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1.0 – Disease of The Liver 

 

 

1.1 –  Overview of chapter 

 

This chapter aims to provide a brief overview of the physiology of the liver and 

highlight its many vital functions.  Different causes of both acute and chronic 

conditions are also discussed as well as general symptoms of liver disease.  The 

purpose of this is to illustrate the wide range of conditions, which adversely affect 

the liver and the significant impact that these can have on an individual’s state of 

health.  A brief history of liver transplant surgery is also provided in order to 

exemplify how the procedure has improved over the last few decades. 

Furthermore, the post-operative management of patients after liver transplant surgery 

is considered. 

 

 

1.2 - Physiology and Functions of the Liver 

 

The liver is the largest organ in the body and it carries out many important functions.  

It weighs approximately 1.5kg and contains 300 billion cells.  It is situated in the 

right side of the abdominal cavity beneath the diaphragm, where it is partly protected 

by the rib cage.  It is a reddish brown colour and consists of a right and left lobe.  

The right lobe is approximately 6 times larger than the left.  Both are wedge-shaped 

and are smooth and glossy in appearance due to their rich blood supply.  They also 
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contain thousands of lobules and cells, which multiply from the central vein of the 

liver in a network of blood channels called sinusoids (Chen & Chen, 1984).  

 

Portal tracts are pieces of connective tissue that consist of branches of the portal vein 

and hepatic artery.  Their role is to transport blood to the sinusoids.  The majority of 

the cells which line the sinusoids are endothelial cells, however a small proportion 

are also specific macrophage type cells called Kupffer cells, which form part of the 

liver’s defence system.  The liver eliminates bacteria from the blood by phagocytosis 

using macrophage cells.     

 

In addition, sinusoids separate the plates of hepatocytes.  Hepatocytes are the main 

functional cells of the liver and are metabolically active.  Some of the functions, 

which they perform, include the uptake of glucose, minerals and vitamins from portal 

and systemic blood for storage.  Furthermore, hepatocytes can also produce many 

important substances needed by the body such as blood clotting factors, transporter 

proteins, cholesterol and bile components (Chen & Chen, 1984).     

 

The liver holds approximately 13% of the body’s blood supply and is unique in that 

it has both venous and arterial blood supplies.  The hepatic portal vein transports 

absorbed food products directly from the gut to the liver and provides it with nutrient 

rich blood; the liver can then process the nutrients and toxins extracted from the 

food. 

The hepatic artery supplies oxygen, which is required for liver metabolism.  This 

oxygenated blood flows in from the hepatic artery to the liver, which requires 

approximately one quarter (25%) of the heart’s total output (1.75 pints a minute).  
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The oxygenated blood is then distributed throughout many parts of the liver to 

provide oxygen to all its cells (Chen & Chen, 1984). 

 

Bile ducts are also a component of the liver.  Their role is to carry bile from the 

hepatocytes to the duodenum.  The liver forms bile, which is important to speed up 

the digestion of lipids.  It is a greenish fluid, which is synthesised by hepatocytes and 

secreted into the bile ducts (Chen & Chen, 1984).   

 

Bilirubin is a yellow pigment formed as a breakdown product of red blood cells, 

which are known as haemoglobin.  The spleen, which destroys old red cells, releases 

unconjugated bilirubin into the blood, where it circulates and binds to albumin.  The 

liver takes up bilirubin and chemically modifies it to conjugated or water-soluble 

bilirubin that can then be excreted into bile.  Increased production or decreased 

clearance of bilirubin results in jaundice, which is a yellow pigmentation of the skin 

and eyes, from bilirubin accumulation (Sherlock & Summerfield, 1991). 

 

The liver also regulates the level of blood sugar in the body.  It normally stays at 

0.1%.  Any excess glucose is then converted into glycogen by the hormone insulin 

and is stored in the gut.  Furthermore, the liver stores fat-soluble vitamins such as A, 

D, E and K, vitamin B12 and minerals, such as copper and iron.   

 

Another role of the liver is to extract lipids from the blood and convert them into 

carbohydrates, which are either used straight away or stored as fat.  A supply of 

amino acids in the blood is maintained at a normal level also by the liver; any excess 

is converted into urea and is transported to the kidneys, which then excrete it from 
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the body as urine.  The liver can also convert excess amino acids into glucose to keep 

the brain alive during starvation (Chen & Chen, 1984). 

 

In addition, another important role of the liver is the production of heat.  It is one of 

the hardest working organs of the body and for this reason it produces a lot of excess 

heat, which is then carried around the body to heat less active areas.  Other important 

functions include; the removal of hormones and toxins in the blood and the formation 

of blood clotting factors such as heparin and plasma proteins (Chen & Chen, 1984). 

 

Another of the liver’s tasks is to modify and degrade drugs, which enter the body, 

especially oral drugs.  These are absorbed by the gut and transported to the liver via 

the portal vein.  In the liver, drugs undergo a process in which they are either; 

modified, activated or inactivated before they enter the systemic circulation, or they 

may be left unchanged.  This process is known as first-pass metabolism (Sherlock & 

Summerfield, 1991).  Pre-existing liver disease, however, may inhibit or alter 

detoxification processes and increase the toxic effects of chemical agents and 

poisons, which could potentially damage the liver.  

  

Although the liver has an ability to regenerate lost tissue which helps maintain its 

many vital roles, this capacity to regenerate can be exceeded by repeated or extensive 

damage resulting in overall impaired functioning of the liver.   
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1.3 - General Symptoms of Liver Disease 

 

Liver disease is generally painless, however, in certain cases pain is experienced in 

the right side of the liver and over the right lower ribs radiating around the back.  

There are many physical symptoms associated with liver disease, which affect 

various parts of the body.  Jaundice, for instance, is usually first detected in the sclera 

of the eye and, if the bilirubin level in the blood continues to rise, the skin and palate 

also become yellow.  Other signs of jaundice are dark urine and pale stools.  In 

severe cases, all tissues except the brain become pigmented and bilirubin appears in 

the sweat and tears (Weller, 1997).  Many patients with liver disease suffer from 

hepatic encephalopathy.  This is a potentially reversible disturbance of brain function 

caused by liver failure (Leevy, Sherlock & Tygstrup, 1994).  It is difficult to detect in 

the early stages and is often initially noticed by relatives or a doctor rather than the 

patient.  The intellectual deterioration that follows ranges in severity from stage one, 

which is a dulling and slowing of senses with increased sleepiness, to stage four, 

which is coma.  It is believed by many to include frontal lobe impairment (Schiff & 

Schiff, 1993). 

 

Spider naevi (vascular spiders), are another common sign of liver disease.  These are 

large, bright red capillary blood vessels, web-like in form, with a central arteriole 

dividing horizontally into the skin.  They are usually found on cheeks, neck and 

shoulders (Thompson, 1985).  Other signs of liver disease, which primarily affect the 

hands and arms, include white nails.  These appear when the white semi-circle near 

the root of each nail disappears, so that the nail becomes uniformly white.  This is 

commonly found in patients with cirrhosis.  Liver flap is another symptom, which is 
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seen when the outstretched hands of a patient display a jerky inconstant flapping 

tremor and is a sign of hepatic encephalopathy.  Scratch marks can also be found on 

most patients due to severe pruritus (Thompson, 1985).  White spots often develop 

on the arms, buttocks and legs of patients, especially when the skin is cold (Sherlock 

& Summerfield, 1991).  Easy bruising may also be noticed and is caused by a 

clotting defect due to the failure of hepatic synthesis of clotting factors (Sherlock & 

Summerfield, 1991).  

 

Bleeding of the upper gastrointestinal tract or lower oesophagus may also occur in 

individuals suffering from severe liver disease due to rupturing of varicose veins.  

These are secondary to portal hypertension, which is raised blood pressure in the 

portal system caused by a diseased liver (Weller, 1997).  Enlarged abdominal wall 

veins may be seen in individuals with ascites and those suffering from portal 

hypertension or a blockage of the inferior vena cava.  This results in the flow of 

blood up the cava being restricted and so blood passes up the collateral vessels in the 

anterior abdominal wall (Thompson, 1985).  Ascites occurs when fluid gathers 

around the liver causing the abdomen to swell.  Peripheral oedema, which is an 

excessive amount of fluid in the peripheral body tissues, usually appears in chronic 

patients at the same time as ascites, causing tense shiny swollen legs.      

 

Excessive growth of the male breast is another symptom of chronic liver disease due 

to the imbalance of sex hormones, but is more often a side effect of a prescribed 

diuretic drug.  Loss of libido, impotence and lack of body hair are seen particularly in 

patients with alcoholic cirrhosis.  Furthermore, chronic female patients frequently 
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report suffering from amenorrhoea, which is the absence of menstruation (Schiff & 

Schiff, 1993).   

 

Other symptoms of liver disease include coagulopathy, nutritional impairment, 

various gastrointestinal symptoms and extreme lethargy.  However, although there 

are many general symptoms of liver disease there are several different causes, which 

require careful diagnosis as treatment for each can vary.  

The most basic classification of liver disease is as acute and chronic.  The definition 

of acute liver disease is that the duration of the disease lasts no longer than six 

months.  Diseases lasting longer than six months are described as chronic 

(Richardson & O’Grady, 2002). 

 

1.3.1 - Acute Liver Disease 

 

The major causes of acute liver disease are viral infections.  There are many viral 

forms of hepatitis.  Hepatitis is defined as inflammation of the liver (Weller, 1997).  

Hepatitis A is a highly infectious virus and spreads easily in epidemics by the faecal-

oral route, especially when personal hygiene is poor.  It occurs throughout the world 

with the highest incidence in countries with low standards of public health.  It usually 

occurs in children, young adults and homosexuals and is not transmitted by 

transfusion of infected blood.  It is a mild illness and death is rare.  This form of 

hepatitis causes acute only liver damage.   

 

Hepatitis B can cause both acute and chronic liver disease.  It is transmitted by blood, 

or by products obtained from blood such as plasma.  The most common transmission 
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route is through the use of contaminated needles and from transfusions.  It also 

occurs throughout the world but is especially prevalent in the tropics where it is a 

major cause of chronic liver disease and primary liver cancer.  It is most frequently 

found in males, homosexuals, drug addicts and people who receive multiple 

transfusions.  It is not as easily transmitted as hepatitis A but is more severe and has 

a higher mortality rate, but still less than 0.5% of those who have contracted the virus 

(Sherlock & Summerfield, 1991). 

 

Hepatitis C causes both acute and chronic hepatitis and can cause a type of hepatitis 

non-A, non-B virus.  Transmission is also through blood and is often contracted by 

drug addicts who abuse intravenous drugs and share syringes and needles.  Non-A, 

non-B hepatitis can also result in acute liver disease and is caused by unidentified 

viruses.  Symptoms are generally mild for which there is no specific treatment 

(Thompson, 1985). 

 

In addition, Hepatitis E causes acute symptoms like hepatitis A, whilst  

Epstein-Barr virus causes glandular fever and can cause acute hepatitis.  

Cytomegalovirus (CMV) is transmitted in blood and can cause acute hepatitis and 

jaundice, particularly in immunologically impaired patients such as transplant 

patients (Thompson, 1985).  Furthermore, African viruses such as Lassa fever, Rift 

valley and Marburg virus can also result in acute hepatitis.   

 

Bacteria, which invade the liver cells and cause acute hepatitis, can also cause acute 

liver disease but they never cause chronic hepatitis.  One example of this is 

Septicaemia, which occurs when the lobules and portal tracts of the liver are invaded 
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by polymorphonuclear white cells.  Leptospirosis is another example, which is 

contracted from rats.  However, this is no longer common in the U.K (Thompson, 

1985).  Other causes of acute liver disease are drugs such as paracetamol, anti-

tuberculosis therapy and Halothane, which is a widely used anaesthetic, however 

liver damage usually only follows repeated anaesthetics.   

 

Toxins, such as solvents and that found in the wild mushrooms Amanita Phalloides 

also acutely damage the liver.  Amanita Phalloides are the only mushroom known to 

be hepatoxic to man and ingestion can cause acute liver failure.  Furthermore, 

recreational drugs such as ‘Ecstasy,’ can lead to acute liver disease.  The most 

common reactions in the liver due to therapeutic and recreational drugs include; 

cholestasis (cessation of the flow of bile due to obstruction of the bile ducts), 

hepatitis, and in severe cases, acute liver failure (Richardson & O’Grady, 2002).    

 

Acute liver failure, is described as the development of hepatic encephalopathy within 

8 weeks from the onset of symptoms and is associated with; severe liver dysfunction, 

coagulopathy and jaundice (Schiff & Schiff, 1993).  In the developing world, the 

high prevalence of viral hepatitis makes it the most common cause of acute liver 

failure, whereas, in the developed world, paracetamol overdose, whether deliberate 

or accidental is the most frequent cause.  The recognition of this in the UK has 

prompted the repackaging of tablets into blister packs with limited quantities and 

appears to have had some success in reducing paracetamol-related liver failure 

(Richardson & O’Grady, 2002).    
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The incidence of acute liver failure ranges from 0.1- 5% in patients depending on the 

underlying cause of the illness.  The mortality rate is high ranging from 30 – 80% 

again depending on aetiology.  The major causes of death in these patients are; 

sepsis, which is a bacterial infection of the body; cardiovascular instability; cerebral 

pressure and profound disturbances in circulatory control.  There is also a high 

incidence of renal failure.  Many patients require urgent liver transplant surgery 

(Richardson & O’Grady, 2002).   

 

Overall, progress has been made in the management and survival of this patient 

group with improved intensive care management and developments in liver 

transplantation.  However, liver transplant surgery cannot be regarded as a cure for 

acute liver failure, since it in itself is associated with a significant level of mortality.     

   

1.3.2 - Chronic Liver Disease 

 

Occasionally patients can become chronic carriers of the hepatitis B virus.  Some do 

not show any symptoms while others develop chronic liver disease.  Chronic 

hepatitis B virus is again more common in males.  Decompensated cirrhosis with 

portal hypertension and ascites eventually develops in many patients.  The cause of 

death is usually liver failure (80%) and/or hepatocellular carcinoma (40%)  (Leevy et 

al., 1994).  

 

In addition, Hepatitis C virus is frequently followed by chronic hepatitis that can 

eventually develop onto cirrhosis.  It may develop in any patient with chronic 

hepatitis C infection regardless of cause.  Again, hepatocellular carcinoma can occur 



 11 

(Leevy et al., 1994).  Lupoid Hepatitis (non-B) is a chronic hepatitis, which affects 

women predominantly.  The cause is unknown; illness starts as acute viral hepatitis 

but if untreated, it progresses to cirrhosis (Sherlock & Summerfield, 1991). 

 

Cirrhosis is defined as widespread fibrosis with nodule formation and is the result of 

prolonged liver cell necrosis (the death of a portion of tissue) followed by fibrosis 

throughout the liver.  It may be the end-result of many liver diseases (Sherlock & 

Summerfield, 1991).  During the development of cirrhosis, different patterns of 

fibrosed tissue can help to distinguish between the different causes.  It is classified 

into 3 main types according to the size of the regenerating liver cell nodules.  The 

first of these is micronodular cirrhosis, which consists of small regenerating nodules 

and is usually associated with alcoholism.  The second is macronodular cirrhosis 

with which the liver is very misshapen and contains nodules of varying sizes.  This 

can result from hepatitis B.  The third type is mixed cirrhosis, which has features of 

both micro and macro nodular cirrhosis.  This is an intermediate stage as 

micronodular cirrhosis may develop into macronodular when the cause of the liver 

injury is removed.  This is often seen in patients suffering from alcoholic cirrhosis 

who have stopped drinking alcohol (Sherlock & Summerfield, 1991).    

 

There are 2 main signs of cirrhosis; portal hypertension and liver cell failure.   

Patients are classified according to whether the condition is compensated, which is 

when the patient is relatively well, or decompensated, that is, when there is fluid 

retention and liver failure present (Sherlock & Summerfield, 1991).   
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Chronic liver disease can also occasionally be inherited.  For example, Wilson’s 

disease is a rare cause of inherited cirrhosis mainly affecting children and young 

adults in which copper is not adequately excreted into bile and slowly accumulates in 

the body.  The main signs of this condition are cirrhosis and degeneration of the 

basal ganglia (Thompson, 1985).  Another inherited disease, which affects the liver, 

is haemochromatosis.  Tissue damage occurs due to an overload of iron in the cells 

of various organs including the liver, hypothalamus, heart and pancreas.  It is 

associated with the development of eventual cirrhosis, diabetes mellitus, 

hypogonadism and cardiomyopathy.  The disease is usually seen in middle-aged men 

and women (after menopause).  Hepatocellular carcinoma occurs frequently in 

cirrhotic cases (Leevy et al., 1994). 

 

Furthermore, some chronic liver conditions can directly affect the biliary system.  

Diseases of the liver and biliary tract may impair the formation and flow of bile 

resulting in cholestasis.  Primary Biliary Cirrhosis is an example of a disease of 

unknown aetiology, which produces progressive destruction of intrahepatic bile ducts 

resulting in cholestasis.  When the bile ducts become damaged, bile can no longer 

flow through them.  Instead, it builds up in the liver, damaging the liver cells 

resulting in inflammation and scarring.  This condition usually affects females 

between 35-65 years of age.  The initial symptom is typically pruritus without 

jaundice.  Progressive jaundice occurs with advanced disease.  Portal fibrosis and 

subsequently cirrhosis may develop as the liver becomes less able to repair itself 

(Leevy et al., 1994). 
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Primary Sclerosing Cholangitis is another disorder of unknown aetiology.  Episodes 

of cholestasis result from fibrosing inflammation due to all parts of the biliary system 

becoming fibrosed, which eventually results in the biliary tree dissolving.  This often 

leads to secondary biliary cirrhosis and portal hypertension.  The disease usually 

affects patients of approximately 40 years with more males being affected than 

females.  Death from hepatic failure or its consequences occurs in approximately 

60% of patients (Sherlock & Summerfield, 1991).   

 

Chronic drug cholestasis is another cause of chronic liver disease and occurs when a 

hepatic drug occasionally causes a reaction lasting many months or even years 

(Sherlock & Summerfield, 1991).  Drugs which may occasionally cause this 

condition include oral contraceptives and Chlorpromazine.  Chlorpromazine is a 

sedative drug widely used to treat anxiety, agitation and vomiting, particularly in 

psychiatric patients and the elderly. 

 

Further causes of chronic liver disease are tumours of the liver and biliary system.  

Primary tumours of the liver may be benign or malignant.  Hepatocellular carcinoma 

is a malignancy of the hepatocyte that accounts for 75% to 90% of primary liver 

tumours and occurs predominantly in males.  The incidence of primary liver cancer 

varies widely geographically.  It is common in Africa and South East Asia but is 

rarely found in climates that are more moderate.  Predisposing factors include 

cirrhosis and hepatitis B and C (Sherlock & Summerfield, 1991).   

 

The liver is also the most common site for metastatic (secondary) tumours.  Deposits 

from cancer of the lung, breast, colon, stomach and pancreas are most frequently 
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encountered in the liver.  Metastatic tumours are far more frequent (as much as 18 

times) than primary malignant tumours (Leevy et al., 1994).  

 

 

1.3.3 - Alcoholic Liver Disease 

 

Alcohol is the most common factor causing chronic end-stage liver disease in North 

America and Western Europe.  In fact, alcoholic cirrhosis accounts for more than 

10,000 deaths annually in the USA alone (Neuberger & Lucey, 1994).  The total dose 

of alcohol is an important factor in the development of alcoholic cirrhosis.  The 

longer and the more a person drinks, the more likely that cirrhosis will develop.  

Thompson (1985) stated that the lowest dose of alcohol resulting in a statistical 

increase of the incidence of cirrhosis is 80 grams or 8 units for men and 40 grams or 

4 units for women daily.       

   

Alcohol can adversely affect the liver in various ways.  Acute alcohol intake impairs 

the liver’s ability to metabolise drugs, which could have extreme consequences if a 

person’s life was dependent on medication.  It can also increase the cerebral effects 

of sedatives.  Chronic ingestion of alcohol also affects the liver’s ability to 

metabolise drugs as it induces many hepatic microsomal enzymes, which results in 

alcohol being metabolised more rapidly by the liver.  In fact, the clearance of all 

drugs from the blood is increased resulting in larger doses being required in order to 

obtain the same pharmacological effects (Thompson, 1985).  
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In patients suffering from chronic alcoholism, alcoholic neuropathy can develop, 

which is when a person’s nerve endings degenerate and lose function due to thiamine 

deficiency.  This can also occur in under-nourished alcoholics.  When malnutrition 

has resulted in gross thiamine deficiency, a rare complication known as Beriberi can 

develop.  Severe congestive cardiac failure is a major sign of this, which improves 

dramatically when thiamine is given (Thompson, 1985).   

 

Common symptoms of alcoholic liver disease include bruising, which is usually due 

to repeated falls, an enlarged and tender liver, amenorrhoea, loss of libido and 

impotence.  Spider naevi is also found, as is peripheral oedema, which is usually the 

first sign of cirrhosis.  Cold and sweating feet is also a symptom and this is due to 

peripheral neuropathy.  Furthermore, a common symptom is the loss of hair on the 

arms and legs.  Confusion and delirium can also develop in the alcoholic when 

alcohol is withdrawn and is a sign of underlying liver disease.  This can vary from 

frequently seen anxiety to terrifying hallucinations.  Epileptic fits may also follow 

cessation of alcohol (Thompson, 1985).     

 

 

1.4 - Liver Transplantation 

 

The surgical feasibility of liver transplantation was first demonstrated in the 1950’s.  

It was later refined in the 1960’s and in 1963, the first human liver transplant was 

attempted by Dr. Thomas Starzl.  During the early stages of liver transplant surgery, 

very few patients were grafted.  It was only used in late stages of liver failure due to 

the high risks involved.  Few patients survived the early efforts.  Many also died 
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whilst waiting for a suitable organ to become available.  Since the late 1970’s, the 

concept of brain-stem death and the retrieval of organs from cadavers have been 

accepted and this has resulted in the organs being in better condition when removed 

from the donor and therefore more suitable for transplantation.  The introduction of 

improved organ perfusion was also an important step forward as it extended the time 

that the organ could be stored with excellent function up to approximately 14 hours 

(Neuberger & Lucey, 1994).  As the risks of liver transplantation declined, the range 

of patients undergoing the procedure expanded.  Originally, transplant surgery for 

acute liver failure was not even considered due to the instability of the patients and 

the poor prognosis, nowadays however, these operations represent approximately one 

third of clinical programmes (Neuberger & Lucey, 1994).  Similarly, people over 60 

years were initially excluded due to their age and now they can expect excellent 

rehabilitation after liver transplant surgery.   

 

Statistics from a multi-centre study of transplant programs in England and Wales, 

show the vast improvement in survival of patients during the last couple of decades 

as the one-year survival rate has risen from 70% in 1985 to 83% in 2001.  The 5-year 

survival rate has also risen from 59% in 1985 to 74% in 2001 and the number of 

patients surviving at 10 years has risen from 51% in 1985 to 70% in 2001 

(Longworth, Young, Buxton et al., 2003).  However, survival rates vary according to 

each individual patient and the cause of liver disease.   

 

As the survival rates have steadily improved over recent years, more and more 

transplants are being performed.  In 1980, fewer than 50 liver transplants were 

performed across Europe, while today approximately 600-700 liver transplants are 
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performed in the U.K each year (Longworth et al., 2003).  The U.K Transplant 

Authority estimates that there were 3,400 liver transplants carried out in the U.K and 

Ireland between 1996-2000 inclusive (Longworth et al., 2003).  Among the new liver 

recipients, alcohol was the most frequent reason for requiring a liver transplant, with 

468 transplants being performed, hepatitis C was the second highest reason with 430 

transplants and the third highest was primary biliary cirrhosis with 420 operations 

performed (Longworth et al., 2003).   

 

However, despite the present success of the procedure, special consideration still has 

to be given to each patient, in order to assess his or her suitability for the operation.  

Generally, a liver transplant is granted for one of two reasons; firstly that the 

patient’s anticipated life expectancy is less than one year as a result of liver disease 

and secondly; that their quality of life is intolerable as a result of liver disease 

(Neuberger & Lucey, 1994).  

 

There are certain conditions in which liver transplant surgery would be deemed 

unsuitable despite the individual meeting these criteria.  These include the patient 

suffering from AIDS, active sepsis, extrahepatic cancer or advanced cardiac or 

pulmonary disease.  In these complicated situations, the patient would not receive a 

transplant.  One reason for this is that the patient would not have a good chance of 

surviving the procedure due to their condition.  Another reason is the shortage of 

donor organs.  Any available organ is usually given to a patient who has a relatively 

good chance of recovery. 
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1.4.1 - Different Types of Liver Transplant Surgery 

 

The vast majority of liver transplants are performed using orthotopic liver 

transplantation (OLT).  This involves the removal of the diseased liver and the 

grafting of the donor liver in the original site.  However, due to the shortage in donor 

organs, there are some alternatives to this and one is auxiliary transplant surgery.  

This involves the donor liver being located in the abdomen as well as the diseased 

liver or part of the diseased liver.  One advantage to this is the possibility that the 

diseased liver may recover and allow the donor liver to then be removed (Neuberger 

& Lucey, 1994).   

 

Reduced-size liver transplantation is another technique, which involves surgeons 

modifying grafts to allow transplantation in smaller recipients.  The results of this 

have been at least as good as those of whole organ transplantation.  With the success 

of reduced-size liver transplant surgery, it became apparent that the remaining 

portion of liver could also be used for a second transplant.  This allowed a donor 

organ to be used for two smaller recipients and was called split-liver transplantation.  

However, the results of this have not been as good as whole or reduced-size liver 

transplant surgery. 

 

Another technique, which has recently been used, is living-related transplantation.  

This involves the right lobe of the liver being removed from a living donor and 

transplanted into the recipient.  One major advantage of this method is the permanent 

availability of a graft for transplant surgery enabling the operation to be performed at 

the optimum time for the recipient (Sherlock & Summerfield, 1991).  However, the 



 19 

risks of mortality or significant morbidity to the donor are considerable.  Therefore, 

this procedure has extreme ethical implications as living donation would normally 

take place between family members and thus there may be extreme pressure on the 

donor to undergo the operation (O’Carroll, Masterton & Hayes, 2004). 

 

Alternative approaches, which are still in the experimental stages, are xenografts 

(Khalpey, Koch & Platt, 2004) and hepatocyte transplant surgery (Dagher, 

Bouderchiche & Branger, 2006).   

  

 

1.4.2 - Phases of Orthotopic Liver Transplant Surgery 

 

Despite the alternative procedures available, the standard operation for replacement 

of the liver is OLT.  OLT is carried out in 3 phases.  The first of which is the pre-

anhepatic phase.  This involves an incision through the abdomen of the recipient in 

preparation for the careful removal of the diseased liver.  The second phase, which is 

the anhepatic phase, involves the main veins being clamped and the diseased liver 

being removed.  The preservation solution is then flushed out of the donor liver 

before it is reperfused.  The final stage in this complex procedure is known as the 

post-anhepatic phase.  At this point, the liver is reperfused by the removal of the 

vascular clamps.  During this phase, the anaesthetic team must closely monitor the 

circulation of blood in the patient as the change in temperature and rise in potassium 

levels in the blood due to the reperfusion could have potentially lethal consequences.  

There is then a waiting period to allow the patient to warm up and for coagulation to 

improve.  Biliary reconstruction is then performed (Neuberger & Lucey, 1994). 
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1.5 - Post-operative Management 

 

After surgery, recipients are routinely ventilated on the intensive care unit.  The 

ventilator can usually be removed within 24 hours if they show satisfactory liver 

function, urine output and blood gases.  The majority of patients who receive a 

transplant for chronic liver disease have a relatively smooth post-operative course 

and can expect to go home within 2-3 weeks.  However, the procedure for those 

transplanted for acute liver failure is slightly different.  For patients who have 

suffered acute liver failure, encephalopathy may persist for several days after the 

transplant and so they may need to be ventilated for several days after surgery.  

Indeed, many patients suffering from acute liver failure experience neurological 

problems post transplant.  Other general post-operative complications include; 

electrolyte disturbance confusion and psychosis but all this usually resolves with 

time.   

However, infections pose a major threat to all recipients, due to the suppression of 

their immune system as a result of anti-rejection therapy.  Post-operative infections 

cause up to 88% of deaths following liver transplant surgery and between 66% and 

83% of all transplant recipients experience at least one episode of infection post-

transplant with the greatest period of risk being the first two months following 

surgery (Neuberger & Lucey, 1994).  Despite the increased risk of infection due to 

immunosuppression, the medication is necessary for life in order to lower the 

immune system and prevent it from recognising the new liver as a foreign body.  

However, research is currently underway in an attempt to discover why some 

patients have been able to discontinue the medication with no adverse effects on the 
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graft whilst others face rejection and graft loss.  Starzl, Demetris, Tiucco et al., 

(1993), have proposed that the exchange of migratory leucocytes between the graft 

and recipient, with consequent cellular chimerism in both, is the basis for tolerance.  

Cellular chimerism is when the recipient consists of two genetically different kinds 

of tissue, as a result of the transplant (Neuberger & Lucey, 1994).  There is 

preliminary evidence to support this hypothesis, however more research needs to be 

done to further these findings as the side-effects of immunosuppressant medication 

can have harsh consequences for the recipient’s health and also their quality of life.    

 

 

1.6- Summary 

 

The liver is a vitally important organ and when damaged it severely restricts a 

person’s health.  There are many different causes of liver disease and in severe cases, 

liver failure can occur.  Liver transplant surgery is the only option for survival in this 

situation.  Generally, liver transplantation is associated with a significant 

improvement in quality of life and life expectancy of the recipients, however, as yet, 

it does not represent a cure.  Therefore, further research into the quality of life of 

recipients is essential in order to justify the societal and economical cost of this 

complex procedure. 
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2.0 - Measuring Quality of Life 

 

2.1 - Overview of chapter 

 

This chapter aims to provide a brief overview of the term Quality of Life (QoL) and 

the ambiguity surrounding its definition and conceptualisation.  The importance of 

measuring Health-Related Quality of Life (HRQoL) as an outcome variable is also 

discussed.  Furthermore, the predetermined self-report measure and the 

individualised approach are described.  The advantages and disadvantages of each 

method are considered in relation to the measurement of HRQoL as an outcome 

variable.   

 

 

2.2 - What is Quality of life? 

 

The expression quality of life (QoL), is being used more and more throughout 

various disciplines in recent years.  Concurrent with medical advances, interest in 

QoL has been increasing since the 1970’s.  However, despite this recent surge in its 

usage, there remains widespread disagreement as to the precise meaning of the term 

(Ogden, 2000). 

  

QoL has been defined in various different ways.  One important way in which the 

definitions vary is in terms of their generality.  For example, Grant, Padilla & Ferrell 

(1990) defined QoL as, “A personal statement of the positivity or negativity of 

attributes that characterises one’s life”.  This definition is broad and very general, 

whereas, the World Health Organisation (WHOQOL) Group, (1993), defined QoL 
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as, “A broad ranging concept affected in a complex way by the person’s physical 

health, psychological state, level of independence, social relationships and their 

relationship to salient features in their environment”.  This definition is more specific 

and suggests that illness affects a person’s psychological, social and economic well-

being as well as their biological state (Ogden, 2000). 

 

The way in which QoL is defined affects the way in which it is assessed.  It is 

therefore vital for researchers to state their operational definition of QoL to ensure 

clarity about the meaning of the term under investigation (Ogden, 2000).  

The European Organisation for Research on Treatment of Cancer (EORTC), for 

example, operationalised QoL in terms of functional status, cancer and treatment 

specific symptoms, psychological distress, social interaction, financial/economic 

impact and perceived health status (Aaronson, Ahmedzai, Bergman et al., 1993).  

The measure they used to assess QoL thus reflected these dimensions.  Furthermore, 

the researchers who worked on the Rand corporation health batteries operationalised 

QoL in terms of physical functioning, social functioning, role limitations due to 

physical problems, role limitations due to emotional problems, mental health, 

vitality, pain and general health perception which formed the basic dimensions of 

their scale (Stewart & Ware, 1992).     

 

From the above examples, it is therefore clear to see that there is no fixed definition 

of QoL, however, various researchers have made attempts to reach consensus as to 

the conceptualisation of the term as different theoretical approaches to QoL research 

can raise important questions regarding conceptualisation (Ogden, 2000). 
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Cummins, McCabe Romeo et al. (1994), for instance, reviewed 27 definitions of 

QoL in an attempt to reach some consensus as to the precise meaning of the term.  

Their review revealed that 85% of the definitions included emotional well-being, 

10% included health, 70% included intimacy issues and 56% included work 

activities related to productivity.  Padilla, Grant and Ferrell (1992) also reviewed the 

QoL literature and identified the four main attributes of QoL to be: psychological 

well-being, which comprised of satisfaction with life, meaning of life, goal 

achievement, and happiness; physical well-being, which consisted of activities of 

daily living, appetite and sleep; social and interpersonal well-being; and financial and 

material well-being.  The findings of the review by Padilla et al. (1992) were similar 

to that of Jalowiec (1990), who identified 47 components of QoL and categorised 

them into physical, psychological and social dimensions.  The physical dimension 

included ability to work and physical functioning, while the psychological dimension 

included coping ability, self-acceptance, perceived health status, and adjustment to 

illness.  The social dimension comprised of social interaction and social support 

resources.   

 

Fallowfield (1990) also produced a similar conceptualisation of QoL, which 

consisted of psychological, social, occupational and physical functioning dimensions.  

The psychological domain included items such as depression, anxiety and adjustment 

to illness.  Fallowfield claimed that increased levels of depression and anxiety could 

severely restrict an individual’s functioning in any of the other areas thought to 

contribute to life’s quality.   
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Furthermore, adjustment to illness was deemed a vital component in maintaining a 

healthy psychological state; in fact it was claimed that it may even sustain life.  Items 

included in the social domain were relationships and social and leisure activities.  

Fallowfield (1990) argued that steady and supportive social relationships were vital 

in order to maintain a good QoL and stated that chronically ill people often feared 

social isolation because of their health state.  The third dimension of QoL was 

occupational functioning and the fourth component was physical functioning, which 

included items such as mobility, pain, sleep and appetite.  Fallowfield described how 

physical health is often taken for granted and is only appreciated when it is 

compromised.   

 

Frank-Stromborg (1988) also conducted a literature review and found a variety of 

terms equated with QoL.  These comprised of life satisfaction, self-esteem, well-

being, health, happiness, adjustment, value of life, meaning of life, and functional 

status.  It was concluded from the review that QoL encompasses objective measures, 

such as income, housing, physical functioning, work, socio-economic status and 

support networks, as well as subjective measures, such as attitudes, perceptions, 

aspirations, and frustrations.   

 

Although there is considerable overlap in the various different conceptualisations of 

QoL, it seems that perhaps the reason for no common definition or conceptualisation 

being accepted may be due to the fact that the meaning varies for each individual.   
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2.3 - Health-Related Quality of Life (HRQoL) 

 

HRQoL is one dimension of wider QoL and specifically refers to those aspects of a 

person’s life that have a direct impact on their health (Bowling, 2005).  It is defined 

as optimum levels of mental, physical, role and social functioning, including 

relationships, and perceptions of health, fitness, life satisfaction and well-being 

(Bowling, 2001).  From this definition, it is clear to see that it is distinct from QoL as 

a whole, which would include adequacy of housing, income and perceptions of 

immediate environment (Bowling, 2001).   

 

HRQoL is rarely explicitly defined in published studies (Gill & Feinstein, 1994) and 

this has resulted in considerable confusion between the concepts QoL and HRQoL 

throughout the QoL literature (Bowling, 1995).  The conceptualisation of QoL by 

Frank-Stromborg (1988) noted above, for example, is quite detailed, and seems an 

accurate portrayal of the QoL concept.  It includes a lot of items, both subjective and 

objective, spanning all aspects of life.  However, the definition of QoL provided by 

the EORTC, seems a more accurate description of HRQoL as it is more specific and 

focuses almost exclusively on health. 

   

Fallowfield (1990) also focused mainly on issues of ill health when attempting to 

conceptualise QoL.  This confusion may greatly contribute to the disagreement over 

conceptualisation of the term QoL.  This thesis focuses on the specific concept of 

HRQoL. 
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2.4 - Measurement of HRQoL as an outcome variable  

 

HRQoL is an important concept to measure as it broadens outcome towards 

considering the impact of a condition and its treatment on a person’s emotional, 

physical and social functioning and can be considered in regard to both patient 

groups and individual patients (Patrick & Erickson, 1988).  Thus, it offers valuable 

information as to whether a treatment leads to a life worth living by providing a more 

patient-led baseline against which the effects of the intervention can be evaluated 

(Bowling, 2001).  

  

HRQoL outcomes can be used for clinical decision-making in four ways; they can be 

used to monitor and assess patient status; to select treatments; to monitor the effects 

of treatments that have been selected and to develop a shared view of the disease and 

of treatment outcomes with patients (Patrick & Erickson, 1988). 

 

Some researchers remain sceptical about using the patient-based indicators in 

outcome research because of their subjective nature and poor quality of 

operationalisation and measurement (Patrick & Erickson, 1988).  However, Ebbs, 

Fallowfield & Fraser (1989) stated that in the case of chronic conditions with the 

most likely outcome only partial recovery, a comprehensive evaluation of HRQoL is 

needed in order to determine the merits of treatment.  Furthermore, Sullivan (1992) 

argued that with terminally ill patients, the most realistic goal of care is to provide a 

life that is comfortable, functional and as satisfying as possible.  The proper 

measurement of HRQoL is crucial in order to provide this.  The two main types of 
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patient-based indicators, which are used to measure HRQoL, are the predetermined 

self-report measure and the individualised approach.   

 

 

2.4.1 - Predetermined Self-Report Measure  

 

The predetermined self-report questionnaire typically consists of a series of 

questions, ratings or items used to measure HRQoL.  There are usually a set of 

responses from which the participant can choose, often on a Likert-type scale.  The 

response categories of the items are usually summed and may be weighted.  One of 

the benefits of this method is that it is quick to administer and interpret and therefore 

can be used with a large number of participants to enable the results to be generalised 

to the population in question.  A pre-determined self-report questionnaire takes the 

form of either a generic, condition-specific, or a domain-specific scale.  Each type 

has advantages and disadvantages; the choice depends largely on the purpose and 

aims of the research (Bowling, 2001).   

 

Generic scales are useful because they measure a broad range of HRQoL domains 

and aspects that may be seen as universal.  Due to this fact, they can also be used to 

compare HRQoL between and within different patient populations.  This enables the 

possibility of comparing outcomes of services that are directed at patients suffering 

from different illnesses. 

 

One of the most frequently reported generic measures is the Short- Form-36 (SF-36) 

(Ware,1993).  This measure is widely used across many disease settings.  It is brief, 
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multi-dimensional, reliable and valid and more sensitive to low morbidity levels than 

scales of similar length.  In addition, population norms exist for the measure 

(Bowling, 2001).   

 

The Sickness Impact Profile (SIP) (Bergner, Bobbitt, Carter et al., 1981) is another 

widely used generic scale.  It was designed as a measure of perceived health status, 

for use as an outcome measure for health care evaluation across a wide range of 

health problems and diseases (Bowling, 2001).   

 

Due to the broadness of these measures however, they are less sensitive to condition-

specific aspects of disease.  If research is focusing on a particular patient group then 

it is better to choose a condition-specific measure in order to detect important clinical 

changes (Bowling, 2001).   

 

Condition-specific scales are used when condition-related attributes need to be 

assessed.  As they are more specific than generic measures they ensure greater 

sensitivity to often small but clinically significant changes in health and can also 

distinguish between different levels of disease severity (Bowling, 1995).  Condition-

specific measures are therefore useful when aiming to monitor a patient’s suffering 

from a specific condition throughout the progression of their illness.  They also exist 

for a wide variety of conditions and health states and these variations reflect the 

evidence that different areas of life are affected by different conditions (Bowling, 

1996). 
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An example of a condition-specific measure is the Ferrans and Powers (1998) 

Quality of Life Index- Liver Transplant Version- III.  The Quality of Life Index 

(QLI) consists of two parts.  Part 1 measures how satisfied the participants are with 

four main areas of QoL: health and social functioning, social and economic, 

psychological/spiritual and family.  The second part measures how important these 

areas are to the participant.  An example of some of the items that tap specific 

aspects of HRQoL related to the condition are; “how satisfied are you with your 

transplanted liver?” and “how important to you are the changes in your life that you 

have had to make because of your transplanted liver?”.  All of the items are summed 

and weighted to produce a score for each of the subscales, i.e. health and social 

functioning, social and economic, psychological/spiritual and family, and a total 

score, which reflects overall QoL.     

 

Content validity of the QLI is supported by the fact that items were based both on an 

extensive literature review of issues related to HRQoL and on the reports of patients 

perceptions of QoL (Ferrans & Powers, 1992).  This index has been adapted to suit 

several specific conditions.   

 

However, despite condition-specific scales being more sensitive to change, they are 

essentially ordinal measures capable of distinguishing between states but with no 

information on their relative values as it is not possible to ‘norm’ against a general 

population sample or other patient groups (Bowling, 2001).  Many condition-specific 

instruments have been compared to clinical measures and the scores can be 

interpreted in the light of such comparison, which enables clinicians to gain some 

insight into what the data from the measures mean (Jenkinson & McGee, 1998).  
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However, as Jenkinson and McGee (1998) stated, this can lead to health status 

profiles being standardised against clinical rating scales, which somewhat defeats the 

object of creating patient-based measures as patient reports and clinical judgement 

are often at odds with one another.   

 

Therefore, it is often the case that both generic and condition-specific measures of 

HRQoL are used in combination with each other (Patrick & Erickson, 1988).   

Bombardier, Melfi, Paul et al. (1995), for example, conducted a study which used 

both the SF-36 and the condition-specific measure, Western Ontario and McMaster 

Universities (WOMAC) Osteoarthritis index.  They tested the hypothesis that, 

generic and condition-specific health status instruments measure distinct but 

complementary aspects of HRQoL.  Their sample consisted of patients who had 

undergone knee replacement surgery 2-7 years previously.  It was found that the 

WOMAC index discriminated better among patients with varying severity of knee 

problems whereas the SF-36 discriminated better among patients with varying levels 

of self-reported health status and comorbidity.  They concluded that their findings 

support the inclusion of both generic and condition-specific HRQoL to assess 

outcomes fully. 

 

In addition, Dempster and Donnelly (2000a) conducted a review of the literature 

concerning the measurement of HRQoL of people with ischaemic heart disease and 

concluded that both a condition-specific and a generic measure should be included 

when assessing HRQoL within that particular patient group. 
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Thus, by combining these approaches, data can be gained on aspects of specific 

importance to specific patient groups as well as data on how they score in relation to 

the general population on a generic measure.  The disadvantages, however, of this 

combined approach is that there are an increased number of statistical tests, thus 

increasing the likelihood of obtaining statistical significance by chance (Bowling, 

2001) and there is an increased burden for the participant in terms of completing 

questionnaires.  This latter point becomes particularly pertinent when dealing with 

people with chronic illness, who may feel fatigued after a short period of 

concentration. 

 

Domain-specific scales are often used to supplement a generic or condition-specific 

measure.  These instruments are designed to measure variables that are particularly 

relevant to a given study such as depression or anxiety.  They are useful when the 

relevant generic or condition-specific scale neglects that particular domain.  The 

domain-specific areas of interest vary according to how the condition and its 

treatment affect the patient.   

 

An example of a domain-specific measure is the Hospital Anxiety and Depression 

Scale (HADS) (Zigmond & Snaith, 1983).  It is a brief assessment of anxiety and 

depression and each of the two subscales consist of seven items.  Patients rate each 

item on a 4-point scale.  Items are based solely on psychiatric symptoms of neurosis.  

The two subscales assess patients’ emotional state over the past week.  Each item is 

summed with higher scores indicating the presence of psychiatric morbidity.  The 

scales were tested for validity on over 100 psychiatric outpatients and hospital staff 

with good results (Zigmond & Snaith, 1983). 
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However, domain-specific scales are often long and have to remain lengthy in order 

to retain sensitivity and psychometric properties, which can result in fatigue and 

boredom, particularly if the patient is unwell (Bowling, 2001). 

 

In sum, whist the various types of pre-determined self-report measures enable 

HRQoL to be assessed and compared within and between patient groups, the method 

has limitations.  Whilst many of the pre-determined instruments have been developed 

by assessing health-related aspects of QoL in groups of individuals, the items 

selected for inclusion in the final questionnaires may not reflect the specific concerns 

of any one individual (Jenkinson & McGee, 1998).  Furthermore, the weighting 

given to each item in scoring the questionnaires may not reflect the relative value of 

that aspect of health for that particular individual thus providing only a limited 

insight into the true HRQoL of individuals (Jenkinson & McGee, 1998).   

 

2.4.2 – Individualised Approach 

 

Because of these concerns and the demand for meaningful quantitative measures and 

scores in empirical research on health outcomes, researchers have attempted to 

develop instruments which are quantifiable but also individualised.  These 

instruments allow flexibility so that those aspects of life considered important by the 

individual being evaluated are included and the relative value of the different aspects 

selected is determined (Joyce, O’Boyle & McGee, 1998). 

 

This individualised approach focuses on asking people to identify the most important 

areas in their lives or about the effects that their health condition has on their lives.  
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Participants are asked to prioritise and possibly to weight the areas that they have 

chosen.  This is extremely beneficial as the researcher is then able to determine 

accurately what areas affect each individual’s HRQoL, and therefore such measures 

should be highly responsive to treatment, which brings about changes in health state 

(Jenkinson & McGee, 1998).   

 

Two examples of such measures are described below:  The Schedule for the 

Evaluation of Individual Quality of Life (SEIQoL) (O’Boyle, McGee & Hickey, 

1992), and the Patient-Generated Index of Quality of Life (PGI) (Ruta, Garratt & 

Leng, 1994). 

 

The SEIQoL is a generic interview-based instrument that allows respondents to 

identify areas of life which they consider important to their QoL based on their own 

values.  It is suitable for use with both patients and the general population and is 

completed in three stages.  In the first stage, respondents are asked to list five areas 

of life they judge to be most important in assessing their overall QoL. In the second 

stage, they rate their current status in each nominated area on a visual analogue scale 

(VAS) from ‘As good as could possibly be’ to ‘As bad as could possibly be’.  The 

interviewer then generates a bar chart profile based on these assessments and asks the 

individual to rate their overall QoL on a single visual analogue scale.  In the 

Judgement Analysis (J.A.) version, respondents are then presented with 20 

hypothetical profiles randomly generated by computer.  These are displayed as bar 

charts and labelled with the individual respondents nominated areas.  They are then 

asked to rate the overall QoL score associated with each profile on a VAS.   
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From these ratings, it is possible to estimate the relative weight attached to each 

nominated area using multiple regression analysis (Jenkinson & McGee, 1998).   

Finally, an overall QoL score is calculated for each individual by multiplying each 

nominated area by its corresponding weight and summing across the five areas to 

produce an index score between 0-100. 

 

However, this procedure of J.A. can be time consuming and consequently a shorter 

Direct Weighting method (SEIQoL-DW) has been developed  (Hickey, Bury, 

O’Boyle et al., 1996).  This involves asking individuals to complete stages 1 and 2 as 

above and then presenting them with a disc comprising five stacked, centrally 

mounted interlocking laminated discs, each a different colour and labelled (by the 

researcher) to represent one of the nominated life areas.  The discs can be rotated 

over each other to produce a dynamic pie chart.  Respondents rotate the overlapping 

disc until they are satisfied that they represent the relative weights they assign to the 

relative areas they have nominated (Hickey et al., 1996).  The relative weight can 

then be read from a 0-100-point scale on the outer rim of the disc.  These values are 

used for weighting in the calculation of the overall index score. 

 

The SEIQoL can be applied to any condition but will require supplementing with 

standardised condition-specific scales where specific outcomes require measurement 

(Jenkinson & McGee, 1998).  It has been used with patients with: gastric conditions, 

hip replacements, trauma, HIV/AIDS, dementia and Alzheimer’s and has been 

reported to be acceptable to patients in these groups (O’Boyle, 1997). 

However, the SEIQoL can present difficulties when measuring change.  QoL is a 

dynamic concept and patients may rate different areas as important at different stages 
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in their condition.  Therefore, in order to assess change in prospective studies the 

recommended practice in the user’s manual is that new cues are elicited at each 

assessment.  Cues nominated at baseline should then be given to the respondent and 

the SEIQoL procedure repeated.  This is necessary in order to enable direct 

comparisons between assessments (O’Boyle, Browne, Hickey et al., 1995). 

 

The PGI was developed for use in routine clinical practice and was therefore 

designed as a self-completed questionnaire.  However, because of the nature of this 

design, the PGI cannot be administered to healthy people and therefore cannot be 

used to generate comparative norms (Jenkinson & McGee, 1998).  Like the SEIQoL 

the PGI is completed in three stages.  The first stage asks patients to list the five most 

important areas or activities of their life affected by their condition.  The second 

stage asks patients to rate how badly affected they are in each of their chosen areas 

on a scale of 0-100, where 0 represents the worst they can imagine for themselves 

and 100 represents exactly as they would like it to be.  A sixth box is provided to 

enable them to rate all other areas of their life affected by their medical condition or 

even their health.  In the third stage, they are asked to imagine that they can improve 

some or all of the chosen areas of their life.  They are ‘given’ 60 ‘points’ which they 

can choose to spend across one or more areas, reflecting the relative importance they 

attach to potential improvements in those areas.  Finally, by multiplying each of the 

six ratings by the proportion of points allocated to that area and summing, an index is 

generated (Jenkinson & McGee, 1998).   

 

A disadvantage of the quantifiable individualised approach is that it often requires 

interviewer administration and use of scoring and weighting techniques, which can 
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be complex and time consuming.  A study, for example, which investigated the 

feasibility of using an individualised approach (i.e. SEIQoL), to measure HRQoL of 

a sample of older people indicated that, whilst most patients were able to identify the 

most important areas of their life, rate their level of functioning in each of these areas 

and rank the areas in order of importance, the majority of older people could not 

complete the ‘weighting’ stage.  Thus, it was concluded that whilst the 

phenomenological approach to measuring HRQoL may be successfully employed 

with older people, the weighting system used by existing measures needs to be 

refined, particularly when assessing the elderly (Dempster & Donnelly, 2000b).  

 

The information gathered from the first stage of both the SEIQoL and the PGI is 

qualitative, although the end result is a quantitative index of QoL/HRQoL.  A more 

common qualitative method could also be employed as a way of obtaining an 

individualised assessment of HRQoL.  The interview is the most common method 

used in qualitative research and produces very different data to that derived from 

quantitative work.  Rather than quantified scores that represent for example, a 

person’s level of satisfaction with their health state with a single number, the 

qualitative approach produces large quantities of transcribed material with varying 

levels of orthographic sophistication (Rapley, 2003). Interviews can be both highly 

structured, as in the case of fixed response questionnaires or minimally structured, as 

in the case of in-depth interviews (Heyink & Tymstra, 1993).  The benefits of 

qualitative interviewing have been described in detail by many researchers, and 

Heyink & Tymstra (1993, p.295) have offered a concise summary that has been 

adapted into the following list: 
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- The respondent has the opportunity to raise issues deemed essential for 

the research. 

 

- Misunderstandings can be easily clarified in the interview situation. 

 

- Fresh hypotheses and research questions can be tested out immediately in 

an interview with minimal structure. 

 

- The respondent and the researcher build “rapport”: a relationship based 

on confidence, security, and mutuality of purpose. 

 

- The interview is a “wide-band method”: many themes can be checked for 

relevance at short notice. 

 

- The interview is extremely appropriate for research into feelings, 

attitudes, intentions, and motivations of behaviour. 

 

However, there are a number of difficulties with qualitative interviews.  For example, 

interviewers must be knowledgeable, skilled, and well prepared before entering the 

field.  Interviewing, as well as the processing of interview data is laborious and time 

consuming, allowing only for relatively small sample sizes.  Unstructured and highly 

unstandardised interviews are unlikely to fulfil positivist criteria for validity and 

reliability (Heyink & Tymstra, 1993).  Furthermore, the cultural bias that both the 

interviewer and the respondent bring to the interview can distort data (Miller, 1991).  

Conversations and interactions in the field cannot be exactly reproduced (Behar, 
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1996).  This is supportive of the assertion that the observer who is present in the 

research should be present in the explication of the research findings (Behar, 1996).   

 

In general, qualitative research adopts a more flexible attitude and it is recommended 

to make explicit, points of view, procedures and decisions as much as possible, so as 

to gain a perception on the way in which results came about (Heyink & Tymstra, 

1993). 

 

Therefore, whilst the pre-determined self-report measure proves useful when 

assessing HRQoL within and between patient groups, the method may not fully 

address the fact that the meaning of the term may be slightly varied for each 

individual.  In order to fully embrace the subjective nature of this concept, an 

individualised approach is required. Bowling (2005) stated that the optimal 

measurement strategy is to measure the same phenomenon using several different 

approaches.    

 

 

 

2.5 - Summary  

 

There is widespread disagreement as to the precise meaning of the term QoL.  

Despite the ambiguity surrounding the definition, the health-related aspect of QoL is 

an important concept to measure as it considers the impact of a treatment on a 

person’s emotional, physical and social functioning.  This allows us to determine 

whether a treatment leads to a life of better quality if not a longer life, by providing a 

more patient-led baseline against which the effects of an intervention can be 

evaluated.   
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Predetermined self-report measures can be used to compare HRQoL between and 

within different patient populations.  However, this method may not reflect the 

specific concerns or relative values of health for a particular person, thus providing 

only a limited insight into the true HRQoL of an individual.  The individualised 

approach addresses these issues and therefore should be highly responsive to 

treatment, which brings about changes in health state, although it has its 

disadvantages.  Therefore, perhaps the optimal strategy for measuring HRQoL would 

be to use a variety of approaches.  
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3.0 - Response Shift 

 

3.1 – Overview of chapter 

 

The previous chapter examined approaches to the measurement of HRQoL - this 

chapter examines an important consideration when assessing HRQoL over time.  An 

overview of the term Response Shift is provided and it is emphasised how the 

measurement of this concept could greatly benefit HRQoL outcomes research and 

medical decision-making.  Discrepancies evident in HRQoL research are highlighted 

and a number of studies which attempt to address these discrepancies are discussed.   

Furthermore, a theoretical model of response shift and QoL (Sprangers & Schwartz, 

1999) is presented and the problems of the model are examined.  Two new models 

are offered in an attempt to address the shortfalls of this model.  Finally, various 

methods for assessing response shift are described. 

 

 

3.2 - What is Response Shift? 

 

In using a self-report measure, it is presumed that the individuals evaluating 

themselves have an internalised standard for judging their levels of functioning with 

regard to a given dimension and that the attitude of an individual towards a particular 

construct will remain stable.  However, this assumption that a common metric exists 

and remains unchanged over time within and between individuals has been 

challenged by a phenomenon known as Response Shift (Postulart & Adang, 2000).   
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The concept of response shift is grounded in research on educational training 

interventions (Howard, Ralph, Gulanick et al., 1979) and organisational change 

(Golembiewski, Billingsley & Yeager, 1976).  

 

Golembiewski and Yeager (1975) identified three types of change that may occur in 

any type of evaluation that requires self-reports, the first of which is ‘alpha’ change.  

This involves a variation in the level of some existential state, given a constantly 

calibrated measuring instrument related to a constant conceptual domain, otherwise 

known as true change.  In other words, true change would be an actual improvement 

or deterioration of HRQoL.  The second type of change defined was ‘beta’ change.  

This involves a variation in the level of some existential state, complicated by the 

fact that some intervals of the measurement continuum associated with a constant 

conceptual domain have been recalibrated (known as rubber yard-stick).  The third 

type of change identified was ‘gamma’ change, which involves a redefinition or 

reconceptualisation of some construct.  In other words, gamma change represents a 

major change in the perspective or frame of reference within which phenomena are 

perceived and classified in what is taken to be relevant in an individual’s life.   

 

Within the field of health, self-report measures have produced a number of 

paradoxical findings and often cannot help clinicians identify between two or more 

clinically equivalent treatment options.  For example, several studies have shown that 

often health care providers or significant others tend to underestimate a patient’s 

HRQoL compared with the person’s own assessment (Sprangers & Aaronson, 1992; 

Sneeuw & Aaronson, 1997; Friedland & Renwick, 1996).   
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Studies have also indicated an improvement in self-reported HRQoL scores during a 

serious or life-threatening illness, with patients often reporting their HRQoL equal to 

or superior to less severely ill or healthy people.  For instance, patients with cancer 

have been found to report better levels of HRQoL than the general population 

(Breetvelt & Van Dam, 1991); and people with spinal cord injuries have been found 

to report only slightly lower levels of HRQoL to that of the general population 

(Decker & Schulz, 1985).   

 

Furthermore, perhaps the most significant discrepancy is that often found between 

clinical measures of health and patients’ own evaluations of their health (Daltroy, 

1999).  This raises questions about what HRQoL measures are actually assessing and 

how the scores should be interpreted.  The importance of HRQoL research makes it 

critical to improve and further develop these scales in order to better understand 

patients’ experiences of health, illness and treatment.   

 

Sprangers and Schwartz (1999) recently considered this concept of response shift in 

the health setting in an attempt to explain the discrepancies in HRQoL research.   

They defined response shift as; a change in the meaning of one’s self evaluation of a 

target construct as a result of: 

(i) A change in one’s internal standards of measurement (known as scale 

recalibration in psychometric terms) 

(ii) A change in one’s values (i.e. the importance of component domains 

constituting a target construct, otherwise known as reprioritisation). 

(iii) A redefinition of a target construct (or reconceptualisation).  

It is vitally important to measure response shift within the field of health as 
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several studies have suggested that patients make significant response shifts as a 

result of a change in health status and specifically during treatment.  

 

Schwartz and Sprangers (2000) stated that response shifts are most likely to occur if 

the change in patients’ health status is recent, intense or pervasive thus requiring 

them to adapt to their new health state.  Furthermore, Rees, Waldron, Boyle et al. 

(2002) indicated that people are more likely to undergo a recalibration response shift 

within the first few months after a threatening event and those whose symptoms of 

illness are more severe tend to engage in recalibration response shifts longer than 

those with milder symptoms. 

 

In this thesis, it is only response shifts that occur within the context of HRQoL which 

are of interest.  Therefore, the working definition of response shift is a change in the 

meaning of one’s self-evaluation of HRQoL as a result of changes in internal 

standards, values and the conceptualisation of HRQoL.   

 

 

3.3 Findings from previous Response Shift research 

 

Lepore and Eton (2000) explored the lack of association between physical health 

problems and reported HRQoL.  They compared the fit of 2 hypothetical models, a 

suppressor model and a buffer model, to explain the HRQoL scores of men with 

prostate cancer.   
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According to the suppressor model, response shift can suppress the relationship 

between physical health problems and HRQoL.  In other words, physical health 

problems stimulate response shift by causing people to change their internal 

standards, their values and/ or the meaning of HRQoL.  Response shifts in turn, 

sustain or enhance HRQoL.  

 

According to the buffering model, response shifts can moderate or buffer the 

relationship between physical health problems and HRQoL.  The buffering model 

assumes that response shifts can be stimulated by mechanisms such as coping styles 

and social support.  From this perspective, some people with health problems will 

exhibit response shifts and others will not.  The model further assumes that health 

problems will be associated with poorer HRQoL in individuals who do not make 

response shifts and unrelated to HRQoL in those who do make response shifts 

(Lepore & Eton, 2000). 

 

The findings from the study by Lepore and Eton showed no evidence for a 

suppressor model in the sample of men with prostate cancer, however, evidence was 

produced that was consistent with the buffering model.  This suggested that response 

shifts moderated the associations between increases in urinary problems and changes 

in HRQoL.  More specifically, response shifts appeared to buffer men from negative 

effects of decline in urinary function and HRQoL.  They concluded from this that the 

response shift construct might help account for individual differences in HRQoL 

among prostate cancer patients who experience post-treatment complications. 

In a further attempt to explain the discrepancies often found in HRQoL research, 

Postulart and Adang (2000) investigated how retrospective HRQoL measurement 
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compared to ratings given by proxies and secondly, whether proxy ratings differed 

from prospectively assessed pre-treatment HRQoL scores.  Neither of these 

hypotheses were rejected, indicating that prospectively assessed pre-treatment 

HRQoL is enhanced by adaptation to illness during the pre-treatment period.   

 

Adang, Kootstra, Engel et al. (1998) investigated changes in HRQoL of pancreas-

kidney transplant patients before and after transplant surgery using the then-test 

method.  The results showed that patients whose transplant was successful tended to 

retrospectively rate their pre-transplant HRQoL lower than their baseline assessment 

suggesting that their internal standards of measurement changed from pre to post-

transplant. 

 

Furthermore, Sprangers, VanDam, Broersen et al. (1999) found evidence of response 

shift effects when measuring fatigue in cancer patients receiving radiotherapy.  

Changes were detected in internal standards of measurement in two subgroups within 

the sample.  The first subgroup consisted of patients facing early stages of adaptation 

to increased levels of fatigue while the second comprised of patients who faced 

diminishing levels of fatigue.  Results indicated that patients, who became less tired 

after radiotherapy retrospectively rated their levels of fatigue as worse than their pre-

treatment prospective assessment while those who suffered from increased levels of 

fatigue, retrospectively underestimated their pre-treatment prospective assessment. 

Evidence was also found of response shifts in a study of patients suffering from 

multiple sclerosis.  The patients, who were receiving beta-interferon-1b treatment, 

displayed changes in the importance of various HRQoL domains during the course of 

their treatment (Schwartz, Coulthard-Morris, Cole et al., 1997).    
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Moreover, research concerning cancer patients who were undergoing palliative 

chemotherapy, discovered that those who felt there were others worse off than them 

appeared to be able to sustain their level of HRQoL despite their deteriorating 

physical health.  In contrast, those who felt the same or worse off than others could 

not manage to sustain their level of HRQoL.  Therefore, when these patients engaged 

in downward social comparison they recalibrated their standards for measuring 

HRQoL (Hagedoorn, Sneeuw & Aaronson, 2002).  

 

The buffering model by Lepore and Eton (2000) could perhaps explain these 

findings.  It identifies downward social comparison as a coping style that could 

influence HRQoL through scale recalibration even if the patient’s objective 

functioning remains unchanged.  According to the model, a patient who does not 

engage in downward social comparison might not recalibrate his/her internal 

standards for evaluating HRQoL and therefore would not exhibit a positive change in 

HRQoL. 

 

In addition, assessments of change in personal goals can provide information about 

an individual’s shifting frame of reference and can illustrate more fully, how illness 

and treatment affect HRQoL, thus explaining some of the inconsistent findings 

common in the literature (Rapkin, 2000).   

 

Rapkin (2000) described how, early in an illness, an individual may want to return to 

perfect health and so they appraise global life satisfaction or subjective well-being 

against that standard.  At a later point, the person’s focus may be on pursuing 
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sustainable levels of work and activities.  Further along the illness trajectory, their 

focus may be maintaining independent functioning at home.  Therefore, at each 

point, the individual has markedly different priorities and concerns in mind when 

evaluating HRQoL.   

 

Evaluative HRQoL scales provide no information about these changing priorities 

and, in fact, the individual may report the same HRQoL at each point in time 

(Rapkin, 2000).  However, Rapkin purported that such insensitivity to change in 

health status does not represent lack of validity or measurement error.  Rather, the 

ratings may be valid reflections of the individual’s appraisal of the potential for goal 

attainment at that given time; instead, it is the goals that have changed. 

 

In an attempt to explain how the impact of life events on HRQoL may be subject to 

reconceptualisation and reprioritisation, Rapkin (2000) conducted a longitudinal 

study of people living with AIDS.  Also under investigation was how these response 

shifts were associated with changes in personal goals.  Analyses revealed response 

shift effects in all aspects of HRQoL, above and beyond adjustments for initial 

HRQoL, direct effects of stressors, evidence of coping and indicators of active 

coping.  In addition, the findings suggested four distinct reprioritisation response 

shifts associated with changes in personal goals and concerns.  Specifically, patients 

tended to: 

 

1. Have more positive reactions to events that made obtaining goals more likely 

2. Have more negative reactions to events that directly interfered with obtaining 

goals 
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3. Have attenuated reactions to positive and negative events that were less 

directly relevant to goal attainment 

4.  Have different reactions to emergent versus entrenched health problems for 

goal attainment. 

 

It was also found that, people’s reaction to life events and disease progression 

depended on whether and how their goals changed.   

 

Furthermore, Schwartz & Rapkin (2004) explored response shift effects in patients 

suffering from multiple sclerosis longitudinally over 5 years.  Standard analyses were 

conducted on the data, which revealed deteriorating physical role performance but 

stability in other HRQoL indicators over time.  However, further analyses, which 

accounted for response shift, revealed that patients changed their internal standards 

for physical role limitations and fatigue and reconceptualised HRQoL with respect to 

well-being and physical role functioning.  It was concluded that underlying response 

shifts allowed patients to maintain homeostasis in reported HRQoL despite physical 

deterioration, by evaluating their internal beliefs and life goals.   

 

Lepore and Eton (2000) described how a diagnosis of ill health could evoke an 

existential crisis in some individuals, which may lead to a search for meaning in life 

and a reordering of life’s priorities.  They stated that people might reorder or change 

their life goals after having re-evaluated the feasibility and importance of achieving 

them and that these changes in primary goals are accompanied by changes in basic 

values.  Although an illness can challenge a person’s HRQoL by threatening life 

goals, changing values can help people restore meaning by identifying something 
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important in life.  In addition, changing values can defuse goal threats by changing 

and reordering goals; and changes in values might help patients to accommodate to 

limitations imposed by their illness and could enhance HRQoL by altering the 

implications the illness has for their life (Lepore & Eton, 2000). 

  

Although there is a distinction between the three aspects of response shift 

(reconceptualisation, recalibration and reprioritisation), there is speculation as to 

whether or not they occur independently of each other.  It is proposed that they may 

be distinct, ineluctably intertwined or indeed may only reflect response shift when 

they occur in pairs (Sprangers & Schwartz, 1999).  For example, changes in internal 

standards may only reflect response shift when they coincide with changes in values 

or changes in conceptualisation.  Others have described the relationship between the 

three components as hierarchical (Sprangers et al., 1999).  For example, 

reconceptualisation must be ruled out before changes in internal standards can be 

detected (as changes in internal standards of measurement will have lost their 

meaning if the concept itself has changed over time).  Therefore, while it is important 

to distinguish between the three aspects of response shift to clarify the concept, it is 

also important to recognise their interconnectedness to acknowledge the complexity 

of the phenomenon.   
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Benefit-finding is a term used to describe the positive benefits that many individuals 

construe in the face of adversity and particularly during chronic illness.   

This concept is related to response shift as it also illustrates how illness can 

sometimes give people a chance to reappraise their QoL.  

 

The majority of research that has been carried out in this area has focused on patients 

suffering from cancer.  These studies claim that patients often find aspects of their 

illness experience to be beneficial despite the obvious distress and disruption caused 

by their condition.  Many report outcomes such as improved personal resources, an 

enhanced sense of purpose, greater spirituality, closer ties with others and changes in 

life priorities (Andrykowski, Brady & Hunt, 1993; Cordova, Cunningham, Carlson et 

al., 2001; Dow, Ferrell, Leigh et al., 1996; Ferrell, Dow, Leigh et al., 1995; Kurtz, 

Wyatt & Kurtz, 1995).   

Studies with other patient groups have also reported positive long-term effects of 

benefit finding (Affleck, Tennen, Croog et al., 1987; Affleck, Tennen & Rowe, 1991; 

Davis, Nolen-Hoeksema & Larson, 1998). 

Research conducted using The Silver Lining Questionnaire (Sodergren & Hyland, 

1997) suggests that this positive interpretation is not due to a form of self-delusion 

but instead reflects personal growth (Sodergren, Hyland, Crawford, 2004). 

 

 

3.4 Models of Response Shift 

 

Sprangers and Schwartz (1999) constructed a theoretical model of response shift to 

aid understanding of how response shift may affect perceived QoL and to enable 
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prediction of the occurrence or absence of response shift effects.  A crucial 

assumption of this model is that people want to feel as good as possible about 

themselves.  Therefore, response shift is directed toward regaining or maintaining 

homeostasis.  The model explains how response shift may affect QoL as changes in 

health states occur.  The model consists of 5 components: a catalyst, antecedents, 

mechanisms, response shift and perceived QoL.  The ‘catalyst’ refers to a change in a 

respondent’s health status, which may or may not result from treatment, as well as 

other health-related events (Sprangers & Schwartz, 1999).  

 

 The ‘antecedents’ refer to stable or dispositional characteristics of an individual; for 

example, sociodemographic information, personality, expectations or spiritual 

identity.  ‘Mechanisms’ are behavioural, cognitive and affective processes that 

accommodate changes in the catalyst.  Examples of some of these are: the use of 

coping strategies, initiating social comparisons, seeking social support, reordering 

goals, reframing expectations and engaging in spiritual practice.  ‘Response Shift’ is 

the fourth component of the model and the fifth is, ‘Perceived QoL’.  Perceived QoL 

is defined by Sprangers and Schwartz (1999) as a multidimensional construct which 

incorporates at least three broad domains; physical, psychological and social 

functioning.  The model contains a feedback loop to explain how QoL scores can be 

stabilised despite changes in health status.  This loop is aimed at maintaining and 

improving the perception of QoL as perceiving a sub-optimal QoL may lead the 

person to reinitiate established or new mechanisms (Sprangers & Schwartz, 1999) 

(see Figure 3.1). 
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 Figure - 3.1.  A theoretical model of response shift and quality of life (QoL) 

(Sprangers & Schwartz, 1999). 

 

 

 

      

 

 

 

The model proposes then, that the changes in the individual’s health status may 

prompt behavioural, cognitive and affective processes necessary for accommodating 

illness.  These processes have the potential to change an individual’s standards, 

values or conceptualisation of QoL and this response shift will influence perceived 

QoL.  The mechanisms an individual will employ and the type and magnitude of 

response shift will be dependent upon dispositional characteristics.  Antecedents are 

therefore postulated to have both direct and indirect effects on potentiating response 

shift (Rapkin & Schwartz, 2004).   
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The authors suggest that while their model shares similarities with other theories of 

adaptation to illness, for example, control theory (Carver & Scheier, 1982) or stress-

coping theories (Lazarus & Folkman, 1984), these theories do not specifically take 

into account response shift.  The importance of including response shift is that it 

makes explicit three salient aspects of change that will enable a better understanding 

of how HRQoL is affected over time as well as by medical and psychosocial 

interventions.  This in turn will direct researchers and clinicians to develop and 

employ more valid and reliable measures for assessing change in HRQoL over time.  

For example, in previous research where it was suggested that no or minimal change 

had occurred as a result of a medical or psychosocial intervention, the inclusion of 

response shift assessment might reveal the full impact of the treatment (Sprangers & 

Schwartz, 1999) 

 

 

3.4.1 - Discussion of the theoretical model of response shift (Sprangers & Schwartz, 

1999). 

 

Rapkin & Schwartz (2004) found this model useful for hypothesising relationships 

among key constructs, which were relevant to HRQoL assessment, but they felt that 

it presented some problems of logical circularity.  They argued that the working 

definition of mechanisms or outcomes might be the same as operationalisations of 

response shift.  For this reason, they felt that the model needed to be expanded in 

order to distinguish between these components and to highlight the influence of 

appraisal on HRQoL scores (Rapkin & Schwartz, 2004).  Appraisal refers to an 
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individual’s evaluation of the personal significance of a given event and the 

adequacy of his or her resources for coping (Schwartz & Sprangers, 2000).   

 

Rapkin & Schwartz (2004) also stated that factors that correlate with HRQoL, 

including differences in personal circumstances, stressful events, disease progression 

and interventions also depend upon the criteria individuals use to evaluate HRQoL.  

They argued that appraisal is a hidden facet in all measurement of HRQoL and all 

studies involving self-reported HRQoL are influenced by appraisal.  Rapkin and 

Schwartz (2004) hypothesised that four distinct cognitive processes would describe 

HRQoL appraisal adequately; these were largely anticipated in the theoretical model 

of response shift (Figure 3.1).   

 

The first process that they used to describe HRQoL appraisal was an individual’s 

‘frame of reference’.  They stated that HRQoL assessment induces a frame of 

reference, which involves the experiences that individuals deem relevant to their 

response and depends upon the meanings that people attach to questions as well as 

demand characteristics of the testing situation.  A person’s frame of reference 

consists of a set of categories of experience.  An individual considering their 

response to a HRQoL item may consider a single category or consult multiple 

categories, for example, their activities of daily living, their emotional well-being, 

personal growth, social roles and/or their interpersonal relationships.  Rapkin and 

Schwartz also stated that if an individual’s frame of reference changes, for example, 

they decide that work is no longer a high priority, then, the correlation between 

work-related events and HRQoL change should decrease correspondingly.  

Therefore, the true HRQoL score at any given time is dependent upon an individual’s 



 56 

frame of reference.  This relates to reconceptualisation of HRQoL, which was 

defined by Sprangers and Schwartz (1999). 

 

The second cognitive process that Rapkin & Schwartz (2004) proposed in an attempt 

to explain HRQoL appraisal, was the individual’s use of a ‘subjective sampling 

strategy’.  They stated that, in order for an individual to respond to a given item on 

any measure they must sample specific experiences from the various categories 

within their frame of reference.  This is an in individual’s subjective sampling 

strategy and is at least in part determined by the specific item content as well as the 

broader context of the measure and also the testing situation.  Rapkin and Schwartz 

claimed that HRQoL true scores are contingent upon this process and even if an 

individual’s frame of reference remains constant, sampling different experiences may 

lead to different ratings of HRQoL.  Changes in a person’s strategies for sampling 

experiences within their frame of reference which they deem relevant to rate their 

HRQoL as well as changes in factors that determine the relative importance of their 

various experiences relates to reprioritisation as defined by Sprangers and Schwartz 

(1999).   

 

The third distinct cognitive process is an individual’s ‘subjective standard of 

comparison’.  Each sampled experience from an individual’s frame of reference is 

judged against relevant subjective standards of comparison.  These comparisons may 

be based on personal reference points, for example, an individual’s prior functioning, 

lost capacities, previous encounters with illness or communication from relevant 

others (Rapkin & Schwartz, 2004).  It was also pointed out that individuals might 

select standards in a biased fashion, leading to criteria that are either more or less 
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demanding, (i.e. either self-evaluative or self-enhancing comparisons).  True HRQoL 

scores are again dependent upon the standards an individual invokes.  Changes in 

these standards of comparison for evaluation of one’s experiences, relate to 

recalibration as identified by Sprangers and Schwartz (1999).  

 

The final cognitive process that Rapkin and Schwartz (2004) claimed was involved 

in HRQoL appraisal is the ‘application of a combinatory algorithm’.  They stated that 

this is used to summarise an individual’s evaluation of relevant experiences and 

formulate a response to the item in question.  However, they pointed out that this 

combinatory strategy might be more complex than first thought.  Rapkin and 

Schwartz (2004) argued that the significance of a particular experience might be 

determined only in contrast to other experiences relevant to the individual.  

Therefore, more emphasis may be added to more recent or unusual events in a 

person’s life.       

 

In addition to the concept of appraisal not being explicitly measured in the theoretical 

model of Sprangers and Schwartz (1999), Rapkin and Schwartz (2004) felt that it 

needed to be expanded in order to differentiate response shift phenomena as initial 

responses to catalysts from those that continue the process via the feedback loop.  

Therefore, in an attempt to resolve these problems, Rapkin and Schwartz (2004) 

introduced two new models, which incorporated constructs based on the work of 

Sprangers and Schwartz (1999) and direct measures of HRQoL appraisal processes.   
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3.4.2 - Linear regression paradigm:  Accounting for changes in Standard influences 

(S), Coping processes (C), and Appraisal (A) variables 

 

The first new model uses a linear regression paradigm (figure 3.2).  Rapkin and 

Schwartz claimed that it recognises and addresses the fact that HRQoL scores are not 

intrinsically meaningful and that these scores can only be accurately understood 

through an underlying appraisal process.  The model consists of a variety of different 

families of hypothetical relationships that are frequently considered in HRQoL 

research and illustrates how they are each related to appraisal and response shift.  

 

The first family of relationships is referred to as the “standard” QoL research model.  

The primary hypotheses for the first set of relationships are; catalysts are directly 

related to QoL (S1), negative catalysts are related to lower QoL and positive catalysts 

are related to higher QoL.   

 

The effects of antecedents on QoL are mediated through catalysts (S2), for example, 

poverty may cause an individual to experience more negative life events resulting in 

a worse QoL.  Antecedents may also be controlled as exogenous covariates (S3) 

(Rapkin & Schwartz, 2004).   

 

The second family of hypotheses involve coping mechanisms.  Catalysts are 

hypothesised to either encourage or disrupt coping mechanisms (C1).  In Figure 3.1, 

coping is one mechanism contributing to response shift.  Schwartz and Sprangers 

(1999) stated that when a response shift occurs, it is a result of specific meaning-
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based coping processes that come into play when previous beliefs, expectations and 

goals are no longer plausible.  An individual must be willing to revise beliefs, attach 

positive value and meaning to new expectations.  This may involve updating core 

beliefs about the self and about what is valued and central to the definition of the 

self.  Schwartz and Sprangers (2000) also stated that in order to achieve a stable 

response shift, this process probably needs to be enacted repeatedly over specific 

stressful situations related to the ongoing chronic condition (Schwartz & Sprangers, 

2000).   

Rapkin and Schwartz (2004) hypothesised that there may be differences in coping, 

which are associated with an individual’s background variables (C2).  Buffering 

effects are labelled as (C3).  These are defined as mechanisms of problem-focused 

coping that reduce the impact of catalysts on QoL (Rapkin & Schwartz, 2004).  

 

By taking into consideration, the direct, indirect and buffering effects of catalysts, 

antecedents and coping mechanisms on HRQoL, it effectively controls all of these 

variables, therefore, making it possible to segregate effects which are associated with 

appraisal in later stages of the model.  Consequently, ‘change in QoL’ has been 

partitioned in order to differentiate between the variance, which is associated with 

the controlled variables, and the variance associated with standard predictors such as 

an individual’s physical health (Rapkin & Schwartz, 2004). 

 

The third set of relationships focus on an individual’s appraisal process.  The path 

connecting mechanisms to appraisal (A3) suggests that a person’s coping 

mechanisms can influence their appraisal of QoL.  However, both catalyst (A1) 

and/or antecedent (A2) variables can also lead to changes in QoL appraisal.  A 
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change in QoL appraisal, whatever the cause, can affect QoL ratings either directly 

(i.e. direct response shift) or indirectly by reducing the impact of catalysts (i.e. 

moderated response shift path).   

Rapkin and Schwartz (2004) argued that the different paths in this model serve to 

demonstrate important distinctions and relationships among coping, appraisal and 

response shift constructs. 

 

 

Figure 3.2.  Partitioning response shift effects in the model by Sprangers and 

Schwartz (1999) using a linear regression paradigm (Rapkin & Schwartz, 2004). 
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3.4.3 - Response shift in a clinical judgement paradigm 

Rapkin and Schwartz (2004) proposed a second model of response shift to build on 

the model by Sprangers and Schwartz (1999).  It describes how measures of 

appraisal can be used to identify response shifts (see Figure 3.3).  This model 

accounts for discrepancies between changes in observed clinical status and appraised 

QoL. 

 

Figure 3.3.  Response Shift in a Clinical Judgement Paradigm (Rapkin & Schwartz, 

2004). 

 

 

Again, ‘change in QoL’ has been partitioned.  An important feature of this model is 

that self-reported change in QoL is directly compared with an external measure of 

change and therefore the QoL discrepancy score reflects the difference between the 

two measurement perspectives (Rapkin & Schwartz, 2004).  Both these QoL 
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measurement methods are subject to the effects of catalysts, antecedents and coping 

constructs in Figure 3.1.   

Rapkin and Schwartz claimed that this model builds on the model by Sprangers and 

Schwartz (1999) as it has the ability to determine whether discrepancies between 

self-report and external measures of HRQoL are explained by changes in the ways 

that people appraise their HRQoL.  Therefore, if a significant portion of variance in 

discrepancies can be attributed to changes in the way an individual appraises their 

HRQoL, this would be considered evidence of response shift.  For example, during 

an interview a patient may reveal that they are very frustrated with the slow process 

of their rehabilitation.  When given a quantitative HRQoL scale, they rate their 

functioning as poor.  However, an external measure of their functioning rates it as 

good.  Throughout recovery, the patient’s functioning may change very gradually, 

however, subsequent self-ratings of their HRQoL may improve as they adjust their 

expectations of progress and begin to take satisfaction from smaller gains.  This kind 

of change represents recalibration (Rapkin & Schwartz, 2004).   

Therefore, Rapkin and Schwartz propose that an individual’s ratings of HRQoL can 

be affected by changes in health state, treatment and other life events in ways that do 

not concur with some expected value or with external observation.  Changes in 

HRQoL appraisal may be able to account for these discrepancies.  Thus, ‘actual’ 

measurement of response shift requires the direct assessment of changes in appraisal 

to account for discrepant changes in HRQoL ratings.  This would not only obtain a 

discrepancy score but also assess the psychological reasons underlying this 

discrepancy (Rapkin & Schwartz, 2004).   
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3.5 Methods for assessing Response Shift 

Methods which assess response shift are not only necessary to reveal unbiased 

treatment effects but are also useful for examining the impact of illness over time.  

There are various different approaches for assessing response shift. 

One approach is the use of individualised methods.  Whilst measuring response shift 

is not the original intent of these measures they can be adapted to produce 

information, which can be informative to response shift.  The Repertory Grid 

Technique (Thunedborg, Allerup, Bech et al., 1993) is an example of this type of 

approach.  Patients are asked to define the aspects of life that they deem important to 

their health, well-being and functioning.  The method assumes that HRQoL is 

relational and therefore determined by discrepancies between a person’s current self 

and their past abilities, future aspirations and peers’ current functioning.  This 

instrument measures reprioritisation and reconceptualisation.   

Cantril’s Ladder (Cantril, 1966) is another measure, which can be used to assess 

response shift.  Respondents are asked to rate their present, past and anticipated 

future satisfaction with life on a scale of 0-10, where 0 reflects worst imaginable life 

satisfaction and 10 reflects best imaginable life satisfaction.  The scale is anchored 

by the respondent’s own identified values.  This instrument measures recalibration 

and reconceptualisation.   

Furthermore, although not specifically used to examine response shift, the Schedule 

for the Evaluation of Individual Quality of Life (SEIQoL) (O’Boyle, McGee & 

Hickey, 1992) can illustrate some elements of the concept.  If the SEIQoL were 

administered on 2 or more different time-points, any change in the content of the 
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cues selected by the individual to determine the 5 most important areas of their life 

would be an indication of reconceptualisation.  In addition, any changes in values 

(i.e. reprioritisation) would be reflected by changes in cue weights, whether these are 

derived by judgement analysis or the direct weighting method.  However, a change in 

a cue weight inevitably means that at least one of the other cue weights must change.  

Free weights, which would be independent of each other, may therefore be more 

appropriate for determining changes in values, although this may result in 

respondents rating everything as very important. 

In order to assess recalibration response shift, the then-test version of the SEIQoL 

can be applied.  In practice this means that at time 2 (post-test) the respondent would 

be asked to provide a renewed rating of their overall baseline (pre-test) HRQoL on 

the VAS and also to rate again their level of functioning in relation to each of the five 

cues at baseline.  In the direct weighting method, the participant is then asked to 

indicate how important each of the life areas were in relation to each other at 

baseline. 

The then-test is an example of an approach which confronts the challenge of 

assessing response shift by imposing study design changes (Schwartz & Sprangers, 

2000).  The then-test was recommended as an extension of the conventional pretest-

posttest design (Browne, O’Boyle, McGee et al., 1997).  At the post-test session, 

participants complete the self-report measure twice.  First they are asked how they 

perceive themselves now (conventional post-test), then they are asked to provide a 

renewed judgement of their pre-treatment level of functioning (then-test).  By taking 

the post-test and then-test in close proximity, it is assumed that the measures will be 

completed with respect to the same internal standards of measurement (calibration).  
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Consequently, comparison of the post-test and the then-test scores should provide an 

unconfounded indication of the actual treatment effect.  The comparison of the mean 

pre-test and then-test scores would reflect an estimate of the magnitude and direction 

of response shift effects. 

The then-test measures scale recalibration, however reconceptualisation can also be 

inferred.  It easily accommodates existing measures while its reliability would be 

similar to the measure that is being adapted.  Therefore, there is a need to apply it to 

measures with strong psychometric properties (Schwartz & Sprangers, 2000).   

A negative difference between pre-test and then-test scores (i.e. baseline minus then-

test) indicates that in retrospect, an individual has reported their HRQoL to be better 

than what they originally reported it to be at baseline.  A positive difference between 

pre-test and then-test scores indicates that that in retrospect, a person has reported 

their pre-treatment HRQoL to be worse than what they originally reported it to be.  

This suggests that at baseline, the individual had adapted to the limitations of their 

illness and only after experiencing an improvement in their health state do they 

realise just how much their HRQoL has improved and consequently they rate their 

baseline HRQoL as worse than they had originally done.  However, there is some 

question as to whether this method is confounded due to recall bias.  For example, an 

inaccurate memory could be an alternative explanation for the difference between 

retrospective and prospective HRQoL scores. 

Preference-based methods can also be used to measure response shift.  These 

methods assess the importance and value a patient explicitly places on a health state 

or QoL dimension (Schwartz & Sprangers, 2000).  The Extended Q-TWiST 

(Schwartz, Cole & Gelber, 1995) is an example of this approach.  It provides a 
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practicable way to integrate response shift into treatment evaluation and of analysing 

HRQoL and preference data.  However, the method is limited by the potential patient 

burden involved in collecting preferences or utilities at each time-point.  The 

instrument measures reprioritisation response shift.   

The Ideal Approach is another design technique in which respondents are asked to 

complete a questionnaire twice.  The first time is in reference to their actual status 

while the second is their ideal status.  This is repeated at different time points and 

measures scale recalibration and reconceptualisation (Schwartz & Sprangers, 2000). 

Qualitative methods can also be used to evaluate response shift.  For instance, semi-

structured interviews could be aimed at probing respondents so that they can describe 

their experience.  The Ideographic Assessment of Personal Goals (Rapkin & Fischer, 

1992) for example, is a two-part structured interview, which was developed to 

investigate respondents’ goals as well as their self-evaluation of these goals.  Open-

ended questions are used to elicit types of goals in the first part of the interview, 

whilst in the second part, respondents are asked to rate their goals on a series of 

dimensions such as level of effort required to pursue the goal.  Response shift would 

be evident in the change in goal content at different time-points.  This would reflect 

reconceptualisation, while a reordering of the goal priorities would reflect 

reprioritisation.   

Qualitative methods can produce rich data and can therefore provide a deeper 

understanding of a phenomenon.  In addition, the questions can be specified so that a 

particular aspect of response shift can be explored in some depth, thereby providing a 

foundation for further conceptual distinction between the three aspects of response 

shift.  This method may also provide a more accurate indication as to whether 
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participants’ retrospective accounts are subject to recall bias by allowing them to 

provide richer, more detailed accounts of their retrospective pre-treatment 

functioning.  However, a disadvantage of this approach is that it can be time-

consuming and the lack of quantification of response shift prevents summaries within 

groups or comparisons across populations. 

To conclude, the philosophical and practical implications of response shift are likely 

to be significant.  The occurrence of response shifts in HRQoL assessment provides 

support for the view that HRQoL is an individual dynamic phenomenon and that 

valid measures must incorporate the unique and changing perspective of the 

individual.  

 

3.6 - Summary 

It is clear that conventional pre-test post-test designs may be insensitive to change in 

health status if sufficient attention is not afforded to the possibility of response shift.  

Most studies, which have used HRQoL as an outcome measure, have not 

incorporated any assessment of response shift.  Thus, the impact of the conditions 

and their treatments on HRQoL may have been either underestimated or 

overestimated.  There is evidence to suggest that response shifts frequently occur as a 

result of a change in health and specifically during treatment.  It is therefore, vitally 

important to consider response shift in an assessment of the effectiveness of an 

intervention as this will enhance the sensitivity and relevance of such measures in 

outcomes research and medical decision-making and lead to a deeper understanding 

of the process of adaptation.   
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A major life event such as undergoing liver transplant surgery could be an important 

catalyst for response shift and therefore the importance of considering the concept in 

this area is great.  Thus, the next chapter will examine the assessment of HRQoL in 

patients with liver disease and among people who have experienced liver 

transplantation. 
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4.0 Health-Related Quality-of-Life and Liver Disease 

 

 

4.1 –Overview of chapter 

 

This chapter aims to provide an overview of the psychological effects of end stage 

liver disease (ESLD) and examine the assessment of HRQoL in patients suffering 

from liver disease.  Furthermore, the importance of assessing HRQoL of liver 

transplant patients is emphasised as is the need to identify predictors of 

psychological well-being post-transplant. 

 

 

4.2 - Why measure HRQoL in patients suffering from liver disease? 

 

The development of chronic liver disease is often slow and subtle.  In fact, as much 

as 70% of the liver can become diseased without the individual showing any 

significant physical symptoms.  However, when disease infiltrates the remaining 

30% of the liver symptoms become more apparent, but still progression is gradual.  

Despite the slow onset of illness, the eventual physical effects of liver disease are 

harsh and can have a profound impact on patients’ HRQoL.  There are many physical 

signs, which include recurrent bleeding, most commonly in the oesophagus, stomach 

or bowel; hepatic encephalopathy, coagulopathy, nutritional impairment, loss of 

appetite, loss of body hair, dramatic weight loss, opportunistic infections and various 

gastrointestinal symptoms such as nausea, diarrhoea, heartburn and intolerance of 

fatty foods.  In addition, dulling of the senses, pruritus, swollen legs, ascites, dilated 
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abdominal veins, jaundice, dark urine, pale stools and extreme lethargy are other 

classic signs of the condition.  All of these can severely affect an individual’s ability 

to carry out daily activities.  

 

Furthermore, the psychological effects of liver disease are every bit as harsh as the 

physical symptoms.  In fact, Tarter, Switala, Arria et al. (1991) examined the 

differential impact of eight chronic liver diseases on HRQoL and noted from their 

findings that for every disease type, the psychosocial impact of the condition was 

perceived as being more severe than the physical consequences.  Their results 

suggested that the psychosocial impact of the illness was not associated with the 

severity of the liver disease.  

 

However, the majority of studies which have examined the psychological impairment 

of liver disease, conclude that there is in fact a significant association between the 

severity of psychological symptoms and extent of liver impairment. 

Bianchi, Marchesini, Nicolino et al. (2005) for example, compared the psychological 

status of patients with cirrhosis in relation to the severity of their liver disease.  The 

Psychological General Well-Being Index (PGWBI) was used to gauge the 

psychological status of the patients.  They found that the global PGWBI score, as 

well as several individual subscales, showed a significant negative correlation with 

severity of liver disease as assessed by Child-Pugh score (i.e. a comprehensive 

measure of disease severity), as well as, with the presence of encephalopathy and 

ascites.  
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Streisand, Rodigue, Sears et al. (1999) also found a similar relationship.  More 

specifically, they claimed that higher disease severity scores found in patients 

suffering from liver disease were associated with poorer cognitive functioning; more 

depression; more anxiety; poorer psychosocial adjustment to illness; more frequent 

use of avoidant coping strategies; lower perceived HRQoL and higher symptom 

frequency.   

 

Conversely, a further study investigated whether the presence of liver disease, with 

minimal or no clinical physical symptoms, was associated with psychological 

disturbance.  It was found that as many as 45% of the clinically asymptomatic 

participants suffering from chronic, non-alcoholic liver disease, showed significant 

levels of psychological distress according to the Brief Symptom Inventory (BSI).  

Six percent were defined as severe cases.  This was in comparison to 53% of those 

with physical signs of liver disease indicating a significant level of psychological 

distress, 20% of which were severe cases.  These findings were in spite of the fact 

that those with a psychiatric record were excluded from the study.  Thus almost half 

of the patients who showed minimal or no physical symptoms of liver disease were 

nonetheless experiencing significant levels of psychological distress (Davis, De-

Nour, Shouval et al., 1998).  Lok, Leeuwen, Thomas et al. (1985) found similar 

results with a sample of asymptomatic patients infected with the hepatitis B virus.   

 

Davis et al. (1998) further claimed that specific clinical diagnosis, histological 

changes and biochemical parameters had no influence on the degree of psychological 

distress.  Neither did the age or gender of the patient nor the treatment or duration of 

the disease.  However, there were three factors that significantly correlated with the 
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degree of psychological distress as measured by BSI.  The first of these was the 

patient’s employment status - those who blamed their illness for preventing them 

from working suffered significantly more psychological distress.  The patients’ 

educational level was the second factor - those who had been in education for less 

than 12 years showed significantly higher levels of psychological distress than those 

who had been educated for 12 years or more.  Thirdly, despite the fact that almost 

half of the asymptomatic patients suffered from significant levels of psychological 

distress, there was a significant correlation found between the severity of physical 

symptoms and psychological distress.   

 

Davis et al. argued that there were two possible explanations for their findings.  

Firstly, they suggested that the patients’ psychological distress was an expression of 

their apprehension and concern about the potential negative implications of liver 

disease for their health and survival.  Therefore, whether they showed symptoms or 

not, the mere presence of the disease represented a threat to the individual.  

Secondly, they suggested that liver disease could affect the central nervous system, 

which may have facilitated the development of anxiety, with even subtle metabolic 

changes being of significance.  However, it was concluded that the former, i.e. the 

existence of chronic liver disease itself, was the most likely factor associated with a 

greater degree of psychological distress.   

 

Rodger, Jolley, Thompson  et al. (1999) came to a similar conclusion when they 

stated that, although the physical dimension of health may be impaired in the 

presence of advanced liver disease and complications; the psychological aspect, 
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social performance and behaviour may be altered by the sole awareness of illness, 

independently of liver function.  

 

Therefore, although the majority of studies indicate that, as the patient’s physical 

health declines, so does their level of psychological well-being, it is important to note 

that patients with minimal or no physical signs of liver disease also suffer from a 

significant level of psychological distress and this is purported to be due to the mere 

awareness of the condition.   

 

  

4.2.1 - HRQoL of patients suffering from ESLD  

 

It is evident then from the literature that patients suffering from ESLD are very likely 

to be struggling with significant psychological trauma due to the advanced stage of 

their illness.  In addition, these patients are confronted with many other stressors.  

For instance, they are likely to experience drastic changes in their body image such 

as dramatic weight loss, ascites and oedema.  This can have a negative impact on a 

patient’s confidence thus affecting their psychological well-being.  Personal 

relationships can also be affected as the individual’s perceived loss of attractiveness, 

due to physical changes, may lead to a loss of sexual desire.  Extreme lethargy can 

severely restrict a patient’s lifestyle, in particular, it could inhibit sexual relations, 

affect confidence, and limit their ability to work and socialise thus resulting in 

isolation as well as financial difficulties.  Moreover, the patients’ inability to work 

can cause them to feel as if they have lost their role or purpose in life.   
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For example, a study investigating the factors associated with poor HRQoL of 

patients with cirrhosis found that most areas of daily life were affected by perceived 

health problems; especially paid employment and sex life in males and home life and 

social life in females (Marchesini, Bianchi, Amodio et al., 2001).  One possible 

explanation for these findings is the traditional social view of the ‘male bread 

winner’ and ‘house wife’, which are still held by a significant proportion of Western 

European society; therefore, these patients may have suffered a loss of ‘self’ and 

‘social-identity’ when no longer able to carry out their roles.  

 

In addition, Streisand et al. (1999) found that fatigue was the most common and most 

challenging symptom reported in their study on liver transplant candidates.  

Approximately one third of their sample identified fatigue and lack of sleep, as well 

as breathing difficulties, changed bodily appearance, diarrhoea, swollen ankles, poor 

concentration, decreased sexual interest, weight gain, poor memory and anxiety, as 

the most problematic symptoms that they experienced.  Huet, Deslauriers and Tran 

(2000) support these findings.   

 

Furthermore, Bianchi et al. (2005) claimed that the factor most frequently associated 

with poor HRQoL in patients suffering from cirrhosis was sleep disorders.  They 

stated that a third of their sample had problems falling asleep, whilst the same 

proportion woke up early in the morning and over half reported waking up several 

times during the night.  They argued that this symptom significantly impaired 

patients’ HRQoL, however, it was frequently under rated and untreated by 

physicians.   
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Another major concern, often reported by this group of patients is whether or not 

they will actually get a suitable donor organ in time and if so, will it function 

properly and for how long.  For example, De Bona, Ponton, Ermani et al. (2000) 

found that cirrhotic patients listed for liver transplantation had severe 

psychopathological distress arising from the fear of waiting for a transplant and the 

knowledge that they may not receive a suitable organ in time.  They stated that a 

substantial number of participants probably would not be transplanted before clinical 

deterioration caused them either to be excluded from the waiting list or to die.  

Rocca, Cocuzza and Rasetti (2003) emphasised how the uncertainty of the transplant 

process in particular may be a contributing factor to psychological distress due to the 

fact that patients and families have no control over the availability of organs, timing 

of the transplant, transplant team decisions or development of problems after surgery.   

 

Previous research has also indicated that individuals suffering from ESLD seem to 

score persistently lower on measures of HRQoL compared to patients from other 

disease groups.  Streisand et al. (1999) for example, assessed the HRQoL of a large 

sample of liver transplant candidates and found that the mean scores on all eight SF-

36 scales were significantly lower than those reported by patients suffering from: 

chronic obstructive pulmonary disease, recent acute myocardial infarction, diabetes 

and congestive heart failure.  The liver transplant candidate sample also reported 

significantly higher symptom frequency and problem scores when compared with 

other transplant candidates, on the Transplant Symptom Frequency Questionnaire 

(TSFQ).    
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Despite the fact that this patient group are confronted with a unique set of stressors, 

only a small number of researchers have employed a qualitative approach as a way of 

obtaining an individualised assessment of patients’ HRQoL. 

 

One of the few qualitative studies in the area was conducted by Wainwright (1997) 

in which a theory entitled, ‘The Experience of Transcending Liver Disease’, was 

developed which described the different phases of ESLD.   

The theory comprised of two main stages, ‘Becoming ill’, and ‘Not Living’.  

Becoming ill, consisted of seven subcategories, the first of which was ‘Interpreting’.  

Wainwright stated that patients often found it difficult to interpret the signs of liver 

disease due to the gradual onset of symptoms.  Many experienced a period of 

uncertainty, doubting whether they really were ill.  Furthermore, the views of others, 

particularly family and friends reinforced or challenged the patient’s interpretation of 

becoming ill.  

 

‘Reading the Signs’, was the second subsection, which described the many 

debilitating physical symptoms of chronic liver disease.  Patients often found the 

signs difficult to read due to their generality and the gradual onset of more specific 

symptoms. 

 

The next subcategory identified was ‘Doubting Illness’ and described how organic 

mental changes, such as hepatic encephalopathy, also hindered the informants’ 

ability to rationalise their illness.  Often this only ended when the patient was 

referred to a specialist liver centre and a firm diagnosis was given.  For the 
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informants in Wainwright’s study, being given a specific diagnosis often came as a 

relief, as it brought an end to this period of doubting illness. 

 

‘Physical Limitations’ was the fourth subsection identified.  Wainwright stated that 

all of the informants reported very negative feelings about the physical limitations 

they experienced prior to their transplant.  Haematemesis (vomiting blood) was 

found to be the most dramatic symptom, whilst the most overwhelming physical 

limitation was reported to be extreme tiredness.  These findings are supported by 

Huet et al. (2000), Streisand et al. (1999) and Bianchi et al. (2005).   

 

Patients reported a gradual increase in physical limitations prior to their transplant 

and this was accompanied by increased emotional instability.  This phase was 

defined as, ‘Going downhill’.    

 

The sixth subsection was labelled ‘Attitudes of Society’.  Wainwright stated that 

patients found perceptions of society to be important and the assumption that their 

condition stemmed from alcohol abuse was a major irritant for many.  The seventh 

phase was ‘Managing your Illness’ which described how, despite their physical 

disability, informants wanted to retain as much independence as possible.  This was 

found to be essential if patients were to continue to live a normal life.  Wainwright 

also claimed it was necessary for some individuals to learn to live with their illness, 

as liver transplantation had only recently become an option for them.  The key 

attributes required to achieve this integration were a positive outlook, a desire for 

independence, a sense of humour, and support of family and friends. 
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Eventually, however, the physical and mental decline reached such depths that 

patients progressed to the next more extreme stage of ‘Not Living’.   

This second main section consisted of three subcategories.  The first of which was 

‘Losing Independence’.  It was found that although participants said they wanted to 

be independent, their physical decline had reached such a stage that they were no 

longer able to lead a normal life.  This often resulted in informants having to depend 

on a spouse or other to help with their everyday activities, which led to feelings of 

frustration and depression, especially if the person had been used to leading an 

independent lifestyle.  Eventually, physical decline became so severe that the patients 

viewed themselves as disabled, thus the next phase was labelled ‘Being Disabled’.  

This view was often reinforced by the patient’s own family and frequently resulted in 

former roles being taken over by other members of the family.     

 

The final subsection was, ‘Wanting a Normal Life’.  It was found that informants 

showed an overwhelming desire to regain their lost independence and to live a 

normal life again.  Wainwright stated that despite the harrowing experiences of 

ESLD, patients often transcended many aspects of their illness as they wanted a 

normal life. 

 

Wainwright (1997) claimed that his theory was congruent with the ‘Illness-

Constellation Model’ of Morse and Johnson (1991), which also consisted of two 

distinct stages; ‘Uncertainty Stage’ and ‘Disruption’.  The uncertainty stage 

comprised of 3 subsections; ‘Suspecting Illness’, ‘Reading the Body’ and ‘Being 

Overwhelmed’, whilst the second section; ‘Disruption’, consisted of, ‘Relinquishing 

Control’ and ‘Distancing One’s Self’.  Wainwright (1997) stated that these 
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similarities lend support to the two theories being used as useful interpretations of the 

experience of ESLD and argued that further qualitative research is likely to add more 

weight to such interpretations of the patients’ experience of illness.  Research that 

includes the implementation of a prospective design and the supplementation of 

qualitative data with quantitative data in order to provide a deeper understanding of 

the process of psychosocial adjustment to ESLD remains an important gap to be 

filled by new research and is one of the core aims of this thesis.  

 

 

4.3 - Why measure HRQoL in liver transplant patients? 

 

Over the last 30 years, liver transplant surgery has become a widespread treatment 

for both chronic and acute liver disease.  This is due to improvements in 

immunosuppressive therapy and surgical technology.  However, it is an expensive 

procedure both economically and socially, which requires the use of scarce 

resources.  For instance, the mean total cost of hospitalisation for a patient 

undergoing liver transplantation in 2001 was £51,000 for emergency patients and 

£52,000 for elective patients (Ratcliffe, Longworth, Young et al., 2002).  In addition, 

the requirement for human organs consistently outstrips their availability.  For 

example, the demand for a liver transplant more than quadrupled between 1988 and 

mid-1993 (UNOS, 1993).  Consequently, there is a need to evaluate the procedure 

according to both biological and psychological results.   

 

Survival rates have improved significantly over the last few decades as the procedure 

becomes more widely used.  Early outcome studies of liver transplantation dealt 
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almost exclusively with patient survival statistics.  Issues of infection, 

immunosuppression and rejection were of utmost importance (Freeman, Davies, Libb 

et al., 1992).  However, whilst they are still vitally important to a patient’s survival, 

research interests have now shifted to incorporate HRQoL throughout the transplant 

process as an equally important indicator of the success or failure of the intervention. 

Indeed, Van Theil, Schade and Starzl (1983) stated that the HRQoL of liver 

recipients after successful transplant surgery, is in fact more important than simple 

survival statistics because it incorporates a number of factors, which are otherwise 

omitted; for example, an individual’s subjective experience.  Moreover, Marchesini 

et al. (2001) claimed that HRQoL might be more relevant than length of life because 

patients are frequently more concerned about quality and disability than about 

longevity. 

 

 

4.3.1 - HRQoL of liver transplant patients 

 

The majority of studies in the field have indicated that liver recipients’ HRQoL 

significantly improves from pre to post-transplant.  In fact, psychological functioning 

has been found to equal that of the general population.  Many patients however, still 

report limitations in their physical functioning.   

 

Belle, Porayko, Hoofnagle et al. (1997), for example, examined the HRQoL of a 

large sample of liver patients before and one year after surgery.  Their results 

indicated that post-transplant, psychological well-being was comparable to the 

general population.  However, a large number of patients reported fatigue and muscle 
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weakness to be a problem both pre and 1-year post-transplant suggesting that 

physical recovery was not immediate.  Nonetheless, fewer disease-related symptoms 

were reported at follow-up than immediately before transplant and it was therefore 

concluded that, despite physical recovery being slow, patients’ HRQoL significantly 

improved pre to post transplant.    

 

A cross-sectional study on liver recipients’ HRQoL, including two control groups  

(patients with liver disease (LD) and healthy controls (HC)) indicated that long-term 

liver recipients had the same high overall ratings of HRQoL as the HC group.  At the 

same time, however, the recipients rated their overall physical condition as being 

worse (Kober, Kuchler, Broelsch et al., 1990).  These findings highlight the 

subjectively experienced success of the operation and the response to the physical 

condition questions compared to ratings of other aspects of HRQoL suggest that 

patients accept their partial physical limitations and are able to integrate them into 

their daily lives. 

 

Similar results have been found in studies which compared HRQoL of liver 

recipients with other transplant populations.  For example, a study which examined 

HRQoL of heart, liver and lung transplant patients indicated that heart and liver 

recipients reported equivalent functioning to published norms on the psychological 

domain, but reported impairment in the areas of physical and social functioning.  

Lung transplant patients’ HRQoL was found to be superior than published norms on 

all three domains (Littlefield, Abbey, Fuducia et al., 1996).  Beilby, Moss-Morris and 

Painter (2003) compared HRQoL across the same three groups of organ recipients 

and found that all patients experienced a dramatic improvement in HRQoL following 
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a transplant irrespective of the nature of the transplanted organ.  Their results 

indicated that the positive changes in psychological functioning appeared to be 

particularly pronounced for the liver patients, as they reported mental health and 

vitality scores (measured by SF-36) that were superior to normative data.  Again, 

however, it was found that whilst physical functioning improved post-transplant for 

all transplant patients, it did not reach the level of the general population. 

 

Therefore, whilst transplant surgery results in improved HRQoL overall, it seems 

that problems persist for some patients in physical and social functioning and 

interventions aimed at improving rehabilitation in specific targeted areas might 

enable patients to resume a more fulfilling lifestyle post-transplant (Littlefield et al., 

1996).   

 

That the psychological well-being of successfully transplanted patients is comparable 

to that of the general population might be explained by either social desirability bias, 

whereby recipients have reported better psychological functioning than they actually 

have, or alternatively by a contrast effect (Beilby et al., 2003).  For instance, 

transplant recipients might be more likely to perceive their HRQoL more positively 

than the general population because of the striking contrast between terminal illness 

before transplantation and better functioning following surgery, thus accounting for a 

positive perception of functioning (Belle et al., 1997; Jones & Egan, 2000). 

 

In other words, these findings could be a result of response shift, however, none of 

the above mentioned studies considered this concept.  This therefore highlights the 
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importance of considering this phenomenon when assessing HRQoL of patients 

throughout the transplant process. 

  

Despite the noted improvement in HRQoL of successfully transplanted patients from 

pre to post transplant, research has also revealed that these patients are confronted 

with many new concerns after surgery, which can significantly restrict HRQoL. 

 

For example, a longitudinal study of liver recipients indicated a strong correlation 

between rejection crisis periods and a decrease of all HRQoL parameters (Kober et 

al., 1990).  Furthermore, Heyink, Tymstra and Sloof (1990) revealed that 

approximately one tenth of their sample of liver transplant patients felt downcast due 

to postoperative complications.  This concurs with the findings of Tarter, Seigfreid 

and Biller (1988) who purported that physical impairment as well as repeated 

regression could lead to disappointment for the patient.   

 

However, whilst these quantitative findings indicate that patients’ HRQoL is 

negatively affected by post-transplant concerns, they do not explore how these 

directly impact on HRQoL.  Therefore, qualitative researchers have attempted to 

further investigate the impact that these concerns have on a patients’ HRQoL. 

 

Forsberg, Backman and Moller (2000), for example, identified the fear of rejection as 

a major concern of patients and illustrated how a respondent described the meaning 

of graft rejection as a betrayal of the body, especially the immune system: 
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“You feel betrayed.  You can’t trust your own body.  In spite of all it hasn’t become 

part of me.  You don’t feel sick when the liver test results are high.  Then I try to 

convince myself that it’s good to find out early and attend to it, but you are 

disappointed.  You don’t trust your body, but I guess it’s because it’s a threat.  Is this 

the beginning of the end?  I thought a lot.  I actually did.  Will it become worse and 

worse?  How long do I have left?  I thought a lot about that” Forsberg et al. (2000) 

p.332. 

 

Forsberg et al. found that one coping strategy commonly described by their sample 

was a hidden but constant awareness of the signs of the body, from carefully 

evaluating every symptom from the bowel, to reading the booklet given to them 

about the transplant process and memorising all the signs of rejection.  It was also 

apparent that comparing symptoms and complications with other patients helped 

express their fearful thoughts.  Forsberg et al. stated that the fact that recipients had 

to self-administer life-long medication, recognise symptoms indicating a potential 

problem and monitor for the possibility of graft rejection, was a major burden for 

many which supports the findings of Heyink, Tymstra and van den Heuvel (1989) 

and Wainwright (1995).  A study by Jones et al. (2000) however, indicated that this 

threat diminishes with time as does the impact it has on patients’ HRQoL. 

 

Qualitative research has also identified the adverse effects of immunosuppressant 

medication as another area of concern for liver transplant patients.  For example, 

Jones et al. stated that medical side-effects of immunosuppressant drugs were a 

major topic of discussion among many of the recipients in their study.  These 

included: weight gain, excessive bruising, increased body hair, tremors, high blood 
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pressure, bone loss, muscle weakness and a ‘moon’ shaped face.  They found that 

some recipients accepted these side-effects as they felt that they were necessary in 

order to stay alive whereas others felt that they compromised their life and negatively 

impacted on their positive self-image.  This latter finding is in concurrence with 

Heyink et al. (1989) who claimed that patients in their study suffered serious mental 

problems because of their highly changed appearance as a result of medication.   

The results of Jones et al. however indicated that, again, by six to twelve months 

post-transplant, most recipients’ concerns of drug side-effects had diminished.  They 

stated that this was most likely due to the fact that either the patients had learned to 

integrate these changes into their lifestyle and adapt to them or that the negative 

effects of the drugs were no longer as severe. 

Moreover, patients are confronted with the extensive scarring resulting from surgery, 

which can also have a significant negative impact on self-identity.   

 

It is also common for patients to encounter mixed emotions post-transplant, as they 

try to comprehend the whole experience and adjust to their new life.  Forsberg et al. 

(2000) for example, found that female respondents in particular, described 

unprovoked outbursts of tears, which they were unable to deal with physically or 

emotionally.  One patient described feelings of embarrassment when she cried in the 

morning and several times during the day instead of showing gratitude and joy.  She 

felt caught in a paradoxical situation.  These contradictory feelings involved the 

experience of becoming a new person.  By replacing the old and diseased liver with a 

healthy organ, a loss of the recipient’s previous identity somehow took place 

(Forsberg et al., 2000).  Studies also indicate that male recipients, whose self-identity 

was closely related to their work role, found it difficult to adapt to their new self-
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image if they were unable to work, either due to health problems or difficulty in 

gaining employment (Jones et al., 2000).  

 

Research has identified social isolation to be another major fear of transplant 

patients.  Jones et al. stated that, in their study, the majority of recipients worried 

about whether impaired or poor health would keep them homebound; therefore, with 

diminished opportunity for social exchange.  It appeared however, that fear of this 

decreased over time for those whose recovery was medically uneventful, as they 

were able to resume pre-transplant work and community activities, although, for 

those who experienced ongoing medical problems, isolation was a persistent issue.   

 

Furthermore, the issue of employment has been found to be a major concern of 

recipients.  For example, Jones et al. stated that HRQoL of patients who were unable 

to contribute to the community’s economic well-being because of health problems 

was severely compromised.  Furthermore, the inability to work significantly 

impacted on patients’ financial well-being (Jones et al., 2000).  Although the 

majority of participants in this study resumed work, some were unable to do so.  

Approximately one-third of the participants were in full-time employment by one-

year post-transplant (with almost all of those resuming their pre-transplant 

employment), however, a significant proportion of recipients who wanted to return to 

work were unable to due to health problems.  In the study by Wainwright (1995), a 

major concern of several participants was the lack of advice that was given about 

benefits and about employment prospects.  This concurs with the findings by Jones et 

al., who also stated that the cost of immunosuppressant medication was found to be a 

major worry for all recipients, even if the patients were employed or had medical 
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insurance.  All recipients were acutely aware that survival depended on these drugs 

and many stated that the cost of health care and medication negatively affected their 

HRQoL.   

 

Furthermore, a significant number of patients have also reported feelings of 

dissatisfaction with their marriage throughout the transplant process and in particular, 

this appears to be the case immediately before and after transplant surgery.  This may 

be explained by the findings of Robertson (1999), who stated that family and friends 

often restricted patients’ progression from dependence to independence physically, 

socially and psychologically from pre to post transplant.  It was found that patients 

were keen to socially integrate and be treated as normal after transplant surgery; 

however, family and friends often restricted their independence by continuing to 

‘wrap them in cotton wool’ as they had been used to doing before their transplant.  

Informants believed that this restricted their ability to reach their optimal potential 

and therefore negatively impacted upon their HRQoL.  These findings demonstrate a 

need to impress on the family and friends of liver transplant patients their role in 

assisting the patient’s progression from dependence to independence (Leyendecker, 

Bartholomew & Neuhaus, 1993; Wainwright, 1997).  Reclaiming of roles is an 

important phase to those recovering from illness as resumption of previously held 

roles provides participants with a strong indication of improvement in health 

(Johnson, 1991).   

 

Many recipients struggle with the psychological process of internalising a 

transplanted organ.  One study for instance, reported a man who referred to his newly 

transplanted liver as “an alien piece of meat”.  Not long after this, he began to feel 
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that he was married to it.  However, this feeling was temporary and he then 

developed what he called the ‘Frankenstein syndrome’.  He described this as a 

feeling of having been pieced together and perceived himself as a different entity 

rather than a ‘normal’ human being (Dubovsky, Metzner & Warner, 1979).  Two 

years since the patient’s transplant, he still did not feel like an integrated person and 

continued to express intense shame at the ‘disfiguration’ caused by the scar 

(Dubovsky et al., 1979).   

 

Forsberg et al. (2000) also stated that patients in their study brought up the issue of 

regaining life by the death of someone else.  They felt that they owed the unknown 

donor a great deal of gratitude and handled the feelings of gratitude in various ways.  

Sometimes the new liver was considered a loan and sometimes a permanent property.  

One patient in the study baptised their new organ and named it in the process of 

making it part of her body: 

  

“We gave this liver a name.  We called it Jannson.  Why we called it so, I don’t 

know.  It just happened.  In the beginning it was something unfamiliar which was left 

to me to take care (of).  I walked around holding it like when I was pregnant.  I was 

surrounding the liver with my hands the way you hold your stomach during 

pregnancy.  As time went on it was more like a gift which ought to be treasured.  It 

came very strong to me when they were planning a liver biopsy due to a rejection 

episode.  I didn’t like it but I knew it wouldn’t hurt.  Suddenly I found out what 

brought my concern.  I had received this liver and it was mine.  I disliked touching it.  

After that, it has grown to be part of me and the feelings of carrying another person’s 

liver disappeared rather quickly.  I feel grateful for someone giving it to me.  I have 
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decided to be grateful, but most of all, I will keep it safe and treasure it” Forsberg et 

al.  (2000) p. 332-333.     

 

Furthermore, Heyink et al. (1989) stated that recipients in their study felt they had to 

be grateful for the fact that they were chosen for a transplant and felt obliged to do 

something worthwhile with their life saving gift.  However, recipients stated that this 

inhibited them in making the most of their new opportunities (Heyink et al., 1989). 

 

Although there is no doubt that liver transplant surgery significantly improves both 

the life expectancy and HRQoL of patients suffering from ESLD, it is also evident 

that recipients are confronted with many challenges when they are at their most 

vulnerable.  Whilst previous qualitative research such as Wainwright (1997) and 

Forsberg et al. (2000) has provided descriptive and informative accounts – 

prospective studies and mixed methods approaches are rare.  Clearly, such studies, 

informed by key theoretical positions such as HRQoL, have enormous potential to 

inform this growing literature.  For instance, it would be useful for researchers to 

identify pre-operative risk factors with the prognostic value for long-term survival 

post-transplant in order to try and maximise the success rate of liver transplant 

surgery.  If these predictors were identified, the implementation of a psychological 

intervention pre-transplant may improve success rates of liver transplant surgery and 

save both hospital time and money.  
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4.4 - Summary  

 

Liver transplant surgery is the only option for survival for patients suffering from 

ESLD, however, it is a costly procedure and requires the use of scarce resources.  

Therefore, it is essential that the predictors of successful outcomes are identified both 

physically and psychologically. 

 

The measurement of HRQoL of liver patients provides vital information for both 

physicians and patients, and helps define those most in need of additional assistance 

in order to ensure an adequate quality of post-operative life and thus maximise the 

success of liver transplant surgery.  The measurement of HRQoL needs to follow a 

quantitative and a qualitative individualised approach and changes over time need to 

consider the possibility of response shift.  This has not been considered to date in 

published research.  Furthermore, the determinants of HRQoL and psychological 

well-being need to be identified so that interventions can be designed to modify these 

determining factors. 
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5.0 - Determinants of Health Outcomes 

 

5.1. – Overview of chapter 

  

In addition to HRQoL, more specific measures of emotional functioning may be 

useful outcomes to examine among people undergoing liver transplant.  Therefore, 

this chapter will discuss the need to measure anxiety and depression levels in liver 

patients both before and after transplant surgery.  Theories of coping and optimism 

are also discussed, as these may be important determinants of psychological 

outcomes and therefore may provide a basis for interventions designed to improve 

psychological well-being post liver transplant.  

 

 

5.2 - Anxiety and depression  

 

Seligman, Walker and Rosenhan (2001) defined anxiety as fear characterised by an 

unspecified danger, dread, terror, or apprehension, often leading to an emergency 

reaction and “fight or flight” behaviour.  Alternatively, depression is defined as: a 

mood disorder characterised by, sadness; a negative view of the self and 

hopelessness; passivity; indecisiveness and suicidal intentions; loss of appetite; 

weight loss; sleep disturbances and other physical symptoms (Seligman et al., 2001). 
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5.2.1 – Anxiety and depression levels in patients suffering from end stage liver 

disease (ESLD) 

 

Patients with ESLD can suffer from mood changes caused by pathological and/ or 

psychosocial aspects of their illness and can be affected physically, cognitively, and 

emotionally.  One of the main pathological causes of mood change in patients 

suffering from liver disease is hepatic encephalopathy.  Patients who suffer from this 

symptom are frequently unable to work or drive and often experience inattentiveness 

in completing routine tasks such as watching television, reading or in conducting 

normal social and family relationships.  Even in cases of mild encephalopathy, where 

few motor or sensory problems are apparent there are still likely to be cognitive and 

emotional abnormalities, which devastate patients’ HRQoL and contribute to high 

levels of stress in both the individual and family members.  Symptoms are generally 

episodic as the condition fluctuates over time and this too can have a severe impact 

upon a patient’s mood and their ability to plan and enjoy their lives (Moore, Burrows 

& Hardy, 1997).   

 

Patients’ anxiety may be aroused by: the presence of liver disease itself, lack of 

information, uncertainty of the course of the illness, fear of pain and dying and the 

social isolation that results from the debilitating effects of the condition.  

Furthermore, patients are likely to experience side-effects of medications and 

undergo numerous hospitalisations, which can also significantly contribute to mood 

disorders. 
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Often, there is no other option for patients suffering from ESLD, except to consider 

transplant surgery in order to survive.  Individuals are usually considered for surgery 

when their prognosis is less than one year to live or their HRQoL is deemed 

unbearable.  This period is a particularly anxious time, during which patients are 

confronted with many stressors.  Each candidate, for example, must undergo a 

psychosocial evaluation, which assesses their social support network, financial state 

and their ability to cope psychologically with the many challenges that face patients 

both before and after surgery.  In some cases, this assessment may result in the 

candidate being deemed unsuitable for the operation, which can cause extreme fear 

and anxiety as the individual is aware that there is no other option available to keep 

them alive. 

 

Furthermore, the surgical procedure itself carries many risks and the patient must 

make the decision whether or not to accept these risks.  If they decide to accept them 

and are placed on the waiting list, they then must wait for a suitable donor organ to 

become available.  After the initial period of intensive assessment and decision-

making, patients often feel a sense of abandonment and isolation as they wait for an 

organ, which can have a further negative impact on their psychological state.  The 

harsh reality of the matter is that a suitable organ may not become available in time 

and candidates are fully aware of this.  Whilst their health is steadily deteriorating, 

they must therefore come to terms with the very real possibility that they may die 

before receiving a transplant. 

   

Patients are also aware that they need to be ‘well’ enough at the time that the liver 

becomes available (e.g. no cold to adversely affect anaesthetics) and that they need to 
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prepare themselves in order to cope psychologically with ‘receiving life through 

someone else’s death’ and the psychic integration of their new liver within 

themselves.  All these stressors can have a significant impact on the anxiety levels 

and overall psychological state of patients facing liver transplantation.    

 

Few studies have been conducted in this area; however, the limited research has 

indicated that the vast majority of candidates for liver transplant surgery display 

above normal levels of situational anxiety and depression (Surnam Dienstag, Cosimi 

et al., 1987; Stilley, Miller, Gayowski et al., 1998; Trzepacz, Levenson & Tringali, 

1991).  The incidence of major depression has been found to range from 2% to 16% 

with approximately 40% of patients reporting primary anxiety (Trzepacz et al., 

1991).  

 

Evidence of these elevated mood states was detected in a study which investigated 

depression levels in patients that suffered from either compensated or decompensated 

cirrhosis.  Beck Depression Index (BDI) scores were indicative of a depressed mood 

in over half of the patients; 6% of which were severely depressed.  In addition, over 

two-thirds of the sample reported suffering from disturbed sleep, which suggests that, 

the presence of sleep disorders is a predictor of psychological distress and depression 

(Bianchi, Marchesini, Nicolino et al., 2005).  The overall depression scores were 

significantly related to disease severity (Child-Pugh score).  This close association 

between depression and liver function supports the existence of a large reactive 

component of psychological state and depression, due to the patients’ perception of 

‘failing health status’, possibly independent of any specific function (Bianchi et al., 
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2005; Marchesini, Bianchi, Amodio et al., 2001; Davis, De-Nour, Shouval et al., 

1998; Rodger, Jolley, Thompson et al., 1998).   

 

Singh, Gayowski, Wagener et al. (1997) stated that the relationship of psychological 

well-being to liver function might be even more complicated than expected.  They 

posited that psychological status and depression itself could influence disease history 

and response to treatment and investigated this using a sample of patients with end-

stage cirrhosis.  Results indicated that mortality was higher in depressed patients, 

independent of the severity of liver disease and complications (Singh et al., 1997).  

This concurs with the findings of Kober, Kuchler and Broelsch (1990), who also 

identified high levels of depression in ESLD patients that died perioperatively.   

Moreover, Kober et al., found the following characteristics as being present in these 

patients: a lack of family support, being of male gender and a predominance of 

maladaptive coping mechanisms such as denial or repression.   

 

Therefore, as the vast majority of liver transplant candidates experience anxiety 

and/or depression during the wait for transplant surgery, and the fact that previous 

research suggests that these abnormal mood states are associated with several 

negative treatment outcomes, it is vital that health professionals are able to identify 

pre-transplant markers of distress and depression.  Whether these negative mood 

states are due to the patient’s perception of failing health, or whether psychological 

status and depression itself have a direct influence on disease history and response to 

treatment independent of disease severity, improving these negative mood states will 

inevitably be beneficial to both the patients and the medical profession. 
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5.2.2 –Anxiety and depression levels in liver transplant patients 

 

Those who are fortunate enough to receive a liver transplant must be able to cope 

with the severe physical stresses of the surgery, and the immense psychological 

strain.  Therefore, for many recipients, the initial post-transplant phase in particular, 

is characterised by elevated levels of anxiety due to the unfamiliarity with the post-

transplant regimen and the overall uncertainty of their future. 

 

During the recovery phase in hospital, recipients must also learn how to adhere to a 

strict medical regimen, which involves regular exercise, a healthy diet, and self-

medication for the rest of their life.  This period is often intense as they are struggling 

to recover from major surgery as well as learn vital information that directly impacts 

on their survival post-transplant. 

 

Other lifestyle changes that patients need to adjust to and comply with relate to the 

immunosuppressant medication.  Lifelong immunosuppressive therapy is needed in 

order to prevent allograft rejection; however, it increases the recipient’s vulnerability 

to infections.  Besides rejection, infection is one of the most worrisome 

complications and therefore patients must take precautions such as frequently 

washing their hands and minimising contact with individuals suffering from 

contagious diseases.  The medication also increases susceptibility to cancer and 

therefore individuals are strongly advised to wear high protection sunscreen at all 

times when outdoors.  In addition, recipients must be alert to the early detection of 

otherwise non-life threatening illnesses (e.g. chicken pox), which may, because of 

the patients’ immunosuppressed state, pose a serious health hazard to them.  Despite 
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the progress made in the area of immunosuppression therapy, rejection and its 

treatment remain important causes of morbidity and a contributing factor to mortality 

after transplant surgery.  Hence, the fact that the patient is responsible for 

administering these drugs and thereby keeping themselves alive can have a 

significant negative impact on their psychological state. 

 

Few studies have been conducted which have investigated the predictors of 

psychological well-being in liver transplant patients.  However, research that has 

been carried out within the field has indicated that the psychological state of liver 

recipients significantly improves from pre to post transplant.  Moore et al. (1997), for 

example, conducted a study on liver patients from pre-transplant to 9-months post 

surgery and found significant reductions on tension/ anxiety, depression, anger/ 

hostility, fatigue, and confusion.  Moore et al. suggested that the reason for this 

significant improvement in mood state is due to the fact that recipients have survived 

both the threat of death while waiting for a suitable organ to become available and 

the many risks involved with the operation.  These recipients also demonstrated 

improved cognitive performance, energy, and ability to participate in relationships, 

work and social situations and thus it appears appropriate that the recipients felt less 

anxious and significantly more optimistic in their appraisal of HRQoL (Moore et al., 

1997).   

 

Despite the vast majority of research indicating that liver transplant surgery, 

nowadays, is a complete therapy that improves the quality and length of life of 

patients, some studies have associated the procedure with mood disorders, disorders 

of adaptation, physical disorders and anxiety disorders.  Commander, Neuberger and 
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Dean (1992), for instance, stated that approximately one-fifth of liver transplant 

patients in their sample were defined as psychiatric cases according to the General 

Health Questionnaire-30 (GHQ-30) and the Psychiatric Assessment Schedule.  

Similarly, a further study indicated that significant psychiatric morbidity (most 

commonly anxiety and depression) was present in a quarter of liver patients 

interviewed at a median of 39 weeks post-transplant (Collis, Burrows & Rolles, 

1995).  Surnam et al. (1987) also found that approximately one quarter of liver 

recipients were referred for treatment of a depressive disorder, however these 

disorders were typically associated with the deterioration of hepatic status, infectious 

complication and recurrence of cancer.  Likewise, Kober et al. (1990) found a high 

variation in anxiety levels depending on anxiety -inducing factors such as rejection, 

viral infection and hospitalisation.  Therefore, during such critical situations, there 

appears to be a steep rise in patients’ anxiety.  Thus, continuing physical symptoms, 

the need for follow-up, compliance to medication and the risk of organ rejection may 

be as important in causing symptoms of anxiety and depression as the more acute 

physical ill health found before transplant surgery (Collis et al., 1995; Hunt, Tart & 

Dowdy, 1996; Forsberg, Lorenzon & Nilsson, 1999).  

 

Others have demonstrated that significantly more liver transplant patients with high 

anxiety and/or depression scores have undergone re-transplantation (Nickel, Wunsch 

& Egle, 2002; Walter, Hildebrandt, Ruter et al., 2002). 

 

Above normal levels of anxiety and depression are also evident in heart recipients, 

particularly in the early post-transplant phase   Findings suggest that recipients who 

displayed any of seven psychosocial characteristics at the pre-transplant psychosocial 
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evaluation were particularly susceptible to continued high average distress levels 

over time.  These psychosocial characteristics included: a personal history of 

psychiatric disorder prior to transplant, being of a younger age, lower social support 

from their primary family caregiver; exposure to major life events involving loss; 

poor self-esteem; a poor sense of mastery; and use of avoidance coping strategies to 

manage health problems (Dew, Roth, Thompson et al., 1996).  This is of particular 

importance given that emotional status post-transplant has been identified as a 

significant predictor of non-compliance in the long-term post-transplant (Dew, 

Dunbar-Jacob, Switzer  et al., 2001). 

 

These findings suggest that there is an association between psychiatric morbidity and 

post-transplant complications including non-compliance and re-transplantation.  

Therefore, patients with elevated levels of anxiety and depression need to be 

identified and a therapeutic intervention implemented in an attempt to reduce 

abnormal mood states within transplant patients.   
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5.3 – Coping strategies 

 

5.3.1 – Theories of coping with illness 

 

Coping strategies are defined as the process by which people alter the meaning and 

significance of troublesome drives and impulses in order to eliminate anxiety 

(Seligman et al., 2001).  These strategies have been labelled as either emotion-

focused, problem-focused or meaning-based (Folkman & Lazarus, 1985).  Emotion-

focused coping strategies involve efforts to regulate the emotional consequences of 

stressful or potentially stressful events while problem-focused styles entail efforts to 

do something active to alleviate stressful circumstances.  Meaning-based coping 

refers to the ability to maintain positive well-being (Richards & Folkman, 2000).  

Research indicates that most people use a combination of coping strategies to 

confront and combat most stressful events.  The predominance of one type of 

strategy over another is partly determined by personal style and also by the type of 

stressful event.  For example, some people typically employ problem-focused coping 

to deal with potential controllable problems such as work-related and family 

problems whereas stressors perceived as less controllable, such as certain kinds of 

physical health problems, prompt more emotion-focused coping (Carver, Scheier & 

Weintraub, 1989).   

 

Coping strategies can also be distinguished as either active or avoidant techniques.  

Active coping is described as a behavioural or psychological response which is 

designed to change the nature of the stressor itself or how a person thinks about it.   
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Theoretically, in situations where active coping efforts yield good outcomes, 

planning, taking action, and making the best of the situation might be considered 

adaptive while denial, disengaging or giving up might be considered maladaptive 

(Burker, Evon, Marroquin et al., 2005).   

 

Avoidant coping strategies can often lead people into anti-social activities, for 

example, alcohol or drug use, or a state of mind such as withdrawal that prevents the 

individual from directly addressing the stressful event (Carver et al., 1989).  Steeves 

(1992) stated that by becoming a patient, the person has entered a stressful situation.  

How he or she inevitably copes with the situation is a crucial element in process and 

outcome.   

 

Various theories of coping have been proposed in order to explain different 

approaches to coping with illness.  Leventhal, Meyer and Nerenz (1980) for example, 

devised the Self-Regulatory Model of illness behaviour, which examines the 

relationship between an individual’s cognitive representation of their illness and their 

subsequent coping behaviour.  An assumption of the model is that if an individual 

experiences a problem or a change in their status they will be motivated to solve the 

problem and re-establish their state of normality (good health).   

 

The model comprises three stages: interpretation of the illness (problem); coping 

with the illness in order to regain a state of good health (equilibrium) and assessing 

how successful the coping strategy has been (appraisal).  These three stages continue 

until the coping process is considered to have been successful and the individual 

believes their state of health to have returned to normal.   
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Shontz (1975) devised a theory which describes the three stages of coping that an 

individual would experience after receiving a diagnosis of chronic illness.  The first 

of these stages is ‘shock’ which is experienced by most people when they initially 

hear a diagnosis of illness.  The next stage is ‘encounter reaction’ which is 

characterised by disorganised thinking, helplessness, and despair.  The third stage is 

‘retreat’ which is characterised by denial of the illness and its implications, and 

retreat into the self.  Shontz (1975) suggested that once the retreat stage is reached, 

individuals learn to gradually deal with the reality of their diagnosis, as denial of 

reality cannot last forever. 

 

The Moos and Schaefer (1984) theory on coping behaviour focuses on how people 

cope with the crisis of physical illness.  It suggests that psychological systems are 

driven towards maintaining equilibrium in the same way as physical systems are, 

which concurs with the theory by Leventhal et al. (1980).  Moos and Schaefer argued 

that physical illness could be considered a crisis as it represents a turning point in an 

individual’s life.  They identified five different types of change which physical 

illness can cause.  Firstly, they claimed that individuals can undergo a change in 

‘identity’, for example, from breadwinner to someone who is ill, and secondly, a 

change in ‘location’.  Many transplant patients, for instance, are required to move 

within a certain distance of a transplant centre in order to get to the hospital in time 

when a suitable donor organ becomes available.  They further suggested that people 

might experience a change in ‘role’, for example, from being an independent adult to 

becoming someone who is dependent upon their spouse or carer.  The theory 

stipulates that individuals may also experience a change in ‘social support’ as their 
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debilitating illness may cause them to become isolated; and they may experience 

changes in their ‘ambitions’, as their illness may restrict them from having children 

or continuing with their career.  According to the theory, there are three processes 

which constitute the coping procedure once an individual is confronted with the 

crisis of a physical illness the first of which is ‘cognitive appraisal’ where the patient 

assesses the seriousness and significance of their illness.  Factors such as previous 

experience and/or knowledge of illness and social support may influence this 

appraisal process.   

 

The second process identified is the ‘use of adaptive tasks’, for example, dealing 

with pain and incapacitation, dealing with a hospital environment, preserving a 

reasonable emotional balance and satisfactory self-image.   

 

Following both appraisal and the use of adaptive tasks, Moos and Schaefer describe a 

series of coping skills that are accessed to deal with the crisis of physical illness. 

The first of these is appraisal-focused coping which involves attempts to understand 

the illness.  This includes logical analysis and mental preparation, which involves 

turning an apparently unmanageable event into a series of manageable ones.  It also 

consists of cognitive redefinition, which involves accepting the reality of the 

situation and redefining it in a positive and acceptable way.  In addition, cognitive 

avoidance and denial are included, which involve minimising the seriousness of the 

illness. 

 

The second series of coping skills is problem-focused coping, which facilitate the 

individual to confront the problem and reconstruct it as manageable.  This entails 
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seeking information and support, problem-solving action, (learning specific 

procedures and behaviours) and identifying alternative rewards, which focus on the 

development and planning of events and goals that can provide short-term 

satisfaction.  Emotion-focused coping skills are the third set identified which involve 

managing emotions and maintaining emotional equilibrium.  The theory identifies 

three types of emotion-focused coping: affective (i.e. efforts to maintain hope when 

dealing with a stressful situation), emotional discharge and resigned acceptance. 

Therefore, according to Moos and Shaefer (1984) individuals appraise their illness 

and then use a variety of adaptive tasks and coping skills, which in turn determine 

the outcome.  However, they state that not everyone responds to illness in the same 

way and that the use of these tasks and skills is determined by demographic and 

personal factors, physical and social/environmental factors and illness-related factors 

such as pain, disfigurement or stigma.     

The coping theory of Folkman (1997) draws on principles of both the theories by 

Leventhal et al. (1980) and Moos and Schaefer (1984).  The theory of Folkman 

(1997) revolves around two processes; appraisal and coping.  The appraisal process 

is based on the assumption that people are constantly revaluating their relationship to 

the environment and that stress is initiated when an individual becomes aware of a 

change or a threatened change in the status of current goals and concerns.  Two types 

of appraisal are defined:  

(i) Primary appraisal – this involves an evaluation of the personal 

significance of the change 

(ii) Secondary appraisal – this involves an evaluation of the options for 

coping. 
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It is posited that the appraisal process influences subsequent coping.  Greater control 

of the stressful situation is associated with higher levels of problem-focused coping 

whereas a less controllable situation, such as chronic illness, is associated with 

higher levels of emotion-focused coping.  The outcome of conclusive stressful events 

are either appraised as favourable or unfavourable.  Favourable outcomes are likely 

to lead to a benefit appraisal, positive emotion, and a conclusion of coping activity.  

In contrast, unfavourable outcomes or no resolution as in the case of a chronic or 

unremittingly stressful condition, are likely to lead to a stress appraisal of harm, loss 

and/or threat, distress emotion and need for additional coping.  However, according 

to Folkman (1997), even the most intense distress can potentially generate meaning-

based coping processes, which in turn can promote feelings of well-being thereby 

providing relief from distress. 

 

Richards and Folkman (2000) related these principles of adaptive coping to response 

shift, and state that when response shift occurs it is as a result of specific meaning-

based processes that are activated when previously valued expectations and goals are 

no longer plausible.  The coping processes that Richards and Folkman propose are 

necessary for response shift, involve the realistic appraisal of changing 

circumstances, the consequent need to revise beliefs and expectations and the 

adoption of new expectations and goals that are realistic and meaningful at both the 

global and situational level.  They further posit that in order to achieve a stable 

response shift this process probably needs to be enacted repeatedly over specific 

stressful situations related to the ongoing chronic condition.  This conceptualisation 

is consistent with Sprangers and Schwartz (1999) model as coping is one of the 

mechanisms that supports response shift.  
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These theories illustrate how people’s perception of ill health and their subsequent 

coping behaviour can influence health outcomes. 

 

 

5.3.2 - Coping as a predictor of psychological state in other patient groups 

 

Previous research indicates that adaptive coping strategies facilitate psychological 

and physical recovery from organ transplantation.  For example, one study found that 

adaptive coping improved psychosocial outcomes and was negatively associated with 

physical morbidity and mortality in a sample of heart transplant recipients (Harper, 

Chacko, Kotik-Harper et al., 1998).  The coping mechanisms of problem solving, 

optimism and religious coping used by patients and significant others who were 

attempting to deal with the stress of kidney transplant surgery were associated with 

better adjustment in the short and long term (Tix & Frazier, 1998). 

 

However, the majority of existing research on coping with illness indicates that some 

types of emotion-focused coping, such as, denial, avoidance, venting of emotions and 

disengagement are related to increased depression and distress in multiple 

chronically ill samples and are a stronger predictor of physical and psychological 

state than adaptive styles.  Arraras, Wright, Jusue et al. (2002), for example, argued 

that greater avoidance predicts anxiety, whilst a lower internal locus of control 

predicts higher depression in patients with cancer and in other medical populations.  

They claimed that a passive patient role is associated with poorer adaptation more so 

than a more active role.  These findings are supported by Fauerbach, Heinberg, 
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Lawrence et al. (2002) and Schnoll, Harlow, Brandt et al. (1998).  Furthermore, 

behavioural disengagement was found to predict higher morbidity and mortality rates 

in a sample of patients with congestive heart failure (Murberg & Bru, 2001). 

 

This association between maladaptive coping strategies and debilitating health is also 

evident within the transplant literature.  For instance, studies which examined the 

coping styles of lung transplant candidates found that although patients reported 

using positive coping strategies more frequently than they used maladaptive coping 

strategies (e.g. denial, disengagement), maladaptive coping strategies were the 

strongest unique predictors of depression, anxiety, disability and overall HRQoL 

(Burker, Evon, Sedway, Egan et al. 2004; Myaskovsky, Dew, Switzer et al., 2005).   

 

Similar research was conducted using a sample of heart transplant candidates.  As 

was found with the patients suffering from end-stage lung disease, maladaptive 

coping mechanisms were associated with poor psychological well-being and denial 

was found to be the strongest predictor of depression, whilst focusing on and venting 

of emotions was the strongest predictor of disability (Burker, Evon & Marroquin et 

al., 2005).   

 

Again, despite maladaptive coping styles being the strongest predictors of depression 

and disability, heart transplant candidates report these as the least frequently used 

strategies (Burker et al. 2005; Chacko, Harper, Gotto et al., 1996).  Burker et al. 

(2005) suggested that a feasible explanation for the fact that there was a strong 

association found between focusing on and venting of emotions and poor physical 

health was that the particular style of focusing on and venting of emotions 
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concentrated on a persistent emotional pre-occupation with negative aspects of the 

illness and venting of emotions in this manner could directly influence the patient’s 

mood and occupy attentional resources, therefore reducing the individual’s capacity 

to employ more adaptive strategies. The fact that patients are more likely to use 

adaptive approaches to deal with their debilitating physical health may reflect an 

underlying sense of hope for becoming and surviving as a transplant patient 

(Myaskovsky et al., 2003).   

 

Others have demonstrated that patients who experience sudden, unexpected onset of 

organ failure may be particularly vulnerable to acute maladaptive denial.  This is 

perhaps due to the lack of time that these patients have to come to terms with and 

adjust to their illness.  It was further suggested that this use of denial might result in 

non-compliance with medical treatment and disregard of modifiable risk factors (i.e. 

tobacco use, substance abuse) (Olbrisch & Benedict, 2002).    

 

There is evidence to suggest that extreme denial is the most common reason for 

patients to refuse a heart transplant (Frierson, Tabler, Lippman et al., 1990) and also 

that the use of avoidant coping strategies before heart transplantation can increase the 

risk of developing a psychiatric illness after surgery (Dew, Roth, Schulberg et al., 

1996).  

 

However, despite these findings, others have found denial to be associated with 

positive outcomes during short-term medical procedures (Kaloupek, White & Wong, 

1984), or during the early stages of a chronic stressful experience (Suls & Fletcher, 

1985).  Suls and Fletcher (1985) argued that, in the short-term, avoidant coping 
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strategies facilitated positive adaptation to illness, however, active coping strategies 

were found to be superior if they involved a focus on sensory schemata rather than 

on emotional processing. 

 

Taken together these studies illustrate a positive association between passive 

maladaptive coping strategies and outcome indices such as depression, distress and 

mortality.  Therefore, transplant team members should be encouraged to help 

transplant candidates and recipients refrain from using avoidant coping strategies 

long-term as well as to help them to adopt more active coping skills. 

 

 

 5.3.3 – Coping as a predictor of psychological state in liver patients 

 

One of the few studies, which assessed the preferred coping styles of liver transplant 

candidates utilised the COPE scale.  Results indicated that the most preferred styles 

of coping were: planning, positive reinterpretation and growth, and acceptance.  

Adaptive coping styles were positively correlated with positive perception of family 

whilst those same adaptive coping styles were negatively correlated with 

psychological distress, negative perception of family and psychopathology.  

Maladaptive coping styles were positively correlated with psychological distress and 

negative perception of family (Stilley et al., 1998), which is consistent with the 

broader transplant literature.  

 

It has also been found that candidates without a history of substance abuse were 

more accepting of their state of health than candidates with a positive history of 
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abuse.  Candidates with a positive history of substance abuse revealed significantly 

more distress, less adaptive coping styles and more character pathology than their 

counterparts (Stilley, Miller & Gayowski, 1999), which indicates a negative 

correlation between acceptance and poor psychological health. 

 

A study investigating the psychosocial adjustment of liver transplant candidates 

indicated that patients whose coping strategies were characterised by avoiding the 

crisis of illness reported more depression, more anxiety and increased 

psychopathology.  Disease severity was also positively correlated with anxiety and 

avoidant coping strategies (Rodigue, Davis, Howard et al., 1993). 

 

Nickel et al. (2002) claimed that liver transplant patients who use maladaptive coping 

strategies have a more heavily impaired HRQoL than those who use a more adaptive 

style.  Conversely, no association was found between active coping and HRQoL of 

the recipients. 

 

These findings therefore provide further evidence that maladaptive coping 

mechanisms are a strong predictor of HRQoL and psychological well-being in both 

liver transplant candidates and recipients, and that adaptive strategies seem to be 

utilised more frequently.  Thus, the identification of transplant candidates and organ 

recipients who cope with ill health using maladaptive strategies would be the first 

step in the process of assessment and intervention.  Psychological support as patients 

await transplant surgery may be beneficial while those identified as not coping well 

could work on cognitive restructuring and replacing maladaptive coping tendencies 

with more adaptive styles.  
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5.4 – Optimism 

 

5.4.1 - Theories of optimism 

 

Optimism is defined as a tendency to expect the best possible outcome or dwell on 

the most hopeful aspects of a situation (Seligman et al., 2001) and can be defined as 

either dispositional or situational.  Dispositional optimism refers to generalised 

outcome expectancies that good rather than bad things will happen whereas 

situational optimism refers to the expectations an individual generates for a particular 

situation concerning whether good rather than bad things will happen.  Both 

situational and dispositional optimism are believed to maintain focus and effort  

(Taylor & Seeman, 1999).  Pessimism refers to the tendency to expect negative 

outcomes in the future (Taylor & Seeman, 1999).  

 

Interest in dispositional optimism was initiated by a general model of behavioural 

self-regulation (Carver & Scheier, 1981).  The model assumes that goal-directed 

behaviour is guided by a hierarchy of closed-loop negative feedback systems.  Carver 

and Scheier stated that negative feedback loops consist of four elements in a 

particular organisation.  The four elements include an input function (e.g. 

perception), a reference value (i.e. source of information other than that provided by 

the input function); a comparator (i.e. comparison between input and reference point) 

and an output function (equivalent to behaviour).  If the comparator fails to find a 

difference, then the output remains the same, however, if a discrepancy is detected 

then the output changes (Carver & Scheier, 1981).  Within the model, optimism is 

judged to be a stable dispositional resource that influences whether or not an 
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individual will stay focused on reducing discrepancies between present behaviour 

and a particular potential goal (Taylor & Seeman., 1999). 

 

In addition, Maier and Seligman (1976) devised a theory of learned helplessness to 

assess dispositional optimism.  This purports that, to the extent that an individual’s 

generalised expectancies are negative, internal and global, bad physical and mental 

health consequences will follow.  Learned helplessness is a phenomenon in which an 

individual believes that outcomes are uncontrollable by their responses and are 

therefore seriously debilitated by this knowledge (Maier & Seligman, 1976). 

Therefore, this theory purports that greater optimism would be associated with less 

physical and mental illness. 

 

 

5.4.2 - Optimism as predictor of psychological state in other patient groups 

 

Dispositional optimism and adaptive coping styles have been shown to correlate with 

each other and with physical and psychological well-being in a number of studies 

with medical patients (Scheier & Carver, 1992).  For example, the beneficial effects 

of optimism on physical and psychological health was investigated within a sample 

of patients facing coronary artery by-pass surgery.  It was found that pessimists were 

significantly more likely than optimists to have an infarct during surgery even after 

controlling for number of grafts, severity of coronary heart disease and a variety of 

coronary risk factors.  The results also indicated that before surgery, optimists were 

more likely than pessimists to report that they were making plans for their future and 

setting goals for their recovery, which are both examples of problem-focused coping.  
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Optimists also tended to report being less focused on negative aspects of their 

experience than pessimists.  Post-surgery, optimists more frequently requested 

information about the recovery process than pessimists.  In addition, optimists were 

faster to achieve behavioural milestones such as sitting up in bed and walking than 

pessimists.  In the 6-month follow-up assessment, it was revealed that optimists 

continued to have a recovery advantage as they were more likely to return to work 

and partake in vigorous physical activity.  This remained evident at 5- years post 

surgery (Scheier, Matthews & Owens, 1989).  This concurs with a previous study by 

Scheier, Weintraub and Carver (1986).  Furthermore, optimists have been found to 

rely more heavily on positive reframing and generally utilise more problem-focused 

coping methods in uncontrollable situations than pessimists (Scheier et al., 1986; 

Fontaine, Manstead & Wagner, 1993).    

 

Others have found dispositional optimism to be associated with perceived control 

over the course of illness and HRQoL appraisals (Fitzgerald, Tennen & Affleck, 

1993) whilst there is also evidence to suggest that optimists are significantly less 

likely to be re-hospitalised compared to pessimists for a broad range of aggregated 

problems including post-surgical angina and myocardial infarction (Scheier, 

Matthews & Owens, 1999).  It is therefore evident that a positive association 

between levels of optimism and HRQoL exists both before and after coronary artery 

by-pass surgery and that fostering positive expectations may promote better 

recovery. 

 

In addition, optimism was inversely related to distress at one day pre-surgery, ten 

days post-surgery and at 3, 6 and 12-month follow-ups in a sample of breast cancer 
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patients even after controlling for prior distress.  Furthermore, both pre and post 

surgery optimism was associated with a pattern of reported coping tactics.  

Acceptance, positive reframing, and use of religion were the most common coping 

strategies found to be associated with optimism whilst denial and behavioural 

disengagement were the least common.  Moreover, acceptance and the use of 

humour prospectively predicted lower distress whilst denial and disengagement were 

found to predict more distress.  Therefore, it was concluded that the coping tactics 

related to optimism and pessimism also related strongly to the distress that patients 

reported (Carver, Pozo & Harris, 1993).      

 

Research has also indicated that optimism may have a disease-specific effect on 

physical adjustment and on the use of emotion-oriented and avoidant coping 

strategies.  For example, de Ridder, Schreurs and Bensing (2000) suggested that 

Multiple Sclerosis patients may benefit more from optimism than patients suffering 

from Parkinson’s disease, and also, that, in comparison to patients suffering from 

Parkinson’s disease, levels of optimism in Multiple Sclerosis patients do not 

necessarily promote avoidant and emotion-oriented coping.  Thus, context-specific 

constraints associated with type of disease may affect the assumed beneficial role of 

optimism on adjustment. 
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5.4.3 - Optimism as predictor of psychological state in other transplant patient groups 

 

There is evidence to suggest that pre-transplant negative profiles are associated with 

worse survival in the long-term after hematopoietic stem cell transplant surgery 

whereas pre-transplant optimism about the procedure has been found to relate to 

better survival in the short-term (Hoodin, Uberti & Lynch, 2006; Lee, Loberiza & 

Rizzo, 2003).  Therefore, the transplant experience might be so rigorous that even 

very enthusiastic patients are unable to maintain a high level of emotional and mental 

functioning long-term.  Moreover, higher expectations before transplant surgery 

might result in a greater decline in HRQoL when difficulties do occur (Lee et al., 

2003).  

 

Research on heart recipients has demonstrated that positive preoperative expectations 

are associated with good mood, adjustment to illness, HRQoL and medical 

compliance post-transplant whilst patients who display optimistic expectations about 

their situation experience faster recovery (Leedham, Meyerowitz & Muirhead, 1995). 

 

 

5.4.4 - Optimism as a predictor of psychological state in liver patients 

 

Few studies within the field have investigated optimism as a predictor of physical 

and psychological well-being in liver patients.  Stilley et al., (1998) conducted one of 

the few studies, which indicated that candidates for liver transplant surgery were 

moderately optimistic.  Optimism was negatively correlated with psychological 
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distress, maladaptive coping and negative perception of family.  There was no 

significant difference according to history of substance abuse (Stilley et al., 1999).   

A further study on liver transplant candidates indicated a significant positive 

relationship between pessimism and greater emotional distress.  Pessimism was not 

found to be associated with demographics, liver disease severity, substance abuse, or 

co-morbid medical conditions (Moyer, Fontana, Hussain et al., 2003).   

 

These findings support the broader literature, which indicates that higher levels of 

optimism facilitate recovery, HRQoL, survival and compliance.  One explanation for 

this association is that optimists cope more effectively with their stressors than do 

pessimists and therefore these coping differences contribute to the positive 

association between optimism and better adjustment (Carver & Scheier, 1999).  The 

general finding in the literature is that optimists tend to use more adaptive coping 

styles whereas pessimists utilise more avoidant strategies.  Thus, optimists would 

seem to adapt more easily to ill health.  Optimists and pessimists may differ therefore 

in their expectations and this may affect their evaluation of their HRQoL. 

 

 

 

5.5 – Summary 

 

Whilst the majority of research indicates that psychological well-being of patients 

improves from pre to post liver transplant, there is also evidence to suggest that 

patients both before and after surgery display above normal levels of situational 
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anxiety and depression.  This may have implications for patient morbidity and 

mortality.   

 

Existing literature suggests that adaptive coping facilitates physical and 

psychological recovery from organ transplant surgery, whilst the majority of findings 

also indicate that avoidant coping strategies are a stronger predictor of physical and 

psychological state.   

 

Furthermore, dispositional optimism and adaptive coping styles have been shown to 

correlate with each other and with physical and psychological well-being in 

transplant patients, however, there is evidence indicating that these benefits might 

only be short-term.   

 

Few studies have investigated these determinants of HRQoL and psychological well-

being in liver transplant patients and those which have done have utilised a cross-

sectional design.  The measurement of determinants of HRQoL and psychological 

well-being of liver patients longitudinally would provide vital information for both 

physicians and patients, and would help define those most in need of additional 

assistance in order to minimise morbidity and mortality rates and maximise the 

success of liver transplant surgery.  Therefore, these determinants need to be 

identified so that interventions can be designed to modify these determining factors. 
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6.0 – Rationale and Methods 

 

 

6.1 – Summary and rationale for study 

 

The liver is the largest organ in the body and carries out many vital functions. 

Therefore, it is not surprising that if the liver ceases to function normally it can have 

devastating pathological and psychosocial effects on a person’s health which can 

significantly affect their physical, cognitive and psychosocial functioning.   

 

Research has indicated that the psychological effects of end stage liver disease 

(ESLD) can be every bit as harsh as the physical consequences.  In fact, Tarter 

Switala, Arria et al. (1991) found that for eight different diagnoses of chronic liver 

disease, the psychosocial impact of the illness on patients’ health-related quality of 

life (HRQoL) was perceived as being more severe than the physical consequences.  

Previous studies have also shown that individuals suffering from ESLD score 

persistently lower on measures of HRQoL compared to other disease groups such as 

those suffering from chronic obstructive pulmonary disease, recent acute myocardial 

infarction, diabetes and congestive heart failure (Streisand, Rodrigue, Sears et al., 

1999).  One possible explanation for this may be that these individuals are faced with 

a unique set of stressors.  For example, those patients whose illness has deteriorated 

to a stage where they are considered candidates for liver transplant surgery are faced 

with the harsh reality that a suitable donor organ may not become available in time.  

This can significantly affect their psychological state and have a considerable impact 

on HRQoL.  The majority of studies within the area have in fact indicated a high rate 
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of psychiatric disorders, particularly adjustment disorders in liver transplant 

candidates (Surnam, Dienstag, Cosimi et al., 1987) with over half of those who suffer 

from cirrhosis indicating a depressed mood (Bianchi, Marchesini, Nicolino et al., 

2005).   

 

The existing literature indicates a significant association between the severity of 

psychological symptoms and the extent of liver impairment (Bianchi et al. 2005; 

Streisand et al., 1999; Rocca et al., 2003).  However, there is also evidence to suggest 

that patients suffering from liver disease but who are asymptomatic also experience 

significant levels of psychological distress (Davis, De-Nour, Shouval et al., 1998; 

Lok, Leeuwen, Thomas et al., 1985). 

 

Disease severity has been found to positively correlate with avoidant coping 

strategies (Rodrigue, Davis & Howard, 1993) whilst a negative association was 

found between adaptive coping styles and psychological distress (Stilley, Miller, 

Gayowski et al., 1998). 

 

It is clear from the existing literature that both the physical and psychological 

dimensions of health contribute to the poor HRQoL which is repeatedly 

demonstrated in patients suffering from ESLD and therefore, it is vitally important 

for health professionals to monitor both these domains within this patient group.  To 

date there has been very little psychological research carried out focusing on liver 

transplant patients.  The studies that have been conducted in the area have indicated 

that psychological well-being is strongly associated with positive health outcomes 

post-transplant.  Successfully transplanted patients show a significant postoperative 
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improvement in overall HRQoL (Kober, Kuchler, Broelsch et al., 1990) and in terms 

of anxiety and depression levels (Moore, Burrows & Hardy, 1997).  In fact, 

psychological functioning has been found to equal that of the general population 

(Belle, Porayko, Hoofnagle et al. 1997; Kober et al., 1990; Beilby, Moss-Morris & 

Painter, 2003).   

 

On the other hand, it is a matter of concern that there is evidence to suggest a 

significant level of psychiatric morbidity (most commonly anxiety and depression) in 

25% of patients post liver-transplant (Collis, Burrows, Rolles et al., 1995; 

Commander, Neuberger & Dean, 1992). 

 

Currently, there is little research concerning the determinants of psychological well-

being post liver transplant.  Stilley, Miller & Manzetti (1999) found that candidates 

for organ transplantation who had a primarily optimistic outlook and who coped well 

with stress reported less emotional distress and were in better physical health than 

those with pessimistic views and maladaptive coping strategies.  Furthermore, 

patients who die perioperatively are generally experiencing higher levels of 

preoperative depression, a lack of family support and have a predominance of 

maladaptive coping mechanisms.  (Kober et al., 1990).  In addition, there is evidence 

to suggest that mortality rates are higher in depressed patients independent of the 

severity of liver disease and complications (Singh, Gayowski & Wagner, 1997).   

 

Furthermore, maladaptive coping mechanisms have been found to be a strong 

predictor of HRQoL and psychological well-being in both transplant candidates and 

recipients.  For example, it has been found that liver transplant patients with 
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depressive coping have a more heavily impaired HRQoL than those who use a more 

adaptive style (Nickel, Wunsch & Egle, 2002), however, adaptive strategies seem to 

be utilised more frequently.  Research also indicates that dispositional optimism and 

adaptive coping styles correlate with each other and with physical and psychological 

well-being in liver transplant candidates (Moyer, Fontana, Hussain et al., 2003; 

Stilley et al., 1998). 

 

However, the vast majority of studies investigating the determinants of psychological 

well-being post liver-transplant have utilised a cross-sectional design.  Cross-

sectional findings of this nature do not tell us whether psychological state pre-

transplant is a predictor of health status post-transplant.  Longitudinal research that 

follows patients over time awards a number of important advantages.  Practically, 

research of this nature can address issues of causality in a way that cross-sectional 

research cannot.  From a theoretical point of view, this approach has value as it 

allows examination of the frame of reference on which an individual evaluates 

him/herself pre and post transplant.  Examination of an individual’s frame of 

reference is vitally important, as several studies have suggested that patients make 

significant response shifts during treatment.  Adang, Kootstra and Engle (1998) for 

example, found that pancreas-kidney transplant patients whose surgery was 

successful tended to retrospectively rate their pre-transplant HRQoL lower than 

baseline assessments suggesting changes in internal standards of measurement.  

Schwartz and Rapkin, (2004) argued that underlying response shifts allowed 

individuals to maintain homeostasis in reported HRQoL despite physical 

deterioration by evaluating their internal beliefs and life goals.  However, none of the 

above mentioned studies have considered the concept of response shift over the 
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course of the liver transplant process.  For this reason it is essential to explicitly 

measure response shifts in HRQoL research that investigates changes throughout 

chronic illness as this may lead to a deeper understanding of the process of 

adaptation.  It may also enhance the role that HRQoL assessments play in outcomes 

research and medical decision-making (Schwartz & Rapkin, 2004).   

 

Further to this, the incorporation of qualitative and quantitative methods into this 

study will ensure both breadth and depth to the findings.  In a previous study for 

example, Heyink and Tymstra (1989) focused on the HRQoL of liver transplant 

patients using a combination of quantitative and qualitative instruments.  The results 

of the quantitative study showed that on average, physical recovery was good, 

although there was a moderate increase in depression scores.  Through the qualitative 

study, it was revealed that about one third of those transplanted had experienced 

serious mental problems, mostly of a depressive nature and a small proportion had 

attempted suicide.  Several patients in their interviews reported the same problems.  

These included a highly changed appearance due to potent medication (identity 

problems), internalising their new organ, fear of rejection, hospitalisation, feelings of 

guilt with regard to the donor and preoccupation with death.  The extremely 

favourable picture of participants’ HRQoL, which emerged from the questionnaire 

answers was also explained by the interview data.  Several respondents described a 

feeling of having to be grateful for the fact that they were chosen for a transplant.  

They felt obliged to do something worthwhile with their life saving gift, and this 

inhibited them in making the most of their new possibilities.  They experienced it as 

a heavy burden having to be happy and not being allowed to complain.  In brief, the 
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suspicion that psychological problems were present in the sample was detected by 

the quantitative data and was confirmed by qualitative information. 

 

Therefore, the aim of this research is to describe the experience of people awaiting 

liver transplant surgery and to identify the variables that are associated with 

psychological well-being post–transplant.  The study also aims to explore any 

changes made to an individual’s frame of reference used for self-evaluation and any 

factors that are associated with this change.  Fulfilling these aims can facilitate the 

identification of patients most likely to experience adverse psychological outcomes 

post-transplant, thereby enabling the targeting of psychological interventions pre-

operatively, which will ultimately increase the success of transplantation. 

 

 

6.2. – Research Questions 

 

1. What is the experience of people awaiting liver transplant surgery? 

 

2. What variables are associated with psychological well-being post liver 

transplant? 

 

3. Does a patient’s frame of reference for self-assessment of their health-related 

quality of life change from pre to post transplant? 

 

4.  What factors are associated with a shift in a patient’s frame of reference                    

for self-assessment of their health-related quality-of-life? 
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6.3. – Methods 

 

6.3.1 - Participants: 

 

All patients who were placed on the liver transplant waiting list from 7th February 

2005 – 28th September 2005 at St. Vincent’s University Hospital, Dublin, (the only 

liver transplant centre in Ireland) were sent a patient information leaflet and consent 

form asking for their participation in the study (N=37).  (See appendix A for patient 

information leaflet and consent form).  A total of 21 gave their written consent to 

take part in the study, 12 males and 9 females.  However, 1 patient received a 

transplant before baseline interview; 1 was removed from the list due to 

complications whilst 1 patient died before pre-transplant assessment. 

 

There were 16 patients who did not return their consent forms: 9 females and 7 

males.  Four of these patients received a transplant before a reminder letter was sent 

out; none of the remaining 12 responded to the reminder letter.   

The researcher did not have access to information to determine whether these 

patients differed in any way from those who agreed to take part in the study. 

A longitudinal design was implemented in which four separate interviews were 

conducted.  The time-points included a pre-transplant (baseline), 1, 3 and 9 months 

post- transplant assessment.  Quantitative measures were also completed at these 

time-points.  The rationale for these time points was based upon the fact that most 

patients have achieved day-leave or have been discharged at 1-month post-transplant.  

By 3 months, internal healing is achieved and by 9 months, patients will generally 
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have overcome the many damaging effects of their prior liver disease and have 

become accustomed to the high doses of immunosuppressant medication.  

 

18 participants were interviewed at the pre-transplant time-point: 11 males and 7 

females.  However, 3 of these patients died before receiving a transplant; 1 patient 

was taken off the list due to a slight improvement in health; and 5 patients did not 

receive a transplant within the restricted time frame of the study.  Nine patients 

received a liver transplant within the time frame, 5 males and 4 females; all of which 

were assessed at the 4 time-points. 

 

 

The sample size was limited for this study due to a restriction in the number of 

patients that can be placed on the transplant waiting list at any given time. 

 

6.3.2- Procedure: 

  

Both qualitative and quantitative methods of data collection were used in this study.  

The same researcher collected the data from all four time-points. 

 

In order to collect the qualitative information, participants were asked to take part in 

a semi-structured interview with the researcher at each time-point, lasting 45 minutes 

to one hour.  During this, they were asked a series of questions addressing their 

assessment of their HRQoL and transplant experience (see table 6.1).  At the baseline 

time-point the researcher disclosed the fact that she herself had suffered from liver 

disease and had received a liver transplant at the same hospital (see appendix B).  All 
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interviews were conducted in the same room within the liver unit and took place on 

the same day as the participants’ outpatients’ appointment.  A different interview 

schedule was used as a framework to guide the questions at each time-point (see 

appendix B for interview schedules).  The pre-transplant interview schedule was 

piloted on five participants, which proved to be useful in checking the validity of the 

interview questions and devising the final interview schedules.  No pilot study was 

conducted on post-transplant interview schedules due to limited access of patients.  It 

was also felt that this would not have gained anything as similar types of questions 

were asked at each time-point.  The focus simply changed from pre to post 

transplant.   

Each interview was audiotaped with the patient’s consent.  These interviews were 

then transcribed verbatim and analysed at a later stage. 

 

Each patient was also asked to complete the Schedule for the Evaluation of the 

Individual Quality of Life: a Direct weighting procedure for Quality of Life Domains 

(SEIQoL-DW) at each time point.  At baseline (pre-transplant) assessment, 

participants were asked 1) to name the five most important domains of their life, 2) 

to rate their actual status on each domain, and 3) to indicate the relative 

weighting/importance of each domain using a coloured 5-segment disc.  At each of 

the post-transplant time-points, participants were asked to nominate the 5 most 

important areas of their life, rate their level of functioning in each area and finally 

rate the importance of each area.  However, if one or more of the cues nominated at 

time-points 2, 3 or 4 differed from those nominated at baseline, participants were 

shown the original areas and asked to rate their current level of functioning and 

relative importance in each area. 
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In order to complete the then-test, participants were again shown the 5 cues 

nominated at baseline at time-points 2, 3 and 4.  The wording of the assessment was 

as follows: 

‘I would like you to look again at these 5 important life areas.  This time I would like 

you to show me how you now think you were doing in each of these 5 areas when we 

first met.  I am not asking you to try and remember how these important life areas 

were functioning, but rather how, when looking back today, you think they were 

functioning when we first met.  Finally, I would like you to show me how important 

you now think your five life areas were in relation to each other when we first met 

using the coloured disc.’ 

  

In order to collect the quantitative data, each patient was asked to complete a set of 

measures after the interview.  This consisted of:  The Hospital Anxiety and 

Depression Scale (HADS), Life Orientation Test (LOT), The Brief COPE measure, 

Ferrans and Powers (1998) Quality of Life Index  – Liver Transplant Version- III 

(post-transplant only) and a set of specially constructed demographic questions 

which varied slightly for each time-point. 
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6.3.3 - Qualitative research instruments: 

 

1. The Schedule for the Evaluation of Individual Quality of Life: a Direct weighting 

procedure for Quality of Life Domains (SEIQoL-DW), (O’Boyle, Browne, Hickey et 

al., 1995) was used in the semi-structured interviews throughout all time-points to 

assess the individual’s subjective HRQoL.  The instrument was also used as a then-

test to assess whether or not a response shift occurred and the magnitude and 

direction of this response shift.  The SEIQoL allows respondents to identify areas of 

life which are important to them, rate their level of satisfaction or functioning with 

each aspect and rate the level of importance of each area.  The SEIQoL has been 

used successfully with a number of different population groups such as people with 

HIV/AIDS, patients undergoing hip replacement and patients with gastrointestinal 

disorders (O’Boyle, 1997).  Possible scores range from 0-100. 

 

 

 

6.3.4 - Quantitative research instruments: 

 

1.  The Hospital Anxiety and Depression Scale (HADS) (Zigmond & Snaith, 

1994) was used to measure levels of anxiety and depression within the  

sample at all 4 time-points.  This scale was developed to attempt to identify caseness 

(possible and probable) of anxiety disorders and depression in nonpsychiatric 

hospitals and clinics.  It consists of two subscales, which are independent measures: 

(i) Anxiety - Consists of 7 items, numbers 1,3,5,7,9,11 and 13. 

(ii) Depression - Consists 7 of items, numbers 2,4,6,8,10,12 and 14. 
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Five of these items reflect aspects of reduction in pleasure response (anhedonia). 

Each item is answered on a 4-point scale ranging from 0-3.  Possible score ranges 

from 0-21 for anxiety and 0-21 for depression.  A score between 0-7 for either 

subscale is within the normal range, a score between 8-10 for either subscale is 

suggestive of a mild psychological abnormality whilst 11-14 indicates probable 

presence (caseness).  A score of 15-21 indicates severe psychological abnormalities. 

The scale takes 2-5 minutes to complete and is completed with reference to how the 

patient has felt over the past week.  Cronbach’s alpha for the anxiety subscale has 

been found to range from 0.68-0.93 (mean 0.83) whilst the alpha coefficient for the 

depression subscale has been found to vary from 0.67-0.90 (mean 0.83) (Bjelland, 

Dahl, Haug et al., 2002). 

Nunnally and Bernstein (1994) recommended that Cronbach’s coefficient alpha 

should be at least 0.6 for a self-report instrument to be reliable.  The review by 

Bjelland et al., (2002) of 747 studies claimed that this demand was fulfilled on all 

studies of HADS in various translations that report data on internal consistency.  

They also concluded that concurrent validity was good to very good. 

 

2. Life Orientation Test (LOT) (Scheier & Carver, 1985), was used to measure 

optimism at all 4 time-points.  The LOT consists of eight items, which count towards 

the dispositional optimism score, four phrased in the positive direction and four 

negative, plus four filler items (2,6,7 and 10) designed to disguise the purpose of the 

test.  Each of the 12 items are rated on a five-point scale of agreement.  Scores range 

from 0-32 with high scores indicative of a high a level optimism.   

The LOT shows satisfactory internal consistency (Cronbach’s alpha = 0.76) and test-

retest reliability (0.79 over a four-week interval and 0.72 over a 13-week interval).  
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Factor analyses confirm the unidimensional structure of the scale (Wright, Johnston 

& Weinman, 1995).  The validity of the scale is indicated in positive correlations 

with internal control beliefs and self-esteem, and negative correlations with 

depression, hopelessness, alienation, and perceived stress.  LOT scores have been 

found to be associated with reduced symptom reporting, reduced post-partum 

depression, faster recovery after coronary bypass surgery and improved post-surgical 

quality of life, as well as the use of a variety of constructive coping strategies when 

dealing with stressful encounters. 

 

3.  The Brief COPE measure (Carver, Scheier & Weintraub, 1989) was used at all 4 

time-points.  Brief COPE is an abbreviated version of the COPE inventory.  It is felt 

that this shorter version is more suitable for use within this sample as in earlier 

studies, participants have become impatient at responding to the full instrument.  

This is mostly due to the time burden of the full measure.  The Brief COPE is a 28-

item measure that yields 14 factors that reflect active versus avoidant coping 

strategies.  The scales do not combine to form a problem-focused, emotion-focused 

or overall coping index.  The lowest possible score for each scale is 2 and the highest 

is 8.  The measure has good psychometric properties with alphas ranging from 0.45 

to 0.92, test-retest reliabilities ranging from 0.46 to 0.86 and strong evidence of 

discriminant and convergent validity, with constructs such as hardiness, optimism, 

control, and self-esteem.   

 

4. Ferrans and Powers (1998) Quality of Life Index  – Liver Transplant Version- III 

was used to measure quality of life of the patients at the post-transplant time-points 

only.  It consists of 4 subscales: 
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(i) Health and functioning (Consists of items 1-8,12,17,18,19,26,27 and 35). 

(ii) Social and economic (Consists of items 14,16,20-25). 

(iii) Psychological and spiritual (Consists of items 28-34).  

(iv) Family (Consists of items 9,10,11,13,15). 

 

Internal consistency reliability for the QLI (total scale) was supported by Cronbach’s 

alphas ranging from .84 to .98 across 26 studies.  Alphas ranged from .70 to .93 for 

the health and functioning subscale, from .71 to .92 for the social and economic 

subscale, and from .80 to .93 for the psychological/spiritual subscale.  For the family 

subscale, alphas were acceptably high in 12 studies, ranging from .63 to .92 (Ferrans 

& Powers, 1985).  Content validity of the QLI has been supported by the fact that 

items were based both on an extensive literature review of issues related to quality of 

life and on the reports of patients regarding the quality of their lives (Ferrans & 

Powers, 1992).   

 

5. A set of specially constructed demographic questions, which vary for each time-

point, was also included within the questionnaire package (See appendix C for 

quantitative measures). 
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6.4 Data Analysis 

 

6.4.1 Critique of qualitative method 

 

Thematic analysis was used to analyse the qualitative data.  After the data was 

transcribed, the researcher read and re-read the full data set of 45 interview 

transcripts noting down initial ideas.  The transcript documents were then imported 

into QSR NVivo data management program, and interesting features of the data 

coded across the entire data set in a systematic way.  The codes (free nodes) were 

then collated into potential themes (tree nodes).  All relevant data was gathered for 

each potential theme. 

 

The themes were checked with the coded extracts and then with the entire data set to 

determine ‘closeness of fit’ and a thematic map of the analysis was then generated.  

Ongoing analysis continued to refine the specifics of each theme and the overall 

story of the analysis.  Relevant extracts were selected as examples to illustrate each 

theme and to highlight common experiences. 

Thematic Analysis was chosen as the preferred method for a number of reasons.  

Firstly, it has theoretical freedom and in this sense differs from other analytic 

methods that seek to describe patterns across the qualitative data (Braun & Clarke, 

2006).  In addition, it can usefully summarise key features of a large body of data 

and/or offer a thick description of the data set as well as highlight similarities and 

differences across the data set.  Furthermore, it can be useful for producing 

qualitative analyses suited to informing policy development (Braun & Clarke, 2006).  

The data was analysed at the semantic/explicit/ manifest level, which sought to 
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describe the surface, form and meaning of the data and did not look beyond what the 

patient had said.  Themes were identified within the explicit/ surface meanings of the 

data (Boyatzis, 1998).   

 

An essentialist/realist approach was taken to the data analysis, which attempted to 

theorise motivation, experience and meaning in a straightforward way.  A simple 

largely unidirectional relationship was assumed between meaning, experience and 

language (Braun & Clarke, 2006).  Consistency of judgement/ inter-rater reliability 

was established as the researcher’s supervisor coded the transcripts, and the results 

were compared with no modifications to the refined themes being required. 

 

 

TABLE 6.1  Content of Interview Questions 

 

QUESTIONS REGARDING PRE-TRANSPLANT EXPERIENCE: 

• Liver disease history  

• Sources of social support 

• Perception of illness 

• Feelings on receiving a liver transplant 

QUESTIONS REGARDING POST-TRANSPLANT EXPERIENCE: 

• Medical information 

• Experiences with medications 

• Sources of social support 

• Perceived change in HRQoL 

• Immediate post-surgery experience 

• Major concerns and plans for the future 
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6.4.2 – Quantitative analyses 

 

The data gathered from the questionnaires were coded and entered into SPSS 

computer programme.  Research questions 1, 2 and 4 were addressed using Pearson’s 

r correlation co-efficient.  The remaining research question was addressed using a 

one-way repeated measures ANOVA model and paired t-tests.   
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7.0 – Findings at the Pre-Transplant Stage 

 

7.1 Overview of chapter 

 

This chapter presents the quantitative and qualitative findings for all participants 

interviewed at baseline.  The information provided in this chapter can be viewed as 

an analysis of a sample of people with ESLD who are awaiting a transplant and have 

been placed on a transplant list. 

 

Because of the small sample size, the quantitative analyses presented are mainly 

descriptive and greater weight will be given to effect sizes rather than statistical 

significance in the interpretation of the quantitative results.  Mindful of these 

considerations and the large number of comparisons that have been made, for the 

sake of statistical rigour the significance level will be set at 0.01. 

 

 

7.2 – Analysis of Baseline Quantitative Data 

 

The most common cause of liver disease within the sample was cirrhosis due to 

alcohol (see Table 7.1).  Duration of liver disease ranged from 5 months to 15 years 

with an average of 5 years.  All 18 patients suffered chronic liver failure onset (i.e. 

symptoms persisting more than 6 months).  The length of time on the waiting list 

varied from 3 weeks to 9 months. 
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Table 7.1: Demographic Characteristics for Baseline Sample 

 

                                                                         Entire Sample     Transplanted Sample  

                                                                               (n=18)                          (n=9) 

GENDER 

     Men 7                                    5 

     Women 11                                  4 

AGE (YEARS) 

Women 

     Range 34-68                             42-67 

     Mean 53                                  54 

Men 

     Range 29-70                             51-70 

     Mean 52                                   58 

DIAGNOSIS 

     Alcoholic Cirrhosis 8                                    3 

     Primary Biliary Cirrhosis 3                                    2 

     Primary Schlerosing Cholangitis 2                                    1 

     Hepatitis C 2                                    1 

     Primary Liver Cancer 2                                    2 

     Unknown Aetiology 1                                    0 

DURATION SINCE DIAGNOSIS (MONTHS) 

     Range 5-180                            6-180 

     Mean 56                                  63 

DURATION ON LIST (WEEKS) 

     Range 3-36                                3-36 

     Mean 15                                   16 

COMORBIDITIES 

     Diabetes 3                                     3 

     Cealiac 1                                     0 

     Stomach Ulcers 1                                     0 

NO.  OF TIMES INPATIENT DURING ILLNESS 

     Range 2-10                               2-8 

     Mean 4                                     4 

LONGEST HOSPITAL STAY (DAYS) 

     Range 5-150                             5-120 

     Mean 28                                   25 

EMPLOYMENT STATUS 

Employed 

     Full-Time 1                                     1 

     Part-Time 0                                     0 

     Sick-Leave 5                                     3 

Not Employed 

     Retired 3                                     2 

     Unemployed 9                                     3 

EDUCATION 

     High School 15                                   7 

     Technical College 2                                     1 

     University Degree 1                                     1 
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Table 7.2 -Baseline descriptive statistics for psychological variables (N=18) 

 

 Mean Median Std. Dev. 

SEIQoL                        (0-100)* 55.20 55.40 22.00 

LOT                               (0-32)* 19.78 20.00   4.88 

Anxiety                          (0-21)* 

  

 8.67  9.00   2.57 

 

Depression                    (0-21)* 

 

 7.56 

  

7.50 

   

2.85 

 

COPE                            (2-8)* 

   

Self-Distraction              4.78  5.00  1.52 

Active Coping   5.67  6.00  1.57 

Denial   3.22  3.00  1.17 

 Substance Use  2.00  2.00  0.47 

Use of Emotional Support   6.06  6.00  1.43 

Use of Instrumental Support  6.78  8.00  1.63 

Behavioural Disengagement  2.33  2.00  0.69 

Venting  4.00  4.00  1.03 

Positive Reframing  5.33  5.00  1.50 

 Planning  5.78  6.00  1.83 

 Humour  2.89  2.00  1.08 

Acceptance  7.11  7.00  1.02 

Religion  4.00  3.50  2.11 

Self-Blame  4.22  4.00  2.16 

*Possible scoring range 

 

Table 7.2 shows that; on average, the sample reported levels of quality of life in the 

midrange of the scale and levels of anxiety and depression only slightly higher than 

the normal range.  The participants appear to use emotional and instrumental support 
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most frequently to cope with their problems and make little use of substances, 

behavioural disengagement, or humour as coping strategies. 

 

There were only small differences between males and females in terms of QoL and 

depression, although females (M (SD) = 10.33 (2.73)) reported higher levels of 

anxiety than males (M (SD) = 8.27 (1.56), Cohen’s effect size = 0.96).  Correlations 

between the outcome variables (QoL, depression and anxiety) and the other relevant 

variables assessed at baseline are presented in Table 7.3.  The correlations suggest 

that the number of hospital stays experienced by participants in the 2 years prior to 

interview (possibly a marker of disease severity) was negatively related to QoL and 

positively related to level of depression.  Depression was also related to the coping 

strategies of active coping and self-blame; whereas anxiety levels were positively 

related to the coping strategies of denial, venting emotions, self-blame, and the use of 

emotional and instrumental support. 

 

The SEIQoL bridges the gap between quantitative and qualitative data collection, in 

that it provides a total QoL index score but also provides richer information about the 

areas of life considered to be important by the participants. At baseline, the 

participants identified health issues and family relationships as the most important 

areas that contributed to their life quality (see Table 7.4). 
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Table 7.3: Correlations at baseline 

 

 SEIQoL HADS 

Anxiety 

HADS 

Depression 

SEIQoL 1   

HADS anxiety -.137 1  

HADS depression -.333      .669** 1 

Optimism .155 -.340 -.160 

Self-distraction -.128 -.201 -.201 

Active coping -.364 .445    .556* 

Denial -.283     .616**  .332 

Substance use .202 .324  .301 

Emotional support .095    .517*  .351 

Instrumental support -.236   .488* .180 

Behavioural disengagement -.353 .134 -.190 

Venting -.057     .735**  .461 

Positive reframing .171 .015 -.046 

Planning -.055 .433 .250 

Humour -.099 -.269 -.208 

Acceptance -.270 .015 .179 

Religion .146 .260 -.029 

Self-blame -.185   .482*    .514* 

Length of time on waiting list (weeks) -.111 .147  .231 

Length of time since diagnosis (months) -.208 -.341 .006 

Shortest stay in hosp. in last 2 yrs (days) -.160 -.382 -.297 

Longest stay in hosp. in last 2 yrs (days) .324 .359 .202 

No. of hospital stays in last 2 yrs    -.567(*) .136 .510(*) 

Age .146 -.372 -.430 

* p < .05; **p < .01 
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Table 7.4: Areas of Life Nominated by Participants at Baseline 

 

Life Area Frequency 

Health 18 

Family 17 

Hobbies/sport 10 

Finances 9 

Partner 5 

Social life 5 

Independent functioning 4 

Holidays/travel 4 

Work 4 

New liver 3 

Friends 3 

Religion 3 

Happiness 3 

Home 2 

 

 

 

 

7.3 - Analysis of Baseline Qualitative Data  

 

The qualitative data was transcribed and analysed, as outlined in Chapter 6.  At 

baseline, information was gathered on: the impact of liver disease on the participants’ 

life (QoL), their emotional reactions to having liver disease, methods of coping with 

liver disease and perceptions of liver transplantation / the future (optimism).  These 

categories of data correspond to some of the key quantitative measures.  In addition, 

qualitative data was gathered on sources of support. 
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7.3.1 - Impact on Life 

 

The informants’ daily functioning was severely compromised due to the many 

debilitating effects of end-stage liver disease.  Almost half reported disturbed sleep 

patterns, which significantly reduced their energy levels: 

 

During the day I have to sleep and you could sleep solid for two or three hours and I 

mean a real deep sleep and then the other problem was when you went to bed at 

night you couldn’t sleep. You were trying to go to sleep, go to sleep, go to sleep.  

When it was time to get up you could go to sleep. 

               -P.8. 

The other thing is that it has affected my sleep a lot.  I’ve taken leave in work and it 

was getting to a stage where I was getting up at 11 and leaving for 2 to go to work 

and I would do my full quota, you would think going home after a night’s work you 

would have no problem sleeping but as soon as I hit the bed I would be wide awake, 

I’d fall asleep and think I was sleeping for 2 or maybe 3 hours but it was only 15 

minutes, then I’d be awake for the rest of the night..  

                                                                                                                    - P.3. 

A significant number also frequently felt nauseous due to their condition with one 

patient describing how he used to consume alcohol in an attempt to alleviate his 

sickness: 

If I drank I didn’t get sick like you know so I drank more.  I used to drink just to keep 

the sickness away 

                  -P.4.
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Furthermore, almost all suffered from an intolerable itch, which caused extreme 

discomfort: 

I used to scrape myself with Stanley knives and the blood would be running all down 

my legs and I used to get vinegar then, and plaster it all over it, and it would sting in 

pain but I could put up with that, you know rather than the itch and I have one part 

there on my leg, on my ankle and I got afraid of that one cos it looked as if it was 

going to turn into gangrene. 

       - P.2. 

 

I absolutely itch, I scratch with my credit card because I be afraid, I actually drew 

blood when I used my fingers.  I would be really digging in, oh it’s unbelievable and 

my hair is itchy and dandruffy. 

                                                                                                                  - P.16.  

Other commonly reported symptoms included jaundice, suppressed appetite and 

extreme fatigue: 

 

My appetite would fluctuate a lot… the tiredness and the jaundice tend to come and 

go. 

                      -  P.15. 

 

It just makes you feel like you know, you just can’t eat that much, you can only eat 

small dinners like.  You can’t eat as much as anyone else could. 

                  - P.2. 
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Patients reported suffering from oesophageal varices.  One patient described how he 

underwent an extremely traumatic episode when they haemorrhaged, which resulted 

in him being admitted to hospital as an inpatient for a significant period of time: 

 

I had a serious bleed (varices) in October 2003 and I passed away three times and 

they brought me round three times… I was in intensive care and had 27 units of 

blood.  The doctors gave me an hour and a half to live, and, praise God, here I am! 

                  - P.8. 

 

Many of the other informants also reported having to frequently stay in hospital 

because of their condition, which caused major disruption to their daily lives.  

Patients were frustrated that they were no longer able to do the things that they 

enjoyed, including socialising with others: 

 

I was very fit, like you know, before I used to do weights and everything like you  

know, constantly work out like, training, running every day like.  It’s just like you 

know, just sitting here now like you know, it just, bugs the hell out of me. 

                             - P.4. 

I wish I could do something like you know.  I wish I could walk out the road or I wish 

I could cycle out the road or something.  I’m scared to get on a bike even 

I’d be afraid like I’d lose balance and just wallop off the ground or something. 

Before I was drinking like, I was completely, I was really outgoing, I was meeting 

people and so on you know what I mean?  Nowadays I just stay to myself. 

                             - P.4. 
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Meeting people and everything, I find that a big change you know.  Now I can’t even 

drive, the furthest I can drive is 30 miles and it absolutely wrecks me…I miss football 

I miss it big time you know, because I used to be involved in underage training and I 

just couldn’t stick the cold…  It would be in this time of year though if it was an 

evening game there’s no way, even Croke Park on a Sunday when playing Cork, I 

won’t go to that because I know myself the games are long, you know.  I’d get 

stressed out. 

                                                                                                                             -  P.12. 

 

Ah, I feel the illness has changed me in so far as I have to lead a more measured life.  

Prior to the illness I lived a very full life, especially in sport and that kind of thing, 

playing sport, administration and watching sport, it’s difficult then to readjust.  

Family wise, it’s difficult…with the wife and family to do all the things I would like to 

do with the family, with not having the energy or the drive to do it no matter how 

much I try. 

                                                                                                                             -  P.18. 

 

It makes things frustrating.  I used to do horticultural gardening … it annoys you and 

you try to do it and you realise that you just can’t.  It’s frustrating, it’s annoying.   

                 -  P.8. 

 

Patients’ ability to earn an income was also affected.  Almost all of those who had a 

job were currently on sick leave whilst others were unemployed due to their 

condition: 
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I am a carpenter by trade, very good money like and I can make a very good living 

out of it and aaah, I like it, I like my work, but really, I can’t work at the moment, 

and even after the transplant I don’t know if I will be able to work or not 

     - P.2. 

 

In addition, two patients felt that their condition affected their memory: 

 

I can’t even remember my own phone number like, you know.  So I have to get all the 

numbers put in like into my mobile.  So I could ring up anyone that I knew like, you 

know. 

 - P.4. 

 

Yeah...and I’ve no concentration, but I remember the strangest of things. 

Remember things from when we were children, I can remember school but I can’t 

remember what day it is, I would have to have that written all over the house and M 

(husband) writes notes everywhere to remind me. 

                                                                                                                              - P.16. 

 

The participants also felt that their outlook on life had changed due to their illness 

experience, an example of a response shift occurring since their diagnosis:   

 

Kind of before you would take things for granted and you would take everybody for 

granted whereas now, you know, you can’t and I suppose maybe in some ways you 

appreciate things more like and even I would appreciate being well…and even I 

would kind of at this point, if I thought that someone was bickering over something 
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that I thought was petty I would be very quick to kind of say it too, you know that 

kinda way.  I’d have very little time for kind of petty little things. 

                  - P.5. 

 

7.3.2 - Emotions about Liver Disease 

 

When diagnosed with ESLD all of the participants reported feeling shocked.  Despite 

a small number of patients having previously ignored medical advice to stop 

drinking, they nevertheless felt traumatised when told that they had cirrhosis of the 

liver.  One patient described how he felt scared and anxious about what was going to 

happen to him and claimed that he hadn’t realised how important his liver was: 

 

My Doctor was checking up my blood like and he told me that if I didn’t stop 

drinking like my liver would get damaged like and I thought like you know because I 

was so young like you know I thought like … yeah right…you know what I mean… 

like I was relaxed like you know but he just turned around and told me I’m sorry, 

you’re liver is damaged and I just went ‘aw shit, you know what can I do, what am I 

gonna do now? What kind of affect does this thing have on me? … I didn’t realise 

how important your liver was like.  You don’t think about them things like you know.  

I was thinking like maybe when I’m forty something might go wrong like you know… 

                  - P.4. 

Many of the patients reported feeling depressed after receiving the diagnosis of liver 

disease: 
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But that would have been my lowest point (receiving diagnosis of liver disease) and 

then I suppose the weeks following that, thinking about it and how it has come to … 

this was before even the transplant thing.  And always in the back of my mind myself 

I always felt I wasn’t improving. 

                                                                                                                              - P.12. 

 

Even after initial diagnosis, a significant number of patients were unaware that their 

illness would progress into end-stage liver disease and that they would eventually 

need a transplant.  Some felt that they would be able to sustain an adequate quality of 

life either by taking medication and/or by improving their health behaviours: 

 

I was a bit shocked when I was told I was going to be considered… to be quite honest 

at first when they said to me we’re sending you to St Vincents to be assessed for liver 

transplant boom!  You know, if someone had have said to me we’re sending you up 

on the next space shuttle, it would have been as easy to take in.   

                           - P.10. 

 

I thought I would go back to my normal self and would do all the things and 

everything was going to be fine and I didn’t think that I knew it but I had been 

drinking too much so that had to be ruled out. 

                                                                                                                              - P.16. 

 

They did MRI scans and the whole works and they told me then I had cancer in my 

liver so it was kind of a shock well it wasn’t really a shock because I kind of knew I 
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had it but when he mentioned a transplant, that was the shock…he said I think the 

best thing would be a transplant and that was when I got a shock.   

                                                                                                                              - P.11. 

 

A smaller number however, felt that they were mentally prepared when told that liver 

transplant surgery was a viable option and spoke of how the transplant team had 

gradually conditioned them over time to receive the news: 

 

At that stage he (consultant) never mentioned a transplant, but I think gradually over 

the period until I was told in February last year, I think they (transplant team) 

gradually conditioned you … I think I was prepared.  I said how long and he said 12 

months, which was from last month.  So, I think mentally I’ve prepared myself for it. 

                                                                                                                                - P.3. 

 

However, after meeting with the transplant team and undergoing assessment for 

suitability for surgery all of the patients realised that it was their only option.  

Therefore, when told that they had been accepted as a suitable candidate for surgery 

and put on the waiting list all described feeling delighted and relieved: 

 

I remember when Professor Y told me you know the first time he says, look he says 

you have a liver disease, it’s advanced, he says you are going to need a transplant 

like.  And he did say to me, how do you feel about it, and I said I’m not particularly 

happy about it!  …  He said it’s time to give you your life back and move things 

forward and at that stage I thought it’s a positive thing you know. I suppose maybe in 

some ways I needed that bit of time to prepare myself and to come to terms with it 
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because when I was told then I thought right, you know, I’m happy that they are 

going to do that.  And even the more I was told about it the more I thought yeah you 

know, it’s amazing what they can do. 

                 - P.5. 

 

I was just relieved that I was on the list because I knew that’s what I needed.  I knew 

that’s what I needed deep down I knew that this is exactly what has to be done like 

you know.  So, when they said that to me like you know that you are on the list like it 

was just like a big relief to me. 

                  - P.4. 

 

I knew it was something that would take the sickness away so I was delighted to 

hear…oh I couldn’t believe when Y (co-ordinator) said I’ve something to tell you 

I’ve good news for you, and I said what?  And she said you are on the list and I said 

oh Praise the Lord!! And I’ve been praising him ever since. 

                                                                                                                   - P.7. 

 

7.3.3 - Coping with Liver Disease 

 

The vast majority of patients applied adaptive coping strategies in order to help them 

deal with the uncertainty of their highly stressful situation.  Despite having concerns 

about the procedure, the majority of patients were positive and optimistic.  Most of 

the patients actively sought sources of information in an attempt to answer the many 

queries and concerns they had regarding liver transplant surgery.  These sources 

included the transplant co-ordinators and consultants, reading and re-reading the 
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patient information booklet, seeking advice from liver transplant patients, 

researching the topic on the Internet and asking friends for advice.  All seemed to 

find that this process eased their concerns and helped them mentally prepare 

themselves and those close to them for the procedure and what it involves: 

 

I got the little black book, you know the book they give you, you know and I could 

nearly quote that to you like now, you know …and I read it to my sons as well and 

read it for people who are close to me so that they know what the procedure is I am 

going through. 

                                                                                                                 - P.13. 

 

I had a meeting then with… em, which one was it, A (co-ordinator) and the family.  I 

was there one day for about 2 hours…to talk over how they felt and ask a lot of 

questions and she went through the whole lot.  The in’s and out’s, the good sides and 

the bad sides, you know.  So they were happy enough leaving here you know.  They 

felt I should go for it as well, so.          

                                                                                                                 - P.12. 

 

Forward planning seemed to be an important component in maintaining a positive 

outlook as almost all spoke of post-operative goals, which they were looking forward 

to achieving.  These included going on vacation/ travelling, returning to hobbies/ 

sports such as golf or football, being able to attend Church, returning to work and 

enjoying retirement. Such a coping strategy is intertwined with optimism (see 

Section 7.3.5 for further details). 
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Some of the patients with alcoholic cirrhosis blamed themselves for their 

deteriorating condition.  Often this was due to the fact that they had ignored medical 

advice to stop drinking before their liver disease had progressed to end-stage:  

 

…he was narrowing down what could be wrong with the liver and we arrived at 

alcohol you see.  So he said do you take a pint and I said I love a pint, which I do.  

I’ve never had one since but anyway.  Like I’m regarded as a social drinker always 

you know, I had no binges or anything like that.  Our weekend was only a few pints 

but he said if you count that over 20 years drinking it’s an awful lot like.  I know 

people drink an awful lot more but it’s just your metabolism.  It wasn’t a very good 

time that, you know…Well that was the kick in the teeth for me, I started blaming 

myself then you know…if I didn’t drink, this wouldn’t have happened… 

                                                                                                                              - P.12. 

 

I started when I was young like.  Cause I left school like you know, I was doing 

nothing… there was no jobs around or that … or places or anything.  So, I just 

picked up the bottle and everybody was at it like you know.  And, before I knew it like 

I was worse, I mean much worse than virtually everyone else is…the way I was 

thinking about things like if I hadn’t done it like I wouldn’t be in this state you know. 

                             - P.4. 

He (doctor) said, if you carry on drinking, there’s no way you’ll be here in 4 months 

time…but I still carried on drinking.  And if I had of stopped it then I wouldn’t be in 

this mess now, there’s very little of my liver left I just hope that I get one (liver) in   

time. 

        - P.2. 
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7.3.4 - Support of Others 

 

Almost all of the patients described how family members provided them with much 

needed social support throughout their illness experience and a number of 

participants also talked about the support received from friends: 

 

My brother L, he would be my support person like he brings me to every 

appointment, every check-up, every time I’m in hospital like he’s with me like he 

brings me…I mean I would find, my oldest sister she would be very good, we would 

be very close too like and it’s great to have people you can talk to, you know, about 

it.  And even if you are just at a bit of a low ebb too it’s, you know, it’s good to have 

people there… you really appreciate, you really do appreciate the people that are 

close to you because you really do depend on them. 

                              - P.5 

 

A couple of neighbour friends of mine have been very very supporting during it.  I 

mean things like driving me into the hospital and I say look there’s no point and they 

say no, no, no we are going to drive you.  You know that sort of way.  

                  - P. 13 

One patient who lived alone, however, reported having no other source of social 

support outside of the hospital: 

 

I think people tend to think it’s my fault, in actual fact, I don’t think it’s my fault, I 

mean you are an alcoholic before you realise it, it can be a hereditary thing as well. 

                  - P.2. 
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A lot of patients also commented on how approachable the hospital team was and 

how this helped them feel at ease: 

 

Well I find that Dr. X  is wonderful to me, absolutely wonderful, em…  I’ve only met 

the co-ordinators, prior to this I only attended Dr. X …they got me in for assessment 

and it was just after that I met the co-ordinators and they were very supportive, very 

supportive, very get attable, you know?  You can just ring them up at any time. 

                           - P.1. 

 

…the consultants and doctors and the staff, they’re all great.  The difference I find 

with this hospital is that one of the consultants go around in the morning and they 

talk to you, in most hospitals your consultant will come round in an entourage and 

they’ll all be having this discussion, you know.  You’re not brought into the scenario 

at all…It’s communication and with them being like you’re able ...you’re not worried 

about asking a question…The nurses are very good as well…have a great sense of 

humour, make you relax straight away. 

                           - P.6.

  

Another source of social support for a small number of patients at this time point was 

other patients who had already received a transplant.  Although no formal 

programme existed for this purpose, patients who were in hospital for pre-transplant 

assessments or treatment due to their liver disease often formed friendships with 

recipients who were also inpatients on the same ward whilst others knew of other 

recipients and sought advice from them. 
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One patient described how he found this experience very beneficial as it provided 

him with a lot more information and eased his concerns about liver transplant 

surgery: 

 

I was around the place so there was about, there was 3 or 4 people in the ward who 

had had transplants and so on…It gave me an awful lot more information, yeah, 

yeah and I suppose the first thing that I was worried about, and I’m not any more, 

but the first thing I was worried about was the suspended animation bit you know.  

Sort of the, for the 24, 36 whatever hours afterwards you know. 

                            - P. 13. 

 

The only ones you hear about are the George Bests and politicians and what not but 

then when they started sending me to outpatients you realise how common it was…So 

many people and there seems to be good camaraderie about them.  They talk about it 

and reassure you and it seems not such a big deal, it is a big deal alright.  

                  - P.8. 

 

Furthermore, a small number also found their employers to be very sympathetic and 

understanding throughout their time of illness.  Some described how this alleviated 

any financial worries and helped them to stay positive: 

 

I suppose I am lucky enough from the point of view that I have a permanent job and 

the girls… they would be very supportive as well and even just talking to my main 

boss after Christmas … like he had made it clear that if and when you are ready to 
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come back to work your job is there as you want it you know.     

                         - P.5. 

 

…since I’ve been sick, they’ve looked after me very well.  Come to work, if you feel 

like coming to work, go home if you feel like going home …It’s one of the advantages 

that they have and one of the things that makes it easier for me to stay positive 

because I have secure employment.  …  Financially…a very solid basis so that I can 

just go away and try to get better without any worry. 

                 - P.8. 

 

7.3.5 - Perception of the Effects of Liver Transplantation / Future 

 

The patients interviewed were mostly looking forward to regaining their pre-illness 

quality of life as a result of the transplant. The majority planned to return to work and 

resume physical activities whilst others were looking forward to learning new skills. 

However, some participants were worried that the transplant operation may be 

unsuccessful, others were apprehensive about taking lifelong medication whilst a few 

feared potential post-transplant complications such as rejection: 

 

It’s just the fact of getting a new liver and just getting active again like.  That’s what 

I want to be, is active again…when I get a new one (liver) like I’ll be on the ball 

again you know.  I’ll be back to normal again.  But, its not really been, it’s not that 

way at the moment now, you know, so I’m just looking forward to getting in and 

getting it over with. 

                             - P.4. 
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I don’t think my life will change that much from what it was before I took sick.  I will 

be able to be happy for my daughter who wants to go to college, that’s what she 

wants.  Do all the things I want to do, go do it and see life and enjoy it 

                    - P.14. 

 

Like I am hopeful that this is going to kind of improve my quality of life but I suppose 

there would always be an element of fear because you are always going to be on 

medication.  That little bit of fear are you always going to be sick like. 

                  - P.5. 

 

Only one patient did not seem to have any preconceived idea of the effects of the 

procedure:  

  

I can’t say I’ll be up and running, I don’t know. 

                - P.11. 

Whilst a few of the patients were apprehensive about taking lifelong medication, 

most did not anticipate any major problems with the post-transplant self-medicating 

regimen as they were already taking daily medication:  

 

Well, I suppose I would have no particular fear about it like…like I would have no 

problem like some people kind of have a thing about taking tablets or medication.  As 

far as I am concerned if they can make me well and keep me well fine, definitely, yes. 

                  -P.10 
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In addition, some patients were actively attempting to plan their recovery.  Some 

were hopeful that they would have their transplant coming into good weather so as 

they would be able to facilitate their recovery through outdoor exercise.  One patient 

in particular spoke of how she was hoping to make the majority of her recovery in a 

convalescent home rather than the hospital as she felt the opportunity of increased 

independence would facilitate her recovery: 

 

I’m going to Caratess, which is part of the hospital and I hope to stay there, cos I 

think if you get out of hospital, and get there you get better quickly because you do 

your own thing...and like my ideas would be that, when I’m told I can walk, if they 

say you can walk one length of the room I’ll do three lengths and get myself up 

quickly and get going…that would be my idea, you know, don’t know how that’ll 

work  

                                                                                                                             -  P. 1. 

 

Finally, one patient spoke of his concerns about the fact that someone had to die in 

order for him to live: 

 

There’s just one thing I would bring up… it must cross everyone’s mind, it’s a thing 

that gave me a bit of a shock is that when they (other people) hear of an accident, 

(they say) oh is that going to be a liver for you? It turns me.  It is different if someone 

died and they wanted to donate their organ, that’s great for me and it wouldn’t 

bother me. 

 - P.17. 
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7.4 – Summary of Baseline Findings 

 

On average, the sample reported levels of quality of life in the midrange of the scale.  

This is despite the qualitative findings of serious and debilitating symptoms 

experienced by the participants, which are reported as having an adverse impact on 

their lives. 

 

The participants appear to accept their situation and use emotional and instrumental 

support most frequently to cope with their problems.  For most participants, this 

support was readily available and appreciated. Active coping, planning and self 

blame were coping strategies highlighted by the participants and reported commonly 

in the quantitative assessment.  

 

Symptoms of depressed mood were apparent for most participants immediately after 

diagnosis with liver disease; coupled with disbelief when told that a transplant would 

be required.  However, for most participants, it appears that by the time of interview 

they have accommodated this reality and (probably as a result of being accepted onto 

the transplant list) are optimistic about the future.  This optimism is also tinged with 

an element of anxiety about the transplant process itself and its outcome. 
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8.0 – Psychological Well-Being Post -Transplant 

 

8.1 - Overview of chapter 

This chapter presents the quantitative and qualitative findings from the interviews 

with the 9 participants who were included in the study after receiving a liver 

transplant.  The aim of the chapter is to describe the experience of people who have 

received a liver transplant, how receiving the liver has impacted on their 

psychological well-being and how this changes over the first 9 months of living with 

a liver transplant. 

 

8.2 – Quantitative Findings Post-Transplant 

 

8.2.1 - Change in quantitative data across time-points for patients who received a 

liver transplant 

 

The 9 people who received a liver transplant during the course of the study waited an 

average of just over 5 years from diagnosis to transplant (range = 1.5 to 15 years) and 

were on the transplant list for an average of 5 months (range = 1.5 to 14 months).  

They spent an average of 4 weeks in hospital post-transplant (range = 2 to 8 weeks). 

 

The SEIQoL total scores indicated an improvement in quality of life from pre to post 

transplant, with a further improvement by 3 months post transplant.  The pattern 

remained whether the quality of life score was calculated on the cues identified by 

respondents at each time point or the cues identified at baseline were used (see Table 

8.1).  
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Table 8.1 – Change in SEIQoL scores over time 

 

 Current functioning 

on current cues 

Current functioning 

on baseline cues 

 Mean (SD) Mean (SD) 

Pre-transplant 54.71 (17.18) 54.71 (17.20) 

1-month post-transplant 75.41 (15.49) 78.93 (12.10) 

3-months post-transplant 83.68 (10.56) 86.17 (8.56) 

9-months post-transplant 80.60 (9.41) 80.90 (10.90) 

 F(3,24) = 10.45,  

p<.001, η2 = 0.57 

F(3,24)=20.56 

p = <.001, η2 = 0.72 

 

Given that the present research is concentrated on the experience of the individuals, 

the change experienced by each individual across time is shown in Figures 8.1a and 

8.1b.  Figure 8.1a includes the 4 participants who completed the study with the 

highest SEIQoL scores; Figure 8.1b highlights the remaining 5 participants with the 

lowest SEIQoL scores at the 9-month stage.  These figures are based on the scores 

derived from the assessment of current functioning on current cues. 

 

For those with the highest scores at 9 months post-transplant, everyone’s QoL 

increases (to approximately the same level) from the pre to post transplant stage.  

There is some variation in the responses of participants at 3 months post-transplant 

but by 9 months, each person’s QoL is slightly higher than that reported at 1- month 

post transplant, apart from participant 18.  For those in Figure 8.1b, it is notable that 

participants 1 and 3, who have the highest QoL scores at baseline among this group 

of   
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Figure 8.1a: SEIQoL scores across time for 4 participants scoring highest at 9 months 

 

Figure 8.1b: SEIQoL scores across time for 5 participants scoring lowest at 9 months 
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5 participants, display a dip in QoL from pre to post transplant and complete the 

study with the lowest QoL.  The other 3 participants display a steep increase in QoL 

scores from pre to post transplant and 2 of these participants finish with a QoL higher 

than their 1-month post-transplant score.  For participant 12, their final QoL score is 

lower than their 1-month post-transplant score, but still high.  This suggests that the 

immediate post-transplant time is a critical period in terms of longer term QoL 

outcome.  In general, participants with the lowest QoL score at baseline show the 

greatest improvement in QoL across time. 

 

The Quality of Life Index subscale scores show that these dimensions change little 

during the post-transplant phase for the sample (see Table 8.2). 

 

Table 8.2 – Change in QLI subscales over time 

 

 

 Health and 

Functioning 

Social and 

Economic 

Psychological 

and Spiritual 

Family 

 Mean (SD) Mean (SD) Mean (SD) Mean (SD) 

1-month post-

transplant 

26.51  (2.66) 26.57  (2.01) 26.77  (2.75) 29.4  (1.20) 

3-months post-

transplant 

27.31  (1.86) 26.28  (1.54) 27.59  (1.45) 29.1  (1.44) 

9-months post-

transplant 

26.90  (2.10) 26.16  (2.39) 27.15  (2.37) 28.8  (1.73) 

 F(2,16)=0.59 

p=.57, η2 =0.07 

F(2,16) = 0.77,  

p=.48, η2 = 0.09 

F(2,16) = 0.43,  

p=.66, η2 = 0.05 

F(2,16) = 3.95  

p=.04, η2 = 0.33 

Table 8.3 shows that participants’ anxiety scores increase from pre to post transplant 

before returning to baseline levels by 3 months post-transplant.  Depression scores, 

however, show a steady decrease over time.  
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Table 8.3 – Change in anxiety and depression over time 

 

 Anxiety Depression 

 Mean (SD)   Mean (SD)  

Pre-transplant 

HADS categories: 

0-7                

8-10   

11-14  

15-21    

 Total                                                                                  

8.89  (3.33) 

 

n=5 

n=9 

n=4 

n=0 

  n=18 

7.56 (2.60) 

 

n=9 

n=6 

n=2 

n=1 

  n=18 

 

1-mth post 

HADS categories: 

0-7 

8-10 

11-14 

15-21 

 

10.56 (2.70) 

 

n=1 

n=3 

n=4 

n=1 

     

4.56 (3.54) 

           

          n=8 

          n=0 

          n=1 

          n=0 

Total 

 

3-mths post 

HADS categories: 

0-7 

8-10 

11-14 

15-21 

n=9 

 

8.67 (2.45) 

 

n=2 

n=4 

n=3 

n=0 

  n=9 

 

2.56 (1.60) 

 

n=9 

n=0 

n=0 

n=0 

Total 

 

9-mths post 

HADS categories: 

0-7 

8-10 

11-14 

15-21 

n=9 

 

8.33 (2.50) 

 

n=4 

n=4 

n=1 

n=0 

n=9 

 

2.56(2.24) 

 

n=9 

n=0 

n=0 

n=0 

Total n=9 

F(3,24) = 2.46, 

p=.09, η2 = 0.24 

n=9 

F(3,24) = 8.09  

p = .001, η2 = 0.50 

 

Again, as important outcome variables, we need to examine individual changes in 

anxiety and depression scores.  The anxiety scores presented in Figures 8.2a and 8.2b 
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demonstrate a large degree of variability in the pattern of anxiety scores across time.  

For most participants, anxiety levels increase from pre to post-transplant and this is 

more likely to be the case among the group of participants who finished the study 

with the lowest QoL scores.  In general, the pre to post-transplant period was the 

time of greatest change in anxiety scores and all participants (except participant 16) 

completed the study with anxiety scores no higher than their 1-month post-transplant 

anxiety score. 

 

 

Figure 8.2a: HADS Anxiety scores across time for 4 participants scoring highest on 

QoL at 9 months 
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Figure 8.2b: HADS Anxiety scores across time for 5 participants scoring lowest on 

QoL at 9 months 

 

 

The individual changes in HADS depression scores are shown in Figures 8.3a and 

8.3b.  For those participants who completed the study with the highest QoL scores, 

the pattern of change in depression scores is similar – depression scores tend to 

decrease from pre to post-transplant, with a further decrease or levelling off of scores 

during the post-transplant phase.  For those with lower QoL scores at 9 months post-

transplant, the pattern of change in depression scores varies more between 

individuals.  However, a consistent pattern across figures 8.3a and 8.3b is that the 

participants with the highest depression scores at baseline are the ones who improve 

most across time. 
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Figure 8.3a: HADS Depression scores across time for 4 participants scoring highest 

on QoL at 9 months 
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Figure 8.3b: HADS Depression scores across time for 5 participants scoring lowest 

on QoL at 9 months 

 

For the scores on the COPE scales (see Table 8.4), the effect sizes are greatest for 

denial, active coping, emotional support and behavioural disengagement indicating 

that use of these coping strategies changed most over time.  The change is 

particularly evident from the pre to the post transplant stage and suggests that 

respondents increased their active coping, emotional support and behavioural 

disengagement and decreased denial over this time.   

 

Optimism scores, as indexed by the LOT, steadily increased over time, from a mean 

(SD) of 18.44 (4.30) at the pre-transplant stage to 20.56 (6.19), 22.44 (3.75) and 

23.78 (4.41) at 1 month, 3 months and 9 months post-transplant, respectively 

[F(3,24) = 2.61, p = .13, η2 = 0.25]. 
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Table 8.4 Change in Brief COPE scales over time 

 Pre-transplant 

 

Mean (SD) 

1-mth post-

transplant 

Mean (SD) 

3-mths post-

transplant 

Mean (SD) 

9-mths post-

transplant 

Mean (SD) 

 

Self-

distraction 

4.22 (1.72) 5.44 (1.42). 4.89 (1.76) 5.22 (1.48) F(3,24) = 1.16, 

p = .35, η2 = 0.13 

Active coping 5.33 (1.50) 6.89 (1.54) 5.89 (1.83) 3.78 (2.05) F(3,24) = 5.61,  

p = .005, η2  = 0.41 

Denial 3.00 (1.12) 2.56 (1.33)  2.67 (0.87) 5.22 (2.11) F(3,24) = 6.64,  

P = .002, η2 = 0.45 

Substance use 2.22 (0.67) 2.00 (0.00) 2.00 (0.00) 2.00 (0.00) F(3,24) = 1.0,  

p=.41, η2 = 0.11 

Emotional 

support 

6.11 (1.17) 7.78 (0.67) 6.78 (2.11) 7.22 (1.72) F(3,24) = 3.08,  

p = .09, η2 = 0.28 

Instrumental 

Support 

6.78 (1.79) 7.78 (0.67) 6.89 (2.03) 7.22 (1.72) F(3,24) = 1.24,  

p = .32, η2 =0.13 

Behavioural 

disengage. 

2.11 (0.33) 2.89 (1.17) 2.22 (0.67) 2.22 (0.44) F(3,624 = 2.65, 

 p = .07, η2 =0.25 

Venting 4.00 (1.32) 3.56 (0.73) 3.44 (1.01) 3.89 (0.33) F(3,24) = 0.91,  

p = .45, η2 = 0.10 

Positive 

reframing 

5.00 (1.41) 6.33 (1.32) 4.89 (1.83) 5.56 (1.74) F(3,24) = 2.11,  

p = .13, η2 =0.21 

Planning 5.56, (1.94) 7.22 (1.09) 6.33 (1.94) 6.33 (1.87) F(3,24) = 2.40,  

p = .09, η2 = 0.23 

Humour 2.56 (1.13) 3.44 (2.19) 3.78 (1.49) 4.33 (2.60) F(3,24) = 2.29,  

p = .10, η2 = 0.22 

Acceptance 7.11 (1.05) 6.56 (1.67) 6.78 (1.20) 6.78 (1.72) F(3,24) = 0.32,  

p =.81, η2 =0.04 

Religion 4.33 (2.45) 4.00 (2.45) 4.33 (2.45) 4.78 (2.12) F(3,24) =.42,  

p = .61, η 2 =0.05 

Self-blame 4.44 (2.24) 3.22 (1.30) 3.67 (1.50) 4.00 (1.12) F(3,24) = 2.20  

p = .16, η2 =0.22 
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8.2.2 - Variables associated with psychological well-being post liver transplant 

 

The outcome in this study is considered to be psychological well-being, as indexed 

by quality of life (SEIQoL and QLI), anxiety and depression.  This section explores 

the potential impact that optimism and coping strategies may have on these outcome 

variables. 

 

For the purposes of brevity, and as it is not a main focus of the research, the 

correlations between the outcome variables are presented in Appendix D.  The main 

noteworthy points from these correlations are as follows: 

The SEIQoL score at 1-month was significantly related to the SEIQoL score at 9 

months post-transplant (r = 0.70, p = .05).  The pattern of correlations suggest that 

the SEIQoL score at baseline was most strongly and consistently related to the social 

and economic subscale of the QLI, whereas at 1 month and 3 months post-transplant 

the SEIQoL scores were most strongly related to the health/functioning and 

psychological/spiritual subscales of the QLI.  This suggests some element of 

response shift across time, which we will return to in Chapter 9. 

SEIQoL scores are consistently and strongly negatively related to post-transplant 

depression scores and baseline anxiety and depression scores are positively related to 

SEIQoL score at 9 months post-transplant.  It appears that, on average, poor QoL at 

baseline results in higher levels of depression and anxiety pre and post-transplant, 

whereas high levels of anxiety and depression at baseline results in higher QoL 

scores post-transplant. According to the QLI, this latter relationship holds true 

particularly for the Family subscale and does not hold true for the social/economic 

aspects of life. 
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Table 8.5 shows the correlations between the SEIQoL scores and optimism scores at 

each point in time.  The pattern of the correlations suggest that QoL predicts 

optimism (rather than the presumed reverse direction). 

 

Table 8.5 – Pearson Product Moment Correlations between SEIQoL (current 

functioning on current cues) and LOT at 4 time points 

 

 Baseline 

SEIQoL 

1-month 

SEIQoL 

3-months 

SEIQoL 

9-months 

SEIQoL 

Baseline: 

              Optimism 

   

.155 

 

-.107 

 

-.557 

 

-.146 

1-month: 

              Optimism 

  

  .648 

   

   .677* 

  

  .489 

  

 .503 

3-months: 

              Optimism 

 

   .458 

 

  .562 

 

  .437 

   

.458 

9-months: 

             Optimism 

 

  .318 

 

  .341 

 

  .678* 

 

 .318 

 

The influence of coping strategies undertaken at baseline on QoL is shown in Table 

8.6.  The correlations suggest that engaging in active coping, venting emotions, 

planning, and self-blame at baseline results in higher QoL at 1 month and 9 months 

post-transplant. 
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Table 8.6 – Pearson Product Moment Correlations between SEIQoL (current 

functioning on current cues) at 4 time-points and baseline Brief COPE scores 

 

 Baseline 

SEIQoL 

1-month 

SEIQoL 

3-months 

SEIQoL 

9-months 

SEIQoL 

Baseline: 

              Self-Distraction  

 

-.128 

  

   .210 

  

  .274 

  

.024 

              Active Coping  -.364    .496    .129   .786 

              Denial  -.283    .048    .469   .142 

              Substance Use   .202    .227  -.382   .482 

              Use of Emotional Support        .095 -.102    .028  .019 

              Use of  Instrumental Support -.236   .332    .131  .434 

              Behavioural Disengagement -.353    .090   .441  .415 

               Venting -.057    .561 -.069      .864** 

               Positive Reframing   .171    .287  .061  .124 

               Planning -.055    .575   .101  .521 

               Humour -.099  -.145   .206  .217 

               Acceptance -.270    .523 -.160  .217 

               Religion   .146  -.063 -.344  .228 

               Self-Blame -.185      .853**   .466  .642 

 

The correlations between coping strategies employed post-transplant and QoL are 

provided in Appendix D.  In general, the coping strategies employed post-transplant 

which show the most consistent relationships with better QoL are: positive 

reframing, planning, humour and self-blame.  Active coping at 1 month post-

transplant was also a strong predictor of longer term QoL.   

 

The subscales of the QLI were used to determine whether any particular aspect of 

QoL post-transplant was associated with coping strategy and/or optimism.  The QLI 

did not appear to be as sensitive as the SEIQoL and therefore its usefulness is 
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limited.  Consequently, details of the analyses are not given here but in the appendix 

and only a summary of the results follows.   

 

Tables in Appendix D suggest that optimism is most strongly related to the 

health/functioning and psychological/spiritual scales.  Correlations between coping 

strategies used at baseline and post-transplant QoL scores on the QLI were generally 

quite weak (see Appendix D).  The only exceptions are: using instrumental support at 

baseline appears to be negatively related to the social/economic dimension of QoL 

post-transplant; and engaging in self-blame at baseline is positively related to the 

family dimension of QoL post-transplant. 

 

At 1 month post-transplant, those who engage in higher levels of denial, venting of 

emotions and positive reframing are likely to have poorer QoL in the 

health/functioning and psychological/spiritual dimensions at the same point in time, 

whereas those who use more planning, acceptance and humour as coping strategies at 

1 month post-transplant are likely to have higher QoL in these dimensions at this 

time point. Using positive reframing and acceptance as coping strategies at 3 months 

post-transplant appear to be useful in terms of the health/functioning dimension of 

QoL at 9 months post-transplant, whereas behavioural disengagement is associated 

with poorer health and functioning at the same time point.  Positive reframing at 3 

months post-transplant also appears to be positively associated with scores on the 

family dimension of the QLI post-transplant.  At 9 months post-transplant, positive 

reframing and humour are positively associated with the health/functioning 

dimension of QoL and the use of religion appears to be positively associated with the 

other dimensions, as assessed by the QLI (see Appendix D). 



 173 

Optimism scores were not a consistent predictor of the Anxiety dimension of the 

HADS (see Table 8.7), but there does appear to be an association between the two 

variables at any point in time. 

 

Table 8.7 – Pearson Product Moment Correlations between HADS Anxiety and LOT  

at 4 time-points 

 

 Baseline 

Anxiety 

1-month 

Anxiety 

3-months 

Anxiety 

9-months 

Anxiety 

Baseline: 

              Optimism 

 

-.340 

 

 .374 

 

-.221 

 

-.318 

1-month: 

              Optimism 

 

-.057 

  

 -.770* 

 

-.300 

 

-.232 

3-months: 

              Optimism 

 

-.026 

 

-.535 

 

-.540 

 

-.605 

9-months: 

             Optimism 

 

 .185 

 

 -.524 

 

-.424 

 

-.435 

 

Using denial, emotional support, instrumental support and venting emotions as 

coping strategies at baseline results in higher anxiety levels post-transplant (see 

Table 8.8). 

 

Those participants more likely to engage in active coping, positive reframing and 

planning at 1 month post-transplant are more likely to have lower anxiety levels post-

transplant.  The use of instrumental or emotional support or behavioural 

disengagement as coping strategies post-transplant was more likely to result in higher 

anxiety levels.  Additionally, the more anxious participants were more likely to use 
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self-blame, instrumental or emotional support as coping strategies at future time 

points (see Appendix D). 

 

Table 8.8 – Pearson Product Moment Correlations between HADS Anxiety at 4 time-

points and baseline Brief COPE scores 

 

 Baseline 

Anxiety 

1-month 

Anxiety 

3-months 

Anxiety 

9-months 

Anxiety 

Baseline: 

               Self-Distraction  

 

-.201 

 

 .078 

 

-.456 

 

-.340 

               Active Coping   .445  .350  .238  .300 

               Denial       .616**  .290  .639  .581 

               Substance Use  .324  .062  .357  .250 

               Use of Emotional Support       .517 .494  .321  .029 

               Use of Instrumental Support .488  .547  .238  .047 

               Behavioural Disengagement  .134  .062  .357  .550 

               Venting      .735**  .210  .347  .151 

               Positive Reframing  .015  .393 .000  .035 

               Planning  .433  .244  .018  -.223 

               Humour -.269  .050 -.512 -.162 

               Acceptance  .015  .283 -.032 -.206 

               Religion  .260  .347  .125  -.225 

               Self-Blame   .482* -.294  .326  .171 

 

 

The more optimistic participants were at baseline, the more depressed they were 

post-transplant.  However, higher optimism scores post-transplant were associated 

with lower depression scores post-transplant (see Table 8.9). 
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Table 8.9 – Pearson Product Moment Correlations between HADS Depression and 

LOT at 4 time-points 

 

 Baseline 

Depression 

1-month 

Depression 

3-months 

Depression 

9-months 

Depression 

Baseline: 

              Optimism 

 

-.160 

 

  .490 

 

  .361 

 

  .334 

1-month: 

              Optimism 

 

 .196 

    

    -.878** 

  

  -.714* 

 

-.458 

3-months: 

              Optimism 

 

 .087 

 

-.502 

 

-.655 

 

-.584 

9-months: 

             Optimism 

 

 .077 

 

-.568 

 

-.640 

 

  -.744* 

 

In terms of coping strategies, instrumental or emotional support, venting of emotions 

and self-blame used at baseline appears to result in lower depression scores post-

transplant (see Table 8.10). 

 

The positive reframing, planning and humour coping strategies used post-transplant 

are consistently associated with lower levels of depression.  Active coping at 1 

month post-transplant is also associated with lower levels of depression.  Higher 

levels of depression are particularly associated with behavioural disengagement (see 

Appendix D). 
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Table 8.10 – Pearson Product Moment Correlations between HADS Depression at 4 

time-points and baseline Brief COPE scores 

 

 Baseline 

Depression 

1-month 

Depression 

3-months 

Depression 

9-months 

Depression 

Baseline: 

              Self-Distraction  

 

-.201 

 

  .183 

 

-.051 

 

  .029 

              Active Coping      .556*   .102 -.349 -.359 

              Denial    .332   .158   .000 -.299 

              Substance Use   .301 -.377 -.131 -.427 

              Use of Emotional Support        .351   .256  .232 -.600 

               Use of Instrumental Support   .180   .239 -.039 -.620 

               Behavioural Disengagement -.190   .047 -.367 -.093 

               Venting   .461 -.133 -.416  -.674* 

               Positive Reframing -.046  .125   .167 -.158 

               Planning   .250   .095 -.234 -.510 

               Humour -208   .101 -.054  .110 

               Acceptance   .179   .048   .108 -.188 

               Religion  -.029   .178   .075 -.584 

               Self-Blame     .514* -.508 -.534 -.528 

 

 

 

8.3 – Qualitative Findings Post-Transplant 

 

In chapter 7, the qualitative findings for all 18 participants interviewed at baseline 

were presented and organised into the following categories: the impact of liver 

disease on the participants’ life (QoL), their emotional reactions to having liver 

disease, methods of coping with liver disease, perceptions of the future (optimism), 
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and sources of support. In this section, we revisit these issues and examine the 

findings during the post-transplant time points for the 9 participants who received a 

transplant. 

 

8.3.1: Impact on Life 

 

Functional abilities fluctuated considerably from patient to patient. At 1 month post-

transplant, energy levels remained low for the vast majority with one patient still 

experiencing disturbed sleep:   

 

I hadn’t been sleeping that great and the only sleep I was getting was in the 

afternoon for an hour or two.  I was in Monday of last week and I saw Prof Y’s 

registrar so he said he would give me a prescription for sleeping tablets… So I took 

one on Monday night and I got a sleep and I took one on Tuesday night and I slept 

but when I woke up on Wednesday morning I thought Jesus, is this rejection or 

something, I felt so bad… 

 - P.3. 

 

However, most patients reported that their levels of energy had improved since pre-

transplant: 

 

It’s only when I think back, even going to the bathroom was such an ordeal and the 

bathroom was from here to the door but I was just dragging myself out of the bed, 

almost crawling to the bathroom.  Everything was such an effort.  Getting out of the 

car was a big ordeal, getting into the car, getting out of the car, everything was so 
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much effort whereas now okay, come on we’re going.  You just get up, get dressed 

and go.  I have a shower and come down, it’s so different to what it was.  It’s so wow 

compared to what it was. 

                          - P.16. 

 

At 1 month post-transplant, only one patient reporting a decline in his functional 

ability: 

 

I haven’t been out of the house, whereas beforehand I used to walk very regularly, I 

was active, I was very active, cutting down trees, that’s the truth, about a month 

before the transplant, I had cancer of the liver but I had no pain …but at the same 

time I know it was only a matter of time, whereas I think I’m a wee bit down in 

myself after the transplant. 

                - P.11. 

 

A number of patients were attempting to reintegrate themselves back into society 

gradually by going for short walks and meeting with friends:   

 

…I’m taking it very simple.  Just sitting round the house, walk the dogs, go into town 

for a while and walk around and meet people.  No problems so far.  Boredom hasn’t 

come into it.   

                - P.12. 

 

However, a few felt frustrated by the fact that their lifestyle was restricted at this 

time-point: 
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I find it’s the fact that I have all this time off and there is nothing I can do.   I can’t 

play golf or anything.  I’m not housebound but I’m restricted. 

                                       - P.2. 

 

I would like to have a better way of life………at the minute I could just about make a 

cup of tea for myself.  I find it hard to bend down because I can’t get up. 

                 - P.7. 

 

The majority still reported experiencing some limitations in daily functioning at 3 

months post-transplant: 

 

When I become tired I find my steps you just become a statue my daughter says I be 

like a robot.  Every morning I get up and anything I can do I do in the morning but if 

I get tired at half two, three o’clock, I’ll just sit down and read the paper.  Anything I 

can do I do in the morning.  I can hoover now. 

                - P.14. 

 

I haven’t been back to golf yet.  I tried to hit a few balls at the club a couple of weeks 

ago but it was like swinging a lump of lead, there was no feeling or sign of my swing 

coming back… 

   - P.3. 
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Nevertheless, by 3 months post-transplant, all patients reported enjoying a certain 

degree of regained independence either by re-establishing their own pattern at home 

or by reintegrating themselves back into society through visiting friends, going 

shopping, returning to hobbies and attending Church: 

 

The first week I found it very hard but then I started going to Mass, I kind of look 

forward to Sundays now.  I go for lunch every Sunday.   

               - P.7. 

 

The only thing is you get waves of tiredness but I believe that is normal.  It sort of 

comes and goes and as each week goes by your resistance level goes a bit further.  

Like but compared with when I came out immediately, like I’d be tired walking down 

the shops, you’d be knackered when you got back but I have no problem doing that 

now. 

                 - P.3. 

 

The simple things are great to have, going for walks and being able to without being 

tired…I’ve great energy and I’m never cold now.  Today I didn’t even feel the cold.  

Before this (liver transplant), I used to be frozen in the summer. 

                - P.12.  

 

I was extremely tired and that’s a thing that I notice has gone.  I could stand up now 

and shop.  I couldn’t go round the shops before…  I don’t go that much but I could 

walk around now. 

  - P.7. 
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However, one patient described how she was finding it difficult to socialise post-

transplant: 

 

One woman stopped me the first week I was out after the operation and she said to 

me how is your sister doing and that stage I really didn’t want to be talking so I said 

she is very well I will tell her you were asking for her!  You know when you don’t feel 

one hundred percent and you don’t want people to be talking to you.  People are 

great but I just still find I don’t like, I still find it hard to get back into talking to 

people the way you…I’m grand talking to you now and if I’m going to the clinic 

that’s grand because I know them so well but if anyone goes to talk to me I’m 

thinking  please don’t talk to me. 

    - P.14. 

  

Over half of the recipients were considering returning to paid employment at some 

stage in the future whilst one patient had already gone back to work two months after 

surgery: 

 

I was back (to work) after eight weeks…I went in and said okay I’m not going to lift 

anything but a lot of what I do is what I know, I’m not dragging stuff around. 

               - P.13. 

 

At 9 months post-transplant, patients’ functional ability was less restricted.  But a 

number reported that energy levels were negatively affected by the side-effects of the 

immunosuppressant medication: 
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Well, it (health) hasn’t been good now for the last, since I went on the Cellcept.  I 

have had the diarrhoea.  I have had the slowness, the breathlessness, and been 

getting a bit dizzy but that’s all due to that drug. 

                  - P.1. 

Sleep disturbance also persisted at the 9 month post-transplant point for one patient: 

 

I didn’t feel great yesterday because I didn’t sleep on Monday night, I was awake all 

night.  Last week I felt great…It’s not as bad as staying awake before the operation, 

maybe I doze off now although I don’t think I do because I’m aware of the clock all 

the time…Yesterday I was tired because I hadn’t slept the night before… I remember 

walking up Grafton Street with my wife and thinking I would never go up, I was like 

an old man.  I was tired but I was able to walk. 

                 - P.3. 

 

A few recipients had returned to either full or part-time employment by the 9 month 

stage: 

 

I’m back to work this month, the first two weeks working two full days a week.  

During the night, about seven or eight, I flag a bit but then I perk up again about ten 

o’clock but last week I felt good… they’re telling me to take it easy, not to do too 

much too soon but I seem to be able to manage it. 

    - P.3. 
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A significant number, however, reported feeling restricted as to the type and amount 

of work that they could do: 

 

I don’t think I would get past two o’clock in the day at the moment…Between what I 

do at home and looking after mam as well.  And then you have to make sure you take 

your tablets, take your tablets, take your tablets, if I ever did go back to work I’d 

have to look for some sort of part-time flexi-hours or something. 

                           - P.14. 

 

I can’t do the hoovering yet but I can do a lot of other things about the house…I 

don’t think I’m going to go back to work, I don’t want to over do it and get sick 

again.  

        - P.7. 

 

Despite still experiencing physical limitations at 9 months post-transplant, the 

majority of patients described feeling normal again and socialising more frequently: 

 

I have a good quality of life at the minute, I’m able to go out to Mass and Bingo. I 

can go walking, have dinner and enjoy seeing my family and don’t have to worry 

about getting sick.          

                 - P.7. 

 

I went to a couple of matches and that you know in the locality, I’ve been up to one 

in Dublin, I get about like but probably wouldn’t go out much at night but then again 

I didn’t go out much before the transplant.   
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                - P.11. 

 

It’s getting to that stage now that when I came out, there’s a laneway near us where 

you go down for the bus and when I came out of hospital it was a real struggle to get 

down, to get to the shops.  I’d have to stop on the way or maybe sit down in a shop 

whereas now I walk down to get the bus to work. 

                  - P.3. 

 

When I think about driving up yesterday now if I’d done that prior to the operation I 

would’ve been dead for about three days. 

                           - P.12. 

 

Furthermore, one patient described how he had started a new relationship: 

 

I thought maybe I’d been written off in a way and when I was ill it wasn’t on my 

mind, I didn’t have the energy, I didn’t have the inclination and I suppose at 56 years 

of age my life’s gone but it’s great, I must say and it’s brought another dimension… I 

hadn’t had a relationship in seven years, you know and then R (registrar) said to me 

I was using blood passageways and muscles that I hadn’t used for a long time and 

some had been interfered with through major surgery so therefore they might not 

necessarily respond the way they had been responding before so it was just a matter 

of time but if it’s fixing itself, let it.  

                - P.13. 
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At 1 month post-transplant, some patients reported experiencing severe pain.  They 

attributed it mainly to when they had over exerted themselves:   

 

I was used to running around and being more active and then I got fed up one day 

and started to chop wood and then I got a pain in my side - you forget yourself. 

                                      - P.11. 

 

Similar experiences were shared at 3 months post-transplant: 

 

I do find, if I exert myself, which I tend to do a bit, I do feel a bit sore. 

…I was cutting timber last week and I could feel the soreness here on the muscles but 

I think it is a good thing to be doing that. 

                - P.12. 

 

And at 9 months post-transplant: 

 

I think I’ve come on fairly well but I’m having trouble with the pain this last few 

months…If I lie down, sometimes I’ve a habit of sitting in different chairs instead of 

the sofa because when I’m down low I get the pain.   

                           - P.11. 

 

At 1 month post-transplant, over half of the informants were delighted with the 

return of their appetite as they were now able to eat whatever they liked:  
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Oh God… every twenty minutes I’m saying to M (husband)  “Do you know what I 

would like now?   I’d like some Chinese.  Do you know what I would like now?  I’d 

like some cabbage and ham and turkey.  Do you know what I would like now?  I’d 

like some fish and chips.”        

                                                                                                                              - P.16. 

 

By 3 months post-transplant, nearly all patients maintained a good appetite, with 

only one reporting a decline in food intake: 

 

I’ve gone off an awful lot I’ve gone off potatoes and I’ve gone off meat.  I’m not 

eating as much as I was when I came home at first.  Then I was just eating everything 

in sight.   

 - P.14.  

 

At 3 months post-transplant, one patient spoke of how her short-term memory had 

been affected: 

 

If she (daughter) says something to me today and unless I give her my full attention I 

won’t remember tomorrow because she spoke about clothes and they are frightfully 

honest, sometimes too honest, and she said I had told her I would buy her clothes 

and I said I didn’t and she said you did Mum  you said yesterday and she insisted I 

did whereas I don’t believe I did and M (husband) says you did, you spent about half 

an hour talking to her about clothes!!…I do think it’s getting better.  The things I’ve 

been told after the transplant I remember, things about the transplant. 

                - P.16. 
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Another participant reinforced this point at 9 months post-transplant and he felt that 

this was likely to be due to the medication: 

 

I would say at times I search for a word… it’s there and you go to say it and it has 

gone you know… I think that is the medication, it’s not a short-term memory loss, it’s 

a lapse rather than a loss. 

                  - P.13. 

 

In addition, patients commonly reported changes to their appearance, which included 

weight gain, disappearance of physical signs of liver disease such as jaundice and 

ascites and an improvement in pallor: 

 

My hair has grown back and I don’t look as blobby  I was Mr Blob.   It was actually 

like pregnancy.  I had the affect of being pregnant like the weight and I needed to sit 

down.  It was so like being pregnant but that weight in front of you all the time.  And 

it was exhausting carrying all that too. 

                                     - P.16. 

 

I have a much better colour in my face since the transplant and my appetite is much 

better.  I’m also sleeping a lot better. 

      - P.7. 

 

My eyes, the colour of the eyes.  You couldn’t see that as much for yourself when you 

were sick.  At the start I did but the sicker I got I didn’t, I probably just couldn’t care 
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less but that’s the first thing people said to me, my eyes.  My skin is an awful lot 

better and my hair has grown back. 

    - P.14. 

 

8.3.2: Emotions About Liver Transplant  

 

Of the informants who could remember their stay in the intensive care unit (ICU), 

many found it frightening because of the noise and their feelings of having no 

control.  A few also reported feeling a sense of relief when they first realised that the 

operation was over: 

 

Around half-two I was actually awake.  I was awake.  I had the respirator in my 

mouth which was annoying me.  I couldn’t talk!  I didn’t really have any response at 

that stage.  A few hours later I had a great sense of relief and achievement and great, 

great, unbelievable respect for the people who did the operation.   

                         - P.12. 

 

The majority of patients, who had been discharged at this time-point, reported feeling 

mixed emotions of apprehension, relief and joy when returning home for the first 

time.  They felt anxious about the fact that they no longer would have a safety net 

should anything go wrong.   

 

... the first night in my own bed, will I waken up in the morning? if something 

happens, will the next time I wake up be in hospital again?  The fact that you’ve 

started to become institutionalised, you become over-dependent…I must say the 
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nurses in there were absolutely phenomenal, they would have done anything for you 

and you’re back in a situation where you’re home and you have to look after yourself 

and even the likes of having a shower, you’ve got these things and you’re trying to 

keep things dry, it’s very awkward and the fear of falling in the shower. 

                  - P.3.  

 

Those who lived near the hospital felt reassured and secure, as it wasn’t far for them 

to travel if they felt unwell: 

 

The hospital is only down the road and my other friend who looked after me is only 

down the road so I’ve all that security. 

                  - P.1. 

 

A small number of informants reported feeling depressed after returning home: 

 

I cannot cry.  Beforehand I could, literally the slightest thing and I could cry.  Now I 

feel nothing is going to phase me, nothing.  It’s like, somebody please make me cry, 

let this sudden burst of emotion come out and it would be like a cleansing project, get 

rid of all this build up inside me and once it’s out, it’s out and I’m free from that 

depression.  Where, at the moment, it just seems to be, for goodness sake when is this 

all going to end when I can wake up and not think about being sick. 

    -  P.16. 

 

By 3 months post-transplant, only one patient expressed disappointment with his 

progress so far: 
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..my progress hasn’t been as good as I’d hoped but I’ve had a few set-backs so I’m 

sure I’ll get back to my old self eventually, I’m getting restless as I’m feeling like I 

should be doing things but I know I shouldn’t and probably don’t have the energy for 

either. 

- P.11. 

 

At the 9- month post-transplant stage, the majority again did not report any feelings 

of depression: 

 

From the moment I got out of that hospital I just wanted to get back to life because I 

felt such a hunger for it.   I wanted to give something of what I had back to the rest of 

the world and I felt positive about it all the time.  I can honestly say that I haven’t 

slipped into any form of depression at all. 

                - P.12. 

 

The patients’ primary health concern pre-transplant, was of dying of liver failure 

before receiving a donor organ.  At 1 month post-transplant, however, the threat of 

potential post-transplant complications and the possibility of their body rejecting the 

new liver were now their most common concerns: 

 

I’m optimistic but at the moment I’m worrying a bit about rejection and things like 

that.  I’m not really relaxed about it yet… I met this man and he was telling me he 

had a transplant a couple of years ago and he’s had a setback and he’s back in 
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hospital.  I’m thinking, Jesus, I don’t want to hear this at the minute.  I’m a bit down 

in myself over the past few weeks. 

      - P.11.  

 

 A number of participants were also apprehensive about the many potential side-

effects of the immunosuppressant drugs and the difficulties involved in getting used 

to their new medical regimen:   

 

One of the problems I find is spacing out the drugs, you know, twelve hours between 

them each.  It all depends on the time you get up at.  In hospital you try to get out of 

bed at six in the morning so you can take one lot at six and six.   At home it’s a more 

liberal regime.  Like this morning I didn’t get up until half eight. 

 -P.3. 

 

Fear of rejection and of possible infection continued to occupy the participants at 3 

months post-transplant:    

 

...before (liver transplant) I just wanted to get it over with but at that stage I still had 

my own liver which was going downhill rapidly but then when I had the transplant I 

thought Jesus if this doesn’t work I’m dead you know.  Now there is another way, I 

presume you can have another one.  I was talking to D, you know D the registrar, 

and the thoughts of your blood going up and down…I said to him what happens if 

this liver is rejected and he said the worst scenario is you get another one, if it’s 

available, of course. 

- P.3. 
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I hope something doesn’t go wrong but sometimes you know the way they say the 

period of rejection is 3 months you know you are wondering, you might reject it 

years later but if you do sure you just have to have another liver I suppose. 

               - P.1. 

 

By 9 months post-transplant, the main focus of concern for the recipients was post-

transplant complications: 

 

One thing has stood out for me, before I had the operation I was in dire straits and 

the hope for me was a transplant.  I was dying although I didn’t think that would 

happen to me but then you’re focused on that and once you have the transplant your 

focus changes and you say well the situation is I’ve had the transplant, what happens 

if something goes wrong now, so the focus is different… post-op I look at people and 

see how long they have survived.  The last one I met, she had hers done sixteen years 

ago so potentially I’ve got sixteen years longer or more… I don’t know maybe if I did 

reject it, if I did have rejection, I might be eligible for another one, depending on 

your age and that … They talk about averages, what’s the success rate 85/90% 

something like that, so one in every ten.   

                          - P.3. 

 

Furthermore, the majority had experienced a post-operative setback at this stage, 

which caused them distress: 
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When I came home the weather was changing and getting colder and I picked flu up 

and I was in a panic of course, I was going to ring the hospital to get antibiotics.   

                - P.11. 

 

Some also described how the uncontrollability of rejection made it very difficult to 

detect and monitor, which contributed to their anxiety: 

 

I had rejection you know in November…well I didn’t know I had it.  I felt fine but my 

bloods had all gone up and they brought me in and they did a biopsy and they gave 

me 4g of intravenous drip of (anti-rejection drug) and the bloods had gone down and 

when I came out the bloods had gone up again.  I was kind of shocked when I did get 

the rejection because I had done so well and I had been down in Cork and had 

walked the beach a hundred times and back… Y rang me on my mobile and she said 

can you come up your bloods are not good or whatever and I just was absolutely 

surprised because I did feel good and I just said well why did it happen?  And she 

says well it does happen and you have another chance of it happening again but like 

I was wondering what I did to make it happen. She said no, you didn’t do anything… 

like if I knew that well I walked too much then I wouldn’t have walked as much, you 

know.  But I just felt out of control, you know…you see, I had no symptoms.  

       -  P.1. 

 

However, although all of the patients worried about the ongoing risks of rejection, a 

significant number reported feeling less anxious now as the probability of an episode 

occurring decreased with time:  
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I think after six months I’m not as worried.  I don’t think I ever dwell on it.  I just 

make the most of it.  I think the doctors are happier when you get past six months. 

                - P.14. 

 

They also felt reassured by the fact that they regularly attended the outpatients’ clinic 

for check-ups:  

 

You know how sometimes you can get ill, your stomach or something, you think Jesus 

is this rejection? but when you get back up here (liver transplant clinic) they 

reassure you. 

                                                                                                                               -P.12. 

 

 …the clinics are so close together that it’s there to spot that process long before it 

begins to happen.  They seem to be able to catch it on time with the liver function 

tests, they say hold on we just need to alter this a little. 

                           - P.13. 

 

8.3.3: Methods of Coping 

 

One of the issues that participants found difficult to cope with was the fact that they 

had received a donor liver.  Different coping strategies were employed to cope with 

this.  A few of the informants reported that they had mentally prepared themselves 

pre-transplant for the procedure and focused on the benefits: 
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I pray for the relatives as well, but I don’t think about it beyond that because I think 

when I first heard I was having it done I kind of was a bit squeamish you know, and 

then I decided it was either live or die, and I’m getting somebody else’s misfortune in 

a sense so all you can do is pray for them… But when I got it first, I thought there’s 

bit of somebody else’s body in me…I think I had come to terms with it then and 

decided that I was going to go forward… 

   - P.1. 

 

Other patients expressed gratitude towards their donor and the family but did not 

want to think about the donor or the fact that they had received someone else’s liver 

any further at 1 month post-transplant as they felt it was too much for them to cope 

with: 

 

Y (transplant co-ordinator) was saying to me if I wanted to know about the donor.  

Now I thought that was detrimental to me because I did ask but I don’t want to know 

any more…All I know she was 46 and that’s about all I know, I don’t want to know 

any more.  I don’t know if she had children or if she was married, I don’t want to 

know anything like that, certainly not at the moment, maybe in a few years, I don’t 

now.  I am grateful to the people who donated the liver but that’s it.   Emotionally, 

psychologically, I can’t go there.  It’s too much for me.  I got the liver, it’s my liver. 

      - P.16. 

 

At the 3 month post-transplant time point, all of the recipients expressed gratitude 

towards their donor and donor family with a significant number intending to write a 
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letter of thanks to the family at some stage in the future but almost all of them felt 

that it was best not to dwell on the issue: 

 

Ah…sometimes I think about it.  I try not to think about it.  I always say a prayer for 

the donor and for the family every night.  My friends do too you know, which is 

nice… I sometimes say gosh you have somebody else’s liver.  Mostly I don’t think 

about it…I think it’s the only way you just don’t think about it.  It’s above my head 

sort of thing. 

        - P.1. 

 

One patient who felt that he had mentally prepared himself pre-transplant and 

throughout the early stages of his recovery to receive and accept the new organ, 

described how he thought this helped him to accept his new liver: 

 

I did a lot of work in my head beforehand down to letting my body know what was 

going to happen to it.  I had no operation aftershock at all, none… but I talked a lot 

to my body before the operation, like once I knew I was on the list I talked to my 

body a lot…I have to look at the scars and say look you had this operation because it 

doesn’t feel like it… I don’t feel it’s a donor liver any more, I feel that we have made 

our peace, I have no antagonism with my transplant, it has none with me and there 

isn’t a problem… you have to work at it, you have to listen and you have to pay 

attention in many ways… It’s a two-way process, I get the liver and the liver gets me 

as well… that’s very much how I feel about it; I’ve been transplanted as well…It’s 

the new you, it’s not the old you because the old you was dying it’s the new you 
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who’s not dying.  As well as a new liver giving you a new opportunity for life, you 

have given life to an old liver to live on. 

                           - P.13. 

 

Overall, compared to 1 month post-transplant, patients seemed to report fewer 

difficulties with the fact that they had received a donor organ at 3 months post-

transplant: 

 

I was upset when I got the…(liver) of course after the operation I was more upset 

than I am now, I was upset thinking that someone had died for me to have that, in the 

first few days it kept going round and round in my head…Well after the first couple 

of weeks I got over that.  It was on my mind an awful lot at the start… It took me a 

while to get over it (receiving a donor liver), even now it would still come into your 

head you know… I’ve only mentioned that to you, I would never mention that to 

anyone.  It’s just something that goes through your head but it’s not as bad for me 

now.   

     - P.14. 

 

Psychologically not that I can’t cope it’s just part of you getting your head around it 

but not like I need to be signed in somewhere.  No, it’s just part of the getting used to 

the fact that this is you now and like… there’s no going back.  It’s not going to be 

any different and that’s it…I realise now that I am never going to forget about 

transplants, it will always be part of me and I will have to learn to deal with that.  I 

am a transplant patient full stop…Accepting that and realising that’s it you’ve had it 

like you broke your arm it happened. 
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              -  P.16. 

 

At 9 months post-transplant, all participants expressed a desire to move on with their 

lives and thought it was best not to dwell on the issue of the donor.  One patient 

spoke of how she had written a letter of thanks to the donor family and did not feel 

she could cope with receiving a reply.  She described how she felt a responsibility 

towards the donor and donor family to live her life a certain way: 

 

 I wrote a letter thanking them (donor family) and Y (co-ordinator) said they may 

write back to you and tell you more about the person’s life.   I don’t think I could go 

there, that would be a bit too deep for me.  It becomes way too personal then.  I 

would almost feel I had taken the life of that person and somehow I don’t know, 

maybe her family would try to see me emanate her life and I’m not here to do that …I 

feel I almost have a responsibility to live a good life for that person, not for myself.  I 

want to do it for me and I am more than grateful that her family gave me…I can’t be 

that person, I won’t try to be that person, I will never forget that person.  I will be 

indebted for the rest of my life but that’s where the line goes…like this is why we did 

all this for me to be normal.  I don’t need to answer to people…they maybe want to 

hear about someone who is very sporty or travelled the world sorry, I didn’t get to do 

that yet.  I almost feel an onus is on me, I better do that for them you know because 

they have given me something. 

                  - P.7. 

 

Nevertheless, those participants who previously had found it difficult to deal with the 

“donor issue” now found they thought about it less often:  
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At the start I found it very hard but now every so often I would think…It’s only every 

so often that it would pop into my head.  At the start it was hard but now it’s not. 

                           - P.14. 

 

At the 1-month and 3-month post-transplant stage, all the patients seemed eager to 

comply with the medical regimen.  Furthermore, almost all of the informants felt 

more familiar and comfortable with the self-medicating regimen.  Non-compliance 

was not an issue as they were aware of how important the medication was and feared 

the consequences of not taking it: 

 

If I happen to forget I get totally panicked.  Like if I happen to look up at the tablet 

box and saw that I had missed one I would panic.  I would rush to the sink to get 

water.  I’m dying, I’m dying move out of the way please!   Totally panicked but apart 

from that no, no, it’s no big deal. 

                        -  P.16. 

 

Medical side effects of immunosuppressant drugs were also a topic of discussion 

among a significant number of the recipients.  Among side effects described were 

increased appetite and hair growth, tingling in the extremities, diarrhoea and the 

“moon face” caused by steroids.  However, the majority of the patients accepted 

these drug-related body changes and nobody described them as having a negative 

impact on their health or self-image: 
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My feet get a bit tingly at times and I told them about that.  It was annoying at one 

stage but it’s more in my fingers now and I notice it more, it’s a different sensation 

when I put my hands in water, it feels different you know, but it doesn’t give me any 

trouble.    

                  - P.3. 

 

Some were actively taking precautions to try and prevent potential side effects from 

the medication: 

 

Prograf (immunosuppressant medication) is very likely to give you a kidney infection 

and I know they are working on it, laboratory-wise so I drink a lot of water just to 

keep myself cleaned out.   

                          - P.13. 

 

What I’ve decided is when I start wearing sun block I would start to use it every day 

regardless of what the weather is so you get into the habit.  You get up, get washed 

up and put it on before you go out. 

               - P.12. 

 

8.3.4: Support of Others 

 

Participants indicated more need for support from others at the 1 month and 3 month 

post-transplant points than at the 9-month post-transplant point.  Through their 

recovery trajectory, they had progressed from being dependent upon others to 

regaining their own independence.  
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For the earlier post-transplant phase, recovery was made much more bearable if 

informants had the support of others.  Family members most often met the need for 

both emotional and instrumental support.  Friends also played a significant role in 

this phase of recovery, particularly for those patients who lived alone: 

 

My friends have been tremendous, I have D and M they are both retired nurses and 

they absolutely did everything, I had nothing to do, they were even taking the 

washing out… everyone’s been great I didn’t realise that I had so many good friends 

really, it’s great. 

                                                                                                                   -  P.1.     

 

My ex-partner has been very supportive to me and a couple of friends of mine have 

been extremely supportive with regards, they would be still ringing me and asking if I 

need anything, do you need a hand or anything, which is nice. 

      - P.13.  

 

A large number also found the transplant team and nursing staff to be very 

supportive during their recovery in hospital:  

 

Well, I must say that I couldn’t speak well enough about the whole transplant 

team…they were fantastic and the Philipinos.  The whole set up was fantastic. 

                            - P.1. 
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I found that the nursing staff were just incredible.  Really really incredible.  On the 

ball, you know, just everything, I mean they could nearly tell you what was going to 

happen to you before it happened 

 

                - P.13.

  

Another major source of social support came from other liver transplant recipients.  

Many praised the support given to them by other patients whilst they were recovering 

in hospital: 

 

Yeah I thought it was good and there was a lot of solidarity there as well with a lot of 

people.  They want to tell you stories that happened to them and you would want to 

tell them stories that happened to you, it was nice you know, it was bonding. 

      - P.13. 

 

When I was ill in the ward, and we were all transplant patients, I got to know how 

they looked.  This guy, he was four weeks over and I was lying on the bed next to him 

and after a while I got talking to him about the transplant, and I said, “When?”  

“Four weeks ago.”  I couldn’t believe it.  I thought, will I ever look like this?   The 

other patients were in for different reasons, but it was a great experience for me to 

see how good you could be…I’d seen the people prior to this in the clinic and so I 

had that interest.  To see it was really encouraging. 

 - P.12. 
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…like you go to the clinic and you meet someone in the clinic that you were in 

hospital with and we all say oh yeah and I’ve got my memory back… go away with 

you!… it’s like a club almost over there but it’s cool… nobody, unless they’ve been 

there, can associate… 

                 - P.16 

8.3.5: Perceptions of the Future 

 

Despite the many new concerns regarding life as a transplant recipient, the majority 

of patients seemed positive about their future.  Many expressed a strong desire to 

regain their independence, relinquish the sick role and return to normality:   

 

Well, I feel 20 years younger, and I’m eating much better.  I’m tired but I’m great.  

I’m determined to get there. 

        - P.1. 

 

I kind of look forward, just hope to have the achievements…first of all I’m looking 

forward to getting home then looking forward to meeting friends and to go places on 

my own and not having to be chaperoned and by spring time… just get back into a 

bit of social life.  Get back to normal kind of living. 

      - P.18. 

 

Many were also looking forward to going on holiday, meeting friends, returning to 

hobbies/ sports, driving and eventually going back to work, representing an element 

of forward planning (perhaps as a coping strategy) and optimism: 

 



 204 

I have all sorts of plans now.  I want to go to New Zealand next year.  Go on to 

China and Hong Kong.  I have friends in New Zealand you see and on my way I have 

friends in Hong Kong so I’m going to try and plan maybe a 6 week holiday.  You 

know, do something like that… and you know I’ll do it, everything I can, you know, if 

the money, once the money lasts… 

                  - P.1. 

 

My lifestyle has definitely improved since the transplant, no question.  I’m able to 

think about the future now and get out more and do the things I enjoy 

doing…definitely I feel a lot more positive since I’ve had it done, I’m just going to try 

to take each day as it comes and try to rest as much as I can.   

               -  P.18. 

 

In addition, almost half of the patients described how they felt that liver transplant 

surgery had changed their outlook on life.  They worried less and felt that they now 

appreciated things more: 

 

It has given me a new window of life, it’s given me a lot more positive feeling about 

life, it’s given me an awful lot more direction as to what it important in life and what 

is just your ego, sort of trying to impose something on you rather than it being really 

important so I am very thankful and grateful and feel blessed about it really.  

                                                                                                                              - P.13. 

 

Well now I try not to let anything annoy me, I’m more placid, I think the whole 

traumatic experience changes your perspective on things. 
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                                - P.18. 

 

This general positive outlook for the future continued to be expressed up to and 

including 9 months post-transplant: 

 

I don’t consider myself ill any more, if you know what I mean, if I was in (hospital) it 

would just be a procedural thing rather than anything else. 

                - P.13. 

 

You know, life is short, get out and have a good time, you know, within reason.  

        - P.1. 

 

 

8.4 - Summary 

 

On average, QoL scores improved for participants from pre to 1 month post-

transplant and were at least maintained at this level throughout the post-transplant 

phase. However, the QoL trajectory differed for individuals.  A similar pattern was 

found for depression scores, but anxiety scores tended to increase from pre to 1 

month post-transplant and then decrease by 3 months post-transplant. 

 

Correlational analysis suggests that engaging in active coping, planning and self-

blame results in better psychological well-being post-transplant. 
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Qualitatively, participants expressed an improvement in QoL across the time points 

but for some the rate of improvement was slower than expected.  Anxiety levels 

appeared to increase immediately post-transplant (in line with the quantitative 

findings), mostly as a result of the threat of potential post-transplant complications 

and the possibility of their body rejecting the new liver. As time progressed, concern 

was also expressed about the possible side effects of the medication.  However, this 

was not likely to affect participants’ adherence to their medication regimen and they 

often took active steps to try and avoid any side effects. 

 

During the post-transplant phase, many participants had difficulty thinking about the 

“donor issue” – the fact that someone else’s liver had been given to them after that 

person’s death.  Generally, the participants in the study tended to avoid thinking 

about this. 

 

Support from others was an important part of the recovery of individuals and was 

found from various sources – friends, family, health professionals and other patients. 

Participants were happy to report that dependence on others decreased with time 

post-transplant.  Consequently, the participants were looking forward to the future 

with optimism and a new conceptualisation of the important things in life. 
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9.0 – Exploring Response Shift Post-Transplant 

 

9.1 - Overview of chapter 

 

This chapter aims to present any evidence of a response shift regarding the 

participants’ perceptions of their QoL over time, by comparing the information 

obtained on the then-test version of the SEIQoL (administered at each point in time 

post-transplant) with the baseline administration of the SEIQoL. Qualitative 

information supporting response shift will also be presented. 

 

 

9.2 – Description of Response Shift 

 

A simple comparison of the mean scores obtained on the then-test and baseline 

versions of the SEIQoL suggests that the 9 participants, on average, rated their QoL 

at baseline lower in retrospect than they did at the time (see Table 9.1). 

 

Table 9.1 - Change in patients’ self-assessment of baseline HRQoL over time 

 

 Mean Std. Dev. 

SEIQoL Baseline 54.71 17.18 

Thentest 1-month 39.96 11.12 

Thentest 3-months 39.14 9.94 

Thentest 9-months 40.01 13.22 

F(3,24) = 4.917, p = .038, η2 = .381   
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Individual changes between baseline and then-test scores at each point in time are 

displayed in Figure 9.1.  The graph shows that the response shift occurs in the 

downward direction for all but 2 individuals, and it occurs mainly between pre and 

post-transplant, as the average statistics would suggest. Participants 11 and 18 are the 

only participants who demonstrate a small upward response shift from pre to post-

transplant and, along with participant 12, are the only individuals whose then-test 

score at 9 months post-transplant is higher than the baseline score. 

 

 

Figure 9.1: Response Shift across time for each individual 
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The fact that some degree of “shift” is taking place for most individuals is important, 

as it influences the calculation of statistics concerning the change in QoL from pre to 

post-transplant.  For example, traditionally change in QoL would be assessed by 

subtracting pre-transplant from post-transplant QoL scores. For these 9 patients, this 

would underestimate the size of the change in QoL experienced from pre to post-

transplant, which is revealed by subtracting the then-test scores from post-transplant 

QoL scores (see Table 9.2). 

 

Table 9.2 – Reported effect of liver transplant surgery on patients’ QoL 

 

 Mean      Std. 

Dev. 

t p η2 

1-MONTH: SEIQoL current functioning   

                    on baseline cues – baseline                          

24.23     15.90 4.57 .002 0.72 

1-MONTH: SEIQoL current functioning 

                    on baseline cues – Thentest 

38.97 15.81 7.39 <.001 0.87 

      

3-MONTH: SEIQoL current functioning   

                    on baseline cues – baseline 

31.47 14.46 6.53 <.001 0.84 

3-MONTH: SEIQoL current functioning 

                    on baseline cues – Thentest 

47.03 15.68 9.00 <.001 0.91 

      

9-MONTH: SEIQoL current functioning   

                    on baseline cues – baseline 

26.16 14.85 5.28 .001 0.78 

9-MONTH: SEIQoL current functioning 

                    on baseline cues – Thentest 

40.85 18.44 6.64 <.001 0.85 
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The response shift found in the sample was quantified by subtracting the then-test 

scores from the baseline scores (see Table 9.1).  At each point in time post-

transplant, a response shift equivalent to approximately 15 points on the SEIQoL 

scale, on average, occurred. The next set of analyses attempt to discern whether this 

response shift is due to recalibration, reprioritisation, reconceptualisation, or any 

combination of these phenomena.  

 

Table 9.3 – Mean scores for pre-test and then-test levels of functioning across 5 

SEIQoL cues 

 

Cues Pre-Test 

Mean 

1-mth Then-Test 

Mean 

3-mth Then-Test 

Mean 

9-mth Then-Test 

Mean 

η2 

Cue 1 58.1 55.2 67.0 50.3 .116 

Cue 2 47.3 42.3 45.7 50.5 .019 

Cue 3 45.4 37.1 19.4 38.9 .302 

Cue 4 35.2 33.3 32.1 40.7 .053 

Cue 5 33.6 42.8 42.3 52.1 .111 

 

Recalibration is assessed by examining the differences between the values allocated 

to baseline functioning on each of the areas identified by participants using the then-

test and the actual baseline scores.  Table 9.3 suggests that some recalibration has 

taken place in that recorded levels of functioning for baseline in some areas of life 

fluctuate across time. In general, participants’ recollections of their functioning at 

baseline appear to regress towards the midpoint level of functioning across time. This 

may account for the response shift in the overall QoL scores in that it means that 
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more heavily weighted areas are scored lower in terms of functioning (compared to 

how they were actually scored at baseline) and less important areas are scored higher 

in terms of functioning (compared to how they were actually scored at baseline). 

 

Reprioritisation is assessed by examining the relative importance (or weight) 

ascribed to each area of life (or cue) at each point in time. Table 9.4 presents the 

average weight for each cue across time and shows that for some areas of life, some 

reprioritisation has occurred. 

 

Table 9.4 – Change in weights attributed to SEIQoL cues over time 

 

Cues Pre-Transplant  

Mean(SD) 

1-mth Post-

Transplant 

Mean(SD) 

3-mth Post-

Transplant 

Mean(SD) 

9-mth Post-

Transplant 

Mean(SD) 

η2 

Cue 1 27.11   (10.42) 24.22   (13.02) 24.44   (8.08) 25.66   (7.02) .054 

Cue 2 22.44   (10.53) 17.89   (8.70) 18.78   (10.83) 27.33   (13.07) .311 

Cue 3 19.78   (12.39) 20.67   (9.50) 19.00  (8.99) 20.11   (11.29) .012 

Cue 4 16.11   (9.17) 19.22   (14.93) 22.00   (14.08) 13.22  (7.43) .155 

Cue 5 14.00   (6.86) 18.00   (9.60) 16.90   (10.70) 14.10   (9.74) .108 

 

Table 9.5 displays the areas of life nominated by participants in the study and how 

these change over time. Generally, it can be seen that the issues that are considered to 

be important by participants remain important over time. 
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Table 9.5 – Frequency of cues nominated Pre-transplant and 1, 3 and 9-months post-

transplant 

 

Nominated 

Cues 

Freq 

Baseline 

Freq 

1-month 

Freq 

3-month 

Freq 

9-month 

Family 9 8 9 9 

Health 7 9 9 9 

Finances 4 3 6 2 

Hobbies/sport 3 1 3 - 

Holidays/travel 3 - - 1 

Getting new liver 3 1 2 2 

Partner 3 1 1 1 

Religion 2 1 2 1 

Social life 2 3 1 3 

Friends 2 3 3 3 

Energy 2 2 1 1 

Survival 2 - 1 - 

Home 1 - - - 

Independence 2 4 1 3 

Happiness - 3 2 4 

Future - 2 1 1 

Work - 2 2 1 

Gratitude - 1 - - 

Uncertainty - 1 - 1 

Appetite - - 1 - 

Donor - - - 2 

Compliance - - - 1 

 

 

Evidence for response shift from the qualitative data can be found mostly from the 1- 

month post-transplant interviews.  At this time point, many patients began to realise 
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how ill they had been pre-transplant and acknowledged that this was something they 

had not realised at the time – a recalibration of their quality of life pre-transplant: 

 

I’m very light now.  I feel good.  I can think clearer and I have more confidence.  It’s 

only now I realise how ill I was before I had this (liver transplant). 

                - P.18. 

 

Well I really lost two years when I think about it.  I had two years of no energy.  I 

used to get up and if I could make it to the shower I would be just killed, especially at 

the last, I had no energy whatsoever.  Up to the day I had my operation, I didn’t 

realise I was as sick as I was.  The doctors even told me to my face on the Friday that 

they weren’t giving me any hope and I said oh I’m fine. 

   -P.14. 

 

Some extracts from P.1 illustrate how a quantitative assessment of QoL can 

sometimes be misleading if response shift is not taken into account.  P.1 scores 

78.98, 59.86, 85.80 and 70.15 on the SEIQoL at pre-transplant, 1 month, 3 months 

and 9 months post-transplant, respectively.  This indicates some decrease in QoL 

from pre to post transplant.  However, when P.1 was asked to reflect on her life at 9 

months post-transplant compared to what it was like pre-transplant, she reports: 

  

You see I was vomiting bile every time I had a big meal and then I had diarrhoea 

most of the time.  For the last year I was really miserable and I didn’t realise how 

miserable I was until I am so well now that I suddenly look back and say oh my god 

how did I stick it? 
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So, compared to 10 months ago then, how do you rate your health? 

 

 

You mean before the transplant? Oh, fantastic! 

 

 

Much better? 

 

 

Oh yeah, yeah. 

 

This is a clear discrepancy between the quantitative and qualitative data.  However, if 

we examine the then-test scores for P.1, we can see that the 1 month, 3 month and 9 

month post-transplant then-test values are: 63.84, 50.71 and 66.50, respectively.  

Comparing these to the ratings of QoL at each point in time does suggest a QoL 

increase, commensurate with the qualitative findings. 

 

In addition, a significant number of informants felt that their illness and transplant 

experience had changed their outlook on life – a reprioritisation of the areas of life 

that are important to them: 

 

I have decided now that I’m going to go on all these holidays and I’m going to go 

and do things, well I don’t mean do things but you know, well up to this I didn’t have 

any money because I was working and saving, but I’m now going to spend my 

money.  Life is too short. 

                  - P.1 

 

I’ve become a lot more laid back, I was never the kind of person that was 

preoccupied with money but it has confirmed my views that things like that aren’t 

important and maybe made me more eager to go out and do things that I think are 
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the right things to do but previously I might not have actually done them, I previously 

would have thought I’d better do this as it’s the expected thing to do. 

                - P.13. 

 

Pre-sickness - my view of life will be the same.  I’m a man for simple things.  I have 

no big desire to be a millionaire or anything, but once the sickness hit me you lost all 

that.  You didn’t know what you would be like the following year, but since the 

transplant I’m back to where I was - the simple things in life.  I’m really looking 

forward to enjoying it. 

      - P.12. 

 

My family would be the most important now…I suppose friends are important as 

well…I’ve had cards from people I don’t even know.  People who know me to 

see…your health is your wealth, you know.  Work has sort of come down.  It’s more 

important to last as long as you can. 

                  - P.3. 

 

 

9.3 - Factors associated with response shift 

 

Correlations were used to examine the relationships between anxiety, depression, 

optimism and coping variables and the extent of response shift experienced by the 

sample.  For the purposes of clarity, only correlations that indicated a medium to 

strong relationship (according to Cohen's guidelines) are presented in the following 
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tables.  Table 9.6 shows that variables measured at baseline provide little explanation 

of the variance in response shift post-transplant.   

 

Table 9.6 -  Pearson Product Moment Correlations between: Pre-transplant 

Optimism, HADS subscales, Brief COPE and Response Shift 

 

Pre-Transplant Response 

Shift 1-month 

Response 

Shift 3-months 

Response 

Shift 9-months 

Optimism -.43 -.32 -.30 

Substance Use  .65  .48  .65 

Venting - -  .33 

Planning - -.37 - 

Humour  .52  .54  .47 

Acceptance - -.34 - 

Religion  .33  .37  .47 

 

At 1 month post-transplant, it appears that optimism and acceptance as a coping 

strategy is positively related to response shift and behavioural disengagement is 

negatively related to response shift (see Table 9.7).  Using self-distraction as a 

coping strategy at 3 months post-transplant is also negatively related to response shift 

(see Table 9.8).  Optimism is positively related to the magnitude of response shift at 

9 months post-transplant (see Table 9.9). 
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Table 9.7 -  Pearson Product Moment Correlations between: 1-month post-transplant 

Optimism, HADS subscales, Brief COPE and Response Shift 

 

1-month  Response 

Shift 1-month 

Response 

Shift 3-months 

Response 

Shift 9-months 

Optimism  .65  .42  .48 

Depression -.42 - - 

Self Distraction  .36 - - 

Denial -.38 - - 

Emotional Support -.36 -.46 -.44 

Instrumental Support -.36 -.46 -.44 

Behavioural Disengagement  -.68* -.53 -.47 

Venting -.33 - - 

Planning  .45  .33 - 

Acceptance  .66  .60  .49 
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Table 9.8 -  Pearson Product Moment Correlations between: 3-months post-

transplant Optimism, HADS subscales, Brief COPE and Response Shift 

 

3-months  Response 

Shift 3-months 

Response 

Shift 9 months 

Optimism  .43  .47 

Anxiety -.42 - 

Depression -.35 -.39 

Self Distraction -.79 -.74 

Active Coping -  .39 

Denial  .30  .32 

Behavioural Disengagement -.50 -.32 

Positive Reframing -  .42 

Acceptance -  .37 

Religion -  .34 

 

 

 

Table 9.9 -  Pearson Product Moment Correlations between: 9-month post-transplant 

Optimism, HADS subscales, Brief COPE and Response Shift 

 

9-months Response 

Shift 9-months 

Optimism   .51 

Depression -.40 

Self Distraction   .34 

Behavioural Disengagement -.32 

Positive Reframing   .37 

Acceptance   .34 
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9.4 – Summary 

 

 

On average, response shifts in the downward direction, were evident at all post-

transplant time-points and these occurred mainly from pre to post-transplant.  This 

has important implications for QoL measurement pre to post liver transplant as 

without accounting for response shift, the treatment effect of liver transplant surgery 

on patients’ HRQoL is underestimated.   

 

Recalibration and reprioritisation are the main reasons for response shift in this 

sample.  Correlational analyses indicate that patients who are more optimistic post-

transplant demonstrate larger response shifts whereas those who utilise avoidant 

maladaptive strategies post-transplant are less likely to demonstrate a response shift. 
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10.0 – Case Studies 

 

10.1 – Overview of chapter 

 

This chapter provides a more detailed look at the experiences of 2 patients across the 

course of the study – one patient who consistently perceived his QoL to be good and 

the other who reported a lower level of QoL throughout the study.  This information 

is derived from the interview data.  For comparative purposes, the two patients’ 

quantitative scores across time are also displayed. 
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10.2 - Case Study of patient who reported higher QoL throughout study 

 

10.2.1 - Pre-transplant (T1): 

 

Patient 13 was a 55 year-old male who was diagnosed with hepatitis C, cirrhosis of 

the liver and primary liver cancer in February 2003.  He also suffered from diabetes 

and haemochromatosis.  He was in full-time employment with high school being his 

highest level of education.  Within the previous 2 years he had been admitted to 

hospital as an inpatient 3 times with one week being his longest stay. 

 

P. 13 suffered from various debilitating symptoms of liver disease such as jaundice 

fluid retention and heartburn, which, resulted in him having to significantly restrict 

his diet.  However, his main and most extreme symptom was fatigue, which forced 

him to take sick-leave from work. 

 

Patient 13 felt shocked when diagnosed with hepatitis C and cirrhosis of the liver, 

partly due to the fact that he had abstained from alcohol since 1983.  He described 

this as his lowest point during his illness trajectory as he had not yet been 

recommended or accepted for transplant surgery and was told that without a liver 

transplant he had 18 months to 2 years to live.  However, initially when he was 

accepted as a suitable candidate for the procedure, he felt anxious and apprehensive, 

as he was worried about the period during and immediately after surgery that he 

would be unconscious.   
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After overcoming his initial concerns, P. 13 was optimistic and positive about having 

the operation.  He described himself as an ideal candidate as he was relatively young 

and had no secondary cancers.  Although he was not keen on the concept of 

immunosuppressive therapy, he had come to terms with the fact that it was necessary 

in order to survive after surgery.  However, in addition to taking his medication, he 

described how he planned to attempt to manipulate his immune system as much as 

possible through meditation to see if he could bring about reconciliation between his 

body and the new liver. 

 

P. 13 was very articulate and appeared to be very knowledgeable about various 

aspects of his condition.  He was keen to learn more about his illness and stated that 

he regularly read the patient information booklet to help himself and those close to 

him learn more about the procedure and what it involved: 

 

I got the little black book, you know the book they give you, you know and I could 

nearly quote that to you like now, you know. 

 

You have read it that much? 

 

Yeah, yeah just every night, and I read it to my sons as well and read it for people 

who are close to me so that they know what the procedure is I am going through. 

 

He had no immediate social support as he lived alone, however he found a few of his 

friends and ex-partner to be very supportive:  
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A couple of neighbour friends of mine have been very very supporting during it.  I 

mean things like driving me into the hospital and I say look there’s no point and they 

say no, no, no we are going to drive you.  You know that sort of way.  

 

He had also spoken to patients who had already received a liver transplant at this 

stage and felt that this was both informative and encouraging: 

 

I was in Michael’s (ward) and I was, you know I was around the place so there was 

about, there was 3 or 4 people in the ward who had had transplants and so on…It 

gave me an awful lot more information, yeah, yeah and I suppose the first thing that I 

was worried about, and I’m not any more, but the first thing I was worried about was 

the suspended animation bit you know.  Sort of the, for the 24, 36 whatever hours 

afterwards you know. 

 

P. 13 hoped that liver transplant surgery would change his life for the better as he 

“still had a lot to do”.   

 

10.2.2 - One-month post-transplant (T2): 

 

Patient 13 spent 2.5 months on the waiting list before receiving a liver transplant and 

spent 3 weeks in hospital as an inpatient after surgery.  He underwent liver 

transplantation 2.5 years since diagnosis of hepatitis C, cirrhosis of the liver and 

primary liver cancer. 

Medication: Cellcept 1g Bd, Prograf 3mg Bd, Deltacortril 10mg daily. 
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P. 13 seemed to recover well after surgery; he described feeling amazed at the lack of 

pain he had.  His energy levels were also good as he was able to go for walks and 

cook his own meals:   

 

While I was in hospital I wouldn’t let myself sleep during the day as it made me feel 

ill and that way I could get to bed about 10.30 and would sleep right through to 7.30 

in the morning and that was fine and in Caritass (convalescent home) I stayed up a 

bit later and maybe have a little nap after lunch for about half an hour or something 

and I was grand.  Now where I am out here, I go for walks, I find I’m sleeping more 

but I’m in a much better pattern now it’s a much more independent pattern… it’s 

much nicer and I’ll go for a nap about 3 in the afternoon. 

 

In addition, he felt that his appetite was excellent since he had been discharged as he 

could now eat when he was hungry and not when it was meal-time. Initially, the 

steroids had interfered with his diabetes but had since stabilised; otherwise he had 

not experienced any other medical complications since his liver transplant. 

 

P. 13 left the transplant unit in the hospital after 2 weeks and stayed in a convalescent 

home for one week.  He felt that this was very beneficial as it enabled him to regain 

some independence and familiarise himself with the self-medicating regimen whilst 

still under the supervision of nursing staff: 

 

What were your emotions and feelings after leaving the transplant unit? 
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Yeah, I felt good.  In Caritass (convalescent home) it was good as I was able to self-

medicate and get on with life but you know you had a safety net there if you needed 

it. 

 

Therefore when eventually he returned home for the first time he felt that he was 

ready and able to look after himself.  He described feeling positive since he returned 

home and didn’t experience any distress. His biggest fear at this stage was the 

consequence of forgetting to take his immunosuppressant medication.  He also 

expressed concern that he may overexert himself and burn himself out at this early 

stage in his recovery.   

 

In addition, he stated that he had been worried about rejection but was no longer 

concerned as he believed his mother and his donor had appeared to him in a dream, 

which was a major turning point, and provided him with a great sense of relief. 

Otherwise, he said that he had no other fears and was going to try and take time to 

understand and get to know his new liver. 

 

P. 13 described how he had mentally prepared himself through meditation just before 

his transplant and felt that this mental preparation had helped him to accept the new 

liver.  In addition, he reported feeling surprised about how many of the other liver 

transplant patients appeared to be in denial post-transplant and felt that they needed 

to be more prepared to accept changes in their life because of their new liver.   

 

He appeared to be coping well with the strict new medical regimen and felt that it 

was just a case of building on his already existing routine for insulin. 
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Furthermore, he maintained a positive outlook and was very enthusiastic about the 

future at this early stage of his recovery.  He was eager to resume his hobby of script 

writing and intended to return to work within the next few weeks. 

 

After being discharged, P. 13 stayed with a friend who supported him throughout the 

early stages of his recovery.  During his time as an inpatient he formed bonds with 

other liver transplant patients and found this beneficial, as there was a lot of 

solidarity there: 

 

So, how did you find the experience of meeting the other transplant patients then? 

 

Yeah I thought it was good and there was a lot of solidarity there as well with a lot of 

people.  They want to tell you stories that happened to them and you would want to 

tell them stories that happened to you, it was nice you know, it was bonding. 

 

In addition, he found the help and support of the nursing staff incredible: 

 

I found that the nursing staff  were just incredible.  Really really incredible.  On the 

ball, you know, just everything, I mean they could nearly tell you what was going to 

happen to you before it happened. 

 

P. 13 perceived that his overall health had significantly improved from pre to post-

transplant, and his energy levels were better.  He also felt that his outlook on life had 
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changed as he was a lot more relaxed and eager to go out and do the things that he 

thought were right:  

 

I’ve become a lot more laid back, I was never the kind of person that was 

preoccupied with money but it has confirmed my views that things like that aren’t 

important and maybe made me more eager to go out and do things that I think are 

the right things to do but previously I might not have actually done them, I previously 

would have thought I’d better do this as it’s the expected thing to do. 

 

 

 

 

10.2.3 - Three-months post-transplant (T3): 

 

Patient 13 had not been admitted to hospital as an inpatient and had not had any 

significant medical complications since transplant.  

Medication – Cellept750mg, Prograf 2mg Bd 

                   

His daily functioning had few restrictions at this time-point as he had good energy 

and appetite.  However, he was experiencing disturbed sleep and attributed this to the 

immunosuppressive medication. He returned to full-time work at 8 weeks post-

transplant but was aware of his limitations and complied with medical advice not to 

life heavy weights: 
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I was back (to work) after eight weeks…I went in and said okay I’m not going to lift 

anything but a lot of what I do is what I know, I’m not dragging stuff around. 

 

Patient 13 thought about his donor a lot at this stage and talked openly about this.  He 

was aware of the age, sex and nationality of the person and described how he felt that 

he had a responsibility to look after his liver. 

In addition, he reported having concerns that his new organ might relay information 

about the life of his donor to him through genetic memory.  However, he decided that 

he had to be open-minded about this as he could not prejudge how he would react if 

this did occur. 

 

Again, at this stage, patient 13 felt that his mental preparation pre-transplant had 

facilitated his recovery both physically and psychologically post-transplant.  He 

explained how he had not yet experienced any adverse effects and felt that he needed 

to look at his scar to remind himself that he actually had the operation: 

 

I did a lot of work in my head beforehand down to letting my body know what was 

going to happen to it.  I had no operation aftershock at all, none… but I talked a lot 

to my body before the operation, like once I knew I was on the list I talked to my 

body a lot…I have to look at the scars and say look you had this operation because it 

doesn’t feel like it… I don’t feel it’s a donor liver any more, I feel that we have made 

our peace, I have no antagonism with my transplant, it has none with me and there 

isn’t a problem… you have to work at it, you have to listen and you have to pay 

attention in many ways… It’s a two-way process, I get the liver and the liver gets me 

as well… that’s very much how I feel about it; I’ve been transplanted as well…It’s 
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the new you, it’s not the old you because the old you was dying it’s the new you 

who’s not dying.  As well as a new liver giving you a new opportunity for life, you 

have given life to an old liver to live on. 

 

As in previous time-points the patient seemed to be very well informed and eager to 

learn new information to help him cope with life as a transplant recipient.  He was 

aware of the many potential side-effects of the immunosuppressive medication and 

was actively taking precautions in an attempt to minimise these:   

 

Prograf is very likely to give you a kidney infection and I know they are working on 

it, laboratory-wise so I drink a lot of water just to keep myself cleaned out.   

 

Furthermore, he indicated that he was being sensible about his recovery and accepted 

the need for rest despite his newfound energy. He also maintained his positive 

outlook at this stage as he described himself as extremely happy and lucky not to 

have had any problems post-transplant and continued to look forward to doing more 

writing and to enjoying life more. 

 

At 3 months post-transplant, patient 13 still received social support from his friends 

and ex-partner:  

 

My ex-partner has been very supportive to me and a couple of friends of mine have 

been extremely supportive with regards, they would be still ringing me and asking if I 

need anything, do you need a hand or anything, which is nice. 

 



 231 

He also praised the transplant team who he felt provided him with support 

throughout his recovery. 

 

Patient 13 perceived a significant improvement in energy since his operation as he 

felt that prior to surgery he had been using a lot of energy on everyday, simple tasks. 

 

In addition, he felt that his lifestyle had vastly improved and he now had a far greater 

appetite for life.  He had stopped smoking since his transplant and no longer felt the 

need to alter his state of consciousness, as he was a lot more content and happy with 

life as this stage:  

 

I haven’t smoked since I got my transplant…  Well, I sort of looked at it like inviting 

somebody round to your house and blowing smoke into their face when you opened 

the door… still smoke a bit of dope, I don’t smoke that much though.  I mean it’s a 

stress relief if you like and I don’t feel that, I feel extremely happy, I don’t need to 

have a drink, I don’t need to smoke dope or I don’t need to have any mind-altering 

substances.  There isn’t any need, why because I feel happy.  Why would I want to 

alter the consciousness that I have now?  So that’s what has definitely changed in my 

life. 
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10.2.4 - Nine-months post-transplant (T4): 

 

Medication:  Cellcept 750mg, Prograf 1mg Bd. 

 

At this time-point patient 13 reported that he had started a physical relationship: 

 

I thought maybe I’d been written off in a way and when I was ill it wasn’t on my 

mind, I didn’t have the energy, I didn’t have the inclination and I suppose at 56 years 

of age my life’s gone but it’s great, I must say and it’s brought another dimension… I 

hadn’t had a relationship in seven years, you know and then R (registrar) said to me 

I was using blood passageways and muscles that I hadn’t used for a long time and 

some had been interfered with through major surgery so therefore they might not 

necessarily respond the way they had been responding before so it was just a matter 

of time but if it’s fixing itself, let it.  

 

In addition, he found that his short-term memory had been affected and felt that this 

was likely to be due to the medication: 

 

I would say at times I search for a word… it’s there and you go to say it and it has 

gone you know… I think that is the medication, it’s not a short-term memory loss, it’s 

a lapse rather than a loss. 

 

He described how he felt very much at ease and united with his donor at this time-

point and was grateful that he got such a kindred spirit who was willing to try 

something new.  He stated that at this stage he had no fears about having received 
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donor liver or concerns about his life as a transplant patient and felt protected by the 

fact that he frequently attended outpatients’ clinic:  

 

…the clinics are so close together that it’s there to spot that process (of rejection) 

long before it begins to happen.  They seem to be able to catch it on time with the 

liver function tests, they say hold on we just need to alter this a little. 

 

In addition, he stated that since his transplant, he has felt positive and hasn’t 

experienced any form of depression: 

 

From the moment I got out of that hospital I just wanted to get back to life because I 

felt such a hunger for it.   I wanted to give something of what I had back to the rest of 

the world and I felt positive about it all the time.  I can honestly say that I haven’t 

slipped into any form of depression at all. 

 

Again, patient 13 described how he felt that mental preparation pre-transplant was 

the most important factor in facilitating post-operative recovery: 

 

Before my operation, I tried to prepare my body, reading the little black book every 

day, by explaining to my body what was going to happen, by explaining to my liver 

that I wasn’t rejecting it, that it wasn’t anything to do with it, it was just that it had 

become sick and it was killing me and I did lots of meditation on that, the morning 

before my operation I meditated for an hour just on saying goodbye to my liver… 

I always talked to my body beforehand and apologised for me allowing somebody to 

stab it, just to take away that aftershock that you can get sometimes when the 
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anaesthetic dies off then the real pain is there and I didn’t suffer any of that.  They 

took me out of the theatre at half four and I was awake at half seven…that’s the most 

important thing because if you have the preparation then you’ll carry that with you 

but nearly after it is too late. 

 

 

He also described how he perceived a transplant to be like a relationship and 

believed that if the recipient listened to and loved their new organ and didn’t ignore it 

they wouldn’t be ‘rejected’. He appeared to be very in-touch with his body and 

thought process at this stage as he believed that once a relationship was established 

between the recipient and their new liver then the two became one and both gave 

each other an opportunity for life.  Furthermore, he believed that, by achieving that 

‘closeness’, it was possible to become aware of a possible imbalance within the body 

and that this could be rectified by using mental means.  However, he admitted that 

sometimes the imbalance may have progressed too far and intercession is required.  

He felt that this method of coping with rejection worked for him as he felt no threat 

and had great energy. Again he was compliant with the medical regimen and was 

aware of the necessary precautions that transplant patients were required to take 

because of their increased risk of infection: 

 

See that cut there, that’s a splinter I got two weeks ago and it went in there and came 

out here and I managed to get most of it out and I had to go to Naas General 

Hospital and I just got this really nice Egyptian doctor… and I told him that I was 

transplanted and it wasn’t it was a splinter and I was being silly, I just didn’t want 

an infection.   
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Overall, he seemed to cope very well with life as a transplant patient and accepted 

the possibility of future complications: 

 

Have you had to stay in hospital then since we last spoke? 

 

No but I probably will at some stage just chances are...and it doesn’t worry me.  I 

don’t consider myself ill any more, if you know what I mean, if I was in it would just 

be a procedural thing rather than anything else. 

 

Patient 13 described how the overall experience of liver transplantation had made 

him stronger and changed his outlook on life for the better: 

 

It has given me a new window of life, it’s given me a lot more positive feeling about 

life, it’s given me an awful lot more direction as to what it important in life and what 

is just your ego, sort of trying to impose something on you rather than it being really 

important so I am very thankful and grateful and feel blessed about it really. 

 

He concluded that he never felt so good in his life and that the difference from pre to 

post-transplant was immeasurable. 
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10.3 - Case Study of patient who reported lower QoL throughout study 

 

10.3.1 - Pre-transplant (T1): 

 

Patient 11 was a 51 year-old male who was diagnosed with primary liver cancer in 

October 2004.  He also suffered from stomach ulcers, diabetes and 

haemochromatosis.  He was unemployed with high school being his highest level of 

education.  Within the previous 2 years he had been admitted to hospital as an 

inpatient 2 times with 5 days being his longest stay. 

 

Medication:  Insulin 2 Bd, medication to strengthen bones, medication for stomach 

ulcers.  No side-effects.   

 

P. 11 lived with his girlfriend who occasionally accompanied him to the outpatients’ 

clinic, he also found his family to be supportive throughout his period of illness. 

Due to the fact that he had only attended the liver clinic twice before, he had not yet 

met any patients that had already undergone liver transplant surgery.   

He identified the period prior to diagnosis as his lowest point throughout his illness 

experience.  He described feeling depressed as he suspected something was wrong 

but had not yet received a diagnosis.  Despite the fact that he already suspected 

cancer, he was still quite shocked when diagnosed.  However, what really shocked 

him was the news that he required liver transplant surgery: 

 

They did MRI scans and the whole works and they told me then I had cancer in my 

liver so it was kind of a shock well it wasn’t really a shock because I kind of knew I 
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had it but when he mentioned a transplant, that was the shock…he said I think the 

best thing would be a transplant and that was when I got a shock.   

                                                                                                                            

Furthermore, he was worried that he was not fit enough for major surgery and 

admitted to experiencing feelings of panic.  Otherwise, however, he had no 

significant concerns about the procedure.  P. 11 attempted to stop smoking after 

receiving his diagnosis of primary liver cancer, however, his attempts were 

unsuccessful and he continued to smoke occasionally.  He seemed keen to learn 

information about the immunosuppressant medication and felt that he would soon 

adapt to the self-medicating regimen.  Overall, he seemed positive about the 

procedure and knew this was his only chance of survival. 

 

P. 11 suffered from many physically debilitating effects of ESLD, such as 

malnourishment, broken veins, oedema, recurring rashes and sleep disturbance. 

In addition, he reported to be suffering from constant pain and fatigue, which he felt 

negatively affected his daily life as he had become socially isolated due to the 

physical effects of his condition.  At this stage, P. 11 was uncertain how liver 

transplant surgery would affect his life,  

 

Do you think the experience of a liver transplant will change your life? 

 

I can’t say I’ll be up and running, I don’t know. 
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10.3.2 - One-month post-transplant (T2): 

 

Prior to undergoing liver transplant surgery, patient 11 had received and accepted 2 

offers of a donor liver later to be told that they were unsuitable for transplantation. 

He spent 3.5 months on the waiting list before receiving a liver transplant and spent 4 

weeks in hospital as an inpatient after surgery.  He underwent liver transplantation 10 

months after receiving a diagnosis of primary liver cancer. 

Medication: Prograf 4mg Bd, Insulin 100mg 2 insulin injections Bd, Deltacortril 

7.5mg, painkillers at night time. 

 

During the early post-transplant phase, P. 11 described how his sister and his partner 

fulfilled his social support needs.  Furthermore, he formed bonds with other liver 

transplant patients during his recovery in hospital and in general, found this 

experience encouraging. 

P. 11 described how he felt delighted as soon as he realised that the operation was 

over and felt that he had progressed well in hospital after surgery.  

After being discharged from the transplant unit after 4 weeks he stayed in a 

convalescent home for 1 week, despite being advised by medical staff to stay for 

another week.  He felt good when he returned home initially, however, it didn’t work 

out as well as he expected and before long he felt depressed, tired and disappointed 

with his progress since leaving the unit.  Furthermore, he suffered 2 episodes of 

influenza soon after being discharged, which caused him further concern, as he was 

worried that it may have been rejection:  

 



 240 

…at the moment I’m worrying a bit about rejection and things like that.  I’m not 

really relaxed about it yet… I met this man and he was telling me he had a transplant 

a couple of years ago and he’s had a setback and he’s back in hospital.  I’m thinking, 

Jesus, I don’t want to hear this at the minute.  I’m a bit down in myself over the past 

few weeks. 

                        

 

P. 11 did not report any significant problems with having received a donor liver at 

this stage.  However, he appeared to be struggling with the strict new medical 

regimen due to the fact that he had to combine it with his already existing diabetic 

treatment.  He found this awkward and confusing.  However, he was optimistic that 

he would soon adapt to his new routine: 

  

At the moment I’m just trying to get used to the routine and getting myself settled 

down and I don’t, I thought after the transplant in the hospital but not so much when 

I came home… 

 

At this time-point, he now realised that his recovery would take time but admitted 

that he had not accepted this initially.  In addition, he was actively seeking 

information to help him cope with his new lifestyle and planned to inquire about 

receiving the flu vaccine in an attempt to try and prevent any further episodes.  

Despite feeling down, P. 11 was generally optimistic about his recovery and was 

looking forward to getting back to his pre-illness lifestyle; however, he did not have 

any plans for the future at this stage. 
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As well as experiencing a couple of setbacks since his liver transplant, P. 11 reported 

feeling extremely fatigued and felt that this restricted his lifestyle.  In addition, he 

continued to smoke despite the fact that this also limited his functional ability. 

Furthermore, P. 11 reported how he suffered from pain in his side caused by over 

exerting himself: 

 

I was used to running around and being more active and then I got fed up one day 

and started to chop wood and then I got a pain in my side, you forget yourself. 

         

He also described frequently experiencing a burning sensation on his side and 

attributed this to the immunosuppressant medication.  P. 11 felt that his self-

medicating regimen restricted his social activities as he worried about whether he 

would be able to self-medicate at the correct times if he was to go out.  He described 

how he had seldom left his house since his transplant and often went to bed in the 

afternoons even though he didn’t feel tired.  Furthermore, he spoke of how he had 

considered cancelling his liver clinic appointment because he did not feel up to going 

outdoors.  However, after having made the effort he felt much better. 

 

P. 11 described how he had become increasingly socially isolated since his operation 

and felt that he was more active and energetic before surgery.  In addition, he 

claimed that his appetite was better pre-transplant and that the level of pain he was 

suffering increased after surgery: 

 

I haven’t been out of the house, whereas beforehand I used to walk very regularly, I 

was active, I was very active, cutting down trees, that’s the truth, about a month 
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before the transplant, I had cancer of the liver but I had no pain …but at the same 

time I know it was only a matter of time, whereas I think I’m a wee bit down in 

myself after the transplant. 

                

Overall, he did not yet feel that his lifestyle had improved from receiving a liver 

transplant. 

 

 

10.3.3 - Three months post-transplant (T3): 

 

Patient 11 had not been admitted to hospital since his operation.   

Medication:  Prograf 4mg Bd, Deltacortril 5mg daily, Insulin, Novorapid 3m sliding 

scale, Levemir 3m 28 units at night, Zantac when required, Tradol 50mg. 

 

At three months post-transplant P. 11 still identified his partner and his sister to be 

his primary sources of support, however, he felt that he was now capable of looking 

after himself.  However, he continued to feel depressed and felt that this was due to 

his slower than expected progression: 

 

..my progress hasn’t been as good as I’d hoped but I’ve had a few set-backs so I’m 

sure I’ll get back to my old self eventually, I’m getting restless as I’m feeling like I 

should be doing things but I know I shouldn’t and probably don’t have the energy for 

either. 
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He remained concerned about the possibility of potential post-transplant 

complications but said that he did not fear the future.  P. 11 stated that he was not 

concerned about having received a donor liver as he felt that the transplant team had 

provided him with plenty of information.  However, he admitted that he occasionally 

thought about his donor although he felt that these thoughts were occurring less and 

less often.  Furthermore, he continued to find the medical regimen complicated: 

 

It’s been a bit tricky I must say, the diabetes makes it a lot more complicated.  I feel 

as if I’m constantly having to think about what time of day it is and what I have to 

take next.  Hopefully it will ease off though. 

          

At this stage, P. 11 seemed more positive about his future as he spoke of plans to 

return to work at some stage.  However, he was concerned that he may not be able to 

return to his previous job as a labourer as he felt it would be too physically 

demanding.  

 

I used to be a labourer you know, now I’m not sure if I could go back to that kind of 

work and I’m not sure what else I could do. 

           

 

P. 11 reported that his daily functioning remained limited at this time-point and felt 

that his energy was low.  Furthermore, he continued to suffer from a pain in his side 

and felt that he needed to socialise more often as he described having been socially 

isolated since returning home after surgery.  At three months post-transplant, P. 11 

described how liver transplant surgery had given him another chance to live.  In 
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addition, he reported a significant improvement in his physical appearance.  

However, he felt that since the procedure, his energy levels had decreased. 

 

 

10.3.4 - Nine months post-transplant (T4): 

 

Patient 11 had not been an inpatient since surgery.   

Medication:  Immuran 100mg, Prograf 4mg Bd, Diabetic injections of insulin 3-4 

times daily, occasional painkillers for stomach ulcers, no steroids. 

 

Patient 11 still lived with his partner at this stage but no longer felt that he required 

any form of social support as he was capable of looking after himself. 

 

I live with my girlfriend ….. 

 

So there is still help and support there if necessary? 

 

Yeah but well I look after myself basically, you know. 

                

At nine months post-transplant, P.11 did not report any concerns about having 

received a donor liver.  However, he continued to feel anxious about the possible 

occurrence of rejection and was worried that he may not be able to detect the 

symptoms. 
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When I came home the weather was changing and getting colder and I picked flu up 

and I was in a panic of course, I was going to ring the hospital to get antibiotics.   

           

Overall, P. 11 thought that he was coping well with life as a transplant patient at this 

time-point and felt that he had regained his independence.  He also described how he 

had stopped drinking since his transplant: 

 

I don’t drink…I don’t drink at all now.  I go to shops, go to a café for a meal and the 

odd time I would pop into the pub and just have a Coke.   

 

His future plans at this stage consisted of returning to paid employment.  P. 11 

continued to experience a lack of energy at nine months post-transplant and again 

reported having trouble with pain in his lower abdomen: 

 

I think I’ve come on fairly well but I’m having trouble with the pain this last few 

months…If I lie down, sometimes I’ve a habit of sitting in different chairs instead of 

the sofa because when I’m down low I get the pain.   

                                                                                                                            

However, at this stage, he no longer felt as isolated and had attended a couple of 

football matches: 

 

I went to a couple of matches and that you know in the locality, I’ve been up to one 

in Dublin, I get about like but probably wouldn’t go out much at night but then again 

I didn’t go out much before the transplant.   
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 In addition, he had considered joining a local work scheme two and a half days a 

week but decided against it because of the unpredictability of his diabetes.  

Furthermore, he did not think that it would be of any great benefit to him financially.   

 

I was just going to join a local work scheme, two and a half days a week and the heat 

and the diabetes, I wouldn’t be fit for it because it would be outdoor work.  I applied 

for it and then I drew back because the diabetes is dropping all the time, it would 

cause too many problems and then I would have to go back on the sick as they call it 

so I’m just not sure at the moment… I thought I would be fit for it and then the hot 

spells came…There’s no point because it would probably be about one hundred Euro 

more than what I’m getting and then I would have to stop it and be back at square 

one.  I’ll just hold on.  I’m not worried about it at the moment. 

                        

P. 11 perceived liver transplant surgery to have saved his life, however he reported 

an increase in pain since his operation.  In addition, he experienced an overall 

improvement in energy levels since having the procedure, even though it had not yet 

returned to his pre-illness levels.  Furthermore, he felt that his physical appearance 

had significantly improved. 

Overall, despite having pain, he perceived that his health and lifestyle had vastly 

improved since surgery. 
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10.4 – Summary 

 

This chapter provides a more detailed look and provides rich information about two 

patients in the study with very different experiences.    As the purpose of a case study 

is to intensely examine and draw conclusions about a particular individual in a 

specific context, these findings are not intended to be generalised to the other 

participants in the study or to the patient group at large.   

These cases represent two extremes, the other participants fall within the continuum, 

but each patient has their own unique profile. 

 

In the first case study, patient 13 is a man who finished the study with a relatively 

high QoL.  The concerns he expresses are similar to those expressed by many 

transplant patients but his story is strewn with examples of how he has taken active 

steps to cope with the liver transplant and possible side-effects of the medication and 

how he had spent time planning his coping strategies.  Often, these coping strategies 

take on a spiritual flavour. 

 

In the second case study, patient 11 describes his QoL to be much lower overall, 

particularly in the early post-operative phase.  Whilst this man also reported having 

many concerns about life as a transplant recipient, he admitted that he had not 

accepted the possibility of functional limitations post-transplant.  He struggled to 

cope with the medical regimen and often felt socially isolated and depressed. 
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11.0 - Discussion 

 

11.1 - Overview of Chapter: 

 

The purpose of the research presented in this thesis was to describe the experience of 

people awaiting liver transplant surgery and to identify the factors associated with 

psychological well-being post-transplant.  In addition, under investigation was 

whether a response shift occurred in patients’ self-assessment of their HRQoL from 

pre to post transplant and what factors were associated with this change.  In this 

chapter, the findings and implications from the present study are examined and 

compared to existing literature. 

 

 

11.2 The experience of people awaiting liver transplant surgery 

 

Quantitative analyses indicated that on average, the baseline sample reported 

moderate levels of QoL, and levels of anxiety and depression only slightly higher 

than the normal range.  However, pre-transplant interviews revealed that the vast 

majority of informants reported their daily functioning to be severely compromised 

due to the many debilitating effects of ESLD including extreme fatigue, disturbed 

sleep, nausea, suppressed appetite, pruitus, jaundice and oesophageal varices, which 

often resulted in patients having to be hospitalised.  Furthermore, informants 

described how these illness-related factors significantly inhibited the social and 

economic aspect of their lives, often leading to frustration.  The interviews further 

indicated that patients experienced high levels of distress and feelings of depression 
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when diagnosed with ESLD due to the uncertainty of their future.  However, by the 

time of baseline assessment, patients seemed to have accommodated to the reality of 

their diagnosis and appeared to be optimistic about their chances of undergoing 

successful liver transplant surgery (probably due to the fact that they had derived 

hope from having been accepted for transplant surgery).  Though, despite feelings of 

optimism towards their future, patients admitted having many concerns regarding the 

procedure. 

Therefore, whilst the quantitative data provided a more favourable picture of patients' 

psychological well-being at baseline, the interviews produced a rich descriptive 

account of how various illness-related factors negatively impacted on individuals' 

daily living by exploring their behaviour, emotions and experiences in the past and 

present.  A possible explanation for these findings might be that patients felt an 

obligation to respond positively to inquiries after their general well-being due to the 

fact that they had been 'chosen' for a liver transplant after undergoing an evaluation.  

However, when asked specifically about the direct impact that their condition had on 

their life and well-being, patients revealed a more accurate indication of their 

psychological state at this time-point.   

 

The data derived from the interviews provided further insight into the relationships 

found between various coping strategies and psychological well-being at baseline.  

For example, both the quantitative and qualitative data indicated that patients 

frequently used emotional and instrumental support as coping mechanisms pre-

transplant.  Patients reported receiving support from others to help them cope with 

their many concerns regarding the procedure, whilst many described how they 

depended on significant others such as family members, to assist with their everyday 
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needs.  This may also explain why participants identified health issues and family 

relationships as the most important areas that contributed to their life quality at 

baseline.  However, anxiety levels were positively related to both emotional and 

instrumental support.  This may be due to the fact that patients often lose their 

independence due to deterioration in health and may thus require more support, or 

that anxious patients are seeking out sources of support in an attempt to find 

reassurance. 

 

Depression and anxiety were both found to be associated with the coping strategy 

self-blame and this can be explained by the qualitative information.  Patients who 

suffered from alcoholic cirrhosis commonly reported feeling anxious and low 

because of their health state and often admitted blaming themselves for their 

predicament.  The implementation of this maladaptive coping mechanism appeared 

to be a result of the individuals having ignored medical advice to stop drinking 

before their diagnosis of ESLD. However, the relationship found between depression 

and active coping was not confirmed with the interview data.  Instead, during 

baseline interviews, patients described how they actively sought sources of 

information to gain a better understanding of their condition and of the transplant 

process.  Informants described how this process eased their concerns and helped 

them and those close to them mentally prepare for the procedure.   

 

Participants reported making little use of substances, behavioural disengagement or 

humour as coping strategies at the pre-transplant stage.  It is not surprising that few 

patients reported substance use given the nature of their illness and the potentially 

devastating consequences of this strategy (i.e. death due to liver failure before 
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undergoing liver transplantation or removal from the transplant waiting list due to 

non-compliance which would inevitably result in death). 

 

The number of times that patients had been admitted to hospital in the 2 years prior 

to baseline interview was related to both QoL and depression (to a lesser extent) 

which suggests an association between disease severity and psychological well-

being.  However, the stress and uncontrollability of being an inpatient may also have 

played a significant role in this relationship. 

 

Therefore, whilst the quantitative data indicated that these patients experience a 

moderate QoL with only slight deviations from the norm in anxiety and depression 

levels, the interviews provided a more detailed and comprehensive account of the 

experience of patients awaiting liver transplant surgery.  Thus, perhaps interviews are 

a more appropriate method of gathering data from this patient group due to the 

advanced stages of illness and also the perceived onus on the patients to provide 

socially desirable answers relating to their overall QoL.   

 

 

11.2.1 - Comparison of findings with existing literature 

 

The findings of this study confirmed earlier work reporting that sleep patterns, 

energy levels, ability to earn an income and memory were all negatively affected by 

ESLD resulting in impaired QoL  (Marchesini, Bianchi. Amodio et al., 2001; 

Streisand, Rodigue, Sears et al., 1999; Huet, Deslauriers, Tran et al., 2000; Bianchi, 

Marchesini, Nicolino et al., 2005; Wainwright, 1997).  In addition, the qualitative 
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aspect of the present study which found that transplant candidates experienced 

significant levels of distress supported earlier studies by Surnam, Dienstag, Cosimi et 

al. (1987); Stilley, Miller, Gayowski et al. (1998) and Trzepacz, Levenson and 

Tringali (1991).  More specifically, the fact that this was found to be mainly due to 

the uncertainty of the transplant process corroborates the work of De Bona, Ponton, 

Ermani et al. (2000) Rocca, Cocuzza, Rasetti et al. (2003).  

 

The fact that patients in this study utilised adaptive coping strategies to deal with the 

uncertainty of their future and in general, remained positive and optimistic despite 

their many concerns, confirms the work of Wainwright (1997) (Stilley, Miller, 

Manzetti et al., 1999).  Moreover, the fact that maladaptive coping strategies such as 

denial and self blame were found to be related to poor psychological well-being, 

supports earlier research (Stilley et al., 1998; Rodigue, Davis, Howard et al., 1993) 

whilst the beneficial effects of social support at this crucial stage were identified by 

Wainwright (1997).  Furthermore, this present study indicated that the number of 

times patients had been admitted to hospital in the previous 2 years (possible 

indicator of disease severity) was negatively related to psychological well-being.  

This association between disease severity and psychological well-being has also been 

found in the majority of other studies in the area, for example, Bianchi, Marchesini, 

Nicolino et al. (2005) and Streisand, Rodigue, Sears et al. (1999).   

 

In addition, the findings from this study bear similarities to the experiences of other 

chronically ill samples.  For example, women with chronic fatigue syndrome and 

fibromyalgia (Asbring, 2001), patients with spinal cord injuries (Kleiber, Brock & 
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Lee, 1995), those suffering from muscular dystrophy, (Natterlund, Sjoden & 

Ahlstrom, 2001) and patients with cancer (Little, 2004). 

 

 

 

11.2.2 - Implication of findings 

 

Through interviews, patients revealed that ESLD directly compromised many aspects 

of their lives whilst almost all reported significant levels of anxiety and some 

feelings of depression throughout their illness experience.  Furthermore, patients who 

used denial, both emotional and instrumental support, venting and self blame 

reported higher levels of anxiety, whilst those who used the coping strategies, active 

coping and self blame reported higher depression scores.  A pre-transplant psycho-

educational intervention might therefore attempt to encourage patients to minimise 

the use of strategies such as denial venting and self-blame in coping with their crisis 

of illness at the baseline stage.  Being positive and remaining as independent as 

possible appeared to be important factors in patients managing their illness and 

therefore patients should be encouraged to be as independent and as positive as 

possible during this crucial phase. 

 

Furthermore, when conducting the interviews, it became apparent to the researcher 

that participants were experiencing distress due to the fact that they did not know 

whether various symptoms were common to other patients suffering from ESLD.  It 

would therefore be useful to provide patients with an information leaflet, which 

summarises the thoughts and feelings of ESLD and liver transplant patients' 
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experiences of their illness.  This would help to provide patients with a general 

outline of typical experiences as they move along the illness trajectory of ELSD and 

liver transplant surgery and perhaps minimise distress. 

 

 

11.3 – Change in patients’ psychological well-being over time 

 

11.3.1 - Change in QoL over time for patients who received a liver transplant 

 

During the interviews, informants confirmed the overall improvement in QoL sores 

from pre to 3-months post-transplant, which was indicated by the quantitative data. 

In general, the lower level of QoL described by patients at baseline appeared to be 

due to the many limitations in social, psychological and physical functioning 

resulting from ESLD.   

 

Despite the majority still experiencing some limitations in daily functioning at 3-

months post-transplant, patients generally reported a significant improvement in their 

overall health and lifestyle due to having had a transplant, with all recipients 

enjoying a certain degree of regained independence.  However, it was also evident 

from the interview data that the rate of improvement for some patients was slower 

than expected which often led to feelings of disappointment and frustration. The 

reduction in QoL scores from 3 to 9 months post-transplant might be explained by 

the fact that patients had become accustomed to their new improved health state and 

had experienced some of the limitations of becoming a transplant patient. 
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The trend in individual QoL scores suggests that those who reported the highest 

scores in QoL at the 9-month stage, unanimously perceived a significant 

improvement in their QoL in the early post-operative phase.  Whilst the interview 

data indicated that in general, patients' functional ability gradually improved post-

transplant, participants scores varied at 3-months with 2 participants rating their QoL 

lower than at the 1-month time-point despite the fact that they were discharged from 

hospital and regaining aspects of their independence.  The high QoL scores at 1-

month post-transplant may therefore be explained by social desirability bias whereby 

patients have reported a better QoL than they actually have, or alternatively, 

informants may have reported their QoL more favourably because of the striking 

contrast between having a potentially terminal illness before transplantation and 

better functioning following surgery, thus accounting for a positive perception of 

functioning.  In other words, these findings could be a consequence of response shift 

occurring as a result of having received a liver transplant. 

 

All patients rated their QoL at 9-months as slightly higher than their 1-month score 

except for patient 18 who had reported in his interview that he had been experiencing 

minor post-transplant complications at this stage and had been suffering from 

depression. Of those who completed the study with the lowest SEIQoL scores, 3 out 

of 5 patients perceived a significant improvement in QoL from pre to 1-month post-

transplant, however 2 people rated their QoL as lower than baseline, despite the fact 

that their operation and been successful.  Both these patients' QoL scores at baseline 

were particularly high in spite of the fact that they were awaiting transplant surgery, 

again suggesting that they may have adapted to their illness. 
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These findings suggest that the immediate post-operative phase is critical in terms of 

longer term QoL outcome as patients who tended to score lower at this time-point 

also rated their QoL lower at 9-months post-transplant which may have implications 

for psychological well-being of patients in the longer term. 

 

11.3.2 – Change in anxiety levels for patients who received a liver transplant 

 

Quantitative analyses revealed that on average, anxiety scores increased from pre to 

1-month post-transplant before returning to baseline levels at 3 months after surgery.  

The mean scores at each time point indicated that on average, patients were suffering 

from a mild psychological abnormality, with this bordering on 'probable caseness' at 

the 1-month time-point (according to HADS).  The interview data might explain this 

finding as patients expressed significant distress at 1-month post-transplant due to the 

early stages of post-operative recovery, fear of leaving the safety of the liver unit, 

ability to cope with the medical regimen and the uncertainty of their new life as a 

transplant patient.  However, at 3-months post-transplant, whilst patients’ main focus 

of concern was still post-operative complications, a significant number reported 

feeling more at ease with the self-medicating regimen, life outside of the liver unit 

and the fact that they had received someone else's liver.  

 

 

The majority of patients' anxiety levels increased from pre to 1-month post-

transplant, particularly for those who completed the study with the lowest level of 

QoL.  This suggests that an increase in anxiety levels from pre to 1-month after 

surgery may have implications for longer term QoL.  The findings also indicated that 
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this period from pre to 1-month post-transplant was the phase of greatest change in 

anxiety levels among patients.  This is also evident in the interview data as patients 

described how before surgery, their primary health concern was of dying before a 

suitable organ became available whilst after transplantation many described 

struggling with unanticipated new concerns which caused great distress.  At 

subsequent time-points, these post-transplant concerns did not seem to cause as much 

anxiety as patients attempted to rationalise their fears. 

 

 

 

11.3.3 - Change in patients' depression scores over time 

 

 

On average, depression scores were highest at baseline and decreased over time.  

Again, according to the HADS, the pre-transplant mean score is suggestive of a mild 

psychological abnormality.  These findings may be explained by the qualitative 

analyses, which indicated that a number of patients felt 'low' due to the uncertainty of 

their future, whilst a significant number complained of the physically debilitating 

effects of their illness restricting their everyday life.  At 3 and 9-months post 

transplant, few patients spoke of feeling down and were relieved that they now had 

another chance of life.  Those who had previously felt depressed felt that their mood 

had improved.  

 

Those who completed the study with the highest QoL all experienced significant 

depression at the pre-transplant stage, however, these depression scores tended to 

reduce from pre to post-transplant.  In addition, it was clear that those with the 

highest pre-transplant depression scores demonstrated the biggest improvement 
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across time.  This suggests that pre-transplant depression does not have implications 

for longer term post-transplant QoL or depression.   

 

 

 

 

11.3.4 - Change in patients' coping strategies over time 

 

 

 

The results indicated that the use of active coping, emotional support, behavioural 

disengagement and denial as coping strategies changed most over time.  Patients 

increased their use of active coping, emotional support and behavioural 

disengagement, particularly from pre to 1-month post-transplant. In general, it is 

likely that patients employed active coping more often immediately after surgery to 

help them learn and cope with their new life as a transplant patient.  The use of this 

strategy thus gradually decreased post-transplant as patients were becoming 

accustomed to their new lifestyle.  This trend was also evident from the interview 

data. 

Again, patients used emotional support as a coping strategy most often in the early 

post-operative phase and this was most likely due to the fact that they were 

recovering psychologically and physically from a highly traumatic experience. 

 

 

Results indicate that behavioural disengagement was utilised most often in the early 

post-operative phase and again, this is most likely due to the fact that patients had 

recently undergone major surgery and were confronted with an unfamiliar and 

complex medical regimen.  Patients were therefore most likely attempting to avoid 

the full psychological impact of the procedure by using this strategy.  It is also 

evident from the results however, that although this coping strategy was one that 
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demonstrated significant change over time, the mean scores indicated that in general, 

patients did not use this strategy often and few patients spoke of utilising passive 

coping strategies during their interviews. 

 

Results indicate that patients decreased their use of denial as a coping strategy from 

pre-transplant to 3-months post transplant, however, there is a significant increase in 

it's usage at 9-months after surgery.  Patients are likely to have used denial more 

frequently at baseline to cope with the very real possibility of dying before receiving 

a transplant, and after surgery, this was no longer a threat.  However, the increase in 

the use of this strategy at 9-months may be due to the fact that many patients had 

experienced post-transplant setbacks at this stage, and perhaps this was their way of 

coping with this ongoing threat. 

 

 

11.3.5 - Change in patients' optimism scores over time 

 

 

In general, patients' optimism scores were found to steadily increase over time and 

this was most likely due to an improvement in health and reduced threat to their well-

being. 

 

 

 

 

 

11.4 - Variables associated with psychological well-being post liver transplant 

 

 

Patients who perceived their QoL to be better in the early post operative phase were 

more likely to report higher QoL scores in the longer term.  Furthermore, those who 

reported higher SEIQoL scores at baseline were more likely to rate the social and 
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economic aspect of their QoL higher post-transplant whilst respondents who scored 

higher on the SEIQoL at 1 and 3 months post-transplant were more likely to rate both 

the health and functioning and psychological and spiritual aspects of their life higher.  

These findings imply that a response shift has occurred over time, which will be 

discussed in more detail in section 11.5.  

 

The consistent correlations evident between SEIQoL and depression post-transplant 

revealed that patients who reported higher post-operative QoL scores were more 

likely to experience lower levels of depression. This was evident from the qualitative 

findings as the majority of patients described a good QoL post-transplant with few 

experiencing depression. 

 

The interview data revealed that most patients were experiencing significant levels of 

anxiety at baseline whilst others felt low, however, post-transplant these patients 

reported a significantly improved QoL, which is consistent with the quantitative 

findings.  However, patients who scored lower on SEIQoL at baseline were more 

likely to report higher anxiety and depression scores both before and after surgery.   

 

During their interviews at both pre and post-transplant time-points, patients reported 

actively seeking sources of information to answer the many queries they had 

regarding their new lifestyle.  In addition, others described how mental preparation 

pre-transplant and throughout the early stages of their recovery to receive their new 

organ helped them to accept the new liver.  Furthermore, after surgery, informants 

spoke of how they attempted to integrate their self-medicating regimen into their 

daily lives whilst others reported actively taking precautions to try and prevent 

potential side-effects from the medication.  All these examples of active coping 
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appeared to facilitate patients' psychological well-being as those who did not engage 

in any of the above consistently reported a lower QoL and higher levels of anxiety 

and depression post-transplant. 

 

Throughout the interviews, many informants also described how they were making 

plans for their recovery and for their future after they had regained their pre-illness 

QoL, these plans included going on holiday, meeting friends, returning to hobbies/ 

sports, driving and eventually going back to work and this ability to forward plan 

seemed to enhance patients' psychological well-being. 

 

The interviews also provided further evidence of self-blame being used as a coping 

strategy as those with alcoholic cirrhosis admitted blaming themselves for their 

deteriorating condition.  This method was utilised predominantly at baseline, and the 

vast majority of these informants subsequently reported their psychological well-

being to have significantly improved post-transplant.  Whilst this does not indicate 

that self-blame in general facilitates psychological well-being, it suggests that this 

coping strategy at baseline and post-transplant does not adversely affect 

psychological state after surgery.  However, perhaps self-blame is beneficial to the 

psychological well-being of those patients whose behaviour is a contributing factor 

to their illness as they may realise that their behaviour is important for their future 

well-being and therefore be more likely to take good care of themselves and adhere 

to medication. 

 

In addition, it was further evident from the qualitative analyses that issues such as 

psychological acceptance of the donor organ and support from others were all 
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important factors in maintaining psychological well-being.  It was clear from the 

interviews that mental preparation pre-transplant to accept the new organ, reduced 

the impact of this traumatic ordeal after surgery, particularly in the early post-

operative phase.   Patients who had mentally prepared themselves for this described 

being able to focus on the benefits of the procedure after surgery. However, a 

significant number admitted having problems with this issue and described how they 

attempted to avoid thinking about it, as they did not know how else to cope.  Others 

were reluctant to admit that they were finding this particular issue difficult with one 

patient stating that she hadn't discussed her concerns with anyone else.  This 

unwillingness to discuss the issue most likely stemmed from the patients feeling 

under obligation to be grateful for their life saving 'gift'.  As time progressed, patients 

seem to experience less difficulty with the fact that they had received a donor organ. 

 

Support from others was another major factor, which contributed to patients' 

psychological well-being, particularly at baseline and during the early post-operative 

phase.  However, at 9-months post-transplant, it was important for informants to 

regain their independence and former pre-illness roles as this seemed to verify their 

improved health status.  

Pre-transplant optimism was negatively related to psychological well-being post-

transplant.  Perhaps this is due to unrealistic expectations about recovery and 

disappointment with progress after surgery. 

 

11.4.1 – Comparison to other findings 

 

 

 

The present study confirms that HRQoL of liver transplant patients significantly 

improves from pre to post-transplant which is consistent with the vast majority of 
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existing literature and this improvement in HRQoL after surgery has also been found 

in heart and lung transplant patients (Beilby, Morris & Painter, 2003) and kidney 

recipients (Orr, 2007).  However, despite the overall improvement in HRQoL post-

transplant, the present study also confirms the findings of earlier work reporting 

significant levels of distress due to post-operative concerns (Heyink, Tymstra, Sloof 

et al., 1990) fears of rejection (Forsberg, Backman & Moller, 2000; Wainwright, 

1995, Tymstra & van den Heuvel, 1989) and adverse effects of immunosuppressant 

medication (Jones & Egan, 2000).   

 

The main concerns of patients identified in this study such as fear of rejection, 

medical side-effects and donor issues are also comparable to those found in a study 

on kidney transplant patients (Orr, 2007) which indicates that these particular issues 

are perhaps applicable to transplant patients in general. 

 

 

 

11.4.2 - Implications of findings 

 

 

 

This study indicates that patients' perceived QoL in the early post-operative phase 

might have implications for their QoL in the longer term, psychological interventions  

should therefore be aimed at improving recipients' life quality at this crucial and 

traumatic stage of their recovery.  In addition, it was clear from the interviews that 

patients were struggling to come to terms with the many issues concerning the donor 

and donor liver arising from transplant surgery particularly in the early post-

operative phase.  Those who were able to cope with these issues better were those 

who had been mentally prepared to receive the new organ pre-transplant.  Therefore, 

it is vital that transplant candidates are fully aware of the potential psychological 
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issues surrounding the acceptance of a donor organ pre-surgery so that they can 

mentally prepare themselves for this. 

 

Furthermore, perhaps coping-skills training at the pre-transplant stage would enable 

patients to cope better with this extremely traumatic experience.  This training might 

also aim to better equip patients to deal with the many difficulties involved with 

becoming a liver transplant patient. Moreover, although self-blame is normally seen 

as a maladaptive coping strategy, it was not found to have a negative impact on 

patients' psychological well-being in this study.  Therefore, perhaps when self-care is 

important for future well-being, self-blame (when it is well-founded) should not be 

discouraged.  All this considered it seems appropriate that this patient group should 

have access to specially tailored counselling services in order to obtain professional 

advice and support with their ongoing concerns. 

 

 

11.5 – Evidence of Response Shift post-transplant 

 

As a patient is only considered for liver transplant surgery if their prognosis is less 

than one year of survival or their HRQoL is deemed unbearable, we would assume 

that pre-transplant HRQoL scores of liver transplant candidates would be extremely 

poor.  However, the average pre-transplant QoL score in this present study was 

54.7%.  One reason for this moderate rating of QoL may be that the patients 

suffering from ESLD had adapted to their deteriorating health state.  The adaptation 

process refers to strategies that individuals use to overcome misfortune and to restore 

their subjective well-being.  A shift in one or several of these strategies will change 
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retrospective perceptions of baseline HRQoL after transplantation resulting in a 

response shift.   

 

This process of adaptation was also illustrated in the qualitative data.  Pre-transplant, 

patients described the various debilitating effects that their illness had on everyday 

life, for example, fatigue, disturbed sleep and diarrhoea, which often resulted in 

social isolation.  However, despite acknowledging the presence of these effects of 

ESLD, patients’ psychological well-being was not reflective of their physical health 

state.  This suggests that patients’ had adapted to their pre-transplant health state. 

Significant response shifts were evident at 1, 3 and 9 months post-transplant with the 

majority of patients rating their QoL at baseline lower in retrospect than they did at 

the time suggesting patients had raised their internal standards of measurement.  The 

trend in individual scores illustrates that for most participants a response shift 

occurred mainly between pre and 1-month post-transplant indicating that during this 

period, patients' frame of reference for self-assessment of HRQoL changed 

considerably. 

 

Whilst there was a significant increase in HRQoL scores found between the standard 

pre and post measures and between baseline scores and current functioning on 

baseline cues at all post-transplant time-points, a much larger effect size was found 

when response shift was taken into account.  This may reflect a more accurate 

measure of the effect that liver transplant surgery had on HRQoL of these patients 

suffering from ESLD. 
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Response shifts were mainly attributed to recalibration and reprioritisation.  

Recalibration was evident as patients rated their baseline functioning significantly 

lower (on average) in retrospect than their original baseline scores.  This suggests 

that on average downward response shifts had occurred due to patients having raised 

their internal standards of measurement when assessing their level of functioning on 

5 life areas pre to post transplant.  Therefore, as a result of undergoing liver 

transplant surgery patients had recalibrated their assessment of HRQoL. The 

qualitative data provided further evidence of this recalibration, as at the 1-month 

time-point many patients spoke of how they only then realised how ill they had been 

at baseline.  Therefore, it appears that, before transplantation, these patients had 

successfully adapted to their condition, and thus perceived their baseline HRQoL to 

be better than when they later re-evaluated it from the vantage point of improved 

health after the operation.   

 

Reprioritisation of component domains constituting HRQoL over time was also 

evident as, in general, participants changed the value which they attributed to some 

areas of life over time thus indicating that liver transplant surgery acted as a catalyst 

for patients to change their life values.  This reprioritisation was confirmed by the 

qualitative data as a number of informants described how their illness and transplant 

experience had changed their outlook in life.  Some were more eager to experience 

new things whilst one patient felt that after surgery, he had regained his pre-illness 

view on life. 

 

Further exploration of the data revealed that, on average, cues, such as, family and 

health remained relatively stable across time suggesting that these patients did not 
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significantly redefine their subjective meaning of HRQoL from pre to 9-months post-

transplant. 

 

 

 

11.6 - Factors associated with a shift in a patient’s frame of reference for self-

assessment of their HRQoL 

 

Whilst the findings indicate that, on average, patients recalibrated their assessment of 

HRQoL and reprioritised domains constituting HRQoL pre to post transplant, some 

patients demonstrated larger response shifts than others.  Therefore, the factors 

associated with response shift were investigated. 

 

The results indicated that patients' levels of optimism and use of coping strategies at 

baseline provided little explanation of the variance in response shift after surgery. 

However, it seemed that patients who were optimistic post-transplant and who 

utilised acceptance as a coping strategy at the 1-month time-point, demonstrated 

larger response shifts in the downward direction, suggesting that patients who re-

evaluated expectations, accepted their limitations and new concerns of life as a liver 

transplant patient during the early phase post-operative phase, demonstrated a larger 

response shift.  Those who were less optimistic and who used behavioural 

disengagement reported smaller response shifts indicating that avoidant strategies 

such as behavioural disengagement restricted response shifts.   
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 11.6.1 - Comparison to other findings  

 

Few studies investigating HRQoL have accounted for response shift pre-post 

treatment.  The indication that prospectively assessed HRQoL of liver recipients is 

enhanced by adaptation to illness during the pre-transplant period, confirms earlier 

findings by Adang, Kootstra, Engel et al. (1998) who assessed HRQoL of insulin-

dependent diabetes mellitus patients with end-stage renal disease both before and 

after they received combined pancreas-kidney transplants using the then-test.  

Response shift was evident as retrospective self-assessments of HRQoL by end-stage 

renal patients were significantly lower than prospective assessments due to scale 

recalibration.  According to these authors, a likely explanation for the occurrence of 

response shift is the adaptation effect in chronically ill patients. 

 

Furthermore, previous studies have suggested that chronically ill patients from other 

disease groups also adapt to their changing health state and that response shift effects 

thus influence conventional pre-test post-test comparisons of HRQoL.  For example, 

researchers that have assessed changes in internal standards among patients with 

cancer (Visser, Smets & Sprangers, 2000; Sprangers, Van Dam & Broersen, 1999; 

Korfage, Hak & de Koning, 2006) hypertension (Bar-on, Lazar & Amir, 2000) and in 

patients recovering from stroke (Ahmed, Mayo & Wood-Dauphinee, 2004) have 

found evidence of recalibration.  

 

There are no other studies that have investigated reprioritisation in liver recipients 

pre to post transplant, however, others have demonstrated that accommodative 

coping or attempts to change one’s evaluation of goals may facilitate response shift 
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in other patient populations including patients with advanced cancer (Sharpe, Butow 

& Smith, 2005), multiple sclerosis (Schwartz, Coulthard-Morris, Cole et al., 1997; 

Schwartz, Sprangers & Carey, 2004) and people living with AIDS (Rapkin, 2000). 

 

The findings from the present study are consistent with those of Kuijer and De 

Ridder, (2003) who demonstrated that patients whose conditions impose a high 

demand on self-management routines often experience discrepancy in their goals and 

that this discrepancy is negatively related to well-being.  Specifically, they found that 

discrepant goals were significantly associated with lower HRQoL, more anxiety and 

more depressive symptoms and thus concluded that, discrepancies between 

importance and feasibility of attaining a goal are relevant for understanding how 

chronically ill patients adjust to the constraints imposed by their illness. 

However, results of a study among patients with chronic obstructive pulmonary 

disease (COPD) indicated that these patients did not seem to adapt by means of 

changing their value orientation (Persson, Engstrom & Ryden, 2005).  Therefore, this 

suggests that not all chronically ill patient populations exhibit reprioritisation of 

dimensions constituting HRQoL.   

 

 

11.6.2 - Implications of findings 

 

This study has provided some evidence that individuals experience a response shift 

in their assessment of HRQoL from pre-post liver transplant.  Thus, it is important to 

consider the implications for design of studies that evaluate changes in HRQoL and 

that are conducted to decide health policies and to evaluate medical interventions 
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such as liver transplant surgery.  Individuals who are coping with an illness such as 

ESLD may value health states differently throughout the course of the disease or 

treatment.  As a result, conventional prospective assessments of change based on 

self-reports may over or underestimate the effect of the illness or intervention.  This 

will influence the conclusions drawn from studies that use HRQoL assessments to 

assess the cost-effectiveness of interventions.  Therefore, in clinical trials or 

longitudinal studies where there is a treatment or a change in physical health that 

may influence the individuals’ point of reference, response shift must be accounted 

for in the study design to understand under which circumstances it is likely to occur.   

 

Furthermore, HRQoL is one of two criteria considered in the decision-making 

process as to whether a patient should undergo liver transplant surgery.  Response 

shifts might have important implications for this if patient self-reports are taken into 

consideration. 

Therefore, it is vital that clinicians as well as researchers account for response shift 

when assessing patients’ HRQoL. 

 

Due to the fact that there are no published studies that investigate the response shift 

phenomenon in this patient group, a much larger study is required to confirm these 

findings to increase validity.  This study would include a larger sample size from 

multiple transplant centres and account for response shift over a longer time frame.  

It would also be interesting to compare ELSD patients who are not waiting for a 

transplant with those who are on the list.  This might determine whether the fact that 

patients are being considered for a transplant facilitates psychological well-being and 

adaptation to illness pre-transplant. 
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Based on the evidence from this study, a conclusion could be that coping, goal 

reordering and reframing expectations may all be important mechanisms in changing 

a patients’ frame of reference for self-assessment of their HRQoL from pre to post 

liver transplant surgery which is consistent with the conceptual model of response 

shift by Sprangers and Schwartz (1999).  However, social support may not be a 

contributing factor.  Moreover, psychological morbidity has been shown to correlate 

with smaller response shifts, therefore, it might prove useful to attempt to stimulate a 

shift in a patients’ frame of reference for self-assessment of their HRQoL during a 

change in health state.  Psychological or educational interventions in which the goal 

is to alter patients’ perceptions about their appraisal of their HRQoL may prove 

successful. 

Furthermore, if a patient is prioritising an area in which their functional ability is 

compromised, encouragement to shift the response from that situation to another 

more successful area could be helpful.  Alternatively, trying to help patients identify 

advantages or benefits that have ensued since their change in health state may also 

prove useful.   

 

 

 

11.6.3 - Limitations of study 

 

Comparisons of prospectively assessed pre-treatment HRQoL and retrospectively 

assessed pre-treatment HRQoL do not address specific hypotheses about the 

adaptation effect, therefore no robust evidence that response shift is accountable for 
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adaptation to illness can be provided.  In addition to the adaptation hypothesis, there 

are a number of other possibilities to explain the differences in values.  For example, 

an inaccurate memory can explain the difference between the retrospective and 

prospective HRQoL scores, that is, patients may have difficulty in recalling their 

previous situations at later points in time.  This becomes particularly salient in 

chronically ill populations where cognitive dysfunction is relatively prevalent 

(perhaps due to irreversible effects of hepatic encephalopathy).  On the basis of some 

studies showing that memory of chronic conditions is highly inaccurate, Allison, 

Locker and Feine (1997) concluded that the validity of the then-test is questionable.  

Furthermore, Sprangers (1996) noted that retrospective self-report measures are 

susceptible to contaminating effects, such as social desirability, cognitive dissonance, 

and response-style effects.  A limitation with this study is that we did not control for 

recall bias.  

In addition, some of the findings from the study could have been considered in the 

context of benefit-finding, a construct that has attracted considerable interest over 

recent years (Carver & Antoni, 2004).  Therefore, it might have been useful to 

specifically assess the extent to which patients (both before and after surgery) 

believed that their illness had a positive benefit despite the negative consequences of 

being ill.  Previous studies have found differences between patient groups regarding 

the extent of positive benefits reported during illness (Carver & Antoni, 2004).  It is 

postulated that the pre-transplant sample would not have perceived any great benefit 

from their illness due to the fact that they were awaiting liver transplant surgery and 

this operation was their only option of survival.  However, the patients who 

underwent successful liver transplant surgery might be more likely to have reported 
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evidence of benefit-finding, it would therefore be interesting to investigate the 

concept of benefit-finding in future research with this patient group.   

 

 

It is also important to highlight that the researcher had informed the participants of 

her personal experience of liver disease and transplant surgery at the baseline time-

point.  This is likely to have made them feel more at ease when discussing their 

experiences and concerns.  However, this self-disclosure might also have had an 

adverse effect as patients’ descriptions of their illness and recovery experience may 

have lacked some detail as they may have assumed that the researcher was already 

aware of certain aspects due to her own knowledge. 

 

Another limitation of the study is the small sample size.  A large number of 

comparisons were made increasing the risk of a type 1 error and for this reason a 

more rigorous significance level was set at 0.01.  Therefore, the quantitative analyses 

presented were mainly descriptive and it is questionable as to how representative the 

sample is of the wider liver transplant population.    

 

A further shortcoming of the study was the fact that a measure of social support was 

not included in the battery of questionnaires as it was obvious from the qualitative 

information that this was a determinant of patients’ psychological well-being, 

particularly in the pre-transplant and early post-operative phase.  This concurs with 

existing literature, for example, Wainwright (1997) reported that social support was 

important in terms of the emotional well-being of patients suffering from ESLD 
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whilst Orr (2007) also identified support as an important factor in the recovery of 

kidney transplant patients.   

 

 

In addition, previous literature has found that hepatic encephalopathy may affect the 

psychological state of patients both before and after surgery (Moore et al., 1997) it 

would therefore have been useful to include a specific measure to assess if any 

patients were affected by this and the impact that it had on participants’ 

psychological well-being.   

 

 

Only too rarely in research into HRQoL are quantitative and qualitative methods 

combined.  The two approaches appear to provide complementary information as by 

relating the two kinds of information to each other a more thorough insight in the 

HRQoL can be generated than would have been possible with the aid of the two 

types of information separately.  In addition, by using a qualitative follow-up, 

unexpected results can be evaluated as respondents can account for the way they 

supplied answers in test situations.  Furthermore, qualitative interviews can be the 

source of explanations and interpretations of statistical relations. 

    

On the basis of these findings, perhaps future research could focus on developing and 

piloting psychotherapeutic and educational programmes to be implemented by health 

professionals caring for this patient group.  The aim of these programmes would be 

to enhance the psychological well-being of patients awaiting liver transplant surgery 

and to facilitate patient recovery from liver transplantation.  
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Appendix A 
 

 

Dear Sir/ Madam,  

 

A research study, co-ordinated by St. Vincent’s University Hospital and the School 

of Psychology, Queen’s University Belfast is being conducted in the liver unit. The 

study is being carried out under the direction of Professor Aiden McCormick, 

consultant hepatologist. Patients awaiting liver transplantation are invited to take part 

in the research. 

The study aims to identify pre-operative factors which may predict psychological and 

physical well-being post transplant.  While liver transplantation is a very successful 

operation some patients have difficulties with psychological adjustment or impaired 

quality of life following surgery. If factors which predict a poor outcome can be 

identified early, appropriate treatment or prevention may improve quality of life and 

psychological outcomes post transplantation. 

 

The research involves completing a questionnaire and participating in a semi-

structured interview at 4 different points in time; once pre-transplant and at 1,3 and 9 

months post-transplant.  During the interview, you will have opportunities to discuss 

your opinions and views and can say as much or as little as you like.   

 

A researcher from Queen’s University (Ms Sharon Millen) will be present during the 

course of the interview.  If the interviewee agrees the conversations will be tape-

recorded.  If not, the questionnaires can be filled in by hand.  All information 

collected from the questionnaires and interviews will be kept strictly confidential.  
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The records will be coded and patients’ names will not be linked to any comments 

and no names will appear in any report or publication resulting from the study. 

 

The interviews and questionnaires will be completed in a private area and will last 

approximately 45 minutes.  If you choose to participate it is important to remember 

that you are free to withdraw at any time, without having to provide any reason.  

Whether you choose to participate or not will have no bearing on your treatment.  

 

If you are interested in taking part in this study please complete the form below and 

return it to the liver unit.   On receipt of this form a researcher from Queen’s 

University, Belfast will contact you to arrange a convenient time for your interview. 

 

Thank you for your help and co-operation. 
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I would like to participate in the study and I give my consent for my contact details 

to be given to the researcher from Queens University Belfast to enable them to 

contact me. 

 

Name:________________________________________________________ 

 

Home address:__________________________________________________ 

______________________________________________________________ 

Postcode:______________________ 

 

 

Contact telephone no._________________________________ 

 

 

Signed_____________________________________________ 
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Appendix B 

 

Interview Schedule- (Pre transplant) 

 

Introduction:  

  

Thank you very much for coming, my name is Sharon Millen and I am conducting 

this study as part of my Ph.D.  This study examines how liver patients like yourself 

are experiencing their illness and how this affects them psychologically and 

physically after their transplant.  I have also experienced liver disease and received a 

transplant at the age of 18 in this hospital, so you could say that I am familiar with 

the whole process.  Please don’t let this make you feel uncomfortable or influence 

your answers in any way.  Different people have different perspectives and 

experiences and I am interested in what yours is.  The goal of this interview is to try 

and determine what your thoughts and feelings are about your illness at this moment. 

 The interview should last approximately 45 minutes.  Is this O.k?  Do you have any 

time restrictions? 

 

Just to remind you that all your answers will remain confidential and your name will 

not appear on any article resulting from this study. 

Do you mind if the interview is tape-recorded?  If there are any questions that you 

don’t want to answer, that’s fine, all you have to do is tell me.  At any time you wish, 

the interview can be stopped.  We are ready to start now, do you have ay questions 

before we begin? 
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Interview Schedule – (pre-transplant) 

 

Opening questions: 

General/informational: 

 

1 Are you on any medication at the moment? 

 

(If so, type? dose?) 

 

2 Do you suffer form any side effects from your medication? 

(If yes, how do these affect everyday life?) 

 

3 What are your symptoms of liver disease? 

 

4 Who do you find to be the most supportive throughout your illness? 

 

5 Would you say you depend on someone more so than anyone else?  

(If, yes, who is this?) 

 

6 Have you met any patients who have already received a transplant ? 

 

7 How did you find this experience? 
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 Reflective/Feeling specific questions 

 

8 Does your liver disease affect your life? 

(If yes, how?) 

 

9 Have you had to stay in hospital at any time during your illness? 

(If so, tell me about this, How long was it?  What was it for?). 

 

10 How did you feel emotionally when you were first told about your liver disease? 

 

11 Has there been a particular ‘low point’ during your illness? 

(If so, tell me about this.  Do you feel like this often?) 

 

12 How would you compare the person you were before your illness with the person 

you are at the moment? 

 

13 How long have you been on the transplant waiting list? 

 

14 What were your reactions when accepted for liver transplantation and put on the 

waiting list? 

 

15 How do you feel about the prospect of receiving a liver transplant? 

 

16 Do you think the experience of liver transplantation will change your life? 

(If so how?) 
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17 What is your outlook for yourself in the future? 

 

18 Do you have any fears about the future? 

 

19 How do you feel you have coped with being ill? 

 

20 What are your thoughts on taking immunosuppressant drugs daily after your 

transplant?  (Will they cope?  Have any fears?) 

 

 

General  /Closing Questions: 

 

22 What have you learned about yourself during the time of your illness? 

 

23 Do you feel you have grown as a person after having this experience? 

 

24 Who do you currently live with? 

 

25 Are you employed at the moment? 

(If so, how has your illness affected your ability to work? 

Do you plan to return to work after your transplant?) 
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Ending:   

 

Did you find any of the interview questions offensive? 

 

Did the fact that the interview was tape-recorded make you feel in anyway 

uncomfortable? 

 

Are there any questions that you think I should have asked you? 

 

Are there any questions that you think I should not have asked you? 

 

Is there anything else you can think of that you would like to share with me? 

 

Conclusion: 

 

That’s all the questions then, thank you very much for your time.  If, sometime in the 

future you have some questions or concerns and feel the need to contact me you are 

more than welcome to do so.  

 

My email: s.millen@qub.ac.uk 

Mobile:  07771855171 

 

mailto:s.millen@qub.ac.uk
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Interview Schedule – (1 month post-transplant) 

 

Opening questions: 

General/Informational 

 

Are you well at the moment? 

 

What medication are you on? 

 

Do you suffer from any side effects from your medication or liver transplantation? 

(If yes, how do these affect your everyday life?) 

 

Who do you currently live with? 

 

Who do you find to be the most supportive to you during your recovery? 

 

Have you met other transplant patients since your operation? 

 

How did you find this experience? 

 

How long were you in hospital after your transplant? 

(If discharged) 
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Reflective/Feeling/ Specific questions 

 

How did your liver disease affect your life? 

 

How does your liver transplant affect your life? 

 

Has your lifestyle changed from pre to post transplant? 

 

Has your view of the world changed? 

(If yes, why do you think your view of the world has changed?) 

 

What were your initial reactions when you first received your new liver? 

 

What were your emotions and feelings after leaving the transplant unit? 

(If they have been discharged) 

 

When you got home for the first time since your operation, how did you feel? 

 

Have you attended your local hospital for check-ups yet? 

(If yes, how did you feel when you initially attended the local hospital for check-

ups?) 

 

What is your outlook for yourself in the future? 
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Do you have any fears? 

 

General/Closing Questions 

 

Has the transplant experience affected your ability to work? 

 

 

Ending 

 

Did you find any of the interview questions offensive? 

 

Did the fact that the interview was tape-recorded make you feel in anyway 

uncomfortable? 

 

Conclusion 

 

Your participation has been very valuable and much appreciated.  As I am only 

interviewing a small number of people, I would be very grateful if we could meet 

again soon. 

 

 

Are you happy for me to contact you again when you are approximately 3 months 

post- transplant? 
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That’s all the questions then, thank you very much for your time.  If, sometime in the 

future you have some questions or concerns and feel the need to contact me you are 

more than welcome to do so.  

 

My email: s.millen@qub.ac.uk 

Mobile:  07771855171 

 

 

 

 

 

mailto:s.millen@qub.ac.uk
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Interview Schedule – (3 months post-transplant) 

 

Opening questions: 

General/Informational 

 

Are you well at the moment? 

 

What medication are you on? 

 

Do you suffer from any side effects from your medication or liver transplantation? 

(If yes, how do these affect your everyday life?) 

 

How have you found taking the medication? 

 

Have you noticed any changes in your appearance since your operation? 

 

Who do you currently live with? 

 

Have you experienced any problems since your transplant? 

 

 

Have you had to stay in hospital since we were last speaking? 

 

 

Have you attended your local hospital for check-ups yet? 
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(If yes, how did you feel when you initially attended the local hospital for check-

ups?) 

  

  

Reflective/Feeling/ Specific questions 

 

Who do you find to be the most supportive to you during your recovery? 

 

How does your liver transplant affect your life? 

 

Has your lifestyle changed since your transplant? 

 

What are your thoughts on having received a donor liver? 

 

Has your view of the world changed? 

(If yes, why do you think your view of the world has changed?) 

 

What is your outlook for yourself in the future? 

 

Do you have any fears about having received a new liver? 
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General/Closing Questions 

 

Has the transplant experience affected your ability to work? 

 

 

Ending 

 

Did you find any of the interview questions offensive? 

 

Did the fact that the interview was tape-recorded make you feel in anyway 

uncomfortable? 

 

Conclusion 

 

Your participation has been very valuable and much appreciated.  As I am only 

interviewing a small number of people, I would be very grateful if we could meet 

again when you are post 9 months. 

 

 

Are you happy for me to contact you again when you are approximately 9 months 

post- transplant? 
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That’s all the questions then, thank you very much for your time.  If, sometime in the 

future you have some questions or concerns and feel the need to contact me you are 

more than welcome to do so.  

 

My email: s.millen@qub.ac.uk 

Mobile:  07771855171 

 

 

 

 

 

 

mailto:s.millen@qub.ac.uk
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Interview Schedule – (9 months post-transplant) 

 

Opening questions: 

General/Informational 

 

What medication are you on? 

 

Has it been reduced recently? 

(If so, how does this make you feel?) 

 

How would you describe your overall health at the present time? 

 

Who do you currently live with? 

 

Have you had to stay in hospital since we were last speaking? 

 

Compared to 10 months ago, how would you rate your health? 

 

Are there any problems that you currently associate with your transplant? 

 

Have you noticed any changes in your appearance since your transplant? 

 

Does your liver transplant affect your life in any way? 
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Reflective/Feeling/ Specific questions 

 

How do you cope with the threat of rejection? 

 

Do you ever experience feelings of guilt with regard to the donor? 

 

Do you have any fears about having received a donor liver? 

 

Do you know anything about your donor? 

How does this make you feel? 

 

Has your view of the world changed in any way since your operation? 

 

Do you ever experience feelings of anxiety or depression? 

 

(If so, do you think these feelings are more or less frequent since your transplant?) 

 

 

What is your outlook for yourself in the future? 
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General/Closing Questions 

 

Does your health limit the kind and amount of work you can do? 

 

Are you satisfied with your current work situation? 

 

Does your health currently limit the amount of vigorous activity that you can do, 

such as heavy lifting or sports? 

 

What do you think good quality of life means to liver transplant recipients? 

 

 

 

Ending 

 

Did you find any of the interview questions offensive? 

 

Did the fact that the interview was tape-recorded make you feel in anyway 

uncomfortable? 
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Conclusion 

 

That’s all the questions then, thank you very much for your time.  Your participation 

throughout this study has been very valuable and much appreciated.  

 If, sometime in the future you have any questions or concerns and feel the need to 

contact me you are more than welcome to do so.  

 

My email: s.millen@qub.ac.uk 

Mobile:  07771855171 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

mailto:s.millen@qub.ac.uk
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Appendix C 

Hospital Anxiety and Depression (HAD) Scale 

Doctors are aware that emotions play an important part in most illnesses.  If your 

doctor knows about these feelings he will be able to help you more.  This 

questionnaire is designed to help your doctor to know how you feel.  Read each item 

and place a firm tick in the box opposite the reply which comes closest to how you 

have been feeling in the past week.  Don’t take too long over your replies: your 

immediate reaction to each item will probably be more accurate than a long thought-

out response.  Tick only one box in each section. 

 

 

 

 

 

 

 

 

 

 



 327 

I feel tense or wound up:  

 3 Most of the time  

 2 A lot of the time  

 1 Time to time 

 0 Not at all 

I feel as if I am slowed down:  

 3 Nearly all the time  

 2 Very often  

 1 Sometimes  

 0 Not at all 

I still enjoy the things I used to enjoy:  

 0 Definitely as much  

 1 Not quite so much  

 2 Only a little  

 3 Hardly at all 

I get a sort of frightened feeling like 

butterflies in the stomach:  

 0 Not at all  

 1 Occasionally  

 2 Quite often  

 3 Very often 

I get a sort of frightened feeling as if 

something awful is about to happen:  

 3 Very definitely and quite badly  

 2 Yes, but not too badly  

 1 A little, but it doesn’t worry me  

 0 Not at all 

I have lost interest in my 

appearance:  

 3 Definitely  

 2 I don’t take so much care as I should  

 1 I may not take quite as much care  

 0 I take just as much care as ever 

I can laugh and see the funny side of 

things:  

 0 As much as I always could  

 1 Not quite as much now  

 2 Definitely not so much now  

 3 Not at all 

I feel restless as if I have to be on the 

move:  

 3 Very much indeed  

 2 Quite a lot  

 1 Not very much  

 0 Not at all 

Worrying thoughts go through my mind:  

 3 A great deal of the time  

 2 A lot of the time  

 1 From time to time but not too often  

 0 Only occasionally 

I look forward with enjoyment to 

things:  

 0 As much as ever I did  

 1 Rather less than I used to  

 2 Definitely less than I used to  

 3 Hardly at all 

I feel cheerful:  

 3 Not at all  

 2 Not often  

 1 Sometimes  

 0 Most of the time 

I get sudden feelings of panic:  

 3 Very often indeed  

 2 Quite often  

 1 Not very often  

 0 Not at all 

I can sit at ease and feel relaxed:  

 0 Definitely  

 1 Usually  

 2 Not often  

 3 Not at all 

I can enjoy a good book or radio or 

TV programme:  

 0 Often  

 1 Sometimes  

 2 Not often  

 3 Very seldom 

Scoring: Even questions (scores in blue) are for depression. Odd questions (scores in 

red) are for anxiety. Score each separately. A score of 8 or more is significant, a 

score of 11 or more highly significant. 
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Insert ferrans and powers here
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Brief COPE 

These items deal with ways you've been coping with the stress in your life since you 

found out you were going to have to have this operation.  There are many ways to try 

to deal with problems.  These items ask what you've been doing to cope with this 

one.  Obviously, different people deal with things in different ways, but I'm 

interested in how you've tried to deal with it.  Each item says something about a 

particular way of coping.  I want to know to what extent you've been doing what the 

item says.  How much or how frequently.  Don't answer on the basis of whether it 

seems to be working or not—just whether or not you're doing it.  Use these response 

choices.  Try to rate each item separately in your mind from the others.  Make your 

answers as true FOR YOU as you can.  

 1 = I haven't been doing this at all  

 2 = I've been doing this a little bit  

 3 = I've been doing this a medium amount  

 4 = I've been doing this a lot  

 

1.  I've been turning to work or other activities to take my mind off things.  

2.  I've been concentrating my efforts on doing something about the situation I'm in.  

3.  I've been saying to myself "this isn't real.".  

4.  I've been using alcohol or other drugs to make myself feel better.  

5.  I've been getting emotional support from others.  

6.  I've been giving up trying to deal with it.  

7.  I've been taking action to try to make the situation better.  
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8.  I've been refusing to believe that it has happened.  

9.  I've been saying things to let my unpleasant feelings escape.  

10.  I’ve been getting help and advice from other people.  

11.  I've been using alcohol or other drugs to help me get through it.  

12.  I've been trying to see it in a different light, to make it seem more positive.  

13.  I’ve been criticizing myself.  

14.  I've been trying to come up with a strategy about what to do.  

15.  I've been getting comfort and understanding from someone.  

16.  I've been giving up the attempt to cope.  

17.  I've been looking for something good in what is happening.  

18.  I've been making jokes about it.  

19.  I've been doing something to think about it less, such as going to movies,  

 watching TV, reading, daydreaming, sleeping, or shopping.  

20.  I've been accepting the reality of the fact that it has happened.  

21.  I've been expressing my negative feelings.  

22.  I've been trying to find comfort in my religion or spiritual beliefs.  

23.  I’ve been trying to get advice or help from other people about what to do.  

24.  I've been learning to live with it.  

25.  I've been thinking hard about what steps to take.  

26.  I’ve been blaming myself for things that happened.  

27.  I've been praying or meditating.  

28.  I've been making fun of the situation. 
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Life Orientation Test 

 

 

Name:……………………………………………………………………………… 

 

 Date:………………………………………….Record Number:………………… 

 

Please be as honest and accurate as you can be throughout.  Try not to let your 

response to one statement influence your responses to other statements.  There are no 

‘correct’ or ‘incorrect’ answers.  Answer according to your own feelings, rather than 

how you think ‘most people’ would answer.  Using the scale below, write the 

appropriate letter in the box beside each statement. 

 

A 

I agree a lot 

B 

I agree a little 

C 

I neither agree 

or disagree 

 

 

 

D 

I disagree a 

little 

E 

I disagree a lot 

 

1.  In uncertain times, I usually expect the best. 

 

 

2.  It’s easy for me to relax. 

 

 

3.  If something can go wrong for me, it will. 

 

 

4.  I always look on the bright side. 

 

 

5.  I’m always optimistic about my future. 

 

 

6.  I enjoy my friends a lot. 

 

 

7.  It’s important for me to keep busy. 

 

 

8.  I hardly ever expect things to go my way. 

 

 

9.  Things never work out the way I want them to. 

 

 

10. I don’t get upset easily. 

 

 

11. I’m a believer in the idea that ‘every cloud has a silver lining’. 

 

 

12. I rarely count on good things happening to me. 
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Demographic Questions   (Pre-transplant) 

 

1. Are you Male/ Female?       

 

(Please circle the one that applies to you). 

 

 

2.   What age are you?     

        

      ______Years. 

 

 

3. What was your primary diagnosis or disease you have that has created the 

need for transplantation? 

     ____________________________ 

 

 

4.   When were you diagnosed with having liver disease? 

 

            Approx. date___________________  

 

 

     5.   For how long has your name been on the liver transplant waiting list?  

 

   ______Years  _______months. 
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6.   Have you any other medical conditions? 

      

   ______________________________________ 

 

7a.  How many times have you been admitted to hospital within the last 2         

years? 

         ________________________ 

 

 

     7b. What was the duration of your longest stay? 

 

        ____________________ 

 

 

     7c. What was the duration of your shortest stay? 

 

      _____________________ 

 

 

8a. Are you currently employed? 

 

Yes/ No 

 

 

8b.  If Yes,  
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 Full-time / Part-time 

 

(Please circle correct answer) 

 

 

9. Please circle which statement best describes your level of education: 

 

 

1. High School    2. Technical College    3. University degree    4.  Higher 

degree     
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Demographic Questions  (1 month post-transplant) 

 

 

1. Approximately how long was your stay in hospital when recovering from 

your transplant operation? 

 

    ________Weeks   

 

 

2. What type and dose of medication are you on? 

 

__________________________________________________ 

 

 

3. Approximately how long has it been from when you were first diagnosed 

with liver disease to when you were transplanted? 

 

 ______Years   _______Months   

 

 

4. How long were you on the transplant waiting list? 

 

      ______________ 
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5a. Are you currently employed? 

 

      Yes/No 

 

 

5b. If Yes,  Full-time/ Part-time 

 

 

5c.  What is your occupation?   

 

 ______________________ 

 

    5d.  When do you plan to go back to work? 

       

        ________________________ 

  

 

 

6. Have you experienced any medical complications since receiving your                        

transplant? 

       ________________________ 
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Demographic Questions  (3 months post-transplant) 

 

 

1. Have you had to stay in hospital since your operation? 

(If so, for how long?) 

    ________Weeks   

 

 

2. What type and dose of medication are you on? 

 

__________________________________________________ 

 

 

3a. Are you currently employed? 

 

      Yes/No 

 

 

3b. If Yes,  Full-time/ Part-time 

 

 

3c.  What is your occupation?   

 

 ______________________ 
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    3d.  Do you plan to go back to work? 

  ( If so, when do you think this will happen) 

       

        ________________________ 

 

  

4. Have you experienced any medical complications since receiving your                        

 

       ___________________ 
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Demographic Questions  (9 months post-transplant) 

 

 

1. Have you had to stay in hospital since your operation? 

(If so, for how long?) 

    ________Weeks   

 

 

 

2. What type and dose of medication are you on? 

 

__________________________________________________ 

 

 

3a. Are you currently employed? 

 

      Yes/No 

 

 

3b. If Yes,  Full-time/ Part-time 

 

 

3c.  What is your occupation?   

 

 ______________________ 
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    3d.  Do you plan to go back to work? 

  ( If so, when do you think this will happen) 

       

        _________________________ 

 

 

 

4.  Have you experienced any medical complications since receiving your                        

     transplant? 

 

 

       ___________________ 
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Appendix D 

Appendix Table 1 – Pearson Product Moment Correlations between SEIQoL (current 

functioning on current cues) and QLI subscales over time. 

 Baseline 

SEIQoL 

1-month 

SEIQoL 

3-months 

SEIQoL 

9-months 

SEIQoL 

Baseline: SEIQoL                       X -.008 .083 .170 

1-mth:     SEIQoL -.008 X .397   .669* 

               Health &     

               Functioning 

 

.390 

 

.521 

 

.538 

 

.325 

               Social &  

               Economic 

 

 .516 

 

-.038 

 

.380 

 

.396 

               Psychological  

               & Spiritual 

 

.264 

 

.617 

 

.565 

 

.366 

               Family .123 .259 .385 .467 

3-mths: SEIQoL .083 .397 X .211 

               Health &     

               Functioning 

 

.155 

 

.318 

 

.488 

 

.201 

               Social &  

               Economic 

 

 .508 

 

-.328 

 

-.055 

 

.256 

               Psychological  

               & Spiritual 

 

.131 

 

.479 

 

.661 

 

.401 

               Family -.100 .413 .288 .441 

9-mths: SEIQoL  .170 .669* .211 X 

               Health &     

               Functioning 

 

.369 

 

.361 

 

.630 

 

 .373 

               Social &  

               Economic 

 

.460 

 

.068 

 

.300 

 

-.077 

               Psychological  

               & Spiritual 

 

.492 

 

.159 

 

.307 

 

.030 

               Family .075 .336 .282 .394 

 

*p < .05; moderate and strong correlations are underlined 
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Appendix Table 2 – Pearson Product Moment Correlations between SEIQoL (current 

functioning on current cues) and HADS at 4 time points 

 

 

 Baseline 

SEIQoL 

1-month 

SEIQoL 

3-months 

SEIQoL 

9-months 

SEIQoL 

Baseline: 

              Anxiety 

 

-.137 

  

  .296 

  

  .183 

  

 .608 

              Depression -.333    .541    .124   .717* 

1-month: 

              Anxiety 

 

-.575 

 

-.421 

 

-.540 

 

-.116 

              Depression -.530 -.713* -.384 -.385 

3-months: 

              Anxiety 

    

-.596 

 

-.021 

 

-.255 

   

.051 

              Depression -.474 -.622 -.623 -.753* 

9-months: 

              Anxiety 

  

-.412 

 

-.122 

 

-.142 

  

 .082 

              Depression -.198 -.570 -.365 -.637 

 

*p < .05; moderate and strong correlations are underlined 
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Appendix Table 3 – Pearson Product Moment Correlations between QLI subscales 

(Health and Functioning, Social and Economic) and HADS over time. 

 

 

 1-month 

Health & 

Functioning 

3-months 

Health & 

Functioning 

9-months 

Health & 

Functioning 

1-month 

Social & 

Economic 

3-months 

Social & 

Economic 

9-months 

Social & 

Economic 

Baseline: 

 Anxiety 

  

.012 

 

 .303 

  

.292 

 

-.582 

  

-.685* 

 

-.401 

 Depression -.008  .194  .279 -.325 -.503 -.162 

1-month: 

 Anxiety 

 

-.615 

 

-.349 

 

-.408 

  

-.732* 

 

-.377 

 

-.550 

 Depression  -.727* -.419 -.350 -.372.  .018 -.253 

3-months: 

 Anxiety 

 

-.496 

 

-.291 

 

-.283 

 

-.309 

 

-.291 

 

-.279 

 Depression  -.689* -.555 -.595 -.269 -.035 -.251 

9-months: 

 Anxiety 

 

-.423 

 

-.410 

 

-.436 

 

-.171 

 

-.137 

 

-.263 

 Depression -.534  -.718*  -.758*  .266  .545  .064 

 

*p < .05; moderate and strong correlations are underlined 
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Appendix Table 4 – Pearson Product Moment Correlations between QLI subscales 

(Psychological and Spiritual, Family) and HADS over time 

 

 

 1-month 

Psychological 

& Spiritual 

3-months 

Psychological 

& Spiritual 

9-months 

Psychological 

& Spiritual 

1-month 

Family 

3-months 

Family 

9-months 

  Family 

Baseline 

 Anxiety 

 

-.111 

 

 .304 

 

-.148 

 

 .225 

 

 .430 

 

  .255 

 Dep.  .089  .301 -.043  .528   .724*    .554 

1-mth 

 Anxiety 

  

-.781* 

 

-.499 

 

-.489 

 

-.417 

 

-.227 

 

  -.302 

 Dep.  -.715* -.467 -.324 -.230 -.158   -.188 

3-mths 

 Anxiety 

 

-.461 

 

-.329 

 

-.409 

 

 .153 

 

 .269 

 

    .269 

 Dep.    -.814**  -.748* -.337 -.511 -.483   -.417 

9-mths 

 Anxiety 

 

-.388 

 

-.436 

 

-.643 

  

<.001 

 

 .028 

  

   .028 

 Dep. -.339 -.725* -.499 -.334 -.459   -.383 

 

*p < .05; moderate and strong correlations are underlined 
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Appendix Table 5 – Pearson Product Moment Correlations between HADS Anxiety 

and Depression at 4 time-points 

 

 

 

 Baseline 

Anxiety 

Baseline 

Dep. 

1-mth 

Anxiety 

1-mth 

Dep. 

3-mths 

Anxiety 

3-mths 

Dep. 

9-mths 

Anxiety 

9-mths 

  Dep. 

Baseline 

 Anxiety 

 

X 

 

 .669* 

 

.166 

 

 .122 

 

.577 

 

-.176 

 

.455 

 

  -.610 

Dep.  .669* X .164 -.160 .660 -.325 .467    .552 

1-mth 

Anxiety 

 

 .466 

 

.164 

 

X 

 

.801** 

 

.523 

 

.649 

 

.451 

 

   .429 

Dep. .122 .196 .801**    X .240 -.714* .231   -.458 

3-mths 

 Anxiety 

 

 .577 

 

.660 

 

 .523 

 

.240 

 

X 

 

.407 

 

   .857** 

 

   .083 

Dep. -.176 -.325  .677* .649 .407 X .294    .569 

9-mths 

 Anxiety 

 

 .455 

 

.467 

 

 .451 

 

.231 

 

   .857** 

 

.294 

 

X 

 

   .320 

Dep. -.610 -.552 .149 .429     .083 .569    .320     X 

 

*p < .05; moderate and strong correlations are underlined
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 Appendix Table 6 – Pearson Product Moment Correlations between SEIQoL 

(current functioning on current cues) at 4 time-points and 1-month post-transplant 

Brief COPE scores. 

 

 Baseline 

SEIQoL 

1-month 

SEIQoL 

3-months 

SEIQoL 

9-months 

SEIQoL 

1-month 

              Self-Distraction  

  

 .118 

 

  .336 

  

  .163 

 

  .179 

              Active Coping    .355   .520      .708*   .308 

              Denial  -.497 -.551 -.329 -.383 

              Substance Use - - - - 

              Use of Emotional  

               Support      

 

-.394 

 

-.257 

 

-.286 

 

-.486 

               Use of   

               Instrumental 

               Support 

 

-.394 

 

-.257 

 

-.286 

 

-.486 

               Behavioural  

               Disengagement 

   

-.793* 

 

-.432 

 

-.332 

 

-.186 

               Venting -.565 -.577 -.140 -.329 

               Positive  

               Reframing 

 

  .326 

  

 .456 

 

  .595 

   

.393 

               Planning   .541   .447     .740*   .301 

               Humour -.014   .614     .828*   .588 

               Acceptance   .529   .200   .457   .195 

               Religion   .228 -.221 -.011 -.037 

               Self-Blame -.300   .416   .420   .627 

 



 350 

Appendix Table 7 – Pearson Product Moment Correlations between SEIQoL (current 

functioning on current cues) at 4 time-points and 3-months post-transplant Brief 

COPE scores. 

 Baseline 

SEIQoL 

1-month 

SEIQoL 

3-months 

SEIQoL 

9-months 

SEIQoL 

3-months 

              Self-Distraction  

      

    -.873** 

 

  .167 

 

  .360 

 

-.107 

              Active Coping  -.076   .163   .437   .360 

              Denial    .495 -.010 -.167   .211 

              Substance Use - - - -  

              Use of Emotional  

               Support      

 

-.481 

 

  .296 

 

  .073 

 

  .317 

               Use of   

               Instrumental 

               Support 

 

-.551 

 

  .301 

 

-.006 

 

  .303 

               Behavioural  

               Disengagement 

 

-.273 

 

 

  .181 

 

-.262 

 

  .002 

               Venting -.121         .824**   .187     .700* 

               Positive  

               Reframing 

 

-.055 

 

  .643 

   

 .270 

 

      .835** 

               Planning -.250   .572   .417   .624 

               Humour -.186   .462   .373   .419 

               Acceptance -.081   .443   .662   .553 

               Religion   .058 -.260 -.206   .060 

               Self-Blame -.064   .601   .147    .763* 
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Appendix Table 8 – Pearson Product Moment Correlations between SEIQoL (current 

functioning on current cues) at 4 time-points and 9-months post-transplant Brief 

COPE scores. 

 

 Baseline 

SEIQoL 

1-month 

SEIQoL 

3-months 

SEIQoL 

9-months 

SEIQoL 

9-months 

              Self-Distraction  

 

-.325 

   

.012 

 

-.332 

  

 .243 

              Active Coping  -.252 -.562   .439 -.455 

              Denial  -.140        .869** -.011   .744* 

              Substance Use - - - - 

              Use of Emotional  

               Support      

 

-.395 

  

 .382 

 

  .119 

 

  .466 

               Use of   

               Instrumental 

               Support 

 

-.395 

 

  .382 

  

 .119 

 

  .466 

               Behavioural  

               Disengagement 

 

-.530 

 

-.314 

 

-.397 

 

-.288 

               Venting -.530   .376 -.076   .416 

               Positive  

               Reframing 

 

-.126 

 

  .482 

   

.399 

 

  .555 

               Planning -.288   .430   .265   .475 

               Humour   .050     .727*   .621       .820** 

               Acceptance -.263   .403   .172   .488 

               Religion   .037 -.159   .019   .051 

               Self-Blame -.160   .445   .122    .691* 
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 Appendix Table 9  – Pearson Product Moment Correlations between QLI subscales 

(Health and Functioning, Social and Economic) and LOT over time 

 1-month 

Health & 

Functioning 

3-months 

Health & 

Functioning 

9-months 

Health & 

Functioning 

1-month 

Social & 

Economic 

3-months 

Social & 

Economic 

9-months 

Social & 

Economic 

Baseline  

Optimism  

 

-.425 

 

-.438 

 

-.383 

 

-.304 

  

.142 

 

-.093 

1-month 

Optimism 

 

 .519 

 

 .216 

 

 .596 

 

 .556 

 

 .252 

 

 .578 

3-month 

Optimism 

 

 .325 

 

 .201 

  

     .811** 

 

 .396 

 

 .256 

 

 .645 

9-month 

Optimism 

 

 .647 

  

.650 

 

     .861** 

  

.286 

 

-.085 

  

.324 

 

 

 

 

Appendix Table 10 – Pearson Product Moment Correlations between QLI subscales 

(Psychological and Spiritual, Family) and LOT over time 

 

 

 1-month 

Psychological 

& Spiritual 

3-months 

Psychological 

& Spiritual 

9-months 

Psychological 

& Spiritual 

1-month 

Family 

3-months 

Family 

9-months 

Family 

Baseline   

Optimism  

 

-.256 

 

-.391 

 

-.141 

 

-.319 

 

-.148 

 

-.154 

1-month 

Optimism 

 

 .557 

 

 .370 

 

 .532 

 

 .455 

 

 .346 

 

 .462 

3-month 

Optimism 

 

 .366 

 

 .401 

  

.788* 

 

 .467 

 

 .441 

 

 .577 

9-month 

Optimism 

 

 .418 

 

  .672* 

 

 .673* 

  

.326 

 

 .214 

  

.292 
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Appendix Table 11 – Pearson Product Moment Correlations between QLI subscales 

post-transplant (Health and Functioning, Social and Economic) and baseline Brief 

COPE scores  

 

 

 1-month 

Health & 

Functioning 

3-months 

Health & 

Functioning 

9-months 

Health & 

Functioning 

1-month 

Social & 

Economic 

3-months 

Social & 

Economic 

9-months 

Social & 

Economic 

Baseline 

Self-

Distraction  

 

-.061 

 

-.248 

  

.180 

 

 .016 

  

.176 

 

 .241 

Active Coping  -.453 -.043  .141 -.453 -.311 -.200 

 Denial  -.210  .246  .260 -.210 -.512 -.213 

Substance Use -.001 -.002  .142 -.124 -.119 -.003 

Use of 

Emotional 

Support  

 

-.109 

 

 .303 

 

 .451 

 

-.438 

 

-.560 

 

-.205 

 Use of 

Instrumental 

Support 

 

 .085 

 

 .349 

 

 .259 

 

-.770* 

 

-.784* 

 

-.503 

Behavioural 

Disengagement 

  

.242 

 

 .347 

 

-.049 

 

-.217 

 

-.362 

 

-.406 

Venting  .076  .250  .301 -.490 -.481 -.228 

Positive 

Reframing 

 

-.154 

 

-.300 

 

 .114 

 

-.276 

 

-.155 

  

.008 

Planning  .093  .246  .242 -.561 -.535 -.263 

Humour  .039 -.234  .115  .154  .362  .221 

Acceptance -.121 -.219 -.002 -.401 -.258 -.078 

Religion -.246  .120  .464 -.294 -.200  .053 

Self-Blame  .191  .161  .485  .090 -.248  .245 
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Appendix Table 12  – Pearson Product Moment Correlations between QLI subscales 

post-transplant (Psychological and Spiritual, Family) and baseline Brief COPE 

scores. 

 

 

 1-month 

Psych. 

& Spiritual 

3-months 

Psych. 

& Spiritual 

9-months 

Psych. 

& Spiritual 

1-month 

Family 

3-months 

Family 

9-months 

  Family 

Baseline 

Self-Distraction  

 

-.046 

 

-.103 

  

.111 

 

-.219 

 

-.155 

 

    -.053 

Active Coping   .031  .107 -.249  .125  .358       .227 

Denial  -.139  .253 -.138  .280  .326       .214 

Substance Use -.155 -.097  .145  .188  .255       .253 

Use of 

Emotional 

Support      

 

-.453 

 

 .162 

 

 .297 

 

 .054 

 

 .154 

 

      .147 

Use of 

Instrumental 

Support 

 

-.104 

 

 .321 

 

-.096 

 

-.105 

 

 .178 

 

      .015 

Behavioural 

Disengagement 

 

 .322 

 

 .402 

 

-.498 

 

 .188 

 

 .225 

 

     -.007 

Venting  .127  .334  .034  .378  .629        .460 

Positive 

Reframing 

 

-.351 

 

-.289 

 

-.029 

 

-.354 

 

-.221 

 

     -.123 

Planning  .186  .376  .030  .096  .407       .240 

Humour -.170 -.240  .035 -.387 -.496      -.318 

Acceptance -.101 -.143 -.004 -.237  .022       .018 

Religion -.407  .058  .525  .281  .389       .423 

Self-Blame  .380  .392  .234 .613   .737*       .674* 
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Appendix Table 13 - Moment Correlations between QLI subscales post-transplant 

(Health and Functioning, Social and Economic) and 1-month post-transplant Brief 

COPE scores 

 

 1-month 

Health & 

Functioning 

3-months 

Health & 

Functioning 

9-months 

Health & 

Functioning 

1-month 

Social & 

Economic 

3-months 

Social & 

Economic 

9-months 

Social & 

Economic 

1-month 

Self-Distraction  

 

 .363 

 

-.027 

 

-.227 

 

-.177 

 

-.221 

 

    -.283 

Active Coping   .515  .154  .292  .647  .370  .479 

 Denial    -.834** -.412 -.009 -.106  .084  .112 

Substance Use - - - - - - 

Use of Emotional 

Support  

 

-.280 

 

-.240 

 

-.552 

 

-.047 

 

-.193 

 

-.278 

 Use of 

Instrumental 

Support 

 

-.280 

 

-.240 

 

-.552 

 

-.047 

 

-.193 

 

-.278 

Behavioural 

Disengagement 

 

-.491 

 

-.080 

 

-.401 

 

-.606 

 

-.408 

 

-.568 

Venting    -.829** -.575 -.234 -.066  .148  .020 

Positive 

Reframing 

    

  -.804** 

  

.657 

 

 .262 

  

.305 

 

-.042 

 

 .043 

Planning   .672*  .297  .355  .553  .251  .360 

Humour .575  .602   .674* -.009 -.295  .079 

Acceptance  .666  .598  .482  .018 -.296 -.060 

Religion -.282 -.197  .298  .436  .651  .594 

Self-Blame  .369  .586  .275 -.431 -.714* -.445 
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Appendix Table 14  – Pearson Product Moment Correlations between QLI subscales 

post-transplant (Psychological and Spiritual, Family) and 1-month post-transplant 

Brief COPE scores 

 

 1-month 

Psych. 

& Spiritual 

3-months 

Psych. 

& Spiritual 

9-months 

Psych. 

& Spiritual 

1-month 

Family 

3-months 

Family 

9-months 

  Family 

1-month 

Self-Distraction  

  

.102 

 

-.134 

 

-.448 

 

-.571 

 

-.556 

 

  -.541 

Active Coping  -.737*  .390  .161  .366  .282    .256 

Denial  .750* -.384  .123  .234  .222    .317 

Substance Use - - - - -     - 

Use of 

Emotional 

Support      

 

-.322 

 

-.402 

 

-.450 

 

-.188 

 

-.225 

 

  -.253 

Use of 

Instrumental 

Support 

 

-.322 

 

-.402 

 

-.450 

 

-.188 

 

-.225 

 

  -.253 

Behavioural 

Disengagement 

 

-.415 

 

-.136 

 

-.479 

 

-.107 

 

 .069 

 

  -.128 

Venting -.721* -.527 -.287  .086  .087    .103 

Positive 

Reframing 

    

     .951** 

  

 .766* 

 

 .095 

  

.331 

 

 .249 

 

  .126 

Planning   .687*  .421  .164  .172 -.005    .055 

Humour  .622     .798**  .280  .372  .447    .343 

Acceptance  .249  .447  .265 -.113 -.211   -.164 

Religion  .026  .020  .513  .459  .382    .479 

Self-Blame  .312  .603 -.200  .288  .435    .197 
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Appendix Table 15  – Pearson Product Moment Correlations between QLI subscales 

post-transplant (Health and Functioning, Social and Economic) and 3-months post-

transplant Brief COPE scores 

 

 1-month 

Health & 

Functioning 

3-months 

Health & 

Functioning 

9-months 

Health & 

Functioning 

1-month 

Social & 

Economic 

3-months 

Social & 

Economic 

9-months 

Social & 

Economic 

3-months 

Self-

Distraction  

  

.008 

 

 .210 

 

-.090 

 

 .088 

 

-.582 

 

-.411 

Active Coping   .138  .318  .562 -.149 -.432  .173 

Denial   .103  .030 -.041  .242  .312  .075 

Substance Use - - - - - - 

Use of 

Emotional 

Support      

 

-.427 

 

-.389 

 

 .072 

 

-.436 

 

-.252 

 

-.205 

Use of 

Instrumental 

Support 

 

-.410 

 

-.368 

 

-.022 

 

-.444 

 

-.351 

 

-.295 

Behavioural 

Disengagement 

 

-.476 

 

 -.706* 

 

-.411 

 

-.028 

 

 .470 

 

-.228 

Venting  .126 -.155  .052 -.006 -.048 -.151 

Positive 

Reframing 

 

 .047 

  

.166 

  

.610 

 

-.169 

 

-.268 

 

 .302 

Planning  .066  .057  .394 -.309 -.387 -.032 

Humour  .437  .243 -.017 -.333 -.259 -.309 

Acceptance  .118  .209   .690* -.031 -.241  .261 

Religion -.619 -.466  .283  .139  .494  .402 

Self-Blame  .236  .152  .045 -.230 -.394 -.308 
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Appendix Table 16 – Pearson Product Moment Correlations between QLI subscales 

post-transplant (Psychological and Spiritual, Family) and 3-months post-transplant 

Brief COPE scores 

 1-month 

Psych 

& Spiritual 

3-months 

Psych 

& Spiritual 

9-months 

Psych 

& Spiritual 

1-month 

Family 

3-months 

Family 

9-months 

   Family 

3-month 

Self-Distraction  

  

.088 

 

 .266 

 

-.336 

 

-.071 

  

.105 

 

   -.085 

Active Coping  -.149  .313  .173  .000  .101     .084 

Denial   .242  .034  .075  .433  .280     .284 

Substance Use - - - - -      - 

Use of 

Emotional 

Support      

 

-.436 

 

-.298 

 

-.205 

 

 .119 

 

 .274 

 

    .270 

Use of 

Instrumental 

Support 

 

-.444 

 

-.311 

 

-.295 

 

 <.001 

 

 .194 

 

   .162 

Behavioural 

Disengagement 

 

-.028 

 

-.486 

 

-.228 

 

 .188 

 

 .225 

  

   .253 

Venting   .373  .072 -.151  .247  .399    .333 

Positive 

Reframing 

  

.124 

  

.356 

  

.302 

  

.580 

  

 .753* 

   

   .689* 

Planning -.006  .181 -.032  .129  .304     .254 

Humour  .484  .351 -.309 - .295 -.137    -.275 

Acceptance  .057  .371  .261   .416  .481     .474 

Religion -.457 -.299  .402  .332  .347     .476 

Self-Blame  .261  .203 -.308  .250  .370     .222 
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Appendix Table 17 – Pearson Product Moment Correlations between QLI subscales 

post-transplant (Health and Functioning, Social and Economic) and 9-months post-

transplant Brief COPE scores 

 

 1-month 

Health & 

Functioning 

3-months 

Health & 

Functioning 

9-months 

Health & 

Functioning 

1-month 

Social & 

Economic 

3-months 

Social & 

Economic 

9-months 

Social & 

Economic 

9-months 

Self-

Distraction  

 

-.524 

 

-.350 

 

.029 

 

-.523 

 

-.323 

 

-.124 

Active Coping  -.355 -.289 -.231 -.116 -.304 -.324 

Denial   .267  .251  .568 -.251 -.068  .292 

Substance Use - - - - - - 

Use of 

Emotional 

Support      

 

-.326 

 

-.299 

 

 .195 

 

-.323 

 

-.248 

 

-.112 

Use of 

Instrumental 

Support 

 

-.326 

 

-.299 

 

 .195 

 

-.323 

 

-.248 

 

-.112 

Behavioural 

Disengagement 

   

   -.900** 

  

-.712* 

 

-.240 

 

 .083 

 

 .330 

 

-.036 

Venting -.252 -.220 -.035 -.621 -.470 -.314 

Positive 

Reframing 

 

-.008 

  

.040 

 

 .578 

 

-.209 

 

-.240 

 

 .241 

Planning  .020  .120  .401 -.493 -.521  .040 

Humour  .617    .667*  .611 -.201 -.517  .169 

Acceptance -.294 -.189  .445 -.224 -.219  .176 

Religion -.530 -.345  .473  .271  .477  .563 

Self-Blame  .529  .614 -.007 -.642 -.766* -.404 
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Appendix Table 18 – Pearson Product Moment Correlations between QLI subscales 

post-transplant (Psychological and Spiritual, Family) and 9 -months post-transplant 

Brief COPE scores 

 

 1-month 

Psych. 

& Spiritual 

3-months 

Psych. 

& Spiritual 

9-months 

Psych. 

& Spiritual 

1-month 

Family 

3-months 

Family 

9-months 

  Family 

9-month 

Self-Distraction  

 

 -.708* 

 

-.407 

 

-.124 

 

-.084 

  

.101 

 

   .114 

Active Coping  -.648 -.438 -.324 -.549 -.581   -.507 

Denial   .396  .480  .292  .445  .639    .564 

Substance Use - - - -  -      - 

Use of 

Emotional 

Support      

 

-.336 

 

-.176 

 

-.112 

 

 .109 

 

 .300 

 

   .288 

Use of 

Instrumental 

Support 

 

-.336 

 

-.176 

 

-.112 

 

 .109 

 

 .300 

 

   .288 

Behavioural 

Disengagement 

 

-.573 

 

-.566 

 

-.036 

 

 .283 

 

 .341 

 

   .383 

Venting -.322 -.182 -.314 -.187  .087    .007 

Positive 

Reframing 

 

-.085 

 

 .186 

 

 .241 

 

 .216 

 

 .365 

 

   .380 

Planning -.178  .155  .040 -.033  .176    .135 

Humour  .572    .776*  .169 .385  .507    .357 

Acceptance -.326 -.054  .176  .291  .458    .484 

Religion -.336 -.128  .563  .504  .496    .631 

Self-Blame  .415   .540 -.404 -.056  .140   -.136 
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Appendix Table 19 – Pearson Product Moment Correlations between HADS Anxiety 

at 4 time-points and 1-month post-transplant Brief COPE scores 

 

 Baseline 

Anxiety 

1-month 

Anxiety 

3-months 

Anxiety 

9-months 

Anxiety 

1-month: 

              Self-Distraction  

  

.117 

  

   .025 

 

 .012 

  

  .304 

              Active Coping  -.247       -.828** -.376 -.119 

              Denial   .156   .598  .408   .163 

              Substance Use - - - - 

              Use of Emotional  

               Support      

 

-.013 

 

  .216 

 

  .714* 

   

 .650 

               Use of   

               Instrumental 

               Support 

 

-.013 

 

  .216 

  

 .714* 

  

  .650 

               Behavioural  

               Disengagement 

 

 .382 

  

    .737* 

 

 .510 

 

  .357 

               Venting  .235  .652  .539   .574 

               Positive  

               Reframing 

 

-.076 

 

   -.794* 

 

-.347 

 

-.227 

               Planning -.164  -.468 -.436 -.122 

               Humour  .437  -.344 -.296 -.282 

               Acceptance  .238  -272 -.225 -.140 

               Religion -.398  -.227 -.500 -.531 

               Self-Blame      .871**   .103  .457  .397 
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Appendix Table 20 – Pearson Product Moment Correlations between HADS Anxiety 

at 4 time-points and 3-months post-transplant Brief COPE scores 

 

 Baseline 

Anxiety 

1-month 

Anxiety 

3-months 

Anxiety 

9-months 

Anxiety 

3-months: 

              Self-Distraction  

 

 .380 

 

 .277 

 

 .309 

 

 .180 

              Active Coping     .693*  .343 -.009 -.018 

              Denial  -.144 -.446  .177  .231 

              Substance Use - - - - 

              Use of Emotional  

               Support      

   

 .672* 

 

 .508 

 

 .662 

 

 .632 

               Use of   

               Instrumental 

               Support 

  

 .682* 

 

 .584 

  

   .671* 

  

 .625 

               Behavioural  

               Disengagement 

 

-.325 

 

-.077 

 

 .204 

 

 .250 

               Venting   .275 -.193  .168  .230 

               Positive  

               Reframing 

  

  .734* 

  

.039 

 

 .241 

  

.091 

               Planning   .742*  .247  .237  .258 

               Humour  .146 -.028 -.402 -.214 

               Acceptance   .711*  .043  .142  .153 

               Religion -.026  .271 -.167 -.225 

               Self-Blame   .667* -.010  .544  .600 
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Appendix Table 21 – Pearson Product Moment Correlations between HADS Anxiety 

at 4 time-points and 9-months post-transplant Brief COPE scores 

 

 Baseline 

Anxiety 

1-month 

Anxiety 

3-months 

Anxiety 

9-months 

Anxiety 

9-months: 

              Self-Distraction  

 

 .664 

  

   .778* 

 

  .574 

 

  .450 

              Active Coping   .124  .636   .108   .285 

              Denial   .520 -.178   .016 -.134 

              Substance Use - - - - 

              Use of Emotional  

               Support      

   

  .682* 

 

 .483 

 

  .436 

 

  .418 

               Use of   

               Instrumental 

               Support 

  

   .682* 

 

 .483 

 

  .436 

 

  .418 

               Behavioural  

               Disengagement 

 

-.066 

 

 .409 

 

  .424 

 

  .265 

               Venting  .663  .633   .408   .350 

               Positive  

               Reframing 

 

 .637 

  

.219 

  

  .049 

  

 .010 

               Planning   .748*  .429   .191   .107 

               Humour   .698* -.244   .020  -.019 

               Acceptance   .694*  .381   .367   .253 

               Religion -.004  .112 -.186 -.293 

               Self-Blame   .704*  .124   .274   .268 
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Appendix Table 22 – Pearson Product Moment Correlations between HADS 

Depression at 4 time-points and 1-month post-transplant Brief COPE scores 

 Baseline 

Depression 

1-month 

Depression 

3-months 

Depression 

9-months 

Depression 

1-month: 

              Self-Distraction  

 

-.041 

 

-.353 

 

-.067 

 

-.009 

              Active Coping  -.014 -.654   -.739* -.016 

              Denial  .080      .800**  .603  .218 

              Substance Use - - - - 

              Use of Emotional  

               Support      

  

.080 

 

 .059 

 

 .603 

 

 .427 

               Use of   

               Instrumental 

               Support 

 

 .080 

 

 .059 

 

 .603 

 

 .427 

               Behavioural  

               Disengagement 

 

 .229 

   

    .804** 

 

 .509 

 

 .218 

               Venting -.081     .837**  .565  .477 

               Positive  

               Reframing 

 

 .121 

 

  -.685* 

    

    -.812** 

 

-.281 

               Planning -.093   -.714*   -.727* -.159 

               Humour  .369  -.311   -.763* -.643 

               Acceptance  .006 -.525 -.367 -.595 

               Religion -.274   .260 -.193  .137 

               Self-Blame    .807** -.166 -.430 -.604 
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Appendix Table 23 – Pearson Product Moment Correlations between HADS 

Depression at 4 time-points and 3-months post-transplant Brief COPE scores 

 Baseline 

Depression 

1-month     

Depression         

3-months 

Depression 

9-months 

Depression 

3-months: 

              Self-Distraction  

 

 .260 

 

 .311 

  

.158 

 

-.014 

              Active Coping   .303  .165 -.191 -.622 

              Denial   .203 -.462 -.303 -.043 

              Substance Use - - - - 

              Use of Emotional  

               Support      

  

.617 

 

 .203 

 

 .153 

 

-.129 

               Use of   

               Instrumental 

               Support 

 

 .605 

 

 .236 

 

 .215 

 

-.122 

               Behavioural  

               Disengagement 

 

 .064 

 

 .047 

 

 .105 

 

 .576 

               Venting  .558 -.426 -.483 -.177 

               Positive  

               Reframing 

    

     .826** 

 

-.201 

 

-.534 

 

 -.713* 

               Planning  .603 -.049 -.311 -.509 

               Humour  .004 -.045 -.419 -.146 

               Acceptance  .564 -.085 -.451 -.598 

               Religion -.052  .524  .075  .053 

               Self-Blame      .822** -.432 -.437 -.384 
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Appendix Table 24 – Pearson Product Moment Correlations between HADS 

Depression at 4 time-points and 9-months post-transplant Brief COPE scores 

 Baseline 

Depression 

1-month 

Depression 

3-months 

Depression 

9-months 

Depression 

9-months: 

              Self-Distraction  

 

  .483 

 

 .403 

 

 .366 

 

-.230 

              Active Coping  -.349  .640  .580  .302 

              Denial   .658 -.370 -.601 -.664 

              Substance Use - - - - 

              Use of Emotional  

               Support      

  

.584 

 

 .204 

 

-.005 

 

-.264 

               Use of   

               Instrumental 

               Support 

 

 .584 

 

 .204 

 

-.005 

 

-.264 

               Behavioural  

               Disengagement 

 

 .097 

 

 .632 

 

 .515 

 .492 

               Venting  .512  .271  .131 -.242 

               Positive  

               Reframing 

  

.475 

  

.025 

 

-.306 

 

-.570 

               Planning  .496  .101 -.112 -.586 

               Humour    .690* -.485  -.777*     -.830** 

               Acceptance  .619  .126 -.087 -.451 

               Religion  .003  .421 -.033 -.050 

               Self-Blame  .644 -.253 -.422 -.548 

 

 

 


