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The waiting period for liver transplantation is a difficult time fraught with uncertainty and
associated with a high rate of morbidity and mortality. To understand better what it means
for a transplant patient to wait, the authors explore in this phenomenological study the
meaning that people with liver failure ascribe to the experience of waiting for a transplant.
They conducted 9 interviews using phenomenological methods of inquiry as a guide for
analysis. Eight core themes emerged from 146 significant statements and corresponding
meaning units. The experience of waiting includes transformations, doctors, teams and
trust, elation to despair, loss, questioning the process, searching, coping, and the paradox of
time. The essence of the experience is discussed in light of the theory of chronic illness as a
disruption of biographical narrative. The authors highlight implications for the transplant
teams and other health care providers.
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This study arose out of being ill at ease. One of the authors (J.S.) is a psychiatrist
responsible for the assessment and selection of all patients with end-stage liver

disease (ESLD) who present as candidates for liver transplantation at a large mid-
western transplant center. Out of the silences and repetitions of their time on the
waiting list, an occasional voice was heard. It was at times an articulate plea for rec-
ognition of the uniqueness of their experience; more frequently, it was the moaning
of a soul that we clinically recognize as depression. J.S. offered reassurance and
medication but began to wonder about much more that was left unsaid and unex-
plored. In truth, this study was initiated by a sense of complicity in their suffering.
For a large group of these patients, who acquired their liver disease through illicit
drug use or alcohol misuse, this author made the determination that a 6-month
period of documented abstinence and participation in substance abuse treatment
was required prior to their being placed on the waiting list. Thus, for many who pre-
sented to his care, struggling with the uncertainties and vagaries of waiting, he and
the transplant team were, in fact, responsible for the very structure in which their
suffering was embedded.

In the United States, there were more than 17,000 candidates awaiting liver
transplantation at the end of 2004 (United Network for Organ Sharing [UNOS],
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2005). That same year, more than 1,800 people died awaiting transplantation, and
nearly 500 more became too ill to profit from transplantation and were removed
from the list (UNOS, 2005). For the patients listed for transplantation in 2001, the
average wait was 210 to 1,244 days, depending on blood type.

The process of liver transplantation is complex and not without risk; however,
with increasing survival rates, concern for the suffering of these patients has shifted
to worries regarding the quality of life and the goal of restoration of function. What
happens in the waiting process might contribute to the comorbidity of illness and
poorer quality of life.

The very possibility of waiting for a liver transplantation is a consequence of
innovations in surgical technique and medical science, which make transplantation
surgery highly successful, combined with the scarcity of organ donation, which
limits its availability to those with ESLD. ESLD is the result of advanced liver dam-
age in which the liver can no longer perform its functions adequately. Cirrhosis rep-
resents the end stage of many chronic liver diseases. Cirrhosis is characterized by
fibrosis and the conversion of normal liver architecture into structurally abnormal
nodules, which leads to portal hypertension and its resulting complications, includ-
ing gastrointestinal bleeding. Common symptoms of ESLD include fatigue, muscle
weakness, poor appetite, nausea, weight loss, itching, jaundice, and abdominal
swelling caused by fluid retention. It can also lead to encephalopathy with mental
confusion, memory loss, and eventual coma. The etiology of ESLD is varied. Pri-
mary diagnoses might include hepatitis C, alcoholism, and cholestatic liver disease,
such as primary biliary cirrhosis. During the course of the past two decades, liver
transplantation has emerged as the treatment of choice for ESLD. Liver disease
accounted for more than 27,000 deaths in the United States alone in 2003 (Centers
for Disease Control and Prevention [CDC], 2004). Between 1988 and 2003, 61,892
transplants were performed in the United States. In 2004, 5,323 were performed.

In light of a shortage of organs, UNOS has made recent changes to develop a
system for prioritizing patients waiting for liver transplants based on statistical for-
mulas that predict who is most likely to die soon from liver disease. The Model for
End-Stage Liver Disease (MELD) is a numerical scale ranging from 6 (less ill) to 40
(gravely ill); the higher the score is, the higher the priority for transplantation. The
UNOS transplant system is thought to be more rational than earlier methods of
selection to allow for equality between transplant centers.

The journey to transplant is a complex process that includes the following mile-
stones. After an extensive evaluation by surgeons, hepatologists, psychiatrists,
social workers, nutritionists, and so on, patients are selected to be placed on the
waiting list (about a third evaluated are listed), given a pager, and told to be at the
medical center ready for transplantation no more than 4 hours from the time they
are called. They are then prioritized by the severity of illness (as measured by the
MELD). The length of the wait is subsequently determined by the match between
one’s MELD, availability of organ, and blood type. The complexities and nuances of
this experience demand closer examination, and this examination is the ultimate
intent of the authors. Thus, the purpose of our phenomenological study was to
explore what meaning people with liver failure ascribe to the experience of waiting
for a transplant at a major midwestern transplant center.
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The purpose statement.
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Text Box
Elements included:1.  Used word "purpose"2.  Focused on a single phenomenon: experience of waiting3.  Used action word "explore"4.  Used neutral words: "what meaning people ascribe to the experience"5.  Provided a general working defintion of the illness and context before the purpose statement6.  Indicated the strategy of inquiry: Phenomenological study7.  Mentioned the participants (people with liver failure)8.  Mentioned the general research site (major midwestern transplant center)
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Elements missing:1.  None, although could have more clearly stated the authors' tentative definition of waiting
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