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Abstract
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Aim and methods: This thesis aimed to study patients’ experiences with illness in their day-
to-day lives and their perceived quality of care before and after implementing a 24-month
adjunctive registered nurse-based outpatient intervention in liver cirrhosis. Qualitative data was
used to explore patient perspectives on day-to-day life and healthcare experiences related to liver
cirrhosis. The patient-perceived quality of care following the adjunctive registered nurse-based
outpatient care was studied in a pragmatic, randomised controlled multicentre study, preceded
by a study protocol.

Results: Liver cirrhosis led to physical symptoms sometimes appearing rapidly. Fatigue,
fear and social stigma affected daily life, resulting in cancelled activities and creating an
unpredictable daily life situation. Patients with liver cirrhosis lacked adequate support to
learn about the disease and manage it. They sought a trustworthy relationship with healthcare
providers. When this was lacking, they felt neglected. After 12 months, the adjunctive registered
nurse-based outpatient care revealed an improvement in patient-perceived quality of care.
Enhancements were observed in 7 out of 22 questionnaire items regarding: patient participation,
access to outpatient care, and feeling understood. However, these improvements were not
sustained after 24 months.

Conclusions: Fluctuating liver cirrhosis symptoms and constant worry significantly impact
patients’ daily lives. Patients expressed a wish to be more involved in their healthcare
and support in understanding and managing their illness. Structured registered nurse-based
outpatient care for liver cirrhosis could complement physician-based care to meet patient desires
for a more person-centred approach, continuity and care coordination.
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Abbreviations and definitions

Child Pugh score
HE

IN
LC
MELD score

PCC
RN

QLiNCaM
QPP

Prognostic risk score in liver cirrhosis

Hepatic encephalopathy, a brain dysfunction due
to liver cirrhosis. Causing temporary, manifest or
persistent neurological or psychological abnor-
malities

Intervention nurse
Liver cirrhosis

Model of end stage liver disease score, predicting
3-month mortality in liver cirrhosis

Person-centred care

Registered nurse, certified by the National Board
of Health and Welfare (Socialstyrelsen)

Quality Liver Nursing Care Model

Quality of care from the patients’ perspective, a
questionnaire for patient reported outcome
measures






Prologue

My journey into hepatology nursing started in the early 1990s. As a 19- year-
old recently graduated registered nurse (RN), I exerted myself persistently for
a year to gain the trust for employment at the liver transplant unit in Stock-
holm. Upon finally succeeding, the task fascinated me for the next decade.
The patients | cared for were fortunate to continue their lives with a donated
liver. Later, my career moved on to gastroenterology outpatient care, where
patients with inflammatory disease and liver diseases were taken care of. In
this setting, it became obvious to me that liver transplantation was an exclu-
sive treatment, only available to a select few patients. Without a specific role
or mandate, I always paid special attention to patients suffering from liver
cirrhosis (LC). These patients were usually quiet and did not demand much
from the healthcare system. Still, they were definitely the most seriously ill
patient population at the gastroenterology outpatient clinic.

Once, a woman visited the outpatient clinic for the third time within a short
period. She was frail, malnourished, had a bloated abdomen and a gastroscopy
confirming enlarged veins in the oesophagus, with a risk of acute bleeding.
The woman had a few years of LC experience. She suffered from early satiety
and loss of appetite. Due to muscle weakness, she had lost several abilities to
maintain her daily living. Now she was dependent on others and described her
situation as hopeless. Based on the total burden of her symptoms, I concluded
that her LC disease was severe. As I sat down and listened to her story, I no-
ticed that she seemed unaware of how to handle or mitigate any of her symp-
toms. Further, the fact that she was nearing death was unspoken. This encoun-
ter ignited my curiosity regarding a need for change in the healthcare organi-
sation for this patient group.

At that time, in 2012, patients with LC primarily met physicians at the outpa-
tient clinic. The physicians, who provided medical expertise, had limited time
for patient visits, with visiting time restricted to 30 minutes. Consequently,
medical advice had priority, leaving limited room for patient concerns. The
woman, as presented above, was frequently in need of care, e.g. emergency
care, telephone calls on-demand to nurses at the outpatient clinic, and visits to
her physician. Despite frequent healthcare contact, her physical and mental
status deteriorated. Her situation raised many questions within me, such as:
Did she feel safe and well cared for? Could her situation have been prevented
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or different if there had been a structured RN involvement? Could RNs facil-
itate her understanding of applicable self-care due to the LC illness? What
were the specific nursing needs of patients like her?

In the literature, there was a lack of publications on LC nursing. Consequently,
I explored the role of RNs in managing other chronic conditions. Thereafter,
I started a campaign to introduce similar programmes that were already in
place for other chronic medical conditions, such as diabetes and chronic heart
failure. However, due to the shortage of evidence regarding the effectiveness
of nursing programmes in LC disease, the medical department declined sup-
port for my campaign.

One day, I expressed my disappointment to the healthcare developer at the
medical department. I was upset because LC patients in Sweden did not re-
ceive equal care compared to other chronic illnesses. My ethical compass
could not accept this injustice, nor the existing hierarchy in the management
of different diseases. The suggestion from the healthcare developer — make
this your PhD project — accelerated my thinking. With the patient’s interests
in focus, the woman described above was one among many who increased my
motivation to improve the outpatient care for patients suffering from LC dis-
ease by introducing structured RN care.
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Background

Liver Cirrhosis Disease

Pathophysiology

The term cirrhosis originates from the Greek word “kirrhos”, which means
yellowish disease (1), and was first mentioned in the 19" century (2). LC is
the collective name for advanced liver scarring, following a prolonged inflam-
mation in the liver tissue, causing a hyper-dynamic circulation (3). Fibrosis
and vasoconstriction increase the intrahepatic resistance, which progressively
affects the blood circulation. The hyper-dynamic circulation and the intrahe-
patic resistance are reasons for portal hypertension (4). These pathophysiolog-
ical changes explain LC symptoms, e.g. ascites, bleeding from gastroesopha-
geal varices and hepatic encephalopathy (HE) (3, 4), classifying the LC dis-
ease as in a decompensated stage. Ascites, the accumulation of fluids in the
abdomen, is a result of the kidneys striving to restore the hyper-dynamic cir-
culation by retaining sodium and water. Gastroesophageal varices are en-
larged veins in the oesophagus and stomach (3). HE, which is a temporary or
constant brain dysfunction, occurs due to decreased clearance of various waste
products, of which ammonium is considered the most important (5). The ac-
cumulation of ammonia in the blood is secondary to loss of liver parenchyma
and the developed collaterals that bypass the blood past the liver (6). Simulta-
neously, bacterial translocation, due to overgrowth of bacteria in the gut,
causes systemic inflammation in the body (3, 4).

Liver Cirrhosis Epidemiology

The population affected by LC disease is diverse in terms of age, gender and
actiology (7-9). In Sweden, approximately 1,500 persons are diagnosed with
LC each year (9). The population is probably larger, as the early LC stage
rarely causes any manifest symptoms. The prevalence of symptomatic, i.e. de-
compensated LC, in Sweden, is similar to many other developed countries,
affecting 125 to 150 persons per 100,000 citizens (10). The median age for a
LC diagnosis is 65 years, with two-thirds of the affected population being
male. Although LC disease is uncommon below the age of 40, still more than
half of the population with LC are of working age (7, 8). Elderly persons, i.e.
above 65 years, often have a poor prognosis following a LC disease, which is
explained by the physiological changes in the ageing body (11).
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The reasons for LC development are a combination of genetic, physiological,
environmental and behavioural factors (3). Globally, the most common reason
for LC disease is hepatitis B virus infection (10). In Sweden, more than 50%
of the LC cases are related to excessive alcohol consumption (7, 8). However,
the escalating cause of LC disease in developed countries (10) and Sweden
(9) is associated with obesity, defined as a body mass index above 30 (12).
Obesity, in some cases, leads to a condition previously known as ‘non-alco-
holic fatty liver disease’, now termed ‘metabolic dysfunction-associated stea-
totic liver disease’ (9). The prevalence of obesity in younger persons is likely
to increase LC occurrences in those under 45 (13). Other triggers for LC dis-
ease are hepatitis viruses and autoimmune diseases (3).

Due to its relation to alcohol and obesity, LC may be regarded as a non-com-
municable disease, which is commonly related to modifiable behavioural fac-
tors (14). Social norms promoting alcohol consumption as part of socialising
and relaxation contribute to harmful drinking habits in some persons (15).
Obesity, however, stems from unhealthy eating habits in combination with
low physical activity (12). Prolonged excessive alcohol consumption (16) or
obesity (12) can lead to fat accumulation in the liver, which in some cases
triggers inflammation and fibrosis of the liver tissue, resulting in LC. Despite
the risk factors, only a small percentage of persons with obesity or excessive
alcohol consumption will develop LC, 5% and 10 to 15%, respectively (3).
Simultaneous extensive alcohol consumption and obesity have a synergistic
effect, which imply a higher risk of LC development (16, 17).

Primary Prevention of Liver Cirrhosis

To support healthy lifestyle choices in the general population and prevent non-
communicable diseases, the National Board of Health and Welfare (So-
cialstyrelsen) (18) provides recommendations on, for example, alcohol intake,
physical activity and a healthy diet. Regarding alcoho!l consumption, the Swe-
dish recommendation was updated in 2023 to a maximum of 10 standard units
(equivalent to 12 grams of alcohol per unit) per week, irrespective of gender
(18). According to international recommendations, women have increased
sensitivity to alcohol-related liver damage compared to men (13, 17).

To prevent obesity, a healthy diet involves managing energy intake and the
order of meals (18). In LC prevention, nutritional recommendations empha-
sise, in particular, the importance of reducing added sugars and excessive fat
consumption (19). Furthermore, prevention of obesity implicates physical ac-
tivity, with a general recommendation of at least 150 minutes per week (18).
This amount of physical activity, is also beneficial for the liver and is consid-
ered to be preventive against liver disease progression (20). Despite the exist-
ing recommendations from the National Board of Health and Welfare (18),
and in contrast to knowledge of diabetes or heart disease, Swedes report lim-
ited knowledge about the relation between healthy lifestyle choices and liver
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diseases (21). Due to the large influence of behavioural factors on LC disease
development, the forthcoming LC population in Sweden is expected to grow
(9), as experienced in several other developed countries (10, 22). Once LC
disease has developed, the focus shifts from primary prevention to secondary
prevention, i.e. prevention of further disease progression (3). These recom-
mendations differ from those targeting the healthy population (18) and will be
further explained in the forthcoming sections.

Liver Cirrhosis Disease Trajectory

Liver cirrhosis may develop slowly over the years, starting with only vague
symptoms, such as fatigue (3, 23). At this stage, known as compensated LC,
the disease is often diagnosed incidentally, during examinations for other rea-
sons (3, 8), such as laboratory tests, liver biopsy, transient elastography or
radiological investigations. During this stage, the liver function remains bal-
anced (3, 4). For more than half of those with LC, the first symptom is ascites,
bleeding from gastroesophageal varices or HE, i.e. an episode of LC decom-
pensation (8). The first incidence of any of these serious symptoms is often
the reason for hospitalisation (3, 24) and subsequent diagnosis (8). Ascites, the
most common LC symptom, can occur in three grades: grade 1, mild ascites,
might only be detectable by ultrasound; grade 2, moderate ascites, is regarded
by a modest distension of the abdomen; and grade 3, severe ascites, is demon-
strated by pronounced abdominal distension. Ascites can also become sponta-
neously infected, leading to spontaneous bacterial peritonitis (3). The second
most common symptom is bleeding from gastroesophageal varices. A sudden
rupture is related to a temporary increase in pressure in the gastroesophageal
veins. This is a life-threatening situation, with a mortality rate of 20% within
6 weeks (3). HE, the third serious LC symptom, can be classified as covert or
overt HE. Covert HE is mild, graded from zero to one on a scale of zero to
four. Symptomatic HE is termed overt, and ranges from grades two to four,
which involves successively increasing cognitive symptoms, with coma being
the fourth grade (6). Identifying covert HE is important due to the high risk of
developing overt HE, which signifies a HE related LC decompensation. Overt
HE can be induced by, for example, constipation, infection or gastrointestinal
bleeding, leading to temporary increases in the ammonia levels in the blood.
Overt HE coma, grade four, is a life-threatening situation.

Other manifestations of LC are jaundice, malnutrition and bacterial transloca-
tion, leading to systemic inflammation. Jaundice, while not a specific symp-
tom of LC, can arise due to damaged bile ducts, which sometimes occur in LC
(4). Malnutrition is related to altered metabolic function in the diseased liver,
which changes the glucose and protein synthesis. The risk of malnutrition ac-
celerates as LC disease progresses. In the compensated LC stage, 20% of the
patients experience malnutrition compared to more than 50% of patients in the
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decompensated LC stage. Malnutrition is associated with a higher risk of re-
peated LC decompensation episodes and mortality (3, 25). Bacterial translo-
cation and systemic inflammation contribute to further LC disease progression
(3, 4), eventually influencing several organ systems and increasing the risk of
bacterial infections (4). Advanced liver tissue scarring further increases the
risk of developing hepatocellular carcinoma (26).

LC symptoms are serious (3), and in developed countries becoming a leading
cause of death among adults (10). After discharge from the hospital, the inten-
tion is to improve patients’ health and reduce readmissions, which are com-
mon (27). Both medical treatment and self-care may collectively relieve
symptoms and prevent deterioration of LC (3, 28).

Disease Prognostication

Prognostic tools may be of value for optimising medical treatment for LC or
in assessing various factors, such as: the risk of LC decompensation; the like-
lihood of mortality, which could be the breaking point for introducing a palli-
ative care approach (29); or for identifying the optimal timing for a liver trans-
plantation (30). The most commonly used prognostic tools in LC disease are:
Model of End stage Liver Disease score (MELD score) (30, 31), which pre-
dicts three-month mortality; and the Child Pugh score (32), predicting long
term mortality (Table 1). The calculation of the MELD score relies on labor-
atory findings (30) while the Child Pugh score contains a combination of la-
boratory findings and clinical assessment for ascites and HE (32). In Sweden,
the recommendation is to investigate the possibility of liver transplantation
when a patient presents with a Child Pugh score B and a MELD score between
13 to 15 (33). Then, the expected survival is more than one year, indicating an
appropriate time to plan for a liver transplant.

Table 1. Prognostic instruments in liver cirrhosis: subgroups and liver cirrhosis dis-
ease prognostication

Instrument Mortality rate %
Sub-groups 3 months 12 months 5years
MELD score
10-19 6
20-29 20
30-39 53
Child Pugh score
A:5-6 5 30
B:7-9 20 50
C:10-15 55 70
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Medical Treatment

Medical treatment can be adapted based on the underlying liver disease and
therefore differs among patients. For example, patients diagnosed with alco-
hol-related LC may need addiction treatment, involving a psychologist some-
times combined with medications to manage cravings (34, 35). Patients with
viral hepatitis, instead, need antiviral medication (35). After initiating treat-
ment for the underlying liver disease, the secondary prevention of LC decom-
pensation becomes an important goal. For example, starting medical treatment
with non-selective beta-blocker can prevent acute bleeding from gastroesoph-
ageal varices (3, 35-37). Today, non-selective beta-blockers are also known to
prevent the development of ascites. Therefore, in future LC healthcare, this
medication is likely to become more common even in the compensated LC
stage (37). Although the use of lactulose as a part of secondary prevention for
overt HE is not evidence-based (38), it is sometimes used in clinical practice.

Regardless of the underlying liver disease, the medical treatment for LC com-
plications remains the same (3). The medical treatments for LC described in
this thesis will focus on addressing the most common LC symptoms within
outpatient care. Ascites grade 1, mild ascites, is treated with restriction of so-
dium intake in food. In cases of ascites grade 2, moderate ascites, sodium re-
striction is combined with diuretics. Ascites grade 3, severe ascites, requires
paracentesis, drainage, at the hospital. This procedure involves evacuating as-
cites through a large-volume paracentesis using a temporary catheter in the
abdomen. To reduce the risk of hypotension during the procedure, Albumin is
infused intra-venously to compensate for the loss of fluid. Sometimes, re-
peated large-volume paracentesis is needed in combination with diuretics and
sodium restriction. In cases where there is intolerance of diuretics or frequent
recurrent ascites, a transjugular intrahepatic portosystemic shunt intervention
may reduce portal hypertension (3). This intervention is also a rescue treat-
ment in case of an acute bleeding from gastroesophageal varices. Repeated
gastroscopy examinations are, however, used as the first-line treatment of gas-
troesophageal varices in cases of bleeding. To prevent re-bleeding, medication
with non-selective beta-blocker and/or repeated gastroscopy examinations is
recommended (3). In cases of overt HE, the first-line therapy is ammonium-
lowering treatment with Lactulose, followed by Rifaximin after repeated epi-
sodes. Lactulose is a laxative that eliminates ammonium from the body via the
stools, thus reducing its impact on brain functions (3). Since the 1960s, liver
transplantation has brought hope to the treatment of advanced LC (1). Patients
that fulfil the criteria of Child Pugh score and MELD score may be referred
for liver transplantation. This procedure is considered a highly specialised
care, which is available at two university hospitals in Sweden. During 2022,
166 patients underwent liver transplantation in Sweden (39).
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Continuum of Liver Cirrhosis Care

Persons with LC disease live their lives until they require healthcare, eventu-
ally becoming patients (40). This thesis covers both their day-to-day life ex-
periences and the healthcare environment, where persons with LC are fol-
lowed regularly or seek help when in need of health care. Hence, the term
persons will be used in the daily life contexts and the term patients in the
health care context.

In Sweden, there are approximately 50 gastroenterology clinics. The main as-
signment of these clinics is to offer inpatient and outpatient medical care to
patients with inflammatory bowel diseases and liver diseases, sometimes in
combination with endoscopy services. Consultations for patients diagnosed
with LC diseases at outpatient clinics are primarily held by physicians special-
ised in gastroenterology or hepatology. In rural areas, physicians specialised
in internal medicine may be responsible for LC management. Possible comor-
bidities, such as diabetes or heart disease, are commonly treated by physicians
in other specialities, in hospitals or primary care settings. Sometimes, patients
are referred from county hospitals to university hospitals for highly special-
ised care, such as treatment of hepatocellular carcinoma, a transjugular intra-
hepatic portosystemic shunt intervention or liver transplantation. Conse-
quently, a patient with LC might simultaneously be receiving care from phy-
sicians at several departments and healthcare facilities (Figure 1).

Figure 1: The continuum of care, i.e. standard of care in Sweden, where per-
sons with liver cirrhosis diseases interact with healthcare providers and re-
ceive healthcare.

During a 30 minute outpatient physician’s appointment, patients are physi-
cally examined, informed about examination results, and reviewed for medical
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treatment. The short visiting time limits the consideration of the patients’ var-
ious needs, such as repeated information, disease management (41, 42), and
addressing the psychological impact of the LC disease (43). Simultaneously,
healthcare providers report uncertainty regarding the timing of information
delivery to patients with LC illness, because of the changeable disease trajec-
tory (44). Consequently, patients often lack knowledge about their LC disease
and how to manage symptoms (41). Comprehensive written information about
LC is rare, but it could facilitate patients in their learning process (45).

In Swedish outpatient care for LC, RNs, certified by the National Board of
Health and Welfare (Socialstyrelsen), are present at all gastroenterology clin-
ics. However, despite evidence supporting structured RN involvement in man-
aging other chronic somatic illnesses (46), when this project was designed, in
2014, RNs mainly had an administrative outpatient care role and rarely inter-
acted with patients diagnosed with LC disease. The evidence to support RNs
involvement in LC outpatient care was insufficient and therefore, still not ac-
cepted nor established (47).

Liver Cirrhosis Illness

There is a distinction between disease and illness, which is central to this the-
sis. The term disease will be used to objectively describe physical or measur-
able signs, while the term i//ness will be used for the person’s subjective ex-
perience of symptoms. Sometimes, there can be an overlap in using signs and
symptoms, as they may be both objective and subjective (48).

Fatigue, the most prominent inconvenience during the compensated LC stage
(3, 23), may be presented as an extreme tiredness, lack of energy and debility
(49). During the compensated LC stage, the person may be unaware of having
a disease, and therefore not seek healthcare. LC progression to the decompen-
sated LC stage, where serious symptoms arise, usually takes place over many
years (3, 4, 7).

During the decompensated LC stage, a distended abdomen due to ascites may
cause discomfort, such as shortness of breath and early satiety (50). Covert
HE may be discrete, causing only vague symptoms, such as changed sleeping
patterns, impaired memory and/or concentration. Overt HE implies more
prominent symptoms, for example, shaky hands, i.e. flapping tremor, inappro-
priate behaviour, somnolence or even coma. HE is commonly a fluctuating
state, which also can be temporary and reversible, but there is a high risk of
recurrence (6). During an episode of overt HE, the person may not be able to
communicate or perform daily activities. Even after recovery, these persons
may be vulnerable and dependent on others (51). During the decompensated
LC stage, reduced muscle strength is common, which is related to malnutrition
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and physical frailty (52). Fluid retention, especially in obese persons, may lead
to a consistent or increased weight, thus concealing the presence of malnutri-
tion in LC illness (25). Pruritus may be a troublesome inconvenience, which
influences sleeping routines and causes fatigue and/or depression (53).

The mental burden successively increases during LC progression (54, 55). In
the decompensated LC stage, the psychological impact can be multifaceted,
involving fear, sadness and anger (56). LC is also associated with stigma (21,
57, 58). The referred stigma in this thesis is defined as a social phenomenon
involving generalisation on a group level, which includes labelling, negative
stereotyping and hierarchical perceptions. Despite stigma being a social phe-
nomenon, it is the person living with the disease who is affected by its pres-
ence (59). Those facing stigma, compared to persons without such experiences
despite having LC, have reported limited social support, more frequent de-
pression and worse health-related quality of life. Feelings of stigmatisation
can also constitute a hinder in seeking medical help (57).

After the first decompensation, the illness may fluctuate between being symp-
tomatic to being stable aided by support from medications (3). Sometimes,
following treatment, the liver function can improve, and LC symptoms may
completely subside, even though the liver tissue is not repaired or recovered
(4). LC disease has a continuously increasing impact on a person’s health-
related quality of life, which follows the progression of the disease itself (54,
55).

The Individual Processes of a Chronic Illness

When faced with a chronic illness, questions of life and death, as expected,
arise as integral parts of multifaceted suffering (60). Physical symptoms,
losses due to bodily limitations, or social loneliness exemplify reasons for the
mental or existential aspects of this suffering (61). A chronic illness is hence
related to suffering (61, 62) and may be characterised by periods of both want-
ing to speak or being silent (63). For the person, suffering may become the
primary problem, rather than the disease itself (64). Suffering occurs naturally
at times throughout life, and it is unclear whether it has a definite end, a matter
that is debated (61). One philosophical perspective is that a person reconciles
with suffering (65), while another suggests that a person finds a renewed self-
perspective (63). Additionally, suffering following a chronic illness can start
a personal journey to find strategies to balance a new condition and re-estab-
lish a positive way of living (62). A person’s personal characteristics and con-
text may influence their ability to handle the situation. For example, the level
of health literacy, defined as a person’s skills in getting, understanding, dis-
cussing and using facts (66), may impact their ability to make informed judge-
ments and take action. Furthermore, a person’s sense of social belonging is
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considered an intrinsic power in managing an illness (67). In order to provide
a detailed description of the dynamic processes of suffering and the chronic
illness process, Morse’s theory of suffering (63) and Ambrosio’s concept of
the chronic illness process (62) will be used as reflective models (Figure 2).

The first phase of Morse’s theory of suffering (63), enduring, explains a per-
son’s use of strategies, for example, repression of feelings. This helps the per-
son to maintain their daily life functioning, minute-by-minute. Occasionally,
the repressed energy may burst, for example, in anger. To heal, the suffering
needs to progress into the next phase, emotional suffering, which implies that
emotions are released. This may be expressed by grief or sadness related to
the parts of life that have been lost. The need to share one’s story becomes
important. The emotional suffering phase consumes energy, whereas enduring
saves energy. Therefore, escaping from emotional suffering helps the person
to recover from feeling drained. As the person makes progress through suffer-
ing, acceptance and hope gradually emerge (63). The final phase is self-refor-
mulation (63, 68). Here, the person has developed the capacity to reassess
what is important in life (68).

The chronic illness process, according to Ambrosio et al. (62), starts with ac-
ceptance, which is followed by coping, e.g. facing and dealing with symptoms
to endure changes in life. To promote health, self-management becomes es-
sential, which covers personal skills and abilities for the implementation of
disease-specific actions. Over time, new skills become integrated and ad-
Jjusted to the person’s new normal life situation to regain a positive living.
However, some individuals do not develop skills to manage the chronic ill-
ness. According to Ambrosio (62), this stage is called disavowal, and may
occur due to a lack of acceptance. Disavowal causes strain and a sense of de-
feat, as well as a lack of balance and control in the daily life situation. Addi-
tionally, disease-related events, such as new symptoms, can disrupt the
chronic illness process, causing the person to regress back to previous stages
in the chronic illness process. This disruption might lead some persons to enter
a stage of false normality. The person then shows limited balance and loss of
acceptance, which may last a long time and make them susceptible to distress-
ing symptoms. Healthcare providers play a crucial role in facilitating a per-
son’s chronic illness process and helping to restore a positive life outlook.
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Self-care

Following a chronic illness, acceptance is a starting point for the person to
learn strategies and deal with symptoms, e.g. self-management (62), which is
part of the broader concept of self-care. Self-care is an overarching concept,
including self-management, self-monitoring and symptom management. Fur-
thermore, self-care includes a person’s capacity to care for oneself, and to per-
form necessary activities to attain, preserve, or promote optimal health (69).
A mediator for self-care is self-efficacy, which is a person’s perception of their
ability to perform activities (70). Self-care is, hence, a dynamic process, based
on a person’s knowledge and experiences.

Liver Cirrhosis Self-care

A LC disease puts high demands on a person’s ability to make balanced adap-
tions in daily life to relieve symptoms (28), i.e. self-care, in order to improve
health (69). As part of secondary prevention, the current self-care recommen-
dations in the compensated LC stage are as follows: Prevent malnutrition, by
making adjustments to shorten fasting periods and increase protein intake
(25). Increase physical activity and resistance training to improve or maintain
muscle strength (71), and to prevent physical frailty (52, 71). Reduce the use
of liver-toxic substances, such as maintaining alcohol abstinence (17).

During the decompensated LC stage, self-care recommendations need to be
modified and be adapted to the present symptoms. Henceforth, self-care fo-
cusing on symptom relief also involves adherence to prescribed medications
(3, 28). Since one symptom of LC decompensation can increase the risk of
another (4), knowledge of how to act if other symptoms arise may be relevant
for the person (72). Specific self-care recommendations following ascites im-
ply a low-sodium diet, e.g. limiting intake to 5 grams sodium per day, which
may help prevent relapses (25). This means consuming low-sodium food and
reducing extra salt when cooking. However, a low-sodium diet can impair the
taste experience, and hence impact the ability to attain proper calorie and pro-
tein intake, which increases the risk of malnutrition (28). In the presence of
overt HE, the treatment effect of Lactulose needs to be evaluated on a daily
basis. The optimal effect of Lactulose is having 2 to 3 bowel movements daily
(3). Athome, the Lactulose dosage needs to be adjusted according to the actual
bowel movement and cognitive status (72). Similar to ascites, HE also implies
a high risk of developing malnutrition (25). Prevention of malnutrition is
therefore an important self-care intervention, requiring the involvement of
both a dietitian (28) and relatives, if possible (72). Physical activity remains
important (52, 71). However, symptoms of ascites and HE may impede a per-
son’s performance and tolerability of physical activities. Moreover, large oe-
sophageal varices may deter the recommendation of physical activity, due to
the risk of bleeding (71). Aids to prevent falls may be needed in the occurrence
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of physical frailty (71). The use of walking aids in the home environment thus
becomes part of self-care. At this stage, the person often becomes dependent
on others, e.g. relatives or home-based care services (72).

Self-care and medication intake implies that the person needs to make efforts
on a daily basis. This assumes that the person has knowledge of how to assess
symptoms and how to act on them (41, 62). Furthermore, having the motiva-
tion to follow a treatment plan is essential when it comes to implementation
of home-based self-care (73). Health literacy may also influence understand-
ing and engagement in self-care (66). In a Danish LC population, lower levels
of health literacy have been associated with male gender or a lower degree of
education (74). In one’s regular life, with the health intact, a person has the
knowledge and power to care for oneself. However, in the event of a chronic
illness, such as LC, nursing care may become necessary (40).

Nursing Care

Nursing Competencies

Caring for persons with a LC disease within outpatient settings implies that
RN need competence in specific disease management. This includes self-care
and medical treatment that is relevant to the illness (28, 72). An interpersonal
relation constitutes the foundation for patient-RN consultations, of which ho-
listic nursing (75) and a caring relationship (76) are two important parts. Ho-
listic nursing means taking notice of the whole person and their health in all
aspects, such as physical, psychological, social, existential and spiritual needs.
To achieve holistic nursing, the RN’s self-awareness, and empathic and com-
passionate skills are important for understanding patients’ perspectives on an
illness (75). The practice of a caring relationship by RNs entails active listen-
ing, asking questions to understand the patient’s needs and views, and setting
goals based on joint decisions. These goals reflect both the patient’s needs and
the RN’s professional responsibility. The outcome of a caring relationship is
hence a merged result of both the patient’s and the RN’s previous experiences
(40, 76). Continuity in RNs’ care facilitates patients’ feelings of safety, and
the mutual understanding enables the RNs to become the patients’ consultants
(76), a role also defined as RNs practising advocacy (77). In the role as the
patient’s advocate, RNs evaluate unique situations, express concerns as repre-
sentative, provide information and support, and safeguard the patient’s integ-
rity and autonomy. To strengthen the patient’s role in the healthcare context,
the person-centred care (PCC) approach has evolved (78-80), which started in
the 1960s (81). In the 21% century, several models have conceptualised the
PCC concept (78-80, 82). The common foundation of these models is a holis-
tic and caring relationship, respectfully delivered by healthcare providers to
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empower patient participation. This concept may be explained in three as-
pects: the healthcare organisation, the person-centred process, and its outcome
on patient-relevant measures, such as the quality of care (78, 80, 82). PCC is
hence a central goal in Swedish healthcare (83).

The nursing profession is often stereotyped as predominantly female (84),
whereas the LC patient population, are mainly male (7, 8). The gender differ-
ences between the RN and the patient in a primary care context have not been
reported to obstruct the patient-RN collaboration. Instead, patients tend to
judge healthcare providers based on qualifications and their own past experi-
ences (85). There may, however, be cultural differences in patients’ prefer-
ences regarding this topic (86). A communication style that involves patients
and establishes a collaborative climate is important for patients to accept nurs-
ing care recommendations. This implies that if the communication fails, the
patient’s care needs might not be met (87). Therefore, RNs need to be sensitive
to patients’ preferences and adopt a PCC approach (78, 80, 82). Encouraging
a two-way communication between patients and RNs may improve patients’
understanding of an illness, which is beneficial for those with lower levels of
health literacy (66).

Outpatient Nursing Care

Self-care programmes, led by outpatient RNs, are already implemented as a
healthcare service in several chronic diseases, e.g. inflammatory bowel dis-
case (88), oncology care (89), chronic heart disease, diabetes and chronic ob-
structive pulmonary disease (46). These programmes commonly involve RN
interventions that provide patients with support and counselling, in order to
prevent complications associated with the diseases (46, 88). Furthermore, they
create easy access to outpatient clinics in case of disease deterioration, which
reduces hospital admissions (88). In oncology care, regular outpatient RN sup-
port empowers patients, enabling them to remain in control of their situation
(89). The structured involvement of RN in outpatient care settings may signif-
icantly impact patients’ commitment to self-care, and ease the patient’s symp-
tom burden (46). Moreover, this involvement has the potential to improve pa-
tients’ physical and/or mental health-related quality of life. These improve-
ments may be measured using generic (90) or disease-specific (91) instru-
ments.

Liver Cirrhosis Outpatient Nursing Care

Between 2014 and 2016, when this project was designed, new evidence high-
lighted the importance of early secondary prevention during the compensated
LC stage (35). It was estimated that around one-third of all readmissions due
to LC decompensation could be preventable through improvements in LC out-
patient care (24, 27). However, evidence for LC outpatient nursing care was
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scarce. Previous research either involved patients with viral hepatitis without
developed LC (92-94) or on patient groups that were discharged from hospital
after LC decompensation (95), i.e. the most critically ill patients. Later recom-
mendations (28, 72), however, state the potential benefits of regular visits to
outpatient RNs for the prevention, early detection, and management of LC
symptoms. These visits may also help in preventing malnutrition (25, 28), dis-
ease progression through healthy lifestyle choices (28, 96) and providing pa-
tients and relatives with individualised information regarding self-care (28,
72, 97), psychological support (43, 96, 97) and coordinate care (28).

Persons having a LC illness often report experiencing stigma (57), which is
one factor that can influence their motivation to make lifestyle changes (73).
Therefore, adopting a respectful and holistic person-centred approach is con-
sidered essential in caring for patients with a LC disease (28, 43, 96, 97). De-
spite recommendations advocating structured RN involvement in LC outpa-
tient care (28, 72, 98), the outcomes and consensus of the RN role is still in-
sufficient (47).

Quality of Care

The World Health Organization (99) emphasises the importance of prompt
and fair management of healthcare resources to deliver the best quality of care
to the global population. The concept of ‘quality of care’ may be described in
terms of structure, process and outcome. Structure involves the healthcare or-
ganisation and management. Process concerns the relational aspects, which
refer to patients’ experiences during their interactions with healthcare provid-
ers. The outcome is a result of these first two aspects, which may include pa-
tients’ opinions, patient safety and health economy (100). In LC healthcare,
quality of care measures include aspects related to achieving guidelines for
best medical practice through various healthcare process domains (101-104).
However, in this thesis, quality of care will instead refer to patients’ experi-
ences and perceptions.

Patient Reported Experience Measures

Patient experiences and perceptions of care have increasingly become an im-
portant measure for assessing the standard of healthcare services. Accord-
ingly, this awareness has led to the development of quantitative instruments,
such as patient-reported experience measures (105). Patients’ view of RN-
based interventions is a common outcome measure (46), which is regarded
particularly essential for evaluating interventions following a PCC approach
(78, 82, 106). The patient’s perspective on the quality of care can be explained
by two conditions: the resources within the care organisation and the degree
to which the patient’s wishes are met (107). These two conditions are reflected
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in the patient-reported outcome measure questionnaire, ‘Quality of care from
the patients’ perspective’ (QPP) (108), which originates from a grounded the-
ory by Wilde et al. (107). The QPP differentiates between ‘lacking quality’
and balanced or excess quality of care, both per item and within its four do-
mains: medical-technical competence, identity-oriented approach, socio-cul-
tural atmosphere, and physical-technical conditions (108). QPP has been used
across a broad spectrum of healthcare contexts in several countries.

Theoretical and Philosophical Framework

This nursing doctorial project closely aligns with medical care, with an em-
phasis on the four humanistic and holistic consensus concepts of nursing
(109): the person, the environment, health and nursing. In line with the ethical
code of nursing (110), there was an ambition to increase the understanding of
the situation of persons with LC illness, aiming to re-establish health and al-
leviate suffering for persons living with LC illness. Self-care, delivered with
a PCC approach, is a central aspect to mitigate the impact of LC on a person’s
daily life (28). Hence, Orem’s self-care deficit theory of nursing, developed
from the 1980s onwards, maintained the theoretical framework for this thesis
(40, 111). According to Ekman et al. (79), the PCC approach constituted the
philosophical framework.

Orem’s Self-care Deficit Theory of Nursing

In outpatient settings, it is mainly the patient themselves who accomplishes
self-care at home, sometimes together with close relatives. According to Orem
(40), such nursing systems are named supportive-educative nursing systems
or partly compensatory nursing systems, respectively. LC (3, 28, 35, 72), like
other chronic illnesses (62, 67), puts demands on patients to make changes in
their daily life. Orem’s self-care deficit theory of nursing (40) is conceptual-
ised in terms of patients’ self-care demands, self-care agency and self-care
deficits. Self-care demands, i.e. the patient’s need of self-care, includes the
disease-related burdens that may be alleviated through self-care. Self-care
agency stands for the patient-related ability and power to seek knowledge or
take action. This extends beyond knowledge and physical abilities, including
also motivation, decision-making and making judgement to take action (40),
i.e. health literacy (66). As a result of a chronic illness, self-care deficits may
temporarily occur, implying that the self-care demands increase, whereas the
self-care agency simultaneously decrease. Within the patient-RN collabora-
tion in LC outpatient care, Orem’s self-care deficit theory of nursing (40) may
provide guidance for RNs in identifying patients’ self-care needs and abilities,
and further applying self-care interventions that help patients in finding a new
balance in their daily lives, thus facilitating the chronic illness process (62).
For example, in a supportive-educative outpatient nursing system, RNs may
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facilitate patients’ learning about how to prevent or control signs and symp-
toms of a chronic illness (40).

Person-centred Care

The philosophical foundation of this thesis lies in a holistic approach (75) and
the caring relationship between RNs and patients (76), which can be estab-
lished through three PCC routines, as described by Ekman et al. (79). The first
PCC routine, initiating a partnership, starts with listening carefully to the pa-
tient’s narrative. By actively listening, RNs show respect for the person’s pref-
erences regarding their situation, e.g. emotions, symptoms and how the illness
influences their daily life. Signs, collected through laboratory findings and ex-
aminations, are secondary data compared to the patient’s experienced symp-
toms. The second PCC routine, working within the partnership, means sharing
understandings and learning from one another in an equal collaboration. Dur-
ing dialogue, clinical signs may contribute to discussions regarding specific
goals for the patient’s care. Recommendations, made through shared decision-
making, need to be adaptable to the patient’s preferences, daily life, values
and actual health problems. The third routine, safeguarding the partnership
and documenting the narrative, is facilitated by RN continuity in care. Patient
perspectives and shared decisions are documented to facilitate the dialogue in
subsequent meetings (79).

To engage in a person-centred conversation, RNs use active listening, open-
ended questions, show sensitivity to patient preferences, compassion, engage-
ment, and recognise the patient as an expert (78). These elements are con-
sistent with the communication techniques used in Motivational Interviewing
(73). Hence, motivational interviewing may be considered as a mediator to
achieve PCC (79), which may also increase patients’ commitment to perform
self-care (73). The relational aspects of motivational interviewing facilitate
the establishment of a collaborative and empowering climate that involves
compassion, empathy, partnership and supports autonomy. The technical as-
pects of motivational interviewing involve active listening, open-ended ques-
tions and providing information in dialogue (73).

Ontology and Epistemology

Science relies on ontological (the nature of being) and epistemological (the
nature of knowledge) assumptions that explain the underpinning models and
methodologies. The ontology of constructivism (112), which this thesis is
based on, accentuates the variability in human openness, natural activity and
inventiveness. Human qualities and experiences may be explored as phenom-
ena. The constructivist philosophy further entails a holistic perspective of
health, which can be explored as variances at the individual level (113), and
be explained by use of qualitative methods (112). From a constructivist view,
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the epistemology can be described as a complex process where the integration
of changes for improved well-being can be facilitated by nursing (112). In this
thesis, patients’ knowledge is hence regarded to be formed through social in-
teraction and reflective processes with RNs, which is consistent with the epis-
temology of PCC frameworks (79, 80).

Rationale

LC disease is a growing problem for future human health, significantly im-
pacting both the person’s physical and mental health, especially in the decom-
pensated LC stage. Despite the described symptoms, however, a holistic per-
spective on the person’s daily life — including the transition from compensated
to decompensated LC stage — is still missing. Within LC outpatient care, pa-
tients describe receiving insufficient support from healthcare providers, which
may impair patients’: satisfaction with healthcare, psychological well-being,
and commitment to manage the disease. Therefore, a deeper understanding of
patients’ experiences of both the LC illness and the outpatient care they re-
ceive is needed to specify areas for improvement.

Inpatient care following LC disease deterioration may be prevented. In order
to reach such an important goal, improvements are needed in LC outpatient
care. In the physician-based medical LC outpatient care, patients report a lack
of information regarding the LC disease and applicable self-care strategies.
Introducing structured RN-based LC outpatient care is suggested to facilitate
patients’ learning of self-care. However, structured RN-based LC outpatient
care programmes are not yet established, as opposed to outpatient care for
other chronic illnesses. Additionally, there is no consensus on a RN model
within LC outpatient care. Therefore, there is a need to develop a RN-based
LC outpatient model, and evaluate it for robust nursing care evidence, and
enable its future establishment. Out of several patient-relevant outcome
measures of a person-centred RN-based intervention, the quality of care is
one. In LC healthcare, quality of care has only been examined through process
measures. Patients have so far not been asked for their view on structured RN
involvement in LC outpatient care. Hence, it is justified to seek patients’ opin-
ions on the quality of LC outpatient care, resulting from a RN-based interven-
tion.
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Overall and Specific Aims

Overall aim

The overall aim of this thesis was to study patients’ experiences with illness
in their day-to-day lives and their perceived quality of care both before and
after implementing an adjunctive RN-based outpatient intervention in LC.

Specific aims

Paper 1

To describe the study design, intervention and outcome measures of a prag-
matic multicentre randomised controlled study involving patients with LC re-
ceiving either adjunctive RN-based care or standard care in outpatient gastro-
enterology settings.

Paper 11

To explore how persons living with LC experience day-to-day life.

Paper 111

To capture patients’ descriptions of healthcare experiences in relation to LC
illness in a Swedish context.

Paper IV

To compare patient-perceived quality of LC care after receiving either adjunc-
tive RN-based intervention, the Quality Liver Nursing Care Model (QLiN-
CaM), or standard medical outpatient care.
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Methods

Design

Papers II and 111 used a qualitative approach. Paper I is a study protocol for an
adjunctive RN-based LC outpatient care intervention. In Paper IV, by use of
a quantitative approach, the adjunctive RN-based LC outpatient care interven-
tion was evaluated regarding the secondary outcome measure QPP (108, 114).
Papers I and IV are registered in www.clinicaltrials.gov (NCT02957253) (Ta-
ble 2).

Table 2. Overview and description of papers [ to IV.

Paper I 11 I11 1\Y
Design Descriptive Explorative Interpretative,  Pragmatic, multicen-
descriptive tre, randomised paral-
lel group study
Data - Semi-structured Semi-structured Questionnaires
collection interviews interviews and
open-ended
questionnaire
responses
Participants - 20 adult persons 18 of the inter- 167 adult patients
with LC diagno- viewed persons with LC diagnosis
sis in paper I, and planned for follow-up
86 respondents at the gastroenterol-
of open-ended ogy outpatient clinic
questions in the
baseline  ques-
tionnaire, paper
IV
Outcome - - - Secondary  outcome
measure QPPa, dichotomised as
perceived ‘lacking
quality’ or ‘good qual-
ity’
Data - Qualitative con- Thematic analy- Firth’s logistic regres-
analysis tent analysis sis sion per QPP item

aQuality of care from the patients’ perspective
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Settings

This thesis encompassed six of the prevailing 50 gastroenterology outpatient
clinics in Sweden, where patients with LC received standard physician-based
medical care for LC. Two of the study sites were based in county hospitals
and four were located at university hospitals in mid and southern Sweden.
Qualitative data (Papers II and III) were collected at one county hospital and
one university hospital in mid Sweden. The LC outpatient care that the partic-
ipants referred to in Paper III was the continuum of LC care (Figure 1), which
was medically oriented and delivered by physicians, without any structured
involvement from RNs. Questionnaire data (Papers Il and IV) were collected
at all six study sites.

Before this research project started, in 2016, all six study sites had planned to
implement a structured RN-based outpatient care system for the LC popula-
tion. The lack of evidence regarding the role of RNs in LC outpatient care
motivated the physicians, RNs and first-line managers at the six gastroenter-
ology outpatient clinics to endorse the introduction of a common RN-based
outpatient model for evaluation. Per study site, there were one or two already
employed RNs with more than five years of clinical experience in LC outpa-
tient and/or inpatient care. They shared the goal of striving to establish struc-
tured RN-based visits for LC patients at their clinics, although this initiative
had not yet started on a large scale. These RNs was considered experienced in
hepatology nursing and were trained in an adjunctive RN-based LC outpatient
care intervention, the QLiNCaM. The RNs responsible for patient consulta-
tions in the intervention will hereinafter be referred to as intervention nurses
(INs). The training and role these INs had in executing the adjunctive RN-
based intervention will be further described below under the heading ‘Inter-
vention’.

Participants

All participants (Papers II to IV) were adults receiving planned standard phy-
sician-based medical LC outpatient care at one of the six study sites included.
The LC diagnosis was confirmed by at least one investigation, such as clinical
signs, laboratory findings, histology, magnetic resonance imaging, computer
tomography, ultrasound and/or transient elastography. Before participating in
the study, some patients had experienced overt HE (6). Patients who presented
persistent symptoms of overt HE at the time of enrolment were excluded. Par-
ticipation was preceded by information letters sent by mail, oral information
via telephone, and informed consent. None of the interviewed patients (Papers
II and IIT) had been recruited in advance for the pragmatic randomised con-
trolled study (Paper IV). The inclusion and exclusion criteria for study partic-
ipation (Papers II to IV) are further described in Table 3.

32



Table 3. Inclusion and exclusion criteria for participants in papers II, III and IV

Data Inclusion criteria Exclusion criteria
Interview Liver cirrhosis diagnosis Insufficient knowledge of the Swedish
data: papers within 6 months up to ten language
land III years Persistent overt hepatic encephalopa-
Having present follow-up at  thy
one of the two study sitesin = go,0re comorbidity:
mid Sweden *  Advanced lung disease
Age 18-80 years = Severe chronic heart disease
Question- Liver cirrhosis diagnosis * Dementia
naire data: within the past 24 months *  Advanced cancer
papers III Planned follow-up at one of = Stroke with sequelae
and IV =  Severe psychiatric disease

the six study sites
Age 18-85 years

=  Renal failure in dialysis

Participants in Interviews (Papers II and III)

When recruiting participants for interviews (Papers 1I and III), a variety of
patient experiences with LC illness was sought. A purposive and maximum
variation sampling technique (115) was used to select eligible participants
(Table 3 and 4). After the recruitment of five participants, their background
variables were strategically considered to choose the next five. In total, 47
patients received information letters, out of which 20 accepted participation —
10 men and 10 women in the ages of 25 to 71 years. Eighteen out of the 20
interviewed patients in Paper II spontaneously shared their experiences of re-
ceived healthcare, thus forming part of the sample in Paper III (Figure 3).
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Figure 3. Illustration of the study cohort and participants’ contribution to Papers II,
I and IV.
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Table 4. Characteristics of participants for qualitative data collection (Paper II and
IIT) and quantitative data collection (Papers III and IV)

Characteristics Paper I1 Paper II1 Paper IV
(N=20)  Ypper Question- Intervention Control
viewed naire group group
(N=18) respondents (N=84) (N=83)
(N=86) n (%) n (%)
Gender (Females) 10 9 52 37 (44) 35 (42)
Age
18-39 2 2 1 2(2) 3(4)
40-65 11 10 45 40 (48) 38 (46)
65-85 7 6 40 42 (50) 42 (50)
Marital status
Single 4 3 35 32(38) 27 (33)
Cohabiting 16 15 51 52 (62) 56 (67)
Level of education
None 1 1 0 0 0
Elementary school 3 3 18 23 (27) 19 (23)
Upper secondary school 10 9 40 41 (49) 41 (49)
University 6 5 28 20 (24) 23 (28)
Occupation
Student/working 7 7 22 25(30) 23 (27)
Unemployed 2 2 10 15(18) 11 (13)
Sick leave 3 2 10 1(1) 4(5)
Retired 5 5 40 39 (46) 43 (52)
Disability pension 3 2 4 4(5) 2(3)

Liver cirrhosis diagnosis

Alcohol-related liver disease 4 3 44 48 (57) 38 (46)
Hepatitis B/C 2 2 4 4 (5) 3(3)
Autoimmune liver disease2 8 2 5 8(9) 10 (12)
Metabolic dysfunction associ- 5 5 15 14 (17) 8(9)
ated steatotic liver disease
Cryptogenic 1 1 12 9(11) 20 (25)
Other? 0 5 6 1(1) 4(5)
Time since liver cirrhosis diag-
nosis
<1 year 3 2 69 63 (75) 77 (93)
1-5 years 9 8 17 19 (23) 6(7)
>5 years 8 8 0 2(2) 0
Child Pugh score ¢
A 13 12 54 52 (62) 47 (57)
B 4 4 26 26 (31) 31(37)
C 3 2 6 6(7) 5(6)
Health literacy ¢
Adequate literacy 32 (39) 37 (45)
Possible limited literacy 50 (61) 46 (55)
Hepatic encephalopathye"
None 12 11 56 70 (83) 76 (92)
Covert, grade 0 to 1 8 7 27 14 (17) 7(8)

a Including autoimmune hepatitis, primary biliary cholangitis and primary sclerosing cholangitis

b Other reasons for LC diagnosis were a-1 antitrypsinemia, cardiaque and toxicity

¢ Algorithm based on albumin, bilirubin, international normalised ratio, ascites and hepatic enceph-
alopathy (30, 32)

dCharacterised as adequate literacy = >4 points or possible limited literacy = < 4 points (116)

e Assessed according to the West Haven criteria: zero to one representing covert hepatic encepha-
lopathy (117)

“missing data n=2

“missing data n=3
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Participants for Questionnaire Data and Quantitative Outcome
Measures (Papers III and IV)

At each study site, one physician and one to four RNs were responsible for
identifying eligible patients during visits to the outpatient clinic or inpatient
care. Participants were recruited consecutively from 2016 to 2020. Out of the
471 patients who were assessed for eligibility, 167 patients fulfilled the pre-
determined inclusion criteria (Table 3) and accepted participation. Among
these 167 participating patients, 86 had responded to at least one of the two
open-ended questions in the baseline questionnaire, which qualified them for
inclusion in paper III. Six of these respondents had previously been interviewed,
sharing experiences for both interviews and questionnaires (Figure 3). The in-
dividual duration of study participation (Paper IV) was 24 months (+2 months).
Characteristics of the contributing participants are presented in Table 4.

Randomisation of Participants (Paper IV)

At each study site, RNs were responsible for the randomisation of participants
in a 1:1 allocation ratio. The randomisation sequence was computerised (Ran-
domize.Net, Interrand, Ottawa, Canada), using random block sizes of four, six
and eight. Stratification was conducted based on study site and disease sever-
ity, namely compensated or decompensated LC stage. Participants’ allocation
to the study group was open-label.

Study Arms (Paper IV)

Control Group

The control group received standard physician-based medical care for LC as
outpatients. During these visits, patients had the opportunity to ask questions
about the disease and its treatment. The frequency of visits was not restricted
by the study and could therefore vary, from once or twice yearly in the com-
pensated LC stage to more frequent visits in the decompensated stage. Outpa-
tient visits could alternate with physician-based telephone contacts. Patients
could also request consultations by phone with a RN not trained in the QLiN-
CaM intervention. Additionally, patients had scheduled examinations for
screening of hepatocellular carcinoma, variceal control or underwent paracen-
tesis for ascites as needed. There were no limitations on inpatient care.
Throughout the 24-month study period, patients in the control group had lim-
ited or no contact with INs who were trained in the QLiNCaM intervention.

Intervention Group

Over 24 months, participants in the intervention group received individual and
structured outpatient visits with INs, in addition to standard physician-based
medical care for LC. The frequency of these visits to the INs was adjusted to
the specific stage of the participant’s LC disease. Accordingly, patients in a
compensated LC stage visited INs one to two times yearly, whereas patients
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in a decompensated LC stage visited INs from four times a year up to twice a
month. These variances depended on patients’ wishes and recommendations
from the INs.

Power Calculation and Sample Size (Paper I)

For the primary analysis, the sample size was estimated based on a mean dif-
ference of the physical and mental component summaries in the RAND-36,
an instrument used for measuring generic health-related quality of life (90,
118). From previous studies, we defined a clinically meaningful difference of
2.5 points (118, 119) and expected a standard deviation of 9 points (120, 121).
To achieve 80% power and a two-tailed Bonferroni-adjusted significance level
of 0.025, we calculated that 248 patients were needed per study arm, which
amounted to approximately 500 patients in total. The power calculation did not
include secondary outcomes, e.g. QPP, which was evaluated in paper V.

Intervention

Development of the Intervention

The development of the adjunctive RN-based LC outpatient care intervention,
QLiNCaM, started in 2014. Publications on LC self-care and RN-based out-
patient care interventions were reviewed. There were no aggregated recom-
mendations available for LC self-care at that time. Therefore, the QLiNCaM
intervention was created by the research group, based on evidence from med-
ical LC care at that time (6, 35, 117, 122-127). Furthermore, the intervention
was inspired by self-care support approaches in other chronic illness (40, 79,
128). Special attention was given to healthcare initiatives focusing on chronic
heart failure, which had developed and evaluated RN-based self-care models
(129, 130).

The final topics for the adjunctive RN-based LC outpatient care intervention
were not ranked in a specific order but focused on the following six aspects.
First, emphasising secondary prevention to inhibit or delay the deterioration
of LC disease by engaging patients in relevant and adjustable behaviours (35).
These included alcohol abstinence (35, 127), smoking cessation (35, 122),
healthy diet (126) and physical activity (131). Second, assessing the risk of
malnutrition using the Royal Free Hospital — Nutritional Prioritising Tool
(132). Furthermore, preventing malnutrition by providing recommendations
for appropriate protein intake and frequent small meals to avoid fasting peri-
ods (123, 124). Third, addressing and providing support for the psychosocial
aspects of LC illness (125, 128). Fourth, conducting an examination for asci-
tes and peripheral oedema and, when needed, providing recommendations on
a low-sodium diet and weight control (98). Fifth, assessing signs of covert HE
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using psychometric tests, namely continuous reaction time (133) and the psy-
chometric hepatic encephalopathy score (134). The West Haven criteria (117)
were used for the assessment of the severity of overt HE. Self-care recommen-
dations were provided to prevent recurrent episodes of overt HE, involving
self-assessment for cognitive function and adjustments in medical treatment
(6, 117). Sixth, early identification of LC disease progression by using labor-
atory results and examinations to calculate the Child Pugh score (32) and
MELD score (30, 31).

To establish a self-care supporting approach, the fundaments of the QLiNCaM
intervention were Orem’s self-care deficit theory of nursing (40) and PCC,
according to Ekman (79). The mediator for achieving a person-centred com-
munication was motivational interviewing (73). When necessary, other mem-
bers of the outpatient care team, such as a dietitian or physician, could be in-
volved in the patient’s care (Figure 4).

Self-care
agency

Self-care

Self-care deficit
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Secondary
prevention

Patient
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Fluid
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Documentation

Hepatic
encepha-
lopathy

Psycho-
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Laboratary
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Figure 4. Illustration of the central parts of the Quality Liver Nursing Care Model
intervention, with the patient-intervention nurse interaction visualised in the centre.
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Feasibility Study and Intervention Protocol Refinement

The study protocol (Paper 1) was preceded by a feasibility study of the QLiN-
CaM intervention, which included 17 participants from 2014 to 2015. The aim
was to estimate the financial resources for the involvement of INs. Addition-
ally, five participants provided opinions on the QPP questionnaire used in pa-
per IV. Using a scale from zero (strongly disagree) to 100 (strongly agree),
participants rated three statements about the questionnaire items. The mean
responses per item were as follows: ‘the questions in the questionnaire caused
me concern/unease’ (mean = 29.2); ‘the questions in the questionnaire felt es-
sential/important to me’ (mean = 82.6); ‘I consider that my situation and my
illness were noticed in the questions in the questionnaire’ (mean = 88.4) (135).
During this process, the available population for the study was further out-
lined.

Before implementing the QLiNCaM intervention, INs at the study sites as-
sessed the content of the intervention protocol. Using a scale from 1 (not rel-
evant/comprehensive) to 4 (highly relevant/comprehensive), each topic and its
content were evaluated by the INs regarding their relevance and comprehen-
sibility regarding LC outpatient nursing. Ratings of 1 or 2 led to discussions
and clarification, leading to improvements in the intervention protocol.

Intervention Nurses’ Training and Execution of the Intervention

Before the study started, the INs received one day of training in the QLiNCaM
intervention, including PCC (79) and Orem’s S-CDNT (40), liver pathophys-
iology and assessment of clinical LC signs. They also underwent a three-day
training programme in motivational interviewing (73). Three times per year,
the INs received tuition in the QLiNCaM intervention led by MH. These oc-
casions aimed to increase intervention concordance throughout the course of
the study. Furthermore, four tutorial group sessions were arranged, between
2017 and 2019, to gather all involved INs to discuss the performance of the
intervention.

The clinical implementation of the QLiNCaM intervention followed the three
routines of PCC, according to Ekman (79). In the first routine, INs listened to
the patient’s narrative regarding their perception of LC illness, symptoms and
the impacts on daily life. The relational aspects of motivational interviewing
(105) provided strategies for INs’ communication, to achieve commitment
and establish partnerships. In the second PCC routine (79), IN’s worked in the
partnership, which meant alternating between listening and sharing infor-
mation on relevant topics according to the patients’ narrated experiences. INs
also allowed space for the patient’s needs, guiding the content of each visit.
Thereafter, evaluation of clinical signs for changes in the LC disease stage
was added to the dialogue. Both the patient’s and the INs’ perspectives on the
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actual situation helped to identify any self-care demands (40). Furthermore,
INs gained an understanding of the patient’s self-care agency. In line with
PCC (79) and motivational interviewing techniques (73), INs strived for a mu-
tual understanding, shared decision-making and motivation to carry out appli-
cable and targeted self-care adjustments, in favour of the patient’s health. The
third PCC routine (79), documentation of the care plan, followed the standard
routines at each study site (Figure 4). The pragmatic design (136, 137) allowed
individualised visit intervals, which were based on recommendations derived
from the patient’s needs and actual disease severity.

Data Collection

The data collection in this thesis was carried out from 2016 to 2022. An over-
view of the timeline for the total data collection is presented in Table 5.

Table 5. Timeline for data collection in Papers II, III and IV, defined per study site
for Paper IV

Data collection 2016 2017 2018 2019 2020 2021 2022

Paper II I

Paper III _
Paper IV |

Falun

Uppsala
Orebro
Malmoe
Gothenburg
Stockholm
- Qualitative data
- Quantitative questionnaire data

Participation time per study centre

Qualitative Interview Data

Papers 11 and III were based on semi-structured interview data. One pilot in-
terview was conducted to evaluate the interview guide beforehand. After the
pilot interview, more probing questions were added to the interview guide to
enhance the depth of the participants’ narratives. The pilot interview, how-
ever, was not included in the analysis.

The interview data comprised twenty semi-structured face-to-face interviews.

The primary focus of these interviews was on a person’s day-to-day experi-
ences with a LC illness (Paper II). The interview guide was constructed by the
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research group, including five open-ended questions: How is it for you to live
with a LC disease? How did you first notice your LC illness? Tell me about
days when you feel good. Tell me about days when you feel worse. What would
you need to make everyday life easier? Each question was followed by probing
questions for deeper exploration of the participant’s narrative. During these
interviews, 18 out of the 20 interviewed persons spontaneously expressed their
experiences with received LC healthcare, which constituted part of the data in
Paper III. These narrated experiences primarily referred to standard physician-
based medical LC outpatient care before the structured involvement of RNs.
In addition to interview data from these 18 participants, open-ended responses
from the baseline questionnaire (Paper ['V), pertaining to the study’s aim, were
added to the interview data. These two open-ended items were worded as fol-
lows: ‘I was particularly pleased with this’ and ‘suggestions for improve-
ments’. The questionnaire will be further described below under the heading
‘Quantitative Outcome Measures’.

All interviews were conducted by MH, who had no prior relationship with the
participants. The interviews took place in a conference room at the hospital
where the participant received care. The participants were offered a soft drink
and a snack during the interview. The number of interviews was not pre-deter-
mined. Instead, interviews were performed repeatedly until redundancy was
reached (138). Then, no additional participants were recruited. The audio rec-
orded interviews ranged from 24 to 108 minutes (mean 65 minutes), and com-
prised a total of 22 hours of interviews, which were all transcribed verbatim.

Quantitative Outcome Measures

Paper I describes the data collection for a comprehensive pragmatic random-
ised controlled study containing a number of outcome measures in order to
evaluate the adjunctive RN-based LC outpatient care intervention. Data were
collected at three specific time points: at baseline, after 12 months and after
24 months (+/- 2 months). Paper IV focused on questionnaire data obtained
from the electronic patient questionnaire QPP (114, 139), which was a sec-
ondary outcome measure for the adjunctive RN-based LC outpatient care in-
tervention. RNs without training in the QLiNCaM intervention were respon-
sible for data collection in the control group. INs were responsible for data
collection in the intervention group. Patients presenting overt HE at the time
of data collection were unable to participate in answering the questionnaire.

Primary outcome measure

The two summary scores from the RAND-36, i.e. mental component summary
and physical component summary (90, 118), were the primary outcome
measures in the pragmatic randomised controlled study. The RAND-36 is a
generic instrument, including 36 items distributed across 8 sub-scales, for
scoring of patient’s health-related quality of life. Furthermore, the use of
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RAND-36 enables a health economic analysis of the adjunctive RN-based LC
outpatient care intervention.

Secondary outcome measures

Quality of Care

Quality of care was defined according to Wilde et al. (108), involving two
sides: ‘the resource structure of the care organisation’, i.e. perceived reality,
and ‘the patient’s preferences’, i.e. subjective importance. These two aspects
were reflected in the QPP questionnaire as follows: First, the perceived reality
of care was rated, formulated as ‘This was what I experienced...’; then, the
subjective importance was rated, formulated as ‘This is how important it was
to me...”. Responses were on a four-point Likert scale ranging from 1 (do not
agree/of little or of no importance) to 4 (fully agree/of very high importance)
(107, 108). Every item had a fifth response alternative, ‘not applicable’, which
could be used if the participant lacked experience in certain aspects. Accord-
ing to the QPP manual (140), perceived reality and subjective importance
were transformed into a seven-point scale. For each item, the two lowest
scores, i.e. substandard quality or poor quality, were equated with ‘lacking
quality’, which was the outcome measure in Paper V.

The original short form QPP questionnaire (114) designed for outpatient set-
tings contained 45 items with electronic response options (139). Twenty-one
of these 45 items were contextual and had no domain affiliation. Two items
had open-ended response options. Twenty-two items belonged to the prede-
fined QPP domains, assessing the two perspectives - perceived reality and
subjective importance, as follows: medical-technical competence (3 items),
identity-oriented approach (13 items), socio-cultural atmosphere (5 items),
and physical-technical conditions (1 item) (Table 6). The QPP questionnaire
has undergone repeated validity tests (108, 141) and reliability tests, Cronbach
alpha ranging from 0.89 to 0.91 for the domain identity oriented approach
(108, 114).

The Modified QPP Questionnaire used in Paper IV

The QPP questionnaire that was used in Paper IV was a modified version of
the short form electronic QPP questionnaire (114, 139), which contained 39
items. Fifteen items were contextual without QPP domain affiliation; two
items were open-ended; seventeen items (item 5 to 21) were original QPP
items, measuring both perspectives - perceived reality and subjective im-
portance; and five new items were added (item 22 to 26) (Table 6). The newly
added items were created by the research group to cover areas of LC outpatient
care that were relevant to the study’s aim. These items followed the same
structure as QPP in wording and response options, i.e. perceived reality and
subjective importance. The instrument developer and license holder, Im-
provelT, approved all changes to the modified QPP questionnaire before use
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in the study. These items corresponded to three of the four pre-defined QPP
domains (114) as follows: medical-technical competence (3 items), identity-
oriented approach (10 items), and socio-cultural atmosphere (4 items). The
item associated with the physical-technical conditions domain was deemed to
have low relevance in outpatient LC care, and was therefore removed. Items
five to 26 constituted the dataset in Paper IV.

Table 6. Modifications of the original short form of the QPP questionnaire

The original short form The modified QPP

QPP questionnaire questionnaire
(N=45) (N=39)
QPP items, including the conditions of 22 172
‘perceived reality’ and ‘subjective im-
portance’
Medical-technical competence 3 3
Identity-oriented approach 13 10
Socio-cultural atmosphere 5 4
Physical-technical conditions 1 0
Items added by the research group 52
Contextual items 21 15
Open ended items 2 2b

QPP = Quality of care from the patients’ perspective
a[tems that constituted the dataset in Paper IV
b Jtems in the baseline questionnaire that was part of the qualitative data in Paper III

Disease Progress

The numbers of decompensation episodes, i.e. ascites, oesophageal variceal
bleeding and/or overt HE, were retrieved from the participants’ medical rec-
ords. Presence of covert HE was identified by use of two psychometric tests:
the psychometric hepatic encephalopathy score (134) and continuous reaction
time (133). Two deviating results in combination defined the presence of cov-
ert HE (6). HE was categorised according to the West Haven criteria: a score
of zero to one represented covert HE, while a score of two to four represented
overt HE (117).

The Child Pugh score (32) included laboratory results, such as serum albumin,
serum bilirubin, international normalised ratio, and the presentation of ascites
and overt HE. The total range of the Child Pugh score is from 5 to 15. A higher
level means more advanced LC disease. These scores were categorised into
three groups: A, B or C (A=score 5-6, B=score 7-9, and C= 10-15) (30).

The MELD score (30, 31) included laboratory results, such as serum creati-
nine, serum bilirubin, and international normalised ratio. The score is contin-
uous from six to 40. A higher score implies more advanced LC disease and
increased risk of mortality (142).
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The Royal Free Hospital — Nutritional Prioritising Tool (132) was used to as-
sess the risk of malnutrition, which corresponds to LC disease deterioration.
The risk of malnutrition score classifies participants into three groups: low
risk (0 points), moderate risk (1 point), and high risk (2 to 7 points).

Health Literacy

The instrument Newest Vital Sign (116) contains six questions about infor-
mation on a nutritional label, which was used to assess health literacy. Each
correct answer scored one point. A total score above 4 indicates adequate lit-
eracy, whereas a score below 4 indicates possible limited health literacy.

Visits to Outpatient Clinics and Inpatient Care

Data regarding the number of visits to physicians at outpatient care; number
of visits to RNs or INs at outpatient care; hospital admissions; and days spent
at inpatient care were retrieved from the participants’ medical records.

Analyses
Paper 11

An inductive qualitative content analysis was conducted according to Grane-
heim and Lundman (143, 144) and Krippendorff (145). The analysis started
with repeated readings of the transcribed audio recordings to grasp the com-
prehensiveness of the participants’ narratives (144, 145). Phrases that an-
swered the study’s purpose were selected as meaning units, which was subse-
quently condensed (144) and coded (144, 145). These codes were carefully
chosen to reflect the manifest content of the text. Thereafter, these codes were
grouped into broad, more inclusive categories. Through further abstraction,
the underlying meaning within these identified categories led to four sub-
themes, explaining the latent content of “what is going on” (144, 145). In the
final phase of analysis, a central theme emerged, enlightening the underlying
meaning in the narratives regarding living with LC (143). NVivo software
[N'Vivo qualitative data analysis software; QSR International Pty Ltd. Version
12, 2018] facilitated the first assortment of data. Thereafter, manual and soft-
ware analysis were performed alternately. The analysis was conducted in close
collaboration with all authors, of which one had expert knowledge in qualita-
tive methodology. Two had no prior familiarity with LC illness. The research-
ers’ different backgrounds contributed to reducing the impact of preconcep-
tions in the analysis.

Paper 111

An inductive qualitative thematic analysis, using a semantic approach, was
performed according to Braun and Clarke (146). This approach meant themes
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were developed from the data, i.e. transcribed text from interviews and the
open-ended questionnaire responses. Furthermore, no predefined theoretical
framework or established structure from the research group was utilised. The
semantic approach guided the level of interpretation within the analysis. It
started by describing the patterns of data and continuing with interpretations
of the broader meaning and consequences of the identified patterns. The anal-
ysis followed the six methodical steps, as described by Braun and Clarke
(146): I) Familiarisation involved reading the text data thoroughly while tak-
ing notes; II) codes were generously applied to describe the patterns of the
text; III) these codes were then organised into preliminary themes; IV) an it-
erative review of the themes was conducted by going back to the codes and
the text data, producing a thematic map; V) interpretation, description and
naming of themes. The fifth step was guided by asking questions about the
identified patterns, for example: What is the meaning of this theme? What cir-
cumstances have given rise to it? Why do persons convey this information in
a certain way? Throughout this reflexive process of interpretation, the re-
searchers’ preunderstanding was part of the analysis (147). The last sixth step
meant producing the report based on the vital messages, illustrated with quo-
tations. Steps one to three were first conducted for the interview data. Before
progressing to the fourth step, steps one to three were also performed for the
open-ended questionnaire responses. MH performed the initial analysis in
close collaboration with EK. NVivo software [NVivo qualitative data analysis
software; QSR International Pty Ltd. Version 12, 2018] was used in the data
analysis. The analysis was repeatedly discussed with all authors for mutual
agreement.

Paper IV

A statistical analysis was conducted on the secondary outcome measure QPP
for items 5 to 26 in the modified questionnaire. These analyses were prede-
fined in Paper I and noted in the statistical analysis plan (ClinicalTrials.gov
NCT02957253). The analysis was performed on complete cases, in line with
the intention-to-treat principle (115), which meant participants retained their
allocation in the analysis regardless of the intervention they received, i.e. con-
trol group or intervention group. The patients’ self-reported quality of care
was dichotomised into two groups: ‘lacking quality’ or ‘good quality’. ‘Lack-
ing quality’ was ascertained by a rating of one (substandard quality) or two
(poor quality) on the seven-point scale. ‘Good quality’ was defined by ratings
from three (balance lower quality) to seven (excellent quality) (140). Firth’s
penalised logistic regression (148, 149) [logistf v1.24.1 in R v4.2.3] was used
to compare ‘lacking quality of care’ for each QPP item between the control
group and intervention group at both 12 months and 24 months. The model
was adjusted for disease severity at baseline, i.e. compensated LC stage or
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decompensated LC stage. Estimates were presented as odds-ratios with corre-
sponding 95% confidence intervals. Hypothesis testing was based on profile
penalised likelihood (148).

Ethical Considerations

This doctorial research project conformed to both the declaration of Helsinki
(150) and the Swedish Act Concerning Ethical Review of Research Involving
Humans (151). The Regional Ethics Review Board in Uppsala approved the
entire project (Dnr 2016/146).

All participants (Papers II to IV) first received written information and a re-
quest for participation. Then, they were given oral information by telephone.
The voluntary participation and the possibility to withdraw at any time without
giving a reason was underlined. Before participation, written consent was ob-
tained.

In the interview settings (Papers II and III), the interviewer considered the
participant’s vulnerability (152). Initially, this included starting the interview
by giving information about the participant’s right to choose what they wanted
to share about the topic. Additionally, the interviewer paid special attention to
the participant’s mood in order to explore the experiences without exhausting
the participant. When handling qualitative text data, uttered names were re-
placed with initials and locations with the first letter of the location. Eventu-
ally, transcriptions were only available for the research group.

When designing the RN-based intervention (Paper I), the ethical code of nurs-
ing (110) was central in defining the RN role in order to re-establish health
and alleviate suffering in persons affected by LC. Randomisation of partici-
pants (Paper IV), however, made the intervention unavailable to half of the
patients. The need for evidence in LC outpatient nursing care outweighed the
disadvantage that RN-based outpatient care could not be offered to all partic-
ipants. Nevertheless, the control group met RNs to the same extent as the
standard of care. In addition, RN-based LC outpatient care was offered to pa-
tients in the control group after their 24-month participation. In Paper IV, con-
fidentiality was protected by replacing the participant’s identity with a code,
which was used for all study documents except for the participants’ code list
and informed consent. These study documents were stored in locked spaces at
each study site.
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Results

Paper 11

The findings derived from the narratives of 20 participants sharing their day-
to-day experiences with LC disease consisted of 11 categories and 4 sub-
themes: ‘Varying levels of deterioration’, ‘adapting to a new life situation’,
‘feeling emotionally and existentially distressed’ and ‘feeling stigmatised’.
Furthermore, the overarching theme was interpreted and explained as ‘life
turns into an unpredictable roller-coaster’. Each sub-theme, indicated by
names in italics, will be described below (Table 7). Thereafter, the overarch-
ing theme will be presented.

Table 7: Persons’ experiences of day-to-day life living with LC illness, represented
in categories and themes.

Categories Sub-themes Theme of meaning

From unnoticeable to noticeable Varying levels of de-
disease terioration

From gradual to quick progression

Optimise health based on require- Adapting a new life

ments and ability situation
Become dependent on relatives Life turns into an un-
Worry about the future Feeling emotionally predictable roller-
. . - . coaster
Loss of social relations and existentially
Find it difficult to talk about the distressed
disease

Feel apathetic and depressed
Relate to a potentially fatal disease

Feel ashamed Feeling stigmatised
Feel guilt

The LC illness was experienced in a multifaceted manner, with ‘varying levels
of deterioration’. This was exemplified by the illness switching from unno-
ticeable to suddenly noticeable from one moment to another, or gradually
changing over a longer period.
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The first 15 years didn't affect me that much, but then it... has
been more or less something all the time.
(Participant 3)

In April...I met [a doctor] ... he gave me the news that [ was too
healthy [for a transplantation] ... He said maybe we’ll see each
other in 10 years... but it took 4 months.

(Participant 7)

The most prominent symptom was fatigue, which was experienced by all par-
ticipants. This varied from a mild degree to extreme tiredness and exhaustion.

It's different... at the same time as the brain... goes into over-
drive... I become heavy in my whole body... I'm tired. I become
heavy in my whole body.

(Participant 8)

Vague symptoms were reasons for repressing having a LC illness and contin-
uing to live life as usual. The physical changes of the body could appear rap-
idly, which signalled the presence of having a serious illness. Gradually, the
deteriorating physical functions made daily life a struggle to survival.

The participants expressed an interest in optimising their health, in order to
‘adapt to the new life situation’. However, when trying to learn more about
the LC disease, they found the information to be hard to find and difficult to
understand.

I've searched online... I've talked to people... read a bit, but 1
have a very hard time getting... answers to anything
(Participant 1)

The perceived need to implement changes in lifestyle or self-care sometimes
made life tiring.

Something ['ve changed... is... this thing with food... 1
shouldn’t eat salt... it can... be... both boring and difficult
sometimes.

(Participant 11)

Participants who still worked, experienced sensitivity to stress and an in-
creased need for rest and tranquillity during workdays. In addition, some par-
ticipants became dependent on relatives to manage daily activities or maintain
security.
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The experience of LC led to ‘feelings of emotional and existential distresses’,
due to the uncertainty of its progression. Participants’ worried about the next
day or their future life.

Idon't know how I really feel... it's like a constant uncertainty...
although I try to ignore it... it’s not always easy... [it’s] gnaw-
ing there... in the subconscious somehow.

(Participant 15)

The majority expressed feelings of grief, apathy or depression. Their inability
to perform ordinary activities due to exhaustion caused sorrow over the loss
of social relations. Talking about the LC disease and their worries was re-
garded as difficult. Participants tried not to look fragile and instead spared
their relatives from worry.

Sometimes... it comes over me very strongly... I have a room
where 1... go and sit down, then the tears come. I don't want to
show it to anyone... no one sees it... I don't want to burden an-
yone. I don't want to worry my husband.

(Participant 2)

Others strived to emphasise positive aspects of life, or found solace in having
a trusted person with whom to share their emotions. These were two coping
strategies when trying to relate to the fatal LC disease. Low mood could either
appear in periods or be constantly present, which made the participants inac-
tive.

The experience of ‘Feelings of stigmatisation’ was expressed as shame and
guilt. Participants explained that others often associated their LC disease with
alcohol abuse, which made them feeling being labelled and ashamed. Alcohol
addiction was also a reason for feeling guilt, as it was perceived as self-in-
flicted resulting in broken relationships.

There’s a struggle and a self-contempt. I am a woman...I feel
ashamed... of thinking [self-inflicted] — but what about you

yourself?
(Participant 8)

The participants expressed guilt when they could not perform activities as
usual or when the illness caused worry and suffering for their families. Some
participants even questioned themselves, trying to find a reason why they were
affected by LC.
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It's not something I've brought upon myself... I don't smoke, |

don't drink. I... don't do anything to make it worse or to have

gotten sick... I've lived in quite a healthy way in my life.
(Participant 5)

The overarching theme ‘/ife turns into an unpredictable roller-coaster’ symbol-
ised the participants’ day-to-day life with LC illness. Metaphorically, life with
a LC disease could be compared with a shaky roller-coaster ride, with sudden
physical changes and psychological insecurity, as described by the participants.
To reduce the burden of the literally viewed gravity and hold on to the roller-
coaster, participants’ sought knowledge, practised self-care and tried to have
positive thoughts about the present and future. Despite their efforts, the constant
worries, stigmatisation and losses in the social parts of their life made this
changeable roller-coaster ride unstable and challenging (Figure 5).
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Figure 5: Illustration of the overarching theme, ‘Life turns into an unpredictable
roller-coaster’, which reflects the underlying meaning of persons’ experiences in their
day-to-day life with LC illness.

Paper 111

The findings from the 18 interviews and 86 open-ended questionnaire re-
sponses regarding patients’ healthcare experiences in relation to LC illness
revealed two themes: ‘Struggle to be in a dialogue’ and ‘being helped or
harmed’. These themes together comprised six sub-themes (Figure 6). A de-
scription of each theme, indicated by names in italics, will follow.
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Figure 6: Participants’ experiences of healthcare regarding their liver cirrhosis illness,
represented in study themes and sub-themes.

In the first theme, ‘struggle to be in a dialogue’, participants’ expressed diffi-
culties in receiving information according to their expectations when visiting
physicians in outpatient care. The information provided was influenced by the
physician’s commitment, way of communicating and time constraints within
the appointment. Inexplicit information made participants not knowing about
the LC disease and treatment. Instead, they drew their own conclusions, lead-
ing to feeling worried. The extent to which participants felt listened to influ-
enced their feelings of reassurance or neglect. By requesting extended ap-
pointment time or changing physicians, the participants compensated for their
disappointment. Participants expressed a desire to actively be involved in their
care. Sometimes their own characteristics facilitated involvement, such as be-
ing brave to ask questions and describing their concerns. Others found it dif-
ficult to be involved due to being forgetful, being hesitant to be honest or un-
certain about asking questions. Hence, participants had diverse levels of em-
powerment in collaborating during the patient-physician meeting, and there-
fore appreciated being encouraged to take part. Participants’ feelings of
security were increased with the possibility of monitoring one’s laboratory
parameters, having the opportunity to influence the frequency of visits, and
ensuring that agreed plans were followed.

It's a significant deficiency... not working more actively with
the patient... there are those who might want to work actively...
want to do something... It should be interesting for a doctor to
collaborate... more... try to move forward... test if this person
really wants... It's hard to just get test results... They send let-
ters to me: 'your tests were fine'... then I have to go back every
time, I've done that for many years, say 'l want the values, |
want the numbers’.

(Participant 1)

Empathy, a positive spirit, and receiving confirmation of their thoughts and

actions made the participant feel safe, respected and perceived as a person. In
contrast, lack of communication could also make participants feel neglected,
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misunderstood or as if they were falling through the cracks. For example, this
happened when communication went over their head, when they felt repri-
manded or not listened to.

Receiving care could often imply either ‘being helped or harmed’. Despite
awareness of examinations that were part of the care they were in need of,
participants started to worry before the examinations. Furthermore, they en-
dured the procedures - which caused them discomfort. Afterwards, they were
anxious about the results.

Before getting the results... when you're about to do... the liver
biopsy and when the letter arrives home... you have to open it...
1 find it unpleasant, terribly uncomfortable.

(Participant 4)

Visits to the hospital reminded them of having a serious LC disease. When
contacting the outpatient clinic, the expectation was to receive help, but par-
ticipants could sometimes be re-directed to other caregivers. Consequently,
they felt lost in the healthcare system. This was experienced as demanding and
confusing, and participants wished for a consistent caregiver and improved
care coordination. Most participants were satisfied with their outpatient care
meetings. Nevertheless, some had experienced situations where they felt ne-
glected and not taken care of, which could be mentally distressing. These sit-
uations were exemplified as: long time for receiving LC diagnosis; receiving
incompatible medication in relation to the LC disease; or delays in receiving
an appointment or results of examinations. Being taken seriously, receiving
care on time and improved support were suggested as improvements.

If he had admitted me, perhaps he would have seen it much
earlier... I can be a bit annoyed... they could have brought me
in... when [ said... 'I'm not feeling well'... be able to listen... It
took a long time actually... before anyone took action... When
you ask for help then... they should admit me, I don't ask unless
something is wrong... then I get disappointed.

(Participant 2)

Paper IV

Participants Characteristics

Out of the 167 participants enrolled, 83 were allocated to the control group,
receiving standard care, and 84 were assigned to the intervention group, re-
ceiving the QLiNCaM intervention. The majority of participants were born in
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Sweden, 92% versus 93% in the control group and intervention group, respec-
tively. At enrolment, 135 out of the 167 participants reported experiencing at
least one, and up to fifteen, LC disease-related symptoms, which was equally
presented in the control group and intervention group. The most common
symptom was fatigue, reported by 87 participants, followed by swollen lower
extremities in 52 participants. Forty-seven participants reported reduced mus-
cle strength. During the 24-month participation period, the LC disease stage
remained compensated in 15 participants. In forty-three participants, the LC
disease progressed from compensated to decompensated stage. The interven-
tion group received three-fold more visits to the outpatient clinic, encompass-
ing visits to both physicians and RNs, in comparison to the control group
(mean 4.0 vs 1.3). In contrast, the control group needed almost twice as many
days in inpatient care compared to the intervention group (mean 2.5 vs 1.5).
Additional details of the participant’s characteristics are described in Table 4.

Patient-perceived Quality of Care

The results for the secondary outcome measure, patient-perceived quality of
LC care, defined as ‘lacking quality’, comprised 112 questionnaire responses
after 12 months and 94 questionnaire responses after 24 months (Figure 7).
After 12 months, 7 out of the 22 QPP items showed positive changes (p<0.05),
in favour of the QLiNCaM intervention (Figure 8). The QLiNCaM interven-
tion demonstrated effectiveness in the following QPP items: ‘I received useful
information about which nurse was responsible for my care’; item 9 (OR 0.2,
95% CI 0.0-0.7), ‘The doctors and/or RNs seemed to understand how I expe-
rienced my situation’; item 14 (OR 0.1, 95% CI 0.0-1.0), ‘I talked to the doc-
tors and/or RNs in private when [ wanted’; item 17 (OR 0.1, 95% CI 0.0-0.4),
‘I had good opportunity to participate in decisions that applied to my medical
care’; item 18 (OR 0.3, 95% CI 0.1-0.8), ‘My medical care was determined
by my own requests and needs, rather than the staff’s procedures’; item 19
(OR 0.1, 95% CI 0.0-0.9), ‘It was easy to get an appointment with the physi-
cian/RNs’; item 23 (OR 0.1, 95% CI 0.0-0.5), and ‘The verbal information I
received from the physician/RN was supplemented by written information or
pictures’; item 26 (OR 0.3, 95% CI 0.1-0.9). However, after 24 months, the
effectiveness of the intervention could not be demonstrated. The data collec-
tion for Paper IV was restricted during the Covid-19 pandemic from 2020 to
2022. Questionnaires were sent by mail with prepaid envelopes. Further, the
intervention was adapted and performed by telephone, instead of in-person
visits to the outpatient clinic.
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Figure 8. Comparison of patient-perceived ‘lacking quality’ among intervention
study groups per ‘Quality of care from the patients’ perspective’ item, after 12-
months. Odds-ratio of ‘lacking quality’. Squares denote point estimates and error bars
their 95% confidence interval. The scattered vertical line represents an odds-ratio of
1. An odds ratio below one signifies a positive effect, while an odds ratio greater than
one is interpreted as a negative effect of the intervention.
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Summary of the Main Findings

The overall aim of this thesis was to study patients’ experiences with illness
in their day-to-day lives and their perceived quality of care both before and
after implementing an adjunctive RN-based outpatient intervention for LC.

Day-to-day life with a LC illness revealed that symptoms could rapidly occur.
The fear and stigma were difficult to share with others. LC implied an unpre-
dictable situation, which led to concerns and sacrifices in the patient’s daily
life.

Within the physician-based continuum of LC care, patients experienced insuf-
ficient support, resulting in a limited understanding of the LC disease and
management in their daily life. Patients struggled with: establishing trustful
healthcare provider relationships; navigating between different healthcare
providers; and getting answers as promised, which sometimes led to them feel-
ing neglected. Patients wished for closer collaboration with healthcare provid-
ers.

The adjunctive RN-based LC outpatient care intervention showed improve-
ments in patient-perceived quality of care during the first year. These enhance-
ments were observed in 7 out of 22 QPP items about: patients’ participation
in decision-making regarding their care; access to the LC outpatient clinic;
availability of written information; feeling understood; and having influence
over their received care.

56



Discussion

Daily Life with a Liver Cirrhosis Illness

Paper Il revealed nuanced descriptions of the influence of fatigue on the per-
son’s daily life. Fatigue was identified as a reason for interrupted social activ-
ities in the patient’s daily life, which adds another perspective to the previ-
ously known presence of fatigue following LC disease (23, 153). The expres-
sion of fatigue, characterised as an overwhelming exhaustion, is similar to
previous descriptions of fatigue following other medical conditions, e.g. mul-
tiple sclerosis and Parkinson’s disease (49). The lack of energy could also be
a hindrance in seeking and coordinating their own healthcare (Paper III). In
line with previous reports, fatigue intensified as the LC disease progressed
(23, 153), complicating the situation for the patients as they simultaneously
were in need of more healthcare. Hence, finding relief for this enervating dis-
ability is crucial. Closer collaboration between patients and healthcare provid-
ers could manage this, as described, for example, in management of fatigue
following renal disease and multiple sclerosis (154). For these patients, infor-
mation, implementation of modifications into daily life, and continuous eval-
uation of the development of fatigue were beneficial.

Paper Il reflected the overall burden of physical symptoms, fatigue and emo-
tional distress, which successively limited the person’s social interactions.
These limitations have previously been explained as reasons for a loss of
meaning in life (50). Hence, the uncertain trajectory of the LC disease seemed
to threaten the person’s social belonging, which has been described as an in-
fluencing factor in managing daily life in, for example, Parkinson's disease
(67).

The Liver Cirrhosis Illness Process

The participants did not explicitly express specific terms of suffering or the
illness process following the LC disease. Instead, Morse’s theory of suffering
(63) and Ambrosio’s concept of the chronic illness process (62) elucidate dif-
ferent parts of the course of a chronic illness and are used to reflect the study’s
results (Figure 2). Suffering may describe the process within a person (63),
whereas the chronic illness process (62) describes the process of learning to
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approach and master one’s illness, which may be facilitated by healthcare pro-
viders.

The enduring phase and emotional suffering phase (63) were primarily repre-
sented in two of the sub-themes identified in Paper II, ‘adapt to the new life
situation’ and ‘feelings of emotional and existential distress’. The enduring
phase involved strategies that enabled functioning in daily life, such as not
appearing fragile to others, making compromises or engaging in activities de-
spite a lack of energy. Enduring was also mentioned as a strategy to manage
healthcare examinations, as described in the theme ‘being helped or harmed’
(Paper III). Hence, persons often withheld feelings from others, both when
receiving healthcare and in their daily life. Feelings of guilt, as presented in
Paper 11, might, according to previous reports (56, 58), be one possible reason
for hiding emotions from others. In agreement with Morse (63), the suffering
process progressed to releasing emotions, i.e. the emotional suffering phase.
This was exemplified as outbursts of anger or grief and sometimes by the pres-
ence of a constant low mood, which is consistent with Gray-Renfrew et al.’s
findings (56). A conscious movement between enduring and emotional suf-
fering was noticed, as exemplified by a quotation from participant number 2
(Paper II), which corresponds to Morse’s concepts of escape from enduring
and escape from suffering (63). Patients strived for an acceptance of the LC
condition, but found it difficult as the severity of the disease was considered
unpleasant or frightening. This may be interpreted as LC illness, for some,
was intolerable and paralysing, as suffering sometimes is experienced accord-
ing to Bergbom et al. (61). The final stage of suffering, self-reformulation
(68), where new perspectives of life arise, was rare in this LC population.

The chronic illness process, as described by Ambrosio (62), starts with ac-
ceptance. The sometimes vague presentation of the LC illness, as presented in
Paper 11, was one example of acceptance of the illness being hindered. Hence,
some persons with a LC illness may struggle to progress through the chronic
LC illness process. To be alone, finding less stressful activities and searching
for LC information, as reported in Paper I, may be an explained learning strat-
egy to cope with the illness (62). However, the difficulty in understanding the
received information and getting involved in the dialogue (Paper I1I) discloses
a lack of healthcare provider support, which confirms LC patients’ reports
from, for example, Denmark (41, 42). The lack of support to acquire, interpret
and discuss information might impede a person’s ability to cope with a chronic
illness (62). Additionally, it may reduce engagement in self-management, in-
tegration and adjustments of recommendations into daily life practices. Con-
sequently, the lack of collaboration between patients and healthcare providers
could hinder persons in their struggle to achieve a new balance and regain
control in their daily lives following a LC illness. Finally, the sudden onset of
symptoms in the LC disease trajectory might also disrupt the chronic illness
process and bring the person back to the initial stage of acceptance (62).
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Therefore, it is essential for patients to have an easy access to the LC outpa-
tient-team to be supported throughout the changing chronic LC illness. This
is possible by structured RN outpatient care, which was reported to be im-
proved by the QLiNCaM intervention (Paper IV).

Patients’ Needs and Prerequisites for Self-care

The patient perspective on the LC illness in this thesis contributed valuable
insights into patients’ self-care needs, i.e. self-care demands (40). The re-
ported physical and psychological impacts of LC (Paper 1I) were in line with
findings in other publications (50, 58). The additional information regarding
the social impact of LC further strengthens previous reports (28) emphasising
the need for a holistic approach to self-care (75). Papers II and III also shed
light on patients’ prerequisites for self-care, i.e. self-care agency, which are
essential for their ability to manage self-care tasks (40). In line with Jacobsen
et al. (41), patients lacked knowledge of the LC disease and disease manage-
ment. This emphasised lack of understanding of the received information
might be explained by a limited health literacy, which is consistent with a
Danish LC population (74) and also found to be prevalent in half of the par-
ticipants in Paper IV.

Interact with Healthcare Providers as a Patient

Being a patient, and needing support from healthcare providers in LC outpa-
tient care, can be difficult and demanding, which is consistent with recent
studies from, for example, Denmark, Australia and United Kingdom (41, 43,
44, 155). In addition to the focus on medical treatment, which is relevant for
relieving physical LC symptoms (3), this thesis addresses the importance of
healthcare providers communicating the impact of LC on the patients’ daily
lives. Furthermore, it reflects the previously known influence of LC on mental
health (55, 58). The patients’ inadequate learning opportunities, as shown in
Paper III, might be a reason for an increased need for inpatient care (156),
indicating a deficiency in the quality of LC healthcare (100, 107). Patients
with a LC disease, similar to patients with other chronic illnesses (89, 157),
feel that it is important to be involved in the communication with healthcare
providers. In contrast, as stated in other reports (87, 157), when these expec-
tations are not met, patients feel neglected. By asking the patient about their
perspectives and expectations, in line with PCC (79, 80), the patient’s chronic
illness process (62) may be facilitated.

The sense of stigma experienced by patients (Paper II) poses a risk, as previ-

ously reported (57), of patients not seeking LC outpatient care and being re-
luctant to take part in the dialogue. Paper I1I added additional perspectives that
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may influence the patient-healthcare provider collaboration, which subse-
quently may have an impact on the patient’s well-being. Three of these per-
spectives will be further discussed. First, Paper III revealed an insecurity
about how to handle the LC disease, which has been confirmed in later studies
(41, 158). This highlights the importance of providing patients LC information
through dialogue, which takes into account their own understandings and in-
terpretations (73, 79). Second, receiving LC outpatient care may be considered
two-sided, which demonstrated that accepting LC healthcare was not just to
get help, but it could also be a reminder of having a LC disease and a starting
point to worry. This perspective adds new insights into the importance of bal-
ancing information that is provided in patient education (72, 157). Thus, pa-
tient need to know enough about their LC illness but also need to be protected
from unnecessary worry and suffering. Third, patients desired a listening, en-
gaging and emphatic approach, which is consistent with Sweden’s national
goal of implementing PCC (83). However, the occasional absence of being
perceived as a person (Paper III) revealed that the PCC process, as described
by Ekman et al. (79), has not yet had full impact. Nonetheless, after one year
of structured RN involvement in LC outpatient care, patients in this thesis per-
ceived that some of these preferences had improved (Paper I'V).

The Role of Registered Nurses in Liver Cirrhosis
Outpatient Care

The unpredictable trajectory of LC disease (Paper 1) and patients’ reported
lack of continuity and care coordination (Paper III) are reasons for discussing
the implementation of structured RN-based care to complement the present
standard physician-based medical LC outpatient care. Involvement of RNs in
the collaborative LC outpatient care team, as reported in other complex
chronic illnesses (89, 157), could meet patients’ needs for tailored information
and a sense of security. Paper IV revealed that adjunctive RN-based LC out-
patient care has the potential to improve patients’ perception of the quality of
LC care. This complements previous reports indicating reduced hospital ad-
missions and improved one-year patient survival (102) following RN involve-
ment. Furthermore, it contributes to improving the quality of care process out-
comes, such as screening for hepatocellular carcinoma and gastroesophageal
varices (101). Altogether, these present and previous findings (28, 42, 72, 95,
98, 101, 102) further support the arguments for implementation of structured
RN-based care in LC outpatient care.

Paper IV revealed a possible limited health literacy in half of the study popu-
lation (Table 4), which, in line with Nutbeam and Lloyd (66), could explain
difficulties in understanding generally provided information. Hence, infor-
mation for patients with a LC disease needs to be conveyed in a manner that
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enables them to understand, which may be possible through a holistic (76) and
PCC approach (79). Furthermore, according to Jacobsen (41), extended LC
outpatient care, through longer visiting times, may facilitate the dialogue and
enable repeated individualised information. This extended outpatient care
could also contribute to less need for inpatient care, as noted in Paper IV and
consistent with Carbonneau et al.’s findings (102). Hence, to promote self-
care, in accordance with Orem’s self-care deficit theory of nursing (40), this
thesis revealed that RNs within a supportive educative nursing system should
focus on the patients’ learning and understanding of the LC illness. The per-
ceived stigma by patients (Paper IT) highlights previous reports of LC patients’
need to be met with a non-judgmental approach (43, 58, 155, 159). Moreover,
for this purpose, the PCC approach may help prevent stigma, as observed in
patients with mental illnesses (160).

Paper 1V revealed that structured RN involvement in LC outpatient care im-
proved patient participation, which aligns with the goals of the QLiNCaM in-
tervention (Figure 4) (79). Patients further reported an improved sense of be-
ing understood, which might indicate that the RNs visits fostered an empathic
(73, 78) and caring relationship (76). As reported in Paper III, patients had
difficulties navigating the healthcare system. The stated improved access to
LC outpatient care following structured RN involvement in Paper IV may,
thus, have the potential to address this known challenge, which also has been
reported following other chronic illnesses (88, 157). Therefore, in the future,
piloting RN interventions may simplify patients’ pathways through the
healthcare system, which has been successful in enhancing relatives’ sense of
being cared for and feeling safe in intensive care settings (161).

Methodological Considerations

The quality aspects of the involved studies relate to the chosen study designs.
Accordingly, pre-understanding and trustworthiness will be discussed for Pa-
pers II and III, both of which had qualitative approaches. Thereafter, rigour
will be discussed for Paper IV, which had a quantitative approach.

Pre-understanding (Papers 11 and I1I)

Pre-understanding relates to the researcher’s prior knowledge and experi-
ences, which in a qualitative design may influence the data collection, analysis
and interpretation of the results (162). In this study, three members of the re-
search group had extensive pre-existing knowledge of LC outpatient care,
while two were novices to the study population. MH, who conducted all inter-
views, had considerable experience and knowledge of LC disease and outpa-
tient care. However, during the interviews, the interviewer strived to restrain
their personal pre-understanding to maintain a focus on the research question
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and deepen the participant’s narrative, in accordance with interview data col-
lection methodology (152). During the analysis phase, pre-understanding
could be seen as either having a positive (146, 147, 163) or a negative impact
(162), depending on the qualitative method used. In qualitative content anal-
ysis (163) and thematic analysis (146, 147), as used in this thesis, pre-under-
standing was recognised as a positive contribution to the depth of the under-
standing of participants’ narratives in order to discover new learnings. Conse-
quently, when creating codes and categories in the manifest phase of the con-
tent analysis (Paper II), the researcher strived to be objective and keep a focus
on the participants’ expressions. Similarly, in the thematic analysis (Paper III),
steps one to four of the coding process involved minimal influence from the
researchers’ pre-understanding. At these stages, the analysis was repeatedly
discussed in the research group and presented to other researchers in seminars.
However, during the interpretation phases of the content analysis (143, 144)
(Paper II) and thematic analysis (146, 147) (Paper III), the researchers’ pre-
understanding was allowed to influence the analysis. The final understandings
and interpretations from the analyses were discussed in the research group to
reach a consensus.

Trustworthiness (Papers II and III)

In qualitative research, the trustworthiness concept was introduced by Lincoln
and Guba (164), which included: credibility, dependability, transferability,
confirmability and authenticity.

Credibility refers to the extent to which the research method may answer the
research question (115). Hence, the study objectives in Papers II and I1I guided
the choice of qualitative analysis methods. Additionally, to ensure that the
questions in the interview guide were sufficiently broad and simultaneously
relevant to capture participants’ experiences of LC illness, all members of the
researcher group contributed to its development. To achieve credibility, the
participants must also be relevant to the study purpose (115, 144). In Papers
IT and III, this criterion was met through the use of the maximum variation
sampling technique (115), which aimed to cover broad aspects of LC illness
experiences. Credibility was further improved by maintaining transparency
throughout the analysis (115, 144), visualising results in a table in Paper II and
a coding tree in Paper III; using an iterative process in the analysis, i.e. going
back and forth to examine the accuracy of the raw data (165); and using quo-
tations to exemplify participants’ narratives (144, 165).

Dependability emphasises the consistency of results derived from the analysed
data, with a clear distinction in the creation of categories (143). Furthermore,
the analysis process should be logical, traceable and be possible to reproduce
(165). In this thesis, during the research process, the analyses were performed
by the research group through co-creation, with repeated group discussions to
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reach a consensus to strengthen dependability. Moreover, efforts were made
to present the analysis steps in clear descriptions, to make it easy for readers
to follow.

Transferability concerns how well the findings are applicable to a larger pa-
tient population and other settings (115). To help readers to assess transfera-
bility, clear descriptions of the settings, participant characteristics and re-
search process were sought after, in accordance with the methodological rec-
ommendations (144, 163, 165). In this thesis, the characteristics of participants
were representative of the typical LC population in Sweden regarding age,
gender and LC diagnosis (7, 8). Furthermore, the continuum of LC healthcare
that was presented (Figure 1) was considered essential for readers when as-
sessing transferability of our findings to other healthcare contexts.

Confirmability relates to the degree to which researchers’ objectivity or pre-
understanding may have influenced the interpretations of the presented results
(115). To achieve confirmability, first credibility, dependability and transfer-
ability must be accomplished (165). In this thesis, the qualitative analyses
were data driven, i.e. inductive, which means the researchers aimed to be ob-
jective in the initial analysis steps. However, as previously discussed, the re-
searchers’ pre-understandings might have influenced the later phases of the
analysis, when interpretations were made. To strengthen confirmability, the
written results were exemplified by several quotations expressed by the par-
ticipants. The final consensus of the analysis in the research group further
strengthened confirmability. During the analysis phases and after publica-
tions, MH discussed the results with patients having their own experiences
with LC, who stated recognition of the findings.

Authenticity refers to the extent to which the presentation of the results is nu-
anced and accurately represents the population that has been investigated
(115). In the presentation of the results in Papers II and 111, special attention
was paid to reflect the voices of the participants and their expressed experi-
ences through direct quotes.

Rigour (Paper IV)

Rigour concerns quality aspects in quantitative studies and involves statistical
conclusion validity, internal validity, external validity, construct validity and
reliability (115).

Statistical conclusion validity refers to whether the effect of the intervention
on the outcome measure is real (115). In this thesis, there were some threats
to the statistical conclusion validity, of which three will be discussed below.
First, regarding the statistical power of the secondary outcome measure QPP,
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there was no calculation of effect size or population size performed in ad-
vance. A post hoc power calculation is not recommended; instead, the results
were presented with confidence intervals (CI) to enable readers to assess reli-
ability of the results (166). The wide CI of the QPP items meant greater ran-
dom variation and lower power. Hence, the QPP results should be interpreted
with caution. The smaller study population than expected might have influ-
enced the statistical conclusion validity regarding the QPP analysis. The rea-
sons will be further discussed in the strengths and limitations section below.
Second, the analysis of QPP data involved multiple analysis, which may be a
reason for correcting the significance level in the analysis (115). However,
according to the statistical analysis plan, the comparison of the secondary out-
come measure QPP between the two study groups was reported descriptively
with p<0.05, without sub-group analyses. Third, the final analysis of QPP im-
plied some adjustments from the original statistical analysis plan. These
changes concerned replacing logistic regression with Firth’s logistic regres-
sion (149). The reason for using Firth’s logistic regression was a smaller sam-
ple than estimated, and limited occurrences of ‘lacking quality’. Furthermore,
structural missing data, which related to the construction of the QPP items,
caused a variation in the sample for each item. Firth’s logistic regression re-
duces such convergence problems but also shrinks the effects towards zero
(149, 167). Hence, the changed analysis method was not in favour of the re-
sults. Due to the missing data and the limited number of participants at some
study clinics, these study clinics were not taken into account in the analysis.
The quantitative methodology was repeatedly discussed with a statistician
throughout the design, analysis and interpretation of the results.

Internal validity concerns how data were collected according to what was in-
tended to be measured, considering the influence of confounding factors on
the results and congruence of the conclusions (115). In this thesis, the random-
isation process was a strength for obtaining comparable study groups. How-
ever, due to almost half of the participants dropping out beforehand, missing
data might have caused selection bias. Nevertheless, the distribution of partic-
ipants’ characteristics at baseline, 12 months and 24 months remained con-
sistent between the two study groups, which enabled group comparisons. One
potential confounding factor was the possible differences in INs performance
of the intervention. To mitigate this, repeated IN group discussions, with rep-
resentatives from all study clinics were held. In addition, MH visited each
study centre three times a year to ensure data collection control and to provide
INs with implementation support regarding the intervention. However, this
randomised controlled study had a pragmatic design, which reflects real clin-
ical conditions, and hence allows for some variation in the delivery of the in-
tervention (137), which aligns with the PCC philosophy (79). Another possi-
ble confounding factor had to do with the study settings, where both patients
in the control group and the intervention group received care at the same
clinic. This design implied a risk for overlap of the intervention to the control
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group. None of the participants in the control group, however, received stand-
ardised visits from INs or RNs. Nevertheless, the content of the intervention
might have inspired RNs or physicians to make changes in the standard of care
during the entire study period from 2016 to 2022.

External validity refers to the generalisability of the results to other settings
(115). The findings in this thesis pertain to Swedish LC outpatient healthcare
provided at university hospitals and county hospitals. The intervention has,
however, been described in detail (Papers I and IV), which hopefully will fa-
cilitate its implementation in other healthcare settings where RNs are entrusted
with the mandate to provide LC outpatient nursing care.

Construct validity deals with the intervention’s potential to have an effect on
the dependent variable and the applicability of the instrument in measuring
the specific variable (115). In patient-reported outcome measures, the con-
struct reliability is usually reported using Cronbach’s alpha, which is sug-
gested to reach above 0.80 at a group level (168). Within the dimensions of
the QPP questionnaire, the Cronbach’s alpha for medical technical compe-
tence ranges from 0.67 to 0.7; socio cultural atmosphere from 0.72 to 0.85;
and identity-oriented approach from 0.89 to 0.91 (114). Due to the instability
in the domains presenting Cronbach’s alpha below 0.80, and in accordance
with the QPP manual (140), the QPP results were presented per item. One of
the intentions of the intervention was to improve the person-centred process
(79), which may be considered as an appropriate outcome measure. However,
during 2014 to 2016, when discussions regarding outcome measures for this
doctorial project took place, there was no available instrument to evaluate pa-
tient-perceived PCC, which is present today (169, 170). Nonetheless, some of
the QPP items (114) could have relevance for the PCC process, as described
by Santana (78), such as ‘the healthcare provider seemed to understand my
situation’, ‘the healthcare provider was respectful towards me’, ‘the healthcare
provider showed commitment’, ‘I had good opportunity to participate in deci-
sions that applied to my care’ and ‘my medical care was determined by my
own requests and needs rather than the staff’s procedures’. Three out of these
five items showed improvement in the QLiNCaM intervention group after 12
months, which provides some insights into the delivery of PCC. To have an
effect on QPP items (114), it was deemed necessary to conduct repeated meet-
ings, especially for patients in the compensated LC disease stage, who did not
need frequent outpatient care visits. Therefore, when designing the QLiNCaM
intervention, the following three parts were taken into consideration. First,
prioritising participants with either a compensated or decompensated LC dis-
ease stage was important. This was because patients in the compensated LC
disease stage had been excluded from prior studies (95), and recent recom-
mendations had raised the need to prevent disease progression in early LC
stages (35). Second, the follow-up period of 24 months for each participant
was determined and assessed for its potential to have an effect on the selected
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outcome measures. During 24 months, patients in the compensated LC stage
were considered to have received two or three appointments with the IN.
Third, when selecting outcome variables, the intervention’s effect on patient
relevant outcome measures was considered important, an aspect not previ-
ously examined. However, due to the burden of answering many questions
about perceived health (90, 118) and perceived quality of care (114), the re-
search group decided against including further instruments. Thus, measures
for patients’ self-efficacy (171) and adherence to prescribed medication (172)
were discussed but still excluded.

Reliability relates to the possibility of repeating the study and receiving the
same result (115). The size of the study population in this thesis was smaller
than expected, which might limit the reliability of the results concerning pa-
tient-perceived quality of care. However, the fact that 7 out of 22 QPP items
reached a significant level (p<<0.05) after 12 months is more than expected by
chance (173). This indicates a positive effect of the intervention on patient-
perceived quality of care. With careful implementation of the intervention, the
positive results for patient-perceived quality of care could be repeated. Fur-
thermore, with access to a larger study population, the results may be further
strengthened.

Strengths and Limitations

One of the strengths of this doctoral research project is the different research
designs that were used to study patients’ daily lives and their perceived quality
of care. In the LC population, more details were needed to enhance the holistic
understanding of the situation for these persons. Hence, the choice of qualita-
tive approaches with explorative (144) and descriptive, interpretative (146)
designs enabled a deeper investigation of this phenomenon. Furthermore, RN-
based intervention studies within LC outpatient care are crucial for improved
evidence (47) in the care of a growing LC population (9). Accordingly, a prag-
matic, multicentre, randomised parallel group trial design, which provided
some support for the secondary outcome measure QPP, was used. Another
important strength pertains to the QLiNCaM intervention, which, in a retro-
spective perspective, over the last ten years since the intervention was devel-
oped, is still in line with recommendations for nursing practices in the LC
outpatient care (28, 72, 174). Although new areas within LC outpatient nurs-
ing care have been highlighted, these may be considered in future RN-based
interventions for the LC population, for example, addressing frailty (52, 71,
175) and fatigue (176). One possible limitation that needs to be discussed is
the origin of Paper I1I, which was added to this thesis after the data collection
for Paper II. However, the confident expressions of experiences regarding the
continuum of LC healthcare in 18 out of the 20 interviewed patients indicated
an ethical responsibility to compile this information. Hence, a secondary qual-
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itative analysis was performed. Despite not being specifically asked about ex-
periences regarding LC healthcare, this analysis provided additional perspec-
tives on the patient-healthcare provider collaboration, which previously has
not been described. This should be considered a strength.

The recruitment of participants presents some limitations. In Paper II, for the
semi-structured interviews, 27 out of the 47 examined patients declined par-
ticipation. In Paper IV, we aimed for 500 participants. In total, 171 out of all
358 patients that fulfilled inclusion criteria (Paper II to IV) abstained from
participation (Figure 3). In line with research ethical policies (150), the rea-
sons for declining participation were not sought. However, for those patients
who spontaneously expressed a reason, this was noted. The most frequent rea-
son was feeling too well. Consequently, those patients lacked experiences to
share in interviews or did not wish to engage in extended healthcare service.
Another reason for declining participation was being too sick. These patients
lacked energy to participate in either interviews or extended visits to the hos-
pital for participation in the pragmatic randomised controlled study. During
the time for data collection in Paper IV, 2016 to 2022, two major incidences
influenced the fulfilment of clinical studies at the study clinics. One reason
was a shortage of RNs, which limited their availability for the study. Hence,
three out of the six study clinics were unable to participate for the entire study
period from 2016 to 2022 (Table 5). The recruitment of study participants
therefore went slower than expected. To compensate, the timespan for partic-
ipant recruitment was prolonged by 12 months. However, further extension of
the study duration was not possible due to the growing interest in implement-
ing RN-based LC outpatient care within Swedish gastroenterology settings.
Another reason was the Covid-19 pandemic, which, in periods, during 2020
to 2022, led to changes in follow-up routines. Participants’ visits to the hospi-
tal were, to a large extent, replaced by consultations via telephone and ques-
tionnaires sent by mail. During this period, the INs’ and RNs’ opportunities to
manage a clinical study effectively were even more limited. Consequently, the
Covid-19 pandemic influenced the accomplishment of the intervention and
impeded data collection as originally planned. Despite measures to promote
intervention concordance, such as recurrent tutorial sessions for all INs, MH’s
individual meetings with INs at the study clinic every fourth month, and re-
petitive meetings with first-line managers, both the shortage of RNs within the
study clinics and Covid-19 had a strong influence on the recruitment of par-
ticipants. Thus, the smaller sample size diminishes the possibility of obtaining
statistically significant results in the forthcoming analysis of the primary out-
come measure, RAND-36 (90, 118).

Another, not previously discussed, weakness has to do with the analysis in
Paper 11, referring to qualitative content analysis approaches, according to
Krippendorff (145) and Graneheim and Lundman (143). Ontologically, these
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two have different foundations. Krippendorff (145), belonging to the positiv-
istic paradigm, mainly uses quantitative content analysis for statistical analy-
sis of text data. Graneheim and Lundman (143), instead, belong to the con-
structivist paradigm, describing a qualitative approach to content analysis.
Notwithstanding their differences, there are also similarities. For example,
they share the definition of a code as a label describing part of a text, as well
as the description of consistency and mutual exclusiveness between categories
(143, 145). Additionally, the category content describing ‘What?’ and themes
responding to the question ‘How?’, which represent the underlying meaning
or latent content of a text, complies with the two approaches. The shared sim-
ilarities were reasons for combining the two in the analysis in Paper II.

Despite its several limitations, in contrast to previous studies (50, 158), this
doctorial project has explored the patient perspective from both compensated
and decompensated LC disease stages, which is a strength. Furthermore,
through a pragmatic randomised controlled study, it contributes insights into
patients’ views on quality of care, which is the first of its kind (47, 95, 101,
102). The comprehensiveness aligns with the four humanistic and holistic con-
sensus concepts of nursing (109): Papers II and III enhance understanding of
being a person affected by a LC disease, within the environment, regarding
their health; and Papers IIl and Paper IV endorsed the effectiveness of LC
nursing on patient-perceived quality of care.
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Conclusions

Day-to-day life with a LC illness implies periods of minor symptoms that can
suddenly be interrupted by serious events. The affected person may suffer
from a long-lasting and overwhelming fatigue, perceived stigma and emo-
tional distress, all of which disturb one’s social life. LC is experienced as a
gradually progressing, unpredictable condition, which metaphorically may be
explained as a roller-coaster ride. Balancing life with one’s LC illness is
straining as information may be hard to find, and self-care can make life tire-
some.

For patients within the physician-based continuum of LC healthcare, a trusting
relationship with their healthcare provider is important for their sense of secu-
rity. However, the communicated information might be difficult to understand
and serve as a reminder of being ill. For some, collaborating during healthcare
visits may be an incomprehensible struggle. Very long waiting times and in-
explicit messages might make patients feeling as though they are falling
through the cracks. Consequently, patients wish to be considered as a person
and encouraged to interact in the healthcare provider dialogue. Continuity in
healthcare providers and improved care coordination support are hence de-
sired.

In comparison to standard physician-based medical LC outpatient care, ad-
junctive RN-based outpatient care provides support for enhanced patient-per-
ceived quality of care after 12 months. A team-based LC outpatient care may
encourage patient involvement and facilitate patients’ accessibility to such
care. RN-based care is likely to complement standard physician-based medi-
cal LC outpatient care with a focus on PCC.

The results of this thesis highlight the need to implement additional PCC ele-
ments into the LC outpatient care. Patients are in need of nuanced and indi-
vidualised information to enhance their understanding of their LC illness and
self-care, based on their previous knowledge. A PCC approach is likely to
reduce stigma and improve patient participation.
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Clinical Implications

The voices of patients sharing their daily life experiences following a LC dis-
ease reveal an unpredictable situation and further highlight possible improve-
ments in the prevailing LC outpatient care. For interested patients, these per-
spectives can provide explanations and improved understanding of the
changes experienced in their bodies, mental health and daily life. Furthermore,
the outcome of nursing in LC outpatient care instil hope that, in the future,
they will be cared for in a holistic and person-centred way from an inter-dis-
ciplinary team.

From a clinical perspective, the results of this thesis contribute to improved
understanding of patients’ daily lives, which continue beyond the LC outpa-
tient clinic. Patient experiences within LC outpatient care highlight the need
for continuity in healthcare providers. Additionally, a structured and regular
person-centred dialogue regarding self-care for the ever-changing LC illness
is crucial. Implementing RN pilotage in LC outpatient care may facilitate pa-
tients’ efforts in performing self-care and navigating the continuum of LC
care. The improvements in patient-perceived quality of care provide support
for implementing structured RN involvement in LC outpatient care, which
may also contribute to caring for a growing LC patient population. For realis-
ing PCC in the LC outpatient care, the future team needs to be inter-discipli-
nary and involve RNs.

The patient experiences within the standard physician-based medical LC out-
patient care might be considered generalisable and therefore transferable to
other chronic medical conditions. The results regarding patient-perceived
quality of care and the QLiNCaM intervention pertain to a Swedish LC out-
patient context but could be generalised to LC outpatient clinics in other coun-
tries with similar healthcare organisations. Moreover, the QLiNCaM interven-
tion might be applicable to RN interventions in other chronic illnesses after
adjustment of specific clinical evaluation methods and self-care recommenda-
tions.
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Future Studies

This thesis reported the effectiveness of the secondary outcome, QPP, follow-
ing the adjunctive RN-based intervention, i.e. QLiNCaM. In future publica-
tions, the primary outcome RAND-36 will be compared between the study
groups. A health-economic evaluation of the RN-based intervention is made
possible by RAND-36 and additional data on healthcare consumption. During
the execution of the pragmatic randomised multicentre study, both qualitative
and quantitative data were collected for a process evaluation. Accordingly, the
implementation of the QLiNCaM intervention in the study clinics, the context
at the study clinics and possible mechanisms that may have had influenced the
implementation of the study will be examined. This thesis provided insights
into patients’ needs and prerequisites for self-care. In forthcoming publica-
tions, self-reported data regarding INs’ assessment of patients’ self-care
needs, abilities and deficits will be presented and evaluated regarding com-
pensated LC disease stage and decompensated LC disease stage, respectively.
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Sammanfattning (in Swedish)

Livsstilsrelaterade faktorer sdsom riskbruk av alkohol eller ohélsosam kost i
kombination med lag fysisk aktivitet &r vanligt forekommande orsaker till le-
verinflammation. Efter lang tids leverinflammation kan levervdvnaden ér-
romvandlas. Vid det slutliga steget i &rromvandlingen har levercirros uppstatt.
Till foljd av visterlandsk livsstil kommer antalet personer som insjuknar i le-
vercirros sannolikt 6ka bade i Sverige och 6vriga véstvirlden under den narm-
aste 10-arsperioden. Sjukdomens tidiga stadium orsakar fa symtom och kon-
stateras sédllan genom enbart blodprovsanalys. Personer med livsstilsrelaterade
sjukdomar upplever ofta skam och skuld, vilket definierar ett socialt stigma.
Det sociala stigmat och att sjukdomen ger {2 tidiga symtom gor att levercirros
i hdlften av fallen inte uppticks forrén sjukdomen &r allvarlig och livshotande
symtom har uppstétt. Patientens egenvérd kan lindra symtom och férebygga
ytterligare levercirroskomplikationer. Vid vérd av andra patientgrupper,
sdsom diabetes och hjartsvikt, har sjukskoterskor genom organiserade om-
vérdnadsprogram involverats i dppenvardsteam. Detta stddjer patienter till en
hilsofrimjande livsstil och egenvérd vilket forbattrar behandlingsresultaten.
Vid levercirros har involvering av sjukskoterskor i gastroenterologisk 6ppen-
véard dock saknats. Ett fital studier har genomforts for att belysa omvardna-
dens roll for patienter med levercirros. Dessa studier har rekryterat ett litet
antal patienter med varierande interventioner som enbart riktat till patienter
med allvarliga och livshotande symtom. Darmed kan inga slutsatser dras uti-
frén tidigare forskning géllande sjukskdterskans involvering i gastroenterolo-
gisk Oppenvard. Patienters vardagliga liv med levercirros har tidigare enbart
belyst situationen for dem med allvarliga symtom. Deras erfarenheter av att
mdta hilso- och sjukvérdspersonal saknas helt kinnedom om. Patienters per-
spektiv kan bidra till att skapa en optimerad, mer hélsofrimjande och person-
centrerad hélso- och sjukvard. Att fraimja hilso- och sjukvardens levercirros-
véard, med resursforstirkning for att forebygga levercirroskomplikationer i
gastroenterologisk dppenvard, kan som helhet leda till resursbesparing, ef-
tersom priset for slutenvard och individuell ohélsa &dr kostsamt for samhéllets
ekonomi.

Populationen i avhandlingens delarbeten &r vuxna personer med kind levercir-
ros som regelbundet vérdas inom gastroenterologisk dppenvérd. Personer med
olika allvarlighetsgrad av levercirros inkluderades i alla delarbeten, d.v.s. de
som inte hade eller hade tidigare erfarenhet av allvarliga levercirrossymtom.
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Studie 1 var ett studieprotokoll for en pragmatisk-, multicenter-, randomise-
rad-, och kontrollerad studie inom gastroenterologisk 6ppenvérd. Detaljer for
interventionens innehall, priméra och sekundéra utfallsmétt beskrevs for att
jdmfora lédkarbaserad standardvard med tilligg av en 24-méanaders sjuksko-
terskebaserad egenvardsintervention vid sex svenska sjukhus. Studie 2 hade
ett kvalitativt tillvigagingssétt dir patienters erfarenheter av sitt dagliga liv
med sjukdomen levercirros utforskades via semistrukturerade intervjuer
(N=20). Analysen genomfordes med kvalitativ innehallsanalys. Studie 3 hade
ett kvalitativt tillvigagangssétt for att beskriva och tolka patienters erfarenhet
av lakarbaserad standardvérd. Data utgjordes av semistrukturerade intervjuer
(n=18) och skriftliga svar pa dppna fragor i en enkét (n=86). Analysen utfor-
des med tematisk analys. Studie 4 hade en pragmatisk-, multicenter-, rando-
miserad- och kontrollerad design, vilken kvantitativt utvarderade effekten av
den sjukskoterskeledda personcentrerade egenvardsinterventionen. Data ut-
gjordes av enkéter for det sekundéra utfallet patientupplevd vardkvalitet, in-
samlade med instrumentet ’Kvalitet ur patientperspektiv’. Enkéten bestod av
22 fragor som vardera besvarades i en fyrgradig skala ur tva perspektiv: 1) ’sa
hér var det for mig’, och 2)’ sé hér viktigt dr denna aspekt for mig’. For varje
fréga rdknades svaren for de tva perspektiven om till en sjugradig skala dar
svarsalternativ 1 och 2 likstélldes med ’bristande kvalitet’. Férekomsten av
“bristande kvalitet’ analyserades med Firth’s logistiska regressionsmodell
(p<0.05) for 12 och 24 ménaders data (N=167).

Resultatet for Studie 2 involverade fyra underteman som framgar av kursiv
text. Vardagen med levercirrossjukdomen innebar varierande grad av forsdm-
ring. Denna kunde ske hastigt frén en stund till en annan eller 6ver manga ar.
Att anpassa livet genom medicinering och att utfora egenvérd var betungande.
Den tillgdngliga informationen om levercirros var svér att forsta. Livsforand-
ringen innebar en uppoffring men kunde ocksa inge hopp om forbéttring. Den
kédnslomdssiga och existentiella oron for framtiden var stor. Upplevd stigma-
tisering och forlust av socialt ssmmanhang forsvarade vardagen. Analysen re-
sulterade i ett meningsbarande tema dar vardagen med sjukdomen levercirros
liknades vid en ofGrutségbar berg- och dalbana. En litt sluttande fard kunde
plotsligt 6verga till skarpa svingar eller smagropig réls. Stigma och existenti-
ell oro utgjorde gravitationen i farden. Studie 3 resulterade i tva teman, fram-
skrivna i kursiv text, och totalt sex underteman. Patienterna strdvade efter di-
alog med ldkaren i standardvarden for att fa sina 6nskemél om begriplig in-
formation tillfredsstilld. Informationen de erhallit uttrycktes vara styrd av 14-
karens engagemang och sitt att kommunicera. Aven patienternas egenskaper
beskrevs vara underléttande eller hindrande frén att bli involverad. En positiv
anda, empati och bekréftelser fick patienter att kénna sig respekterade och
sedda som person. Bristande kommunikation kunde resultera i en kénsla av
att inte veta vart de skulle vénda sig. Véarden kunde innebéra att bade kdnna
sig hjdlpt eller fara illa, exempelvis att gd igenom nddvéndiga men obehag-
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liga undersdkningar. Vid behov av vérd uttryckte patienter svarigheter att na-
vigera mellan olika vérdgivare, vilket fick dem att kénna sig vilsna. Att in-
vénta besked fran undersokningar eller tider for planerade likarbesok gjorde
att patienter i perioder inte kdnde sig omhéndertagna. Istéllet upplevde de sig
’falla mellan stolarna’. Studie 4 resulterade i en forbéttring 1 patientupplevd
vardkvalitet i sju av de 22 enkétfragorna (p<0.05) i interventionsgruppen efter
12 manader. Den positiva effekten gillde upplevelsen av att kdnna sig forstadd
och att ha mdjlighet att delta i beslut om sin vard. Vidare rapporterade patien-
ter i interventionsgruppen i hogre grad att kommunikation skett i enrum, att
varden styrts utifran deras behov och inte enligt vardens rutiner, att besokstill-
gingligheten Okat samt att de erbjudits skriftlig information utdéver muntlig.
Analysen vid 24 ménader visade ingen skillnad mellan intervention och kon-
trollgrupp, vilket delvis kan forklaras av databortfall och att interventionen till
storre del utfordes pé distans under Covid-19 pandemin.

Sammanfattningsvis beskrivs levercirros som ett oforutsdgbart, progressivt
och stigmatiserande tillstind. De omvéxlande symtomen, patienters stindiga
oro och socialt stigma orsakar omprioriteringar av vardagliga sociala aktivite-
ter. I den ldkarbaserade gastroenterologiska dppenvérden uttrycker patienter
en Oonskan om att bli mer delaktiga, samt fa stod i att forsta sin sjukdom. P&
kort sikt kan sjukskdterskor, med personcentrerade och strukturerade egen-
vardsprogram, tillmdtesga patienters individuella behov av information och
gora dem delaktiga i beslut kring sin vard samt forbéttra virdens tillgdnglig-
het. Sammantaget har sjukskoterskeledd omvardnad i 6ppenvardsteamet pot-
ential for att 6ka patienters kénsla av trygghet i varden.
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