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Abstract

This study aimed to investigate health related quality of life and perceived stress in liver
transplant patients and how they are influenced by coping strategies and demographic
variables. The Short Form (SF-36) Health Survey (Ware and Sherbourne 1992), Perceived
Stress Scale (Cohen 1983) and the BriefCOPE (Carver 1997) were used. A total of 46 (N=46)
participants were recruited from a Liver Transplant Clinic. Twenty six (N=26) participants
were post transplantation and 20 (N=20) were pre transplant. Post transplant patients had
higher levels of Health related Quality of life in all domains. Levels of stress were higher
than norms in both patient groups. Self-Blame, Humour and Acceptance were, negatively

related to both physical and mental components of HRQoL



1.0 Introduction

“A Chronic illness is one in which a patient’s symptoms continue over a long term to impair
his or her ability to continue with significant activities and normal routines.” (Shuman 1996
p 6) Chronically ill patients experience a number of physical, psychological and social
impairments and for this reason it is suggested that a biopsychosocial approach (Engel 1977;
1980) should be embraced when considering patient assessment and care. Quality of Life
research on many patient populations has produced findings that challenge the popular
biomedical approach in terms of patient assessment and care. Liver transplantation is a well-
established treatment of end stage liver disease. It aims not only to prolong survival, but also
to improve quality of life (Kim 2000). But although it is often an essential, life-saving
treatment, it is an overwhelming and frightening experience (Bean and Wagner 2006).
According to Gutteling, Duivenvoorden, Buuschbach, de Man and Darlington (2010) these
patients are exposed to potentially treatable psychological symptoms. To date there has been
no published study which focuses on the psychosocial well-being of Irish liver transplant
candidates and recipients. The current study aims to investigate the Quality of life and levels
of perceived stress in patients attending a Liver Transplant Clinic in Ireland. It will take a

biopsychosocial approach measuring physical, psychological and social variables.

1.1 Liver Transplantation in Ireland

It is estimated that 45-50 adults and 2-4 children will require a liver transplant annually in
Ireland. The main indications for liver transplantation are Alcohol Related Liver Disease
(ALD), Auto Immune Chronic Active Hepatitis (AICAH), Primary Biliary Cirrhosis (PBC),
and Primary Sclerosing Cholangitis (PSC), but other conditions are also considered (Liver

Unit SVUH Para 3-4). . Between 1993 and 2005, 67% of patients in the liver transplant clinic

in || [ospital had alcoholic related illnesses (Liver Unit [l fig



1.0). Liver transplantation is only considered when all other attempts at treatment have
failed. The absolute contraindications to Liver transplantation are: Acquired Immune
Deficiency Syndrome (AIDS), uncontrolled infection, malignancy, active substance abuse,
medical non-compliance and irreversible brain injury (Killenberg & Clavien 2006, pp 7-10).

Therefore candidates for liver transplants are expected to adhere to a strict medical regime.

The prevalence of liver transplantation in Ireland is expected to increase in the future
for three reasons. Firstly the medical field are ever improving and the introduction of new
drugs is making it a safer and more successful procedure. Secondly it is expected that the
number of individuals who contracted Hepatitis C from contaminated blood products in
Ireland will need liver transplants in the future (Liver Unit SVUH Para 3). Finally, the
prevalence of Alcoholic Liver disease in Ireland has increased by 201% from 28.3 per
100,000 of population in 1995 to 85.1 per 100,000 of population in 2009. The most
significant increase was seen in the 15-34 age groups, with the prevalence increasing by
275% (Mongan, McCormick, O’Hara, Smyth & Long, 2011). This increase in ALD could see
a rise in the number of patients requiring transplantation in the future. These issues provide
justification for the current study as increased demand in liver transplantation should be met

with increased knowledge and expertise of psychosocial issues experienced by patients.

1.2 Health Related Quality of Life

There has been no generally accepted definition of Quality of Life, although researchers have
been claiming to measure it for decades. In relation to health QOL is referred to as health
related quality of life (HRQoL) and can be described as “optimum levels of mental, physical,
role and social functioning, including relationships, and perceptions of health, fitness, life

satisfaction and well being” (Bowling, 2001, p6). The term Health Related Quality of Life



refers to an individual’s over all well-being in relation to their health status. Although its
measurement is not globally standardised, it still remains an important tool in gaining an
indication of patient’s wellbeing. Assessing quality of life in chronically ill patients is
important to measure the impact of the disease on the individual. While clinical information
can tell healthcare professionals much about a patient’s progress it does not allow for the
phenomena that two patients with the same clinical criteria can have different responses to

their illnesses. (Guyett, Feeney & Patrick 1993).

HRQoL is commonly assessed as a major outcome in clinical trials and considered
with cure rate, clinical response and survival (Fayers & Bjordal 2001). QoL assessments have
the potential to offer a more realistic comprehensive and informative approach towards
patient assessment and care (Bishop 2005). Routine psychological evaluations of candidates
for transplantation add information which is useful for patient selection and management.
(Stilley, Miller & Tarter 1997) There is currently no standard procedure for assessing quality

of life in Irish Liver transplant patients.

1.3 Health Related Quality of Life in Liver Transplant Patients

While on the waiting list for Liver transplantation, patients are subject to a number of
physical, social and emotional impairments. Physical symptoms of chronic and end stage
liver disease can cause severe limitations in patients. Wainwright (1997) lists these symptoms
as nausea, itching, weight loss, jaundice, swollen abdomen, haematemesis (vomiting blood)
and extreme tiredness or fatigue. Bodily pain can also limit physical function and vitality
(Forsberg et al 1999) and patients with high levels of fatigue seem to be more vulnerable to
emotional distress and are more likely to perceive that their quality of life has been negatively

affected according to Blackburn, Freeston, Baker, Jones and Newton (2007). Limitations of



social and leisure activities, dietary restrictions, financial difficulties and anxiety related to
the surgery are important factors during the waiting time (Santos Junior et al 2008).
Withdrawal from social situations can be seen in pre transplant patients and while waiting to
undergo transplantation, many patients withdraw from activities that they feel define who
they are (Baker & McWilliam 2003, as cited in Killenberg & Klavien 2006). As well as the
physical symptoms of disease, most patients with Chronic and End Stage Liver disease
experience symptoms such as anxiety and depression (Dogar et al 2009). Liver transplant
patients have been compared to other solid organ transplant recipients and have been shown
to experience more impairment psychologically before the procedure, but show greater
improvement after receiving a transplant. (Beilby, Moss-Morris & Painter 2003; Goetzmann

et al 2006a; Langenbach, Schmeisser, Albus & Decker, 2008)

Starzl et al in 1979 claimed to have studied Quality of life in post-transplant patients.
They concluded that quality of life ranges from poor to superior after liver transplantation.
However this study measured only physical variables such as jaundice, using serum bilirubin
levels, demographic variables such as employment status and psychiatric complications,
which were commented on as “miscellaneous outcomes”. The study also did not use any self-
report measures. Therefore this study was more a measurement of health status than of health
related quality of life. However the developments of more sophisticated tools have since
made assessing HRQoL more feasible. The current study will use a holistic approach to

patient assessment, covering physical, psychological and social aspects of Quality of Life.

A number of recent studies (e.g.Younossi et al 2000; Ratcliffe et al 2002; Pérez-San-
Gregorio, Martin-Rodriguez, Perez-Bernal & Maldonado 2010) have shown that liver

transplant candidates report worse HRQoL than the general population. There have also been



a number of studies which have shown that patients perceive their quality of life to be higher
after receiving a liver transplant organ (Kober, Kuchler, Broelsch, Kremer & Henne-Bruns
1990; Hicks, Larson & Ferrans 1992; Moore, Jones, Angus, Hardy & Burrows 1992; DeBona
et al 2000; Moore, Jones & Burrows 2000). For example Moore et al (1992) found that not
only did patients feel that their overall quality of life had improved after transplantation, they
particularly experienced less psychological distress and improved social interactions. DeBona
et al (2000) have also shown that quality of life increases in both physical and psychological
domains within six months of undergoing liver transplantation. Perez-San-Gregorio et al
(2010) compared Health Related Quality of life pre and post liver transplantation. They found
that pre transplant patients had lower physical, psychological and social well-being. Also that
post liver transplant patients enjoy more physical independence and can return to daily
activities and become integrated in social, family and work spheres. Another factor to
consider in post transplant patients is the concept of post traumatic growth, which has been
found in post bone marrow transplant patients who report greater appreciation of life and

changed priorities (Widows, Jacobsen, Booth-Jones & Fields 2005)

A meta-analysis of 58 relevant studies conducted in Stanford University by Bravata,
Olkin, Barnato, Keeffe & Owens (1999) asserted a number of common trends in terms of
quality of life in pre and post-transplant patients. Although a variety of instruments were used
including both generic and disease specific measurements, all studies reported pre-
transplantation impairments. In general, of the 3576 patients incorporated, HRQoL was
consistently impaired pre-transplantation and improved post-transplantation. The elements of
QoL most affected by physical health showed the greatest improvements. The smaller
improvements in psychosocial functioning they concluded were due to the realities of life

with a transplant organ, such as immunosuppressant medication, dependence on the



healthcare system and potential discrimination in the workplace.

Tome, Wells, Said and Lucey, (2008) reviewed four longitudinal and sixteen cross-
sectional studies which all used The Medical Outcomes 36-Item Short Form Health Survey
(SF-36) to compare liver transplant recipients with the general population. They stated that,
although longitudinal studies show a great improvement in transplant recipients, cross-
sectional analysis shows that considerable deficits remain when compared to the general

population.

Assessing HRQoL can also be useful in predicting outcomes such as survival and
compliance. Kanwal et al (2009) used a disease specific QoL tool in patients with cirrhosis on
the transplant waiting list. In this study survival was strongly predicted by HRQoL. Higher
scores on the Short Form Liver Disease Quality of Life Instrument predicted lower mortality
in this patient group. Tanikella et al (2010) also noted that perceived HRQoL in pre transplant
patients can predict survival rates. Measuring psychosocial well-being has also been seen to
be a good predictor of Compliance to the medical regime and the return to alcohol use post

transplantation. (Kelly et al 2006; Harper, Wager & Chacko 2010).

There are a wide variety of methods for assessing quality of life. Qualitative studies
can give a more in depth insight into the psychosocial experiences of transplant recipients
(e.g. Robertson (1999); Collins and Labott (2007); Bjork and Naden (2008) and Rainer,
Thompson and Lambros (2010)) which can be helpful in exploring individual difficulties.
However using quantitative analysis, groups of patients can be compared using a standardised
method. Changes in perceived HRQoL can also be quantified by assessing patients before

and after procedures. The number of different QoL measurements can make generalizing
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across studies difficult. Condition specific measures can give a better insight into specific
disease related issues. However generic measures allow researchers to compare patients with
healthy members of the general public and can also compare patients between conditions.
The appropriate choice of HRQoL questionnaire is an important factor in any study (Hyland
2003). Nord et al (2001) argue that The Medical Outcomes 36 Item Short Form Health
Survey (SF-36) questionnaire can yield helpful indications of QoL but not measure it.
However it remains the most popular instrument for use in liver transplant patients. It
appeared in eleven of the thirteen published studies in 2008 (Jay, Butt, Ladner, Skaro &
Abecassis, 2009). As it is so frequently used in the transplant population, results between
studies can easily be compared. The SF-36 is widely used because it is multidimensional and
it is frequently recommended as the generic core in disease-specific batteries (Bowling 2001
pp 298). It also includes all of the dimensions recommended by Fitzpatrick et al (1992) for
generic measurement of quality of life: Physical function, emotional function, social function,
role performance, pain and energy/fatigue. The current study uses the SF-36 due to its
multifactor approach and also its comparability with other studies. Published norms are also
available for comparision (Jenkinson, Coulter & Wright, 1993). These norms indicate that

HRQoL is dependent on age and reported medical conditions.

As with all research techniques Quality of Life research produces a number of issues
for the researcher. For example Face-to-face data collection may result in an under-reporting
of issues on the emotional and mental health scales on the SF36 (Lyons et al., 1999). Another
factor to consider is the Saviour Effect, which has been seen in Quality of Life Research.
Joralemon & Fujinaga (1996) discussed this phenomenon whereby patients who feel that
their lives have been saved by the medical team may under-report impairments in quality of

life, as they feel indebted towards the hospital or clinic.
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1.4 Perceived Stress in Liver transplant patients
According to Taylor 2009 pp147, Stress is

“A negative emotional experience accompanied by predictable biochemical,
physiological, cognitive and behavioral changes that are directed either toward altering the
stressful event or accommodating its effects”
To briefly summarise the physical reaction to stress; when exposed to a stressor, the nervous
system is activated and a string of biochemical reactions occur. The adrenal glands are
stimulated by the hypothalamus to produce more adrenaline and cortisol and these are
released into the bloodstream. This causes an increase in heart rate, breathing, blood pressure
and metabolism. This stress response should allow the body to deal more effectively with the
stressor; however prolonged stress responses can negatively affect health. Good over-all
health increases resistance to stress as it improves the capacity for responding to demand
according to Rice (1999 pp 395). However chronically ill patients are particularly vulnerable
to stress as their health is already compromised. It is important to monitor stress levels in
liver patients, as there is evidence which suggests that biochemical reactions to psychosocial
stress such as the production of the stress-induced hormones catecholamines can exacerbate
liver disease (Chida, Sudo & Kubo 2006). Stress induced Glucocorticoids can also facilitate

inflammatory responses in the liver (Vere, Streba, Streba, Ionescu & Sima 2009).

Patients and families often identify the wait for a donor organ as the most
psychologically stressful part of the transplant experience (Dew et al 2002). Exposure to high
levels of stress is expected in this population. There are many sources stress involved.
Frequent hospitalisation, isolation from family and friends, adapting to the patient role and
anxiety surrounding the wait for a donor organ are just some of the stressors that can be

experienced. Gubby (1998) found that concern about graft rejection and the possibility of
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repeated hospitalisations ranked as being particularly stressful to patients. Streisand, et al.
(1999) stated that the pre transplant period is highly stressful because of declining health,
uncertainty and inability to continue working and participate in daily activities. While
attending the clinic patients come to know one another. The death of fellow patients can
cause stress but also seeing other patients receive donor organs before them can cause
frustration according to Levenson & Olbrisch (1993). The stigma attached to liver
transplantation may also be a significant source of stress. Ubel et al (2001) interviewed
members of the public and the results showed that people would prefer to allocate organs to
those who were not seen to have caused their illness, for example through alcohol or drug

use.

The research on stress post transplantation shows no clear picture. A broad
improvement in social interaction and overall psychological wellbeing was seen in post liver
transplant patients by Tarter et al (1988). They also found that the severity of stress
experienced by the patient correlated significantly with the rate of recovery.

Moore, Burrows & Hardy (1997) discussed that after Liver Transplantation, fatigue and
confusion are reduced and physical wellbeing, appetite and energy levels are improved. Many
threats to wellbeing are overcome and as a result anxiety and depression are significantly
lower. However, they also stated that a variety of psychological problems may occur such as,
sexual disorders, fantasies about the donor and dissatisfaction with body image. The current
study will focus on perceived stress in liver transplant candidates and recipients and will

address the lack of research in stress post liver transplantation.
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1.5 The use of Coping Strategies in liver transplant patients

The use of various coping strategies has been associated with both Health Related Quality of
Life and levels of Stress. Folkman and Moskowitz, (2004) have defined coping as the
thoughts and behaviours used to manage the internal and external demands of situations that
are appraised as stressful. Various coping strategies used by chronically ill patients can be
associated with better psychological adjustment. Theorists have asserted that individuals cope
with stressors differently (e.g. Lazarus & Folkman 1980; Carver, Scheier & Weintraub 1989).
The contextual approach to coping put forward by Lazarus and Folkman (1984) states that
coping processes are not inherently good or bad. This approach evaluates the adaptive
qualities of coping in the specific context in which they occur. For example, a coping strategy
may be considered adaptive in one situation, but maladaptive in another. They also state that
the context is dynamic, so that what might be considered an effective coping strategy when

the stressor is first encountered may become ineffective later on.

Traditionally, coping strategies have been grouped into three categories, Emotion-
focused coping, Problem-focused coping and Appraisal-focused coping (Ogden 2000 p60).
Appraisal focused coping in illness involves attempting to understand the illness. Problem-
focused coping involves confronting the problem and attempting to manage it. Emotion-
focused coping involves managing emotions and changing the way an individual thinks about
the situation. Other styles of coping can include approach coping, which involves doing
something actively to help the problem, and avoidant coping, such as denial and distraction

were the individual attempts to distance themselves from the problem (Ogden 2000, p49)

Carver, Scheier, and Weintraub (1989) list coping strategies as: active coping,

planning, seeking instrumental social support, seeking emotional social support, suppression
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of competing activities, turning to religion, positive reinterpretation and growth, restraint
coping, acceptance, focusing on and venting emotions, denial, mental disengagement,
behavioural disengagement, alcohol/drug use, and humour. In chronically ill patient’s an
active, confrontive approach to illness, such as information seeking, has been linked to
decreased negative effect, whereas wish-fulfilling fantasy and avoidance is linked to poor
adjustment (Felton & Revenson 1983). Coping mechanisms in transplant patients change
over time and are affected by situational contexts (Forsberg, Backmann & Svensson 2002). It
is not possible to define any one coping strategy that works for a given situation, and
individual differences can dictate what mechanism is chosen. Having the ability to use the
most effective strategy for the given situation and the ability to be flexible in one‘s coping
response is the best strategy according to Cheng (2003). Factors that play important roles in
determining an individual’s coping response are their appraisal of the situation (Lazarus and
Folkman 1984), Levels of optimism, (Chang 1998) self-efficacy, (Bandura 1977) and control.

(Folkman 1984).

Karademas, Karamvakalis & Zarogiannos, (2009) found that there was a strong
association between life stress and certain coping strategies in patients with chronic illness.
They found that higher stress levels were associated with more soothing strategies aimed at
reducing discomfort. They also found that higher levels of stress were associated with more
negative emotions. Telles-Correia, Barbosa, Mega & Monteiro (2009) assessed 131 liver
transplant patients and found that active coping correlated with the physical and mental
components of Health Related Quality of life more so than clinical or socio-demographic
factors. Kraus, Schafer, Csef, Scheurlen & Faller (2000) also found that active coping styles
like problem solving are predominantly used in patients with Chronic Hepatitis C. A negative

correlation between the use of non-active strategies and Quality of Life has been found by
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Jurado et al (2011). They compared alcoholic and non-alcoholic patients and found no
difference regarding the use of coping strategies. This suggests that coping strategies are

more dependent on individual factors than disease aetiology.

Levenson & Olbrisch (1993) determined that Avoidance coping can cause a decline in
physical and psychological status in transplant patients. Stilley et al (2011) have also
discovered a significant relationship between coping style and transplant related stress.
Nickel, Wunsch, Egle, Lohse and Otto (2002) noted that coping, anxiety and depression, in
addition to social factors determine overall wellbeing and health related quality of life after
liver transplantation. Meichenbaum and Turk, (1982) suggested that in order to effectively
deal with stress, individuals should discover what works best for them. Gutteling, de Man,
Busschbach and Darlington (2007) commented that there is a relationship between depression
and the psychological variables of coping and self-efficacy. Therefore patients awaiting liver
transplantation with impaired health related quality of life should be referred to psychological
counselling that focuses on teaching these psychological constructs. Goetzmann et al (2006b)
have also highlighted the importance of counselling for patients on the liver transplant

waiting list.

1.6 Geographic Proximity and demographic variables

Interesting findings have also come from analysis which includes a number of demographic
variables. Hellgren et al (1998) found that liver transplant recipients with a higher degree of
education as well as those who are married or cohabitant are better able to manage stressful
situations. Female gender was the most important factor contributing to the mental health
aspect of HRQoL in a study by Afendy et al (2009). Women in this study reported lower

levels of quality of life than male participants. Variables pertaining to employment and



16

income were also seen to affect HRQoL with individuals who are actively employed showing

higher levels of Quality of Life. (Saab et al 2008)

Olbrisch, Benedict, Ashe & Levenson (2002) have noted that living a far distance
from the care centre can cause stressors such as difficulty with work and family
commitments. Less availability of social support means that these patients will also have
fewer visitors during hospital stays. Patients who live outside the transplant centre area must
be able to get to the hospital quickly as the organ must be transplanted in a relatively short
time. This may mean that they have the burden of relocating temporarily (Engle 2001). In a
study of Irish transplant patients, McCormick, O’Rourke, Carey and Laffoy (2004) found that
Irish patients living far from the centre may be at a disadvantage when it comes to allocation
of resources and receiving a liver transplant. Axelrod et al (2008) also found that Patients
living in rural areas had a lower rate of wait-listing and transplant of solid organs. According
to Molinari, Renfrew, Petrie, De Coutere and Adbolell, (2010) patients on the liver transplant
waiting list living in rural areas have a significantly higher mortality rate. This finding was
independent of disease severity. They concluded that this may be due to less access to
specialized care. While there is evidence which suggests geographic proximity can affect

medical outcomes, Quality of Life has not yet been considered as a factor

Firozvi, Lee and Hayashi, (2008) looked at travel time for liver transplant patients
with reference to health outcomes, comparing patients with greater than 3 hours travel time to
patients with less than 3 hours travel time. This study used Yahoo! Maps to calculate the
distance by car from the patient’s area of residence to the transplant centre. While they
concluded that longer travel times between the home and the transplant centre does not have

an effect on clinical outcomes, they noted that distant patients face higher travel costs and
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may be referred to specialist clinics less often. The study did not take quality of life into
consideration, but it included a psychosocial evaluation score as a variable. However the
method for obtaining this score was by assessment of social worker narrative, where the
authors assigned a score of Good, Fair, Marginal and Poor. No significant relationship was
found between psychosocial evaluation score and travel time to the transplant centre;

however the method of measuring psychosocial well-being was questionable.

1.7 Rationale and Aims

The aim of liver transplantation is no longer purely to prolong survival but also to improve
quality of life (Kim 2000). By conducting an assessment on quality of life, the transplant
team can not only obtain information about the patient’s biological, psychological and social
limitations, but it can also establish a baseline to which they can be subsequently measured.
This leads to the possibility of addressing any of the limitations or problems which persist

following transplantation. (Widows & Rodrigue 2003 p 282).

IR [ ospital is the specialist centre for liver transplantation in

the Republic of Ireland. The catchment area covers the entire country. Due to the large area
covered by the hospital and the frequency of visits needed by chronically ill patients, the
study aims to investigate how this affects individuals who have to travel far distances to their
appointments in terms of their health related quality of life and levels of perceived stress.
This can be an important factor for patients as the ease or difficulty of the process of entry
into the medical facility can affect illness, adding or removing levels of stress (Shuman 1996
pp 7). The study aims to investigate the effect of transplant status on health related quality of
life and perceived stress levels in patients attending the liver transplant clinic. It intends to

test previous studies that claim that health related quality of life is greatly improved after
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liver transplantation. It is predicted that health related quality of life will be higher in patients
in the post-transplant group than in the pre transplant group. Furthermore, it is predicted that

perceived stress levels will be higher in the pre transplant group.

The study will also look at the various coping strategies that are used by both pre and
post-transplant patients. It will look at the coping strategies used by patients and how they
relate to their health related quality of life and levels of perceived stress. Finally along with a
number of other demographical data (Gender, Marital Status and Employment Status) this
study will investigate whether there are differences in HRQoL and perceived stress when
taking geographical proximity to the hospital into consideration. The effect of age will also

be controlled for. A number of hypotheses will be tested;

It is hypothesised that:

(1) Health related quality of life will be significantly higher in the post-transplant group than
in those in the pre transplant group.

(i1) Levels of perceived stress will be significantly increased in the pre transplant group.

(ii1) There will be a significant relationship between the coping strategies used by patients
and their health related quality of life and levels of perceived stress.

(iv) There will be a significant differences in health related quality of life and perceived stress
levels depending on a patients area of residence while controlling for the effects of age

(v) HRQoL and Perceived Stress will be significantly affected by gender, marital status and

employment status while controlling for the effects of age.



19

2.0 Methods

2.1 Materials

The current study used a self-administered, paper-and-pencil questionnaire. All questionnaires
were entirely anonymous. The first section of the questionnaire was designed to elicit
demographic data only and consisted of questions related to Transplant status, Time since
transplant, Age, Gender, Relationship status, Employment status and geographical Province.
Time since transplant was only included to assess eligibility for the study and was not

included in the analysis.

The Medical Outcomes Study 36-Item Short Form (SF-36) health survey Rand
Version 1.0 (Ware & Sherbourne 1993) was employed as a multidimensional indicator of
Health Related Quality of Life. The questionnaire comprises 36 questions which represent
eight subscales: Physical functioning, (10 items; a=0.90) Role limitations due to physical
health (4 items; a=0.88), Role limitations due to emotional problems (3 items; o=0.80),
Energy/Fatigue (4 items; a=0.85), Mental Health (5 items; 0=0.83), Social Functioning (2
items; 0=0.76), Pain (2 items; a=0.82) and General Health perceptions (5 items; a=0.80).
Each subscale indicates good internal consistency reliability and validity (Jenkinson, Coulter
& Wright 1993). The formats of the questions vary from section to section, ranging from a
Yes or No answer to a 6-point likert scale (See appendix for questionnaire). Questions are
scored on a scale from 0 to 100. A score of 100 represents the highest possible functioning
and a score of 0 represents the lowest. The scores representing each subscale are averaged to
get a score between 0 and 100. A higher score indicates a higher level of functioning for each
subscale, for example a higher score in the Pain subscale relates to a higher level of

functioning in relation to pain and not a higher level of physical pain.
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Perceived stress scale (PSS-10) Questionnaire (Cohen 1983) measures the extent to
which life situations and appraised as stressful. It consists of ten questions, which are
answered via a five point likert scale. Participants are asked how often they have felt a certain
way with answers ranging from “Never” to “Very Often”. Scores are obtained reversing four
positive items and then summing across the ten items. Possible scores range from 0-40 with a
higher score indicating higher levels of perceived stress. The Perceived Stress scale has good

internal consistency reliability (o = 0.84) and has good validity.

The Brief COPE Questionnaire (Carver 1997) was used to investigate coping
strategies used by patients. It is an abbreviated version of the COPE (Carver, Scheier &
Weintraub 1989) consisting of 14 subscales, each containing 2 items: Self-distraction
(0=0.71), Active coping (a=0.68), Denial (a=0.54), Use of emotional support (a=0.71), Use
of instrumental support (a=0.64), Behavioural disengagement (a=0.65), Venting (0=0.50),
Positive reframing (a=0.64), Planning (a=0.73), Humour (0=0.73), Acceptance (0=0.57),
Religion (0=0.82) and Self-blame (a=0.69). The scale also includes a substance use subscale
(0=0.90), however substance use is an absolute contraindication to liver transplantation,
therefore so as not to compromise any patient on the waiting list the items related to alcohol
and substance use were excluded. Questions are answered via a four-point likert scale with

responses ranging from “I haven’t been doing this at all” to “I have been doing this a lot”

2.2 Participants

The population studied were patients attending the liver transplant clinic in |Gz
I Hospital Liver Unit who were either waiting on or had received a liver transplant. A
total of sixty (N=600) eligible patients were invited to take part in the study. Forty-eight (N= 48)

patients consented to participate, however two participants withdrew before fully completing the
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questionnaire. Of the forty-six participants who completed the questionnaire twenty-six (N=26)
were post-liver transplantation and twenty (N=20) were on the liver transplant waiting list.
Opportunity sampling was employed, with eligible participants selected from the clinic’s waiting

list. Patients did not benefit directly from their participation.

A number of inclusion and exclusion criteria were put in place to select eligible
participants. Individuals considered eligible for participation in the study were those who had
received a liver transplant at least six months prior to the beginning of the study and patients who
are either on or being assessed for inclusion on the liver transplant waiting list. Individuals
excluded from the study were those who were under 18 years of age, those unable to give
informed consent and patients suffering from any symptoms of confusion or impaired
cognitive functioning. This is not uncommon in transplant patients. Patients who have
received a liver transplant for acute liver failure were also excluded. This was to exclude
any individuals who have had a transplant due to drug overdose, as these patients do not
fit the same model as chronically ill patients. Every effort was made to insure that only

patients who fit into the inclusion criteria were invited to participate.

2.3 Design

The study employed a cross-sectional, correlational, questionnaire based design. The analysis
was quantitative in nature. Opportunistic sampling was employed. The study took a quasi-
experimental approach, comparing two groups of patients. The predictor variables included
Coping Strategies (Self-distraction, Active coping, Denial, Use of emotional support, Use of
instrumental support, Behavioural disengagement, Venting, Positive reframing, Planning,
Humour, Acceptance, Religion, Self-blame) Transplant Status (pre or post liver transplant)

and time since transplant. Demographic variables: (Age, Gender, Employment Status,
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Relationship Status, Proximity to Hospital). The criterion variables included Health Related
Quality of Life (vitality, physical functioning, bodily pain, general health perceptions,
physical role functioning, emotional role functioning, social role functioning, mental health)

and Perceived Stress Levels.

2.4 Procedure

Participants were recruited from the Liver Unit out-patient clinics. Permission to access the
clinics was obtained from the two consultant Hepatologists in ||| G
Hospital. Suitable participants were invited to complete the questionnaire in the clinic’s
waiting rooms. A list of eligible participants was compiled before each clinic on the advice of
a liver transplant co-ordinator who consulted patient medical records. In accordance with
I ospital guidelines two separate patient information leaflets were
designed for pre and post transplant patients. All individuals were advised of their right to
refuse to participate or to withdraw from the study before submitting the questionnaire.
Participants were given the opportunity to read through the relevant patient information
leaflet and questionnaire and were given the opportunity to ask questions before consenting.
Both the participant and the investigator signed a consent form (See Appendix for Patient
information leaflet and consent form). In order to insure confidentiality questionnaires were
returned in sealed anonymous envelopes with the consent forms kept separately from the

questionnaires.

2.5 Data Analysis
For the purpose of data analysis scores on the SF-36 were computed using Physical and
Mental Component Scores. Physical Component Scores (PCS) consisted of four subscales

(Physical functioning, Role Physical, Bodily Pain and General Health). Mental Component
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Scores consisted of the remaining four subscales (Vitality, Social Functioning, Role

Emotional and Mental Health) (Ware et al 1995).

An independent samples t-test was used to investigate significant differences between
pre and post-transplant patients for mean scores on the SF-36. A Pearson’s R Correlation was
used to establish relationships between coping strategies and the out-come variables of
Physical and Mental Component Scores of the SF-36 and Perceived Stress. Finally an
analysis of covariance (ANCOVA) was used to investigate significant differences in the
demographic variables of gender, employment status, marital status and Area of Residence
(Province), on scores on the SF-36 and Perceived stress scale, with age entered as a co-

variant.

2.6 Ethical Considerations

The | - ics and Medical Research Committee reviewed and

approved the current study including all relevant documentation (See Appendix for

completed ethics form submitted to ||| G Hospital Ethics Committee).

The study was also reviewed and approved by the Dublin Business School Ethics Committee.

(ethics forms removed to preserve patient anonymity)
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3.0 Results
Descriptive Statistics

A total of 46 participants were included in the current study. Twenty six (N=26) were post
transplantation and twenty (N=20) were on the liver transplant waiting list. The gender
breakdown was 56.5% Male (N=26) and 43.5% female (N=20). The majority of participants
in the study were married (58.7%, N=27). 17.4% (N=8) patients were single, 8.7% (N=4)
were in a relationship, 13% (N=6) were divorced or separated and one participant (N=1,

2.2%) was widowed.

The majority of participants in this sample were unemployed (58.1%, N=25), with
only 18% (N=8) being employed full-time. Three participants (N=3, 7%) were employed
part time, Two, (N=2, 4.7%) were students and 11.6% (N=5) participants were retired. In
terms of Area of Residence, 48.8% (N=21) of the patients lived within Leinster, 25.6%
(N=11) lived in Munster, 16.3% (N=8) lived in Connaught and 9.3% (N=4) lived in Ulster.
58.7% (N=27) participants described their area of residence as Urban and 41.3% (N=19)

reported living in a Rural area.

Table 1.0 represents mean and standard deviations for pre and post-transplant
patient’s scores for the SF-36 and perceived stress questionnaires including published norms
for each. Post-transplant patients scored higher in all subscales of the SF-36 and lower on the
perceived stress scale than pre transplant patients. Both groups scored lower than published
norms on all subscales of the SF-36 except for vitality where post-transplant patients scored

higher. Both groups reported higher levels of perceived stress than published norms.
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Table 1.0 Mean and standard deviation for pre and post-transplant patients on SF-36 and

Perceived Stress Scales including published norms for each.

Pre transplant Post transplant Published Norms "
M(SD) M(SD) M(SD)

Physical 14.75 (28.29) 84.80 (15.52) 92.5(13.4)
functioning

Social Functioning 12.50 (25.00) 88.46 (23.69) 91.3(15.8)
Physical Role 41.66 (41.71) 78.20 (33.92) 91.4(23.2)
limitations

Emotional Role 37.25 (19.77) 69.61 (21.26) 85.6(29.3)
limitations

Mental Health 47.40 (18.36) 73.38 (16.78) 75.4(16.3)
Vitality 35.00 (29.13) 83.65 (19.61) 64.0(18.2)
Pain 46.75 (29.81) 84.23 (21.51) 86.3(17.9)
General Health 22.50 (15.69) 61.20 (20.93) 78.8(15.7)
Perceived Stress 21.10 2.77) 20.07 (2.53) 13.02(6.35)

'Published norms for SF-36, (Jenkinson, Coulter & Wright 1993)

*Published norms for PSS-10 (Cohen 1983)
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Inferential Statistics
An independent samples t-test found that there was a significant difference between pre and
post-transplant patients in all subscales of the SF-36. Post-transplant patients scored

significantly higher in all domains (See table 2.0)

Table 2.0 SF-36 mean scores for pre and post-transplant patients

Variable Pre-transplant Post-transplant t(df) P value
(n=20) (n=26)
M (SD) M (SD)
Physical 14.75 (28.29) 84.80 (15.52) t(27.69) = 6.589 0.000
Functioning
Role Limitations 12.50 (25.00) 88.46 (23.69) t(39.87)=10.449 0.000
due to Physical
Health
Role limitations 41.66 (41.71) 78.20 (33.92) t(36.14)=3.190 0.003
due to emotional
problems
Vitality 37.25(19.77) 69.61 (21.26) t(42.36) = 5.327 0.000
Mental Health 47.40 (18.36) 73.38 (16.78) t(39.01) =4.938 0.000
Social 35.00 (29.13) 83.65 (19.61) t(44) = 6.763 0.000
Functioning
Pain 46.75 (29.81) 84.23 (21.51) t(33.22) =4.751 0.000
General Health 22.50 (15.69) 61.20 (20.93) t(42.85)=7.086 0.000
Perceptions

As illustrated in the above table significant differences were found between pre and post
transplant patients for physical functioning (t(27.69) = 6.32, p <0.001, eta squared 0.50); Role
limitations due to physical health (t(39.87) = 10.449, p<0.001, eta squared 0.71); Role
limitations due to emotional problems (t(36.14) =3.190, p<0.01, eta squared 0.18); Vitality
(t(42.36) =5.327, p<0.001, eta squared 0.39); Mental Health (t(39.01)=4.938, p<0.001, eta
squared 0.36); Social Functioning (t(44) =6.763, p<0.001, eta squared 0.51); Pain (t(32.22)

=4.751, p<0.001, eta squared 0.34) and General Health Perceptions (t(42.85) =7.086,
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p<0.001, eta squared 0.53). Eta squared values indicate a large effect size for all domains.

Correlations

A Pearsons R correlation was employed to investigate relationships between coping strategies
and Physical and Mental Component scores of SF-36 and Perceived stress scale. A summary
of significant relationships is illustrated in table 3.0 bellow. There was a significant strong
negative relationship between Self-Blame and the physical component of Quality of life (r= -
.50, p=.001, 2-tailed). This indicates that the more Self-Blame was used the lower the
Physical component Score. There was a significant moderately strong negative relationship
between Acceptance and physical component score (r= -.45, p=.002, 2-tailed). This indicates
that the more the acceptance coping strategy was used the lower the physical component
score. A significant moderately strong negative relationship was found between Humour and
Physical Component Score (= -.45, p=.002, 2-tailed). This indicates that the more the
Humour coping strategy was used the lower the physical component score. A significant
moderately strong relationship negative was found between Religion and Physical component
score (1= -.43, p=.003, 2-tailed). This indicates that the more the Religion coping strategy was

used the lower the physical component score.

There was a significant moderately strong negative relationship between Self Blame
and Mental Component Score on SF-36 (r= -.44, p=.002, 2-tailed). This indicates that the
more Self-Blame was used the lower the Mental Component Score. There was a significant
moderately strong negative relationship between Acceptance and Mental Component Score
(r= -.41, p=.005, 2-tailed). This indicates that the more acceptance was used the lower the
mental component score. A significant moderately strong negative relationship was found

between Humour and Mental component score (r=-.38, p=.010, 2-tailed). This indicates that
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the more Humour was used the lower the Mental Component Score. There was a significant
moderately strong negative relationship between denial and Mental Component Score (1= -
.36, p=.016, 2-tailed). This indicates that the more Denial was used the lower the Mental
Component Score. There was a significant moderately strong negative relationship between
Planning and Mental Component Score (r= -.29, p=.047, 2-tailed). This indicates that the
more planning was used the worse the mental component score.

No significant relationships were found between any of the coping strategies with levels of

perceived stress.

Table 3.0 Correlations for Coping Strategies with Physical and Mental Component Scores of
SF-36
Showing Significant Relationships only.

Physical Component Score = Mental Component Score

Self- Blame - 497** -436%**
Acceptance - 451%* -.408%*
Humour -453%* -377**
Religion -431%*

Denial -.358*
Self-Distraction -.300*
Planning -.294%*

**, Correlation is significant at the 0.01 level (2-tailed).

*. Correlation is significant at the 0.05 level (2-tailed).

One way between groups analyses of covariance (ANCOVA) were conducted to investigate
differences in the outcome variables of SF-36 component scores and Perceived stress for
transplant status, gender, marital status, employment status and area of residence (province).
Age was entered as a covariate as age has been shown to have an effect on quality of life.
After adjusting for age, only transplant status was seen to have a significant main effect on
the mental health component of HRQoL (F(1,26)=21.72, p<0.001). There were no significant

differences found for Gender (F(1,26)=0.18, p>0.05); Marital Status (F(4,26)=0.44, p>0.05);
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Employment Status (F(4,26)=1.02, p>0.05) or Province (F(3,26)=1.35, p>0.05).

After adjusting for age, only transplant status was seen to have a significant main
effect on the physical health component of HRQoL (F(1,26)=112.41, p<0.001). There were
no significant differences found for Gender (F(1,26)=1.37, p>0.05); Marital Status
(F(4,26)=1.33, p>0.05); Employment Status (F(4,26)=1.69, p>0.05) or Province

(F(3,26)=1.47, p>0.05).

There were no significant differences found for Perceived Stress and Transplant status
(F(1,26)=2.92, p>0.05). Gender (F(1,26)=0.46, p>0.05); Marital Status (F(4,26)=0.65,
p>0.05); Employment Status (F(4,26)=0.68, p>0.05) or Province (F(3,26)=1.11, p>0.05).

Age was not found to be significant in any of the analyses.
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4.0 Discussion

The present study aimed to investigate the effect of transplant status on health related quality
of life and perceived stress levels in patients attending the liver transplant clinic in [}
I (ospital. It also investigated the various coping strategies used by
patients and how they relate to their health related quality of life and levels of perceived
stress. Finally along with a number of other demographical data this study investigated
whether there is a relationship between geographical proximity to the hospital and Health

Related Quality of Life and perceived stress in these patients

The first aim of the current study was to investigate if patients who have received a
liver transplant have better health related quality of life than patients who were on the liver
transplant waiting list. Consistent with previous literature, the study found that the post liver
transplant patients have a significantly higher level of quality of life in all domains as
measured by the SF-36 questionnaire. Physical, Social and Psychological variables were
incorporated and the post transplant patients scored higher in all subscales, thus indicating
that receiving a liver transplant has a large effect on health related quality of life in this
patient population. The current research supports previous studies that have concluded that
liver transplant patients have an improved level of HRQoL after receiving a transplant organ
(Kober et al 1990; Hicks, Larson & Ferrans 1992; Moore et al 1992; DeBona et al 2000;
Moore, Jones & Burrows 2000). The results are also in keeping with the Meta-analysis

carried out by Bravata et al (1999).

The second aim of the study was to investigate whether pre liver transplant patients
had higher levels of perceived stress than post liver transplant patients. It was hypothesised

that pre transplant patients would have increased levels of perceived stress, when compared
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to post transplant patients. While there was no significant difference found between the two
groups, mean scores for both pre and post transplant patients were higher than published
norms. High levels of perceived stress were expected in the pre-transplant group due to
stressors such as frequent hospitalisation, isolation from family and friends, adapting to the
patient role and anxiety surrounding the wait for a donor organ (Gubby 1998) and also
declining health, uncertainty and inability to continue working and participate in daily
activities (Streisand et al, 1999). However the high scores in the post transplant group would
suggest that even after receiving a liver transplant, levels of stress remain high. High levels of
stress in post transplant patients could be explained by the realities of life with a transplant
organ, such as immunosuppressant medication, dependence on the healthcare system and
potential discrimination in the workplace (Bravata et al 1999). Other considerations include
sexual disorders, fantasies about the donor and dissatisfaction with body image (Moore,

Burrows & Hardy 1997).

The study also aimed to determine if individual coping strategies were related to
Health related Quality of Life and levels of Perceived stress. Consistent with previous
research, coping strategies were found to be related to over all well being in liver transplant
patients (Nickel et al 2002; Stilley et al 2011). The use of non-active coping strategies have
also been seen to be negatively correlated with Quality of Life (Jurado et al 2011). The
results of the current study shows a number of negative correlations between coping

strategies and both physical and mental aspects of quality of life.

The use of Humour, Acceptance and Self-Blame were found to be negatively related
to both Physical and Mental Domains of HRQoL. Each of these coping strategies can be

described as emotion-focused coping strategies as they are involved in changing the way an
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individual feels about a situation. This suggests that the more these emotion-focused coping
strategies are used the lower the over all quality of life in the patient. Self-Blame was most
strongly correlated with physical aspects of HRQoL which would suggest that the more a
patient blames themselves for their illness, the lower their physical well-being. In terms of
Physical Components of Quality of life, lower levels of physical health were related to more
use of Self-Blame, Acceptance, Humour and Religion as coping Strategies. Turning to
Religion was negatively related to the Physical Health aspect of Quality of Life but not
significantly related to the Mental Health aspect. This finding could suggest that as a patient’s
physical health declines they are more likely they are to turn to Religion in an attempt to cope

with their illness.

More Coping strategies were found to be related to the mental health components of
HRQoL. There were negative relationships found between mental well-being and the use of
Self-Blame, Acceptance, Humour, Self-Distraction, Denial and Planning. Self-Distraction
and denial have been described as avoidant coping styles. Avoidant styles of coping, such as
self-distraction and denial, have previously been seen to be related to a decline in physical
and psychological status in transplant patients (Levenson & Olbrisch 1993). Planning has
often been described as an active coping strategy however it was seen to have a negative
relationship with mental health. This would support Lazarus & Folkman’s (1984) theory that
one coping strategy is not necessarily good or bad, but that it depends on the situation and the
out-come that follows its use. The finding that psychological constructs of coping strategies
are significantly related to physical health supports the concept of a biopsychosocial approach
to health care, showing that biological, psychological and social factors can interact with each

other.
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There were no significant relationships found between individual coping strategies
and levels of perceived stress, with stress remaining high in the population. This combined
with the predominately negative relationships between coping and HRQoL, would suggest

that the patients in this population are not using effective coping strategies.

The next aim of the study was to investigate whether a patient’s proximity to the
hospital had an effect on their HRQoL and Levels of perceived stress. Proximity to a
healthcare facility has previously been shown to affect patient’s physical health, access to
treatment, and mortality rate (McCormick et al 2004; Axelrod et al 2008; Molinari et al 2010)
However Quality of life has not previously been considered. For this patients were assessed
based on the geographical Province that they live in. No significant difference was found for
quality of life or stress in terms of a patient’s area of residence. It is possible however that
this outcome was affected by the small sample size in the study. A larger, more representative

sample may produce different results.

Similarly, no significant differences were seen for any of the demographic variables
age, gender, marital status or employment status. These findings were contrary to previous
research that found that women had lower levels of emotional well-being (Afendy et al
2009). They were also in contrast with the finding that employment status can have an effect
on Quality of Life (Saab et al 2008). It is important to note here however that the rate on
unemployment in this population was 58.1%, with only eight of the forty-six participants
being employed full-time. It is possible that the sample size was not sufficiently large to find
any significant differences for the number of variables tested and therefore further research

with a larger sample would be useful.
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An additional finding of the present study is that when comparing HRQoL scores of
participants to normative data, post-transplant patients scored higher on vitality than
individuals who did not report having a long standing illness (Jenkinson, Coulter & Wright
1993). A similar finding was discussed by Beilby, Moss-Morris and Painter (2003) who
suggested that it could be explained by a contrast effect, whereby transplant recipients are
likely to perceive their quality of life as higher due to the contrast between their pre and post

transplant functioning.

4.1 Limitations

As with all research, a number of limitations have been acknowledged in the current
study. It is therefore important to be tentative in interpreting these results. Firstly, the sample
size in this study (N=46) is small. While the number of participants reflects the short period
of time available for data collection and the specialised nature of the study, a larger number

of participants would give more strength to the findings.

Secondly during the data collection stage, a small number of the participants verbally
reported having a co-occuring condition that was unrelated to their liver condition. This
information was not formally recorded on the questionnaire but was noted for discussion. A
large number of demographic factors were investigated, however the study did not control for
the possibility that a number of the participants in the study may have be suffering from a co-
existing medical condition, which may also have an effect on their quality of life. It is
therefore difficult to ascertain how much of the impairment in quality of life was as a result

of unrelated co-occurring conditions.
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Finally, this research was carried out in the outpatient clinic of the liver unit in i
I [ospital, where the participants are currently being treated. It is
therefore important to consider the Saviour Effect, whereby post-transplant patients may have
under-reported QoL impairments due to a feeling of indebtedness towards the clinic

(Joralemon & Fujinaga 1996).

4.2 Recommendations

Although the current study has shown that Health Related Quality of Life is significantly
higher in post transplant patients than in pre transplant patients, more research is needed. A
cross-sectional design was employed due to time restrictions; however a longitudinal study
would provide a greater insight into individual changes in QoL across the transplantation
process. In addition, a qualitative element would be beneficial in understanding individual
attitudes and challenges. A larger sample size would be desirable in future research as the
sample in the current study may not have been sufficiently representative for the number of

demographic variables investigated.

The additional finding of this study and of Beilby, Moss-Morris and Painter (2003),
that post transplant patients report higher levels of vitality than normative data, could be an
important area for further study. The higher levels of vitality may be explained by a contrast
effect as indicated, however another avenue for investigation could be post traumatic growth.
Patients who have been terminally ill on the transplant list may experience post-traumatic
growth after receiving the life saving organ transplant. This has previously been found in

patients who have received bone marrow transplants (Widows, Jacobson, Booth-Jones &

Fields 2005).
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The study found that perceived stress levels remained high in post transplant patients.
This would suggest that these patients need continued care after transplantation and help in
dealing with various stressors such as the use of immunosuppressant drugs, lifestyle changes
and dependence on the healthcare system. Therefore continued psychological care after the
transplantation process is recommended. The relationship between coping strategies and
HRQoL found in the current study would indicate that counselling that teaches patients more
effective coping strategies would be beneficial (Goetzmann et al (2006b); Gutteling et al
(2007)). Coping strategies that are maladaptive may be an important target of psychological
intervention for transplant patients according to Widows & Rodrique (2003, p 287). Self-
Blame was found to have the strongest relationship with Health related Quality of Life. The
more self-blame was used, the lower the levels of physical and emotional well-being. This
finding would suggest that helping patients to overcome issues and stop blaming themselves

for their illness could be beneficial and help to enhance their over all quality of life.

Currently the Liver Unit in ||| |GGG Hospital has no standardised

procedures for assessing HRQoL in patients before and after liver transplantation. To date
there have been no published studies investigating the psychosocial well-being of liver
transplant patients in Ireland. The biological, social and psychological problems of liver
transplant patients in Ireland should be addressed and the possible actions to facilitate these
patients should be examined. This is especially important as rates of alcoholic liver disease in
Ireland are increasing (Mongan et al 2011) and the need for liver transplantation may increase
accordingly. While efforts should be made to prevent this, it is also important to be prepared
for its occurrence. Improved knowledge of psychosocial issues facing liver transplant patients
may also help predict compliance and return to alcohol use post-transplantation (Kelly et al

2006;Harper, Wager & Chacko 2010).
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It is hoped that from this research, there will be increased awareness of the
psychosocial problems experienced by patients before and after receiving a liver transplant.
Increased understanding in Healthcare professionals may allow them to better cater for these
patients. Increased knowledge of effective coping strategies may reduce stress levels and
improve Quality of Life. This may in turn improve success rates in treating the disease.
Furthermore it is envisaged that this study may inspire further research that will result in
standardized assessment and care that focuses on the biological, psychological and social

aspects of chronic and end stage liver disease and liver transplantation.

4.3 Conclusion

The present study found that liver transplant recipients report higher levels of Health
related Quality of Life than patients on the transplant list. Levels of perceived stress were
high in both pre and post transplant groups. The use of more emotion focused coping
strategies were negatively related to physical components of Health Related Quality of life.
The predominately negative relationships between coping strategies used and Health Related
Quality of life, combined with the high levels of stress reported, would indicate that the
patients in this population are not using effective coping strategies to deal with the stressors
and impairments in Quality of Life involved in the transplantation process. No previous
published studies have been found in the Irish populations of liver transplant patients and
therefore this study contributes to research as an Irish perspective. Further research in this
population is required using a larger sample and a longitudinal approach would be desired.
Finally, the finding that psychological constructs of coping strategies are significantly related
to both physical and mental health, including social functioning, supports the concept of a

biopsychosocial approach to health care, showing that biological, psychological and social
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factors can interact with each other. The findings of this study suggest that receiving a liver
transplant may improve quality of life, however continued psychological care is
recommended as well as teaching patients effective coping strategies to use before and after

the procedure.
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APENDIX A

This questionnaire should only take approx 5-10 minutes to complete. Please try and
answer each question as honestly as possible. Thank you for taking the time to complete
this survey.

Are you Male or Female?

O Male
00 Female

What age are you?

18-25
26-35
36-45
46- 55
56-65
Over 65

OoOooOooOood

What is your Marital Status?
0 Single

00 In a Relationship

O Married

0 Divorced/Separated

00 Widowed

What is your employment Status?
O Employed Fulltime

Employed Part time

Unemployed

Student

I R |

What county do you live in? And what part of the county? (eg Dublin West, Kerry
South)

Do you live in an urban or rural area?
O Urban
O Rural

What is your transplant status?
O Post Transplant
O  Pre Transplant

If you are post-transplant, How long has it been since you received your transplant?




This survey asks for your views about your health. This information will help you keep track of how you feel
and how well you are able to do your usual activities.

Please answer every question. Some questions may look like others, but each one is different. Please take the
time to read and answer each question carefully. Tick the box that most applies to you.

1) In general, would you say your health is:

Excellent [ Very good [ Good [ Fair [ Poor [
g a a g g

2) Compared to one year ago, how would you rate your health in general now?

Much better now Somewhat better About the same Somewhat worse Much worse now

than one year ago now than one as one year ago now than one than one year ago
year ago year ago

[0 O O O O

3) The following questions are about activities you might do during a typical day. Does your health now
limit you in these activities? If so, how much?

Yes, Yes, No, not

limited limited limited

alot a little at all
a 0gd ad ad

Vigorous Activities, such as running, lifting heavy
objects, participating in strenuous sports

Moderate Activities, such as moving a table, pushing a
vacuum cleaner, bowling, or playing golf

¢ Lifting or carrying groceries O O O
d Climbing several flights of stairs O O O
e  Climbing one flight of stairs O 0 O
f  Bending, kneeling, or stooping O O a
g  Walking more than a mile O O O
h  Walking several hundred yards O 0 O
i Walking one hundred yards O 0 O

j  Bathing or dressing yourself O O O

56
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4) During the past 4 weeks, have you had any of the following problems with your work or other regular
daily activities as a result of your physical health?

Yes No
a  Cut down on the amount of time O O
you spent on work or other
activities
b Accomplished less than you og 0
would like
¢ Were limited in the kind of work g O
or other activities
d  Had difficulty performing the g O

work or other activities (for
example, it took extra effort)

5) During the past 4 weeks, have you had any of the following problems with your work or other regular
daily activities as a result of any emotional problems (such as feeling depressed or anxious)?

Yes No
a  Cut down on the amount of time g a
you spent on work or other
activities
b  Accomplished less than you 0a a
would like
¢ Did work or activities less ag O

carefully than usual

6) During the past 4 weeks, to what extent has your physical health or emotional problems interfered with
your normal social activities with family, friends, neighbours, or groups?

Not at all [ Slightly [] Moderately [ Quite a bit [ Extremely [
U 0 0 O O

7) How much bodily pain have you had during the past 4 weeks?

Very
None [ Very Mild[! Mild [ Moderatel[ ] Severe! | Severe!]
a g a g a g

8) During the past 4 weeks, how much did pain interfere with your normal work (including both work
outside the home and housework)?

Not at all [ A little bit[] Moderately! Quite a bit[] Extremely(!
O O O O O
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9) These questions are about how you feel and how things have been with you during the past 4 weeks.
For each question, please give the one answer that comes closest to the way you have been feeling. How

much of the time during the past four weeks

coe

10) During the past 4 weeks, how much of the time has your physical health or emotional problems

interfered with your social activities (like visiting friends, relatives, etc.)?

All of
the
Time

Most of
the Time

A Good Bit
of the
Time

Some of
the Time

A Little of
the Time

None of
the Time

a. Did you feel full of pep?

b. Have you been a very nervous
person?

c. Have you felt so down in the
dumps that nothing could cheer
you up?

d. Have you felt calm and
peaceful?

e. Did you have a lot of energy?

f. Have you felt downhearted and
blue?

g. Did you feel worn out?

h. Have you been a happy
person?

j. Did you feel tired?

All of the time Most of the time

[N O

Some of the time

O

A little of the

time
O

11) How TRUE or FALSE is each of the following statements for you?
Mostly Don't

a Iseem to get sick a little
easier than other people

b I am as healthy as anybody I
know

c I expect my health to get
worse

d My health is excellent

Definitely

true

g

g

true

know

Mostly
false

None of the time

O

Definitely
false
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These items deal with ways you've been coping with the stress in your life. 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 =1 haven't been doing this at all

2 =1've been doing this a little bit

3 =1I"ve been doing this a medium amount

4 =1've been doing this a lot

1. I've been turning to work or other activities to take my mind off things.
1 2 3 4
2. I've been concentrating my efforts on doing something about the situation I'm in.
1 2 3 4
3. I've been saying to myself "this isn't real."
1 2 3 4
4. I've been getting emotional support from others.
1 2 3 4
5. I've been giving up trying to deal with it.
1 2 3 4
6. I've been taking action to try to make the situation better.
1 2 3 4
7. I've been refusing to believe that it has happened.
1 2 3 4
8. I've been saying things to let my unpleasant feelings escape.
1 2 3 4
9. I’ve been getting help and advice from other people.
1 2 3 4
10. I've been trying to see it in a different light, to make it seem more positive.
1 2 3 4
11. I’ve been criticizing myself.
1 2 3 4
12. I've been trying to come up with a strategy about what to do.

1 2 3 4



13. I've been getting comfort and understanding from someone.
1 2 3 4
14. I've been giving up the attempt to cope.
1 2 3 4
15. I've been looking for something good in what is happening.
1 2 3 4
16. I've been making jokes about it.
1 2 3 4
17. I've been doing something to think about it less, such as going to movies,
watching TV, reading, daydreaming, sleeping, or shopping.
1 2 3 4
18. I've been accepting the reality of the fact that it has happened.
1 2 3 4
19. I've been expressing my negative feelings.
1 2 3 4
20. I've been trying to find comfort in my religion or spiritual beliefs.

1 2 3 4

21. I’ve been trying to get advice or help from other people about what to do.

1 2 3 4
22. I've been learning to live with it.
1 2 3 4
23. I've been thinking hard about what steps to take.
1 2 3 4
24. I’ve been blaming myself for things that happened.
1 2 3 4
25. I've been praying or meditating.
1 2 3 4
26. I've been making fun of the situation.

1 2 3 4
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The questions in this scale ask you about your feelings and thoughts during the last month.
In each case, you will be asked to indicate by circling ~ow often you felt or thought a certain
way.
0 = Never 1 = Almost Never 2 = Sometimes 3 = Fairly Often 4 = Very Often
1. In the last month, how often have you been upset because of something that happened
unexpectedly?

0 1 2 3 4
2. In the last month, how often have you felt that you were unable to control the important
things in your life?

0 1 2 3 4
3. In the last month, how often have you felt nervous and “stressed”?

0 1 2 3 4
4. In the last month, how often have you felt confident about your ability to handle your
personal problems?

0 1 2 3 4
5. In the last month, how often have you felt that things were going your way?

0 1 2 3 4
6. In the last month, how often have you found that you could not cope with all the things that
you had to do?

0 1 2 3 4
7. In the last month, how often have you been able to control irritations in your life?

0 1 2 3 4
8. In the last month, how often have you felt that you were on top of things?

0 1 2 3 4
9. In the last month, how often have you been angered because of things that were outside of
your control?

0 1 2 3 4
10. In the last month, how often have you felt difficulties were piling up so high that you
could not overcome them?

0 1 2 3 4

Thank you for taking part.

(removed patient consent forms to preserve anonymity)



