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SUMMARY

L Heart disease is the second leading cause of death in
Hong Kong following malignant neoplasm. Heart
transplant has become an established method of
treatment for patients with terminal heart failure.

- Research has demonstrated that waiting for heart
transplant surgery can lead to physical and psychosocial
deterioration.

- Using a phenomenological approach informed by the
ideas of Husserl, this study explored the lived
experience of Hong Kong Chinese male adult heart
transplant candidates. Six informants were interviewed
either at home or in the hospital.

3 The results revealed four themes: enduring the wait;
preserving self while waiting; making sense of waiting;
and believing in yuan (fate or superpower). The themes
were closely interwoven into one tapestry of enduring
the waiting.

L Patients employed the internal forces of enduring the
wait, preserving self and making sense of waiting, while
employing the external force that pushed the patients to
believe in yuan.
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INTRODUCTION

Heart disease is the second leading cause of death in Hong Kong
following malignant neoplasm (Chan, 1998). During the 1997
census, 15% of the total number of deaths (4,896 cases) in Hong
Kong was related to heart disease (CSD, 1998). There is also grow-
ing evidence that the prevalence of cardiac disease in Hong Kong
and in mainland China is increasing (Sanderson et al., 1995).
Compared with the total of 4,909 deaths in 1994, heart disease has
been increasing to 5,220 in 1999 and 5,537 in 2000 (Department
of Health, 1994/95; Hospital Authority, 1999; 2002).

Over the last decade, heart transplant has become an estab-
lished method of treatment for patients with terminal heart failure
particularly in North American and Western European countries
(Hosenpud et al., 2000). Without transplant, the prognosis for
people with terminal heart failure is limited to between 6-12
months survival (Delahaye, 1996). Heart transplantation in Hong

Kong began in 1995, but since that time only a small number of
transplants have been done. The latest records showed that there
were 20 heart transplant candidates on the waiting list at that time
(HKMA, 1999). In Hong Kong, the age range of patients on the
confirmed waiting list is between 19 and 60 years of age. The ratio
of male to female candidates is 10:1, owing to the larger male
population suffering from heart disease. Once patients are on the
waiting list, they undergo periodic physical assessment at weekly
to six weekly intervals, depending on each patient’s physical con-
dition. These follow-ups are important to detect any deterioration
in the patient’s physical health, as evidence shows that heart trans-
plant candidates often show physiological deterioration associated
with multiple organ failure — about 15% to 20% die while waiting
for surgery (Leier et al., 1997).

Waiting periods for these patients range from between 6-18
months, sometimes more, depending on the availability of donors.
Prolonged waiting times for patients in Hong Kong are attributed
mainly to the low donor rate of only three patients per million
population per year, compared with Australia which has a donor
rate of 19 per million population, Europe with 18 per million
population, and Spain with 22 per million population (HKMA,
1999). The reason for this low donor rate is because Hong Kong
people usually want to preserve a ‘complete body” after death and
the relatives do not like to cause any more ‘pain’ to the dead body
(Mok, 1994).

Studies have shown that patients waiting for organ transplant
suffer from physiological as well as psychological deterioration
(Zipfel et al., 1998) and that waiting for a heart transplant could
be a long and tedious process for most candidates. These stud-
ies were mainly conducted in western countries and most of the
literature addressed all organ transplantation. Very few studies
addressed heart transplantation in particular, and no studies were
found among the Chinese population. As the number of patients
awaiting heart transplantation is steadily increasing in Hong Kong,
it is therefore timely to conduct a study such as this to explore,
describe and explain the meaning of ‘waiting’ from the lived expe-
rience of Hong Kong Chinese patients. As the majority of heart
transplant candidates in Hong Kong are male, the focus of this
study was on the experiences of adult males.
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LITERATURE REVIEW

From the literature search, ‘waiting’ has also been associated
with the term ‘waiting list’ or as a condition of ‘watchful waiting’
(Shavers et al., 2004). Most of these articles related to patients with
serious diseases undergoing treatment, or patients with unstable
conditions expecting something to happen (Clarke-Steffen, 1993;
Plowfield, 1993). Watchful waiting is also now used as a new
intervention to monitor patients while waiting for treatment that
may take up to six months or longer. During this period of waiting,
the patient knows that he or she is more likely to die from compli-
cations associated with the health problem.

Different authors found that physical disorders such as short-
ness of breath, fatigue, palpitations, sleep disturbance, pain and
fluid retention were found to be highly correlated with the length
of waiting (Naylor et al., 1995; Bengtson et al., 1996; Jonsdottir
& Baldursdottir, 1998). Lofaso et al. (1994) also revealed the
prevalence of sleep-disorder breathing in 20 outpatient candidates
awaiting heart transplant. This was illustrated by poor quality sleep
caused by sleep disruption associated by increasing hypoxemia,
which could lead to further cardiac dysfunction during end-stage
heart disease. Physical discomfort like insomnia and restlessness
at night were also noted. Progressive physical deterioration could
also lead to death for candidates on the waiting list. D’Armini et
al. (1998) explored the survival rates and risk factors causing early
death. Of the 278 patients on the waiting list for heart-lung and
lung transplantation, 28.8% patients received transplants, 36.0%
died while waiting and 35.3% were still awaiting transplantation.
However, the impact on the physical condition of heart transplant
candidates was not studied as much as its impact on the psycho-
social aspects affecting the patients’ lives. This might be related
to the difficulties of investigating the symptoms and the regular
check-ups required by these candidates. On the other hand, can-
didates with significantly improved clinical status may be taken off
the waiting list (Leier et al., 1997).

The longer the patients had to wait for surgery, the higher their
nervous reactions were. Jalowiec et al. (1994) studied transplant-
related stressors for 175 patients waiting for a new heart from two
medical centres in the Midwest and South Chicago, USA. The
authors identify 39 common preoperative stressors. The ten worst
stressors were finding out about the need for a transplant, having
end-stage heart disease, family worrying, illness symptoms, wait-
ing for a donor, uncertainty about the future, no energy for leisure
activities, constantly feeling worn out, less control over life and
dependency on others. They found that one factor was particularly
stressful for those waiting longer than the median time of one
month, while 16 factors were particularly stressful for those wait-
ing less than one month. Waiting for a new heart and recognising
that they needed a heart transplant were found to be the worst
stressors.

The results of this study concur with the qualitative study con-
ducted by Porter et al. (1994). Thirty-nine candidates on the active
list for heart transplantation from four mid-East Coast transplanta-
tion centres in the USA reported three most common stressors,
including requiring a heart transplant, having terminal heart
disease, and worrying family members. The three most common
coping strategies were thinking positively, using humour and trying
to keep life as normal as possible. The findings also reported the
presence of hope or the patient’s desire to spare family members
from worry. However, the authors stated that transplant recipients

may have underreported their stress and suggested that the trans-
plantation team should support positive coping strategies when
possible, and closely monitor both patient and family stress and
coping throughout the waiting period.

Cupples et al. (1998) also examined heart transplant candidates’
level of stressors from the time of placement on the waiting list and
on the following 3rd, 6th, 9th and 12th month. It was concluded
that feelings of relief and euphoria may subside after initial place-
ment on the list. However, patients reported that the good news of
being placed on the waiting list resulted in stress, especially after
waiting for a certain period of time. The study by Bunzel et al.
(1992) reported that 66% of Swiss patients stated that waiting for
surgery was frustrating, 63% of patients were worried about what
might happen during the waiting period, while 30% of patients felt
that they should not have to wait for surgery. Other patients were
afraid to miss the telephone call that would inform them that an
organ had become available and they were to have surgery very
shortly. Therefore, heart transplant candidates tended to limit any
social activity outside their home. However, they also reported that
support from their spouse was one of the most important factors in
predicting the success of heart transplantation.

The importance of social support and relationships with friends
and family members were also reported in the literature. However,
family members of heart transplant candidates also suffer from psy-
chological stress during the waiting period (Hirth & Stewart, 1994).
The patients’ families often expressed concern about survival, suc-
cess of the operation and how to support the patient during the
pre- and post-operation stages (Lindsay et al., 1997). Collins et al.
(1996) reported that the five most stressful factors for the spouse
during the waiting period were:

- Fear that the patient might die;
w» Not knowing when the transplantation would
take place;

o,
o

Not knowing if the transplantation would take place;
Not knowing if a donor heart would become available;
Waiting for transplantation.
Fear that the patient might die before a heart could become
available was the worst stressor for the spouse. Working spouses
perceived more stressors related to responsibility, socio-economic
activities, and their own self.

In summary, a prolonged or unknown waiting period for patients
and their families awaiting organ transplantation is not a desirable
or pleasant experience. It is particularly true for patients waiting
for organs such as the heart. Unlike a kidney or liver, living people
cannot donate a heart. Thus, exploring and describing the experi-
ences of patients waiting for a heart transplant will be valuable
evidence for nurses to increase understanding and awareness of
this situation, and to provide information on which to base nursing
practice. This in turn may lead to improvements in the care of these
patients. Moreover, since the literature that was reviewed generally
related to either kidney, liver, lung or heart transplantation from the
context of western countries, the findings and recommendations
for practice may not be applicable to Hong Kong Chinese, and
in particular to heart transplantation candidates. To understand
patients’ interpretations of their illness, experience from a cultural
perspective is important to ensure culturally appropriate care. It is
therefore both timely and significant to conduct a study of Chinese
adult heart transplant candidates’ experiences and feelings of
waiting for a transplant. This study aims to answer the research
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question: ‘What is the meaning of waiting for a heart transplant
as experienced by the Chinese adult heart transplant candidates
in Hong Kong?’

METHODOLOGY

Research design

A phenomenological approach informed by the ideas of Edmund
Husserl was used to explore the ‘lived experience of waiting’,
because this particular approach can provide very rich and
detailed accounts of people’s experiences in a range of health
care settings (Stewart & Micunas, 1990). A phenomenological
approach is composed of both finding the essence (elements of the
ideal or true meaning of something) that gives a common under-
standing of the phenomenon, and intuiting (accurate interpreta-
tion) of what is meant in the description of the phenomenon under
investigation (Struebert & Carpenter, 1995). To avoid imposing the
researcher’s preconceptions, ‘bracketing’ was used, which requires
the researcher to remain neutral regarding their belief or disbelief
in the existence of the phenomenon being studied. The researcher
sets aside previous knowledge or personal beliefs to prevent this
information from interfering with the discovery of the participants’
descriptions of their lived experiences (Crotty, 1996). The notion of
bracketing is consistent with the philosophical ideas of Husserl.

Participants and setting

Purposive sampling was used in this phenomenological study and
participants were referred to as informants. The criteria for inclu-
sion in this study were cardiac patients who were:

L On the waiting list for heart transplant;

w» Orientated to time, place and person with no mental
illness;

- Able to communicate and willing to express their own

feelings and experiences through an interview.

The informants came from the heart transplant register list of one
hospital in the New Territories, Hong Kong. Possible informants
were nominated by the nurse heart transplant co-ordinator and
were contacted by telephone to explain the purpose of study, ask
if they were willing to participate, and to set a time, day and place
for the interview that would be most convenient for them.

In this study, only six male heart transplant candidates consented
to be interviewed. However, this is an acceptable number for
phenomenological research. After obtaining the patient’s written
consent, interviews were conducted either in the patient’s home or
in the outpatient department during a routine check-up. Approval
to conduct the study was given by The Chinese University of Hong
Kong Ethics Committee and the hospital ethics committee. The
purpose and nature of the study, including possible risks and/or
benefits, were explained and a written consent form obtained. The
transplant co-ordinator was also contacted after each interview to
report any emotional upset or stress shown by the informants, so
that appropriate support and care could be given. In this study, no
informants suffered from any untoward consequences.

Data collection procedure

The term ‘conversation’ rather than interview was chosen to
describe fully the data collection process used (Bergum, 1991)
as it implies an interactive discussion between the informant and
the researchers. Initially, informants were asked by the researcher
about basic demographic and related physical data. Then, unstruc-

tured, interactive conversations were conducted, which lasted
between 45-60 minutes. All interviews were conducted in the
Chinese language. The following open-ended questions were used
to initiate or prompt the conversation:

<> What does it mean for you to wait for a heart
transplant?

- Tell me all about your experiences and your feelings
while waiting for a heart transplant.

> What were the reactions, feelings or thoughts of your
family when you were placed on the waiting list?

- How did you utilise your time while waiting for a heart
transplant?

< How did you cope with the idea of a possible long

waiting time?

To gather rich and in-depth data from the informants, repeated
interviews were carried out until the researchers considered that
as full an account as possible of the informants’ experiences had
been achieved, indicated by no new information being obtained
during the interviews. All interviews were audio tape-recorded.

Data analysis

Colaizzi’s (1978) phenomenological method was used to analyse
the verbatim transcripts. This particular method of data analysis
reflects the tenets (essence and intuiting) of Husserlian phenom-
enology as the researcher is required to become immersed in the
data and it also incorporates the notion of bracketing. The method
included the following seven steps:

- All tape-recorded interviews were transcribed verbatim
into Chinese transcripts;

- The transcriptions were read line by line, which allowed
the researchers to grasp what the informants were
saying;

- Significant statements relating directly to the subject
matter were extracted;

- Formulated meanings were taken from these significant
statements;

- These meanings were then organised into clusters of
themes;

- The themes and their meanings were synthesised into

an exhaustive description of waiting for a heart
transplant as experienced by the male Hong Kong
informants;

This description was validated with the informants to
evaluate the trustworthiness of the study findings.

g

3
4

Quality and credibility of research

As suggested by Lincoln and Guba (1985), credibility, auditabil-
ity, fittingness and confirmability were addressed to evaluate the
trustworthiness of this phenomenological study. Numerous quotes
from the informants’ descriptions of their experiences of waiting
were included in reporting the findings. Patients’ experiences were
constantly compared with the other informants. The researchers
made sure that the process of data analysis was meticulously and
clearly described and recorded so that other researchers could
follow the researcher’s trail of inquiry in conducting this study.
Informants were asked to reconfirm and validate what was said
from the previous interview to make sure that the meanings were
not lost, as some may be embedded in the informants’ description
of their experiences of waiting.

»

64

Volume 3 Number 3 The World of Critical Care Nursing m



“Waiting for a heart transplant: the lived experience of Hong
Kong Chinese patients<

Themes

Enduring the wait

Formulated meanings

¥ Patients accepted the physiological and psychological consequences of waiting.
- Patients got through the period of waiting by ‘living day by day’.

Patients coped with the possibility of a long wait by either thinking or not
thinking about the time.

Preserving self while waiting L3 Patients modified their work schedules and lifestyle.
- Patients distanced themselves from others to hide their suffering.
- Patients resumed work and household responsibilities to a minimum.
- Patients learned to self-evaluate the seriousness of their symptomatology and
adhered to strict follow-up regimens.
Making sense of waiting > Patients adopted strategies to lower their self-awareness of the condition.
8 Patients pretended to accept their condition to spare family from worrying.
- Patients reduced their uncertainties by relating their own experiences with
others for a predictable reference.
> Patients endeavoured to build self-confidence and self-determination.
Believing in yuan (external forces) L33 Patients accepted their vulnerability.
- Patients sought relief by believing in yuan.
- Patients admitted that fate and luck played an important role in their prognosis.

STUDY FINDINGS AND DISCUSSION

The focus of this study was the experience of waiting for a heart
transplant by six Hong Kong Chinese adult male heart transplant
candidates. From the analysis of the transcribed data, four main
themes were revealed. These themes were: (1) enduring the wait;
(2) preserving self while waiting; (3) making sense of waiting; (4)
believing in yuan (external forces). Table 1 below gives a brief sum-
mary of these themes and their formulated meanings.

Enduring the wait

Enduring meant ‘getting through’ the events that happened once
patients were placed on the heart transplant waiting list. These
patients, who were already physiologically compromised because
of their heart condition, expected that they would encounter some
problems throughout this waiting period. Patients complained that
they experienced physical discomfort, for example fatigue and
shortness of breath. This was mainly attributed to the patho-physi-
ological effects of the cardiac disease, as described by one infor-
mant: ‘When doing some physical work, after only 15 seconds, |
felt short of breath.” However, they also believed that they had to
continue with their normal life activities to a minimum and had
to endure any physiological effects once in a while. Informants
described their experiences relating to enduring as: ‘I know it
myself. For example, | walk, walk up slope for some distance, |
know | am deteriorating, | feel the shortness of breath, and feel
very difficult!”

The physiological consequences of prolonged waiting varied
from patient to patient. Some needed to be admitted to hospital
for stabilisation of their condition or for treatment of severe dete-
rioration in their cardiovascular functioning. Learning to bear the
consequences involves accepting that the presence of illness is
unchangeable and may even mean deterioration and additional
problems (Dewar & Morse, 1995). Fatigue, shortness of breath
and chest pain were the most common problems experienced by
the Chinese patients waiting for surgery. These symptoms were
also similar to those experienced by patients in previous studies
conducted with western patients (Jonsdottir & Baldursdottir, 1998;
Naylor et al., 1995). Sleep disruption was another common symp-
tom experienced by the Chinese patients, which was thought to be
caused by cardiac dysfunction and hypoxemia. Patients expressed

that if they did not get enough sleep, they felt tired during the day
and were unable to work. This problem was similar to those found
by Lofaso et al. (1994) among 20 heart transplant candidates in
the USA.

Enduring the wait not only involved the physiological problems
associated with the heart condition but also the psychological
effects of waiting. Feelings of uncertainty were brought about for
many reasons. Firstly, patients were uncertain when their time
for surgery would come. Secondly, nobody could tell them when
the waiting would end because this depends mostly on when a
compatible organ heart can be found. For example, one informant
expressed: ‘Nothing is in my head...nothing...hoping to keep
physically healthy before the transplant...can walk again...until
that day...That day is far away, you don’t know when it will come.
Or is there such a day? You don't know. It's a question mark!”

To manage this uncertainty, patients reported that the best way
was to “live day by day’ and not to think about it. One informant
expressed how he managed with the uncertainty: ‘I have put all
the problems behind, throw it to the back of my mind. Just wait
and see what happens day by day. This made me feel better, more
relaxed...just sitting there...not doing anything.” Patients revealed
that by thinking positively about the whole thing or by ignoring
and not thinking at all about their condition, they were able to
cope much better with the psychological stressors associated with
waiting. The findings from this Chinese study concur with studies
by Porter et al. (1994) and Cupples et al. (1998), where heart trans-
plant candidates tried to think positively and keep life as normal as
possible, including the use of humour. However, in this study, the
Chinese patients never indicated using humour as a coping mecha-
nism to overcome their stress. This may be associated with the
cultural practices of when humour is used within Chinese people’s
interactions (Leung, 1996). In addition, Chinese patients did not
want to think about the waiting time, as one informant explained:
‘I haven't set a time [for waiting]; if you have set it and it wouldn’t
come [as expected], you would feel unhappy. That is, you would
feel lost of hope. In other words, without setting a time limit, you
can continue to have hope.’

The informants in this study came to a point when they had to
think about the seriousness of their condition. Their only alterna-
tive was to have a heart transplant, and as one informant stated:

>
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“...have a heart, transplant will then be possible; without a heart
there won't be any other method.” They knew that being on the
waiting list was a good sign that gave them hope, ‘something to
look forward to’. However, in the literature, the concept of hope
and the experience of hoping were not clearly understood (Jevne,
1990) and also how these concepts influenced clinical outcomes
(Morse & Doberneck, 1995). The Chinese study seemed to define
hope more clearly from the lived experiences of the informants,
but may need to be explored further in future research. The fact
that the Chinese patients expressed that they had to live with their
condition and bear the consequences of waiting seemed to give
them hope while trying to preserve self.

Preserving self while waiting

Preserving self included methods to maintain both physical and
psychological integrity. Physical restrictions resulted in informants
being unable to maintain their present level and type of work or
occupation, which led to suspension of certain family roles and
responsibilities. Some, who had left their job, declared that they
had ‘nothing to do” and therefore felt worthless and bored, as one
informant explained: ‘Only eat, drink and play...nothing to do
the whole day...that is doing nothing. The person is worthless.” To
overcome this feeling of worthlessness, some patients did volun-
teer work, while others continued to do their usual occupation,
although only with a minimum degree of effort. Other patients
gave up work completely but found it hard to be in a reversed
role; to care for the household while the wife earned a living to
support the family. To maintain some sort of self-worth, patients
learned to adjust to their new roles. This was often quite difficult
because, in Chinese society, males are the breadwinner of the fam-
ily (Leung, 1996). The informants in this study were quite young
and of a work productive age. Therefore, being laid off from work
meant that they also had to give up the breadwinner role within
their family. They had to accept financial support from their family
and friends.

Another way of preserving self was to modify their lifestyle.
Patients on the waiting list needed to follow strict guidelines,
such as eating non-salty food, decreasing their social activities
and doing regular exercise. They also were required to adhere to
the follow-up regimens recommended at the out-patient clinic.
Preserving self has been seen to require deliberate action, focused
energy and tremendous effort and will power (Morse & O’Brien,
1995). Informants explained the changes in their lifestyle: ‘I try
hard not to eat stimulating food, and food high in cholesterol, that
means eating a balanced diet.” In addition, to preserve self, they
also distanced themselves from their friends so that they could
lessen their psychological burden, as they declared that they
could not pay their friends back, which meant to recover and be
healthy again as their friends expected. Preventing close relation-
ships with their friends while in this condition was very difficult,
however it did help to maintain their inner self-peacefulness. They
also distanced themselves from any social activities because they
wanted to maintain their healthy lifestyle. They explained that
going out meant that they might eat something that would not
comply with their regime, or that they might lose the chance for
a heart transplant because the hospital could not contact them, as
two informants explained: “In the past, my friends and | went out
together for dinner and we were very happy. But now, | can’t! It is
because | can’t eat salty food and | can't drink too much water. |

don’t want to miss the call, so | stay home most of the time. | don't
want to miss my chance.’

The informants all attempted to seek a lifestyle that they could
tolerate and maintain to favour their health. King and Jensen
(1994) also explained that the major mechanism for preserving
self was managing role transitions and interpersonal relationships.
Knowing and accepting that they were sick required the patients
to make sense of what was happening.

Making sense of waiting

The shock of the initial experience of being placed on the wait-
ing list forced the patients to make sense of what was expected
of them throughout this period. They reflected on their past, their
roles and responsibilities within their social world and within their
present health condition. Deciding to be placed on the waiting
list for a heart transplant was a decision that needed to be thought
through very carefully with the advice of their physician and their
family. Being placed on the waiting list gave them a sense of hope
and that they still had a future to look forward to. However, these
patients were also aware of the possibility of a long wait, as a com-
patible organ heart is limited and often difficult to find. But accept-
ing this option was something that they felt they could not reject
and, as one informant expressed: ‘In reality you can't reject...you
can’t always be blaming yourselves.’

Making sense often necessitates making adjustments to develop
some perspective on what they were enduring (King & Jensen,
1994). Some patients tried to make sense of waiting by lowering
their self-awareness of their condition; not totally ignoring their
health, but trying to avoid knowing everything about the disease,
treatment, surgery and prognosis. By not knowing, they felt less
afraid, less stressed, and they coped better living day by day, as
commented by this informant: ‘As what | understand, thinking
about these things [matter of heart transplantation] will introduce
myself a lot of stress. That’s why | dare not think.” Some patients
tried to make sense of what was happening by relating their own
experiences with other patients. They looked for predictable refer-
ence points, as one informant described: ‘During watching TV,
you can see other people having [all sorts of] physical disabilities,
maybe, | feel that they are worse than you [me]...at least | am
physically perfect and can walk here and there...by comparison, |
know that | am quite alright.”

If patients were successful in making sense of their situation,
they felt that they were in control, which tended to increase their
self-esteem, coping abilities and hope for getting better (Benzein
& Saveman, 1998). For some patients who were unable to make
objective sense of what was happening, they resorted to some
external forces, or yuan in Chinese terminology.

Believing in yuan (fate or supernatural powers)

Over time, when patients were no longer able to endure the wait,
they resorted to believing in some spiritual being. Chen (1996)
related this to the Chinese way of conforming with nature in order
to cope: ‘Listen to heaven and follow fate’ (p25). As one informant
described: ‘At this moment, being human, it is simple: just neglect
them [the bad feelings and uncertainty] and follow what may hap-
pen, just like this. On explaining what he meant by follow what
may happen, he stated: ‘With [heart] or without, both are good.
Have or have not the chance of transplant are both good.” All
informants claimed to have no religious belief. However, in real-
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ity they accepted that some external forces controlled the world
in certain patterns and logic. This strategy was useful for protect-
ing patients from feeling guilty of being idle and not having the
power to change the situation. Powerlessness was expressed as a
negative feeling for these patients, and to balance their minds and
rationalise, patients developed strategies to maintain inner self
(Morse, 1997). Uncontrollable environmental forces challenged
patients who were more accustomed to controlling their lives
and rationalised that they were just unlucky. As one informant
expressed: ‘I’'m so dark [unlucky]...Just as my wife said, the future
depends on ‘Tien” [heaven or supernatural forces].” Seeking relief
from believing in luck or fate helped the informants to cope with
their illness experiences, as one informant explained: ‘Because |
am not thinking too much, | believe in ‘Ming’ [fate] and that’s all...I
mean accepting what is happening and living with it."

Yuan refers to the belief that outcomes are determined by fate
or supernatural forces. As Yang (1982) argued, those who believe
in yuan will be protected and will have a favourable outcome.
Yuan also functions as a defence mechanism that can shield the
individual from negative emotions and outcomes (Leung, 1996).
Patients in this study claimed that waiting requires strategies that
are both internal and external to the self. When patients are unable
to cope with the physiological and psychological consequences of
heart disease and the uncertainty of waiting, they were forced to
resort to some external forces order to preserve self, make sense
and maintain their endurance. Internal forces refer to those who
believe that reinforcements are under the control of the patient;
external forces refer to fate, luck or chance (Rotter, 1996). It is
widely agreed in the literature that, because of the Confucianist,
Buddhist and Taoist traditions of the Chinese people, they tend to
possess a stronger belief in external forces when all other remedies
or strategies of endurance fail (Bond, 1986).

Exhaustive description of waiting

From the four themes revealed in the analysis of the data, it appears
that waiting for a heart transplant as experienced by the Chinese
adult heart transplant candidates revolves around the concept of
enduring. For these patients, getting through the period of waiting
is a long and tedious process that seemed to test their capacity to
endure both the physical and psychological consequences of the
disease process. Patients learned to manage their ability to endure
in order to cope with the unpredictable length of waiting for an
organ heart. Patients employed two types of control to endure the
wait. The first type involved internal forces where patients them-
selves had the ability to control, such as enduring the wait, pre-
serving self and making sense of waiting. The other type involved
external forces that pushed the patients to believe in yuan. These
participants employed both these internal and external forces to
help them remain as physiologically healthy as possible, and to
keep their place on the waiting list. Being on the waiting list gave
them a sense of hope and something to look forward to. Living
day by day was a philosophical stance that these patients adopted
to help endure the waiting time for surgery and transplantation of
a donor heart. Waiting was manifested by unknowns, uncertain-
ties and in-between time where life was suspended. Sometimes
patients were unable to make sense of the illness events, especially
when the illness outcomes were unpredictable. Mishel (1990)
proposed that positive growth and change may evolve over time

and factors influencing this change may include physiological sta-
tus. Uncertainty of the waiting period and physical deterioration
are particularly traumatic and often frightening for the patients
to endure. Patients learned to tolerate and accept their limita-
tions. For some patients, this required confronting and regrouping
(Morse, 1997) their emotions and their ability to endure the wait.

CONCLUSION

Of the six informants that were interviewed, there was a wide
variation in the waiting period; from a few weeks to one year. In
this study, only male heart transplant candidates were interviewed
because the number of females on the waiting list was too small
(two out of ten), and all refused to be interviewed. Therefore, a
limitation of the study is that by only interviewing male heart trans-
plant candidates, the findings may not be generalised to female
candidates. Therefore, this study was unable to reveal the condi-
tions and needs of female candidates waiting for heart transplants
in Hong Kong.

However, the findings from this study do provide valuable evi-
dence for Hong Kong nurses in understanding how male adult
Chinese heart transplant candidates feel and experience this
period of waiting for surgery. This will help nurses to interact with
these patients more effectively, and plan for and provide more
specific and useful information and support during this critical
period. Furthermore, the interview enabled self-reflection for the
patients. The transplant candidates were able to review and accept
their own situation, which helped them to be aware of the value of
recognising and understanding the necessity to wait for an organ
heart, as well as to prepare themselves physiologically and psy-
chologically for the possibility of a long waiting period.

To improve the care of candidates waiting for heart transplan-
tation, more studies should be conducted especially within the
Hong Kong context. Longitudinal studies could be conducted from
the pre-operation to post-operation stages of heart transplant to
explore the candidates’ experiences at different stages of adapta-
tion to the waiting period. A study directed towards the patient’s
family or spouse could also be conducted to reflect a more com-
plete picture of the impact of waiting.

This phenomenological research study sought to explore the
experiences of a particular group of candidates on the waiting list
for heart transplant in Hong Kong. The study revealed themes that
were similar to patients from western countries awaiting transplant
of other organs (kidney, liver, lung, heart). However, one theme
that may be distinct within the Chinese population is belief in
yuan, in which everything that happens is determined by fate,
luck, chance or supernatural forces. Waiting for a heart transplant
has been integrated into the life of these Chinese candidates. The
deteriorating effects that might impact on the candidates’ endur-
ance, tolerance and optimistic point of view must be considered in
order to maintain a life of normality among these individuals.
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