely

dependent on changing certain aspects of lifestyle: adherence to a life-long regimen of

immunosuppressive medications, dietary restrictions, exercise regulation, and special

precautions to prevent infection.

Taking medications

A HTR's life starts with a life-long program of immunosuppressive medicines and

many other medications that control the side effects such as anti-hypertensive drugs.

They are discharged with a huge box of medicine. First, they have to learn how to arrange

the complicated medication schedule with their habitual daily activities. In the beginning,

it requires a lot of attention and others have to help to make taking the medicine a daily

routine. Usually, as time passes, however, the way of taking medication can become a

routine. At some point, it becomes a taken for granted ready to hand mode of habit.
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Tamara: And I came home with a big box and it was overwhelming at first, but
once my mind and my body got used to it, it was not a problem.
INT: So, can you tell me the detail process? How your body get used to it?
Tamara: I would have diarrhea, my medication just kind of run through my body
and I, it was hard in the beginning because I thought how am I ever, can get used
to that. It looks like a poison to me. it felt like medicine everything tastes like
medicine. But, as time passed, I kept taking it and as time went on, and then my
mind accept it. I got to the point where I did not look at it as the poison, I looked
at that, and it is lifesaver. So, it was gradual, gradual process.

Medication causes a variety of side effects. As time passes and each medication's

dosage is decreased, the patient accumulates knowledge of their body in how to connect

each medication with each side effect. The transplant recipients themselves are more

aware and familiar with the side effects of their drug therapy and changed life style than

anyone else could be (Mason, 1995). Consequently, much can be learned from other

transplant patients that are often not conveyed by physicians. If someone experiences a

severe side effect of a medication, the lived body's collective memories work to

incorporate the unpleasant mood and this delays making a positive habit. Tamara's first

experience of medication was a kind of 'poison-taking ritual'. She emphasized the

importance of perseverance through an integration of cognitive acceptance with bodily

Comfort.

Living with Prednisone: “I hate prednisone’.

Prednisone had different meanings for each individual. Prednisone is a major

culprit in the undesirable side effects. Mood swings are common as are periods of

depression. Tamara swap stories about her depression, a cushingnoid face, and fragile

skin to hair loss. As a young woman, her experience of side effects made her angry when

she had to be reminded by other adults who made comments about her changed

appearance. She also blames any kind of negative physical side effects on prednisone,
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even though it is not related to prednisone. Daniel’s narrative is also a good example of

how recipients view prednisone. He tried to protect his identity from prednisone’s side

effect of mood swings, yet he blamed his divorce on a high dosage of prednisone.

When the physician announced a dose reduction, Mr. Ru and Peter had

celebrations. Fortunately, steroid withdrawal as a possible course depends on the patient's

condition. This situation is interpreted as the most desirable status and suggests an

excellent health condition. For example, Mr. Ru believes exercise helped him to get rid of

prednisone. His activity tolerance was increased and finally he successfully withdrew

from the steroid by the point of 9 months after his HT. Peter followed Mr. Ru as a role

model. This fellow patient tried to do his best to walk every day. However, when his

physical strength did not allow him to do the same level of exercise, he suffered more

from frustration and the anticipation that he would be unable to be withdrawn from

steroid therapy than from the real side effects of prednisone.

Living with Cyclosporine:

Daniel suffered from severe Cyclosporine toxicity and experienced a seizure and

5 days of blindness just after discharge. Although the problems are to a large degree

dose-dependent, there is also considerable individual tolerance involved. Hand tremor

(Cyclosporine shakes) seems to be a predictable side effect, but may range from

extremely mild to quite annoying, depending on the patient and the dosage. Forgetfulness

and distractibility are also caused by Cyclosporine. Each symptom caused by

Cyclosporine has great power to impact on everyday relationships. Hand tremor can be

interpreted as a sign that the person is a drug user in certain contexts. Peter's embarrassed

meaning was laid on hand tremor; thus, he tried to hide his symptom by always holding

143



his arm with other hand. Forgetfulness and distractibility can also change work capacity.

The side effects of Cyclosporine are cumulative over time.

Daniel's experience of eight-year survivorship assisted him to clearly connect

each physical symptom with the prescribed dose of Cyclosporine. He also embodied the

new meanings of each side effect through his required daily activity. There is, however,

no way to be withdrawn from Cyclosporine until they arrive at the last destination of life.

They have to live with it. HTRs frequently said that they thought about skipping doses * *

but never did so because the consequence would be rejection, soon followed by death.

The high level of compliance with medications may be related to the perceived

consequences of failing to take these drugs (Bauman, Young, & Egan, 1992).

Living with lack of immunity; "I lose my battle, my immunity is not there."

Living after a HT means living with immunosuppression. It also means living

within a jungle of viruses, and bacteria without appropriate weapons. The battle of not

getting sick is the most critical part. The HTR develops skill in making a clear distinction

between "me and the outer world"—‘Me' as a vulnerable being and the outer world as a

habitat of dangerous microorganisms. Even ‘shaking hands' is a very dangerous risk

taking behavior for Tamara.

Self-protection was exemplified by Tamara's fierce struggle as a mother of three

young children. Having three children means taking more chances than any other HTRs.

Washing her hands frequently, staying away from her children when they are sick, not

attending parent meetings, wearing a mask in public places, not going to movie theaters

during the flu season, pushing an elevator button with a water bottle, never using a public
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phone, and sitting in a back corner and doorway of a class room have become a few

examples of all the heedful practices needed to prevent any critical infection.

In the beginning, these kinds of practices were more difficult or “terrible' practice

threatens their meaningful relationship. After paying great costs, they learn the safest way

of living in the jungle, and finally embody the skill of following the rules. This level of

embodiment also requires many kinds of moral and ethical decisions about their

behavior. The meaning of a responsible person legitimizes being “selfish.” The constant a. * *

balancing between possible risks and legitimization is a central part of their learning to

come to terms with the demands of their illness.

A Hospitalization as a Homecoming

“Unlike other patients, heart transplantation patients are witness to the cycle of
life of the staff members. Patients know when we get married, have children, gain weight,
or change our hairstyles. Patients also witness the evolution of our team. They live *

through staff members’ coming and going and survive our team's growing pains.... º
Members of the heart transplantation staff have an opportunity to help patients being a
new life. Because each of us involved in the process of heart transplantation must
confront the given of existence, the professional position of objectivity or control is
impossible (Paris, Brawner, Thompson & Penido, 1997; p.90 & p.92).”

As Paris et al group described their interrelationship with HTRs as social workers,

health care providers of a HT program are involved with a ‘life beginning project. The

natural scientific paradigm was the starting point of this medical technology. Even

though innovative medical professionals approached recipients’ life with a mere knife,

and a needle and thread, changing a human heart taught about not only the incredibly

exquisite human immune system but also the inseparable interwovenness of embodied

human beings that dwell in a particular lifeworld.

S
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Most of the medical profession, usually, learned the limitedness of detached

rational calculation in caring for heart transplant recipients. The privileged opportunity of

perpetual regular meetings with a patient with a second start in life requires physicians

and nurse coordinators to know a patient more personally.

The HT clinic in this research medical center has a very different kind of

atmosphere. By continual sharing of medical information and each other's life struggle,

patients and staff become friends and family. On the birthday of a nurse coordinator, a * * *

social worker, or a cardiologist of the transplant team, patients gathered to celebrate the

staff member's generous life in a form of expression of their love and gratitude. Sharing a

birthday cake and surprise gifts at the support group meeting evokes the image of a

family birthday party. A woman transplant cardiologist has many nicknames such as

mother hen, guardian angel, or Goddess from patients. When patients tried to describe

the nurse coordinators, they were extremely complimentary and grateful. The hospital

became the place of their second chance. As Miriam (1998) wrote, “going to hospital

become a homecoming” for her.

Commentary

A thematic analysis of embodiment with HT recovery processes helps to look at

the HTR's experience through the patient's eyes, and to integrate that experience into our

understanding of the HT phenomena. Different illness trajectories have great power to

shape and inform the HTR's experience. Articulation about the embodiment of multiple

meanings of symptoms/side effects and core metaphors helps to better understand the

HTR's experience in their lifeworld context. The mood of the waiting period guides the

ways the patient is thrown into the world of HT.
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Immunosuppression leaves the recipient open to potentially life-threatening

infections, and long-term use of powerful steroids such as prednisone may lead to other

serious medical problems. This study also teach the power of making sense of HT in a

patient’s own terms to show him/her different possibilities in one’s lifeworld.

Changing one's habitual every day life world requires enormous effort. The

mechanical exchange of a damaged heart with brand new one is not ultimate solution for

their already disturbed life struggles. After the HT, new physical symptoms resulting

directly from the surgical procedure and indirectly from the side effects of many

immunosuppressants force them to embody another meaning for the "scary bodily

symptoms and performances". The immunosuppressants and follow-up medical schedule

also require a new construction of a habitual life world in terms of diet, exercise, rest, and

activity.

The relationship with a donor's heart has great impact on making sense of being a

HTR. Every recipient passes through the process of making sense out of being a good

recipient. This making sense is a critical coping resource emotionally accepting a HT.

1. s. --
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Chapter 6

The Clinical culture of Korean heart transplant program

A surgeon’s adventure

What it means to be the first Korean heart transplant surgeon

Dr. Sunguja: I was born just in the middle of the Korean War, 1951. It was a
very hard time for everybody. I hope to be the first (best) scientist who will
develop the most advanced technology from my childhood. Of course, it should
defeat Japan. When I was in fourth grade, my best friend had a long-drawn out
persistent illness and he died. It was a congenital heart disease. Since then, I
dimly have wanted to be a doctor for heart problems...

More than 100 years ago, Korea opened the door to the Western modernized

world, and in its own way we tried to make an effort to achieve modernization and

industrialization by introducing the advanced Occidental civilization and adopting things

Western. However, those efforts failed to achieve the intended success, and eventually

Korea was to be reduced to a Japanese colony. Koreans lost the nation and had to be a

colonial slave for thirty-six years. After the Independence of 1945, Korea was divided at

the 38-degree line by foreigners’ decisions in the UN. In one day, more than 60,000

families, wives and husbands, fathers and sons, could not meet again. North Korea was

under Russian Communism. South Korea followed the line of democracy of the United

States.

The strong desire for national unity fueled the Korean War. However, without

approaching an agreement, the three years of atrocity of war ruined and destroyed

everything. Nothing was left but an imminent and urgent desire to escape from absolute

poverty and a wretched life. Many people became refugees and the refugees were in a

Wretched plight. Foreign relief goods of the industrialized Western countries were
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inscribed in people's mind as a symbol of a better life. From the simplest wares such as

clothes and shoes to complicated wares such as cars and ships, Koreans felt the need to

learn and develop our own technology in order to produce those things. The whole nation

did everything for faster and more efficient economic development. Technology got the

first priority. The most powerful ethos of those days was “we can do it.” Under the strong

military dictatorship of President Park for 18 years, everybody had to devote their

personal life, wishes, hopes and dreams for national economic growth. There were no big

differences between farmers to scientists in the extent of expected effort.

Under the given condition of military dictatorship, the desire for democratization

always had to offer the seat of first priority to the imminent demand of the country's

industrialization for almost 18 years. From 1961 to 1979, Per Capita Earnings increased

from $94.90 to $1592. The world called it the miracle of Han River. It required a radical

departure from the old traditional values. Materialism and Capitalism took the top

position in everyone’s mind.

Anti-Japan emotion was the strong compelling power to push our people to

devote their private time to achieve the goal of economic and technical development. The

ex-colonial sovereign, Japan, as our nearest neighboring country played a role as a visible

rival for the competitive game of economic advancement. Everyday we heard in the news

our nation’s new achievement in the forms of “the best something in Asia”. It meant that

We had accomplished something that Japan had not yet accomplished. It could be the

tallest building in Asia, the largest iron-producing company in Asia, or a broader

highway than those of Japan.
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Everyday, in every school and office where people had to gather to do

something, we started the day by reciting the declaration of the people's educational

statement. The first sentence begins with “we were born to restore our country and it is a

our historical mission in our time...” Everybody had to recite the 393 words of this

Statement.

Our people's attitude of adopting unfamiliar Western advanced technology

always accompanied the strong expectation that it would bring a new turning point for the

development of our nation, the feelings of inferiority that came out of comparison

between our nation's existing reality and the advanced Western industrial countries, and

the nervousness that we needed to adopt Western techniques as fast as possible--

otherwise we may repeat the same failures of the past far behind and lose our country

(Korean History Investigation Academy, 1999).

Scienticism is still a prevailing belief, that scientific techniques can solve every

kind of human problem. In addition to this, Economicism is another strong pervasive

assumption, that the best educational goal is to increase the number and quality of elite

experts to strengthen the nation’s competitiveness (Korean History Investigation

Academy, 1999).

Like many cardiac surgeons, surgical technology is regarded by Dr Sunguja as a

technical skill similar to that of automobile mechanics. His best friend's death in

childhood was interpreted as a pitiful outcome of falling behind in national medical

technology. He believes that more advanced medical techniques can overcome

unnecessary human death. Medical service was one of the privileges for the rich in those

years. More than half of the population had never met a doctor in their entire life.
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“We could not gain any game points”

Dr. Sunguja: Those days (early 1970s-80s), our country's heart surgery
technique was very far behind advanced international level. Coronary artery
surgeries had never been done at my medical center. Complicated congenital heart
disease patients almost always had to die...(We) could not gain any game points.

By this metaphor “game point,” he means gaining a competitive edge over other

countries' technical and scientific accomplishments in the treatment of heart patients. The

nature of technology is to compete by replacing one generation of skill as quickly as

possible with the next. In this game, the score of the countable aspects of the nation’s

degree of advances in cardiac surgery depends on the number of surgical techniques and

instruments we have devised. In the game of surgical techniques that chooses one winner

as the master craftsman, the greater degree of difficulty of patient problems means more

game points. However, with the terribly limited medical facilities, there was no

reasonable spare time for researching and developing new surgical procedures such as

heart transplantation. While many patients with complicated heart problems had to die,

the doctor's office was always filled with too many patients. Since the immediate

demands always took any possible time needed for researching routine procedures, it was

so hard for him to find some innovative and supportive senior staff or brave colleagues to

work with to learn and try new surgical techniques in his country.

Dr. Sunguja: After finishing my resident training in Thoracic Surgery in my
school (the top ranked national university medical center), I got a fellowship from
the Oregon Health Science Center... it was my first time to see coronary arteries
(at the Oregon health center). (Even though) I finished my resident training as a
thoracic surgeon, I had never had a chance to see coronary arteries and there was
no systematic, thorough technical training (for suturing those tiny vessels) from
my school and resident training. My knowledge from any reading of medical
textbooks and journals was not falling too far behind in them. However, in my
technical skill, I needed a lot of work. Since then training has been my hell. I
never slept more than two or three hours. Every night after I finished my duty, I
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went to the 24-hour medical library to watch videotapes of live surgical
presentations. The library sofa was my bed. In six months, I could be involved in
the team with my own duty. After one year I could do my own surgery...

A long history of Confucianism built a tradition of education that emphasized the

reading of the main virtue books such as Dialectic, Great Learning, etc. Passing the Civil

Service Examination, this academic scholar was conceived as a top position of society.

Reading books is interpreted as real scholastic learning. The Korean Confucian society

put physical labor as the lowest occupation in its seriously hierarchical society. Reading

books is considered the same as learning, whereas doing something through physical

activity is not.

Reading international journals was his only channel of having information and

one of the privileged duties for residents in an impoverished and closed country. At every

weekly conference and seminar of his Chest-Surgery department, he was one of the best

reciters of the current topics. However, having just information of advanced technology

could not satisfy him. A surgeon's job requires not only a theoretical understanding of the

human anatomy but also skillful manual dexterity for handling the human body.

Therefore, as he stated, “with a great ambition that could penetrate the sky,” he arrived in

the United States to study cardiac surgery. When Dr. Sunguja entered the operating room,

however, he realized painfully and shamefully his too awful ignorance, he said. It was the

moment that he needed to define himself in a very different way. In order to raise his self

esteem which had fallen to the bottom, he had to confront new challenges. The spirit of

“I can do it” combined with the spirit of “I have to do it” pulled him to gain technical

mastery of the surgical procedure. One of the health science centers in the US had
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everything that he needed for his training of new skills and information. He used it fully

and made it his own.

Writing Chinese letters on a rice grain

Dr. Sunguja: One day I visited a Chinese technician’s home. He was an
orthopedic surgeon in his country. But, he worked in the U.S. as a technician,
because it was easier to earn money. He was a demon of sewing. He helped me
and taught me many things about surgical techniques. One day I found him
writing one thousand Chinese letters on a rice grain....He had been doing that for
more than thirty years...I was so shocked and lost my words. ...I thought, Ah! I
need special practice (to refine my hands)... Every other week I bought a cow's
heart (to practice the suturing of coronary arteries)... One Thanksgiving Day, the
butcher gave me a gift (that) was wrapped with beautiful paper. It was a very
thinly sliced cow's heart. He thought I had been buying them for my stomach and
that I did not have enough money to ask him to slice those hearts, because it cost
extra. It was his gift to me for Thanksgiving ...

In front of his operating room, there was a big quilt hung on the corridor wall. He

sewed it with a surgical needle and suture silk. The quilt looks like a Quaker’s white

bedspread of very close and fine stitches. Hair-like threads are used for “microscopic”

sutures made without a microscope. From one of the TV documentary programs about his

biography, his wife used to complain about his continual practice on his pillows. Once a

week visiting home of Dr. Sunguja was too luxurious practice for his family during the

period of his study abroad. Even for those once-a-week home visits, whether it was day

or night, his wife had to cut those silk sutures. It was impossible for him to make time to

help his wife with their two sons or to spend time with them.

Confucianism tries to teach women to accept any personal sacrifice in making an

honorable husband become a real scholar or a government officer. The value of one

wife's identity in the society is evaluated by her husband's and children's

accomplishments. The wife would characteristically find her greatest closeness to her
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husband when she is functioning in a nurturing, “maternal” role rather than in a direct

heterosexual one emphasizing companionship or shared passion. The marital relationship

usually is regarded as a hierarchical concept of family “harmony” as the ultimate

expressive experience (DeVos & Hsu, 1985). Doi (1969) explains in his book of “The

Anatomy of Dependence,” that being selfless is the first virtue in the collectivistic

society. An individual’s interest always has to be buried by the group's demand. A wife's

interest especially has to be buried by the family’s demand.

An American counterpart cardiac surgeon made jokes about his feelings of

continual experiments of cardiac transplant by saying things like “the bigger the

challenge, the happier I am” or “stress is the spice of life,” or “isn’t it wonderful to get

money by doing these fun things” (Shumway & Shumway, 1995). Instead of making

humorous jokes about his responsibility as a matter of lifestyle choice, we can sense Dr.

Sunguja's very seriousness, his poignant feeling of heavy burden from the self-imposed

obligation of advancing the surgical techniques of our country.

Every other week he had to change the cow's heart. Suturing the tiny coronary

vessels gave him a great opportunity to become familiar with those tiny and deeply

buried coronary vessels. Now everybody easily distinguishes Dr. Sunguja's training

residents with residents from other departments in the hospital cafeteria. Because of his

emphasis on the development manual dexterity and fine hand-eye coordination, his

residents have to use both hands in spite of the traditional Korean prejudice against the

left-handed man as a kind of handicapped person. Using chopsticks with the left hand is

the first starting departure for their life-long adventure to be a master craftsman in the

field of cardiac surgery. Sophisticated manual dexterity is not only the essential weapon
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for preventing any extra damage on the patient's heart and life but also for saving extra

time to do multiple duties like as a researcher and an administrator, a progenitor, a

teacher, and a counselor in his area. To earn extra lifetime of their patients, the doctors

have to continually fight to make time. Their own personal lives always have to be

subordinated to their immediate professional obligations.

Dr. Sunguja's absolutely sleep-deprived work schedule prevents him from having

a hobby, like playing golf or skiing. In his understanding, a doctor who can play golf is a

sinner who neglects his responsibility in his professional calling. While Dr. Sunguja

struggled to learn and to train himself with new technology and medical skills as a

coronary surgeon, he met his senior staffs from his Mogyo (“literally mother school,” or

“my alumni”) at one international conference that was held in the United States. He

found that the Korean Surgeons' Group just went out playing golf without participating

in the most privileged critical discussions. Even at the moment of this interview after

more than 20 years later, he expressed his anger, impatience, and intolerance over his

associates or the already settled older senior colleagues. For surgical doctors, the game is

a matter of life or death of patients. Dr Sunguja believed that the doctor's real game is a

game of saving lives, not a golfgame. For winning more game points, the personal time

for a playful game has to be subordinated to the game of advancing new medical

techniques.

In this embarrassing episode, in contrast to the Taiwanese or Japanese teams that

had many surgeons actively and sincerely devoting their time to learn and participate in

the conference, he could not find any other Koreans in the conference hall. It seemed that

there were no ways to share the burden with others. His combative attitude toward death
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was embedded with his most zealous outlook on present accomplishments. He felt that

his new learning was immediately going to be the representative level of our country's

chest-surgical technique. When he made this decision to go back to his home country, he

had to learn as well and as deep as possible. The tension and pressure he felt from the

burden on his shoulders never seemed to lighten.

After the completion of his fellowship at the first medical center, he began his

tour of self-study training. He carefully selected the best cardiac surgical centers in the

United States such as from the Baylor Medical Center at Houston, Texas to the Stanford

University Medical Center at Palo Alto, California and tried to stay there as long as

possible. From his personal savings, he tried to pay for his training. One surgeon showed

him various of kinds of unusually complicated, congenitally defected hearts that were

soaked in bottles filled with formaldehyde. The internationally-renowned American

cardiologist encouraged him to pay for his training by correcting such anomalous hearts

in Dr. Sunguja’s future operations.

“They tried to wrap a gimlet in a small scarf.”

When I returned to our country, Mogyo (my school) offered a job as general
thoracic surgeon. It means I have to do general pneumo-lobectomy or simple
chest surgery. It did not make any sense for me. I could not understand. Too
much nonsense, ...senior staffs were settled in and sought a peaceful living at any
price... I had trained myself as a coronary vessel surgeon. They did not have any
idea and did not know the potential of my surgical technique... They tried to
wrap a gimlet in a scarf. I made a decision to work at a mediocre, small, local
private hospital instead of the nationally-renowned, large, urban academic
medical center. The small local hospital had only 250 beds. Most of their medical
facilities and instruments were so far behind the other university medical centers.
But within two years, the hospital became the leading cardiac surgical center in
our country. Almost every week, newspapers reported our accomplishment as our
nation's first kind of new and difficult heart surgery.
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Mogyo literally means “mother school.” Like mother in this word, it gives birth

to a new scholar. The relationship between a student and a teacher is understood in terms

of paternal relationships. Koreans idealize an expressive form of paternalism. The

hierarchical pattern is implicitly one of age gradation of older/dominant

younger/subordinate. It is the pattern of interpersonal relationship that satisfies a heavy

expressive need, and in this kind of a paternal and hierarchical society where vertical

relationships are emphasized, obedience, loyalty, and filial piety are the culturally

acceptable and expected attitudes. As a member of any group, it is very hard to present

his own specialty and creativity, especially for younger persons. Senior staffs usually are

treated as fathers or big brothers. If somebody tried to show his creativity as a unique

quality, he immediately would be regarded as a bore, ill mannered, an outsider in the

group. Rejecting any order from upper echelons is an inexcusable behavior and is

interpreted as disobedience. It means to be an unappreciative ingrate who forgets what he

has received from older senior progenitors.

Instead of treating him as a specialist of coronary surgery, they just tried to put

Dr. Sunguja at the bottom of the hierarchical ladder of the department. As he has

complained, the stiffness of Korean medical society was the greatest obstacle for him to

overcome to begin new trial operations. It is a ubiquitous tradition and the cultural

attitude of a military dictatorship combined with a deeply-rooted historical Confucianism

based on filial piety and loyalty to authority as virtues.

Even the gimlet has its own specific function; usually it is metaphorhized as a

nervous, sharp and unharmonious personality. Being a gimlet means to be one of those

outstanding, ill mannered bores. It was such an extraordinary decision to work at the
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small local private hospital. For Koreans, returning to and working at their Mogyo after

study abroad is a symbol for the best success. When he was treated as just one of the

youngest progenies of the powerful bureaucratic medical system, however, he rejected

their offer. Being a medical professor in a top ranked national university cannot pay the

cost of neglecting his coronary specialist training. His courage to say “No” was the first

step to initiating his specialty.

Dr. Sunguja: In 1988, a victim of sexual torture announced her willingness to
donate her heart. It was in the newspaper. There was no one (Doctors) who
wanted to take the donated heart for a transplant. So I told the family, “I am going
to receive the heart for the heart transplant to my heart failure patient.” But, the
director of the hospital where I worked stopped me. His logic was that it was too
much risk of taking it (of the hospital’s newly earned reputation). In the case of
failure, it would be too harmful for him and the hospital. In addition, another
reason was that brain death had not been legalized yet. In addition to this, an
authoritative interpretation came out about the case. It could be regarded as a
murder if I took out the heart from the donor. Many hospitals rejected the
possibility of heart transplant. So after the donor died, the heart was used for
aortic and tricuspid valve repairs. It was our nation’s first case of a homograft
valve replacement. Of course, I did it. The donor was the first human heart donor
in our country. However, I was so frustrated. I thought, “Ah, it could be our
country's limit.” I was seriously considering going back to the United States.
Then this welfare foundations (a foundation of his current working university
medical center) approached me and asked me to develop a foundation for this
medical center. For the (heart) transplant, other clinic departments’ support is
very critical. From one year before this medical center opened, I was involved in
developing this hospital from the beginning. I am a founding member.

Around 1987 and 1988, tear gas was an everyday essential for suppressing

tenacious student demonstrations. By asking for a real democratization, many students

became victims of torture. Female students could easily be a target of sexual torture for

getting any kind of information about the leaders and network of student demonstration

groups. The secret police would not hesitate to use the cruel and shameful sexual torture.
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It was the dawn of the nation's long awaited democratization. Newspapers were

eager to report any story about any heroic death. The family of a victim of ferocious and

cruel sexual torture decided to donate their daughter's heart to transform the shameful

identity of the victim of (culturally shameful) sexual torture into an honorable one.

However, it was not a matter of a personal decision. Reforming a heart transplantation

requires consensus at a public level.

When he confronted again the long tradition of ‘peace at any price principle,” he

saw the limits of his small hospital. In 1979, the nation began the national health

insurance system. It helped people to see doctors more often. This explosively increased

the number of patients who did not have proper places to get health care. Timely, the

welfare foundation that was established by one of the largest companies of automobile

and ships manufacturing, Hyundai, started a private medical center and medical school.

They wanted to develop the ideal hospital where patients could get customer-oriented

medical service. Dr. Sunguja foresaw great potential from the new hospital as a place

where he could try doing anything to save patients’ lives, educating good students, and

doing research of his own.

To examine the issue of brain death and to surface the issue, one of his

progenitors held a monthly hearing, meeting with experts of every area such as religious

leaders, chairpersons of various societies, and congress members. This continual effort to

legalize brain death as a standard definition persisted for 10 years more. In January, 1999,

it finally passed.
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“We tried to do a secret heart transplant.”

Dr. Sunguja: In 1992, we tried a heart transplant as a secret. Because it could be
too stressful to do surgery after advertising about it. However, against our will,
the news was spread by the Love Donation Center. They faxed the news to every
newspaper and mass media. Every kind of reporter pitched a camp in front of my
house and the hospital. For three days, I had to stay at other places.

The news of the first case of heart transplant was a shocking event for everybody

before the legalization of the brain death. Even though it was already settled as a routine

procedure in the United States, for Koreans, it was still shocking. There were so many

obstacles to surmount. Many kinds of Korean cultural beliefs rejected the idea of organ

donation and brain death. Kidney transplantation and other types of organ transplantation

had already been established and routinized and were not rare cases. Living donation for

a family member has strong support from the Confucian family relationship. Since the

heart is a very strong symbolic organ for the layperson's mind, the burden of initiating

the first national case of heart transplant was a tremendous challenge for both the surgeon

and the hospital, the patient and her family, and the family of the donor.

Doing the first case of heart transplantation was a matter of time for Dr. Sunguja

to become prepared. It took more than four years to get the second case of heart donation.

As soon as a donor was available, Dr. Sunguja did not waste any time. From persuading

the patient and family to the arrangement of an air ambulance for the fastest

transportation of the donor, he conducted multiple levels of harmonious effort to make

the first heart transplantation a successful treatment modality. Because he was the only

person who was experienced in doing heart transplantations, he had to play multiple roles

with the real ideas of what it would be like to do a heart transplantation. As a founding
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member of this medical center, he used this status, a privileged position, to coordinate

every level of specialty available from the health care providers.

The news of the first successful case made him a medical hero. Since then, the

fame of his C-S department ranked as the best one aside from other university medical

centers. The advertising effect of the first case of a heart transplant was amazingly

successful. The positive advertising effect of this event was beneficial to the other clinical

departments in the same hospital too. This relatively young medical center received

widespread media attention with splendid spotlights and as a result, the reception desks

began to overflow with patients.

“Every case of a heart transplantation is like launching a rocket into space.”

Dr. Sunguja: At the Baylor Medical Center in Texas, I had participated in
approximately 40 cases of heart transplant. For me, however, it seemed they lost
too many cases due to their negligence of many blind spots. First, they had not
elaborated on their technique in operations; second, they had too many rejection
cases; third, they had too many cases of infection; and finally, they had inefficient
donor management. Their one-year survival was only 80%.
I want to manage my cases with perfect care without any mistakes and with
delicate surveillance. After self-studying immunology, I gained confidence.
Intensive immunosuppression in the first ten days of the early stage will get the
best effect. For preventing infection in that intensive immunosuppression period,
we set the rule of reverse isolation. A strictly isolated aseptic room for a recipient
was set up in the ICU. There is no place that uses this strict level of reverse
isolation in the world(now). However, I believe that preventing of both rejection
and infection is like a set of wheels that requires delicate balancing with each
other. I tried to raise the immunosuppresion level until almost to the point of renal
failure for the first and second week. I also think it is very silly to say it is O.K. to
have more than six hours for the ischemic time for a donor's heart. I tried not to
spare any expenses to reduce the ischemic time. If an ambulance transportation
took 2 hours, I used a helicopter to reduce the ischemic time. Each case of heart
transplantation is like launching a rocket into space.

Even though most of his patients complained to me about this period as the most

difficult and a time that nearly bore them to death, his confidence in the early massive use
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of immunosuppresion and reverse isolation was indomitable. For this isolated, virtually

aseptic period before the surgery, the patient's family has to buy an individual weight

scale, a thermometer, a stethoscope, and a sphygmomanometer for the patient to measure

his own vital signs. The strictly sterilized food is the only permissible food. If the patients

wanted to watch a TV, the family had to buy a new set for this purpose. Even though

there were significant numbers of chronic heart failure patients, no one had ever owned a

stethoscope and a sphygmomanometer to be used at home to measure blood pressure. * -º

These medical instruments purchased early could have used for all family members later.

If Dr. Sunguja found that a doctor or a nurse was not careful to keep this strong aseptic

rule in the ICU room, he yelled at the perpetrator in front of any patients. If a patient

witnessed this event, it would be a great amulet in the patient’s future compliance for

preventing infection.

Nowadays six hours is accepted as the possible ischemic time for the donor’s

heart. South Korea is not a large country. Within six hours, people can go almost any

where by car. However, his compelling perfectionism solicited everybody’s support. The

formerly rare case of using an air ambulance became routine for his heart

transplantations. For the case of ambulance transportation in the heavy traffic condition

of Seoul, police escort was an additional new privilege. He made a metaphor of a heart

transplantation as “launching a rocket into space.” It could be understood that the most

advanced technology and scientific surveillance available was required for his

transplantation. For saving the transportation time of the donor’s organ, he has set the

rule to transplant after midnight in order to avoid heavy traffic and time overhead.
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Unlike his counterpart surgeons who could specialize in one area or a few areas,

he had to develop fine skillful hands in as many area as possible areas in cardiac surgery.

To launch a rocket of heart transplantation he had to fill multiple functional roles just as

an astronaut would to pilot the rocket, direct the team, be a material engineer, and even

an operator of communications. Without a nurse coordinator, psychologist, social

workers, and a financial manager for his patients, he had to have not only perfect

knowledge and skillful hands in every aspect of surgical procedures in a wide variety of

surgeries but also sensitive eyes and ears to respond to his patient’s personal matters.

“A Doctor’s JungSung (Pure devotion) has to move heaven”

Dr. Sunguja: I believe half of medical science belongs to the dimension of
human science. The human body should not be regarded and treated as a machine
or parts of a machine. Many kinds of human relationships can affect a human
body’s function. Medicine has to be regarded as a human science. My own
philosophy for medical education is that it consists of the three dimensions of
knowledge, technology, and JungSung. However, JungSung cannot be taught
through lecture type education. Every trainer has to learn to have Jungsung. I
could see residents’ changes from the start of training to the end of our training.
Their facial expression toward patients was changing as they progressed.
The doctor's true heart is the most important requirement. They become a real
doctor when they have the JungSung to treat the patient as their own parents or
brothers and sisters. Our JungSung has to move heaven to save our patients.
Strong will for saving a patient’s life is the minimum requirement for a doctor's
Jungsung training. Everybody has to devote a his/her personal life to save the
patients’ life with a Junsungful mind. I had never had a vacation. Every year I
had a plan to go somewhere for a vacation with my family. But just before the
departure, somebody always called me. It is very sad not to keep a promise with
living persons. However, if I had to exchange a dying person’s life with a promise
of living persons, I will always exchange more than hundreds of times without
any hesitance. I had to be there for my patients.

JungSung origined from the Chinese meaning letters of Jung and Sung. Jung has

very delicate and subtle multiple meanings of affection or love, sympathy, compassion,

kind-hearted sentiment of pity, longing and yearning. Sung also has a multitude of
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meanings. Sung means usually diligent, sincere, unfeigned, honesty, painstaking

devotion, and prudential carefulness. By combining those ideal two virtues of human

interrelationship, JungSung becomes a very basic and fundamental requirement for

everyday human interrelationship in multiple level and types. JungSung has several

meanings, a true heart, sincerity, earnestness, devotion, fidelity, loyalty, no spare of a true

heart. Literally it could be synonymous with “doing your best with love” in Western

sense. However, it also contains considering the receiver of JungSung as a very intimate

being and it requires devoting oneself to the concerns of the receiver.

For example, the Korean proverb “the best spice of food is JungSung” means if

you cook with your whole heart for the best taste of the desired food, the eaters would

sense and taste the cook’s JungSung. To make the best dish, the cook has to know how

to handle every ingredient by the best cooking methods in the best timing. It requires not

only the best know-how knowledge but also a wholehearted, zealous yearning to serve

the guests with the best taste of dishes. By preparing this kind of JungSung-ful dishes,

the cook would not fail to fulfill his duties and obligation and to keep his word to the

client. Devoting oneself always demands painstaking denial of selfish desire.

To serve the best dish, the cook has to devote his whole heart to desires of the guests with

utmost care to entertain them. In summary, JungSung manifests itself in acts of human

heartedness and kindness. Since reciprocity as the basis of the natural order emphasized

“harmony” with nature and other human beings, JungSung is the first virtue of this

mutual reciprocal interrelationship.

In order to change God’s will for the life or death of his patient, Dr Sunguja

believes that ultimate fidelity, sincerity, and eagerness for his patient’s life can move
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heaven. Strong desires for the life of a patient could be expressed in the forms of

sacrificing personal life, sleeping time, and leisure to always be there for his patients.

Thus his resident could not go to home frequently and had to learn how to fall into deep

sleep within few seconds. His acerbic training style is very notorious. If some training

resident slept more than four hours a day, it could be the critical factor to cause him to

not finish his medical training. Whenever Dr. Sunguja observed any incidences of

residents’ or fellow doctor's engagement in an insincere conversation with a patient, or

careless misbehavior, Dr. Sunguja did not hesitate to use physical force, or scolding in

public places. Joint kicking may be too generous of a warning for his fellow residents.

While he focused on highly technical intervention, he made an effort to build a

JungSung tradition of his practice. By imagining patients as his own family members, he

wanted to continue to relate to his patient as a respectable person. In order to be

embodied of the skillful practice of JungSung, he demanded empathy with patients’ real

life concerns with emotion. By correcting his fellow doctors’ misbehaviors immediately,

he wanted to establish the educational environment for teaching the embodiment process

of JungSung through respectful dialogues with patients. He believes that the educational

method of teaching residency is the ‘face to face’ and ‘hand to hand” correction for

teaching these ethical and moral requirements. When he would notice improvement and

change in his fellow resident’s embodied skills such as facial expression and tone of

voice and their earnest gesture, he would touch and sense visible fruits of his sacrifice

such as the foregoing of personal vacations for the fulfillment of his ethical and

professional obligation.
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“I do not want to be involved in any candidate selection process”

INT: One of my research participants shared his experience. He told me that he
was almost in the danger of not getting a heart transplantation because of his
tattoo on his body. In the middle of the corridor, just in front of the operation
room, you saw him lay down on the stretcher cart. As soon as you noticed the
patient’s tattoo, you told the responsible staff that you were going to cancel the
patient’s transplant. Why did you do that?
Dr Sunguja: You need to understand the cultural differences. In the United
States, a tattoo can be interpreted as a fun thing for most people. For example in
the navy, they did it for fun. However, in Korea, a tattoo is a symbolic mark for
the organized hooligans. Actually, he was one of those members. In addition to
his tattoo, he had many knife scars on his body. I worried about his future
compliance. It could be hard for him to follow the strict abstinence rules of not
smoking, drinking alcohol, and compliance to lifetime immunosupression. I did
not want to waste any donated hearts.
INT: I have been thinking about the episode since last year. Do you ever think
about any necessity to form a committee for candidate selection?
Dr. Sunguja: Now I do not want to be involved in any candidate selection. It is
such a painful procedure. Because, by my selection, some body had to die or live.
I tried to give a commission to Dr. Sunsang, however, he is also human and
wanted to violate and ignore the candidate selection criteria. Sometimes he
wanted me to do surgery for older people or a multiple dysfunction patient.
However, I want to follow the strict rule that was already settled. For example, if I
have to chose just one recipient among a 65 year old and a 25 year old patient, I
will chose the 25 year old patient, because he has a greater possibility to live
longer with the new heart than older patient does. I think it is fair. Old people had
everything already. I think younger people are more disadvantaged in competing
with older people, because old people usually have many things like property,
money, children, and established fame or experience.

To choose a proper candidate, his culturally learned instinct to distinguish good

patients from bad patients was a basic tool. Without any detailed screening procedures

that require the specialties of multiple health care professionals, a tattoo all over the

patient’s body was instantly interpreted as a scarlet letter for predicting the patient’s poor

compliance. While this patient interpreted Dr. Sunguja's stubborn refusal as God's

warning message for his repentance and this episode played a significant turning role in

transforming this patient’s identity from a violent husband, an ignorant father, and a
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member of a gang into a thankful lover, a respectful father and a diligent, hard working

construction worker. However, there was still great potential to discriminate patients by

the ill-defined personal criteria. If there were a transplant committee it would be easier to

reduce his burden of anxiety.

Even though the symbolic power of a transplant surgeon is critical in establishing

the transplant team as a trustworthy program, the transplant cardiologist plays a role of

major care provider through the patients’ lifetime. In contrast to Dr. Sunguja’s self- - -sz

confident heroic explanation about his program, Dr. Sunsang is a modest, quiet, and

diligent transplant cardiologist.

A transplant cardiologist’s story

What it means to be a transplant cardiologist

Transplant as a Ganpan (A trademark)

INT: How did you become involved in this cardiac transplantation team?
Dr. Sunsang: It was by accident. I had never had any thought to do the cardiac
transplant before. Our medical center opened in 1989. Then in 1992, organ
transplant programs were initiated. Our medical center has no “Ganpan” (a Trade
Mark). It was just a larger hospital without any attractive specialties as compared
with to university medical centers. Organ transplant was chosen as a Ganpan for
our medical center. Each department developed its own transplant program.
Frankly, I had more spare time than my other colleagues did. Since my specialty
was Arrhythmia, I had fewer patients than others (doctors). Therefore, the order
was given to me to do it (Become a transplant cardiologist). Then they gave me an
opportunity to observe the heart transplant practice at the Stanford Medical Center
for six weeks with my other team members. I happened to squeeze myself and
step into the team and I came to enjoy it. It was fun. Transplant immunity was so
interesting to learn. I have indulged in it. At first, I was just started by the strong
order that came from above and I was not happy with the idea. Now, however, I
think it was a good decision.

He said that, from his childhood, he wanted to be an engineer-type scientist.

However, just before the entrance exam for the university, he remembered that his
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brother died with a very complicated congenital heart defect. Even though it happened

before his birth, his grandmother and his mother repeatedly told him about it. He kept a

special interest about the mechanism of the cardiovascular system and devoted his

personal time to do extra study of cardiology since he became a medical school student.

The Korean medical school has a six-years curriculum without any pre-med college

education. He trained himself as an Cardio-electro-physiologist for the heart and

specialized as an arrhythmia cardiologist.

In contrast to Dr Sunguja's case, when he got the order to change his specialty

from arrhythmia to heart failure and heart transplantation, under the given order, he tried

to do his best to learn new things and try to fit himself into the transplant team instead of

searching for possible work at another medical center. As he states, he happened to

“squeeze and steppe into the team,” which gives an impression of his effort to make

himself fit in as a member of the transplant team. His score for entering the top-ranked

national medical university was the highest. It could be analogous to the highest-scoring

student of the SAT in the United States. He graduated as the best honor student that

achieved the highest GPA from his medical school. He was chosen as the best potential

cardiologist to become a transplant cardiologist by the sharp eyes of the senior staff. In

his interviews, however, he offers a diffident description about himself so that he might

look like he was a comparatively insignificant person that was just chosen for the extra

job. In the Korean society, modesty is the first and basic virtue of politeness.

Making proud statements about himself can be regarded as one of the “three

ways to be dumb”. Making proud statements about his child, his wife, and himself are

the three typical behaviors that violate the virtue of modesty. High cultural value is
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placed on the expression of modesty. There is also strong pressure for social conformity

felt living within their own system. As DeVos (1980) articulated, a refinement of

interpersonal concerns with acute sensitivity to what others are thinking is the first

criteria in measuring the maturity of a person in this collective and interdependent

cultural understanding. Trying to fit into the existing team is culturally reinforced and

gives him an internalized sense of responsibility to make a harmonious effort to make HT

successful. From this understanding, the evaluation of his value to the team is measured

by his devotion and sacrifice for the total aim of the group rather than by realizing

himself individually (DeVos & Hsu, 1985). “Belonging” plays a major role in advocating

sacrifice and the devotion of his personal interests and time for the required and expected

job description. Six week’s special study tour with other transplant team members at the

Stanford Medical Center was a brief orientation for conveying the reality of being a

transplant cardiologist. Since then, he had to start his new study in immunology, heart

failure management, and the transplant procedure and immunosuppresion regimen.

Dr. Sunsang: The first time, I had no idea what to do. At the initial cases, I could
just feel relaxed after the patients finally came out of the operating room. At first I
did not like to have a new case of a heart transplant. Because I did not feel ready
yet. However, after about one year, I was struck with awe all of a sudden, because
I had never seen any long-term patients. For about the first 10 cases, I did not
have any space in my mind and time to teach about long-term management to my
patients. The patients also only paid attention to the short-term advantages at that
moment. They just worried about whether they can be discharged alive or not.
Therefore, I just tried to remind them about it. As the patients increasingly began
to live longer when I was in Baylor (as a Sabbatical year), I began to be seized
with fear... So nowadays, I (am starting to) tell patients about long-term
management and long-term survival statistics. Many patients got surprised and
disappointed with only 60% or 50% of five-year survival, even in the U.S.A.

This medical center's web page presents a brief history of HT. The first case was

in 1992, the second case in 1993, and the next 7 cases in 1994. In order to manage the
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first ten cases he had to apply his theoretical knowledge from reading every kind of

relevant transplant journals to his experiential learning and the hands-on-care of HT

recipients. Fresh information from the readings immediately turned into the clinical

knowledge for saving patients’ lives. He was like a newly-graduated intern who

immediately has the responsibility of managing a new and large clinic without any proper

clinical experience. Without any experience of seeing any real heart transplantation with

opportunities to manage moment-to-moment demands also made it impossible for him to

see any long-term management. Like his patients who suffered from shortness of breath

and focused on the centripetal “here and now’, Dr. Sunsang's shortness of experience

also forced him to focus on the urgent current demands. Most of the first ten cases of

recipients expressed their lack of knowledge about the long-term outcomes. The patients

also had to live moment-to-moment.

To check the condition of patients, he himself had to make the phone calls to the

patients. It is a very rare occurrence and is almost impossible to receive phone calls from

the doctor himself for Korean patients. He urgently wanted to know his patients’

compliance and his follow-up checks by phone caused the patients to be very impressed

and grateful for the doctor's special attention to them as patients. They became

impressive and unforgettable moments to have them become extraordinary or real special

patients. This gratitude helped them to think of themselves as very special patients and it

assisted them to comply with the expensive and large amounts of immunosuppressants

without complaint and without skipping doses. Even though they had no “patients’

handbook” about long-term management, for them it is the first time ever to have real

“primary doctor who knows my condition.” The doctor did not recognize how much his

170



patients appreciated his personal phone calls as a very special treatment. ‘Jasang Hada’

is the main description about Dr. Sunsang by his patients. Jasang Hada means being

attentive to minute details, being careful, and being meticulous and, being comprehensive

and attending to the fullest. Especially for men, it means being well-groomed,

considerate, having a thoughtful heart and being meticulous. Especially for the male

doctors, verbal explanation of very detailed things can evoke very sincere gratitude from

patients. Sometimes he waited on a patient in front of the old gate so that patients would - **

not get lost after moving to the new building, or played a go-between role of helping his

patients get any possible financial aid from the national heart foundation, or taught

patients with very detailed explanations about each medication’s mechanism and dose.

These are culturally unexpected behaviors of a doctor for his Korean patients.

The doctor's very authoritative and patriarchal attitude is the usual and culturally

expected style of male doctors. Silence is one of the respected attitudes of men. Even

though it is the minimum responsibility for the health care professional to teach patients

about their condition, the Korean context gave enough excuses to understand the doctor's

and nurses’ lack of telling anything about the medications and procedure. A patient does

not exist in a vacuum but in relation to health care providers, especially with physicians.

Analyzing past experiences and stories in mass media and publicity, patients’ attitude and

gestures are the way they are because they interact with health care providers. In the

Confucian society, the physician's analysis dictates the typical patient traits such as

submission, subordination to the physician, docility, and being like an obedient child of

an authoritative father. Without enough opportunities to articulate their concerns and to

171



express their emotions, the relationship between physicians and patients highlights the

patriarchal nature of this crucial relationship.

If one patient had bad memory about the conversation with other doctors, Dr.

Sunsang's heedful and very helpful detailed explanation is enough to evoke more

gratitude from the patient. Hanja's story made a vivid contrast of his attitudes to other

doctor's attitude toward the patient.

Hanja: Dr. Sunsang is so different. For example, many years ago, one day I was
at a clinic where I have had to go for a check up on my condition for more than
three years before the transplantation. And, I heard very loud and noisy scolding
from the doctor's room. I was waiting my turn. One lady had asked something
about the side effects of surgery. Suddenly the doctor yelled at the patient, “Who
talked like that, did I tell you? Why is everybody so ignorant.” I thought it is too
much and too bad to get yelled at like that. Since that experience, I have tried not
to ask any questions. If I have any questions, I tried to ask other relatives or
friends instead of asking the doctors. However, Dr. Sunsang is so different from
other doctors. He is very Jasang. He made frequent phone calls to my home
himself to ask about my condition. I have one episode. One day his clinic room
moved to the new building. And, I found him waiting for me in front of the old
gate. Maybe he was worried about my confusion. How could the doctor do it?
There might be no doctors like him. He always gave me very detailed
explanations about each blood work's number and medication. He is so Jasang.
My children respected him very much. One of my sons wanted to be a doctor like
him.

From the doctor's standpoint, the patient’s post HT-life solely depends on his

care. Without a nurse coordinator, he had to add the nurse coordinator's job description

onto his. This fearful first two years of special attention to one of his patients gave him

opportunities to build his confidence in this area. Since Hanja had many complications

after the transplant, the doctor was so scared to losing the patient. Dr. Sunsang said, “I

thought she would die.” Her rejection was such a unique case. A common type of

rejection is the type where a patient’s body rejects the transplanted organ. However, in

her case, it was the reverse. The transplanted heart rejected the entire host’s body.
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Therefore, it required total hemodyalisis to change the blood components. For

preventing further rejection, high doses of steroid, administered in order to prevent

further rejection, caused serious osteoporosis that made her vertebra collapse. It required

another major surgery and lengthy stay in the hospital. Her first two years required very

intensive care and study.

Five years later, the same patient felt that her doctor was changing. While he was

building his specialty as a transplant cardiologist by the hands on experience of each

patient's unique clinical presentation, he had begun to forget the uneasiness of the first

time and now considered prior experiential learning and progress as taken for granted and

easy. As knowledge became a ready-to-hand mode of embedded practice, clinicians more

easily skip detailed explanations without considering the novelty for the patient who may

be embarrassed and overwhelmingly anxious.

Hanja: Dr. Sunsang is changing. For those first few years, he gave me very
detailed explanations about each number of my blood test work. Nowadays. He
seemed to have changed. He never mentions those numbers. Maybe he has too
many patients or he is too busy. Therefore, I try not to ask trivial things, since my
condition has stabilized now. He never calls me at home. It is O.K.

While Dr. Sungsang's patients were getting used to his very detail explanations,

this physician himself gradually returned to the old style of practice, not talking much

with patients.

“We asked to give a nurse coordinator after we have more than 50 recipients”

INT: If you tried to compare your practice with the U.S.A. practice, what would
be the most wanted changes.
Dr. Sunsang: Most of all, I wanted to have a nurse coordinator. In the Baylor,
there were always seems to have someone to talk with patients. They have four
nurse coordinators. Two of them always have been talking with the patients
through phone calls. The patients could always ask questions and get professional
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answers and support. I really envy them. After returning to Korea from my
sabbatical, I really wanted to have a nurse coordinator.
INT: If you have a nurse coordinator, what would be your benefit?
Dr. Sunsang: If I have a nurse coordinator, I think I can save half day for each
new patient. Because, if I heard a news about the availability of new donor from
the center of organ transplant (in our hospital), I used to spent my whole half day
for making a telephone call to a possible candidate and the ER to arrange and to
confirm the patient’s admission, checking the patient and managing the donor (are
all my job).
INT: Did you ever try to negotiate or bargain with the (the department of
administration) hospital for a nurse coordinator?
Dr. Sunsang: It is not a matter of bargain with the hospital. Since I have done this
job until now (without a nurse coordinator), if I said I can not do this any more
(without evident situational change), it could be interpreted as an intention of
resign from this job. Dr. Sunguja and I, we set the final negotiation point as when
we have 50 recipients. We asked almost a year before. However, under this IMF(
International Monetary Fund) manipulating condition (with this kind of
worsening national economic situation), it would be hard to insist only our
opinions to the side of hospital (administrators). When the number of our
recipients was over 50, we asked to give us a nurse coordinator. However, I did
not get any answer from the department yet. We already have more than 65
patients. I am just waiting.
INT: How could you manage the patient’s educational need and make advice for
modifying their life style behaviors.
Dr. Sunsang: I could not make an active advice. Because I do not know patients
personally. It is very hard to make an active advice (for them).

Dr. Sunguja and Dr. Sunsang are all members of the transplant program. They set

fifty as the maximum number of patients for the negotiation point of a nurse coordinator.

However, two months ago (of this interview point) Dr. Sunguja requested a position of a

nurse coordinator. Until this dissertation is approaching to close, they still do not have

any answers form the department of hospital administration four years later.

At Baylor, Dr. Sunsang was deeply impressed with the active contribution of

nurse coordinators in managing HTRs. The culture of cost saving and budget oriented

hospital management always prevented health care professionals from being devoted to

only their specified roles. Every body has to cover as many as roles possible. In contrast
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to the Korean program, most of HT programs in North America have more than two

nurse coordinators work for managing and caring HTR’s life. In this U.S. research

medical center, monthly conferences of HT program requested more than seven different

specialists. In addition to a transplant surgeon and a cardiologist, there are two nurse

coordinators, a social worker, an exercise counselor, a Chaplin, a psychologist, and a

financial aid manager.

Dr. Sunsang: They have their own separated office and the office is always filled
with patients. Some nurse's always-made phone calls to check the patient’s
condition and compliance and to answer the questions. Every charts can be copied
for the extra filing. They seemed to have enough budget to hire those many
persons. For us it is very hard to make extra budget to hire one nurse coordinator.
The medical cost for the one clinic visit is so cheap under the universal health
insurance system of national level. I bring the patient handbook of Baylor for our
patients. However, I do not have enough time to spend for making our own
translated version of handbook. Since I have special affection to our transplant
patients, I set a part of afternoon time of Wednesday for the HTRs and tried to
spend enough time with them. However, they do not asked me many questions. I
think it is our typical culture not asking and just saying about the most
uncomfortable symptoms.

In the Confucian hierarchical culture, nurses and doctors’ relationship easily

treated in terms of men and women's hierarchical relationship. The nurse as a coworker

for the doctors is not a familiar concept in the Korean clinic area. The androcentric

Korean doctors easily believe primarily that the nurse is a helper of doctors not a helper

of patients. Even though, now days, every body has begun to think each job has different

responsibility and specialty, it is usually understood as a hierarchical relationship like

husband and wife. Dr. Sunsang's expression of “I want to have a nurse coordinator” is

very typical form of this kind of taken for granted his self understanding. For helping

himself to manage his busy schedule, he wanted to have a nurse coordinator instead of

working with some one for helping patients. If his though is very typical for androcentric
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perspectives of the Korean medical society, the realization of the full possibilities of the

nurse coordinator's position will have a very long way to go. By the same reason of Dr

Sunguja's case of being treated as a bottom level of youngest progeny after his study, the

nurse coordinator's specialty that is very different even lower than the doctor's position

as a newcomer, and it will be very hard for the nurse coordinator to be recognized as a

valuable role that can deserve money spent from an extremely restricted hospital budget.

In Korea, it is very rare to have red figures in hospital financial management. For

financial managing of a hospital, an administrator has to have very sharp eyes to watch

out for deficit spending before creating a new job position. In this sense, the need of

patient’s education had to yield to more urgent budget demands. For the first and second

year of heart transplant Dr. Sunsang had only two cases. Even if this center has nine years

history of heart transplantation, the first three years had only less than 10 patients. It

would be a very reasonable attitude in business terms not to hire a nurse coordinator for

managing and following up only 10 patients. The fourth and fifth years have 17 cases in

each year. It still was less than 50. When it passed the setting of 50, the whole nation

experienced an economic crisis of IMF condition. It struck on every body's mind as a

reason for enduring any hardship to maintain current financial condition and business. It

was such a hard time to create extra job position at the time.

Creating new job positions is usually determined by pre-decided annual budget

and workload for each department. With few exceptions of government operated

community national hospitals, most hospitals are profit making institutions. Under the

given conditions of government controlled universal health insurance system, like a
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Cyclosporine sparing practice to save cost of patient's medical bill, Dr. Sunsang also has

to spare a nurse coordinator's salary for preventing extra budget increase.

However, it was evident that the patients’ desire for being informed were overly

underestimated. This researcher had to play a role of a nurse educator to inform the

patient after each interview. They asked their endless puzzled questions regarding

mysterious symptoms of medication side effects and complications. Some patients e

mailed this researcher even after years later to ask health related questions. It expresses

that she/he had to repress own curiosity and ambiguity when meeting with the physician

in order to being a polite patient.

This study did not focus on nursing care, but rather the patient’s experience.

However, it became clear during the study that the patient’s experience was greatly

altered by the presence or absence of nursing care. Each of the North American patients

spoke of the information giving and support of the nurses over time. For example, Daniel

sought the nurse coordinator's advice and information before traveling. The ongoing

coaching of the nurses provided practical everyday knowledge about adjusting to being a

HTR and also practical advice about medications, side effects, rejection and other

complications encountered in leave with the aftermath of HTR.

Korean HTRs’ attitude toward the relevant medical information

“Not knowing is medicine, knowing causes sickness”

INT: How do you prefer to inform your patients about the long-term side effects?
I felt you have very sensitive skills to tailor medical information according to any
patient’s preference and situation.
Dr. Sunsang: I try to give brief information when patients are expecting to
register as a candidate. However, I don’t expect them to remember every detailed
information and do not try to remind them repeatedly.
INT; How about the long-term side effects of any immunosuppressants?
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Dr. Sunsang: Most of our people are very scared of any types of cancer. The GI
tract cancer is the most dominant type in Koreans. So if somebody complained of
any indigestion (after a HT) a few years later, I would try to inform my patients
with a very careful mode and prescribed an ultrasound.
Dr. Sunsang: Sometimes I want to share my burden with patients by telling every
medical information about the risk and prognosis.... However, it is too much for
patients. I prefer to protect my patients from any unnecessary medical
information. I realize that our country’s patients are very ill-informed. I think it is
because they did not know any medical information, they cannot choose any
appropriate questions. That is why our patients did not ask many questions.

It has been a very hot issue of determining how much detailed information, when

we can deliver, and what kind of information will be helpful for the patients. In the

United States, while many arguments are going on, usually it is a common ground for the

patient education to regard the patient as a very autonomous agent who has the ability to

make his own decisions with all kinds of medical information. Patient education looks

forward to empowering the patient by delivering every detailed information related to

his/her own health condition. As an independent autonomous human being, to make

his/her own decision and take responsibility for the consequences of the decision is the

expected attitude.

Dr. Sunsang tries to tailor the information regarding the possibility of cancer.

Since the stomach cancer is the primary disease that causes increased the mortality in

Korean population, he annually prescribes the upper-GI endoscopes or ultrasound

examination for the long term HTRs. However, he is very hesitant to (repeatedly) tell the

logic behind this prescribed test. When he prescribed a GI ultra sound or endoscopes with

any simple indigestion, no patient rejected the doctor's order. Most patients just take the

test without any questions or complaints. To protect patients from the anxiety over any

possible side effects, Dr. Sunsang's protective and defensive medical practice must bear
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the responsibility as a decision maker. It will be helpful to illustrate this researcher's

personal experience for understanding his very paternalistic and protective attitude.

In the Confucian tradition, we have been raised in the way of believing that there

is always someone who can make right choices for us. For example, it is usually the

parents' job to select the menu for a child. We usually could not choose our own menu

items in a restaurant as a child. Especially the father makes the all decisions about every

family member's dishes. In addition to this, in the Korean restaurant, you can have more

than ten side dishes with your one main dish. Those are just available for everyone who

orders main dishes. No one asks whether you want to eat them or not. They will just

spread on your table. Without saying any word, you can eat more than 10 different kinds

of side dishes. And sharing is a taken-for-granted practice. If I order Korean Barbecue,

sharing the dish with everybody on our table is assumed. It is not just for me. Only the

rice bowl and soup bowl are my own.

Contrast to this, in an American restaurant, I need to make more than ten

decisions from water or soda, soup or salad, one of many kinds of dressings, french fries

or baked potatoes, with sour cream on it or just butter, rare or well done for my steak,

bread or rice, what kind of bread, and finally ice cream or cheese cake for my dessert. If I

want to drink wine, it will require another ten more complicated decisions based on my

lived taste. After making more than ten decisions I can have only two dishes for my own,

the salad and main dish. My dishes will be my own. For eating every food that I ordered,

I also need to change my dishes more than three times and use more than four tools; salad

fork, main fork and knife, the dessert fork. For this researcher, it is a very anxiety

evoking experience to eat something in a Western restaurant. Usually I prefer to make the
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same order with my already-Americanized, acculturated friend and try to enjoy her

expertise. “Me too” are the most comfortable words to make an order from my menu.

After spending more than 10 years in the United States, I started to try to make my own

selection, but it is not always successful to eat the dishes of expected taste. Thus, I prefer

to go to the same restaurant and order the same dishes all the time. However, my eight

year old American citizen daughter tries to order her own. Even though it looks like too

much for her or too spicy and weird to me, if I tried to stop her, she would be so upset

and insist on her own decision and reject my advice. I would rather let her taste and take

the responsibility for her own choice. It requires strong belief that it will help her to learn

and to practice making her own decision. Even though it is also very anxiety-provoking

and seems like a waste of money and time, I need to respect her own decision as a

reasonable, independent, autonomous and valuable choice.

There is no need to obey and to believe in the father as the decision maker who

makes the best choice for me. It is a culturally trained daily practice at the micro-level. In

this individualist culture, dealing with information is the first and basic skill to survive

and to live moment to moment. Since infancy, American children are trained to be self

assertive and to express their own opinion to their parents or any other adults. Their

opinions are treated as a kind of reasonable and valuable opinion. However, in the

authoritative, hierarchical society, the opinion of a younger person is easily treated as

inexperienced, dangerous, trivial and inferior to that of an older person.

In Korea, self-assertion, independence, autonomy, self-sufficiency, and self

confidence can be interpreted as a dangdol (impolite), gyungmang (insolent, not

respectful, not obedient, outlawed, unacceptable), gunbangjin (haughty), harugangaji
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(inexperienced) and gubi-upda (reckless). In this culture, dealing with every kind of

detailed information is not the necessary training for personhood. Reading a superior or

elder's mind and following the same step with them is the basic and first skill to learn to

survive and to live moment to moment. “A son learns about life by looking at the back

of the father.” This proverb illustrates the obedience-oriented Confucian society.

“Looking at the back of the father” means just observing the father's practice over the

shoulder without verbalized inquiries and reasoning. It is not one-to-one dialogue or

discussion. It is a kind of apprenticeship for learning life. Reading bodily practice of

other adults without verbalized description for procedures is a common way of child

rearing.

In this context, patients just believe the doctor would give them the best

treatment. The doctor assumes the patient will practice compliance with his orders. The

more that the modern bio-medicine advanced, the more the ambiguous space between the

physician and the patient was created between them. The doctor suffers to lose the

confidence of knowing his patients personally. It deprives him of offering active advice

for his patients. The patients also suffer from not knowing on the one hand, and the

responsibility of knowing too many fearful consequences on the other.

Trying to make peaceful harmony with every other member of the group of

belonging by reshaping the Korean person’s preferences into the elder's one or with the

other's opinion would be the required practice. From this tradition, if you want to offer

patient education with every latest detailed medical information, it will require extra

effort to persuade the patient about the necessity of this information for his health. It will

require a radically different start. Mr. Bohum, a middle-aged man who worked at a
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private health insurance company gave us a vivid example of his hesitance from

knowing some detailed information.

Mr. Bohum: I have many questions. Due to the nature of my work, I can get any
kind of health information. Whenever I read those survival percentages (of HT), I
felt furious and would like to ask those questions to my cardiologist. The day
before my regular check up, I tried to write down all my questions on the backside
of my name card, however, I could not ask him about those questions. Every time
I hesitated and began to repeat unfolding, and folding the name card in the
doctor's room. Even when Dr. Sunsang asked me to ask questions, I could not ask
him. I don’t know why. Maybe I am scared of knowing the truth. Like our
proverb, ‘knowing can cause sicknesses.” So today, I did not ask him again.

“Nunch’I” vs Aggressive questioning

One Korean writer (Yi, 1967) observed our people as a people who developed a

sense of Nunch’I. Yi articulated,

“Living by Nunch'I: Literally eye-measure, is both the feelings and the manners
of a person and it is in verb form, to study the attitudes and emotions of another
person so that you may know how to respond. In the second sense, it is therefore
something like the sizing up of a situation, but it forms a more central core of
Korean thought. We are a people with a developed sense of Nunch’I; as the
proverb says, “if you have a quick sense of Nunch’I, “you can even eat pickled
shrimp in a Buddhist temple.” Our way of thinking is one in which we value
Nunch'I more highly than logic or analytic power. Nunch'I is a kind of “sense,”
but it cannot simply be explained as “sense.” Nunch'I is an indication of the
weaker examining the feelings of the stronger, necessary in any non-rational
society in which logic, principles and rules have no place. Thus, intuition is
developed more than logic, and the sensitivity of grasping all these signs of
reading non-verbal behavior is developed more than reason. Like the point of a
needle, the keenness of the sense of observing another's Nunch'I is the point.”
(p.64)

In Western societies, it is a desirable behavior for patients to handle their own

health problems, being an independent agent, a self-reliant and informed decision maker.

A patriarchal doctor often was interpreted as a figure like Frankenstein.

Interestingly, Korean women do Nunch'I more than men.
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INT: What did you usually ask the doctor?
Mija: Ahu!(Diffident denial) I did not ask anything. I just tried to read his
Nunch’I. When I opened the clinic door, I could see the doctor is looking over my
chart. Then I tried to read his face by my Nunch’I. Because sometimes I forgot to
take my medicine. So I worried about whether my blood test tells the truth of my
skipping a dose or not. So I tried to read his Nunch’I. When his face looks bright
and he says “everything is good,” then I can breath easily.

Like children who must obey parents, teachers, and elders, traditionally, a doctor

had been regarded as an equal figure with the king, father, and teacher. Even though a

physician who trained in America repeatedly wanted his patient to ask any questions,

there would be very few old people who ask questions regarding their own health

condition. The logic behind not asking is that the doctor is the best person who knows the

patients condition and is to surrender any curiosity and autonomy under the physician’s

power. The practice of Nunch'I is a very embodied survival skill which reads the

physician’s mind without asking any direct questions.

In this respect, not having any handbook material for the family and the patient

could be interpreted as a very culturally acceptable attitude. The patient’s education

before the transplantation solely depends on the meetings with the transplant cardiologist

who is going to take care of the patient full-time in the future. The heavy burden of his

duties prevents him from preparing for publishing a full-length handbook for his patients.

INT: Why did not you give the patient a handbook?
Dr. Sunsang: Because I did not make it. Usually I saw more than 30-40 patients
for each clinic day. Three days are for regular clinic schedules (Mon, Tues, Fri), I
saw HTRs every Wednesday. Because I have special affection(to the HT
patients) I tried to spare specially Wednesdays only for the HTRs. Thursday is the
only day that I can spent for my own study and research. However, without a
nurse coordinator's help, I need to arrange everything for the new heart transplant
recipients from calling to them at home, checking an empty hospital room,
arranging the ICU bed and patient counseling before entering the operating room
and after rounds until midnight to check the new patient’s condition and to
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maintain everything in shape. Every month, we usually have two to four new

nºbia you ever get a request from your patients for a handbook?
Dr. Sunsang: Nobody asked me for a handbook. It could be a very Korean
cultural attitude not requesting something that the physician did not give them.
“They just believe if a doctor had it, then they will get it. If he didn’t give it
yet, it is because he did not have it”.

Under the given Korean health insurance system, it is impossible for the health

care providers to get paid for patient and family education. The medical costs for each

medical diagnosis treated in the Korean National Insurance system is already air-tight and

fails to get any physicians' agreement and sincere explanation. For the physician, seeing

the patient can be paid only by the price of prescribed drug or procedures in the pre

determined medical codes. When these unrealistic codes on medical costs is combined

with very the unrealistically lower price of each medical procedure per patient (One visit

costs is $2), hospital administrators are forced to increase the number of patients that

each doctor has to see in a day. Even though they can get 80% of extra cost from the

insurance, it is still less than $10 per visit. Considering other consumer price levels,

medical costs are unrealistically cheap. A doctor has to see usually 50 to 150 patients per

day in the medical center. This patient load easily prevents doctors from taking enough

time to give basic patient education. For the doctor it is almost impossible to consider the

patient’s personal social context or to know the patient as a human being. From my

personal experience, one of my pediatrician friends confessed that he usually has more

than 120 patients a day. By the afternoon, it is very painful to keep the stethoscope's

earplugs in place. In this context, three to five minutes of meeting with a doctor, indirect

style of communication, not asking any questions to the doctor, obeying the emphasized

and authoritative hierarchical patient and doctor relationship in the context of clinic

:
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culture are all cultural backgrounds that prevent good patient education or regarding

patients as primary responsible caretakers.

The first goal for patients visiting the doctor is to get the perfect diagnosis and

some kind of magical medicine to cure the disease as fast as possible. Having a

prescribed drug is the end of the relationship. Unconditional obedience and compliance to

the doctor's prescription is very commonly expected. Trying to understand the cause of

the disease and the ways of preventing it are very rare and unexpected attitudes.

Everyone seems to get used to this tradition. Thus, even if a well-educated patient wanted

to learn about her own health condition, she has to learn by herself.

Without any proper full-length patient education or experiences of support group

meetings, a HT could be easily regarded by a patient as a magical repair of ■ cure for a life

long illness. Candidates usually had fantasies of complete recovery. The enormously

expensive cost of heart transplantation added more fuel to this fantasy. Many naive

patients were so surprised at the amount of first week’s immunosuppressant drugs and the

nausea-evoking smell. The cost of monthly medication was another surprise.

Mr. Haksang: Before the surgery, I just thought surgery was the perfect method,
because many documentaries and TV programs just showed the seriously critical
condition before the surgery and the very healthy look of the recipients
immediately after the operation. It looks like miraculous treatment. I just thought
it is a very easy and one-step procedure. However, it was not. The real hard time
started with the surgery. Immediately after the surgery, in an ICU, isolation room
experience was so awful and the strong and massive dosage of
immunosuppression caused a lot of physical side effects and unexpected hard
time. It was a terrible time. Without knowing and being unprepared, every
situation drove me crazy. About one year after my HT, I got TB. Especially when
I had TB, the TB medications caused a lot of nausea and vomiting. The suffering
was so terrible. I desperately wanted to die. Therefore, I just stopped taking the
medication for the many days. Finally, my mother noticed, so I start to take the
medicine again.
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He is the 11" recipient of the medical center. Since his cardiologist was still

struggling to learn the long-term management of the HTR, it was impossible for the busy

cardiologist to include the detailed experience in an ICU isolation room from the

patients’ perspectives into the patient education. As many patients complained, even

though they had heard before the surgery about the necessity of life-long

immunosuppression, most of HTRs failed to pay significant amount of attention to the

short-term and long-term side effects of the medications. Thus, the unexpected rocky

road of the first post-transplant year can easily be a target for depression and low self

esteem. However, when I asked Mr. Haksang whether he would like to offer an

opportunity to tell his own experience to other new HTRs, his response was “No.” He

also believes not knowing is medicine and knowing can bring unnecessary sickness. We

need to deepen our understanding to distinguish in what condition Korean patients need

information or do not.

Like other Asian cultures, the Korean culture generally uses more indirect modes

of communication (Chung, 1992) than Western cultures. Communication practices tend

to focus on saving another person's face. Therefore, patients did not ask any questions

about the cost of future medication and side effects. They just tried to read the doctors’

facial expressions. Indirect modes of this kind of communication between patients and

doctors create misunderstandings. When a patient heard the possibility of HT with the

very frail, worn out heart, the HT cardiologist offered the survival statistics and necessity

of life-long immunosuppresant drugs and follow-up checks. However, the patient’s

ability to interpret these simple statistics can not be guaranteed as an automatic cognitive

process.
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A relatively short period of waiting is an additional cause which maintains this

kind of misunderstanding. Without considerable repeated assurance with the nurse

coordinators' help or the experience of participating in a support group, the cardiologist’s

one time patient education in the middle of a crisis could not get any planned educational

effect from the patient. Indirect communication and the face-saving culture also prevent

patients from participating in any open discussion with other recipients. This cultural

context makes it difficult to organize a heart transplant support group.

How the recipients manage the financial burden

The heart transplantation is not an affordable and sustainable medical process for

everyone. It is an expensive process. In addition to the stressful wait in the hospital, the

hospitalization expenses, and the high-profile technical procedure, it also requires life

long follow up, costly immunosuppression, and commute expenses (Dressler, 2000). “We

spread our money on the road” is the typical description of the patient families.

The actual cost of heart transplantation is known to differ considerably among

centers in Korea. Before the legalization of brain death as a standard criteria for defining

death, the Korean national health insurance system regarded heart transplant as an

experimental procedure and did not pay for the surgery or immunosuppressive medicine.

All candidates are required, before registering, to show their financial affordability by

submitting the record of minimum checking balance of more than 25,000,000 Won

($20,000USD) to 35,000,000 Won ($28,000USD). Few families could finance an

average hospital stay out of their current income. Self-financing of this expensive process

is a tremendous burden and plays a role as a strong criteria to choose financially

advantaged patients as appropriate recipients.
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In addition to the first medical bill of hospitalization or the transplant surgery,

there are other heavy financial burdens. Following the discharge from the hospital, the

monthly bills for immunosuppressive drugs account for approximately 60% of routine

costs. However, local patients who have to commute from distanced home areas by trains

or expensive airplanes, the extra expense may double or triple compared to the Seoul

residents. In addition to this need for immunosuppressive drugs, patients remain at risk

for acute and chronic health problems.

The interviews happened in two hospital settings. One center has reported

effective use of drug interaction to reduce financial burdens for patients. Ketakonazole is

used to inhibit the metabolism of cyclosporine in the liver by binding to the microsomal

monooxygenase cytochrome P-450 enzyme system. Through this interaction, lower doses

of the more expensive cyclosporine can maintain adequate blood levels. Cost saving of

thousands of dollars per year has been reported using this method. This strategy can be

financially beneficial for patients who have little or no insurance coverage for

immunosuppressive drugs. However, it is not without risk to the patient. The patient must

be monitored for possible liver damage on this regimen. Since incomes, debts, and

savings are unequal, one person's inconvenience or even hardship might be another's

catastrophe (Fein, 1986). It would not be easy to consider each patient’s financial

affordability and to prescribe different regimen according to their ability to pay.

Dr. Sunsang began to spare Cyclosporine as a result of his personal painful

experience. He was very careful and devoted his best effort to the management of his

patients so that he could maintain ‘zero’ mortality for five years. However, one of his
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patients committed suicide in Seoul when he had a year of sabbatical research in Baylor

Medical Center in Houston, Texas.

Dr. Sunsang: In 1995, volume 11, New England Journal of Medicine, an
Australian team reported a successful Cyclosporine Sparing. Then I didn’t pay
attention to the necessity of Cyclosporine Sparing for our patients. I just thought it
is the patients’ duty and obligation and is very taken-for-granted to take any kind
of prescribed medicine for patients without exception. At Baylor, I asked them,
why they did not use the sparing regimen. It seemed to have no reason for them to
consider the patient’s financial burden. Two of our forty patients died. One
committed suicide. When I had a sabbatical year (At Baylor Medical Center), I
heard that one of my patients died because he stopped to taking medication after
one year and six months after of his transplant and had a rejection after one
month. However, he did not come to the hospital. Because he had owned his
business but he went bankrupt after his heart transplantation and could not afford
to pay his medical bill. Since then the strong desire for the sparing began to
happen in my mind. I made the decision to spare the Cyclosporine.... When I
visited Baylor, I discussed the possible benefit of Cyclosporine-sparing. But I
found there was no need for them to reduce the price of medication with a risk of
hepatotoxicity. So I do not spare the Cyclosporine for my few medicaid patients
(who are veterans or had nationally approved medicaid) or for patients who can
afford the regimen. I started it (the Cyclosporine-sparing) from the July of last
year, since then no one has shown any sign of hepatotoxicity until now. Every
month I tried to check the LFT(liver function test) of each patient. If I have any
patient who shows any sign of hepatotoxixity, I will stop this sparing. But until
now, it has looked safe. Even if the Australian group used 200mg Ketakonazole
for every day, I found only 100mg can reduce significantly /4 to 1/8 according to
each patients’ nature for maintaining the peak level of 300 Cyclosporin, because
of Cyclosporine is a very expensive and imported medicine. Totally for the
reason of reducing the cost, I prescribed the Ketakonazole. If there is no need to
worry about money, I don’t use any sparing agent. I do not want to take any
possibility of hepatotoxicity and still nobody knows the long-term effect of
hepatotoxicity.

During the six years of experience, only two patients out of forty died in this heart

transplantation program. One patient died immediately after the heart transplantation due

to an operation related condition. The other patient died because he stopped taking the

expensive immunosuppresive medicine and developed a severe rejection. For the doctor,

even if the patient died during the doctor's sabbatical year, confronting a patient's death
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is not easy. He began to realize patients’ financial burden of paying for the expensive

medication that can be as harmful as heart failure to cause a death. When he started the

Cyclosporine-sparing practice, he discussed with each patient about the benefit and the

possibility of hepatotoxicity. Most of patients were so glad to reduce 1/3 to V4 of the

monthly medical cost that is uninsured by the national insurance system. Even if the

doctor told them about the rare possibility of hepatotoxicity, only a few rich patients paid

attention to this possible risk and made decisions to not take Ketaconazole for reducing

their financial burden. A few of his patients do not have to worry about the price of

medicine because of their status as veterans or as nationally approved Medicaid patients.

For those, he did not prescribe the Ketakonazole. However, most of his patients welcome

the reduced medical bills and interpreted it as a critical marker for the improvement of

the patient’s health condition.

Commentary

Confucianism still has its very deep roots spread in the daily life of modern

Koreans. It impacts everyday practices at the micro-level. In this ground, the virtue of

obedience is not only positive in helping a patient to be compliant with the life-long

immunosuppression regimen but also has a very negative impact on inviting a patient as a

respected member of the health care team as an autonomous caretaker. Asking a doctor

detailed information can be interpreted as an aggressive or haughty attitude. In spite of

the modern advanced medicine requires patients to have very sophisticated deeper

understandings about their own health. Face saving and indirect modes of communication

further increases the ambiguous space between doctors and patients. This kind of

ambiguities can easily be targets for misunderstandings and dangerous folk remedies.
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Strong paternalism might to help patients to reduce any anxiety. But it also prevents

educating and training patients and families to be responsible, intelligible, and reasonable

caretakers.
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Chapter 7

Paradigm cases of the South Korean HTRs’ lived experience

“God, if you want to save us,

send us a new rope hung from heaven, so we can climb up”

Under the shadow of the triumph of a HT, the recipient begins expected or

unexpected adventures that are filled with overwhelming mysteries and puzzles. The

denervation effects of a heart transplant and the side effects of immunosuppressants drugs

create a different body for the recipient. The different body also creates a different

lifeworld, and a different person. As Benner (2000) points out, the social, sentient,

sensori-motor embodied person dwells in a human world of a net of relationships,

concerns, and meanings. Context and concerns create the significance of activities.

“I was surprised that people with the same disease had such different stories.
Everybody is a story. Facts bring us to knowledge, but stories lead to wisdom” (Remen,
1996).

Paradigm case 1

Mija : the mother of a disabled child

“In childhood, I had been a sick child.”

Mija: In childhood, I had been a sick child. My father used to buy our house just
in front of the doctor's clinic. In those days, the hospital (clinic) was so rare in the
local area. As a student I didn’t feel well enough to have physical exercise. I hated
PE time and outdoor sports events. Usually I stayed in the classroom and looked
through the windows. I watched other kids playing...

Mija was born in 1937. Korea was colonized by Japan from 1909 to 1945.

As a child in elementary school, she did not have to participate in the playful PE

time. Her dislike of PE was a very acceptable attitude as a modest girl in a Confucian
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society. Even though she has a very outgoing personality, chatting with her friends,

listening to old tales from grandparents and sewing were the possible everyday recreation

with her limited physical capacity.

Yi (1967) gives an insight into the Korean emotion and life in that period.

“The lonely children of this colony during the Japanese occupation grew
up hearing two different legends. In school they studied the Japanese stories of
“Momotaro” and “Issunboshi"(Literally, “Peach boy”), and when they returned
home, by the dim candle light, they were told Korean stories of the brother and
sister who were chased by a tiger...

Momotaro, the child born from a peach, with a sword and rice cakes alone
conquers a ghost castle. Issunboshi, only a dwarf not more than one inch tall,
encounters a strong goblin using a needle as a sword and a teacup as a boat. The
Japanese stories always end with the triumphant return of a hero in a golden
carriage or with a marvelous treasure stick...
The Korean heard the stories of the Sun and Moon, stories in which a mother was
first stripped of her red bean cake by a tiger as she went over a hill, and then her
arms, legs, and finally her life. The tiger, dressed in the mother's clothes, tried to
eat up the children who were waiting for their mother. The children who hear this
story cried. Annoyed at the mother who was always deceived, they sympathized
with the children who were chased while they resented the violent tiger. The
helpless brother and sister tried to escape by climbing a tree, but there again they
were not safe. There was no escape. The children prayed to god, “God, god, if you
want to save us, send us a new rope, hung from heaven so we can climb up; but if
you want us to die, send us a rotten rope so we fall to earth." ...

There was nothing they could do with their own strength, and God sent a
new rope, “so the brother and sister ascended into the sky and she became the
Moon and he became the Sun.” The story finally ends in their ascension in the
sky after being chased over the earth. It is a story of our people who, through the
aggression of the Japanese such as Momotaro and Issunbushi, lost their mother
and home and finally had to flee to a foreign land...Our lives, emotions and
feelings will continue like the string no matter what the hardships.” (p.38-40)

Under Japanese colonization, World War II, and the pre- and post-period of the

Korean War, the economically poor condition offered Mija very limited resources for her

health check-up, appropriate nutrition, and transportation. Imperialism, capitalism, and

materialism took over the Korean nation and spread the time of suffering through out the

20" century. Each era has its own ideology and the power to force the people to subjugate
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their autonomy under authorities of different forms. Everybody was hungry and

destitute. The tragic passivity, however, bears a culture of endurance as the supreme

virtue which tempers and develops the individual (DeVos & Hsu, 1985). Her health

condition required very frequent visits to the clinic. Her father tried to live next door to

the clinic. She had always been under special attention.

Mija: After graduation from my school, I wanted to be a teacher in a small private
school, but I could not finish my first semester due to shortness of breath and
tiredness. My mom told me, “It is not worth it to earn money at the expense of
the damage of your weak body”. My weak body and shortness of breath kept me
from doing the job. Climbing up stairs or teaching was so hard to do.

Around the time of the Korean war and revolution by a military dictatorship, Mija

wanted to be a school teacher. However, one semester of work became her entire career

due to the symptoms of shortness of breath and weakness. With a frail body encumbered

by shortness of breath, simple tasks such as climbing stairs could create a lot of stress and

bring frustration to accomplish her teaching job. Shortly after her resignation, she got

married with a government employee and became pregnant.

“After I gave birth to three daughters, my body was not a body.”

Mija: When I was a single girl, I didn’t feel anything strange in my body. But the
first pregnancy gave me such a hard time to breath and to move. So I went to one
doctor's clinic. He told me I have a heart problem and if it was not the first
pregnancy, it would be better to stop the pregnancy. However, it was the first
pregnancy. So he did his every effort to help me to give birth to the first baby.
After I gave birth to three daughters, my body was not a body. I could not stand
up ..every day I had to lay down whenever I was pregnant. Then I got pregnant
again. I was so worried. This time gave me the same feeling as I had experienced.
I thought “It is a girl again.” Because, the doctor told me having one more child
will reduce my life by 10 years. With my husband's salary, we could not afford to
go to the clinic. My husband did not give me the money for an abortion. However,
my shortness of breathe worsened. Therefore, I just asked the neighborhood
pharmacist to prescribe some drug. Even he could not remember the medicine's
name. Ahu... Ahu...[Moaning sighing sound] Whenever I think about it,...
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My son was so awful from the first moment... There is nobody whom I can
blame. I could not make any complaint about it. It was all my sin [fault]. But
because he is the first boy after three daughters, my husband didn’t hesitate to do
everything to save my son. Saying what we did for saving him is going to take
forever. We did everything. There isn't anything that we didn’t do to save our
son. My husband always loved him so much and carried the son on his back.

Her first pregnancy gave her the first opportunity to give an exact name to her

health condition as “heart valve insufficiency.” Even though an OB-Gyn doctor tried to

prevent additional pregnancies by telling her a possible rate of mortality, the cultural

context forces Mija to have four more children. Every pregnancy worsened her heart

failure condition more than before. In addition to her dangerous risk, her first baby was a

girl. As a wife of the first son, to have a healthy son is her minimal obligation for her in

law family. In a society structured around lineage, a male descendent is the minimum

requirement for fathers who sought to enlarge their families through the procreation of

healthy sons. After giving birth to three girls, however, she thought she could

differentiate the feeling of having a son from a that of having a daughter. When she got

accidentally pregnant again, she didn’t want to have another girl. “My body was not a

body” describes her tremendously weakened body. Her fear of death and her bodily

perception of weakness indicates that she took action to stop the pregnancy. During that

period, public education for family planning boomed through every kind of mass media.

This education tried to convince people to control their economically and materially poor

condition by reducing the numbers of their progenies. Her husband's government salary

was always much less than the economic demand of the whole household. A neighbor

pharmacist gave her a mysterious drug for inducing an abortion. Nobody remembers the

name of the drug. It did not work and her pregnancy continued. At last, the fourth baby

195



was a boy. However, the mysterious abortifisants caused critical congenital damage to

her waited upon precious first boy. The tragic diagnosis was Cerebral Palsy. Her first

attempt to protect her own body resulted in an inescapable and tremendous life-long

suffering.

Mija believed that the pharmacist would know the best and shortest way to

terminate her pregnancy and stop her suffering. Like many naïve patients, she took the

medication without any sense of danger. After four more years struggling to find a

solution for their disabled son, they accepted the fact there is no hope for their son to

become a person.

Mija: On someday, our next door friend said to me “Mom of (her child’s name),
why don’t you have another baby. Your husband is such a diligent and hard
working man. He will need a child”

In the Korean society of the past, women's name was not used. Usually “Mom of

her child's name” is a substitute of women's name in everyday life. The status of a wife

was considered merely as means to giving birth to a child. Genealogy books generally did

not record any information about births of girls and children with malformation. From

this perspective she didn’t have any child who would continue the family name. At the

age of forty with her weak body, her neighbor’s advice boldly encouraged her to risk her

life to have a healthy son. This time it worked. However, her health was tremendously

deteriorated.

Mija: At any time, without any warning, I fainted. It did not matter what I did, in
the middle of washing small clothes or dishes, the sky became yellow and I lost
my consciousness. It was so often. Whenever it happened, then my husband had
to run from his work, carry me on his back and run to a clinic.
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Calling an ambulance was too luxurious in those days. Carrying his fainted wife

on his back with great trembling from fear and running to a clinic was not a rare ritual for

him. His embodied readiness to run home at any moment was his habit of living with his

wife's unpredictable condition. Fortunately around 1979, the nation built a health

insurance system. As a wife of a government employee, medical bills were now within an

affordable range.

“My mom raised my five children until her death”

Mija: My mom raised my five children until her death four years ago. I think I
have a very strong tendency to depend on somebody. Whenever I had to do
something by myself alone, I am very nervous and have great fear. Even for going
to market, I cannot go to the market by myself. Usually my daughters helped me a
lot and I had to wait until they came home.
Int: Why do you have fear of going shopping?
Mija: I did not have enough strength and clear mind and vision. My eyesight
caused some dizziness. The ground would spin around. After purchasing
something, I easily forgot to get the change and the goods that I had already
bought.

Like most Confucianism-based Asian mothers, her mother assumed her child as a

helpless, fragile, and dependent being that needed mother's unconditional support. .

Fortunately, she was a kind of only child, because her only brother emigrated to the

U.S.A. With great empathy and guilt because her sick daughter gave birth to a sick child,

her aged mom fully took over any responsibilities of looking after her daughter's

household duties, raising grandchildren, preparing all meals and taking care of her ill

daughter. While her daughter was lying down on the bed, looking after her disabled

grandson was the grandmother's responsibility too. Being a good mother is being an

unconditional helper in any occasion. Dependency was a virtue of surviving for Mija.
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The meaning of stairs for a heart failure body

Mija: In 1985, I had a surgery. Dr. Min (her old cardiologist) told me they
changed a ring (her heart valve) in my heart. Since then every month I need to go
to the hospital. It seemed other patients are doing great after the surgery, but it
seemed that I had much harder time than other patients. They told me it is like
living another fresh life. But for me, I still had such a hard time breathing and
doing something. They told me that I had developed arrhythmia. After the
surgery, I was not getting better. (There was always) Heavy shortness of breath
and palpitation without any pre-signal, I fainted frequently. You know, the
hospital was so far from my home. It took more than two hours if I took a public
bus. Transferring from one bus to another bus was so difficult. (Because) there
was a slightly upward slope for the hospital from the bus stop and many stairs. I
had to stop very frequently, even though I walked in the speed of 80 year old
elderly steps, It took forever. The hospital also has many stairs. Climbing up those
stairs was torture time. It drove me to die. I had to stop at every step. So I thought
taking a taxi is much wiser. From my home to the hospital I used a cab.
Sometimes (if I had a thought) the money seemed too much, and then I would
take the (public transportation) bus, but it was so hard. Two times every month,
on the first day, I had to go to have my blood drawn for a test and the next day to
see my doctor.

For more than 15 years, her heart problems of valve replacement and arrhythmia

required her to visit the far-distanced hospital monthly. The monthly checks-up lasted

two days. The first day was for her blood drawing. And then the second day was for

meeting and receiving re-balanced prescription of Coumadin and anti-arrhythmic

medication. To receive examination from a famous cardiologist Mija continued her

monthly rituals. Despite the shortness of breath, she was forced to trade her convenience

with saving family money. Mija's cost-conscious and efficiency-analysis of using a taxi

for convenience showed fluctuating outcome reflected in her current physical stamina.

For heart failure patients, climbing up a few stairs is a great task. She had to stop

and let others pass by. “The speed of a 80-years-old lady” gave her an opportunity to

mirror and be informed of her present health condition. Since then stairs always have

looked like very big obstacles. In those days, the stairs in her own home gave her time of
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torture too. While she was in a social space with friends or neighbors in an outing, she

endured the time of suffering time to keep an up-right position despite her shortness of

breath and palpitating heart. However, when she could be out of sight of others, as soon

as she arrived at her home, she threw her belongings on the floor, and crawled up the

long stairs with two hands and two tired, dragging legs. This was not a rare occasion. It

was so hard to have confidence in Mija's physical performance due to the geographical

condition of her community surrounded by sloping meadows. Korea is a mountainous

country where 75% of the land is mountain. Even going to the market was an activity that

exasperated Mija's shortness of breath and fatigue.

The Loss of self-confidence of walking

Mija: While going to the market, I usually needed to stop more than three times.
But sometimes if I could make it without any stops, then I felt so good. I told
myself “Wow, look, I can do it.” But this winter is so cold and after the last cold,
my mind got more confused. I had no exact and neat mind.

While her slow body requires frequent stops to catch a breath, the space of “I

cannot” (walk without stops) also reduced her self-confidence. But one episode of

completion of the same task without taking frequent stops was good enough to raise her

lowered self-confidence. It also added a new meaning into the familiar way of going to

the market with a new “I can” space. The harsh cold winter in Seoul, however, frequently

interrupted her new trial of walking to the market.

There is no chance for me to sweep the room

Mija: My husband is so diligent, fast, and astute. He is so short tempered. When I
tried to sweep my room in the position of sitting squat on the floor, it looked for
him too lazy and slow, so he has to grab the broom from my hands. There is no
chance for me to do something. He is so fast and astute.... He always was
nagging on me about my laziness and unclean habits. He always blames me like “
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How can you be so lazy and unclean”, however, for me, I can sleep in a very
messy room, unlike him. Being lazy is better than dying.

Her husband's fast tempo cannot wait for her to finish tasks. For him it is much

easier to do it himself instead of witnessing her slow and dragging action. By his short

tempered helping, her list of “I can do” gets shortened. Conflicting time perspectives are

played out in daily plans, priorities, and pursuits, as people structure time without

understanding the underlying assumptions about each individually different tempo

(Charmaze, 1991). She and her husband made mutual accusations of blame, poor

motivation, power-grabbing, and the like. It is very easy to think that fast completion of a

required job is the most efficient way of helping. But in the long term, this kind of

impatient helping may damage each other's self-esteem in their everyday interpersonal

space.

“There was no place to go after my doctor fell down”

Mija: You know Dr. Min (name of her former cardiologist)..? Did he die?...It
happened to him in the middle of persuading me to have another surgery. In those
days, my mom’s health was so bad. It was a matter of days for her to die, so I
told him just wait until I finish my duty (care for dying) for my mom... He always
was so warm and sweet. He always soothed me and said, “Don’t pay too much
attention on saving money, your husband is a government worker, so just eat what
you want and do what you want and try to live a happy life.” His consoling was so
great and a big support for me. However, suddenly him being ill like that (the
doctor fell into a coma patient), I had no place to go (for my heart). So I thought
that taking medication is the only way to be alive. I took the prescribed amount
medication (Wafarin). The cost of medication was not expensive. I just bought
two month amount at once in the pharmacy that is located in front of the hospital.
Without taking any check up or blood test, I just kept taking those medicines.
(While I am thinking) that is enough. There was no other way, because he was in
that (Comatose) condition. And then my condition got worse seriously. The
hospital recommended me to transfer to this current hospital (her current HT
hospital). They told me that my life was not going to last more than three months.
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Her trust and loyalty to her god-like former cardiologist gave her a feeling of

safety and sanctuary. The security providing monthly check-up ritual, a source of

security, however, was shattered when her famous and heroic savior figure fell ill and

could not be seen by his patients any more. Without any proper information regarding the

other cardiologist and the necessities of transfer procedure, she just waited for her doctor

to be awakened again while she kept taking his last prescribed medication for more than

two years without any follow-up blood tests. Her obedience without questioning about

the reason for taking the medication and her loyalty to her doctor for more than 15 years

was not accompanied by clear reasoning about side effects and the minimally required

check-ups. She just believed that her doctor gave her the best medicine for her life. It is

not common practice in Korea to let patients know the side effects of the medicine that

they are taking. Pharmacists and doctors gave brief information about the main treatment

effects of medicines. Like the abortifisants case, she just kept taking the medication

without considering the danger of side effects.

Becoming more and more severe in shortness of breath and frequent fainting

spells, her family finally made a decision to change the hospital. The new cardiologist's

frightening diagnosis threw the whole family into fear and anxiety. Every day they

gathered with overwhelmed hearts. The death sentence was that there would be less than

three months left for her. Her husband retired. With his retirement pension money, he

could pay the expensive deposit for her heart transplantation. Four years ago, the heart

transplantation was not paid by the government-controlled national insurance system. For

registering as a candidate of HT, they had to prove their financial affordability to pay for
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the surgery and the cost of medication and had to deposit more than 25,000,000 Won

(value of USD$: 20,000) before the surgery.

The second birth as a Dum (Bonus or free gift)

Mija: Sometime I think it does not matter to me whether I live or not. However,
when I think about if somebody else got this heart, she may have a better life than
me. I was regretting getting this heart instead of another.

In her youth, when she hoped to be a schoolteacher, her health condition pressed

her to another dimension of measuring the value of her commitment to teach with

sacrificing her health. Her mother's advice, “It is not worth earning money by your such

a weak body” helped her to nullify the meaning of being a teacher. Through continuous

weighing of the value of activity against the value of health, her chronic health condition

always prevented her from any actual commitment with passion if it involved risking her

frail health. One tiny valve in her heart has been forced to confiscate from her the

opportunities for involved commitment. Her “career losses” were compounded by the

“career losses” as a successful mother of a healthy son. Having a three daughters and a

mentally disabled son meant that she was judged negatively and considered a sinner in

Korean culture.

While she had to live one day at a time with her disabled son's unpredictable

violence and incontinence, 27 years passed quickly. Chaos devours time (Charmaz,

1991). Looking back on her life gives her a chance to frame the past as a lost one. Her

life has become meaningless. Living one day at a time with her disabled son in the

confines of her home builds her embodied tendency to live in the present without

mapping a long future. Fortunately and unfortunately, her retired husband can be

occupied with household cares and the duty of caring for her son. However, even this
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assistance from her husband further undermines her sense of worth. It creates a sense of

role loss, since her husbands’ function within the home is not socially sanctioned. When

she tries to calculate the cost-efficiency of the expensive heart transplantation, the value

of a donor's heart is measured by her life as a recipient in her own calculation of value.

The devaluation of her life may well be accounted for by depression, but it also reflects

the social-cultural values of social worth through activity and interpersonal relationships.

This kind of comparison tends to demoralize her further. The duties of taking care of her

son has her a prisoner in her own home and further impedes her rehabilitation through

exercise.

INT: Why do you think it is so hard to do exercise?
Mija: I do not have any room in my mind. Going somewhere needs some room in
mind for doing it. As I have already told you, since I had “that kind of thing’ as
my child (her son), I had to hire somebody who can take care of him. In the case
of exercise, my husband had to accompany me, however, all the other children
were married and lived away from our home, it is very hard to find somebody to
ask to take care of my son. Going somewhere with my husband is an impossible
job, because at least one person has to stay at home for watching my son. As my
husband has always grumbled, it would be very nice to wander around and climb
the mountain together. However, a simple walk with husband has a great
obstacle.... Every three hours, and I need to check and make him urinate,
otherwise the unexpected accident will be happen and home will get out of shape

“Whenever I think about my son, I just plop”

For her, there is no option of walking with her son in public spaces. In Korea

those defined as abnormal are allowed to live only within the confines of their families,

taking care not to offend the society by appearing in public (Dikotter, 1998). Their low

visibility in the cities and towns is in itself an indication of social prejudice.

In Korean society, “what would they think about me” is a matter of concern, not

“this is what I think.” As Kierkkegard articulated, the self is a relation which relates
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itself to itself. Persons who are raised in the collectivistic Confucian society are more

concerned with the consequences of their behavior on their group members and are more

likely to sacrifice personal interests for the attainment of collective interests and

collective appraisals (Yoon, 1994).

As Yi (1967) has said, “Koreans fear more their face being lost than the death of

their wife.” Even though her disabled child’s condition is severe mental retardation, her

husband did not want to register the son as a disabled person for the birth certificate and

the social security registration. Having a disabled son causes tremendous shame and

causes a loss of face and honor for his family. Therefore, her husband sacrifices the social

security benefits in order to save face.

In most of traditional Asian cultures, discussion of illness, death, and dying is

considered bad luck, particularly when the disease is serious or terminal (Aoki, Ngin,

Mo, & Ja, 1989). In addition, it is believed that too much discussion about a serious

health condition can become a self-fulfilling prophecy; that is, one can bring on the

occurrence of the illness (Yep, 1997). It is a very common belief and prominent practice

for women to avoid seeing any disabled child during pregnancy. It is believed that to see

a disabled child can cause one to have a child with a similar disability.

The dominant Confucian point of view strongly opposes “mutilation” of the body.

From this perspective, to give birth to a disabled child is a symbol of bad luck in the

family. Most families try to hide this kind of child in their own home for their whole

lifetime. By doing this, any parents who have a crippled child automatically become a

prisoner in their own home. A chance for the parent to socialize, especially the mother, is

almost impossible. If a mother tries to avoid this kind of culturally self-imposed
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punishment and enjoy her life by doing some pleasurable hobby such as playing golf or

tennis, she would be regarded as a cruel mother by her neighbors or relatives.

Mija: When I was young, I tried to go out to meet my friends. Whenever,
however, I returned home, the whole messiness of the house was so awful, with
broken dishes, spilled food, throwing stones through a window and painting with
his urine and feces on the wall. Sometime I felt so guilty and told myself “I
deserve to clean up this kind of mess because I went out without taking care of
my crippled child. I have to clean this mess without any complaint, I am a sinner.
I deserve to get punished.” However, sometimes I experienced extreme anger.
Then I cried and cried.

Nine months after this first interview, however, Mija had an opportunity to visit

her only brother who lives in Los Angeles. This travel helped her to challenge her

understanding and to begin to reconstitute her lifeworld in a different understanding

regarding being normal.

Mija: Last November, I saw somebody brought this kind of children (mentally
disabled children) to Disneyland in LA. And I was so shocked because nobody
seemed to look at them with strange eyes. I was the only person to stare at them
with great concern. They seem to think this kind of child is a normal person. It
was so amazing. There is nobody who thinks they are different. In Korea,
whenever I bring my son in a public space, everybody will look down us with
very unpleasant eyes. All very cynical and cold eyes will be upon him. I cannot
bear those gazes from every direction. I could not raise my face...[she refers to
looking down in shame] I do not want to give somebody unpleasant feelings by
showing my son. They are going to lose all appetite.

“I cannot raise my face” helps us to understand our body as Flesh as used by

Merleau-Ponty. Merleau-Ponty uses notions of doubling, obverse and reverse,

overlapping, and two-sidedness to describe Flesh (Wynn, 1998). As Flesh, the

interwovenness of language and materiality in perception is embraced as an irreducible

complexity that is necessary for a sense of self: “Flesh is not a contingency, chaos, but a

texture that returns to itself and conforms to itself (Merleau-Ponty, 1968: p146). The

phrase “Could not raise a head or a face” is interwoven with the meaning of feeling

5
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shame and wanting to hide. Because Mija has internalized guilty feelings embodied in

her behaviors and perceptions of being a dutiful mother of a disabled child, she has to

look down with crushing pain onto her heart. When she feels herself being a shameful

mother, she must have been seen as shameful mom in her imagination or in reality. As

Taylor (1992) pointed out, her understanding constitutes her life world and she is

constituted by this understanding.

In this context, she was not comfortable with the idea of traveling abroad. While

she enjoyed the fresh air of San Francisco and fun times in LA, whenever she had a

chance to look out the window of the traveling car, she saw her son's face. Her deeply

embodied guilt prevented her from being happy at that moment. She could not escape

from worries about her son's toilet time and caring. Even though her good daughter, who

has the “sweetest heart for her son,” was taking care of him at the time, she has endless

anxious and guilty feelings. These guilty feelings shape her identity of shrunken flesh

with a broken heart. In this regard, going out for exercise, overcoming the overwhelming

obstacles of stairs and hiring somebody to baby-sit her son are out of the range of

possible activities for her. The benefit of exercise that can be felt through her body has to

overcome the competing demands and obstacles.

Being a permanent great wall

For this couple, what it meant to be a good parent of a disabled child meant being

a great wall to protect the son from any harmful social interaction. They keep this child

within their own home boundary line which they draw at their own discretion. This helps

them to prevent being labeled as abnormal, or as an unusual family by reducing awkward

public relationships that will bring the possibility of misunderstanding, comparison, and
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rejection in everyday spaces of interpersonal relationship. However, the cost of

sacrificing her son's socializing and interpersonal communication skill accumulates
-

endlessly. As the child grows, his own desire to know the outside world gave the parents

a harder time of keeping this boundary and holding him by their aged, weakened, and !

fragile bodies. The window of Anbang (family room or master bedroom) is the only open

channel for him to look out to his outside world. All day, from morning to midnight, he

frequently climbed up and sat on the window side so he could scream at the familiar faces

on the street day or night. Sometimes, he suddenly threw pot of flowers out on the

pedestrians or into the room furniture. It made the parents embarrassed enough to shut the

window. Living with an disabled child has taught them how to live with interruption and

chaos. Making plans for the new day had been useless. Everyday requires of them it’s

own activity that is created by her son's mood. Their gate keeping job is getting harder

and harder. Being a great wall also requires the parents to make a clear boundary and

develop sensitive watchful eyes to distinguish between “us and not-us.” For her, allowing

even her son-in-law to be a member of “us’ is very hard.

Mija: I wanted to see my daughters and grandchildren. It is so happy to play with
those cute babies. But I don’t want to see the sons-in-law. I think if I were a guest
of a house who has this kind of ugly child, I would lose all my appetite and have a
very unpleasant stay at that house. So I told my daughters not to bring their
husbands. I told my daughter, “I don’t want see your husband. Just bring your
kids.”

Mija has lived with her son’s ferocity-- this 27-year-old son who has not yet

finished toilet training. Whenever her burden was too heavy to bear, she tried to send him

somewhere like America where there are rehabilitation institutions or day care facilities.

However, her effort did not work well. Her husband's pity for the son and her separation
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anxiety prevented her from sending him somewhere. Everytime she is the person who

insists on bringing him back home.

The Impractical Hope for outliving her son

Mija: I have three wishes. First, my last son (healthy and second son) would
finish his college education and get a good job. Second, to have a healthy life
until my days[destiny]. And third, just send that one [her disabled son] to die
before me.

As human beings, we all have the basic desire for a long life if not for

immortality. Progeny is the only immortality available to human beings and assurance

that our seed would not die with us (Cahill, 1998). While Mija and her husband keep this

wish of immortality through the second son's success in education and business, to

contrast with this wish, she and her husband hope to outlive her disabled son or “to send

him to heaven before them.” While she had the hope, she did not have to worry about the

possibility of separation from this child and about handing over this disabled son to some

stranger's cruel and abusive hands. Her heart transplantation seemed like it would

guarantee this hope at first. However, through her recent confrontation with her own

mortality as a result of an episode of severe left lobar pneumonia, she is seriously starting

to realize that a simple cold can be turned into a life-threatening critical condition. While

she had to be confined in a hospital room, she and her husband did not tell about their

disabled son to Dr. Sunsang. Thus, their worries over son forced them to beg for fast

discharge without telling the true reason. Since this hospitalization, every November,

Mija brought her disable son and husband to a hospital to get flu shots. Hoping

essentially has aspects of relational temporality that connects with the person’s skillful

embodied capacities.
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Mija: My kids' Dad [husband] repeatedly told me to send him to some institute
where he can get professional care. But, I can’t live with that idea. Even for my
own self, it is such a hard job to take care of him. Who else is going to take care
of him like us? For the parents themselves, it is so difficult.
Husband: My wife kept believing that his sisters would take care of him after we
died. However, even for ourselves, it is so difficult. How can we hand over this
heavy burden onto our other children? With hope, I pray for sending him to
heaven while I am still alive.
Mija: I told him[her husband] to be prepared to register my son into the disabled
social security record. Or my daughters will think us as unresponsible and
mindless Mom and Dad. If we register him, in any case of benefit for those kind
of disabled people, they can get any benefit from the government. Or they will
think, “how did our father do this kind of mindless job? Even though he was a
government official?”
Husband: Before my retirement, everything related to taking care of the son
belonged to my wife's responsibility and mother-in-law’s. However, after my
retirement, I did everything and I realized it is a very difficult job. When we had a
trip to my brother-in-law’s home in LA, I couldn’t feel any mode of going
somewhere. Because every hour I found myself is worrying about his toilet time
and mealtime. Recently I am starting to have severe memory disorder. It is very
hard to memorize something that I have read from the day's newspaper. I could
not retell my wife about that news. I think taking care of him gives me a very hard
time.

Inescapable heavy burden and sorrow fed her hope that had aided her in escaping

from anxiety in the past. To fore-see the duration of her suffering, she wants to go a

fortune teller for a prediction about their future. In Korea, the practice of going to a

fortune teller plays a role similar to a psychologist’s consultation, while talking about

personal matters to a psychologist can be interpreted as being insane (having a mental

disease). Thirty was the sentence for her son, three more years from the present.

However, she did not want to believe it. Thus, she may not believe it. Continual

oscillation between hope and sorrow can help a person to touch the other opposite side

more frequently and offer opportunities to realize her own risk more realistically. This

realization is much better than not knowing or denying. The impracticality of the hope

forces them to prepare in case of their own deaths and leaving their son without their
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care. She tried to persuade her husband to register her son as a disabled person in the

social security registration. This requires strong courage to sacrifice the face and honor of

the family for the well being of her disabled son. For a while in her lifetime, this shared

cultural belief constricted her possibility of being an active participating member of

society while being the mother of a disabled son. The experience of the Disneyland trip

seemed to have helped her to recover her uncultivated courage to accept the labeling of

being different.

Her husband was also starting to realize how much of a heavy and painful burden

it was to care for the son by doing the mundane daily activities of caring and cleaning up

the ongoing mess created by his son. It also gave him a more charitable understanding

and companionship with his wife by realizing how tremendously his wife suffered from

this lifelong duty. Hoping to out-live their son, they are attempting to give a burden free

life for the other children too. However, care of the disabled son is already an interwoven

task into the other siblings’ daily life.

To send her son to the U.S.A. is a kind of dream for this couple. Like the brother

and the sister who became the Sun and the Moon in the Korean folktale, after their

having lost her arms, legs, one by one to the tiger (the demands of cruel life), then they

finally prayed and waited for a rope from heaven. They believe that the U.S.A. is the rope

from the heaven for disabled persons. When they asked me to search for some ideal

places for their son in the U.S.A., they may have already known it would be impossible to

be accepted by some institution that has a sophisticated, developed, and generous way of

working with the disabled, because he is a foreigner with no built in privileges of

citizenship.
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After her husband experienced the heavy burden of the tedious ritual-like caring
*

practice, he initiated some radically different ways of problem-solving. It was also a

significant distinction between a man and a woman's way of coping. At first, he began

searching for some institution for his son in Korea and in the U.S.A. Every time his

attempts failed, however, because of strong objections from his wife. After having

overcome the overwhelming idea of having another's heart placed into her own body

which goes strongly against the cultural beliefs, his imagination for the possible is now

enlarged. He now has a new realization that there would be the best care center for his

son too. In order to solve his wife's chronic suffering, he made the difficult decision to

retire and to sell his building in order to pay for the medical bill. Three months was her

estimated life expectancy before the transplantation. She has been living for more than

three years after the HT. Selling his building offered him a way to pay the cost of

improving their life.

The meanings of being a mother helps Mija to be compliant with the complicated

medical prescription. Mija's embodied, interdependent daily living skill and the desire to

be a “great wall” for her son has motivated her to faithfully keep taking the expensive and

unpleasant nausea-evoking medications. However, her meanings around being a good

protective mother to her disabled son disrupts her compliance to exercise. As Dr.

Sunsang labeled her as a low-performing old female patient, fear and shame were

pervasive moods through Mija's life-long suffering. These somber moods prevent her

from desired social involvements. Her prevailing expectation of continual suffering

forced her to be passive and to surrender her autonomy to authority figure.
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Commentary

The bias of biomedical understanding of chronic illness is the idea of a

preprogrammed diathesis that exists inside of the body independent of personal

biography or context (Kleinman, 1996). A human being experiences a significant

meaningful world and acts upon this significance. Illness evidently disrupts one's

embodied access to the familiar lived life-worlds. A Cartesian paradigm of disease fails

to consider this kind of contextual significance of embodied suffering as human

experience of illness, recovery, and health. To find clues for understanding the lived

symptoms, this paradigm case vividly illustrates how Mija's chronic suffering effects

symptoms and treatment choice in the interpersonal space of everyday life in the long

course of living with her heart failure condition. As Kleinman (1996) pointed out, we can

see how cultural ethos, the cultural belief of child-rearing practice, the way of defining

the self and the other, micro-level work and family relationships, as well as economics,

politics, and other macro-social structures both constitute and are constituted by

symptoms, pathology, and treatment choices and responses.

Her patient identity as a heart transplant recipient is always intermingled with her

identity as a caregiver for her disabled son, as a wife, a mother of four other children, and

as a grandmother. Her embodied symptoms of chronic heart failure informs to the

multiple immunosuppression side effects and speaks through her body and in the

interpersonal space of everyday life in her Confucianism-rooted modern and

industrialized Korean cultural context.

This case also offers clues for understanding how local culture inscribes onto the

heart transplant recipient’s body and illustrates how this different lived body impacts the
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building and raising of the desired and recommended new daily habits for diet control,

keeping exercise regimens, and preventing infection. Her embodied understanding also

reciprocally folds out into social space.

Paradigm case 2

Shinja: a faithful Christian

Searching for the clear reason of her transplantation

Shinja is a 54-year-old housewife who has three sons. She has been a Christian

since birth. Shinja's 12 years of heart failure finally pushed her to be hospitalized in a

medical center and to register as a candidate for HT. While she had to stay with her

severely malfunctioning heart in a hospital room with two other heart patients, one of

them was always wearing a mask. Curiosity helped her to pay attention to the reason for

wearing a mask. It turned out that Shinja shared a hospital room with Mija who was

hospitalized with pneumonia.

Shinja: I had heard about the news of heart transplantation from TV news. At that
time, I never thought about the possibility of my own heart transplantation. It was
just a new technology and news. When I heard that I desperately needed the
transplantation, I still thought it could be a good treatment to cure my condition.
However, when I heard the other patient’s story, the women, she told me “Even
after those three years, I still need to take these huge amount of medicine and the
isolating ICU was so awful and terrible...etc”. And then I got scared. It seemed
too much for me to take those big burdens. I felt myself tremble. “Really, do I
need this operation?” I kept asking myself.

When Shinja heard that there would be only one year left for her to live and the

other possibility was to extend her life by HT, at first, the heart transplantation seemed

like the only procedure that could cure her long suffering. However, listening to Mija's

lived experience helped her to understand the HT’s requirements of a lifetime

commitment of treatment processes. Watching a documented HT story on TV did not

s
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help her to personalize the significant demand of the HT. However, her eyewitness of

another patient’s lived suffering for more than one week made her very hesitant to

receive a new heart. She began negotiating with God.

Shinja: After my discharge on May 22, I felt much better than before. But still I
could not do daily house management things like washing dishes or cleaning the
house. In my church, there was an elderly person who has very strong belief and
who prayed a lot who told me, “Why don’t you have a prayer retreat by
yourself?” So I tried to have my own worship and pray twice a day at specific
times.... In prayer, I found myself pounding on my chest with my fist and saying
‘thank God and thank God,” I wondered about it and wanted to know the true
meaning of it. It could be interpreted in many different ways. I could not know.
After I thought about it again, about one week later, I received a phone call from
Dr. Sunsang telling me that there was a donor who had the same blood type as me
and that I should hurry to come to the hospital. It was so sudden. I was not ready
yet. In the middle of the night, I could not make a decision. I was so scared and
deeply trembling. So I told Dr. Sunsang, “I feel comfortable right now, my heart
seems O.K. to me right now. So I do not want to have a transplant yet. I need time
to think and pray.” He seemed so shocked and numb. But I was struggling to get
clear about God's message. Will it be God’s message of his preparing of my new
heart or can He heal my heart by himself? I begged God to heal my heart without
getting a transplant. I promised God that I would donate the exact same amount of
money for transplant to God’s altar. And then 20 days later, another phone call
from Dr. Sunsang was there. At this time I could not reject or insist on my own
opinion. So my husband and I made the decision to go to the hospital. The first
few days, I felt so good. So I thought that I was too nervous and anxious.
However, one week later, the rejection almost killed me. I need hemodyalisis four
times. After the first three times of dialysis, I could not bear the dialysis any more.
So I begged Dr. Sunsang to stop the dialysis. I was so scared.

Shinja had Diabetes Mellitus (DM). Usually DM is one of the contraindications of

HT, if it involved kidney failure or retina. When her surgeon tried to warn her with his

very authoritative and tyrannical voice about the complicated nature of her surgery and

increased chance of complication, she was so scared. She got angry at his sharp warning.

She combined Dr. Sunguja's fierce warning with her knowledge of Mija's experience.

After HT, her anxiety over her prognosis was molded into the form of a tragic story. At

the first week of post-HT, she developed severe rejection that required hemodialysis four

214



times in the isolated aseptic ICU room. For more than 15 days, she struggled to hang on

to her razor-thin lifeline. While all the components of Shinja's blood had to be filtered

from any unwanted reaction of her immune system, her whole body experienced being

removed out and being reentered into. These multiple hemodyalisis drove her to the point

of being comatose. In addition to this, her cardiac cavity filled with extra fluid. It also

required another operation to remove pleural effusion and to insert the painful chest

tubes. She was able to go back home another 20 days later. However, it was not the end.

About two weeks after her discharge, she found yellowish discharge on her chest wound.

When she arrived at the hospital’s emergency room, the yellowish discharge became a

flood. Another 20 days of long hospitalization exhausted her whole strength.

Shinja: At first, Dr. Sunguja was so cruel and fierce. He told me I will die due to
my diabetes. I thought he was too rude and ill mannered, and haughty. However,
when I had to have third operation on my chest, he asked me whether I believe in
God. And he said “Don’t worry, I will cure you, so put your heart down” It was so
good to hear his confident promise and the sound was so good to me and soothed
me to have peace in my mind. On the day of the third operation, before the
operation God gave me the hymn of “Do not be troubled, I will protect you” It
was just coming out from my mouth involuntarily. I could not stop. Then (our
father god) he gave me another song ‘Have Thine own way.” After singing two
hymns, I prayed. The prayer was so short and a very sophisticated one. After
finishing the prayer, I thought how could I do this kind of sophisticated and
simple but deep prayer? I could be sure that it did not come from my own ability
or thinking. It was just coming out of my mouth. At the same time, before the
operation my pastor stopped by to see me in the early morning. So I was
convinced of God’s message. “Ah, the other day's prayer meant that our God
already prepared this for me.”

When modern bio-medicine tries to impose the power to make their own choice

of life or death, in addition to the barely-predicted survival statistics or the deficiently

predicted outcome of each treatment, most human beings try to search for a clear and

understandable meaning for their own illness and choice of treatment. In her searching
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for the true meaning of God’s will regarding her HT, she continually wanted to check

whether she did the right things or not. Like a child who waits father's selection of dinner

at a restaurant, she just wanted to follow God’s will. Shinja believes that her god always

offers her “his best.” When she heard the two very familiar hymns that came out of her

mouth without intention, she internalized the meaning of the hymns into her life problem

and became comfortable enough to have any kind of operation. Convinced of divine

support and protection for her operation, it was liberation from self-doubting and self

victimizing torture. She felt truly free from any burden of uncertainty and from being a

worthless, helpless, and powerless being. This meaningful confidence of divine assurance

and support helped her to recover her strength for overcoming any hardships of the long

recovery course of heart transplantation.

A heart transplantation itself has great power to shake our concept of taken-for

granted tomorrow and to transform our ways of seeing the world. The simple ability to

breathe can become a very precious ability to live a moment. A rough and intensive

recovery period and multiple hospitalizations gave Shinja an opportunity to realize and to

witness how much she was loved by her husband, children, parents, and friends.

Receiving a heart-organ offers another multiple receptions of truly heart-warming love. It

is a true moment of healing for the broken heart. She began to see the true meaningful

outcome of her heart transplant as an exceptional opportunity to strengthen her three

sons’ Christian belief in a desired and expected way. One of her three wishes is to do

more volunteer work in her church.

As her way of repaying for her priceless second life and the donor's heart, serving

church people became her calling. In the harsh winter of Seoul, when she insisted on
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going to the far-distanced church, her husband had to persuade Shinja not to go and to

rest at home. Worship and fellowship in the crowded church and during cold season

would be the most dangerous practice. Slow recovery with a massive dosage of
yimmunosuppressants widens the gap between Shinja's desire to do and her real ability to

do.

Her complicated rejection history made it impossible to use the Cyclosporine

sparing regimen. It is a very valuable phenomenon in which to test the relative meaning

of Cyclosporine sparing regimen from patients’ standpoints. In contrast to Dr. Sunsang's

precaution about potential side effects of liver damage, most patients want to reduce any

amount of Cyclosporine. It is not only for saving money but also for a visible reduction

of the nausea evoked by Cyclosporine. When Dr. Sunsang informed her of the reason for

not sparing Cyclosporine, immediately this couple related to it with severity. Whenever

this couple could meet other recipients, they tried to ask and compare her dose of

immunosuppressant drugs with that of others. The desire to grasp evidence for her

progressive recovery expressed itself in a form of comparison of the dose of

Cyclosporine, Prednisone, and Immuran.

One year is usually used as a very meaningful milestone for most of HTRs. Her

new habit of counting days is like counting to D-Day. “Six months and ten days are left

(to the first anniversary)”, “I pray for fast passing of my first year as fast as possible.”

Like a prisoner of a concentration camp, when the patient suffers many complications

and has a very rough course of recovery, finishing the first year would be the point of

liberation. Her newly found calling requires many contacts with her neighbors, family,

and friends. When her high dose of immunosuppressant drugs prevent any further active
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commitment to the church activity, the first year anniversary will be like a finish line to

a marathoner, the end of her struggle.

At the ninth month of post-HT, however, she developed TB. The interaction of

the TB medicine with Cyclosporine required tripling the dose of Cyclosporine. She had to

wait to return to her church activity for another nine months to complete her TB

treatments. Her counting resumed from the beginning. During these dismal days of severe

complications, her retired husband fully took over the role of caregiver. Whenever he had

questions and wanted to know more detailed information, he searched the Internet and e

mailed this researcher.

He has retired and used his retirement pension to pay Shinja's medical bills. His

choice of “being a good husband’ assisted him to trade his career with his family

demands. As a physicist, his caregiving started from collecting every relevant medical

information and tried to predict Shinja's recovery course according to the already defined

medical theories. His heedful surveillance sensed Shinja's subtle emotional changes that

were still very puzzling to him. He found a linear correlation between the daily time

flows and sudden tearing of Shinja's eyes. When he noticed Shinja’s “afternoon blue,” he

tried to make her take a nap or to ask the reason of tearing. As a time keeper for her race

to reach finish line of complete recovery, he worked as a smoke detector to sense any of

Shinja's harmful misbehaviors in required rehabilitation of exercise, diet, medication, and

infection prevention.

Commentary

Shinja's story gave us valuable lessons to understand how can we inform a

candidate about the post-HT life. Being a candidate requires the critical ability to make

*
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one’s own decision. While she wanted to confirm the necessity of losing her heart and

receiving a stranger's heart through asking her god in a form of daily intensive prayer,

peer patient story of awful suffering and her own surgeon’s fierce warning tremendously

added the darkness of fear and anxiety onto Shinja's projected picture of the post HT life.

To be a candidate, balanced expectation has to be prepared in order to cope with post-HT

recovery. The moment of hearing the necessity of a HT is a critically vulnerable spot to

interpret medical information and other patient’s experience. While the patient was very

hesitant to receive a HT and to pay enormous amount of money, the health care

provider's strong assurance was needed to support the patient and family to make

balanced decisions. Post-HT recovery also required the health care provider's sensitive

and confident assurance to overcome the unhealthy anxiety and fear of going through the

period of high doses of immunosuppression and complications.

Paradigm case 3

Nongbu: a farmer who practices rituals of ancestral worship

How does Nongbu relate with his donor?

The HT practice is not based on technical skill only but on the donor's generosity.

Each culture has a hard time finding ways to soothe the psychological, social, and

cultural fears and rejection of the donated heart. From the recipient's point of view, a way

of building a relationship with his own donor or making some kind of peace with the

donor has great potential for his future healthy life.

To pay for a heart transplant usually forces people to spend their life savings or to

sell their family property. Nongbu is the first son of a family. The eldest son is the

inheritor of the patriarchal status. The patriarch is the guardian of ancestors, land,
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economy, and the family unit (Sodenani Sibata, 1981). Nongbu as the first son of his

family inherited a family mountain that usually serves as a family cemetery. Nongbu

must have an annual ceremony to console his ancestors’ souls of more than four

generations. This required him to arrange worship rituals eight times per a year in

addition to the general three seasonal holiday worships of New Year, Spring, and

Thanksgiving as his great grandfather, grandfather and father did before him.

To pay for his expensive, uninsured heart transplantation, he made the decision to

sell a part of his family mountain, which is the burial place of several ancestors. While

waiting for a new heart with his extremely malfunctioning body and shortness of breath,

every night he saw those ancestors in his dreams. He had to beg their pardon for selling

their burial place and kept bowing to them to save his life and not get angry. Every

dawn, he prayed to every natural spirit to save his life. Preparing a bowl of pure clean

water with jungsung and the strong desire to be alive gave him a chance to live everyday

as a very precious moment.

Nongbu. Before the sun, I prayed. Before the moon, I prayed, before the stars I
prayed too. I looked up to the clouds and I prayed. Feeling the wind, I prayed to
save my life. I said to the Sun, “Sir Sun, please save my life. Please Sir Moon,
give me a new heart. Please Sir Wind, I need a new heart.” I prayed and begged to
every natural spirit. Every morning at dawn, I prayed with a bowl of pure clean
water. In those days, I met every ancestor in my dream. From ten days before the
surgery every ancestor appeared in my dream one by one. I begged and bowed to
them to get pardon for selling the mountain (their burial place) to pay for my
Surgery.

Confronting his own death made him a very humble being before the powers of

nature. The belief that family ancestors are guardians for his life and the well-being of his

family caused Nongbu to have a hard time dealing with the idea of selling his multi

generation-owned family mountain to pay for his surgery. In addition to these difficulties,
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managing financial demands, he also had to deal with the fear of the harmful effects that

can be caused by the anger of ancestors whose dead body he had to remove from their

original burial place to a new place. When he could not trace the dead body's identity, he

had to burn the bones and prepare cremation ceremonies. Doing these-funeral like

procedures in a hurried manner, he felt strong guilt in relation to not only those ancestors

and but also his donor. Even if he did not know their face and name, he felt a strong

obligation to arrange a special ceremony to console those souls.

Like the Chinese, most Koreans believed that the lineage from the most remote

ancestors to the most recently born progeny form an unbroken line which theoretically

interacts regularly. The link between the most remote ancestors and posterity was

dramatized and symbolized in filial obligations and ancestral worship. It was believed

that the spirits of dead ancestors hovered about, looking after the welfare of their

descendants, and it was vital that they were assured of their proper respect. The dead

were consulted because it was believed that once they had entered the higher world, their

knowledge was unlimited and their judgment always correct. Records of ancestors is

carved on stone tablets and kept in ancestral temples or family altars to perpetuate the

eternal life of the family name. It is a very common practice to place flaming candles

near the bier in order to light the way to the afterworld. The date of death is

commemorated annually because it signifies the birth of the deceased into the spiritual

world.

Following Nongbu's Buddhist religious belief that a supreme being had given

some form of dispensed blessing. Nongbu believes that it is the obligation of the recipient

to repay the blessing to the donor. Buddha identified four debts that are owed: to parents,

*
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to fellow beings, to the sovereign, and the three holy treasures of Buddhism. In the

Buddhist ways, man cannot live without the blessings of the Supreme Being, and since

the blessings given are much greater than man's ability to return them, he is always in

debt.

Nongbu: I arrange an annual worship ritual for my donor to send him to a good
place in the afterworld. We begin our ceremony of praying for him first before
praying for my child’s well being. Every year I went to our temple to have an
annual worship ritual for him.

An essential component of the Confucian doctrine is its emphasis on filial piety

and ancestor worship. It was also a form of loyalty toward one’s ancestors that “the body

which one had received from one's parents should not be mutilated but be returned to

one's ancestors after death in a state of completeness.” Accordingly, marring or

mutilating the body as a possible consequence of surgical intervention would violate

these concepts. It was customary to bury the body with any amputated parts in old days.

This cultural background may have positively influenced the recent emphasis on

restoration surgery directed toward reattachment of extremities amputated by trauma.

In this cultural belief, the donor’s heart is also received from the donor’s

ancestors. It is the minimum filial responsibility to maintain one’s body without any

damage as a progeny. However, his donor's family took a risk to mutilate the donor's

body and give Nongbu a precious heart. Nongbu placed the donor’s heart into his body

that also was received from Nongbu's ancestors. This symbolical action reestablishes the

broken communion with donor's heart with his ancestral body. In this context, virtually,

the donor had a position in his ancestor's temple as a member of Nongbu's family.

Instead of celebrating his own second birthday, he is keeping an annual ritual of worships
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to console the donor's soul on the donor’s day of death. It also helps him to refresh his

thankfulness for a second life. We could psychologize about Nongbu's practices and

conclude that preparing the annual ritual of worship and spending money for the rituals

-

s
|can help him to sooth his guilt and help him manage his anxiety. For Nongbu, it is a

religious practice that is required to integrate his HT experience with his beliefs. It

guides his everyday practices. He also has to deal with the misunderstandings of other
*~~

older family members. In respecting the old relatives and trying to save their faces,

Nongbu did not insist on directly telling the truth of his heart transplantation to them.

INT: Can you expose your history of heart transplantation to all your family
members? S.
Nongbu: I tried, but when I told my uncles and aunts or the relatives of my A
grandparents’ generation, they seem to have a hard time understanding the
possibility of the HT. They do not believe me. For them it would be easier to yº.
understand the possibility of a kidney transplantation, but they don’t accept the
possibility of getting a new heart from a dying stranger. They have a strong belief
that no body will give a heart for a stranger. They believe it is such an unfilial
thing to give a heart to a stranger. If somebody receives a stolen organ, he would
also have to be punished. It seems very hard for them to understand. So I do not
try hard to persuade them. I

Before his transplantation he sees himself as a spiritual being and as a progeny of yº

his ancestors with the duty of continuing his family name. He feels connected to his all
y

ancestors’ souls. HT gave him a very different way to see himself as an object of his own tº

science project. To express his gratitude for his second life, he personally set the º
responsibility and obligation to help advance medical science. y

Nongbu: I tried to tell my every experience to give any kind of information to sº
the doctor. I have no fear. I tried to do anything and I tell the result to Dr. sº
Sunsang. I tried to smoke a cigarette and I told my Doctor, “I did smoke but it did
not cause any problem.” Then he asked me “Oh? You did?” If I wanted to eat
sushi, I ate a small bit of sushi and I told him, “I ate sushi, but I was O.K.” Then rºl.
Dr. Sunsang told me “Oh you did? How was it?” and so on. I tried to do many
things and tried to tell the doctor any results. I think it is valuable for him to know
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each patient’s real experiences and results. I think it is my minimum duty for my
new life to help other patients.

Commentary

Basically mechanistic and materialistic, the underlying assumption of the heart

transplantation has tenacious power to transform a relational human being into a

scientific object. His relationship to his body has been transformed into an object of

curiosity and science. It is no longer just a personal private body or even an ancestral

member. It is now also a public experiment where responses can be of interest and benefit

to other HTRs and to doctors. He willingly shares the results of his experiments with a

medical colleague. He imagines himself as a pioneer charting unexplored experiential

territory for other recipients. His doctor has become a consultant and co-worker for

studying the human body phenomenon after the HT. His experiments feel like a partial

payment on his indebtedness for his life. In this sense, as an interdependent relational

being, Nongbu's boundary of relationship expanded with everyone from his own family

to peer patients and his health care providers. Nongbu shared his body with his ancestors

and progenitors. Now he shares his body with his physician to help his colleague patients.

Paradigm case 4

Eobu: A fisherman’s struggle

How the recipients manage financial burden

As noted earlier, before registering as a candidate, every candidate is required to

show their financial affordability by submitting the record of minimum checking balance

of more than 25,000,000 Won ($20,000 USD) to 35,000,000 Won ($28,000 USD). Self

financing of this expensive process is a tremendous burden. Following discharge from the
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hospital, monthly bills for immunosuppressive drugs account for approximately 60% of

the routine costs. However, for local patients who have to commute from distanced areas

by trains or expensive airplanes, extra expenses may double or triple compared to Seoul

residents. In addition to the need for immunosuppressive drugs, patients remain at risk of

acute and chronic health problems. Few families could finance an average hospital stay

out of their current income. Eobu received his HT in a different hospital. The hospital had

a shorter history of HT. He was one of the first five patients. The hospital is one of the

best equipped, the newest, and the biggest hospital in Seoul. Cyclosporine sparing was

not used for HTRs.

“A bedsore nullifies my heart transplantation”

Eobu is a 48-year-old man. He owns a wholesale business of dried fishes in a

local area. It is one of the far-distanced city from Seoul. Sometimes he had to direct

fishing in his ship as a captain. His wife's time was devoted to taking care of their three

teenaged children. When I visited his clinic room that was shared with three other

patients, his wife sat on the floor under his bed. Eobu was laid down on his bed without

any movement. She was so willing to share her husband's experience.

Eobu's wife: About one year ago before the transplantation, his shortness of
breath and tiredness suddenly became so evident. At first, I thought it was a cold.
Usually we did not like to go to the hospital, however, the symptoms were so
severe. (at local clinic, a doctor told us) that the chest X-ray showed a swollen
heart. We needed to go to a bigger hospital. At that moment, one young intern
told us (in that local general hospital) there is no way except to die. My husband
had to take diuretics three times a day and Digoxin for about one year. While he
kept taking those prescribed medicines, he hide one thing. He had been drinking
natural salt water, one gallon per a day, many bottles a day with an empty
stomach. Somebody told him it would be good for his health. I had many fights
with him about that. His belief was so strong. I kept fighting with him. His whole
body was getting much more swollen. He could not eat and his swelling got
worse. When his condition was at its end, we wanted to come to Seoul and choose

Sº,
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this hospital, because everybody told us this hospital facility is the best in our
nation. My husband's uncle works at this hospital in the accounting department.
We wanted to get the best treatment in our nation before he dies. They told us we
need a heart transplant. I did not know our nation has this kind of advanced
medical technique already. We were so excited to find a way to be alive.
However, the hospital financial clerk asked whether we have more than
35,000,000 Won or not. I thought if I told him that we did not have enough
money for paying this medical bill, he would not get the heart, so I told the clerk
that we have that amount of money.

When Eobu suddenly developed the symptoms of shortness of breath, no one

thought about the possibility of a life threatening heart disease. His simple cold was not a

cold but a life-threatening heart disease. The local doctor prescribed Digoxin and

Diuretics without an understandable explanation about the physiologic mechanism of the

prescribed medicines and side effects. Knowing the name of his disease without a proper

understanding of his condition could not guarantee proper compliance.

The usual encounters with the doctor or health care professional was not expected

to result in detailed, gentle, sincere, and time-consuming explanations. Without any

proper patient education and with great fear and hope of saving his life, a huge space of

ambiguous misunderstandings about his own body created fertile ground for every kind

of folk medicine. Eobu's case was so dangerous. He had no communication with health

care providers about why he needed to take diuretics and he had no knowledge about the

serious impact of extra bodily fluids on his sick heart nor did he understand the danger of

excess salt for water retention. One of his friends had told him that drinking natural salt

water on an empty stomach is the best remedy for restoring his stamina. While he took

the diuretics three times a day, he diligently kept drinking the salt water in his hiding

place with a strong belief that this liquid would help him to restore his broken heart.
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When Eobu's congestive heart failure became increasingly severe due to

drinking salt water, like many local patients, this couple tried to find the best place and

the last hope for saving his life. Coming to Seoul can be interpreted as grabbing a

lifesaving rope from God at the last moment. Buying airplane tickets to go Seoul,

staying at a relative's house far away from home, paying for an expensive evaluation for

the heart transplantation and waiting for a new heart in a very luxuriously decorated

hospital, all of these processes seemed to guarantee a healthy new life. After confronting

his own death, hearing the possibility of a heart transplantation is so shocking and hope

evoking at same time. It was enough to have courage to pay any cost for a new life.

Without any proper education about the long-term treatment of immunosuppression or a

clear understanding about the procedure, he, like many other patients, was focused on just

paying the medical bill. Facing the medical crisis is already an overwhelming task for the

family. After paying for the enormous costs of surgery, many of my participants

expressed their surprise at the expensive regimen of immunosuppression. Eobu's wife

expressed her fantastic expectation for a perfect cure of HT.

Eobu’s wife: I didn’t know that we will need these kinds of medication for the
rest of his life-long. I just thought if we get this huge amount of money for the
expensive heart transplant, he will be normally healthy person without taking any
medicine.

Since Eobu got a loan for his surgery from a bank, following his discharge he

could not take much time to rest. Within 15 days, he returned to his work place at the fish

market. As captain of a fishing ship and owner of a wholesale fish store, managing his

financial burden forced him not to seriously take care of his fragile body. In summer or

winter, he did not hesitate to take off his mask and participate in any kind of work
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process of catching and drying fish. Under a dust-covered field without wearing a mask,

he got a tuberculosis infection in his lungs. While CMV infection is a leading cause of

death after HT in the U.S.A, in Korea, CMV infection is very rare. However, the

incidence of TB is not rare especially in the ocean area.

Eobu's wife: His aunt had lost one side of her lung. I think our in-law family had
a tendency to have weak lungs. My father-in-law died with lung cancer before I
married. My daughter had TB too at the same time as my husband. He had
pneumonia and TB. He had to stay at the hospital for five and half months.
However, we had no money to pay the medical bill. In the final month, I insisted
he be discharged. I knew it is a matter of death and life. However, the burden was
almost killing us. We cannot live with that debt. Then Dr. Won (Surgeon) tried to
make us stay one more month and tried to help reimburse our debt by telling the
significance of our cases to the hospital administrator. Therefore, we could stay
one more month without paying our debt. Then a small bedsore started at the
ICU. This bedsore made us stay at the hospital for more than three months. We
cannot pay the medical bill. Everyday the account person stops by and tells me to
pay. However, the loan from the bank already took away my house. If we would
go out of this hospital right now, we do not have a place to go. Our children
already gave up going to school. I could not give them the tuition. I do not know
what I can do. Still if he got healthy again, we can earn money again. I just want
him to get well as soon as possible.

The drug interaction of the TB medicine with Cyclosporine requires triple the

expensive Cyclosporine for maintaining the level of immunosuppressive effects in the

blood for more than nine months of the treatment course. The more he needs to take

Cyclosporine, the greater the increase of possibility of infection. However, his financial

burden for paying the medical costs forces him to work more and more in the dust-filled

fish market. He had a small bed sore on his back that developed in the ICU. A nurse

coordinator shows this couple how to care for the bedsore at home. But his artificially

decreased immunity disturbs his healing of the wound then the sore gets bigger and

bigger.
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It is very rare to have a fully-equipped bathroom that has a warm water heating

system in the local area. Taking a warm shower at his own home in the wintertime after

finishing his dust-filled job was impossible in Nongbu's house. Maintaining the basic

personal hygiene of showering daily would requires a massive architectural change in

Nongbu's house. In addition to this external structural obstacle, his big chest wound and

bed sore prevents him from going to the public bath either. His small bedsore makes it

necessary to buy expensive airplane tickets to visit his cardiologist. His debt increased

rapidly. Finally, Nongbu's bedsore got so severe that he had to stay in the hospital for

three months. At this time, he cannot afford to pay his medical bill that already exceeds

$10,000 USD. It is a strict rule with no exceptions to pay all medical bills before being

discharged. Without paying the bill, he cannot be discharged. His bedsore got worse and

there is no sign of improvement. His debt exceeds his ability to pay. Now he became a

hostage. The hospital accounting department suggested a way of repaying his debt by

donating his body after his death as a corpus for an anatomy class for medical students.

However, his doctor does not like this idea and is very hesitant to give this suggestion to

his patient. In this context, the Cyclosporine sparing practice appeared to be more

favorable than the potentially uncertain long-term possibility of liver damage. However,

the cardiologist already made a decision of not using the Cyclosporine-sparing regimen

and closed the possibilities of reducing his patient’s financial burden.

INT: What is the most difficult to manage after the heart transplant? What kind of
wishes do you have?
Eobu's wife: First of all, we want to get paid by the national insurance for the
medicine. Kidney transplantation can be paid by the insurance. It is so heavy to
pay it every month. It is much more than our monthly living cost. And I also wish,
in the very near future, somebody would discover the perfect drug so he would
not need to take any more of the medicine. It is one of my wishes.

º
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When they got a loan with high interest from a bank to pay for his operation and

the medical bill, their situated possibilities was enormously shrunken to immediacy the

moment of repaying monthly mortgage. In addition to this, the weekly or biweekly trip to

Seoul for his follow-up checks gave this couple another heavy burden. It deprived their

ability to support their children’s educational demands. The triple dose increase of the

expensive Cyclosporine gave them unbearable suffering of shortness of money.

When Eobu experiences his impressive easiness of breaths immediately after HT,

this relief assists him to strive to return his demanding business without a gradual

examination of his physical preparedness.

Commentary

Before the operation, the way of communication between physicians and patients

with family may determine patients’ expectation of the post-HT life. Patients have to be

informed of the life-long requirements of complicated follow-up checks and the

estimated costs prior to HT. Life is unpredictable. Patients’ financial affordability is also

uncertain dimension. Eagerness to extend Eobu's life forced the family to over-evaluate

their financial ability. The HT is not a perfect cure of one step procedure. They did not

know it before the HT.

Shortness of money is as much a critical condition as shortness of breath is in

damaging the second life. Shortness of money forced Eobu to resume his financial

engagement with inappropriate physical strength. This hurried resumption of his business

activity brought him many dangers of infections and deprived him of critical

opportunities to examine carefully his ability to adjust. While he had to strive to pay his
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financial debt through his restored second life, the HT process itself has ever increased

his debt. *.

Eobu's narrative also taught about the insensitivity of modern medicine in

considering patients' economic and psychosocial context. The way of separating the > l

patient from his own context assists in seeing the patient as a medical object. It is critical

to fail to see the patient’s situated urgent demands and possibilities. This failure led Eobu
º

to surrender his own body as a corpus for medical students’ anatomy classes.
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Chapter 8

A Thematic Analysis of South Korean HTRs’ lived experience

Patterns of being a HTR

When the HT candidates struggled to keep on breathing, their broken down

breathing ability forced them to live one day at a time by constricting their temporal

horizon. As Leder articulated, like pain, physical symptoms of severe breakdown of

shortness of breath exerts a phenomenologically “centripetal” force, gathering space and

time inward to the center. Leder (1992) also discussed a “centrifugal” movement in

which the patient seeks to escape this hold of severe symptom by focusing outward upon

the world, or dwelling in their past or hoped-for future.

In Korean culture, the way of interpreting the possibility of HT as a lifesaving

treatment revealed three different patterns of being a HTR. Hearing the possibility of a

HT evoked usually different reactions from each patients. The news of availability of HT

is not a familiar concept to lay people. It led people to think that the nations’ medical

technique is advanced as much as that of international level. When the primary doctor of

a patient in the local area told the patient about his critical condition and the possibility of

a HT, most patients have to search for the best HT program by themselves. By gathering

records about each program from multiple sources such as the newspaper, TV document

programs, or relative’s and friend's advice, they arrived this research medical center.

When a heart failure patient and family met Dr. Sunsang, the patient had experienced

enough suffering from despair over his own death. Hearing Dr. Sunsang confirm the

urgent need of a HT, the final verdict, evoked different reactions from each patient.

º,

232



Since patients arrived with great fear of death, Dr. Sunsang usually approached

with them mainly the positive benefits and statistics-- for example, the percentage of first

and five year's survival rate of his program. To the person who has near zero percentage

chance of survival within a year, this is a huge augmentation. The absence of a legalized

definition of brain death and the uninsured process of HT work together to offer double

edges for the patient. In the absence of any formalized organ distribution system at the

national level, information about available donors easily went to the most renowned

medical center. As a doctor at the most popular and famous medical center in the area of

HT, Dr. Sunsang has the privilege of having more opportunities to receive a donor’s

heart. Three different patterns of being a HTR were disclosed.

“Sir Sun, please send me a new heart”: Nongbu's passion

When Dr. Sunsang sent Nongbu home with a beeper, Nongbu could not lay down

with peace. His shortness of breath got worse whenever he thought about his impending

death. He insisted on staying at the medical center under Dr. Sunsang's direct

surveillance. He had had a fantasy of the siren of an ambulance siren sound with a brain

dead donor.

Nongbu: I was so sick, if getting a new heart had been delayed five more days, I
might not be alive now. Shortness of breath made me be totally bed-ridden. I
stayed at this hospital for three months. Once I was discharged and Dr. Sunsang
sent me home, but I could not stay home. So I called and called to check on any
news of a donor. Every night I could not fall asleep. At last, I told Dr. Sunsang
that I need to stay at the hospital. Whenever I heard the siren of an ambulance, I
prayed it would be a brain-dead patient.

Kuhn, Davis and Lippman (1988) summary matched well with Nongbu's anxiety:

“In any setting, the waiting period seems interminable. Patients may dream about
circumstances that would increase the chances of someone having an accident,
and a heart thus becoming available. Hoping for a short waiting period, anxiety

*
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progressively increases as physical health deteriorates. Worrying about dying
while waiting, patients often become frustrated, irritable, and depressed.
Nocturnal insomnia with daytime sleepiness sometimes develops, out of fear of
dying at night. Anxiety occurs when dependency is threatened, as with medically
stable patients sent home with a beeper, to return for transplant when summoned.
Pessimistic about obtaining a heart, they may fear having been “abandoned” and
make frequent visits, phone, and emergency room contacts (p.326).”

- 7.
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The more Nongbu experienced the centripetal force of his shortness of breath, the

more Nongbu was tempted to have the centrifugal escaping force of hoping for a new

heart. Nongbu's long lasting “here and now” shortness of breath helped him to draw a

fantastic picture of his future life after a HT as a life free from disease. To have a heart

transplant meant to end his suffering and to enlist him as normal healthy person again.

Nongbu: Before the sun, I prayed. Before the moon, I prayed. Before the stars I
prayed too. I looked up to the clouds and I prayed. Feeling the wind, I prayed to
save my life. I talked to the sun, “Sir Sun, please save my life. Please Sir Moon,
give me a new heart. Please Sir Wind, I need a new heart.” I prayed and begged to
every natural spirit. Every morning at dawn, I prayed with a bowl of pure clean
Water.

In addition to his scientific understanding of the HT that is based on some donor's

brain death, he also begged for a favor from super being's in order to receive a new heart.

In his understanding, nature was not the object of willful conquest, or deep frustration.

Similar to other Koreans, he sought reconciliation with or assimilation to nature. To

receive a new heart, Nongbu prayed for a favor from all natural objects and wanted to
º

have permission from nature. Preparing a bowl of pure clean water is a very basic and y º

common practice in order to express one's jungsung (pure devotion) of respecting any &
~

god of nature. Koreans believe that human beings are an integral part of the cosmic º
whole; coexistence, cooperation, and interdependency form a Korean morality (Shin, rºl.

1998). The dawn was his ritualistic time to pray and express his earnest desire for a

º
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second life. It is believed that the earliest time of morning is the best for expressing

wishes to gods of nature. Nongbu perceived the unseen forces of nature, intangible and

mysterious. Then, in his prayer, we could sense the story of human cohabitation with

nature. Cohabitation, coexistence, and cooperation from the Korean idea of living

together with nature help to mingle as one with nature, sympathetic with each other and

sharing the world with each other.

As an earlier excerpt shows (see p.220), after his HT, he progressed to develop his

transformative identity into being a coworker of the heart transplant team through sharing

his latest results of daily experiments such as his personal feeling after eating sushi or

drinking a cup of beer. In order to repay his debt from nature, he tended to be very

grateful and rarely posed management problems. Seeing his cardiologist as a novice at

understanding the patient’s perspective, he willingly took the role of sharing his bodily

phenomena in order to inform and educate his cardiologist.

In this sense, he has already embodied the goal of this study as his own way of

becoming an expert in the post-transplant management of daily life. “I have become

almost half a doctor” expresses his pride in being a HTR and skillful management with

confidence. Being a good HTR means being a good coworker in the life science project.

“Please God take this cup from me”: Shinja's negotiation for an exemption from

HT

In contrast to Nongbu's desperate want of a new heart, Shinja's reaction to the

necessity of a HT evoked very different emotions and behavior. In some conditions,

irreversible deterioration of cardiac functions develops quickly, even within days or
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weeks. If a HT is recommended in such an acute situation, the usual response is stunned

disbelief, and denial, or even refusal to undergo surgery.

Shinja went to the same clinic for physician check-ups for more than 15 years.

Shinja's primary care physician told her that a transplant is her only chance to be able to

live for more than a year and recommended going to a big urban medical center without

pointing out any particular name of a physician or medical centers. This ultimatum which

was like the prediction of one-year life expectancy drove this couple to search for the best

medical center in the nation.

Before her transplantation, Shinja heard Mija's awful lived story (see p.209).

While her husband was trying to firmly decide on Shinja having a HT by asking many

questions about any related procedures and the predicted outcome, Shinja was placed in

the same hospital room with Mija. Mija's story of endless suffering about the HT

procedure and post-HT recovery made it difficult for Shinja to accept the concept of

transplant as a positive cure.

Shinja: When I heard the woman's (Mija) story, she told me “even after those
three years, I still need to take these huge amount of medicine and the isolating
ICU was so awful and terrible...etc.”. And then I got scared. It seemed too much
for me to take those big burdens. I felt myself tremble. “Really, do I need this
operation?” I kept asking myself.

When Shinja was referred to Dr. Sunsang, her EF rate (ejection fraction) was

less than 15% and her shortness of breath totally and very abruptly disrupted her daily

activities. Fifteen days of hospitalization helped her feel better. There is great variability

among each cardiologists’ regimen of prescribed medication for heart failure. Merely

by adding more recent pharmaceutical products to the existing regimen can bring very
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positive effects by delaying the worsening progress of heart failure and by reducing the

shortness of breath.

Psychologically rejecting a donor's heart is an easily disregarded condition by

many health care providers. Therefore, a balance between the difficulties and benefits of

the procedure must be presented. Even though she had to lie down without doing her

household duties, she hoped to avoid any possibility of losing her own heart and

receiving a stranger's heart. She kept up her prayer in order to be healed by her mighty

God’s healing power. A hospital roommate's sour experience exaggerated her muddled

fearfulness by adding frightening information about complicated side effects. Since

painting a too frightening picture of the procedure can cause undue anxiety and stress,

unbalance between the difficulties and benefits of the procedure forced her to refuse the

first donor's heart. While she had to accept HT as the only option for her condition, her

despair over her condition led her to keep asking about God’s plan for her health and

she tried to negotiate with her God by suggesting an offering of the same amount of

money to God’s altar.

After refusing the first donor's heart, this couple had very detailed medical

information from Dr. Sunsang emphasizing the benefits of HT.

Shinja: And then 20 days later, another phone call from Dr. Sunsang was there.
At this time I could not reject or insist on my own opinion. So my husband and I
made the decision and went to the hospital.
Shinja's husband: Can I speak my opinion? It was so hard for me to firmly make
up my mind. Because she heard about the other patient’s bad story, she was very
muddled. So I needed to be strong to show my confidence as a family caregiver.
Dr. Sunsang gave us very detailed medical information and the survival rate. It
seemed reasonable to pay any cost for the HT, or she would die within six
months. All or nothing situation. At that time, our nation’s IMF account was in an
unavoidable condition. My company tried to restructure, so I made the decision to
retire and use my pension money for this operation. The first time we were not

sºAs -
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ready yet, but at the second time, we could not reject the offer, so we went to the
hospital.

Dr. Sunsang's sincere explanation moved this couple to ultimately believe his

ability to heal Shinja. The second donor's availability was a little bit earlier than their

expectation, but this couple did not want to disappoint Dr. Sunsang and nullify his

effort, so they fulfilled their duty (Dori■ way of humanness) to obey the physician’s

order and their responsibility that comes from their understanding of the relationship

between the physician and the patient.

By rejecting the first donor's heart, this couple earned more time to verbalize

her feelings and to build trust in her physician. Observing the way of Dr. Sunsang's

earnest devotion to communicate them helped them to be prepared for the concept of

HT. When this couple rejected the idea of a HT, it was a good opportunity to understand

the patient’s reasons and fears in her background context. It is a critical starting point in

developing trusted life-long relationships between health care providers and the patient

and family. Being a good HTR means being an obedient patient. Being a good

physician means being a sincere decision maker.

“Don’t even dream about it”: Pungun’s doubt combined with financial restriction

The uninsured status of HT by a national health insurance system creates very

critical differences for each patient. Without a formalized multidisciplinary candidate

selection committee, medical criteria play a major role in selecting candidates. In addition

to this, the family's financial sustainability is a primary criteria for a patient being

registered on the list of HT program. Financial affordability segregates the candidates

from the non-candidates.
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Pungun: Before my surgery, I used to say “I had no more wish than one time of
deep breath”...It was really my desperate desire for almost two years. Then Dr.
Sunsang had gone to America, so Dr. Hubae was my Cardiologist. He told me
that I need to have a HT. It seemed impossible idea. Who is going to donate his
heart? In addition to this problem, (I thought) our country’s technique is infant
stage. So I made the decision not to register on the list. My doctor told my wife
about the end-stage symptoms: “he will maybe not sleep for three to four nights.”
He did not tell me about it. She also did not tell me either. One day I had an
experience of those predicted end-stage symptoms. I did not sleep for two to three
days and suffered so much. Because my wife knew the meaning of my symptoms,
it would be too painful for her to witness my suffering. So she went to her church
to pray. I could sense that my death near to come.

Although Pungun experienced severe shortness of breath, and wished to have just

one more deep, easy breath, Pungun’s reaction to the possibility of a HT was full of

doubt over the possibility of getting a donor's heart and the potential curative power of

HT to ensure his life expectancy. Pungun could imagine how much of a heavy burden it

would impose on his wife and family by having a HT. He could not waste the limited

family money for this kind of dangerous experimental treatment to save his life.

Since Pungun made the decision not to receive a HT due to his poor financial

condition, it would be “like living with a time bomb without waiting for a rescue team.”

When he made the decision not to receive a HT as the head of a household and the

primary dominant decision maker of his family, he tried to close any possibilities of

curing his suffering. Enduring personal suffering and hiding personal pain is a trained

virtue. “Don’t even dream about it” was his repeated words for his wife and his

children. Month after month, it was so hard for him to fall asleep. The more he needed

pillows to sleep, the more he had to compromise and to cover his desire for a HT. It was

during the period of Dr. Sunsang's sabbatical year. Dr. Hubae covered Dr. Sunsang's

clinic for one year. Dr. Hubae informed Pungun's wife about the expected terminal

>
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symptoms of heart failure. Every night his symptoms got worse, he did not have any

medical information to interpret his symptoms as approaching signs of death, however,

his instinct told him to prepare for death.

Without enough money to pay for the expensive HT, knowing the possibility of a

HT may cause more suffering for this couple. It was so easy to blame their poor financial

condition for the cause of Pungun's possible death. However, when Pungun’s wife could

notice his clear end-stage symptoms, the helplessness of anticipating Pungun’s death

drove her to search in hopes of finding something that would ensure Pungun’s life. She

begged God for a life-saving rope for Pungun. Daily prayer at dawn was her remedy for

Pungun’s impending death.

The physician also suffered from noticing not only his patient’s symptoms of the

critical end stage but also Pungun’s giving up and his inability to open new hope. Dr.

Hubae himself registered Pungun by proxy on the HT candidate list. After a while a

donor was available for Pungun. One day Dr. Hubae called Pungun who was waiting for

death from a worn-out heart and one bottle of nitroglycerine. The news of an available

donor for Pungun was a miracle. Without any time to hesitate over how they would pay

for the HT, this couple went to the medical center.

Before his surgery, he found his brother-in-law, owner of a construction company,

who had already paid the first deposit for his HT. In addition to this financial support,

more than ten relatives collected more money to pay the residual deposit. Without selling

his house or his wife's store that was the primary source of income for his family, he

could get a HT.
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Being helpless and hopeless is a very crucial condition for searching and

receiving any help from anyone. In an interdependent Confucian society, autonomy can

be an easily forgotten value. While he gave up any possibility of receive the expensive

HT, he chose to yield and die to leave money for his family strained by the financial

need.

By paying for his HT with the financial support from other family member, this

acceptance of other's support helped him to enlarge his family boundary from his direct

family members to a broader range. The feeling of gratitude also assists him to fulfill his

responsibility as a beloved husband, a father, a son, an uncle, a brother-in-law and a good

patient. Often, the gratitude for the meaningful second life goes to his wife. After two

years of abstinence of smoking, he still has a strong temptation to smoke once more.

However, whenever he was tempted to smoke again while his hand approached near a

cigarette carton, his wife's face overlapped it and this perceiving of her disappointed face

helped him not to smoke. For him, Being a HTR means being a grateful compliant.

What does it mean to be a good patient and a good doctor?

Yi (1967) acutely pointed out the Korean’s style of coping in emergency

situations. His keen observation is very helpful in understanding the long tradition of the

absolute surrender of autonomy to physicians.

“When a person is drowning or unexpectedly meets with some disaster, he
unconsciously calls out for help. Englishmen say “help me, "Japanese say “give
help," Koreans say “save a man.” Unlike the Korean expression of “save a life
or man,” the expressions “help me” and “give help” obviously ask for added
strength, not for relief starting at zero. It is an attitude which does not lose a
sense of identity even at the edge of death. Although “asking for help” and “save
a life” are the same, how different they are in meaning and attitude! When we
meet with an emergency, we only pleaded to be saved. It is an attitude of
complete despair, powerlessness and self-surrender. If we put it another way, the
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expression “save a man” means: I don't have any strength” and “I am dying.”
The request for being saved, not the request for help, is an expectation of 100%
relief. Unlike giving fertilizer to a tree or a stick to an old man, it is rather like
carrying on the back a person who has fallen down and is almost dead. It is an
act of absolute entrusting of one's body, one's life and one's fate to another (Yi,
1967; p.135-136).”

Yi's sharp observation still persists in our daily life in modern Korea. The only

change is a shift of the place of drowning from a river to a modernized advanced urban

medical center. “Save a man” is a very common saying in the hospital. However, there

are many discrepancies between being the one who calls for and the receiver of help.

“I can only trust you, doctor. Please save my life”

This is a very common saying of patients and families in the emergency room. In

these words, patients and families express their powerlessness and helplessness in the

matter of handling their own health problem. This simple expression implicates the

desperate action of a drowning man clutching on to a straw and has very numerous

meanings that require broad and deep plodding at the bottom level of Korean cultural

conscious and unconscious psyche. Like Nongbu who begs for his god's grace for

granting his second life by praying before every object in nature such as sun, wind, and

cloud, to solve a difficult problem is to ask for a favor from powerful elders or

supernatural beings. When people asked someone to save their life, they regard and

assume the receiver of those requests is an absolutely merciful, benevolent, dedicated,

diligent, mighty, wise, and resourceful being. In this believing, the receiver of the request

has to be a person who embodies those implicated mighty characters in his ability to save

a patient’s life. The more the patient entrusts himself to the physician, the more the

patient is in danger of ceasing any effort to be a responsible agent for his own health. All
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he can do is please the absolute being by the culturally expected way of treating him as a

superior.

In the same stream of consciousness, to please the physician who has superior

power to treat and cure the patient, the surrendering patient and family members want to

express their strong desire to offer some money in an envelope (Chonji or money in

envelope). In this culturally accepted or expected health practice, the desperate desire for

the physician's personalized sincere care for the patient was expressed in terms of asking

in a begging mode or purchasing mode. In addition to this, they also did their best not to

disturb the physician with their personal or emotional concerns that are usually pretended

to be and treated as trivial problems. His submission of autonomy is negotiated with

obedience to the physician’s every order. This practice is a very permissible behavior for

Koreans, who did not have much experience of training in decision-making ability since

childhood. Instead of trying to know and collect more relevant information to make a

reasonable decision as a mature independent being, they desired to be maintained as an

eternal child. A child does not have to have opinions of his own.

In a collective group oriented society, to be selfless and to sacrifice any personal

desire means to be a good, mature, and sensible person who fulfills any responsibility

coming from any relational duty. This basic assumption is expressed in daily practices. A

guest who visits our home always will be asked for something to drink or eat. It is the

custom to say ‘no, thank you' to this offer at the first and second time. However, the host

will repeatedly ask more than three times. Then it is the proper time to say “yes, please,”

accompanied by “I am very sorry to bother you. Please give me anything that you have.”

Then the host will provide some prepared tea, or snack and meals. In this micro-level
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practice, the guest's duty is not to bother the host. To not bother the host or hostess, he

should not have his own preference. The host's is to express her welcome in gestures by

offering any prepared tea, fruits, snacks or meals. Both the guest and the host focus on

how to fulfill his or her own duty. To fulfill his own Dori (the duty of ethical relationship/

the right way of humanness) is the basic condition of being human. Reading others’

minds and self-control of her own desire is a trained and expected attitude. In this sense,

autonomy or independent decision-making is not a trained characteristic of Korean

patients.

For example, Shinja's case, even though she was not yet ready to receive a HT

and wanted to delay it, she and her husband subordinated Shinja's desire to the

physician’s recommendation and to receive a new heart in order to fulfill her role of the

obedient patient by agreeing with Dr. Sunsang when he made the second phone call. Like

a guest, this couple tried to pretend to have no preference and received the new heart

because Dr. Sunsang suggested it. They believed that they had to keep Dr. Sunsang's face

by following his recommendation. In this decision pattern, Shinja's mood of fear also

assists her not insist on her own preference and receive a HT Dr. Sunsang's suggested

point of time. For her, being a good patient means being a polite and obedient person.

Dr. Sunsang: Usually many patients said, “I can only trust you, I beg you to do
the best to save my life”.
INT: When your patient to tells you, “I can only trust you,” is it comfortable to
hear that and to accept absolute confidence from your patient?
Dr. Sunsang: No, definitely not. I am not comfortable with the patients saying
that. Whenever I heard this sentence, I had a fear of this kind of patient. Because,
the patient who said this would turn into a very aggressive patient and could use
any method of violence when things go wrong and outcome is unexpectedly
bad... I thought the patient gave a tacit consent for a perfect cure behind this
sentence. It is very heavy responsibility to satisfy those patients’ desire.
Sometimes I want to divide it and to share heavy burden by detailed patient
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education. To make an idea come true, massive and intensive patient education
program had to settle down in the range of from mass media to daily encounters
between health care providers and patients. It would require a lot of human
resources and financial support.

For the physician who always had to deal with very complicated medical

procedures of many patients, whenever Dr. Sunsang was told this sentence from his

patients, it evokes an overwhelming burden on his shoulder. When the patient

subordinates his autonomy to the physician, it assumes the physician’s virtues such as

unceasing hard work, dedication, honesty, thrift, trustworthiness, and willingness to

postpone personal desire and to delay gratification. Like Dr. Sunsang, his patients are

expected to have unlimited patience to endure any hardship resulting from his

prescription and controlled politeness after a HT. Dr. Sunsang's patients in turn expected

Dr. Sunsang to dedicate his personal life to take care of his patients. Dr. Sunsang's air

tight schedule never allowed him to have a family vacation. He said, before his sabbatical

year, he was unfamiliar with ways to spend time with his family. For the first time,

almost for one year, he had to learn how to play with his two sons and to spend time with

his family. Even though his solemn dedication to his patients is based on his wife's

unlimited patience, no one seemed to care about his personal sacrifice. It is not sacrifice.

It is fulfilling of the society’s imposed obligation. It reminded me of a fact about Dr.

Debakay's wife who received an award from his patients and she also arranged daily

personal visits at the hospital room for Dr. Debakay's patients.

When the physician had to take over any responsibility from the patient and the

family for the sake of the patient’s treatment and recovery, Dr. Sunsang felt it as a great

burden. Like a host who has to prepare the best kind of tea and snack for the guest
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without confirming the guest’s preference, this kind of tacit consent between the

physician and the patient presumed that the physician had to be the primary decision

maker and deliver the best care for the patient.

In this context, to tailor relevant medical information according to the level of a

patient’s ability of understanding requires health care providers to have the very sensitive

skill to being aware of the patient’s preference and coping skills for dealing with this

uncertainty. The more patients the physician was assigned, the more it would be an

unrealistic goal.

In the Korean patient population, however, the practice of indirect modes of

conversation demands that health care providers be more sophisticated and have delicate

skills in detecting any patient’s concern and emotion. As a nurse has to taper Digoxin

level according to the patient’s minute change in physiological response, in this area of

delivering health information and supporting counseling need, health care providers’

embodied expertise to sense the need of patients and families and to tailor the depth and

width of medical information in a timely manner is very critical. The mood of fear

prevents Dr. Sunsang from exposing potential and detailed medical information.

Knowing causes sickness is true in this context.

How did they feel about the stay in aseptic isolating ICU room?

What did they learn from this isolation?

Based on Dr. Sunguja's strong belief and the initial Stanford experience, two

medical centers still use protective isolation. Following the operation, the transplant

patient is transferred from the operating room to a modified reverse-isolation room in

the intensive care unit. A private room is equipped with laminar or positive air flow
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system to avoid infection. Before the room is ready for occupancy, the room should be

stripped and terminally cleaned by housekeeping, so a thorough cleaning of the walls

and floors is undertaken. It should be restocked, and all pieces of equipment, such as the

ECG machine or portable x-ray machines are also cleaned with a bactericide agent or

are gas autoclaved.

The patient families must purchase a personal thermometer, a weight scale, a

stethoscope and a sphygmomanometer. The ICU staff needs to autoclave those personal

health instruments. These already-purchased equipments will function as family

instruments during later rehabilitation. The family even has to buy a new TV set. Thus,

usually most patients stayed without a TV set. Additional cleaning is performed on a

daily basis. Once the room is prepared, all staff members entering the room must be

properly dressed.

Immunosuppression, initiated prior to operation, is continued. An oral diet starts,

usually on the second postoperative day, and advances as tolerated. The patient diet also

should be prepared in the same manner of aseptic technique. The patient’s meal will be

offered in the condition of boiled or steamed status without any spices in the autoclaved

utensil. Visitation is limited to the required medical personal. Even immediate family

members had to observe the patient through glass walls. Writing sentences on the screen

board is the only channel of communication with the patient. To protect a patient from

any possible infection, strict protective isolation is required. It is assumed that any

person is a transmitter of germs. One narrative of Nongbu's experience gives us a very

clear incidence.
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Nongbu: Dr. Sunguja was so terrifying and fierce. One day, Dr. Hubae tried to
ask me some personal question and inserted his head without wearing a mask
and a cap by sliding the door. At that moment, Dr. Sunguja suddenly appeared
in the ICU and saw Dr Hubae. Immediately Dr. Sunguja yelled at Dr. Hubae and
said, “Your carelessness and mindlessness are going to nullify my painful effort
to save this patient.” Dr. Sunguja's voice was so loud that everybody could hear
him yelling at and scolding Dr Hubae. He also told Dr. Hubae, “Hurry and wipe
off your foot print with the bactericide-soaked wiper” And then Dr. Hubae
seemed so embarrassed; anyway, he brought a wiper and cleaned the floor of my
room in the kneeling position.

A physician is usually regarded as a master of his own area and is highly

respected in Koreans’ belief. This frightening observation was a very strong indication

of how Nongbu embodies the meaning of prevention of any possible infection. Dr.

Sunguja's terrifying and fierce scolding of Dr. Hubae for his carelessness is an

exaggerated way of correcting misbehavior. However, the male dominant, military

dictatorship-based authoritative Confucian society offers huge space for allowing this

kind of correction as a very legitimate and appropriate attitude. Dr. Sunguja's correction

shows, any ICU staff who hears Dr. Sunguja yelling at Dr. Hubae at this moment could

be receivers of that scolding in their imagination and this helps them not to violate any

strict rules of reverse isolation. A defensive medical practice based on the pervasive

mood of fear play a major role in constituting Koreans’ daily interrelationship in social

spaces.

It also gave Nongbu an educational opportunity to accept the concept of

infection prevention and to understand its potential power of an infection’s damaging

impact on his immunity. As an astronaut should be trained in the non-gravity room in

order to adopt new skills for future space shuttle mission, the lived memory of an
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aseptic isolation ICU room works as the first step in training the patients to embody the

importance of techniques of infection prevention as their life-long requirement.

Frequent washing of hands, especially for men, could be interpreted as very

female-like minuteness in the context of a group of field workers. As a farm worker in

the field encompassing an area of mountains and meadows, it would be impossible to

wash his hands frequently. However, this strong incidence always reminds Nongbu that

washing his hands is a critical maneuver for his artificially reduced immunity.

Therefore, he developed a special bath habit.

Nongbu; There would no house in (my local area) that was equipped with a
heating system. Although our house has a shower room, it is hard to take a daily
shower especially in winter time. We have only a cold water faucet in it. It is
difficult to take a bath or a shower in my house. Thus, I went a family public
bath nearby my house. Once a week or twice every 10 days. My chest wound is
very big. I do not want to show my wound. The family public bath is a little
smaller than the usual public bath house, but it is very convenient for us.

Without any proper shower room in his home, Nongbu and his wife started a

new family ritual of going to a family public bath. A family public bath is a small scale

public bath room that is popular in local areas. Only one family can enter the bathroom

at a time by paying a fee. Without having share of the bathroom equipments and

utensils, it prevented contact with other bathroom users and helped Nongbu avoid

exposing his remarkable chest wound.

In Shinja's case, before her discharge from the hospital, her husband asked help

from his two sons and cleaned all the walls and windows at home with Clorox

bleaching solution.

Shinja's Husband: Before her discharge, I called our two sons and got their
help in order to sterilize our house. From every window, doors, and hand knobs

>
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of doors to every walls of each room, we changed the old wallpaper with a new
one. Then, we wiped with Clorox bleaching solution.

All the house utensils were also boiled in hot water. Even though nobody was

asked to do so in his home, Shinja's husband wanted to prepare a “infection free zone”

for her. Great effort to maintain a strict aseptic space in his home may have been

learned from observation of this kind of strict isolation techniques. Therefore, later,

whenever this couple had to go out to eat, Shinja always ordered a boiled soup with

steamed rice.

Recent studies suggest, however, that strict isolation procedures may not provide

benefits over the simple mask and hand washing and, in fact, may increase hospital

costs and personnel needs while restricting the patient’s accessibility. A prospective

study comparing complications from infections in HT patients treated with protective

isolation versus those who had no isolation showed no significant difference in the

number of occurrences of infections between the two groups (Walsh, TR, Guttendorf J,

Dummer S, et al., 1989). Compared to the immunosuppressants used in the 1970s, the

risk of infection has been lowered by using Cyclosporine. The need for strict reverse

isolation therefore has decreased. For the care of routine patients, the practices of good

hand washing and face masks are simple measures that seem to be equally as effective

as much more complicated protective isolation procedures (Shumway, 1989).

Most research participants also confess that this period is the most terrible

experience--especially the steamed meals were a source of complaints. Without any

contact with immediate family members, the patients were literally isolated in the

confinement of a prison-like room. The only visitors are nurses and doctors. While
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some patients complain about deprivation of privacy because of continual watching by

health professionals, some patients were anxious about being neglected and abandoned

by the same busy health care providers.

Similar to the meaning of lived space in the confinement of prison cells (Leder,

1996), a physical space of nine by twelve foot could be interpreted as the safest place to

protect a patient’s life from any harmful effects of infectious agents from the

perspective of health care providers who are always faced with the ongoing struggles of

eliminating any possible risk of mortality. From the patient’s perspective, however, it is

like being Robinson Crusoe. Without any kinship of family members, a TV set, or

reading materials for almost ten days, it is very hard to feel this isolating room as the

safest place in the world. While any person could be a possible transmitter of infectious

germs, this “cave” experience helps the patient appreciate the true value of the

relationship with family and friends.

Obstacles for raising the habit of infection prevention

“I don’t want to see you, because you have the flu”

To raise the habit of infection prevention for life is a tedious challenge that

requires steady modification of perception and habits in everyday contacts. As we

already discussed in Chapter Two, when our body encounters and touches or enfolds

another body, it is suffused with meaning, feelings, and responses. Like a blind person

who was given sight suddenly, this raising of the habit of infection prevention is

acquired very slowly and requires intense effort to distinguish safe touch from unsafe

ones. And to develop new personal habits like frequent hand washing, wearing a mask,

eating boiled or steamed food, an on the social level, not going out during the flu season

º |
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and avoiding any social contact and even not going to church for the sake of infection

prevention has to become a secure and comfortable habit.

While the patient has the task of building exercise habits, avoiding any possible

flu or pneumonia, the patient also has to develop the sensitive skill of weighing

potential beneficial and potential negative effects of going out to exercise. These

infection prevention practices shape the patient’s response of personalized daily habits

to distinguish necessary visits from unnecessary personal contact. As a grandmother,

Mija had to say “No” to seeing her grandchildren who have the flu. These social

constraints may enhance the feeling of isolation, and of being selfish too. Coexistence,

cohabitation, and cooperation from the Korean idea of living together give the patient

great obstacles to following the rule.

“It is very hard to say, “I don’t want to share a cup of beer with you’.”

When the patient is young and involved with group activity, it is more

challenging to keep the strict standards of infection prevention. Drinking beer in the

same cup and sharing a cup among group members is a very typical male drinking

custom in Korea. Following the strict rules of infection prevention also requires courage

to express his own concern, going against a group's tradition. The meaning of being a

group member has to be weigh against the meaning of being a responsible patient in

order to reject cup sharing. It also may be hard to not share his dishes or pots with his

colleagues, because this goes against the social convention and may make the person

feel selfish or may be perceived as selfish by others.

Mr. Haksang: I did not tell the fact that I had a heart disease and a HT to most
of my friends. Only two or three of my best friends know it. But they also did
not tell my history to other classmate or colleagues.

- |
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INT: What did you do for preventing infection in a meeting of classmates or
group meeting with your colleagues?
Mr. Haksang: Usually I did not pay attention to it. At early phases, I tried to
make order a dish for myself. But nowadays, I just share my pot with my
friends. Sharing a cup of beer would not be a big problem. I thought as such.

The custom of sharing dishes and pots is a taken-for-granted daily practice in the

Korean culture. It is an unthinkable situation to reject anyone’s inserting a spoon into

Mr. Haksang's pot. Mr. Haksang also has to learn how to say “no” in this circumstance.

These problems are compounded by the need to maintain face and by the tradition of

indirect communication. Mr. Haksang did not tell his history of having a HT in front of

his healthy friends. In the culture that assigns shame to a disabled man, Mr. Haksang

protected him from labeling himself as a HTR and as being a permanent disability

patient. In the very competitive economy-oriented technological modern Korean

Society, being a disabled man means being a potential loser of this competitive game of

survival. Thus, Mr. Haksang did not expose his history of HT to their classmates. This

masking of the identity of being a HTR could be an obstacle to wearing a mask,

required in a crowded area during flu and cold seasons.

“We do not have a shower room”

Maintaining good personal hygiene is basic and essential to prevention of

potential infections. In addition to an overly-crowded population and high density of air

pollution, the patient’s pattern of daily activity and environmental context are critical

sources of harmful infections. Some local areas, such as ocean and mountain mine

areas, have a strong tendency to develop TB. Without considering these geographical

circumstances, merely prescribing the same high dosage of immunosuppressant drugs

could be toxic. As Benner pointed (2000) out, modern medicine has a strong tendency
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º,

to ignore the cultural-socio-psychological context of patients and tries to see a patient as

separated from a social context. º

When Eobu was discharged from the hospital, no one asked him whether his

house had a shower facility. No one asked him about his personal hygiene habits and >

routines. Before transplantation, every family had to show their financial affordability d

by paying a certain amount of deposit. It is very easy to confuse this kind of financial º

affordability as evidence of having a certain standard of living such as an architectural

facility for taking daily showers.

For the patient who had to be discharged with bedsores, even though healing of

the bed sore requires sufficient blood supply helped by massage, or the heat treatment in

addition to wound dressing, the wound itself could be a great obstacle to adequate

bathing. Since Eobu and his wife believe antiseptic dressing is enough for wound

healing, it may be difficult to add the habit of daily baths or changing clothes daily.

The person who has the habit of bathing monthly or bimonthly, merely adding a

shower room into his home would not be the final condition needed to build the

required habit. The habit of daily showers is not a familiar practice among rural farmers

and fishermen. Even though South Korea has the popular culture of public baths and

several of the largest public bath centers in many rural cities in each province, there is

huge discrepancy between highly advanced urban areas and underdeveloped rural areas.

The Korean weather is not very humid like Japan. In Korea, washing the face

and feet is a usual custom, especially in cold weather. To take a shower after returning
A. :

home each day requires changing habits and requires changing ways of seeing objects jº

as mere objects to seeing them as possible germ transmitters. Changing the ways of

º
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5.
seeing himself and the outside environment with the concern of infection prevention

>requires the patient and family to be educated about possible infectious agents in the 7.

daily lived space at the community level.

*ºHow do the recipients celebrate the second birthday?

INT: Did you ever go to any patient’s home?
Dr. Sunsang: Would physicians go to a patient’s home in the United States?
INT: Some patients would invite our transplant team to celebrate the 5"
anniversary of their second birthday or the 10" anniversary.
Dr. Sunsang: I never visit a patient's home. For the first case of our recipient,
our medical center invited the first patient and her family to celebrate our 5"
anniversary of the HT program. Maybe it is because parties are not popular in
the culture of our nation and our Korean people. In addition to this, whenever
my patient tried to invite me for a personal dinner meeting outside of the
hospital setting and out of my scheduled work hour, I tried to avoid this kind of
meeting. I believe it is not necessary to meet my patients personally. To
revealing me as a person gives me stress for doing my job as a physician. It
would be so stressful to meet a patient outside of hospital and to know patient
personally.
INT: Did you ever try to recommend your patient to write a thank you letter to
the donor's family?
Dr Sunsang: No. To be a mediator between them, a lot of extra arranging jobs
would be added (into my job description).

To celebrate the second birthday of a HT was a very rare event. As we have

already discussed, Nongbu included the donor’s name as an anonymous one into his

ancestors’ list for annual worship rituals to restore his broken communion and to remind

the donor's death instead of celebrating second birthday.

INT: How did you spend the first anniversary of HT2
YoonSu: My sister prepared a seaweed soup for breakfast at that day. That is all I
did for the day.

A31-one-year old, single man, YoonSu, had a seaweed soup on his transplant

anniversary. In the Korean custom of postpartum care, having seaweed soup three times a

day for three weeks postpartum is a very strictly maintained cultural practice even in
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modern days. It is very similar to the Chinese postpartum care culture in which women

have to eat chicken soup every meal time for one month after giving birth. Seaweed soup

is believed to be helpful in making more breast milk, in stopping bleeding and cleaning

the blood. Sharing seaweed soup and a bowl of steamed rice during the breakfast with

intimate family members is a very basic form of birthday party. A birthday celebration

usually starts with appreciation of and remembrance of mother’s devotion by sharing the

same menu of the symbolic seaweed soup.

The filial piety is the most basic quality of being a human in the Korean society.

A child’s birthday is a sign of the mother's painful delivery and long endurance for

raising the child. In this kind of memorial practice, having seaweed soup is a symbolic

gesture of reminding him his second birthday. It is a very quiet and modest ritual within

the boundary of family at the breakfast meal.

As we already discussed in earlier chapters, in most of traditional Asian Cultures,

discussion of illness, death, and the dying is considered bad luck, particularly when the

disease is serious or terminal (Aoki, Ngin, Mo, & Ja, 1989). In addition to this, it is

believed that too much discussion about a serious health condition can become a self

fulfilling prophecy; that is, such discussion can bring an occurrence of the illness (Yep,

1997). Within this context, an indirect mode of communication tends to assist the patient

and family to omit any unusual personal health experience from daily conversation.

Confucianism dictates that the person should restrain any unique personal emotion.

Especially for the male gender, expression of personal emotion is very restricted.

Therefore, any personal experience of hardship is pretended to be an endurable and

bearable or trivial one in daily conversation.
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From the perspective of this collectivistic society, to celebrate “the second

birthday” is very unusual for most people. It could be a means of standing out as a very

29different person among other group members. “Do not do what other people do not to do

is an accepted everyday skill to live in this collective society. Thus, for some patient,

revealing his/her identity of being a HTR is not an expected way of coping in a social

group.

Mija: Whenever I thought about how much money my husband had to pay for my
HT, I felt guilty. I have to complete my Dori. The medicine has a very strong
smell. Whenever I open the medicine (Cyclosporin), it caused me to be nauseated.
But I think I had to swallow the medicine. My husband paid a lot of money for
my HT, and he still pay for the expensive medication. Thus, I close my eyes and
swallow it.
INT: How did you think about your donor?
Mija: It is such a thing to be grateful about to receive a heart.
INT: Did you ever tried to know about your donor?
Mija: They said it is forbidden to know about a donor. Thus, I don’t know
anything about her.
INT: Did you want to write a letter to your donor's family?
Mija: Ahu, Ahu, (moaning sigh of denial). How I could write such a letter? It
would cause too much pain to them. If I were them I would be so sorry to be
reminded of the donor’s death. It would be too cruel to let them to know that the
donor died and I am alive.

It is very rare to verbally express gratitude to the donor who is a stranger. Even

gift exchange itself has a short history in Korean culture. To write a thank you note is an

unfamiliar custom. As we discussed earlier, to pay for the medical procedure is

understood as a form of expressing gratitude. Like a very expensive and precious

treasure, the amount of financial investment for the HT procedure earns significant

encouragement to be compliant with the unpleasant regimen of multiple and complicated

immunosuppresants and follow-up checks in order to not interfere with the expected
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outcome. The recipient’s gratitude usually goes to the husband, wife, parents, relatives,

or friends who supported and financed the HT.

Sex-mismatched donor’s heart

Pungun: I knew my donor was a 37 year-old-women. I feel like I have changed.
Sometime my voice turned into a female voice. My colleagues and friends told
me I have changed.
INT: What did you feel about having a female heart?
Pungun: Sometime, I went to a pub with my coworkers from my office. If they
tried to give me hard liquor. I would reject drinking a cup of hard liquor. Then,
some body would tease me and used to make jokes such as “he has a woman’s
heart, so he can not drink. Don’t even give him a cup of beer.” It made me feel
“Supsup (sorry and sad)” I thought how he could say like that.

In addition to the physiological fact of sex mismatch, it is regarded as a risk

factor in predicting the possibility of five-year survival. To have a female heart could be

one of undesired aspects for many male patients. Especially in male-dominant and

female-subordinate Confucian culture, sex-mismatched relationships between donors

and recipients are very interesting phenomena that create a need to understand the

relationship between the body and personal identity and to develop a support program

of patient and family education. In this collective society, sharing a same cup of beer or

hard liquor is a symbolic practice of brotherhood among the members of male-oriented

group. Even though it was a joke in a drinking situation, Pungun was hurt by his

coworkers’ careless teasing about his female donor’s heart being related to his

abstinence of drinking liquor. Having a female heart introduced gender and identity

issues in the male group.

As Sharp (1995) points out,

“Transplant professionals, organ donors, and recipients alike appear on the
surface to embrace the idea of organ-as-thing, yet underneath, all struggle with
the larger cultural construction that personalize body parts” As a transformative
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process, a heart transplant has a tenacious power to alter and to reshape an heart
recipient’s definition of self in reference to his/her own reconstructed body.
Often the recipient extended his or her inner sense of self to include qualities of
the donor.”

Professionals tend to consider such forms of transformed identity as

pathological and attempt to squelch such attitudes; they tell heart recipients that their

organ is only a “pump” or in Rauch and Kneen’s (1989) words, that the “heart is merely

muscle.” Yet personal and social identity are embodied and reintegration of self-boy

and world includes personal and social appropriation and understanding of the

transplanted organ.

In Pungun’s experience, the imagined traits of an anonymous female donor

developed into elaborate embellishments of Pungun’s personality and affected his body

image. In turn, cultural constructions of the Confucian personhood are significant to

understanding public responses to transplants; such responses are revealed through

Pungun’s daily interaction with professionals, families, colleagues, friends, and

strangers (Sharp, 1995). In contrast to Pungun’s sex mismatched case, reverse

mismatched case of between a female recipient and a male donor may not cause the

same degree of hardship of returning to former social interactions and to be accepted by

collective groups of friends, relatives, and family.

Living with steroids

Pungun: A couple of months after my transplant, I needed to loan some money
from a bank. I brought my picture ID. The bank clerk did not believe that I am
the same person as the one in my picture ID. It was so hard to believe for him
because my appearance had changed a lot. Usually I had a verythin and long
face, but now, my face is very fat, egg-shaped. In addition to this facial change,
hair is growing everywhere, even on my face. I look like a monkey. In my
office, I needed to deal with many co-workers and to meet many people for my
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business. Sometime they did not recognize me. They believe I am a different
person.

While some patients seriously mentioned the impact of side effects on their

quality of life and financial burden to the physicians, however, the physicians assumed

that the meaning of cushingnoid changes with the fullness of face, protuberance of the

abdomen, and weight gain are not enough to take the risk of rejection by discontinuing

the medications. Physicians took it for granted that people would endure these effects to

some extent. Most participants complained about the great changes in their appearance.

These changes in patient appearance interrupted their social interactions with other

people. Sometime even life-long friends of the patients found it difficult to recognize the

patient. Rapid and dramatic changes in their physical appearance was not only

frightening, but was also a constant reminder of how ill these participants were feeling.

His changing appearance acted as a confirmation of the way he felt of being a different

person.

By weighing the risks and benefits, Dr. Sunsang strongly believed that it is too

dangerous to withdraw from steroids. Because of his Cyclosporine sparing regimen, Dr.

Sunsang was very hesitant to attempt steroid withdrawal from his regimen of post

transplant immunosuppressant protocols. The cost-benefit analysis of Cyclosporine

sparing must be reconsidered in the light of the persistent side effects of prednisone

and its impact on the patient’s quality of life. The relatively inexpensive medical cost

of Prednisone (USD$10/month) is another factor in promoting continuous prescription

in this context.
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Even though the physician is the primary person to witness the patient’s changes

in appearance, it is an unfamiliar practice for physicians to consider the individual’s

meaning of unexpected side effects in part, because they are not mortality-related

symptoms. Most of all, developing the delicate and sophisticated skill of tapering

prednisone requires additional considering non-mortality relevant symptoms as a

critical obstacles engaging in satisfying social interrelationships.

Living with Cyclosporine

Cyclosporine sparing: The strong smell of Cyclosporine evokes nausea. Every

morning, when patients open and take the medicine, they dread its taste and smell..

Decreasing the dosage of Cyclosporine is highly desired by patients and families. In

addition to the financial benefit, the actual decrease of Cyclosporine dosage by

Ketaconazole interaction is easily interpreted symbolically as a patient’s favorable

progress. In contrast to Dr Sunsang's worry about potential liver damage, most of

patients wanted their prescribed dosage of Cyclosporine decreased.

In the case of Shinja, when she had a strong rejection from the first month, Dr

Sunsang did not spare the Cyclosporine. When Shinja and her husband learned this,

they interpreted Dr. Sunsang's nonsparing is a sign of Shinja's critical condition and

potential risks. So whenever they went to follow-up checks, at the corridor of the clinic,

whomever they met, they tried to compare the dosage of Cyclosporine with each other.

They formed their own linear equation that the younger, the healthier, and the longer

history of HT got the smaller dosage of Cyclosporine. So they started to pray for the

fast passing of he first year turning point without any complication and a quick decrease

in the dosage of the medicine. For the first year, it is very crucial to endure the awful
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sensation of massive doses of immunossupressants. Many patients perceive their

medicine to be critically important in ensuring their second life but nevertheless

unpleasant.

If a patient develops TB, he will require triple increase of Cyclosporine for the

drug interaction between TB medicine and Cyclosporine; the patient’s suffering can be

extreme. The TB medication itself requires a large number of pills each day. It also has

very strong side effects and an unpleasant, nausea-evoking strong smell. When a patient

has to complete this additional 9 month course of strong TB medication along with the

another tremendous amount of immunosuppressants, compliance with the double

regimen may cause the patient to experience deep depression.

For example, Mr. Haksang almost tried to commit suicide without taking any

drugs for about one month. He tried to escape from the suffering by not taking the

drugs that had become unbearable to him. However, when his mother found out Mr.

Haksang's non-compliance to the regimen, she cried and cried. Therefore, he tried to

recover his courage to restart the nausea-evoking double regimen of

immunosuppressants and TB drugs. He confesses that taking the drugs was definitely

worse than death.

After the first year, the dosage of the usual immunosuppressants is lowered. As

the patient’s condition stabilizes, the dosage of medication are also stabilized. After

this, patients tend to get accustomed to their medication. Taking the required medication

three times a day becomes a daily routine like eating breakfast, lunch, and supper.

Sometime it is very easy to forget whether they took it or not. So each patient develops

personal strategies to remind them of the medication schedule such as setting an alarm

>
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clock, or put the medication wrapping papers into her water cup after taking it. The

monthly bill for the medication and medical check ups, however, persistently reminds

them the burden of his/her illness on the family budget.

The meaning of exercise

"Muri hazima” means “Do not over strain oneself.” Confucianism scorned all

forms of physical exertion while idealizing leisure and effortlessness. Confucianism

formally placed the peasant near the bottom of the social scale. The Confucian

gentlemen wore long fingernails to prove that he did not have to work with his hands. In

the old days of military thinking, the ideal was to win battles not by exerting prodigious

effort but by compelling the opponent to exhaust himself (Harrison & Huntinton, 2000).

Certainly in our culture, hard work is not a prime value in itself but only an

imperative dictated by necessity. In a densely crowded population where rice cultivation

requires a high intensity of physical labor for large numbers of the society, few people

belong to a leisure class. To take care of someone in the Korean society is synonymous

with protecting a patient from the strain of hard labor and giving him an opportunity to

rest as long as possible. The average hospitalization period is longer in a Confucian

Asian society than in a Western European society. One episode 100 years ago gives a

clear contrast to understand the meaning of physical exertion in the Korean culture.

“One scholar who was ranked at a very high position was invited to a lunch
banquet by a Western missionary. Soon after the meal, there was a tennis match
between the guests and missionaries. Everybody was so excited about winning
the game. They run back and forth with sweats. Then the Korean scholar who
had been seated in his chair asked the host with a whispering voice why they
had to do this kind of hard physical job by themselves and why they did not
order their servants to do the work of playing the game.”
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Like the scholar, exercise is secondary for most lay persons of Korea. Although

watching various kinds of sports games is very popular in daily life and Korea was the

host country of 1988 Seoul Olympics, exercise is interpreted as an extraneous activity.

This tradition of not over exerting also prevents patients from engaging in active

exercise after HT.

Some patients who had suffered from shortness of breath and fatigue for a long

time before HT are used to exerting minimal energy and maintaining a domesticated

lifestyle. Chronic heart failure requires absolute bed rest as a curative measure and

makes the patient stop any activity when feeling tiredness and worsening sign of

shortness of breath. For those recipients with a history of chronic heart failure, new

meanings and bodily confidence had to be built up for physical exertion after HT.

In the case of Mija, although her duty of caring for a disabled son constricted her

possible times for exercise and her mind space, Mija had learned to think of climbing

stairs as a painful and dangerous activity before she experienced a new-found joyful

confidence in her physical capacity to finish a trip to LA. Even going to the market for

grocery shopping was an unexpected duty for her. An overprotective tradition of family

caring in Korea also tends to limit or prevent patients from engaging in active exercise.

In contrast to very obedient compliance to taking medication, exercise has very

limited approval from Korean patients. A significant habit of exercise can not be built

by a matter of wishing or knowing the technique of each exercise or by discovering an

appropriate exercise facility, but rather it is a matter of prioritizing the available time.

This requires strong motivation with an understanding of the significance of exercise.

Even though the positive effects of adequate exercise habits on a regular basis has

f
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power similar to blood pressure pills for controlling blood pressure and preventing long

term coronary vessel disease, many patients believe that it is a waste of money to pay

for an exercise program.

When Dr. Sunsang made the decision that the patients needed special education

in exercise and referred the patients to an exercise therapist, most of the patients did not

regularly participate in the program. At first, simple running or walking on a treadmill

does not seem to require the teaching any specialized professional from the patient's

perspective. The burden of an extra charge of $50 USD for the program may be a

disincentive. Many patients said that they do not need special education.

In order to build and sustain an exercise program, it requires that the patient

realizes the benefits of exercise to his or her own well-being and in building a strong

sense of confidence (Bandura, 1977). To overcome the patient’s habituated and

embodied practice of “Muri hazima” of not doing and not overstraining in physical

work, patients need coaching or jasangful persuasion to build the habit of daily

exercise.

The possible range of types of exercise is also very limited. In crowded urban

areas, it is not always easy to find an appropriate place and type of daily exercise.

Membership to a specially-equipped health club is too luxurious for most patients. So

Dr. Sunsang teaches his patients to walk or to climb the hills in their villages as much as

possible. For most female patients who do not have career duties, this is an acceptable

and reasonable recommendation. At the top of the hill, fetching a bucket of mountain

spring water is another reward for hill climbing. Sometime harsh winters disturb this

daily habit. In the flu season, Hanja and Shinja rather stay at home and walk around the
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living room floor or front yard repeatedly. Mija and Shinja, to respect Dr. Sunsang's

recommendation, purchased an exercise bicycle. However, due to leg fatigue and the

hip-bone pain, the bike was often abandoned, becoming a piece of furniture. For

Pungun who returned to full time work, highly competitive job strain and strict work

schedules of six days a week was an obstacle to building the required exercise habits.

Organizing and rearranging to maintain healthy exercise habits force patients to struggle

to find both time and opportunities to exercise with limitations and obstacles. To

overcome those obstacles, exercise somehow has to become enjoyable and worthwhile,

which requires changing culturally held biases against strenuous exercise and finding

opportunities to exercise.

Swimming as a forbidden exercise

INT: Did you ever recommend swimming for patient’s exercise.
Dr. Sunsang: I have never recommended swimming
INT: Is there any special reason?
Dr. Sunsang: Something is very suspicious about the pool water. No (Public
health) data is available. While swimming, it is evitable to swallow the pool
water and be immersed in the water.
INT: Do you yourself like to swim?
Dr. Sunsang: No I don’t like to and I don’t have enough time to swim.
INT: When did you give permission to go to public baths for your patients?
Dr. Sunsang: Maybe three months after HT, if the patient has no complication
related to infection.
INT: Do you like to go to public baths?
Dr. Sunsang: Yes, I do. I am not especially hesitant to go to the sauna room at
any time.
INT: Did you ever compare what would be more dangerous to recipients?
Dr. Sunsang: No, I never thought about the matter in that way.
INT: I found that Dongsu was a swimmer for his high school before HT.
However, you told Dongsu not to go swim. Can I have your reason?
Dr. Sunsang: I did not know he was a swimmer. Most of my reason is about the
cleanliness of the pool water, as I already have told you.
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Dr. Sunsang suspects the cleanliness of the water in swimming pools. In contrast

to public baths, he did not give an 18-year-old boy the permission to resume swimming.

To the younger patients population, a various exercise types have to be reconsidered

and weighted in terms of benefits and risks. Ice hockey, swimming, skiing, playing a

basketball or soccer ball game may be acceptable exercises. However, swimming tends

to be very controversial issue. Due to Dr. Sunsang's personal preference and

consideration, swimming is a forbidden exercise for his patients. When the 18-years-old

male HT recipient, who was on the high school swimming team, asked whether he

could swim again or not, Dr. Sunsang's answer was “No.” The possible risk of unclean

pool water was his primary reason. Dr. Sunsang believes in good oral hygiene. He

prescribed the Betadine gargling solution three times a day for mouth washing. Because

there is an absence of public information regarding each swimming pool’s level of

cleanliness, totally preventing patients from any possible risks is Dr. Sunsang's way of

preventing possible infections. Thus, all possibility of swimming is shut down for his

younger patients. In addition to the concern over the cleanliness, many Korean

physicians believe that swimming may be too strenuous for HTRs. When a Dongsu’s

desire for dependency is aligned with absolute obedience, any attempt of initiating the

resumption of a forbidden exercise, no matter how much the patient likes it, could not

be expected. A Physician's defensive medical practice of strict order is the final answer

and ultimate rule for Dongsu.

In many occasions, sustaining frequent exercise conflicts with preventing

infection. Here, health professionals need to consider patients’ perspectives. Insightful,
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realistic, and creative nursing care requires nurses’ imaginative dwelling in the patient's

point of view.

Living with the uncertainty of extended life-time

Before HT, when patients and families received the final death sentence and

waited for a new heart, dealing with the uncertainties of waiting was a key issue for the

patient and the family. After HT, however, patients and health professionals also

struggled with managing the uncertainty of multiple aspects of daily practice of taking

up a new life possibility of self-care. Thus, the way of dealing with uncertainty offers

very interesting dimensions to examine distinctive cultural ways of responding to a HT.

When a physician describes the one-year survival rate of 85% and the five-year survival

rate of 65% to a patient and family who confronted near zero survival rate without a

HT, while waiting desperately for a hew heart, the patient and family learned of a

greatly augmented possibility. However, for the HT patient who has almost reached the

5"anniversary, a 65% survival rate may be a very significant menace, introducing a

new sense of uncertainty.

Although many patients cope through cultivating a positive illusion of exclusion

from the possibility of an imminent death, the statistically projected survival rates

inevitably prevent patients from planning for a long-term future. Especially those

younger patients who are in their 20s, to plan a long term future and to make an actual

commitment to the plan may seem impossible or unrealistic while they perceive

themselves as a chronic disabled person.

During the first year of HT, Mr. Haksang did not want to continue to meet his

girlfriends. When he confronted the daily struggle of taking tripled dose of
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Cyclosporine with toxic TB medication, his future could not be guaranteed by anyone,

not even by himself. To save himself from any potential personal tragedy, he said a

“goodbye" to his ex-girl friend. Since he foresees his vulnerable future as uncertain

disabled person, he simplified personal relationships to limit the demands on his energy.

Then he chose an alternative career goal. He devoted most of his available time and

energy to study for the CPA license examination. His ambition to earn much money and

to establish a social welfare foundation of his own opens up new possibilities to be a

productive and healthy member of society. As his physical body shed the need for

heavy doses of medication, his follow-up ultrasound lab test reveals his amazing

favorable recovery. He feels his body getting back to normal when he could play a

basketball game with classmates without any interruption to catch his breath. His

recovering physical capacity increased the confidence needed to plan his long-term

future. And so, he began to meet a new girl friend. At the second interview, his bright

face and vivacious voice was so different from the tone of the first interview tape. He

looks like a different person. The confidence in physical healthiness has expanded Mr.

Haksang’s future horizon.

As Leder (1996) suggested, when a patient is entrapped in the long-lasting now

presentism by his physical suffering, seeing a future is impossible. This kind of

presentism also constricts our social possibilities. Human beings project themselves

toward the future through the past with a very taken-for-granted and familiar

embodiment. Illness shakes this projection by forcing a person to live in the present.

Each physical symptom that interrupts a human being's capacity to respond to his

surrounding environment changes his sense of temporality.

269



------
-

-
-

---

--* -

º ---
---,

º º-**
-***
--



Commentary

The Korean culture has embraced the virtue of dependency and thus, idealized

harmony without producing any intense tension or psychic insecurities, active “not

knowing,” is a dominant way of coping with the stressful and complicated post-HT life.

Fear was revealed as a pervasive dominant mood of the Korean culture. As Heidegger

pointed out, culture is a public mood. Based on this pervasiveness of fear, the strong

cultural belief that “Not knowing is good medicine, and knowing cause sickness”

constitutes interrelationships between physicians and patients in daily medical

encounters. Without any formalized and consistent personal contact from health care

providers, strong family support seems to play a major role in helping a patient endure

any chronic hardships resulting from a HT.
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Chapter 9

Implications of the findings

Enhancing the dialogue between two incommensurable world views

The transforming power of HT

When the practice of heart transplant was being grafted onto the Korean society,

most modern biomedicine assumptions had educated us to believe that cultural

differences would not influence this new miraculous technological adventure. A hurried

mode of urgency offered a huge room for making the heart transplant a possible

treatment, even without legalizing brain death as a legitimate standard for defining death

in the Korean society. An emphasis on science and technology monopolized modern

medical education and has almost inevitably relegated the human aspects of medicine to a

secondary role (Spiro, 1993). No HTR escapes the aspects of embodied, emotional, and

temporal depth of requiring a HT. Just as the modern society suffers from an

impoverished understanding of a personhood, modern medicine also suffers from the

erroneous priorities favoring science and technology of prediction and control-oriented

radical calculation. Modern biomedicine easily fails to enjoy offering its full range of

benefits to the public by forgetting the synergistic aspects of biological and psychosocial

components of medicine.

Culture shapes what is considered good and what it means to be human in a

particular lifeworld. Understanding these similar yet differently situated possibilities

helps us to attend to the patient’s ontological care and concerns. This cross-cultural study

attempts to restore the forgotten human aspects by investigating the rich human lived

experience in both local cultures. Shared similarities and distinguished coping patterns
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suggested that culture has great power to inform and to constitute both self-care

practices and health habits.

The concept of a heart transplant is based on an assumption of the human body as

a very mechanical and physiochemical material. Exchanging a worn out heart with a

young and healthy heart parallels the concept of automobile mechanics. From the same

tradition, after changing an old pump with a new one, most physicians want to measure

the degree of the treatment's success by measuring the patient's health-related functional

capacity in daily life while calling it “quality of life.” In this understanding, the human

being is a very individualistic, mechanically functioning being who has a cognitive

intelligence.

This mechanical concept of heart transplant has the power to shape Korean

modern identity that is different from prior generation. Like the Trojan horse, this new

medical practice has the ability to transform and shape lay people's idea about their

bodies; thus, it shapes modern identities too. When this technology was transplanted into

Korea's relational, intertwined, and interdependent society, this grounded assumption of

mechanical treatment was infused into patients’ self-understanding and has the power to

illuminate the hidden side of self-identity and self-perception.

Being a selfish person

In the Asian collectivistic culture, the self is situationally and relationally defined;

that is, the presence of oneself is contingent on the nature of the context, situation, and

the relationship with the interactant (Yep, 1997). Tu (1985) discusses this notion of the

self in relationship to Confucian philosophy, “a distinctive feature of Confucian

ritualization is an ever-deepening and broadening awareness of the presence of the other

272



V.

h

º

-

--



in one's self-cultivation” (p.232). Confucianism teaches people to think that the world is

governed by human relationship. In this Confucian world, human relationships are all that

really matters.

As Nongbu had to bow down to all his ancestors for the spiritual permission to

have a HT in his dream and iterated prayers in front of all sorts of natural objects for a

new heart, his self has always been situated in his existential temporality within the long

history of his hereditary lineage. His connection to far-distanced ancestors and to Heaven

constituted his self-identity as a moral human. Being obedient to defined ethical

relationships determines a human being's identity in the Korean culture. Confucianism

teaches Nongbu about the basic responsibility offilial piety in keeping his healthy body

intact. Nongbu's embodiment is deeply connected with his parents and his ancestors.

When he had to surrender his damaged heart, the interwoven connectedness of his

relational being was in danger of being totally broken. However, when a donor's

‘anonymous' nameplate was placed in Nongbu's ancestral hall of tablets, his broken heart

completely reinstated the cherished connectedness by this symbolic ritual.

However, when a Korean patient undergoes a heart transplant, the life-long

requirement of medical regimens requires the patient to trade his relational self for an

isolated, self-protective, self-defensive, self-responsible, self-determined, and self

perceptive being in order to place prevention of infection above customary human

relationships and practices. For example, to prevent potential life-threatening infections, a

Korean patient has to learn to draw and embody an unfamiliar invisible line between

him/her and significant others and to see him/herself as a distinct being with meaningful

interactants in group. Developing the habit of discerning every human contact and

273



isolating herself from significant human contacts require the courage to say “No”

against their relational obligation of being selfless because self-defense can be a painful,

awkward practice to learn.

The requirement of exercise is also a very challenging task to take up for Korean

patients. For a responsible wife or husband, to have his/her own time of exercise is a very

unfamiliar practice in Korea. When exercise was regarded as extraneous or behaviors of a

luxurious lifestyle, taking personal time for exercise could be easily interpreted as being

a selfish spouse or parent. In the Confucian tradition, a mature human being has to

accomplish his/her virtue by sacrificing immediate fulfillment to the demands of duty.

When a women's identity is synonymous with being someone's wife, someone's

daughter-in-law or someone's mother, this relational identity interferes from making

exercise a priority for her own sake. Exercising and spending the precious commodity of

her energy and time for self-protection or self-pleasure has to gain another superior

meaning in this cultural context.

Implication in Korean Nursing Practices

When a patient has to have her own pots and separate dishes without sharing them

with significant others in her life world, our health care providers must understand the

patient’s painful predicament as a relational being. The compelling need to be a self

defensive being may contradict a meaning that comes from her understandings of

relational duties. Even though it is very hard to segregate themselves from the interactant

group or family members, successful patients may believe that this painful and tedious

process of isolation is a way of repaying their thankfulness for second life to a family or a

group member's devoted care and compassion. When the practice of preventing infection
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is added to the meaning of the self-responsible behavior of repayment, the patient can

say “No” to any harmful way of human interaction in a way that is more congruent with

his/her Korean self-understanding. The new understanding from this cross-cultural study

may assist health care providers to being culturally competent staff in order to empower

and to encourage the patients in their ongoing daily struggles and to help them embody

the desired habits in their own cultural context. An individualized, self-defending, and

self-centered practice may be a very unfamiliar way of Korean comportment. Thus,

health care providers need to re-contextualize the post-HT self-care in the light of

Korean Confucian self-understanding in order to create new situated possibilities in the

Korean lifeworld.

Being a nicer person

In contrast to the Asian collectivistic culture, in the Northern American culture,

the direction of transformation is controversial. In the Western society, a mature human

being is an independent, autonomous, responsible, determined, and free agent to achieve

his/her own personal goals, unique wishes, needs, and desires. However, when a very

independent, free, autonomous, self-sufficient, self-determined, and self-centered being

experiences someone's self-sacrificing donation to save his life, the way of

transformation may be for him to find a more altruistic, relational, and self-sacrificing

way of life, thus repairing their connectedness within a community. Daniel’s conversion

from an unforgiving businessman to a generous and nice colleague patient, Peter's

transformation from a Type A workaholic to a loving father, and Tamara's wish to be a

fulltime worker in the California donor's network are all evidence of the heart

transplant's transformative power in this reverse direction, away from a separated
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individual to a participating member in a larger community. The heart transplant

recipients experienced the extension of the boundaries of their family from immediate

family to members of social support group meetings and the hospital staffs, to the donor's

family. Their realization that their lives are based on sacrifices and love of others, creates

a new sense of social connectedness and transforms their self-understandings. These

enhanced senses of connectedness were a coping and a spiritual resource for an American

HTR to comply with the very complicated, tedious, and painful medical regiment. Many

metaphors of a HT such as Peter’s ‘welcoming a new boy,” Daniel’s “a permanent loan,”

and Mr. Snyder's ‘fulfilling donor's unfinished life goal in life’ are powerfully helping

them to make sense of the value of their post-HT life. They are all valuable coping

resources to shape the desired healthy habits and to be responsible caretakers of their own

post-HT lives.

Implication in North American Nursing Care

Most health care providers in the transplant arena encourage patients to think of a

donor's heart as a mere muscle pump in order to prevent them from unhealthy guilt and

identity attachment. Mr. Snyder's newly founded mission came from his new self

understanding about the relationship between him and his donor.

Most HTRs also have a strong desire to express their gratitude to their own

donors’ families. However, some patients do not want to think or know about their

donors. No guidance is always true. Health care providers may play multiple roles of an

information deliverer, a discussion facilitator, a mediator between a HTR and a donor's

family, and a travel guide. These multiple roles require sensible flexibility to fully open
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up our possibilities to hear and see their concerns, matters, and existential caring and

growing with them.

From an obedient compliance to an informed compliance

Each culture has a unique history and history impacts the constitution of very

different existential possibilities for each members of each culture. Filial piety demands

unconditional obedience, loyalty to authority, being dependent and relational as moral

ways of being. This tradition gives a very different experience of lifeworld. For example,

with the story of the three little pigs and the wolf, as a mother of two children, this

researcher as a Korean could not be comfortable with the reason why the three little pigs

had to leave their parents’ home to make their own houses with their poor, immature

skills and knowledge. How could their parents let them go into the dangerous unknown

world in which a life-threatening wolf exists? Even though the story gave a great lesson

about building a solid, secure, strong, and adamantine life despite many temptations and

hardships, still, the basic taken-for-granted background of the story was hard to

understand. When the first and the second poorly constructed houses were blown away

by the wolf’s “huff and puff,” this researcher could not help but blame their parents’

selfish negligence in not keeping their progeny in their home instead of blaming the poor

two little pigs’ unpreparedness, groundless, and unfounded careless building strategies.

If a patriarchal relationship between a physician and a patient was believed as the

ideal type, then unconditional dependence and surrender of autonomy are its virtue. Cost

saving and budget-oriented management methods of health care providers also interfere

with the full range of conversation based on the equality of a patient and a physician. In
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addition to this, an indirect mode of conversation and the practice of face-saving further

disturbs informing patients as responsible health care takers.

Confucianism taught people to be loyal to any authority and to sacrifice personal

desire to accomplish the moral duty offilial piety and to be loyal to sovereignty. To

accept patriarchal authority, to obey unconditionally and to depend are the moral

institutions of one who is disciplined. The foremost virtue is Selflessness. Under the

orientation of a mature person as a harmonized, obedient, dependent, and loyal member

of a group and family, the way of personal interaction shaped the physician and patient

interaction.

The new technology of HT, however, also shakes the deeply-rooted the

authoritative and patriarchal way of physician and patient interrelationship, because the

HT is required to self-monitor and to treat symptoms as well as prevent infections. The

traditionally expected medical practice of merely prescribing some medication after five

minutes of physical examination starts to change in Korea for the management of HTRs.

From the Korean physician's perspective, he had to take over the role of the life

guardian for his HTRs from the time he registers a patient as a HT candidate until death.

Continuous meetings with the same patient for the rest of the patient’s life require the

physician to know the patient more personally. It is a privilege unfamiliar to ordinary

physicians. While Dr. Sunsang still did not feel comfortable enough to meet and know his

patient outside of the hospital context, this fear is based on the belief that “getting too

close to patients will impair their professional judgments.” (Spiro, 1992; p.87)

However, being a transplant cardiologist taught Dr. Sunsang to realize the order

of priorities favoring technology and biological knowledge as a partial component of
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medical care. The necessity of a nurse coordinator to monitor patients and to give active

advice for his patients is a new type of practice that is only possible in a multidisciplinary

team approach. The first five years’ experience of total care for new recipients gave Dr.

Sunsang a new challenge to know patients as human beings, through personal

information about the patient’s psychosocial context.

The North American physician works as a member of the transplant team and

shares many different kinds of multidisciplinary information. Dr. Sunsang's solo

approach to managing HTRs, from registration to arranging transplant to follow-up

checks, gave him vestigial opportunities to avoid fragmenting a patient into

subspecialties. However, as the patients’ numbers increased, Dr. Sunsang realized the

limitation of this solo approach. The self-devoted management of working hard for the

best outcome could not be the only answer for care of the best quality. He willingly

wanted to invite a nurse coordinator into his practice and to share his burden. Dr.

Sunsang also realized the critical significance of the caring and social skills of nurses

being built into the practice alongside the technical management of infection and

rejection. A long tradition of the relationship between a nurse and a physician could be

understood as a form of hierarchy such as that of a boss and a secretary. After managing

HTRs as a lifetime guardian, Dr. Sunsang wants to invite a nurse coordinator as a

colleague consultant based on equality. However, a budget-oriented and technology

emphasizing medical administration has to also realize the same possibilities of nursing

in order to involve the participation of nurse coordinators and the social workers in a HT

team.
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From a Korean patient’s perspective, being a HTR could mean having a lifetime

guardian that could be consulted at any time. Monthly check-ups in the hands of a

merciful cardiologist and frequent check-ups that included cardiac catheterization and the

ultrasound examination repeatedly confirmed the Korean patients that “they are doing

O.K.’ with Dr. Sunsang's jasang-ful (detailed and thoughtful) instructions. It is like

having a primary doctor as a member of one’s own family for the first time. Dr.

Sunsang's waiting at the gate of hospital, personal calls to his patients’ homes, not

scolding patients’ misbehavior are cherished and pleasant memories for his patients. They

started to feel comfortable enough to ask questions and could expect to get detailed

medical explanations. Acting according to the expectations of becoming informed

patients from their own cardiologist who supplies jung-sungful and jasangful

explanations is a newly acquired habit. As the physician realized the significance of

informing the patient with relevant medical explanation, he developed compassion and

tried to give detailed descriptions of procedures and side effects. To have a long

conversation touching every corner of medical management is a very unfamiliar and

unexpected practice. However, a gradual change in conversation style emerged and

developed in new directions in the Korean context.

North American recipients have the privilege of participating in social support

group meetings and to have varying degrees of communication with a multidisciplinary

transplant team. Most of all, health professionals tried to inform patients by having a

problem-solving approach. This type of approach makes a patient see his/her own body

as a medical object. When a patient lost his eyesight, there was a clearly defined cause,

which was having “too much Cyclosporine.” When the cause of a symptom was located
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somewhere in the patient's physical or psychological dimension, all kinds of effort was

made to exclude the defined cause from the patient's body. As a patient further and

further becomes involved with this type of medical conversation with his body, he learns

to summarize his problems in medical terms and to see his problems as a mechanical

breakdown or chemical imbalance. The blockage of a coronary vessel; too much

Prednisone causing a chemical imbalance that create mood swings; well-functioning

kidney to filtrate the toxic substance of Cyclosporine; to turn down own one's immunity

with immunosuppression, and exerted exercise to build healthy heart muscle are a few

examples of the defined mechanisms that patients understood regarding their body and

health problems. Relatively much more educational opportunities were offered to North

American HTRs than to Korean HTRs.

Under the tradition of the Enlightenment and the empiricist way of understanding

human beings, the bio-medical patient education informed patients to control his habits in

order to maintain healthy heart. Exercising, controlling the diet, abstaining from smoking

and drinking, and following a complicated regimen of immunosuppressions all resemble

controlling and shaping one’s own body through detached observation and self

awareness. However, there is much more ambiguity than certainty in defining cause and

effect. In the Western culture, this ambiguity waited to be more explored in some method

of examination and to be made into a certainty in some ways. Patients could bring their

new finding about managing self-care to the social support group meetings and hospital

clinic rooms. There are ongoing debates and discussions to correct and to explore the new

dimensions of causation and care to great certainty. Patients can educate other patients.

Physicians may learn a lot from patients. New interpretations of each problem that

*
■ .
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emerged through ongoing circular reasoning have been revised or have disappeared in

this community. Active and direct communication assists patients in being informed. A

self-determined, autonomous patient uses this acquired information to improve his own

condition. Monitoring new and advanced information helps a patient to be confident to

think of himself as a patient possessing expert knowledge of himself. Informing a

patient, however, is interfused with the issue of security. Understanding a patient's

vulnerability of interpreting impersonal medical information requires sensitive embodied

seeing.

Implications in the patient education

The nurse coordinator's job includes screening and examining the ongoing

dialogue of current explanatory theories in the patients’ group discussion, in clinical

encounters, or through telephone consultations. Different worldviews are critical in order

to interpret and discern good practices and solutions to ongoing concerns and problems.

Each culture's distinctive way of defining “good” is shaped by its unique cultural and

existential concerns and thus this concern constitutes our matter and moral identity.

Therefore, different self-understandings play an enormously significant role in examining

and coming to terms with adherence to complex medical regimens. Active not knowing

was a way of coping for some of the North American and Korean participants. Active

informing was also an important coping strategy. In both cultures, monitors who are

vigilant in their information-seeking and “blunters” who avoid distressing information are

both presented. Daniel strongly wanted to be an informed patient. Tamara was so

frightened by reading the survival statistics of HT and the seriousness of her CMV

infection. Sensing the patient's desire to know more medical information requires use of
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sensitive timing and tact as coaching patients in their new life. No rule is always

absolutely true for guiding and educating all patients. Patient education and coaching

requires understanding the patient’s lifeworld.

The meaning of suffering in the Korean culture

The North America and the Korean culture each have their own unique history.

One of Korea's national moral leaders, Ham Sok-Hon named Korean’s spiritual historical

meaning as “a Queen of suffering” (Ham, 1985). His description of the portrait of this

suffering queen is very painful for modern Koreans to accept as an accurate picture of the

traditional Korean self, however, it holds some true aspects.

“I began to gaze upon Korean History squarely. When I did, it appeared like a
beggar girl who is chased by village urchins, ran away this way and that and
herself and then finally collapsed on the street, crying her heart out. When I came
to myself, I began contemplating this beggar girl. Quietly I approached her, wiped
her tears, dusted the mud off her, tended her wounds, and began listening to her
halting mumblings. During all this, I became aware of a figure, barely visible,
standing behind her.”(p.17)

He pointed out that suffering has been a Korean daily life experience during the

past centuries. Throughout the Korean history of over four thousand years until this very

day, Koreans have not known a period of peace. There have been over a hundred wars, of

which fifty and sixty were foreign invasions, leaving out civil disturbances. There has

been a lack of steadiness, of planning, of being follow through. The poverty stricken old

history forced people to give in to suffering and turn to fatalism.

“The poor populace, accepting suffering caused by the wicked rulers as an act of
God, sank into a sea of hopelessness. Fatalism lost the will to make a plan ahead.
Everything from the birth and death of individuals to the rise and fall of dynasties
was put down to fate, something arranged ahead of time by heaven. Accordingly,
suffice it to learn your fate in advance, to interpret destiny written down in
advance. There was no need to explore the future or to investigate. Suffering at
the moment, they reasoned, was inevitable but the way of heaven must be fair and
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just. So instead of making any effort on their own, they waited for a change in
heavenly dispense.”(Ham, 1985; p.17)

As we discussed in Mija's story, subjugation is her embodied coping style with

lifelong suffering. Her self-sacrificial giving births to five children despite her life

threatening heart disease was expressed as a form of accomplishing the moral duty of a

first son's wife. Confucian-oriented moral codes defined what good and duty are. When

she wanted to give birth a healthy son to her husband, planning for self-protection was an

unimaginable possibility in her understanding. In addition to this, despite her old

cardiologist’s comatose health condition, she just wanted to be his patient forever without

changing physicians. To change to a new cardiologist challenged her sense of allegiance

and loyalty to the doctor. She defined herself as a sinner who caused her son's disability

and tried to endure her suffering without asking for the professional help to care for her

son. Subjugation and fatalistic tolerance of suffering go hand in hand in her life.

Implication in Korean Nursing

Mija's history sheds some light on her generation’s moral institutions and that

generation's way of defining ‘good.” Her embodied memory survived through a very

agitated and violent recent half-century in Korea. This suggests that we see a patient’s

age not only as a risk factor or a predictor of outcome but also as way to import a

generation's understanding of its lifeworld and illness experience. As Taylor pointed out,

a person's self-understanding necessarily has temporal depth and incorporated narrative.”

The findings of this cross-cultural study points to the need for more humanistic

care providers. Instead of blaming and scolding her subjugation as a fatalistic and a self

defeated way of coping, we may with Ham (1985), ‘quietly approach her, wipe her tears,
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dust the mud off her, tend her wounds, and begin listening to her halting mumblings.”

This compassionate and empathetic listening to her suffering with her ontological

concerns will help caregivers to see new possibilities in her life world.

Moods of the HT world

Being a HTR means living in a different world. Each patient is thrown into the

HT world with a different self-understanding. Since understanding always has its mood,

each HTR’s mood works not simply as a state of feeling, but rather as a mode of

disclosure. This distinctive mood of each HTR is a certain way of seeing a possibility as a

possibility. The mood of each patient at a certain point of his/her illness trajectory

determines a patient’s way of coping in the place and time that are open to them. From

Peter's bright passion for a HT, to Daniel’s horribleness of the HF life, to Tamara’s

dreadful fear of a HT are good evidence of moods that disclosed their understandings.

The prevailing mood of each patient at a certain point assisted a patient in disclosing or

closing new possibilities. For example, Peter's mood of overly brightened passion in the

post-HT life assists him to see many possibilities in the second life through fantastic

feelings of walking exercises and active participation in a social support group. In

contrast, Tamara’s fearful reaction to the necessity of a HT assist her in not disclosing the

possibility of a HT as a possibility for her. Thus, she once rejected a HT. Tamara’s

insightful physician made an effort by inviting Daniel to Tamara’s hospital room to add a

contrasting bright mood to her somber picture of the future she projected. When Tamara

was infected with CMV, her cardiologist’s attentiveness to Tamara's fear and her skill of

tailoring medical information with sensitivity also greatly prevented Tamara from any

unnecessary distress. Peter's surgeon tried to warn Peter not to forget his real age.
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Culture is also the social mood. In the Korean culture, the prevailing mood

of fear is transparently pervasive. The Korean mood of fear was clearly revealed by this º
cross-cultural comparison study. Fear seems to be an embodied thought of Koreans. This

mood of fear entails a judgment about how a HTR copes with (in) his/her lifeworld as a >

Korean. Fear assists a patient to be obediently compliant with the medical regimen. d

Evoking fear through punishment or reinforcing obedience through a fierce scolding are |

pervasive child-rearing practices in order to correct a person’s behavior. Dr. Sunguja

fiercely yelled at Dr. Hubae for violating the rules of the aseptic ICU isolation room. This

mood of fear also seems to disturb a patient into becoming an informed decision maker

for his/her own health and to disclose more of his/her own situated possibilities. Based on

the prevailing social mood of the Korean world of HT, many possibilities could not show

up or be disclosed. In addition, this fearful mood of the Korean clinic culture assists

clinicians to practice overly-defensive medical prescriptions. Fear of infection totally

prevents Dongsu from his meaningful swimming. Dr. Sunsang's fear of potential

rejection prevents him from a trial of steroid withdrawal. Fear of insulting someone's

face prevents a patient from asking necessary questions to clinicians and peer patients.

Fear of distressing also assists Korean HTRs to adopt “active not knowing” as a dominant

way of coping. The strong cultural belief of “Not knowing is medicine and knowing

cause sickness” also constitutes the interrelationship between a physician and a patient in

daily medical encounters. Even though Dr. Sunsang tried to organize a social support

group meeting for HTRs, it too also was far from actualization. The social support group sº

meeting needs participants who will willingly share the details of his/her personal daily º
struggles and stories of successful coping in the form of questions and answers. The style

-
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of indirect mode of communication combined with the concern of saving face in a

shame-oriented culture also prevented launching this type of sharing meeting. Although

many patients urgently wanted to listen to those stories, exposing and revealing his/her

own self story is not a wanted practice.

Implication in nursing theory and practice

It is often believed that eliminating emotional content from a situation through an

objectifying process can be the best coping strategy for a problematic and stressful

situation (Benner & Wrubel, 1989). As a Korean, an articulation of the transparently

pervasive mood of fear in Korean helps this researcher to see many different possibilities.

Articulating the mood of a HT world assists to be attuned to each HTR’s personal

meanings with their attendant emotions in the HTR’s context; thus, it enhances the ability

to recognize the patient’s conditions for possibilities of a new healthy life (Benner, 1996).

As we have discussed, each patient's illness trajectory offers different moods and unique

projections of his/her post-HT life. HT patients’ transparently or visibly interfused

moods reveal very different concerns and possibilities for each patient. Thus, in order to

draw a more distinct picture of the post—HT life, a too dark and somber mood calls for

additional lucid brightness. In contrast, an overly bright, fantasizing mood needs to

contrast more dark and somber colors. Each pervasive mood casts its own shadow world.

The movement of the opening a HT world happens in the patient’s fundamental mood.

Conclusion

The heart transplant experience is a pervasive way of understanding and making a

meaning of life. It gathers and focuses the meanings of all activities. Thus, those

meanings are embodied with every day experience. Peter's understanding of his
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symptoms and side effects are very true for managing, coaching, guiding the HTRs in

the two cultures. Peter said, “it’s amazing how one person can tolerate one medicine and

another person can't.” It can be applied to patient education, as in “it is amazing one

person can tolerate one information and another person can’t.” Also, “it is amazing how

one culture can have pervasive fear and another culture can’t.” This articulation of

similarities and differences of two cultures suggests an opportunity to enhance the

dialogue between two incommensurable worldviews.

This cross-cultural interpretive study tried to restore the human aspects of

medicine through an articulation of qualitatively different meanings and self

understandings of HTRs at various stages of the HT. The meaning attached to the heart

shapes, in part, a HTR’s post-HT adaptive coping. In addition to this, HTRs’

transparently or visibly pervasive moods reveal different concerns and possibilities in the

distinct social mood of each local culture. HTRs develop corporeal skills, habits, and

styles of coping with the demands of post-HT adjustments. Ultimately, HTRs’ lived-body

constitutes their being—in-the world. It is through recipients’ capacities of sensing and

moving that they first acquire and inhabit their surroundings. By articulating this social,

sentient, and skillful lived body of HTRs, this new understanding can be applied to

encompass rediscovering and recovering our patients from mere receivers of a pre-fixed

routine of caring to becoming better caretakers of the dynamic creation of the recovering

self in daily coping.

sº

º

>
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APPENDIX A

CONSENT FORM

UNIVERSITY OF CALIFORNIA, SAN FRANCISCO
CONSENT TO BE ARESEARCH SUBJECT

Project Title: Living after Heart Transplantation

Purpose: Aeran Cho, R.N. MSN, PhD(c) and Patricia Benner, R.N. PhD of the School of
Nursing are conducting a study about what it is like to live after heart transplantation. You are
being asked to participate in this study because your experience can offer valuable information
for understanding heart transplant recipients’ daily life and challenges. Learning directly from
Heart Transplant recipients about their experience is the prime purpose of this study
Procedures: If you agree to participate in the study, you will talk with Aeran for about an hour in
a comfortable, private place such as a your clinic room, or some other agreeable place. You will
be asked questions about your experiences—what you have learned about taking care of yourself
after the heart transplant. The conversation will be tape-recorded if you agree. A second interview
may be arranged a few weeks later.
Risks/Discomforts: Talking about your experiences may be difficult or unpleasant. However,
you are free to talk only about those aspects of living with heart transplantation that interest you.
Participation in the study may involve a loss of privacy, but several precautions are taken to avoid
this. For example, when the tapes are transcribed to written form, both tapes and transcriptions
are locked in a cabinet at all times. Your name is not marked on the transcript; only code numbers
are used. Only Aeran Cho and her supervisor, Dr. Benner, will have access to the interviews.
Benefits: There are no direct personal benefits to you. However, the information you provide
may help health care providers to better understand what daily life is like after heart
transplantation. Sometimes recipients report that they enjoy talking about what living after heart
transplantation is like from their point of view.
Costs/reimbursement: There will be no costs to you for being in the study. There is no
reimbursement for the interview(s).
Questions: If you have any further questions, you may contact either of us
Researcher: Aeran Cho, MSN, PhD candidate student

Department of Physiological Nursing,
School of Nursing, UCSF, San Francisco, CA 94143-0610
Home Phone: 415-681-0265

Supervisor/Researcher;
Patricia Benner, Ph.D. Professor
Department of Physiological Nursing Sciences, Phone 415-476-4313

School of Nursing, UCSF, San Francisco, CA 94143-0612
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APPENDIX B

DEMOGRAPHIC QUESTIONNAIRE

ID#

GENDER

BIRTH DATE

AGE

INTERVIEW DATE

DATE OF THE HT

YEARS OF POST-HT:

MEDICAL DIAGNOSIS FOR THE HT:

MARITAL STATUS

10. RELIGION

11. OCCUPATION

12. HEALTH INSURANCE

13. EDUCATION

14. MEIDICAL HISTORY OF COMPLICATION

15. HOSPITALIZATION

16. MEDICATIONS
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APPENDIX C-I

LETTER TO THE PATIENT (NORTHAMERICAN)

Dear (Patient’s name),
I am interested in talking with you about your experiences of daily life since your heart

transplantation. Many studies conclude that all recipients experience some side effects from the
immunosuppressive therapy. I am interested in learning more about the everyday experiences of
living with new heart. The purpose of this nursing study is to learn about the challenges faced by
persons with a heart transplant. If you are willing to talk with me, we would have a conversation
about what it is like to live with a new heart, how the heart transplantation affects your daily life,
and whether your habits changed after heart transplant.

This is what would be involved: We would set up a time to meet and talk that would be
convenient for you, in a good place for you. This could be room at the clinic or any place where
you would be comfortable. We would talk for about one-half to one hour, with a tape recorder
running (if you agree). Sometimes I will ask participants for a second interview a few weeks later.

Dr. Keith (UCSF), {Dr. Kim (ASAN medical center)} and Nurse coordinator Celia Rifkin
and Anne Fukano (UCSF) agreed to help me with the selection of the most appropriate
candidates. They also allowed me to attend your transplant support group meeting and to insert
my letter and informed consent into the monthly follow-up package that you receive now. Your
health care team knows about the study, but the study will not affect your health care in any way.
All interviews will be confidential between participants and interviewer. Participants I have
interviewed in the past have told me that they enjoy telling their story and that sometimes an
interview assists them to clarify their ideas or questions.

If you want to participate in the study, you can show your interest in one of following
ways: First, You can see me at the support group meeting and you may express interest in the
study' to me directly. Or second, you can return the enclosed, self-addressed, and stamped
acceptance postcard. Or third, you can let the clinic members (Ms. Celia Rifkin and Ms. Anne
Fukano) know your willingness to participate in this study. Or fourth, if you let me know in
advance I could meet you at your next clinic visit. You may call me directly and leave a message
on my answering machine. If I hear from you, I will phone to answer any questions you might
have and then ask whether you would like to participate in the study. My telephone number is
415-681-0265, evenings and all day weekends. Thank you for considering my request.

Sincerely, Aeran Cho, MSN. PhD Candidate in Nursing at UCSF
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APPENDIX C–II

LETTER TO THE PATIENT (KOREAN)
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APPENDIX D-I

INTERVIEW GUIDE (NORTH AMERICAN)
Suggested Interview Questions and Probes

Open with introductory "light" talk and collection of demographic
information to assist with building of rapport.

1. How was your health in earlier years?
Probes: As a child?

As a young adult, in your 20's and 30's?
During middle adulthood, say in your 40's and 50's?

2. Why did you get HT2
Probes: Could you tell me about your expectation and experience before HT

Can you describe for me what the waiting period prior to your HT was
like for you?

Probes: Could you tell me about your expectation and experience after HT

3. How do you feel about your donor family or a donor?
Probes: How did you feel about your new heart?

What do you know about your donor?

4. How did you feel about your hospital's transplant social support group?
Probes: What did you learn from the meeting?

How often do you go to the meeting?
What are the advantages and disadvantages of attending the meeting?
Do you have any suggestion for improving the meeting?

5. Now that you have your heart transplant.
How does that influence how you think about future?
Probes: Do you have specific concerns related to your HT2

What are you looking forward to?
What kinds of plans and hopes to you have for the future?

6. Do you think about death? If so, what comes to your mind about it?
Probes: How did you feel about when you hear of other recipient's death?

How do you plan your future?
Do you have special wishes?
If you could have three wishes granted, what would you wish for?
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Health History Interview

1. Please tell me about what daily life is like after heart transplantation.
Probes: Can you tell me about some of the differences in your life before
and after transplantation?

What are the major changes in your daily routines and regimens after the
transplantation?
Probes: How did you spend your afternoon yesterday?
Probes: How has you sleep been after your HT2
Probes: How did you spend your evening last night?
Probes: Think about the last week or two. Describe something that happened
about which you felt particularly pleased or satisfied.
Probes: Now describe something that happened in the same period of time
which was distressing, problematic, or difficult.

2. What did you think about Cyclosporine and Steroid(Prednison)?
Please tell me about your side effects from medication and surgery after
heart transplantation.
Probes: Please describe a recent situation where you experienced side
effects?
Please tell me about your financial status for the life after HT.
How did you feel about the cost of medication and medical bills?
How do this impact on your financial situation and your life?

3. How do you deal with your side effects? What have you learned about this
side effect?

4. Please tell me about your experience with the effect of the denervated
heart in your daily life. How does your new heart feel differences you’re
your old heart?
Probes: What kinds of things have you done to adjust to the changes in
sensation in your heart?

5. Please tell me about any infection episodes or rejection events after heart
transplantation.
Probes: Please describe a recent situation where you experienced infection
or rejection? How did you deal with this episode?
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6. Are there particular things you believe are important to living well after
the transplantation?

7. Did you notice any change in your daily habits after HT2

8. How did you feel like about monthly or annual follow up for the heart
biopsy?

9. How did you feel about taking medication in your whole life time?

10. How do you feel about your health care provider? Do you have special
expectation to your health care providers?

11. Are there things that others could do to help you after heart
transplantation? What have been you biggest challenges after the HT!
What have been the major benefits you have experienced from HT2
What are the major drawbacks or difficulties?

12. Do you have any advice for other recipients?

14. Do you have any advice for health care providers who work with heart
transplant recipients?
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APPENDIX D-II

INTERVIEW GUIDE (KOREAN)
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APPENDIX E-1

CONSENT SIGN FORM (NORTH AMERICAN)

UNIVERSITY OF CALIFORNIA, SAN FRANCISCO
CONSENT TO BE ARESEARCH SUBJECT

Project Title: Living after Heart Transplantation

Consent

If I have any comments or concerns about participation in this study, I should first talk with the
investigator. If some reason I do not wish to do this, I may contact the Committee on Human
Research, which is concerned with the protection of volunteers in research projects. I may reach
the committee office between 8 AM and 5 PM, Monday through Friday, by calling (415) 476
1814, or by writing: Committee on Human Research, Box 0962, University of California, San
Francisco/San Francisco, CA 94143.
I will be given a copy of this consent from to keep.
PARTICIPATION IN RESEARCH IS VOLUNTARY. I am free to decline to be in this study, or
to withdraw from it at any point. My decision as to whether or not to participate in this study will
have no influence on my present or future status as a patient at UCSF.
If I agree to participate, I should sign below.

Date Signature of Study participant

Date Signature of Person Obtaining Consent
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APPENDIX E-II

CONSENT SIGN FORM (KOREAN)
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