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Living With Liver Cirrhosis

A Vulnerable Life

ABSTRACT

Liver cirrhosis is a chronic liver disease. Patients with liver cirrhosis need to manage the symptoms of the disease
and possible complications. Symptoms due to ascites, encephalopathy, and/or varices are hard to manage and live
with. Self-care is necessary for coping with the symptoms and for improving the patient’s life situation. The aim of
this study was to explore the areas of life situation and self-care among patients suffering from liver cirrhosis with
complications. Interviews with patients with liver cirrhosis (n = 13), seven women and six men (46—70 years), were
performed. Data were analyzed using inductive content analysis. The experience of the patient’s life situation was
described from two aspects: vulnerability and reflection on life. Vulnerability was expressed as symptom experience,
feelings of loneliness, preconceptions, and limits in daily life. In reflection on life, the patients expressed acceptance
and sadness. Self-care dealt with (a) being responsible by observing symptoms and signs; (b) adhering to treatment,
prescription, and advice; and (c) the need for more understanding of and information about the disease. When caring
for patients with liver cirrhosis, it is important to identify symptoms and feelings and to help patients individually to

maintain health through self-care.

iver cirrhosis is an end-stage medical condi-
tion that is a consequence of liver disease and
is usually asymptomatic until complications
appear. The etiology for liver disease is usu-
ally related to hepatitis B or C or excessive consump-
tion of alcohol (Schuppan & Afdhal, 2008). Liver cir-
rhosis is often unidentified; there is a high prevalence
of undiagnosed liver cirrhosis and probably 1% of the
population has histological cirrhosis (Schuppan &
Afdhal, 2008) and there is an approximate mortality
rate of 5-10 per 100,000/persons/year (Bosetti et al.,
2007). Patients with liver cirrhosis and autoimmune
liver disease are afflicted with symptoms such as
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fatigue, sleeplessness, and problems related to unpleas-
ant symptoms and physical inactivity that impair their
quality of life (Marchesini et al., 2001; Newton &
Jones, 2012; Sogolow, Lasker, & Short, 2008).

For patients with a chronic disease, self-care and
managing the disease are priorities (Riegel, Jaarsma, &
Stromberg, 2012). Self-care is essential but can be chal-
lenging for patients with a chronic disease, because of
the fact that the patients make the decisions about
symptoms and lifestyle changes by themselves (Riegel
& Dickson, 2008). For patients with liver cirrhosis,
self-care is essential for coping with symptoms that
arise and is aimed at maintaining and improving qual-
ity of life. Self-care programs and education have been
shown to have advantageous effects on quality of life
among patients with liver cirrhosis (Mahmoud, Ebeid,
& Elaziz, 2013).

Background

There are several causes of liver cirrhosis, such as virus
infections, circulatory or metabolic factors, exposure
to toxic substances, or autoimmune processes. When
the liver is exposed to stresses of these kinds over a
long time, a chronic liver disease may develop and
gradually the liver becomes fibrosed and cirrhotic,
which is the end stage of liver disease (Bass &
Yao, 2002, Schuppan & Afdhal, 2008). Liver cirrhosis
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Living With Liver Cirrhosis

is diagnosed by radiological findings and liver biopsy
(Schuppan & Afdhal, 2008).

The consequences of liver cirrhosis are insuffi-
ciently functioning liver cells and portal hypertension,
which lead to complications such as ascites, encepha-
lopathy, and bleeding esophageal varices. When these
complications occur, the cirrhosis is decompensated
(Schuppan & Afdhal, 2008). Malnutrition, weight
loss, and muscle wasting are other consequences of
liver cirrhosis and occur in more than 50% of patients
(Cheung, Lee, & Raman, 2012; Schuppan & Afdhal,
2008). Malnutrition is associated with liver cirrhosis
due to several complicated mechanisms, and for
patients with sodium and fluid restrictions, the mal-
nutrition can be worse because of poor dietary intake.
Moreover, malnutrition is related to physical impair-
ment, and quality of life may be negatively influenced
(Moctezuma-Veldzquez, Garcia-Judrez, Soto-Solis,
Hernandez-Cortés, & Torres, 2013; Newton & Jones,
2012).

There also are several systemic symptoms such as
fatigue, sleep disturbance, and cognitive impairment
that arise in chronic liver diseases, which result in func-
tional impairment and reduced quality of life. Fatigue
is described as overwhelming tiredness or physical
discomfort and is also related to daytime sleepiness
(Newton & Jones, 2012). Severe fatigue is a common
problem in liver cirrhosis and can further reduce the
physical activity (Wu, Wu, Lien, Chen, & Tsai, 2012).
Fatigue in primary biliary cirrhosis is reported to
decrease strength and cause feelings of illness
(Jorgensen, 2006). Sleep disturbance, feeling dizzy, and
lack of energy are other common symptoms (Mahmoud
et al., 2013).

For patients with complex symptoms of liver cir-
rhosis and particularly the complications—ascites,
encephalopathy, and/or varices—it is vital to perform
self-care through adhering to advice from healthcare
professionals. The patient should follow advice on
how to dose lactulose, follow the fluid and sodium
restrictions, and show up for medical appointments. In
general, patients’ knowledge about self-care in relation
to liver cirrhosis has been shown to be deficient (Volk,
Fisher, & Fontana, 2013).

Self-care is a concept defined by Riegel and Dickson
(2008) as “a naturalistic decision-making process
involving the choice of behaviors that maintain psy-
chological stability (maintenance) and the response to
symptoms when they occur (management)” (p. 190).
Self-care is essential to manage life with a chronic dis-
ease (Riegel et al., 2012) and skills are needed and
cover areas such as adherence to drug treatment, die-
tary intake, exercise regimens, and observation and
management of symptoms (Dickson & Riegel, 2009).
Also, Lorig and Holman (2003) emphasize the
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importance of chronically ill patients understanding
self-care and their responsibility for their own health
and life situation. To make the right decisions, patients
need knowledge about their chronic disease (Lorig &
Holman, 2003).

Life situation is described by patients with chronic
disease as striving toward a normalized life. This
means being secured or unsecure in regard to decisions
in life, whether or not they have control over their
lives and being seen by others and included or exclud-
ed in togetherness (Jacobsson, Hallert, Milberg, &
Friedrichsen, 2012).

To our knowledge, there is limited research describ-
ing the life situation and self-care of patients with liver
cirrhosis. Accordingly, the aim of this study was to
explore the life situation and self-care of patients suf-
fering liver cirrhosis with complications.

Methods

Design

This qualitative study was accomplished using an
inductive conventional approach of content analysis
with the purpose of describing how patients with liver
cirrhosis experience life and handle self-care. This
approach is suitable when the research area is limited
(Hsieh & Shannon, 2005). The content analysis was
chosen with the purpose of understanding and expand-
ing the phenomena, patient’s life situation and self-care
when living with liver cirrhosis.

Participants

The patients were recruited from a gastroenterological
clinic at a university hospital in south Sweden, and the
head of the clinic gave permission for the study to be
performed. The study was approved by the Regional
Ethical Review Board, University of Linkoping, study
code 2013/282-31, and was performed in accordance
with the Declaration of Helsinki (World Medical
Association Declaration of Helsinki, 2013).

Inclusion criteria for participation in the study were
liver cirrhosis with decompensations; diagnosis of
ascites, bleeding varices, and/or encephalopathy.
Exclusion criteria were ongoing excessive consumption
of alcohol, dementia disease, or difficulty speaking or
understanding the Swedish language. The patients were
asked to participate after being given written informa-
tion about the study. This was sent by mail along with
a consent form and a return, prepaid envelope. The
written information described the aim of the study, the
voluntary nature of participation, and the option to
cease participation, and it stated that their continuing
care would not be affected if they ended their participa-
tion. Information about data collection through inter-
views and audio-recording was also given.
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A convenience sample was performed, and 28
patients on the clinic register were contacted. Thirteen
patients diagnosed with liver cirrhosis, 46-75 years of
age, participated in the study. They all lived within a
100-km radius of the university hospital (Table 1).

Data Collection

Data were collected using semistructured interviews.
The first author started the interviews by asking the
patients if they had any questions about the study or
the written information and then gave information
about the tape recording and stated that they could
end their participation in the study at any time.

TABLE 1. Background Data of the Patients

(n=13)
I
Sex
Female 7
Male 6
Age groups (years)
40—49 3
50—59 3
60—69 5
=70 2
Living area
City-town 9
Urban 1
Rural 3
People living with the patient
Living alone 6
Spouse 7
Occupation
Work 3
Part-time work
Retired 3
On sick leave 7
Cause of liver cirrhosis
Alcoholic liver disease 5
Auto immune disease 3
Fatty liver disease 1
Hemochromatosis 1
Hepatitis C 1
Unknown 2
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Open-ended questions and follow-up questions
were used (Hsieh & Shannon, 2005). An interview
guide consisting of the following questions was used:
Would you please tell me how it is to live with liver
cirrhosis? Would you please tell me if you have symp-
toms? Would you tell how you handle your symptoms
and how you observe them? Would you tell me how
your symptoms affect your daily life? Would you tell
me how you wish to get information on your disease
from the health service? Probing questions used were:
How did you feel? What did you think? Would you
please describe? Can you please tell me more?

Two pilot interviews were performed to explore the
interview guide. Those two interviews were tran-
scribed verbatim by the first author and read and dis-
cussed with the last author. The pilot interviews and
the interview guide were considered satisfactory and so
the pilot interviews were included in the study.

The interviews were recorded with a digital audio
recorder MP3 player and were conducted in a separate
room at the hospital. All interviews were conducted by
the first author and lasted from 15 to 58 minutes, tak-
ing an average of 35 minutes. Three interviews were
transcribed verbatim by the first author, and the rest
were transcribed by a professional secretary. The data
were collected from September 2013 to February 2014
and treated confidentially.

Analysis

The interviews were analyzed following the method
described by Hsieh and Shannon (2005), who define
conventional content analysis as a subjective interpre-
tation of the content of the text through a systematic
classification process of coding and identifying pat-
terns. The advantage of conventional content analysis
is that the information comes directly from the
patients, and thus the findings are based on patients’
own experiences of the matter being investigated. The
first author listened to all interviews once and the texts
were read several times to get a sense of the whole. The
analysis continued with sentences being read and high-
lighted to derive codes that were related to the aim of
the study. The first author condensed meaning units
from the data from all interviews and the analysis was
intermittently discussed with the last author. The pro-
cess continued by developing codes; thereafter, the
subcategories and the categories were labeled.

Trustworthiness

The first author interviewed all patients, using the
interview guide. The last author read five of the inter-
views and all the highlights from every interview,
which ensured trustworthiness. To achieve agreement
on the relevance of data and to ensure that the results
emerged from the interviews, the first author
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highlighted the meaning units, and coded, categorized,
and discussed them with the last author throughout
the analysis process, thereby ensuring conformability.
To get a true picture of the phenomena and ensure that
the study explored what it was intended to, citations
are given in each subcategory, which will ensure cred-
ibility. By thoroughly describing and following the
method of conventional content analysis, dependabili-
ty was ensured (Polit & Beck, 2004).

Results

The patients described how they experienced their life
situation and how they maintained and managed self-
care. The analysis resulted in three categories and nine
subcategories (Table 2).

Life Situation

The description of the life situation resulted in two
categories, vulnerability, with four subcategories, and
reflection on life, with two subcategories.

VWulnerability

The feeling of vulnerability was mentioned by several
of the patients. The experience of the symptoms affect-
ed the life situation and some felt resigned and aban-
doned. There were also feelings of exposure, loneli-
ness, and limitations in their daily life that made them
feel vulnerable and stigmatized.

Symptom Experience. The patients described symp-
toms such as tiredness and pain, which affected them
in daily life, both physiologically and psychologically,
worried them, and impaired their quality of life.

I lose my strength and energy, and my whole body aches.
(female 3)

Tiredness was explained as overwhelming, constant-
ly present, and patients stated that even if they had slept
in the night they still felt tired. Some of them also men-
tioned sleeplessness, which led to even worse tiredness
during the daytime, and which got worse when thoughts
about their life situation arose when going to sleep.

TABLE 2. Areas, Categories, and Subcategories

[AQO3] Life Situation
Vulnerability Reflection on Life

All thoughts surface when I go to bed and I can’t get rid
of them. (female 12)

Pain because of swelling legs made it hard to man-
age daily activities and reduced the opportunities to
exercise. Also, the symptoms of ascites gave discomfort
such as dyspnea and impaired condition.

It’s really hard having ascites, it’s like carrying a ruck-
sack on your stomach. (female 7)

Some who took diuretics always felt thirsty, which
was perceived as unpleasant.

Loneliness. The patients expressed the feeling of lone-
liness and even if they lived in a relationship or had
a family or close friends some still felt lonely. They
did not want to burden their relatives with their feel-
ings of fear and anxiety but at the same time they
wanted someone to talk with about the situation.
Some thought that the family and close friends did
not understand what they were going through and
were uncertain about the development of the disease,
whether any cure could be expected or how long they
had left to live.

It can be difficult to make others around me understand
my situation. (male 2)

These feelings were difficult to express and talk
about with a family member or relative. Some had
terrible hallucinations they did not want to frighten
their family with. This enhanced the loneliness and
made them feel vulnerable and alone with their
feelings.

My family doesn’t want to talk about this at all.
(female 1)

Some were afraid of being alone at home, especially
after a hospital stay, and some who spent weeks at the
hospital, badly diseased due to the complications of
liver cirrhosis, felt abandoned when it was time for
their discharge from the ward.

Self-Care Being Responsible

Symptom experience Acceptance Observation of signs and symptoms
Loneliness Sadness Adherence
Preconceptions Asking for understanding and information
Limitations
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You’re left to drift aimlessly after leaving the safe exist-
ence in the ward. (female 12)

Several expressed a feeling of isolation due to tired-
ness, anxiety, or fear, and not being able to join family
and friends in recreational activities, which contribut-
ed to the feeling of loneliness. Other reasons for the
isolation were loss of power and strength and the feel-
ing of not being able to manage activities.

Preconceptions. There were patients who felt that
people around them lacked knowledge about liver cir-
rhosis and its causes, and patients with liver cirrhosis
due to alcohol consumption expressed a feeling of guilt
that they themselves were responsible for having this
diagnosis. They had a sense that the healthcare staff,
who did not usually meet patients with liver cirrhosis,
judged them for causing the disease themselves. There
were also some who felt that they were not believed
when they said that they did not use alcohol.

There is an underlying feeling that if I hadn’t been
drinking, this wouldn’t have happened. (female 12)

In contact with the healthcare staff, for example,
when in an emergency ward, giving blood samples or
having x-rays taken, they felt exposure to and precon-
ceptions from healthcare staff.

I feel vulnerable when I go to give samples. (male 2)

It was perceived as difficult to tell others about the
diagnosis because they felt the preconceptions, which
led to a sense of stigmatization.

Limitations. Dalily life was limited because of the need
to take drugs such as diuretics and/or lactulose, which
had horrible side effects. Some explained that it was
impossible to do anything properly soon after intake
of the drugs, which gave a feeling of limitation in their
daily activities.

Diuretics? I need to pee straight away! They complicate
daily life and I don’t think it’s worth it. (male 2)

Also, the tiredness made life limited and boring
when they had to give up activities such as playing
golf, taking long walks, or spending time with friends
late into the evening. Some excluded traveling or
activities such as indoor swimming.

Some patients said that they had not been informed
about their continuing care or when the next visit was
planned, which gave a feeling of limitation. They did
not know how to plan their life and this made it harder
to cope with the life situation. When leaving the hospi-
tal after caregiving at the ward or treatment for varices
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at the endoscopy unit, they lacked a care plan. Some
explained they understood that they had to have
endoscopies and have the varices treated several times,
but they did not understand what would happen after.

There was no coordination. I wanted to know what my
continued care would be like. (female 12)

The patients did not know whom to contact if they
experienced decreased well-being. During the summer
time when their ordinary physician was on vacation,
they did not have anyone to ask. Several expressed a
feeling of insecurity and vulnerability.

Reflection on Life

When the patients reflected on their life, they talked
about how they had accepted their disease and the effects
it had on their life situation. But they also mentioned
feelings of sadness due to the chronic liver disease.

Acceptance. The patients expressed an acceptance of the
chronic disease even though it would shorten their life,
and some said that they were doing reasonable well at
the time. Several said that if they had a positive outlook
it would be easier to deal with the situation. There was
also an acceptance of lifelong medical treatment with its
side effects, and of the need to constantly observe and as-
sess symptoms. They had hope about new medical treat-
ments and talked about them with family and friends.

Some had a strategy to take 1 day at a time and
accept what the daily form allowed them to do. They
had adapted to the way of life and set routines for
handling the effects of drugs.

But at the same time, this is what it’s like now and I have
to accept that whether I want to or not. (female 10)

For those with alcohol-related disease, it was obvi-
ous to stop drinking alcohol.

Sadness. Some expressed sadness over the chronic dis-
ease and sorrow over how life had developed. There
also was a feeling of inability to make decisions about
their own body; they could no longer influence the
functioning of their body. For patients with alcohol-
related disease, there was regret over the consequences
of their alcohol intake, especially the influence on their
relations with their families.

It'll take time before they trust me again, but I under-
stand them. (male 13)

They were sad to have lost the strength or energy to

do domestic work as they used to, and that everything
took longer, for example, getting up in the morning
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and taking a shower. Some had been very close to
death for a time at the hospital and still had memories
of that experience and the effects on their life and
relations.

Nevertheless, there were feelings of hope and joy
and some said that a positive outlook on life would
help them cope with the situation.

Yes, this is what my life is like now... 'm waiting for
the summer to return. (female 10)

Self-care

The description of self-care resulted in one category,
being responsible, with three subcategories, observa-
tion of signs and symptoms, adherence, and asking for
understanding and information.

Being Responsible

The patients took responsibility for handling their
chronic disease and they had several strategies to
observe and respond to symptoms. The patients
described how they recognized and handled symptoms,
how they adhered to advice and their drug regimen,
and how they asked their physician or nurse or
searched on the Internet for knowledge when needed.

Observations of Signs and Symptoms. The patients
observed whether objective signs and subjective symp-
toms appeared or changed and most of them had been
informed about what to look out for. If they had been
encephalopathic or risked becoming so, they noted the
consistency of their stool every day, and those who had
bleeding varices observed whether the stool was dark
colored. They observed if they began to be psychologi-
cally distanced or more tired, or if they forgot things,
like taking drugs and keeping the red line in discussions,
which were symptoms of encephalopathy.

I notice that I have become a bit absent-minded.
(female 10)

Several of the respondents took diuretics as a treat-
ment for ascites and observed signs such as increasing
weight, swelling legs, and a growing belly or that their
pants and belt no longer fitted.

The hole in my belt doesn’t give enough room anymore.
(male 9)

They also noticed that they lost body weight due to
loss of muscle, and their arms and legs were atrophied
and that they were unable to exercise.

Adberence. The patients adhered to advice from
healthcare providers on doses of drugs and doing

6 Copyright © 2015 Society of Gastroenterology Nurses and Associates

activities. Some were more active in decision mak-
ing, for example, taking more furosemide than pre-
scribed; a few were passive and did what they had
been told to, but nothing else. They adhered to tak-
ing drugs like diuretics, lactulose, and B-blockers
and they understood the reasons for and the effects
of those drugs. A few avoided drugs not compatible
with liver cirrhosis.

I can tell when my socks are too tight that it’s time to
take diuretics. (female 1)

In the period after paracentesis, some patients
monitored their weight at home and reduced their
sodium and fluid intake. Some talked about the strat-
egy of filling a bottle of water with the recommended
volume, which made it easier to control their intake,
and explained that when they understood the meaning
of fluid restriction, it was easier to adhere to the
advice.

Those who took lactulose for soft stools adhered to
the prescription because they had experienced the effect
of encephalopathy. They understood how to dose the
lactulose according to the consistency and frequency of
the stool.

I understand that being constipated is life-threatening to
me. (female 12)

It was mentioned as positive that the physician told
them to dose their lactulose by themselves and evaluate
the effect, which gave them a feeling of independence.

Asking for Understanding and Information. All of
the patients expressed a need of understanding and to
know more about liver cirrhosis, complications, and
their prognosis. They also lacked information about
blood samples, what condition their liver was in, and
possible treatments. To get information, they asked the
physician on their visits but some still had unanswered
questions, and said they needed more knowledge. Some
contacted the nurse by telephone to ask specific ques-
tions, and one possibility was to search on the Internet
for information, but some were unsure of the value of
the information they found.

Some people around me have asked how bad my liver
is, but I don’t know. (male 13)

Some had difficulty understanding the diagnosis
and the consequences, especially when different terms
for the disease and complications were used. Some had
not asked or searched for information before but dur-
ing the interviews, it emerged that they wanted to
know how to monitor and handle their symptoms.

Gastroenterology Nursing
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Discussion

The patients in this study expressed vulnerability when
describing their life situation and handling self-care
while living with liver cirrhosis. Their life situation was
characterized by symptoms that affected their daily
life, such as tiredness and effects of drugs. They also
had feelings such as loneliness and stigmatization, and
limitations that made them vulnerable. Yet they had
strategies to handle the symptoms and their disease
and practiced self-care, for example, by monitoring
their weight and checking for swollen legs and the
beginning of encephalopathy. The patients needed
information, education, and understanding about liver
cirrhosis and how to handle signs, symptoms, and
complications.

The patients were tired and had slept badly at night,
which had consequences for their daily life. Some said
that tiredness was so inconvenient that they had diffi-
culty doing housework or participating in activities
they enjoyed or sharing time with family and friends,
which made them isolated and lonely. This is in agree-
ment with earlier results, showing that fatigue is a
common problem and influences daily living for
patients with liver cirrhosis, and is described as over-
whelming and reduces physical activity (Jorgensen,
2006; Wu et al., 2012). Patients with primary biliary
cirrhosis with high levels of fatigue have been shown to
be more vulnerable to emotional distress and less
inclined to do physical activities. They have also
reported lower quality of life (Blackburn, Freeston,
Baker, Jones, & Newton, 2007). The patients who
reported sleeplessness felt it was a problem because it
affected their daytime life. The experience of sleepless-
ness affecting patients during daytime is similar to
patients with heart failure who even report sleep loss
as affecting their ability to make decisions and main-
tain their attention. In the case of heart failure, the
patient’s self-care was negatively influenced by the
impaired decision making (Riegel & Weaver, 2009).
Likewise, sleeplessness may impair self-care among
patients with encephalopathy or ascites.

Because of their serious disease, the patients did not
want to burden their family with their anxiety, although
the relatives were already concerned. This may have
enhanced the feelings of loneliness and vulnerability.
Mahmoud et al. (2013) showed that patients were
constantly worried about the impact their liver cirrho-
sis had on their family. Moreover, the patients were
vulnerable when meeting healthcare staff who did not
work with liver disease, and friends with preconcep-
tions. Some avoided telling others apart from close
family about the diagnosis because of the fear of being
judged. They were met with preconceptions independ-
ent of the etiology of the disease, which made them feel
stigmatized. For those with alcoholic liver cirrhosis
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who already felt guilt and shame, those feelings were
exacerbated when meeting healthcare providers with
preconceptions. Lesnovska, Borjeson, Hjortswang,
and Frisman (2013) found that patients with inflam-
matory bowel diseases avoid telling others about their
disease and symptoms due to fear of being questioned
or criticized.

The effects of drugs and tiredness limited activities
in daily life. This is also described by Pihl-Lesnovska,
Hjortswang, Ek, and Hollman-Frisman (2010), where
patients with Crohn disease were not able to engage in
activities like others due to pain and lack of energy and
these limitations therefore decreased their quality of
life.

The patients took responsibility for handling their
disease and they had several strategies for observing
symptoms. This study shows that self-care in liver cir-
rhosis is important and includes maintenance, moni-
toring, and management. It means adherence to advice
and prescriptions, such as keeping to sodium and fluid
restrictions, regularly weighing oneself, and taking
extra drugs if needed. There are some nearly identical
signs and symptoms in liver cirrhosis and heart failure.
Self-care in heart failure is vital in planning care for the
patients but is also complex and requires knowledge
and skills (Buck et al., 2012; Cené et al., 2013), and
patients with heart failure should monitor their weight
and follow a strict drug regimen and diet (Riegel, Lee,
& Dickson, 2011). There are several similarities
between liver cirrhosis and heart failure regarding
monitoring and maintaining symptoms, and the self-
care activities are quite similar. For both diseases, fluid
and sodium restrictions are observed, and weight and
leg edema are monitored, and these are important self-
care interventions that both groups can carry out to
avoid symptoms. Information and emotional support
about self-care in heart failure can improve self-care
maintenance (Cené et al., 2013) and patients with high
levels of self-care confidence are shown to have a bet-
ter quality of life (Buck et al.,, 2012). By providing
support to patients regarding decision making, the
treatable symptoms such as ascites, minimal hepatic
encephalopathy, and anemia affecting daily life may
decrease and accordingly the quality of life may
increase. It has been shown that patients with liver cir-
rhosis have decreased quality of life related to treatable
factors such as ascites, which affect their daily life, for
example, by reducing activity and social interaction
(Les et al., 2010).

Moreover, the patients in this study expressed a
need for information, understanding and education
about liver cirrhosis, and possible complications to
maintain their health. Similar needs were also expressed
by patients with inflammatory bowel disease who
asked for more knowledge about anatomy, the cause
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of the disease, and what symptoms were associated
with the disease (Lesnovska et al., 2013). If patients
with liver cirrhosis wish to improve maintenance and
management of self-care, it is important to inform and
educate them about the disease and its treatment and
provide an individual care plan. Mahmoud et al.
(2013) reported that patients’ knowledge about liver
cirrhosis and complications improved after they fol-
lowed an educational program, resulting in an
improved life situation and higher quality of life. An
assignment for the nurse working with patients with
liver cirrhosis is to support the patient to gain empow-
erment and motivation through education about the
importance of diuretics and lactulose. Patients who are
well informed about their disease, what they can
expect to happen, and what they have to do when
symptoms change are less likely to require rehospitali-
zation (Volk, Tocco, Bazick, Rakoski, & Lok, 2012),
which probably enhances their life situation. By under-
standing the relationship between bowel movements,
lactulose, and encephalopathy, the patients can learn
how to identify symptoms of encephalopathy and
titrate lactulose (Volk et al., 2013). To develop skills in
self-care, it is necessary to understand how changes
can be identified and managed (Dickson & Riegel,
2009; Lorig & Holman, 2003).

Inductive conventional analysis was chosen because
of its suitability for exploring and describing experi-
ences of a phenomenon that is not well explored. In this
study, 13 patients were included, which was perhaps a
small sample. Because of the inclusion criterion, decom-
pensated liver cirrhosis, there was a small population to
ask and some patients who were asked to attend the
study explained they were tired and did not have the
strength to participate. Yet the patients who did partici-
pate provided rich narratives, because of which it is
assumed that the results are trustworthy. One limitation
may be the fact that the interviewer worked at the clinic
where the patients were recruited; however, just one of
the participants had met the interviewer before. The
patients in the study were ensured about confidentiality.
All the patients told their stories in an open-minded way
but perhaps the interview, which lasted only 15 minutes,
did not go into great detail.

Clinical Implications

The healthcare providers meeting patients with liver
cirrhosis should include self-care when planning the
care for the patient and take account of the patient’s
physiological and psychological prerequisites.

As healthcare providers, it is important to identify
the patient’s understanding and need for more knowl-
edge and information. By education and support, the
patient may be empowered in managing self-care and
maintaining well-being.

8 Copyright © 2015 Society of Gastroenterology Nurses and Associates

Future Research

This study adds understanding about the patient’s life
situation and self-care when living with liver cirrhosis.
However, more research is needed to develop this
understanding further and thus support patients suffer-
ing liver cirrhosis. Also, nurses’ and physicians’ experi-
ence of giving medical and self-care advice to these
patients would be interesting to study to further
develop patient care. &
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