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Abstract 

The population of Irish cancer survivors is ever-increasing due to the success of modern 

treatments and earlier detection of the disease. However, there is little evidence in 

Ireland regarding post-treatment survivors’ service needs. The major aims of this 

research were to profile a sample of post-treatment survivors, assess their quality of life 

and health service needs and develop a rehabilitation programme to address those 

needs. To develop such a programme, two exploratory studies were conducted. Study 

1 was a qualitative study of survivors, their carers and health professionals (N = 56). It 

investigated the factors impacting on post-treatment quality of life from a number of 

perspectives. It found that cancer and its treatment impacts on the survivors’ quality of 

life in multiple life domains, that survivors need post-treatment services and that health 

professionals need to be educated regarding survivorship issues. Study 2 was a 

comprehensive survey and needs analysis of post-treatment breast, prostate, colorectal 

and lung cancer survivors (N = 262). It found that although most survivors recovered 

very well after cancer treatment, up to 26% had significant difficulties with quality of 

life functioning and symptoms and 33% had anxiety scores above the normal range. In 

terms of lifestyle, 35% had reduced their physical activity levels, 13% continued to 

smoke, 51% were overweight and the majority had a poor diet. These findings informed 

the development and implementation of Study 3 – a multidisciplinary and integrated 

pilot rehabilitation programme. This 8-week programme used Hope Therapy as a 

scaffold to support psychosocial, physical activity and dietary change (N = 38). This 

positive approach to enhancing quality of life and facilitating psychosocial adjustment 

and health behaviour change was successful in significantly impacting on quality of 

life, increasing hopeful thinking, physical activity levels, fitness, strength, vitamin C 

and fibre intake in the treatment group. Significant reductions in anxiety, weight, 

saturated fat and overall calories consumed were also found. A programme evaluation 

by participants and the delivery team endorsed the efficacy of the programme. This 

research represents the first step in developing a theory-based, positive, integrated, bio-

psychosocial approach to adjustment after cancer. Recommendations for the future 

development of formal survivorship services in Ireland are made including the 

development and dissemination of high quality information about post-treatment issues 

to cancer survivors and health care professionals.  
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“And in the end, it’s not the years 

in your life that count. 

It’s the life in your years.” 

 

                                                             Abraham Lincoln 

 

 

 

 

 

 

“There is no medicine like hope,  

no incentive so great and no tonic so powerful as  

expectation of something tomorrow”. 

 

                                                                     Orison Swett Marden 
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Preamble 

 

On the 21 of May, 2004, the Minister for Health and Children, made an address during 

which he referred to the constant striving to improve the quality of care given to cancer 

patients. He went on to say that the “key elements of an effective cancer control strategy 

are prevention, screening (where appropriate), early detection, treatment and of course 

rehabilitation and support” (Department of Health and children [DoHC], 2004).  

 

This thesis focuses on the rehabilitation and support elements of this strategy. The 

primary objectives of the research were to:  

• Examine the quality of life of post-treatment cancer survivors,  

• Develop a profile of post-treatment cancer survivors and identify their service 

needs and  

• Develop, pilot and evaluate an evidence-based intervention aimed at 

maximizing their quality of life.  

 

This research was commissioned by the Health Service Executive - Dublin Mid-

Leinster and funded by their Department of Cancer and Palliative Care. The 

geographical catchment area for the project was the former East Coast Area Health 

Board (ECAHB), which mainly encompasses South Dublin and Wicklow.  
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Chapter 1.  

Cancer Survivorship: An Overview 

 

 

1.1 Introduction 

Cancer survivorship is a new and growing area with relevant research expected to 

mushroom in the next 10 years (Holland, 2007). In 2002, there were an estimated 22.4 

million cancer survivors worldwide who had been diagnosed in the previous five years 

and an even greater number who were living more than five years post diagnosis 

(Coughlin, 2008). However, there is a still a scarcity of research on post-treatment 

survival issues. Outside of the medical domain, the concentration of cancer research 

effort has been on the initial phase of the disease with much research focusing on either 

the impact of a cancer diagnosis on the individual and their family, on the management 

of symptoms and coping with treatment, or, on coping with a terminal prognosis 

(Tomich & Helgeson, 2002; Helgeson, Snyder & Seltman, 2004).  

 

This chapter presents an overview of ‘survivorship’ and summarises the literature on 

the quality of life and needs of cancer survivors, drawing on a number of recent 

publications that document the most up-to-date knowledge on this relatively new 

science of survivorship.  

 

1.2 Cancer Survivorship 

Cancer survivorship is very much a twenty-first century issue, as advances in diagnosis 

and treatment over the last two decades have led to greater expectations regarding 

survivability (Ganz, 2007a). Cancer is now increasingly regarded as a chronic illness 

rather than a fatal one (Gerber, 2001; Ganz, 2003; Brennan, 2004) with between 50 and 

60 percent of newly diagnosed cancer patients surviving more than five years 

(American Cancer Society (ACS), 2001; Tomich & Helgeson, 2002; ACS, 2004).  

 

1.2.1 The Emergence of ‘Survivorship’ 

In 1986 the National Coalition for Cancer Survivorship (NCCS) was formed in the US 

with survivorship issues as its driving force. The National Cancer Institute (NCI) 
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established the Office of Cancer Survivorship 10 years later in 1996 to encourage 

scientific research on survivor issues. In 2004, the US Centres for Disease Control and 

Prevention (CDC) and the Lance Armstrong foundation (LAF) launched a National 

Action Plan for Cancer Survivorship (CDC & LAF, 2004). The Institute of Medicine 

(IOM) produced an influential report in 2006, From cancer patient to cancer survivor: 

Lost in transition, which the authors believe was the result of a convergence of trends 

in medical science, health service research and public health awareness. All of these 

developments, along with the appearance of two major survivorship texts in the past 

year, are indicators of a growing concern about providing cancer related health and 

welfare services that will meet cancer survivors’ needs.  

 

Leigh (2007) speaks of having reached a critical mass regarding survivorship and refers 

to what Gladwell (2000) called “the boiling point when an idea or trend finally 

explodes and spreads to the masses” (p.12). With survivorship being increasingly 

recognised as a distinct phase in the cancer trajectory, there is a need for a new model 

of co-ordinated care (Ganz, 2007b). The recent IOM report (2006) has recommended 

that cancer survivorship be established as “a distinct phase of cancer care” (p.3) and 

has advocated the development of an, “end of treatment care plan”, for all cancer 

survivors. Before this thesis advances further it is necessary to examine what is meant 

by the term “cancer survivor”.  

 

1.2.2 Defining “Cancer Survivor” 

Definitions of cancer survivors vary in the literature. Some include those who have just 

been diagnosed with cancer, while others refer only to those who are living cancer-free 

after medical treatment. The National Coalition for Cancer Survivorship (NCCS) used 

the following definition “from the time of its discovery and for the balance of life, an 

individual diagnosed with cancer is a survivor” (NCCS Charter, 1986, p. 2). This 

definition reflects the need to look beyond the short-term consequences of cancer and 

was influenced by Mullan’s (1985) description of “seasons of survival”. The National 

Action Plan for Cancer Survivorship (CDC & LAF, 2004) extended the definition to 

include people who have been diagnosed with cancer and the people in their lives who 

are effected by their diagnosis, including family members, friends and caregivers. Both 

definitions have been very useful in providing an identity to a neglected cohort, in terms 
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of both research and service provision. These definitions have subsequently been 

merged and cancer survivorship is now viewed as the experience of living with, 

through, and beyond a diagnosis of cancer and includes all those effected by the disease 

(NCCS, 2007).  

 

In contrast, the American Cancer Society had used a narrower definition, referring to 

survivors as those who have been disease free for five years or more (ACS, 2002). This 

is mainly because cancer survival rates have been expressed in terms of ‘5-year 

survival’ as the risk of recurrence is expected to have reduced and the survivor 

considered to have recovered both physically and psychologically (Bloom, Stewart, 

Chang & Banks, 2004). A term used for this group is “long-term cancer survivors” 

(Aziz, 2007a). The majority of our knowledge on late or long-term effects of cancer 

and its treatment comes from studying this group, and much of that knowledge is from 

studies of childhood cancer survivors.  

 

Such variation in defining “cancer survivors” is a stumbling block when examining the 

literature, as authors often do not clarify their use of the term, nor do they specify the 

status of their study population. This is especially relevant to the current research 

project as the research remit was to investigate post-treatment survivors but not 

necessarily long-term survivors exclusively.  

 

Feuerstein (2007a) points out that the variety of definitions used in the past has been 

useful but that it is time to move to definitions that capture “naturally occurring phases 

of survival based on problems over time, patterns of problems or recovery over time, 

and/or various critical endpoints (biological, psychological, and functional)” (p. 484). 

The Centre for Values, Ethics, and the Law in Medicine in Australia defined survivors 

as those who are “living apparently free of cancer at any time after treatment” (2001). 

This definition is used to draw attention to all post-treatment survivors and is the most 

useful and accurate definition in the context of the present research. This definition is 

also representative of the phase called “survivorship” outlined in the Cancer Control 

Continuum (NCI, 2005) that describes various points from cancer prevention, early 

detection, diagnosis, treatment, survivorship and end of life care.  
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In reading these early chapters, where the literature on survivors is presented, the reader 

is asked to keep in mind the variety of definitions used and the lack of clarification 

provided by many authors in their use of the term. Where specified, the status of the 

study participants will be presented. For clarity in the reading of the later study chapters 

of this thesis, an operational definition of the term “cancer survivor” is used and refers 

to the individual cancer survivor who is at least six months post-medical treatment1 

(surgery, chemotherapy, radiotherapy).  

 

1.2.3 Survivorship Research  

Rowland (2007) provides a brief history of survivorship research trends over the past 

20 years. Early research focused either on specific late and long-term effects of cancer 

or its treatment or on the psychological impact of cancer (Cella & Tross, 1986; Abbey, 

1997; Breaden, 1997). However, much of the later research has focused on reactions to 

treatment rather than post-treatment (Tomich & Helgeson, 2002). As the body of 

literature has grown and a number of effects of cancer and its treatment have been 

identified, the focus has been turning to the development of interventions for 

moderating those effects (Humphris & Ozakinci, 2008; Rehse & Pukrop, 2003). 

Literature has also emerged on the positive impact of cancer with studies on benefit 

finding and searching for meaning in the cancer experience (Dirksen, 1995; Tomich & 

Helgeson, 2004). Rowland (2007) believes the field is now reaching adolescence and 

the biggest goal for the future is to deliver quality care to survivors.  

 

Most survivorship research and psychosocial research in cancer has tended to focus on 

breast cancer survivors, who are the single largest grouping of long-term survivors. 

This research includes a number of studies on late-emerging and long-term effects, 

quality of life, social networks, fatigue, anxiety, depression, sexual issues and many 

more issues (Ganz, et al., 1996; Meyerowitz, Desmond, Rowland, Wyatt & Ganz, 1999; 

Montazeri et al., 2001; Cimprich, Ronis & Martinez-Ramos, 2002; Servaes, van der 

Weerf, Prins, Verhagen & Bleijenberg, 2002; Stanton, Danoff-Burg & Huggins, 2002; 

Mandelblatt et al., 2004; Rowland, 2007). However, there is now a growing body of 

survivorship literature focusing on other cancer types, such as, quality of life in post-

 
1 In practice, the survivors in this research were all at least 12 months post-treatment due to the time lag between 

identifying individuals on the hospital databases and bringing them to the data collection stage. 
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treatment lung cancer survivors (Kenny et al., 2008), prostate cancer survivors (Penson 

& Litwin, 2003) and colorectal cancer survivors (Ramsey, Berry, Moinpour, Geidzinka 

& Anderson, 2002) and adjustment in post-treatment head and neck cancer survivors 

(Katz, Irish, Devins, Rodin & Gullane, 2003). Despite this the survivorship literature 

tends to concentrate either on breast cancer survivors or, where different cancer types 

are included, cancer type and treatment type are not sufficiently differentiated. 

 

A number of researchers have pointed to the limitations of and gaps in the current 

survivorship research. For example, Tesauro, Rowland and Lustig (2002) point out that 

there is very little research on services and resources that are specifically designed to 

maximise the quality of life of post-treatment cancer survivors. This issue is examined 

further in Chapter 3. Tomich and Helgeson (2002) point to the qualitative nature of the 

bulk of survivorship research studies and the small sample sizes used. Andrykowski et 

al. (2004) point to the lack of a simultaneous investigation of both physical and 

psychosocial behaviour change in cancer survivors and a lack of investigation into the 

relationship between physical, psychosocial, dispositional and psychological variables 

in the one study. Most of the existing literature that focuses on post-treatment survivors 

is cross-sectional in nature. Kornblith (1998) calls for more longitudinal research to 

facilitate a better understanding of adaptation over time.  

 

1.2.4 The Need for Survivorship Research 

Ganz (2003) sets out a number of reasons why the study of survivorship is important: 

 

▪ The information gained from such research helps to refine treatments to 

minimize late-effects. As yet, there is little information about the late effects of 

cancer treatment in adults, as much of the existing survivorship literature 

focuses on long-term survivors of childhood cancers. Findings from this 

research have informed refinements in treatments for children suffering from 

cancer today, thus reducing for them some of the long-term effects of treatments 

offered in the past.  

 

▪ The number of cancer survivors is growing and attention needs to turn to: (a) 

their future needs, (b) focus on high-risk survivor groups such as ethnic 
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minorities and the elderly, c) surveillance for second malignancies, and (d) 

preventive interventions for late effects. This information is needed so that 

survivors and those who will be looking after their health needs can be prepared. 

 

▪ It is necessary to be knowledgeable about the long-term impact of cancer at a 

physical and psychosocial level so that health services can help survivors 

maximise quality of life and that health services are utilised most effectively 

and efficiently.  

 

▪ An ageing population means an increase in the numbers of cancer cases in the 

future with a resulting increase in the numbers of cancer survivors.  

 

The IOM report (2006) states that the period that follows primary treatment for cancer 

is “uncharted territory in terms of evidence-based guidance for providers of 

survivorship care” (p. 60). It goes on to highlight the need for survivorship research in 

a number of priority areas including research on psychosocial issues, interventions 

aimed at reducing symptoms and improving function, and interventions that improve 

the quality of life of cancer survivors.  

 

1.3 The Quality of Life of Cancer Survivors 

The concept of quality of life has become a core concern for many healthcare 

professionals (Brennan, 2004) and reflects the World Health Organisation’s definition 

of health as complete physical, mental and social well-being, not simply the absence of 

illness (WHO, 1946). The overriding impact of advances in cancer treatment has been 

the shift in the focus of research attention from quantity to quality of life (Kornblith, 

1998). Quality of life in cancer research has spanned the whole trajectory of the cancer 

experience from diagnosis to end of life. This current research focuses on understanding 

the impact of cancer and its treatment on the quality of life of cancer survivors. Quality 

of life is viewed as a dynamic concept that encompasses several domains of life that 

are interrelated (Bloom, Kang, Peterson & Stewart, 2007; Lent, 2007; Victorson, Cella, 

Wagner, Kramer & Smith, 2007). 

 

In a review of quality of life in long-term survivors Bloom et al. (2007) found that, in 
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general, the longer the time since treatment ended, the better the reported quality of life. 

However, survival does not necessarily mean a return to “normal” life. One example is 

provided by Holzner et al. (2001) who found that quality of life decreased in breast 

cancer survivors who were more than five years post-treatment. Bloom et al.’s (2007) 

review of quality of life issues concluded that long-term survivors of cancer continue 

to experience issues associated with their cancer and its treatment. They further note 

that the majority of quality of life studies are narrow in their focus, examining only the 

physical domain and they call for a broader view of quality of life.  

 

In the context of a bio-psychosocial approach to survivorship, a range of variables, 

including the impact of cancer and its treatment, the lifestyle of the survivor, their 

personal and social coping resources and socio-economic influences, all determine the 

impact of cancer and its treatment on quality of life after cancer. The survivorship 

literature on these issues is examined below to facilitate a better understanding of post-

treatment survivorship and the issues that require attention in intervention development.  

 

1.3.1 The Impact of Cancer and its Treatment on Quality of Life 

Although survivors may be disease free, they often experience negative sequelae either 

from the cancer itself or as a result of the treatment they received (Ganz & Coscarelli, 

2000). There is evidence that 20% of long-term survivors who are disease free continue 

to experience negative long-term or late-emerging effects (Wenzel et al., 2002; Ganz, 

2003; Aziz, 2007b). 

  

Late effects refer to toxicities that were not evident at the time treatment ended but 

became evident years later, while long-term effects refer to side-effects or 

complications of the treatment that continue beyond treatment (Aziz, 2007b). For 

example, Mols et al. (2005) found that chemotherapy predicted quality of life in a 

review of quality of life in post-treatment breast cancer survivors. Aziz and Rowland 

(2003) suggest that up to 75% of survivors will experience some health-related 

consequence of their treatment. These late-effects may effect the survivor’s functioning 

in many domains of life, including physical, psychological, and social areas long after 

treatment has finished (Gotay & Muraoka, 1998; Ganz, 2003).  
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The Physical Impact 

At a purely physical level, recovery from cancer may take some time once treatment is 

over. Physical sequelae are often cancer site specific and directly impact on the patient’s 

level of function and interfere with activities of daily living (ADLs) (Ganz, 2001; Aziz, 

2007b). Depending on the cancer site, these sequelae may include fatigue, pain, scars, 

disfigurement, altered taste and smell, dry mouth, weight gain or loss, lymphoedema, 

nausea, osteoporosis (Loescher et al., 1989; Sklar, 1999; Andrykowski, Curran & 

Lightner, 1998; Ganz, 2004).  

 

Cancer treatment itself is considered a major contributor to functional impairment 

(Tunkel & Passik, 1989). For prostate cancer survivors, urinary, and bowel dysfunction 

are long-term problems resulting from all of the available treatments (Miller et al., 

2005; IOM, 2006). As this cancer has a relatively high level of survival the effects of 

treatment on quality of life is of considerable concern to the survivor (Penson & Litwin, 

2003b; IOM, 2006). For colorectal survivors quality of life is generally high but there 

are some late effects reported, such as bowel dysfunction and pain (Sprangers, Taal, 

Aaronson & te Velde, 1995; Ramsey et al., 2002; IOM, 2006).  

 

Dimeo (1998) reported that up to 30% of survivors are not able to carry out their usual 

ADLs due to post-treatment fatigue, resulting in reduced activity to conserve energy 

and leading to loss of muscle mass and a reduction in cardio-respiratory fitness. Fatigue 

is the most frequently cited symptom with younger breast cancer survivors having a 

particular difficulty (Flechtner & Bottomley, 2003; Ganz, Greendale, Peterson, Kahn 

& Bower, 2003). Carlson et al. (2004) reported that over 43% of post-treatment 

survivors of all cancer types still experienced problematic levels of fatigue. In a study 

of lymphoma/hodgkins survivors, those reporting high levels of fatigue reported 

extreme limitations in physical and emotional functioning with 20% reporting very low 

levels of physical functioning and up to 60% reporting limitation in quality of life 6-8 

years post-treatment (Flechtner et al., 1998). In addition, fatigue also prevents survivors 

from returning to work and being able to lead a normal life resulting in reduced levels 

of activity, loss of a sense of control, loneliness and isolation (Servaes et al., 2001).  

 

Pain is a significant predictor of difficulties with physical, sexual and psychological 
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functioning (Tunkel & Passik, 1989). Ganz, Coscarelli et al. (1995) found that up to 

80% of cancer survivors have ambulation problems due to pain. Lymphoedema is 

another common late effect of treatment for breast cancer, yet there is little research on 

the incidence of or risk factors for lymphoedema. The evidence suggests that between 

12% and 25% of breast cancer survivors will develop this effect, its onset can be up to 

four years post-treatment and obesity is a risk factor for its development (IOM, 2006).  

 

Weight gain is another late effect of treatment with up to 50% of females who received 

chemotherapy reporting weight gain and 20% gaining 10-20 kg (IOM, 2006). Possible 

reasons suggested for this are a decrease in physical activity levels and changes in 

metabolic rate due to menopausal factors (Goodwin, Ennis, Pritchard, Trudeau, & 

Hood, 1999).  

 

Age is also reported to be a factor in levels of physical functioning with younger breast 

cancer survivors having a higher level of functioning 5-10 years post-treatment (Bloom 

et al., 2004) and older survivors having greater difficulty (Cimprich, Ronis & Martinez-

Ramos, 2002). However, Aziz (2007b) concluded that younger survivors fare worse 

than older survivors in the long-term. Bloom et al. (2007), in their review, conclude 

that long-term breast cancer survivors have lower quality of life in the physical domain 

than healthy controls.  

 

Physical symptoms cannot be isolated in terms of their effect as they can have a very 

powerful impact on psychological, social and emotional adjustment, effecting body 

image, role functions and a return to “normality” (Brennan, 2004). 

 

The Psychological Impact 

There are a number of negative psychological and emotional consequences of cancer 

and its treatment. These impact on quality of life during and after treatment and effect 

adjustment to treatment-related symptoms and living with a chronic illness (Ogden, 

Karim, Choudry & Brown, 2007). Some of the consequences identified in the research 

literature include psychological distress, anxiety and depression, alterations in body 

image, fear of recurrence, stress, grief, lack of control and anger (Ferrell et al., 1998; 

Gotay & Muraoka, 1998; Kornblith, 1998; Molassiotis, Chan, Yam, Chan & Lam, 
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2002; Ganz, 2003; Grassi & Travado, 2008). Grassi and Travado (2008) also cite 

reduced self-esteem, a dependency on others and changes in future perspective as other 

consequences of cancer and its treatment.  

 

Derogatis et al. (1983) reported that approximately 25% of cancer patients experience 

severe psychological distress. However, there are conflicting reports of distress levels 

in post-treatment survivors. Bloom et al. (1987) reported that the psychological profile 

of breast cancer survivors was no different from a healthy population by the end of the 

first year post-treatment. This finding was supported in later research by Ganz et al. 

(1996). Tomich and Helgeson (2002) point out that severe psychopathology is not a 

major issue.  

 

In contrast, a large study (N = 3,095) by Carlson et al. (2004) found that 34% of post-

treatment survivors had significant levels of distress. Nezu and Nezu (2007) cite a 

number of studies where significant psychological difficulties were evident in cancer 

survivors. For example, the incidence of post-traumatic stress disorder (PTSD) in post-

treatment head and neck or lung cancer survivors was 14%, 20% for other anxiety 

disorders and 20% for depressive disorders at one year post-treatment (Kangas, Henry 

& Bryant, 2005). Distress is now considered the “Sixth vital sign” in cancer care with 

the recommendation for its measurement at every follow-up visit (Bultz & Carlson, 

2005; Bultz & Carlson, 2006).  

 

In their review, Bloom et al. (2007) note that a number of studies have found significant 

psychological concerns in breast cancer survivors including depression, PTSD, stress, 

low levels of control and worries about the future. Bloom et al. (2007) conclude that 

better quality of life in the psychological domain in long-term breast cancer survivors 

is associated with fewer physical symptoms, better emotional support and perceptions 

of personal control. Again, age is implicated in the level of psychological impact of 

cancer in female survivors with younger survivors having a poorer outcome (Cimprich 

et al., 2002; Ganz et al., 2003).  

 

For prostate cancer survivors, there is less evidence, but specific physical dysfunctions 

including urinary dysfunction (Potosky et al., 2004) and sexual dysfunction (Jenkins et 
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al., 2004) are associated with higher levels of distress. Manne (2002) reported excess 

levels of anxiety and depression in prostate cancer survivors and their spouses and the 

IOM report (2006) suggests that younger men have significantly greater difficulty with 

psychological adjustment post-treatment. The literature examining the psychosocial 

impact on colorectal cancer survivors is sparse (IOM, 2006) but Ramsey et al. (2002) 

found higher levels of depression than expected in their sample of colorectal cancer 

survivors, with 14% of the sample reporting clinical levels of depression.  

 

Fear of recurrence may surface any time the individual feels unwell or is due to attend 

for a check-up (Ferrell et al., 1998). A review of literature on the subject by Lee-Jones, 

Humphris, Dixon and Bebbington-Hatcher (1997) found that this fear is the most 

commonly reported psychological impact of cancer. Ronson and Body (2002) note that 

the prevalence of this fear ranges from 10% to 89% across a number of published 

studies. Jefford et al. (2008) note the close link between fear of recurrence and anxiety. 

In their study of Australian post-treatment cancer survivors, they found that fear of 

recurrence was a major concern that was still evident at one year post-treatment. 

Another study reported significant fear of recurrence two years post-treatment (Mehta, 

Lubeck, Pasta, & Litwin, 2003) and Deimling, Bowman, Sterns, Wagner and Kahana 

(2006) reported that 38% of long-term post-treatment prostate cancer survivors were 

still fearful about cancer recurrence. Hart, Latini, Cowan and Carroll (2008) also 

studied fear of recurrence in post-treatment prostate cancer survivors. They found that 

higher levels of fear of recurrence predicted lower quality of life, which is consistent 

with the findings in post-treatment breast cancer survivors (Mellon, Northouse, Weiss 

& 2006). The IOM report (2006) notes that fear of recurrence may immobilize the 

survivor, making it difficult to make decisions about the future.  

 

Anxiety is common in cancer survivors (Holland & Reznik, 2005; Stanton, 2006; 

Coughlin, 2008). The stresses of late or long-term physical effects, changes in family 

roles, problems with employment and other difficulties may place a huge demand on 

the survivors’ coping resources. Failure to adapt may result in anxiety and or depression 

(Ronson & Body, 2002).   

 

Cognitive dysfunction is also an outcome for some survivors (Ganz, 1998; Manne, 
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2002). This phenomenon known as “chemo-brain” is reported by many breast cancer 

survivors and results in memory loss, poor concentration and deficits in executive 

functioning (IOM, 2006). There is a question over whether this effect is in fact due to 

chemotherapy or due to the cancer itself, as Wefel et al. (2004) found cognitive 

impairment in 35% of their sample before the beginning of systemic therapy for breast 

cancer. Cognitive dysfunction has also been reported in prostate cancer survivors who 

were treated with androgen deprivation therapy for more than 2 years (Salminen, Portin, 

Koskinen, Helenius & Nurmi, 2005). There is the possibility that anxiety is also 

implicated in cognitive dysfunctions such as poor concentration and memory loss 

(Smith et al., 2003).  

 

The Social Impact 

The social impact of cancer and its treatment may include social isolation, disruption 

to work and family life, changes to social and personal relationships, sexual difficulties 

as well as vocational and financial difficulties (Manne, 1997; Lepore & Ituarte, 1999; 

Kornblith, 1998; Coughlin, 2008). Physical and psychological effects may be at the root 

of such changes. In breast cancer survivors, sexual difficulties may result from the early 

onset of menopausal symptoms or changes in body image. Sexual relationships and 

quality of life are also effected in those with prostate and colorectal cancers, with sexual 

dysfunction becoming a major concern (Molassiotis, Chan, Yam, Chan & Lam, 2002; 

Bloom et al., 2007). Molassiotis et al. (2002) found that there were problems with 

marital relationships in a qualitative study of illness-free cancer survivors in China. In 

their review, Bloom et al. (2007) state that sexual functioning and satisfaction are the 

most common concerns in the social quality of life domain in long-term breast cancer 

survivors, followed by reduced role functioning at home and work. They also report 

that prostate cancer survivors experience high levels of sexual dysfunction and that 

those who underwent radical prostatectomy experienced greater stress in personal 

relationships (Bloom et al., 2007). Sprangers et al. (1995), in a review of quality of life 

in colorectal cancer survivors, found that sexual function was most impaired in rectal 

survivors with loss of sphincter control following surgery.   

 

Survivors often experience unsupportive behaviours towards them, which are risk 

factors for distress (Thornton & Perez, 2006). Grassi and Travado (2008) cite 
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marginalisation and stigmatization as possible impacts of cancer and its treatment. 

Furthermore, many cancer survivors experience employment problems due to their 

cancer and the resultant strain and additional financial burden increases their 

psychological burden (Spelton, Sprangers & Verbeek, 2002).  

 

1.3.2 The Impact of Lifestyle Behaviours on Quality of Life 

Ogden (2004) points out that up to 85% of cancers are potentially avoidable, 

implicating psychosocial factors including health beliefs and behaviours in its 

initiation. The IOM report (2006) recognised that if lifestyle behaviours that may have 

contributed to the initiation of cancer - such as smoking, low physical activity levels or 

poor diet - continue after treatment, they can jeopardize survival and post-treatment 

quality of life. There is a growing body of literature that focuses on the post-treatment 

health behaviours of survivors (Bellizzi, Rowland, Jeffery & McNeel, 2005; Eakin et 

al., 2007). Below is a brief review of the research on lifestyle behaviours post-treatment.  

 

A recent review by Demark-Wahnefried, Aziz, Rowland and Pinto (2005) examined 28 

studies of the lifestyle practices of post-treatment survivors and found that many 

survivors are motivated to change their risky health behaviours post-treatment. 

However, up to 20% continue to smoke and smoking rates are reported to be as high as 

41% in younger survivors, leading to poorer long-term outcomes (Dresler, 2003; IOM, 

2006; Eakin et al., 2007). Gritz et al. (1991) found that over 16% of lung cancer 

survivors continued to smoke post-treatment. There are clear benefits to smoking 

cessation including reduced late effects of treatment, improved survival, decreased risk 

of second cancers and reduced risk for cardiovascular disease and pulmonary disease 

(Dresler, 2003; Garces & Hays, 2003).  

 

With regard to physical activity, many survivors reduce their activity levels during 

treatment, but do not return to premorbid levels (Irwin et al., 2003; Blanchard et al., 

2003a). Demark-Wahnefried et al. (2000) found that 58% of their sample of breast and 

prostate post-treatment survivors exercised on a regular basis but in a study of 

Australian cancer survivors, Eakin, et al. (2007) found that only 27% of their large 

mixed post-treatment cancer sample were sufficiently active. Increasing physical 

activity levels also benefits the survivor in terms of quality of life, depression, anxiety, 
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fatigue, vigour, vitality and cardio-respiratory fitness (Holtzman, et al., 2004; IOM, 

2006).  

 

A poor diet is related to obesity, which is a risk factor for breast and colorectal cancers 

and therefore many survivors of these cancers are already overweight (Aziz, 2007). 

Additional weight gain during and after treatment puts the survivor at even greater risk 

of a cancer recurrence and reduced quality of life (Demark-Wahnefried, Aziz, Rowland 

& Pinto, 2005; Aziz, 2007). Obesity is associated with reduced survival (IOM, 2006). 

Eakin et al. (2007) reported that over 16% of post-treatment survivors in their sample 

were obese. In addition, diets that are high in fat and low in fruit and vegetables put the 

survivor at risk of recurrence, and impact on overall health (Brown et al., 2003; IOM, 

2006). Demark-Wahnefried, Peterson, McBride et al. (2000) found that only 42% of 

their sample of breast and prostate post-treatment survivors consumed the 

recommended daily amount of fruit and vegetables, while Eakin, et al. (2007) found 

just over 34% consumed four or more servings of vegetables and 58% consumed two 

or more servings of fruit per day.    

 

The American Cancer Society has recently presented the findings from an extensive 

series of studies of over 15,000 cancer survivors, including an examination of health 

behaviours and found that less than 20% met the recommendations for a healthy diet, 

less than 50% met physical activity recommendations and approximately 10% 

continued to smoke (Blanchard, Courneya & Stein, 2008). Post-treatment survivors are 

an important target group for health promotion interventions (IOM, 2006). Yet, in two 

surveys of survivors who continued to smoke post-treatment, 30% reported that their 

physician had not recommended quitting (Demark-Wahnefried, et al., 2000; Blanchard 

et al., 2003). In two larger samples, these same researchers found that only up to 35% 

reported that their physician recommended changes in their physical activity levels, 

28% reported a recommendation to reduce fat intake, 15% reported a recommendation 

to increase fibre and 16% to increase fruit and vegetable consumption.   

  

1.3.3. The Impact of Personal and Social Coping Resources on Quality of Life 

The coping resources available to any individual have a significant impact on quality 

of life and play a significant role in psychological adaptation to any illness (Taylor 
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1983; Taylor, Lichtman & Wood, 1984; Brennan, 2004). These resources may be the 

internal resources of personal disposition, attitudes, beliefs or coping styles, or external 

social supports.  

 

With regard to cancer-related quality of life, optimism, defined as the generalized 

expectation of positive outcomes (Scheier & Carver, 1985), is related to greater 

psychological and physical adjustment, and predicts coping after a cancer diagnosis as 

well as better long-term quality of life in long-term breast cancer survivors (Carver et 

al., 1993; Chang, D’Zurilla & Maydeu-Olivares, 1994; Carver, Smith, Petronis & 

Antoni, 2006). In contrast, pessimism is a risk factor for poor adjustment (Carver et al., 

1993). Tomich and Helgeson (2002) found a strong relationship between beliefs about 

personal control and quality of life in cancer survivors. A coping response known as 

“fighting spirit” has been linked to improved cancer outcomes in breast cancer patients 

(Greer, Morris & Pettingale, 1979).  

 

The use of avoidant coping strategies and low levels of social support are significant 

predictors of difficulty with physical, sexual and psychological functioning and fear of 

recurrence, all of which are detrimental to quality of life (Tunkel & Passik, 1989). 

Stanton, Danoff-Burg and Huggins (2002) refer to specific factors relating to adaptive 

survivorship in a rare longitudinal study of Stage I and II breast cancer survivors. They 

found that avoidance coping was associated with greater fear of recurrence and suggest 

that dispositional characteristics such as hope and situation-specific coping strategies 

are protective factors for adaptation to cancer in the first year of survivorship.  

 

Social support is also important for psychological adjustment and survival for breast 

cancer patients (Carlsson & Hamrin, 1994). Ganz et al. (2002) conducted a longitudinal 

quality of life study of post-treatment breast cancer survivors who were on average six 

years post-treatment and found that good quality social support predicted better health 

related quality of life. 

 

1.3.4 The Impact of Socio-Economic Factors on Quality of Life 

The effect of socio-economic status (SES) is becoming a focus for those interested in a 

bio-psychosocial understanding of the experience of cancer survivorship. In the US, 
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one of the goals of the NCI is to reduce cancer-related health disparities. This includes 

understanding the causes of health disparities in cancer and developing and 

implementing effective interventions to reduce inequalities in cancer incidence, care 

and outcomes. However, few studies have focused on minority or underserved 

populations such as those of low socio-economic status.  

 

With regard to cancer survival, a study carried out within and between low SES areas 

in Canada and the US found higher survival rates in Canada due to more favourable 

access to preventive and therapeutic services (Gorey et al., 2000), while in the UK, 

statistics show that the gap in cancer survival between rich and poor is widening with 

the poor being left behind (Coleman, 2004). While the literature on health disparities 

in cancer survival is growing, few studies have focused on cancer survivors in the lower 

socio-economic groupings. There is some evidence that survivors in the lower socio-

economic groupings have worse outcomes for pain, ambulation and social and 

emotional wellbeing than those who are in the higher social classes (Ramsey, Anderson, 

Etzioni, et al., 2000). Furthermore, Mols, Vingerhoets, Coebergh and van de Poll-

Franse (2005), in a review of post-treatment quality of life in breast cancer survivors, 

found that income was a strong predictor of quality of life. 

 

The pursuit of good health for the post-treatment cancer survivor in the lower socio-

economic grouping may be limited (Combat Poverty Agency, 2004). The reasons for 

this are many and varied and include access to and availability of health services, 

education, lifestyle behaviours, health beliefs, language barriers, ethnicity and, of 

course, financial constraints (Brennan, 2004).  

1.3.5 Summary  

As can be seen from the above, physical, psychological, social and economic effects 

interact with each other producing a combined impact, which, along with lifestyle 

behaviours and coping resources, influence the post-treatment survivor’s quality of life. 

A number of initiatives are required to maximise quality of life after cancer including 

addressing disease and treatment sequelae, changing risky health behaviours, and 

increasing positive health-enhancing beliefs, behaviours and coping resources.  

 

Brennan (2004) feels that it is misleading to even speak of the survivor “returning” to 
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their premorbid quality of life, as objective conditions and expectations change to fit 

with the prevailing reality (p. 40). The survivor is faced with challenges in terms of 

physical and psychological sequelae, challenges to psychosocial functioning and to 

economic wellbeing (Rowland, 2006). However, the recognition of survivors’ needs 

and the development of services that help with symptom management, optimise 

physical and psychological functioning, assist with lifestyle change and enhance and 

support positive adaptive coping can maximise the quality of life of the cancer survivor.  

 

1.4 The Needs of Cancer Survivors 

Over 25 years ago there was a recognition that cancer survivors have needs that, if met, 

will maximize their quality of life within the limits of the disease and its treatments 

(Cullen, 1982). A number of survivorship needs have been highlighted in the recent 

literature (Ganz, 2007; Aziz, 2007b). These include the need for  

▪ Care,  

▪ Information and education,  

▪ Assistance with rehabilitation and lifestyle issues.  

▪ Structured psychosocial and educational interventions.  

 

1.4.1 The Need for Care 

The US National Action Plan for Cancer Survivorship: Advancing Public Health 

Strategies (CDC & LAF, 2004) highlighted five common myths about cancer 

survivorship. One of these was that “the need for care of survivors ends once treatment 

is complete” (p. 7). The quality of follow-up care for cancer survivors can have 

implications for future physical and mental health, and for overall quality of life. Not 

only are there long-term and late-emerging effects of cancer and its treatment, but 

cancer survivors are at increased risk for developing a range of health difficulties 

including secondary cancers, cardiovascular disease, osteoporosis and other chronic 

illnesses (IOM, 2006; Aziz, 2007a, b).  

 

Tesauro, Rowland and Lustig (2002) point to the limited services for cancer survivors 

even though health services are beginning to recognise the distinct service needs of 

survivors. The IOM report (2006) has recommended that health providers work to 

deliver appropriate care to survivors and this includes providing a care summary and 
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follow-up care plan when treatment ends.  

 

The development of appropriate care models is still in its infancy (Rowland, 2006) but 

the IOM report (2006) does give some detail on the essential components of 

survivorship care. These are:  

1.  Prevention of recurrence and other late effects; 

2.  Surveillance for recurrence and assessment of medical and psychosocial late 

effects; 

3.  Intervention for the consequences of cancer and its treatment;  

4.  Co-ordination between specialists and primary care providers to ensure the 

health needs of survivors are met.  

 

Such an approach involves identifying and examining disease and treatment-related 

outcomes, and developing a knowledge base for optimising follow-up care and health 

after cancer treatment (Aziz, 2002).  

 

Ganz (2007) points out that most oncology specialists have little or no training in the 

follow-up care of cancer survivors and that the care of post-treatment survivors is 

shared implicitly between oncology specialists and primary care physicians. This has 

resulted in an overuse of screening for cancer recurrence and a lack of attention to 

prevention and rehabilitation. The consequence is that there is no co-ordinated attention 

to survivors’ needs after medical treatment thus leading to a service gap.   

 

1.4.2. The Need for Information  

Ganz (2007) points out that survivors should be prepared (by their health providers) for 

the possibility of experiencing common late effects of their cancer and its treatment. 

She stresses the need for further research that will enable the identification of predictors 

of late or long-term effects. The recommendation is that all cancer patients be at least 

provided with information about known risks for late effects at treatment decision time. 

The most recent IOM report Cancer Care for the Whole Patient: Meeting Psychosocial 

Health Needs (2008) supports the provision of information on illness, treatments and 

their effects as well as information on psychosocial services. The report goes further by 

recommending that services help patients and families to understand and use that 



 

 20 

information (IOM, 2008). 

  

1.4.3 The Need for Assistance with Rehabilitation and Lifestyle issues 

Van Harten, van Noort, Warmerdam, Hendricks and Seidel (1998) reported that 26% 

of cancer patients articulated a need for rehabilitation services up to four years after 

treatment. There are a number of inpatient rehabilitation programmes in Europe, the 

US and Canada; however, the development of rehabilitation services for cancer 

survivors has not progressed due to the lack of an evidence-base regarding the details 

of who needs what, when and where (IOM, 2006). Given this lack of an evidence-base, 

the provision of appropriate interventions to tackle the late and long-term effects of 

cancer and its treatment is a challenge (Aziz, 2007a). 

 

Ganz (2007) highlights the need for preventive interventions in conjunction with 

comprehensive rehabilitation programmes with the aim of maximizing recovery and 

quality of life post-treatment. Aziz (2007b) recommends that cancer patients and health 

care staff be educated about lifestyle, choices for follow-up care and assistance to reach 

an optimal level of functioning and physical and mental wellbeing. Lifestyle behaviours 

may exacerbate the overall impact of cancer and its treatment on the survivor’s quality 

of life and future health (IOM, 2006). Therefore, maximising quality of life requires 

not just attending to symptoms and functional issues but also to reducing risky health 

behaviours so there is a need for behavioural interventions (Aziz, 2007b). However, 

little is known about the health behaviours of survivors and their association with 

quality of life outcomes.  

 

1.4.4 The Need for Structured Psychosocial Interventions 

Tesauro, Rowland and Lustig (2002) point out that there is very little research on 

services and resources that are specifically designed for post-treatment cancer 

survivors. The most recent IOM report (2008) highlights the significant impact that 

psychosocial problems have on health and concludes that, “attending to psychosocial 

needs should be an integral part of quality cancer care” (p. 8). Rehse and Pukrop 

(2003) and Grassi and Travado (2008) state that psychosocial interventions have a 

positive effect on quality of life in cancer survivors. Psychosocial health services and 

interventions enable the optimization of physical health and the management of 



 

 21 

psychological, behavioural and social aspects of cancer and its effects (IOM, 2008). 

Although not discussed in this chapter, the literature clearly shows that psychosocial 

interventions have a positive impact on quality of life in cancer survivors (Rehse & 

Pukrop, 2003).  

 

1.5 Conclusion 

Given the evidence that has accumulated to date regarding the impact of cancer and its 

treatment, and the post-treatment care needs of survivors highlighted above, it is clear 

that a number of initiatives are required to maximise quality of life after cancer. These 

include the need to address disease and treatment sequelae, change risky health 

behaviours, and increase positive health-enhancing beliefs, behaviours and coping 

resources to enable the survivor to maximize their quality of life. Therefore, health 

services must take a “whole person” approach to the cancer survivor and be concerned 

with the survivor’s physical, social and emotional and psychological functioning.  

 

Leigh (2007) speaks of the need for guidelines in the long-term care of survivors and 

realistically recognises that an evidence base for such guidelines will take some time to 

build. Feuerstein (2008) calls for more comprehensive and representative data on the 

problems faced by survivors to provide an evidence base upon which to build effective 

interventions. The current research is part of this process aiming to provide guidance 

for the optimal care of post-treatment cancer survivors. To this end, and with best 

practice in theory-based intervention development in mind, it is necessary to next 

examine the theoretical approaches to understanding adaptation and adjustment that are 

highlighted in the literature and to examine whether these psychological models are 

useful in the context of a bio-psychosocial post-treatment intervention.  
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Chapter 2  

Positive Adjustment After Cancer: Theoretical Foundations 

 

 

2.1 Introduction 

The development of a comprehensive, theory-based intervention for those at risk for 

poor quality of life post-treatment requires a knowledge of the factors impacting on 

quality of life outcomes, such as disease and treatment factors, lifestyle behaviours, 

personal and social coping resources, and socioeconomic factors, as outlined in Chapter 

1. However, this is not a strong enough foundation upon which to build an effective 

intervention. In addition, it is necessary to be cognisant of the psychological factors that 

contribute to positive post-treatment adjustment and the processes by which these 

factors have their effect. This chapter explores the psychological contributors to post-

treatment adjustment identified in the literature. Then, a number of recent theoretical 

models and approaches to understanding post-treatment adjustment are examined and 

discussed in terms of their utility in building a positive, bio-psychosocial intervention.  

 

2.2 Foundations of Positive Adjustment After Cancer 

Spencer, Carver and Price (1998) note that adaptation to cancer and its treatment does 

not end when treatment ends. They view successful adaptation as a “full and 

enthusiastic return to the normal activities of life” (p. 212). They also observe that 

adjustment2 is a broad issue involving personal and social resources as well as coping 

responses. Although the majority of the post-treatment literature is not specific with 

regard to theoretical foundations upon which to build an intervention, a number of 

major psychological contributors to positive adaptation after cancer have been 

identified. These include coping strategies, personal dispositions, control and efficacy 

beliefs, motivation and goals, and social support.  

 

2.2.1 Coping 

Coping plays a significant role in psychosocial adaptation to illness in general (Taylor 

 
2 Adaptation and adjustment are used interchangeably in much of the survivorship literature and also in this thesis. 

A discussion of the difference between the two is beyond the scope of this research but is discussed by Brennan 

(2001).  



 

 23 

1983; Taylor, Lichtman & Wood, 1984; Livneh, 2000; Brennan, 2004). Coping 

strategies are complex and dynamic and related to personal characteristics and the 

social environment (Spencer, Carver & Price, 1998; Folkman & Moskowitz, 2004; 

Coughlin, 2008). Deimling et al. (2005) point to the difficulty of identifying universal 

themes in the “coping with cancer literature” due to the diversity of conceptualisations 

and the plethora of measures used. However, based on accumulating evidence, there 

are some conclusions that can be drawn regarding coping and post-treatment 

adaptation.  

 

Methods of coping with cancer change over time and a wide range of coping styles and 

strategies are used to deal with the many functional repercussions, the variety of 

treatments and the wide-ranging implications of cancer and its treatment (Spencer et 

al., 1998; Livneh, 2000). In a study of 321 long-term breast cancer survivors, Deimling 

et al. (2005) found that approach coping was significantly related to lower levels of 

distress. In addition, a number of studies have found that avoidance coping is associated 

with greater distress and adverse effects, including higher levels of depression and 

physical symptoms (Carver et al., 1993; Stanton & Snider, 1993; Shapiro et al. 1997; 

Spencer et al., 1998; Livneh, 2000). A longitudinal study of early stage breast cancer 

survivors by Stanton, Danoff-Burg and Huggins (2002) found that avoidance coping 

was associated with greater fear of recurrence. Moreover, Hack and Degner (2004), in 

their study of breast cancer survivors, found that passive resignation in the early post-

treatment stage predicted greater anxiety and depression three years later.  

 

With regard to specific coping strategies, there has been a focus in the literature on the 

coping responses of fighting spirit and helplessness/hopelessness. Fighting spirit is 

viewed as a coping approach involving actively engaging in efforts to overcome the 

problems accompanying a cancer diagnosis and also as a form of determination and 

realistic optimism (Nelson, Friedman, Baer, Lane & Smith, 1989; Spencer et al., 1998; 

Speigel, 2001). In a study of 165 breast cancer survivors, Schou, Ekberg and Ruland 

(2005) found that fighting spirit and hopelessness/helplessness mediated the influence 

of optimism on quality of life at one year post-diagnosis. Spencer et al. (1998) 

concluded that people who are generally positive and engage in active coping, adapt 

well, while those who are generally negative, who respond to stressful events with 
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distress, helplessness and hopelessness have more difficulty adapting and moving on 

with life after cancer. Moreover, Spencer et al. (1998) maintain that effective coping 

promotes the achievement of life goals while ineffective coping epitomizes a separation 

from these goals.  

 

Watson and Greer (1998) note that while attempts to prevent stressful experiences may 

be futile, there is evidence that the detrimental effect of these experiences on quality of 

life can be altered by psychotherapeutic interventions that change coping styles 

(Goodkin et al. 1986; Fawzy et al., 1990; Greer, Moorey & Baruch et al., 1992; Burton, 

Parker, Farrell et al., 1995). They recommend the development and evaluation of 

therapies that encourage the adoption of active coping responses (Watson & Greer, 

1998). In his review on coping with cancer, Livneh (2000) concluded that engagement 

type strategies such as problem solving, a fighting spirit, a positive outlook and seeking 

social support are related to better psychosocial adaptation in cancer survivors. He 

suggests that rehabilitation efforts should focus on instilling coping skills that enhance 

positive attitudes and efficacy beliefs, planning, setting realistic goals, problem-solving 

skills and enhancing social support (Livneh, 2000).   

 

2.2.2 Personal Dispositions 

Redd et al. (2001) believe that personal dispositions have an impact on long-term 

adjustment in cancer survivors. The dispositions of optimism, pessimism and 

hopefulness are highlighted in the stress literature as significantly impacting on 

appraisal and coping with negative life events, including illness (Scheier & Carver, 

1992; Coughlin, 2008). Expectations about recovery are also important influences on 

the individual’s quality of life (Higginson, 2000). Optimism, the generalized 

expectation of positive outcomes, is positively related to greater psychological and 

physical adjustment and predicts coping after a cancer diagnosis (Scheier & Carver 

1985; Carver et al., 1993; Chang, D’Zurilla & Maydeu-Olivares, 1994; Aspinwall & 

MacNamara, 2005; Deimling et al., 2005). It is believed to influence the way that 

people cope with stressors. The empirical evidence shows that it is positively related to 

adaptive coping, increased wellbeing, adjustment, vigour, increased planning and 

seeking of social support in post-treatment survivors (Scheier & Carver, 1992; Stanton 

& Snider, 1993; Livneh, 2000; Deimling et al., 2005). In addition, it is negatively 
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related to avoidance coping, distress, anxiety and depression in breast cancer survivors 

(Carver et al., 1993; Stanton & Snider, 1993; Livneh, 2000; Schou et al., 2004).  

 

A positive mental attitude also facilitates engagement in healthy behaviours (Frijda, 

1986; Rasmussen, Wrosch, Scheier & Carver, 2006). Expectations about the outcomes 

of engaging in particular behaviours impacts on the motivation to engage in positive 

health behaviour change (Salovey, Rothman, Detweiler & Steward, 2000; Scheier & 

Carver, 2003). Harper et al. (2006) found that optimism was related to positive physical 

and psychosocial behaviour change in a sample of 216 post-treatment survivors and 

they suggest that optimists may be more likely to set behaviour change goals and persist 

in the face of obstacles to goal attainment. Furthermore, Aspinwall and MacNamara 

(2005) point to evidence that optimists are better able to identify problems and are more 

selective in directing their efforts at controllable and solvable problems. In contrast, 

pessimism is a risk factor for poor adjustment (Carver et al., 1993). Pessimists have 

more negative expectations about the outcomes of stressful events, use avoidant coping 

strategies and disengage from goal-directed efforts (Carver & Scheier, 1992; Carver et 

al., 1993). 

 

Hope is viewed as a positive human strength that is strongly related to positive 

psychological health, coping responses, problem-solving skills and recovery from 

depression (Snyder, Harris et al., 1991; Snyder, Irving & Anderson, 1991; Barnum, et 

al., 1998 (cited in Snyder & Feldman et al., 2000); Klausner et al., 1998; Cheavens, 

Michael & Snyder, 2005). This conceptualisation of hope is based on Snyder’s (2000) 

theory, which views hope as a cognitive set with cognitive and motivational 

components (Snyder, 1994, 2000). It consists of two goal-related factors: agentic 

thinking (goal directed determination) and pathways thinking (an ability to generate 

plans to achieve goals). It is a reflection of the individual’s perceptions of their capacity 

to “clearly conceptualise goals, develop the specific strategies to reach those goals and 

initiate and sustain the motivation for using those strategies” (Lopez et al., 2004, p. 

388). 

 

Stanton et al. (2002) found that hope predicted changes in adjustment in a longitudinal 

study following patients from diagnosis through the first year. They found that hope 
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interacted with coping strategies to impact on adjustment. For example, women who 

were high in hope and used the strategy of positive reinterpretation at the time of 

diagnosis had lower fears of recurrence at 3 months. People who are high in hope also 

engage in less risky health behaviours that might undermine recovery (Barnum et al. 

1998 (cited in Snyder & Feldman., 2000)). They tend to become more informed about 

potential health outcomes (Snyder, 1994) and exhibit a willingness to perform detection 

behaviours (Irving, Snyder & Crowson, 1998). Furthermore, they are more likely to 

engage in physical exercise and to create and attain exercise-related goals than those 

low in hope (Harney, 1990). Moreover, individuals with higher levels of hope are 

believed to be more confident and challenged by life goals (Snyder et al., 1991) and to 

have higher levels of personal worth and lower depressive symptoms than those with 

lower hope (Chang & DiSimone, 2001). They are also better able to clarify their goals, 

generate multiple pathways to reach their goals and are highly motivated to achieve 

those goals (Snyder et al. 1999). Furthermore, they focus on ways to overcome 

obstacles brought about by health problems as well as adjusting better psychologically 

to chronic illness (Cheavens et al., 2005). 

 

Hope may also have an effect on adjustment via control beliefs, coping, and problem 

solving. Chi (2007) found that hope was positively related to perceived control levels. 

Individuals with higher levels of hope use less avoidance coping strategies and cope 

better with the recovery process (Elliott et al., 1991). Cheavens et al. (2005) note that 

those who are high in hope are more likely to have a bigger network of social support, 

which is also a positive predictor of adjustment.  In contrast, those low in hope are more 

likely to use negative coping strategies to cope with stress (Coughlin, 2006). Reduced 

physical wellbeing, lower socioeconomic status, physical or psychological fatigue, and 

prolonged treatment are all considered to be threats to hope (Chi, 2007).  

 

Snyder, Lehman, Kluck and Monsson (2006) suggest that hope theory may be useful 

as a framework for understanding rehabilitation goals and for designing effective 

interventions. They explain that those in need of rehabilitation probably have low hope 

due to disruption of normal goal-directed processes and they suggest that, “the raising 

of such hope levels may be a logical therapeutic target” (Snyder et al. 2006, p. 96). 

There is a growing body of literature suggesting that hope is an agent of change and 
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that hopeful thinking can be enhanced. Hope based interventions are directed at the 

individual’s progression towards desired goals and at raising levels of agentic thinking, 

finding pathways to reach those goals and overcoming obstacles in the way of those 

goals  (McDermott & Snyder, 2000; Snyder et al., 2000; Lopez et al., 2004; Snyder et 

al., 2006; Cheavens et al., 2005).  

 

2.2.3 Control and Efficacy Beliefs 

The literature suggests that perceptions of control are a major factor in health outcome 

and are a necessary condition for coping with high stress and for engaging in positive 

health behaviours and behaviour change (Taylor, Kemeny, Reed, Bower & 

Gruenewald, 2000). Loss of control is related to powerlessness and learned helplessness 

and failure to see the possibility of regaining control is related to hopelessness. In cancer 

patients, greater perceptions of internal control are linked to better psychosocial 

adaptation as well as lower levels of distress, anxiety and depression (Livneh, 2000). 

Internal control is also associated with the fighting spirit strategy discussed earlier 

(Watson, Greer, Pruyn & Van Den Borne, 1990). In their study of 328 breast cancer 

survivors, Tomich and Helgeson (2002) found that beliefs about personal control were 

strongly related to quality of life and, in particular, perceptions of control significantly 

predicted physical functioning.  

 

Wallston (1994) recommends that health locus of control be combined with self-

efficacy to form a larger and more important construct of perceived control over health. 

Self-efficacy has a central role in predicting health-related behaviour and efficacy 

beliefs are a resource for coping with stress (Bandura, 1997; Folkman & Greer, 2000). 

Furthermore, self-efficacy is positively related to quality of life in cancer patients 

(Cunningham, Lockwood & Cunningham, 1991; Kreitler, Peleg & Ehrenfeld, 2007). 

Efficacy enhancement is an important component of behaviour change strategies, and 

effects the intention to change risk behaviour (Schwarzer & Fuchs, 1995). Moreover, 

measurable improvements in self-efficacy during a treatment programme are associated 

with long-term behaviour change (Walker, 2001). Lev et al. (2004) note that self-

efficacy has been described as “the coordinator of psychological change” (p. 1), 

working by changing the individual’s expectancies about personal mastery. 
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2.2.4 Motivation and Goal setting 

The cancer rehabilitation literature’s main contribution to the quest for understanding 

positive adaptation comes from a focus on motivation and goal setting. Tunkel and 

Passik (1998) highlight motivation as one of the key psychological concepts associated 

with successful cancer rehabilitation. Motivation is inextricably linked to goals and goal 

setting, which are fundamental elements of rehabilitation (Siegert, McPherson & 

Taylor, 2004). Goal setting is considered to be an effective technique that encourages 

motivation and results in better rehabilitation outcomes. However, Wressle, Oberg and 

Henriksson (1999) note that rehabilitation goals tend to focus on physical functioning 

outcomes and psychological goals are rare.  

 

Brennan (2004) observes that goals are vital for emotional wellbeing and that having 

goals to strive for and look forward to motivates and structures our lives and constitutes 

a large part of our sense of having a “future”. The challenge of cancer and its treatment 

may impact on an individual’s goals and severely disrupt normal motivations, resulting 

in disengagement from certain activities and a cessation of planning for the immediate 

and long-term future (Gill & Gilbar, 2001; Brennan, 2004). Failing to plan for the future 

or living one day at a time interferes with having a purpose to life, leaves time for 

rumination and can result in and may lead to depression and hopelessness (Brennan, 

2004). This may be a useful strategy for dealing with the immediate challenge of a 

diagnosis and treatment, but over the longer term, it is not conducive to positive 

adjustment after cancer.  

 

However, a positive mental approach facilitates planning for the future (Frijda, 1986). 

Goal setting is effective in behaviour change interventions (Emmons, 1996; Eccles & 

Wigfield, 2002) and is widely used in the rehabilitation context. Siegert et al. (2004) 

testify to its value pointing out that it provides a structure for individualizing a 

programme, it helps multidisciplinary teams to co-ordinate their roles and it provides a 

framework for assessing progress, identifying problems and refining goals.  

 

2.2.5 Social Support 

The research literature provides ample evidence that the availability of social support 

is a protective factor from the negative consequences of stress and illness (Thoits, 1995; 
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Stroebe et al., 1996; Ogden, 2007). It also promotes adjustment to chronically stressful 

circumstances (Holohan, Moos, Holahan & Brennan, 1997). Spencer et al. (1998) speak 

of the importance of social support in the cancer context, especially partner support. 

Those with higher levels of social support recover more quickly from illness and it has 

been found to be important for psychological adjustment and survival for breast cancer 

patients (Carlsson & Hamrin, 1994; Holland & Holahan, 2003).  

 

2.3 Models and Theories of Adjustment After Cancer 

The problem-solving model of stress and coping applied to cancer (Nezu & Nezu, 2007) 

conceptualises cancer as a major stressor and considers the individual’s capability in 

solving everyday problems as a predictor of distress. Problem solving is viewed as a 

coping approach that helps people to adapt to any stressful situation and affords the 

individual a level of control over the situation, thereby reducing distress (Nezu et al., 

1998). Enhancing problem solving skills may be a useful intervention strategy to 

improve quality of life and reduce distress (Nezu & Nezu, 2007).  

 

Taylor’s (1983) cognitive adaptation theory posits that cognitive adaptation involves 

developing positive interpretations of reality (an optimistic outlook). To this end, when 

faced with a stressful illness, like cancer, individuals engage in searching for meaning, 

searching for mastery over the situation and engaging in self-enhancement to restore 

their self-esteem e.g. by employing downward social comparison (Ogden, 2007). 

Moorey and Greer’s (2002) cognitive model views adjustment to cancer as the outcome 

of the interaction between the individual’s interpretation of the threat of cancer, their 

coping style and the quality of emotional support.  

 

Social cognitive models of emotional adjustment to trauma have also been used to 

explain the processes that are involved in adjustment to cancer (Lepore, 2001). This 

approach suggests that the individual integrates very stressful experiences into their 

existing view of themselves and the world around them with the help of discussions 

with supportive others (Ullrich, Rothrock, Lutgendofr, Jochimsen & Williams, 2008). 

Great emphasis is placed on the availability of support and its usefulness in facilitating 

adaptation.  
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Brennan (2001) notes the preoccupation in psycho-oncology with the prediction and 

detection of affective disorders. He views adjustment as a psychosocial and 

developmental set of processes that occur over time, rather than an end state or 

outcome. His social-cognitive transition model attempts to explain positive and 

negative adjustments within the social context of the individual and postulates that 

individuals have a set of core assumptions, mental maps and expectations about the 

world that are severely challenged by cancer and its treatment. Over a period of time 

the patient’s worldview changes as new experiences and expectations are integrated 

and accommodated and the individual can move on with life. The model is useful in 

terms of presenting a higher order explanation of the processes involved in adjusting. 

However, as with the other approaches discussed in this section, it was not specifically 

designed with post-treatment survivors in mind and does not help in identifying the 

specific constructs that inform the development of an intervention to facilitate 

adjustment after cancer.  

 

Stanton et al. (2005) call for a focus on assessing positive indicators of adjustment in 

addition to the traditional focus on pathological indicators. Moreover, they call for 

theoretically driven research to ascertain the risk and protective factors for post-

treatment adjustment in multiple life domains. This would enable the development of 

targeted interventions for those at higher risk of poor adjustment. However, the 

survivorship literature is sparse in terms of specific theories or models of positive 

adjustment in the post-treatment phase. There are few studies that investigate 

theoretical issues, test hypothesised relationships between constructs, or specifically 

aim to identify psychological concepts and processes that may facilitate positive 

adjustment after cancer. In fact, Brennan (2001) observes that, “clinically useful 

theoretical models of adjustment to cancer have rarely been articulated” (p. 1).   

 

A thorough search of the literature was conducted and a number of papers were 

identified wherein researchers of post-treatment survivorship issues have suggested and 

outlined theoretical frameworks or conceptual models that might serve as useful guides 

for intervention development (Ferrell & Dow, 1997; Kornblith, 1998; Lent, 2004; 

Stanton et al., 2005; Feuerstein, 2007a; Victorson, Cella, Wagner, Kramer & Smith, 

2007). These are presented in chronological order in the following section, with 
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reference to studies that have used these models and commentary on their utility in 

informing the development of an intervention.  

 

 2.3.1 Quality of Life Concept Models  

Two concept models have been proposed for understanding quality of life in cancer 

survivors. Ferrell, Dow and Grant (1995) developed a model of quality of life focusing 

on physical, psychological, social and spiritual wellbeing. This was used by Bloom et 

al. (2007) as a framework for guiding a review of quality of life studies and Dow 

Meneses et al. (2007) report that it guided their intervention design. However, it was 

not used to identify either predictors of adjustment or potential avenues for intervention. 

In the second model, Victorson, Cella, Wagner, Kramer and Smith (2007) built upon 

the World Health Organisation definition of health3 to provide a framework for health 

related quality life in cancer survivors. Their framework focused on physical, mental 

and social health. These models are useful basic descriptions of the variables 

influencing quality of life post-treatment and they identify the domains that are worthy 

of focus in interventions. However, there is no explanation about how the variables are 

related and these models do little to facilitate a better understanding of the factors that 

contribute to positive adjustment after cancer.  

 

2.3.2 The Vulnerability Model of Psychosocial Adaptation (Kornblith, 1998).  

Based on a review of the literature on psychosocial adjustment in post-treatment 

survivors, Kornblith (1998) proposed a theoretical model for understanding the 

mechanisms underlying survivors’ adjustment (see Figure 1). This model was based on 

an adapted stress-illness vulnerability theory (Cohen & Syme, 1985). 

 

According to the model, the impact of cancer and its treatment is experienced via 

physical functioning, which is effected by the medical management of late and long-

term effects. Physical functioning effects psychosocial adjustment via several 

mediating variables. These mediating variables include social support, relationships 

with medical personnel, individual characteristics, economic resources and other 

stressors such as co-morbid conditions and also by psychosocial interventions.  

 
3 Health is a state of complete physical, mental and social well-being and not merely the absence of disease 

or infirmity. WHO, 1948. 
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Kornblith (1998) proposed that there is a complex interrelationship between these 

mediating variables and highlighted the supportive role of the medical team. In 

addition, social support serves as a buffer and cognitive appraisal, health beliefs and 

personality traits (unspecified) are centrally located because of their ability to 

“marshall forces to improve adaptation” (Kornblith, 1998, p. 238).  

 

 

Figure 1. The Vulnerability Model of Psychosocial Adaptation of Cancer Survivors 

Source: Kornblith, (1998). Reproduced with permission. 

 

Using the model as a guide for identifying predictors of distress, in a study of breast 

cancer survivors, Kornblith et al. (2003) found that poor social support and additional 

negative life events (other than cancer), predicted greater distress, and that higher levels 

of treatment-related effects predicted higher levels of post-traumatic stress. The model 

also facilitated the selection of measures in another study of breast and endometrial 

cancer survivors (Kornblith et al., 2007). However, no tests of the hypothesised 

relationships between the model variables and no discussion of the utility of the model 

for intervention design were reported in that paper.  

 

The model is fundamentally bio-psychosocial in approach and potentially useful in 
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guiding intervention design. The evidence from its limited empirical use suggests that 

good social support, low levels of negative life events and good management of 

treatment-related effects, predict better post-treatment adjustment. However, the model 

would be more useful if each of the elements of the model were included or reflected 

in the variables actually measured in the above studies. For example, although part of 

the model, neither of the two cited studies specified a personality trait variable in their 

design. A more thorough discussion of the hypothesised relationships between the 

model variables and the processes or mechanisms at play would enhance the model’s 

utility. Further research and development of this model is anticipated. 

 

2.3.3 A Model of Restorative Well-Being (Lent, 2007).  

Lent (2007) believes that wellbeing is determined by the interaction of personal traits 

and the cognitive, behavioural and social resources available to the survivor. He notes 

that there is debate as to whether personal traits can be changed (Meehl, 1975; Lykken 

& Tellegen, 1996; Seligman, Stein, Park & Peterson, 2005). But he believes that 

cognitive, behavioural and social variables are open to intervention and he views them 

as “acquirable skill sets, strategies, and resources” (p. 235). These can inform the 

development of interventions to aid recovery from cancer, its treatment and its side 

effects (Lent, 2007). He focuses particularly on three cognitive variables in his model:  

▪ Beliefs about personal control  

▪ Future outcome expectancies and 

▪ Goal mechanisms, which are “consciously articulated, personally important 

objectives that individuals pursue in their daily lives” (Lent, 1997, p. 915).    

 

Drawing on Bandura’s Social Cognitive Theory (1986), he identifies self-efficacy as 

an exemplar of the control construct. Self-efficacy refers to personal beliefs about one’s 

capability to carry out particular actions (such as managing the challenges after cancer 

or changing one’s health behaviours) and is associated with wellbeing in post-treatment 

cancer survivors (Wenzel et al., 2002). The individual’s beliefs (positive or negative) 

about the results of his or her actions (outcome expectancies) are related to life 

satisfaction in those domains (Lent et al., 2005). Beliefs about goal attainment or 

making progress towards goals, predict wellbeing (Ryan & Deci, 2001). Goals that are 

personally important, self-determined, pursued for genuine reasons, challenging but 
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realistic and directed at approach rather than avoidant behaviours have the most positive 

effect on wellbeing (Lent, 2007).  

 

Lent (2007) presents a rare, relatively detailed model of how emotional wellbeing is 

restored after cancer. He highlights the prevalence of a pathological focus in 

psychology in general and points to the more recent focus of the “positive psychology” 

movement on wellbeing and the quest to identify and develop personal and social 

resources in order to facilitate optimal human functioning. This approach is very much 

in keeping with Folkman and Greer’s (2000) exhortation to focus on psychological 

wellbeing and the processes that facilitate it and of course fits with the stated aim of the 

current research - to develop a positive intervention to maximise the quality of life of 

post-treatment survivors.  

 

Lent (2007) proposed that rather than just focusing on reducing anxiety, depression or 

other psychological symptoms, a positive psychology approach would concentrate 

more on finding ways to strengthen the individual’s positive coping tendencies and 

resources and on restoring emotional wellbeing (i.e. enhancing positive adjustment). 

He suggested that this approach may involve the development of new intervention 

techniques as well as drawing on existing ones and that achieving the goals of the 

positive approach may have the double effect of also achieving the goals of 

psychological symptom reduction (Lent, 2007). Other behavioural and social variables 

considered important to emotional wellbeing and psychological adjustment include, 

actively taking part in personally valued activities, particularly involvement in work, 

family and social life (Lent, 2007).  Other important cognitive-behavioural variables 

that he includes are problem solving, coping approaches, and skill in building and 

maintaining relationships. He further points to the importance of social support as a 

facilitator of wellbeing.  

 

In 2004 Lent proposed a model of normative wellbeing and an expanded model of 

restorative wellbeing to elucidate the coping mechanisms used to restore wellbeing 

after adverse life events. These are useful in that they provide a means of understanding 

the processes by which dispositional, cognitive, behavioural and social variables work 

together to promote and restore wellbeing. He goes even further and suggests that these 
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models may help guide primary and secondary intervention strategies. To properly 

understand the restorative model, it is necessary to first briefly examine the normative 

model.  

 

A Model of Normative Well-Being 

In this model, overall life satisfaction is the key indicator of wellbeing and is directly 

influenced by:  

▪ Personality traits and affective dispositions (optimism, negative or positive 

affect),  

▪ Satisfaction with life in particular life domains (such as work and family) and 

▪ Participation in goal directed activity (progress towards one’s life goals). 

 

Theoretically, high overall life satisfaction (wellbeing/adaptation) is predicted by 

having favourable personality traits (such as a tendency to have high positive affect and 

low negative affect), being highly satisfied with the most important aspects of one’s 

life, participating in highly valued tasks, and the view that one is moving towards 

achieving important life goals. Indirectly, beliefs of being able to accomplish the tasks 

necessary to achieve one’s goals (self-efficacy), being optimistic that the pursuit of 

these goals will lead to outcomes that are of value (optimism) and feeling that the 

necessary resources are available (social and environmental resources), all influence 

satisfaction in particular life domains and hence overall life satisfaction (for illustration, 

see Lent, 2007).  

 

A Model of Restorative Wellbeing 

The restorative model illustrates how wellbeing is recovered after it is disrupted (Figure 

2). The processes of maintaining wellbeing do not cease during illness or recovery but 

may become undermined and require additional coping mechanisms to supplement the 

usual processes. Reading Figure 2 from the top down, Lent (2007) explains how, when 

faced with threats to wellbeing, the individual engages in a process of appraising the 

stressor and the resources they have at their disposal to cope with the threat. This 

approach draws on Lazarus and Folkman’s (1984) transactional model of stress and 

coping. Where the individual has poor resources to deal with stressors that are 

considered extremely threatening (cancer, treatment or post-treatment effects), the 
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stress will be greatest. This could potentially result in a negative impact on life 

satisfaction in multiple life domains and consequently on overall life satisfaction 

(which is an indicator of emotional wellbeing).  

 

  

 

 

 

 

 

 

 

 

 

 

 

Figure 2. A Model of Restorative Well-being 
Source: Lent (2004). Reprinted with permission. 

 

In Figure 2, the perception of threat or a problematic event (cancer and its treatment) is 

influenced by personality and affective dispositions. These also influence coping 

appraisal and the strategies used. The central component of the model is the appraisal 

process and the use of various coping strategies. Certain traits effect the way the 

individual views life events, their personal coping efficacy and the coping options they 

select. For example, those with high positive affect or optimism may interpret the threat 

to health and their own ability to deal with it more favourably than an individual with 

negative affect, who may react more negatively to health problems and have a negative 

view regarding their ability to cope. Lent (2007) is of the view that the evidence favours 

the use of active, problem-focused coping when the stressor is controllable and the use 

of emotion-focused efforts such as reframing or acceptance when the stressor is not 

controllable.  

 

Environmental supports and resources also influence coping appraisal as the individual 
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assess the resources available to deal with the problem. Environmental support includes 

reassurance and cognitive guidance, opportunities to acquire new coping strategies (via 

interventions) and the encouraging messages from important others who strengthen 

coping efficacy. 

 

 The appraisal process impacts on coping efficacy, which includes beliefs regarding 

one’s ability to cope effectively with the stressor (to resolve the problem). Both 

appraisal and efficacy beliefs impact on problem resolution. Positive efficacy beliefs 

help the individual to make the best use of the coping mechanisms at their disposal and 

to make the best use of social and environmental supports and resources and keep going 

when the going get tough (Lent, 2007). Coping appraisals, personality, affective 

dispositions, coping efficacy and environmental agents all influence problem resolution 

in various life domains, and ultimately overall life satisfaction and emotional wellbeing.  

 

Many of the hypothesized relationships between the model variables have been tested 

in the stress and coping literature. However, Lent (2007) points out that the full set of 

relationships in the restorative model have not yet been tested. Nevertheless, the model 

provides a relatively comprehensive approach to understanding the processes involved 

in positive adaptation after cancer and importantly, it suggests pathways for 

intervention. Lent (2007) suggests several strategies to facilitate positive adaptation 

including the provision of help with goal setting in various life domains, encouraging 

re-engagement with important life activities and other strategies that are known to 

impact on wellbeing, such as physical exercise. He further suggests that cognitive 

behaviour therapy (CBT) techniques are consistent with the model and would help 

improve or change coping and problem solving strategies, strengthen efficacy beliefs 

and help with realistic goal setting and attainment.  

 

The value of this model to the present research is its focus on the processes involved in 

achieving wellbeing. It affords coping appraisal a central role, much as Kornblith’s 

(1998) model does, and it emphasises efficacy beliefs and personality traits (optimism 

and positive affect). Furthermore, it takes a positive approach to adjustment and focuses 

on wellbeing rather than taking a pathological approach. The model’s main limitation 

is its narrow focus on emotional wellbeing. Lent (2007) himself, points out that this is 
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only one aspect of psychosocial adjustment. In addition, no empirical tests of the 

restorative model have been conducted to date (Lent, 2007).  

 

2.3.4 Conceptual framework for post-treatment adjustment (Stanton et al., 2005) 

Stanton et al. (2005) suggest a model of post-treatment adjustment based on self-

regulation theories (Bandura, 1997; Carver & Scheier, 1998) and stress and coping 

theories (Lazarus & Folkman, 1984; Moos & Schaefer, 1993) (see Figure 3). This 

approach provides a framework to aid identification of the factors that contribute to 

positive adjustment after cancer and suggests possible mechanisms by which 

adjustment is effected.  

 

The factors contributing to positive adjustment include the survivor’s interpersonal and 

environmental context, their personal attributes and characteristics of the disease and 

its treatment. All of these contributors impact on the thoughts and actions of the 

survivor as they respond to their experience of cancer (appraisal and coping). The 

survivor’s responses predict adjustment. Adjustment is manifested in four areas, 

emotional and physical functioning, interpersonal relationships and life perspectives.  

 

 

 

 

 

 

 

 

 

 

 

Figure 3. Conceptual framework for post-treatment adjustment 
Source: Stanton et al. (2005). Reproduced with permission. 
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processing emotions and finding meaning in their cancer experience, finding ways to 

assert control once treatment is over, dealing with lingering or late effects of treatment 

and one’s own and others expectations about returning to normality. They suggest that 

interventions such as providing information about what to expect after treatment and 

providing assistance to actively approach these tasks will contribute to positive 

adjustment.   

 

The model was used in a study of 92 breast cancer survivors (Stanton et al., 2002). The 

researchers hypothesised that approach–oriented coping strategies, such as active 

engagement with the stressor, problem solving, planning, emotional expression and 

positive re-appraisal, would promote enhanced physical and mental health. They found 

that emotional expression predicted enhanced physical health, reduced distress and 

increased vigour over a three-month period, particularly in women who were high in 

hope. They also found that the strategy of positive reappraisal predicted enhanced 

physical health and increased vigour one year later. They concluded that approach 

oriented coping strategies, personal attributes (hope), and positive social contexts, 

contribute to better post-treatment adjustment in a number of life domains. 

 

This model is useful in that it aims to demonstrate the major variables impacting on 

adjustment in a number of domains. Moreover, like the previous models it suggests 

coping appraisal as the mediator explaining differential effects. The main contributors 

constitute a bio-psychosocial approach and the multiple adjustment domains are akin 

to a quality of life perspective. The use of the model in the study above indicates its 

potential utility, as an attempt was made to explain the processes involved in 

adjustment. However, the model is quite broad and to enhance our understanding of the 

specific factors contributing to the cancer survivors’ post-treatment adjustment, it 

would benefit from greater specificity regarding the variables involved and the rationale 

for their inclusion. For example, appraisal and coping processes are not delineated and 

while the inclusion of hope as a personality variable is useful and appears to be valid 

given the findings, a limited rationale was given for its inclusion in that study. 

 

2.3.5 A Bio-psychosocial Model of Survivorship (Feuerstein, 2007a). 

Feuerstein (2007a) presents a conceptual framework for the major factors that impact 
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on survivorship over time. This model encompasses the full course of the cancer 

journey from diagnosis to end stage (see Figure 4). According to the model, four major 

groups of variables influence outcomes and functioning at each stage (medical, socio-

cultural, individual and environmental factors). Feuerstein (2007a) points out that the 

various variables interact in a dynamic way as the survivor moves through the various 

stages of the cancer journey and may even move back and forth through various stages 

(i.e. if there is a cancer recurrence). He emphasises the interactivity of biological and 

psychological processes in the process of recovery and the “reciprocal impact of 

functional and emotional recovery, and long-term health and quality of life” (p. 490).  

 

Given the relatively recent focus on survivorship, Feuerstein (2007a) sees the model as 

a useful tool to help researchers “organize research and thinking” (p. 489) by 

identifying the critical variables that require attention and how they may interact with 

each other at different stages. An examination of the model shows the breadth of 

variables that are identified as having a potential impact. The four stages of the cancer 

journey are outlined across the top of the model, with the post-treatment phase 

constituting acute, sub-acute and chronic stages. Medical variables are the major 

influences at each of these stages. These include not just disease and treatment variables 

but current health status, co-morbid factors, late and long-term effects and medical care 

variables including access, quality and cost. Socio-cultural variables impact on these 

medical variables and include demographics, and socioeconomic status. Individual 

factors include coping responses, health behaviours, dispositions, and transformative 

coping. These all impact on the above medical variables, as do the environmental 

variables of geographic factors, work, family and social support. 
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Figure 4. A Bio-psychosocial Model of Cancer Survivorship 
Source: Feuerstein (2007a), reproduced with permission and courtesy of Springer. 

 

The model is descriptive in nature although interactivity is implicit. However, no 

elaboration regarding the relationship between variables or the mechanisms of action 

or interaction are provided. The model is useful in helping to identify variables that can 

be targeted in interventions and the inclusion of health behaviours is critical for 

comprehensive intervention design - if the remit of intervention is quality of life 

enhancement. However, no explicit intervention routes are suggested.     

 

2.4 Conclusions 

Psychosocial problems that might effect the cancer patient at diagnosis or during 

treatment do not vanish when treatment is over and, for some, may not emerge until 

treatment is complete (Brennan, 2004). Even with the growing number of survivors, 

the majority of research has focused on psychological reactions to diagnosis, coping 

with treatment and reactions to cancer recurrence (Tomich & Helgeson, 2002). 

However, Stanton et al. (2005) note that contributors to positive adjustment in the post-

treatment phase are being identified and that appropriate interventions are being 
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developed. Attempts have also been made to provide a theoretical base for 

understanding post-treatment adjustment and there is potential to develop a theory of 

adjustment after cancer. 

 

There is evidence from the literature reviewed in this chapter that the use of adaptive 

coping strategies, personal resources such as hope and optimism, a sense of control and 

efficacy, goal setting and attainment and social support are all related to positive 

adjustment after cancer. In addition, medical and treatment related variables, economic 

and environmental variables, and variables related to medical care all contribute to post-

treatment adaptation. Each of the models and theories described in this chapter 

incorporated one or more of these features of adjustment. A focus on adaptive coping 

strategies, optimism, hope, control and efficacy represents a strengths-based rather than 

a deficits approach (Snyder et al., 2006). This focus on assets is important in the field 

of rehabilitation (Dunn & Dougherty, 2005) representing an emphasis on what the 

individual can do rather than cannot do (Snyder et al., 2006). Importantly for the 

current research, these constructs are considered to be responsive to intervention.  

 

In one of the few studies that specifically aimed to identify predictors of well-being in 

post-treatment cancer survivors, Blank and Bellizzi (2006) examined the influence of 

personality, coping and treatment-related factors on happiness and subjective well-

being, positive and negative affect, depression and adaptive changes in a study of 490 

post-treatment prostate cancer survivors. They specifically focused on the influence of 

personality (self-efficacy, hope, optimism), coping strategies (adaptive and 

maladaptive) and type of treatment. They found that positive mental health outcomes 

were primarily predicted by personality (mastery, hope and optimism) and negative 

outcomes were predicted by both personality (optimism) and coping strategies. They 

concluded that if the goal of intervention is to maximize positive adaptation, then a 

“focus on increasing mastery, perceived hopefulness and optimistic orientation” might 

be appropriate (Blank & Bellizzi, 2006, p. 2134).  

 

2.4.1 Features of Positive Adaptation After Cancer 

A number of key features of positive adjustment in post-treatment survivorship are 

emerging.  
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1. There appears to be general agreement that adaptation itself is a bio-psychosocial 

construct in keeping with the quality of life ideal. The interactivity of life domains 

influences contributory factors and adjustment outcomes. 

2.  Physical health, including late and long-term effects of cancer and its treatment, co-

morbidities and current health behaviours, all impact on adjustment.  

3. Medical care and the relationship with health professionals impacts on adjustment, 

as does the availability and appropriateness of interventions.  

4. Any attempt at comprehensive intervention needs to consider biological, 

psychological and social influences, as well as focusing on outcomes in these areas, 

not just on physical functioning.  

5. A positive approach to post-treatment may be most effective if the desired outcome 

is enhancement of quality of life and wellbeing and reduction of pathological 

symptoms. 

6. Personal traits and expectancy beliefs such as hope and optimism and control and 

self-efficacy beliefs are key influences that may be usefully tapped and enhanced in 

interventions.  

7. Personal goals and motivation are important influences on behaviour.  

8. Coping and problem solving strategies impact on the success of adjustment and may 

be usefully tapped in intervention.  

9. Social support, interpersonal relationships and environmental resources (including 

socio-economic status) are key facilitators of adjustment. 

 

2.4.2 A Theory of Optimal Post-treatment Survivorship (TOPS) 

In 2000, Clark observed that a theory of cancer survivorship was developing based on 

a number of assumptions. This included the belief that survivorship is a dynamic 

concept, experienced physically, psychologically, socially, behaviourally and 

spiritually, it evolves in a social context and has multiple determinants.  

 

The quest to identify the theoretical foundations upon which to build a positive 

intervention for those at risk of poor quality of life after cancer supports the use of a 

bio-psychosocial model as an overall framework for understanding adaptation after 

cancer. Within this framework there are multiple biological, psychological and social 

influences on the positive adaptation of the survivor. So also are there biological, 



 

 44 

psychological and social outcomes for the survivor that influences their quality of life 

and optimal functioning. Building on Clark’s (2000) observations, the theoretical issues 

discussed in this Chapter and the evidence discussed in Chapter 1, regarding the quality 

of life of post-treatment survivors, the following suggestions apropos a theory of 

optimal post-treatment survivorship are offered: 

 

  The post-treatment survivors’ quality of life is a dynamic process that is ever 

changing due to late and long-term effects, the success of psychosocial adaptation, 

and the current health status/behaviours of the survivor. 

 

  Optimal survivorship involves survivors gaining/regaining a sense of control over 

their lives; developing skills to enable physical and emotional adaptation; looking 

forward and formulating realistic and achievable goals in multiple life domains, 

and managing fears and anxieties about cancer recurrence.  

 

   Optimal survivorship is best achieved by a positive outlook and hopeful thinking;  

positive health behaviour changes and supportive relationships.  

 

The next step in designing a comprehensive intervention to enhance the quality of life 

of post-treatment survivors is to examine the relevant published intervention literature.  
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Chapter 3  

Optimising Survivorship: An Overview of Interventions  

 

3.1 Introduction 

Anderson (1994) suggests that a suitable place to begin the development of post-

treatment interventions is to modify existing interventions. Such an approach requires 

scrutiny of existing interventions and an assessment of their effectiveness and 

suitability for current purposes. This chapter examines the existing published literature 

on cancer-related interventions for quality of life enhancement, to identify the optimal 

modes/techniques. The most relevant bodies of literature are in the cancer-related 

psychosocial, and lifestyle behaviour arenas4. This chapter presents a summary of the 

cancer-related psychosocial and lifestyle behaviour intervention literature followed by 

a more focused examination of existing post-treatment interventions in the published 

literature.  

 

3.2 Psychosocial Interventions 

Two main fields contribute to the cancer-related psychosocial intervention literature: 

cancer rehabilitation and psycho-oncology.  

 

3.2.1 Cancer Rehabilitation  

As a concept, cancer rehabilitation developed in the US and Canada and stemmed from 

early concerns about the traumatic impact of cancer on the patient and the physical 

impact on activities of daily living (Mullan, 1985). According to Kaplan (2004) cancer 

rehabilitation is  

“a process that assists the cancer patient to obtain maximum physical, social, 

psychological, and vocational functioning within the limits created by the disease and 

resulting treatment”(p.1).  

 

While this definition is indicative of a bio-psychosocial approach, in practice much of 

 
4 Specific interventions for treatment related symptoms that require medical interventions such as lymphoedema 

and pain management each constitute a large body of literature in their own right and are not the subject of this 

exploration. Neither are web-based information services.  
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the focus of cancer rehabilitation efforts have been on maximizing neuro-

musculoskeletal function, with the fundamental aim of reducing functional decline 

(Tunkel & Passik, 1989; Gerber, 2001; Brennan, 2004; Kuhn Boesen, Ross & Johansen, 

2005; Spruit et al., 2006; Cheville, Khemka, & O’Mahony, 2007). In the cancer 

rehabilitation domain, psychological factors were initially viewed primarily in terms of 

their impact on successful physical rehabilitation. However, as the concept of quality 

of life has come to the fore and the psychological impact of functional impairment has 

been recognised, there has been a shift towards offering physical and psychosocial 

rehabilitation (Ronson & Body, 2002; Kuhn et al., 2005; Bartlett et al., 2006; Cheville 

et al., 2007). This shift is evidenced by the recognition in the recent IOM report (2006) 

that “rehabilitation services can help survivors regain and improve physical, 

psychosocial and vocational functioning” (p. 297). 

 

3.2.2 Psycho-oncology 

Psycho-oncology as a formal area of expertise developed in the mid seventies at 

Memorial Sloan Kettering Cancer Centre. Its development arose out of the increasing 

demand for mainstream psychological services and concerns about a variety of un-

proven therapies sought by cancer patients (Levin, & Kissane, 2006). The stated goal 

of psycho-oncology is to provide optimal psychosocial care to all cancer patients and 

their families, at all stages of the cancer journey including survivorship (Holland, 2003; 

Levin, & Kissane, 2006). However, in the main, psychosocial interventions are aimed 

at influencing adaptation and adjustment to diagnosis and treatment or, they are directed 

at those in palliative care (Helgeson et al., 1999; Ronson & Body, 2002; McQuellon & 

Danhauer, 2007). 

 

3.2.3. Interventions 

Due to the overlapping literature it is difficult to separate out the rehabilitation literature 

from the psycho-oncology literature, as often psycho-oncology services are located in 

cancer rehabilitation settings. The main difference is one of focus. Rehabilitation 

services may include psychosocial interventions, but are primarily focused on reducing 

functional impairment and improving physical functioning, while psycho-oncology 

services are focused on improving psychological functioning.   
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Tunkel and Passik (1998) remark that the goal of cancer rehabilitation depends on the 

impairment or disability that the cancer patient has and that different levels of 

rehabilitation require different interventions on the part of the psycho-oncologist. Dietz 

(1981) outlined four levels of rehabilitation, (a) preventive, (b) restorative, (c) 

supportive and (d) palliative. The major remit of the psycho-oncologist at the 

restorative level is to help restore premorbid function where no permanent impairment 

or disability is anticipated and at the supportive level, to support the maximisation of 

function where permanent impairment or disability is present (Tunkel and Passik, 1998; 

Cheville et al., 2007). From the psycho-oncological viewpoint, the specific focus of 

psychosocial interventions is on reducing anxiety, depression, distress and symptoms 

(Spiegel & Bloom, 1983; Fawzy & Fawzy, 1998; IOM, 2006; Nezu & Nezu, 2007). 

However, Brennan (2004) points to the tendency to focus on emotional distress at the 

expense of the wider social context in which cancer occurs.  

 

The development of rehabilitation programmes for cancer survivors has lagged behind 

similar developments for other chronic diseases, such as cardiac rehabilitation 

(Brennan, 2004; IOM, 2006). Cancer rehabilitation services are usually offered to 

inpatients (IOM, 2006) or in the immediate post-treatment phase, with the survivor 

transferring to a rehabilitation centre directly from the hospital (Cheville et al., 2007). 

But there is wide international variation with regard to the timing and the type of service 

offered (Kuhn et al., 2005). There are in-patient and residential rehabilitation 

programmes in the US and Europe. For example, HØybye et al. (2008) describe a one-

week, publicly funded, multidisciplinary rehabilitation retreat at the Dallund Centre in 

Denmark. Post-treatment survivors attend lectures and activities on a variety of themes, 

such as cancer treatment, sexuality, spirituality, work and lifestyle. Most of those who 

attend are breast cancer patients and are self-referred. Unfortunately, the authors only 

describe the participants and do not assess the effectiveness of this intervention. In the 

UK, research on survivorship and rehabilitation is being conducted (Stevinson & Fox, 

2006; Daley et al., 2007). However, Doyle and Kelly (2005) have pointed out that 

cancer rehabilitation in the UK is relatively unknown. There are a few institutes 

attached to medical facilities, such as the Royal Marsden in London or the Institute of 

Rehabilitation at Hull. However, integrated rehabilitation services tackling both 

physical and psychosocial treatment effects are not widely available.  
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Types of Intervention 

There are different types of interventions including psycho-educational, cognitive–

behavioural and psychotherapeutic approaches, as well as supportive therapies (Ronson 

& Body, 2002; Nezu & Nezu, 2007; Jacobsen & Jim, 2008). Psycho-educational 

interventions aim to provide the patient with a sense of control over their condition and 

reduce uncertainty by imparting knowledge about their disease and its treatment, 

thereby facilitating treatment decision-making and communication with health 

professionals (Fawzy & Fawzy, 1998).  

 

Cognitive behavioural approaches are based on the assumptions that thoughts can be 

monitored and changed, and they are usually short, goal oriented, and may result in 

behaviour change (Osborn, Demoncada & Feuerstein, 2006). They can include stress 

management, coping skills training, mindfulness based stress reduction and problem 

solving interventions (Greer et al., 1992; Osborn et al., 2006; Morrisson & Bennett, 

2006). In addition, psychotherapeutic approaches involve guided imagery, self-

hypnosis and relaxation techniques and have been linked with reductions in anxiety and 

depression (Kissane et al., 2003). The main aim of these types of intervention is to 

provide the individual with the coping skills to deal effectively with the stresses of their 

cancer experience, be it via cognitive restructuring, behavioural strategies or relaxation 

(Fawzy & Fawzy, 1998). 

 

Supportive therapies afford the patient an opportunity to express their feelings in a safe 

environment (Fawzy & Fawzy, 1998) and support groups and supportive expressive 

techniques help the person to verbalise their feelings, share their experiences and avoid 

feelings of isolation.  

 

Additionally, there are numerous cancer support and information services via the 

Internet and by telephone, as well as drop-in cancer support centres in Ireland, the UK 

and across Europe. These are mainly charitable organisations offering information, 

education, support and complementary therapies, primarily to those who have been just 

diagnosed or are undergoing treatment. While useful and necessary, such interventions 

have been found to have little effect on symptoms or quality of life (IOM, 2006; Lent, 

2007). 
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There is little consensus in the literature regarding the optimal or most efficacious type 

of intervention. A number of reviews and meta-analyses suggest that cognitive 

behaviour therapy (CBT) interventions are effective in reducing distress and reducing 

symptoms in cancer patients (Meyer & Mark, 1995; Newell, Sanson-Fisher & 

Savolainen, 2002; Rehse & Pukrop, 2003). Newell, et al.’s (2002) systematic review 

concluded that education, counselling and CBT were the most likely to offer medium 

to long-term benefits for psychosocial outcomes and, that relaxation and guided 

imagery provide the most benefits for the reduction of disease and treatment-related 

side effects. In addition, Osborn et al. (2006) conducted a meta-analysis of CBT and 

patient education interventions for depression, anxiety and quality of life in cancer 

survivors, with a focus on their long-terms effects. They concluded that CBT 

interventions were effective both at short-term (< 8 months) and long-term follow-up 

(> 8 months) having positive effects on levels of depression, anxiety and quality of life. 

Aziz (2007b) also reported on the efficacy of CBT stress management interventions in 

reducing depression and increasing optimism. In addition, Levin and Kissane’s (2006) 

review of meta-analyses and controlled trials of psycho-educational and 

psychotherapeutic interventions found that there is irrefutable evidence of their 

effectiveness in reducing distress, anxiety and depression. Furthermore, a problem 

solving and emotion focused approach to strengthen coping efficacy and goal pursuit 

ultimately results in empowering people to exert more control over their wellbeing 

(Lent, 2007).  

 

However, these reviews present inconsistent findings due to the use of differing 

selection criteria for the interventions reviewed and the focus on differing intervention 

outcomes, as found by Lepore and Coyne (2006) in their review of reviews. For 

example, Newell et al. (2002) focused on randomised controlled trials (RCT’s) in their 

effectiveness review and on psychosocial, immune and survival outcomes. This is 

considered to be one of the most rigorous reviews in the relevant literature (Lepore & 

Coyne, 2006). Yet, it has been criticised for being both overly conservative in its 

inclusion criteria (Bredart, Cayrou & Dolbeault, 2002) and not being rigorous enough 

in examining issues such as the reliability and validity of the measures used in reviewed 

trials (Lepore & Coyne, 2006).  
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Intervention Delivery 

With regard to the modes of intervention delivery the literature lacks consensus. Osborn 

et al.’s (2006) review concluded that individual interventions were more effective than 

group interventions. Sheard and Maguire’s (1999) review found that group 

interventions were as effective as individualised interventions. However, Newell et al. 

(2002) concluded that group therapies were more effective. Differences in review 

selection criteria influence such conclusions.  

 

For example, Osborn et al.’s (2006) examination of the differential effects of group 

versus individual CBT interventions broken down by outcome variables, included four 

individual and one group intervention for depression, three individual versus one group 

intervention for anxiety, seven individual versus two group interventions for quality of 

life and two individual interventions for quality of life with no group studies. Their 

conclusions are not surprising given the heavy bias in favour of individual intervention 

studies in their review. A contrasting view is offered by Brennan (2004) who points out 

that structured group programmes have been shown to be effective in the management 

of post-treatment effects such as depression and anxiety and in the provision of peer 

support and social contact. Further, rigorous and well-reported research is needed to 

allow for more definite conclusions.  

 

McQuellon and Danhauer’s (2007) recent review of 16 randomized controlled 

interventions found that there was huge variation in the duration of interventions. These 

ranged from 20-minutes to two-hour sessions and extending from three sessions only, 

to weekly sessions over the course of a full year. Importantly for the present research, 

an examination of the interventions they reviewed also shows that all of these 

interventions were initiated post-diagnosis or within weeks of surgery and during 

adjuvant treatment. This points to a huge gap in the literature, as the lack of 

psychosocial interventions for post-treatment survivors is stark. Moreover, only six 

studies continued follow-up assessment to 12 months post-diagnosis and only one 

followed up beyond 12 months. This was a psycho-educational intervention by 

Helgeson, Cohen, Schultz and Yasko (2001) with 312 breast cancer patients. They 

followed up on the long-term effects of their educational intervention and found that 

the group who received education had higher levels of vitality, less pain and better 
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physical functioning at 3.6 years after diagnosis than the control group. This shows that 

interventions can have long-term positive effects. Yet, with so few researchers 

following up on the long-term impact of their interventions, there is very little evidence 

upon which to base intervention development.   

 

3.3 Lifestyle Behaviour Interventions 

Although many cancer survivors engage in health promoting activities and lifestyle 

change to reduce the risk of a cancer recurrence or the development of a second cancer, 

several continue to engage in behaviours that put their health at risk and impinge on 

their quality of life5 (Demark-Wahnefried et al., 2005; Rabin & Pinto, 2006; Eakin et 

al., 2007). Also, there is overwhelming evidence that more people with a history of 

cancer die of non-cancer causes than the general population (Stull, Snyder & Demark-

Wahnefried, 2007). The main contributors to this are believed to be cancer treatments, 

genetic predispositions and lifestyle factors (Aziz, 2002; Aziz & Rowland, 2003). Of 

these, lifestyle factors are the most responsive to change. Moreover, Kuhn et al. (2005) 

identify lifestyle changes as part of rehabilitation and believe that, ideally, psychosocial 

interventions should be combined with lifestyle change to meet specific patient needs.  

 

Cancer survivors are at an increased risk of becoming too sedentary due to reduced 

levels of fitness, stamina and strength and they seldom return to pre-diagnosis activity 

levels (Brown et al., 2003). Moreover, nutritional status plays a critical role in 

maintaining a positive quality of life during and after treatment (Small, Carrara, 

Danford, Logemann & Sella, 2002). Achieving an appropriate weight is important, 

particularly in breast and prostate cancer survivors due to the link between obesity and 

cancer recurrence (Demark-Wahnefried et al., 2005). There is also a relationship 

between weight loss and improvements to overall health via reduced hypertension, 

hyper-insulinemia, pain, dyslipidemia and overall physical functioning (Demark-

Wahnefried et al., 2005).  

 

3.3.1 Interventions  

Interventions to change health behaviours after cancer are a recent phenomenon (Pinto 

 
5 See section 1.3.2 in Chapter 1 for a summary of post-treatment lifestyle behaviours. 
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& Floyd, 2008). Lifestyle behaviour interventions include initiatives to reduce risky 

behaviours and to enhance the adoption of healthy behaviours during and after cancer 

(Schmitz, et al., 2005). Morrison and Bennett (2006) discuss the concepts of 

behavioural pathogens, which are risky behaviours (an unhealthy diet, obesity, smoking 

etc) and behavioural immunogens, which are health enhancing behaviours (a healthy 

diet, exercise, health screening). The main focus in the current research is on 

interventions for health enhancing behaviours.  

 

Given the risks of cancer recurrence and the development of second cancers health 

promotion initiatives apply post-cancer. These encourage healthy lifestyles, screening 

and preventive behaviours (Ogden et al., 2007). The ACS convened expert groups 

(Brown et al., 2003; Doyle et al., 2006), to develop guidelines for nutrition and physical 

activity after cancer treatment. They stressed the importance of “setting and achieving 

life-long goals”, to promote quality of life and longevity (Doyle et al., 2006, p. 326). 

They listed the primary goals of: 

 Achieving an appropriate weight,  

 A healthful diet, and  

 A physically active lifestyle.   

 

Watson and Mock (2003) comment that exercise6, as an intervention, is “remarkably 

underutilized’ and should be the treatment of choice for cancer related fatigue. Exercise 

is also believed to positively impact on sleep disturbance, mood, fitness, strength and 

weight (Gerber, 2001). In addition, exercise helps to preserve physical function, 

manage treatment related symptoms and enhance psychological wellbeing in the short 

term. Furthermore, in the long term, adopting a physically active lifestyle helps to 

maximize quality of life and prevent chronic diseases such as obesity and osteoporosis 

(Stevenson & Fox, 2005). In addition, diet plays a critical role in promoting health and 

reducing the effects of chronic disease and cancer. There is a small but growing body 

of evidence that dietary interventions may reduce cancer recurrence (Chlebowski et al., 

2005). The evidence is also accumulating that intervention can help maintain body 

weight, reduce fatigue, minimise complications and enhance well being (Pakiz et al., 

 
6 There are important differences between the terms physical activity and exercise mainly based on motivation and 

intensity. Both terms are used interchangeably in this chapter as found in the literature. 
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2005).  

 

Unfortunately, exercise is not normally part of the cancer rehabilitation programme, 

although such programmes are growing in the US and Canada (Thune & Smeland, 

2000). In the UK, while there are reports of the benefits of exercise on physical and 

psychological recovery, the use of exercise in cancer care is rare, as less than 9% of 

NHS hospitals in the UK include exercise as part of their rehabilitation services for 

cancer patients and these are primarily for those in treatment or very early post-

treatment (Stevinson & Fox, 2005; 2007).  

 

Types of Lifestyle Intervention 

Information and guidelines are the most basic forms of lifestyle intervention. The ACS 

guidelines recommend regular physical activity with the goal of maintaining a healthy 

body weight, reducing the risk of recurrence and reducing the risk of other chronic 

diseases (Brown et al., 2003). Those who were active pre-diagnosis should aim to 

maintain activity; those who were sedentary should adopt low-intensity activities and 

be slowly advanced, while older people and those with significant impairments like 

arthritis need to be monitored to assess balance and avoid falls and other injuries 

(Brown et al, 2003). The promotion of a healthy weight is recommended through a low-

fat diet that is high in fruit and vegetables in conjunction with moderate levels of 

physical activity (Rock, & Demark-Wahnefried, 2002; Brown et al., 2003; Demark-

Wahnefried et al., 2005).  

 

Exercise programmes are the most common lifestyle interventions in cancer care and 

include aerobic, weight training and walking programmes, either in a gym type setting 

or at home. Schneider, Dennehy, Roozeboom and Carter (2002) recommend that 

programmes must be based on sound research, should be carefully structured and 

controlled and should involve a “whole-body” approach emphasising all areas of 

fitness. Interventions are most commonly used to help strengthen weakened muscles 

and resistance training may also be beneficial for those at risk of osteoporosis, while 

aerobic exercises are necessary to increase fitness and endurance (Tunkel & Passik, 

1989; Brown et al., 2003). Courneya et al. (2000) recommend that programmes should 

be “enjoyable, build confidence, develop new skills, incorporate social interaction and 
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take place in an environment that engages the mind and spirit” (p. 56).  

 

With regard to diet, Brown et al. (2003) point out that it is important to make informed 

choices about foods. Giving information about the type of fat, protein or carbohydrate, 

and the food source is essential because all fats, proteins and carbohydrates are not 

similar in their health effects. However, dietary interventions are rare. In a review of 

the literature, Kuhn, Boesen, Ross & Johansen (2005) found only six interventions, all 

conducted with breast cancer patients. These interventions focused on instructing the 

participants on healthy eating either via individual telephone counselling (Pierce et al., 

2004; Rock et al., 2004); individual dietary instruction (Nordevang et al., 1992; 

Cheblowski et al., 1997; Pierce et al., 1997) and individual and group dietary 

counselling on healthy eating (Kristal et al., 1997).  

 

Rock and Demark-Wahnefried (2002) point to two main issues of concern in nutrition 

interventions for breast cancer survivors. The first is the prevention of weight gain after 

diagnosis in those at risk of weight gain, and the second is the achievement of weight 

loss in those who are overweight or obese at diagnosis and after. Rock and Demark-

Wahnefried (2002) note that dietary interventions alone are not successful in achieving 

weight loss and point to accumulating evidence for the link between increasing physical 

activity and weight loss for obese women. They refer to two  studies that have combined 

dietary counselling with physical activity and successfully achieved significant weight 

loss (Goodwin et al., 1998; McTiernan et al., 1998). In fact, in the Goodwin et al. (1998) 

study, with 61 newly diagnosed breast cancer patients, aerobic activity was the 

strongest predictor of weight loss.  

 

A more recent intervention that combined physical activity and dietary counselling was 

the longitudinal Healthy Weight Management for Breast Cancer Survivors Study (Rock 

and Demark-Wahnefried, 2002). This successful intervention with 85 obese breast 

cancer survivors, used a group-based programme included telephone counselling to 

promote physical activity and healthy eating attitudes using encouragement to increase 

physical activity levels as well as restrict energy intake. This intervention used a 

structured CBT curriculum that involved self-monitoring, realistic goal setting and 

cognitive restructuring relative to physical activity and dietary changes. The 
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intervention resulted in significant effects for 76 of the women who completed the 

intervention as compared to the control group (Mefford, Nichols, Pakiz and Rock, 

2007). These effects included significant reductions in weight, BMI, waist 

circumference and cholesterol.  

 

Luthringer (2002) recommends that modifications to diet and other interventions should 

ideally begin early in treatment. However, an important point to take cognisance of is 

that dietary intervention programmes can place a burden on the individual in that a lot 

of time needs to go into food selection and preparation in addition to possible increases 

in the cost of healthier foods and the need to develop a taste for new foods and flavours 

(Pakiz et al., 2005).  

 

Intervention Delivery 

A systematic review and meta-analysis of 32 physical activity and physical activity 

combined with dietary modification interventions in cancer survivors by Schmitz, et al. 

(2005) found that of the 32 interventions reviewed 75% had pre-planned each session, 

these were usually supervised, the physical activity prescription was for aerobic activity 

of moderate to vigorous intensity and sessions took place in a gym type setting at no 

cost to participants. This concurs with previous findings, which also found that most 

interventions were group based (Pinto et al., 1999; Holtzman, et al., 2004; Schmitz et 

al., 2005). However, there was significant variation in the duration of programmes 

(ranging from 5 - 12 weeks) (Mock et al., 1997; Dimeo et al., 1997, 1998; Schwartz et 

al., 2001; Courneya et al., 2001; Peterson, 2003; Schmitz, et al., 2005).  

 

Although the optimal mode, intensity, duration and frequency of interventions have yet 

to be determined, several researcher now concur on certain elements of physical activity 

interventions. They should be structured, individualized programmes based on patients 

current status, involve aerobic training alternating between high and low intensity, from 

10 to 60 minutes and 3 to 5 days per week (Courneya, Mackey, Lee & Jones, 2000; 

Winningham, 2000; Brown et al., 2003; Watson & Mock, 2003; Holtzman, et al., 2004). 

There are few dietary interventions and they primarily use individual dietary 

counselling approaches and /or telephone counselling. 
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With regard to the timing of interventions, Courneya, Karvinen and Vallance (2007) 

report that survivors’ preference for exercise intervention is 3-6 months post-treatment. 

However, most interventions focus on the active treatment or immediately after 

treatment phases and there are few post-treatment or long-term survival studies 

(Schmitz et al., 2005). Demark-Wahnefried (2007) notes that behavioural interventions 

during treatment place great demands on the patient, who may be physically and 

emotionally fragile. She analysed two recent studies (Courneya et al., 2006; Moadel et 

al., 2006) with regard to intervention timing. She suggests that if enhancing quality of 

life is the desired outcome, then the timing of the intervention is crucial, as these studies 

found that post-treatment interventions resulted in significant changes in outcome 

measures, whereas those implemented during treatment did not (Demark-Wahnefried, 

2007). Schmitz, et al.’s (2005) systematic review of physical activity interventions 

supports this finding. They found that there was weak evidence for the value of physical 

activity interventions during treatment for improving quality of life (weighted mean 

effect sizes ranging from .25 - .54) but that there was strong and consistent evidence 

that post-treatment physical activity interventions have a positive effect on cardio-

respiratory fitness and on quality of life (weighted mean effect sizes ranging from .35 - 

1.64).  

 

3.4 The Evidence Base  

3.4.1 Psychosocial Interventions 

A series of reviews have produced mixed findings as to the efficacy of psychosocial 

interventions for cancer patients, partly due to the very large range of intervention types 

and the wide variety of outcome measures. Three recent comprehensive critiques have 

highlighted significant weaknesses in the intervention literature and the lack of 

evidence regarding the value of psychosocial interventions for either survival or for a 

blanket effect of distress reduction (Lepore & Coyne, 2006; Coyne, Stefanek & Palmer, 

2007; Jacobsen & Jim, 2008). However, there are some conclusions that can help 

inform the present research.  

The first, conducted by Lepore and Coyne (2006), was a critical review of reviews 

examining the effectiveness of interventions for distress. They concluded that the 

diversity of intervention methods and measures, along with the conflicting and 

inconsistent findings of the reviews make it difficult to draw any conclusions. They 
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point to 10 years worth of reviews that are non-systematic and uncritical and 

recommend the immediate adoption of systematic procedures and standards of evidence 

when selecting trials for review. The Newell et al. (2002) review, discussed earlier, was 

the only review to meet Lepore and Coyne’s (2006) highest standards.  That review 

concluded that, overall, the evidence was inconclusive with regard to the efficacy of 

psychosocial interventions. However, they suggest that group therapy, education, 

counselling and CBT are promising interventions strategies to effect psychosocial 

change and that relaxation and guided imagery provide the most promise for treatment 

side-effects.  

 

The second review, conducted by Coyne, Stefanek and Palmer (2007) was a systematic 

critical review, which concluded that interventions targeted at those in need were more 

likely to be efficacious. Furthermore, they point out that appropriately tailored 

interventions to reduce distress that impairs functioning could be of benefit. This 

finding concurs with that of Sheard and Maguire (1999) whose meta-analyses found 

that where the intervention was directed at those who were at risk of or suffering from 

distress, the effects were clinically significant.  

 

The third and most recent review conducted by Jacobsen and Jim (2008) was a review 

of systematic reviews and meta-analyses. They found that the wide scope of the 

reviews, methodological differences, inconsistent findings and the failure to limit 

participation to those who were exhibiting some level of anxiety, depression or distress 

severely limited conclusions and recommendations. They did however find one area 

upon which all the reviews agreed. That was that there were significant weaknesses in 

the intervention literature in four major areas. The majority of interventions have been 

conducted with breast cancer patients and there is a lack of research with other cancer 

types; males; ethnic and racial minority groups; single cancer type groups; a lack of 

focus on specific disease stage and significantly for the present research, few studies 

have focused on the post-treatment period (Jacobsen & Jim, 2008). Interventions that 

include a number of identified cancer types, include males, focus on a particular stage 

of the disease, include minority groups and focus on those who are post-treatment, 

would address all of these weaknesses. 
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To promote the evidence-based use of psychosocial interventions, Jacobsen and Jim 

(2008) provide a very useful categorisation of the literature based on the number of 

randomised controlled trials (RCT) that demonstrate efficacy in reducing anxiety or 

depression, according to intervention type and treatment status. This categorisation 

reveals that there is some evidence that cognitive behavioural therapies are effective in 

preventing or relieving anxiety or depression in the post-treatment stage7. However, 

they conclude that there are not enough studies of alternative interventions to evaluate 

their effectiveness (Jacobsen & Jim, 2008). 

 

3.4.2 Lifestyle Interventions  

The evidence for the effectiveness of lifestyle interventions is less well documented 

than for psychosocial interventions. However, a series of recent reviews have 

concluded that exercise has consistent positive effects on physical, psychological and 

emotional wellbeing. It improves quality of life, vigour and vitality, increases immune 

function and reduces depression and anxiety (Courneya & Friedenreich, 1999; 

Courneya et al., 2000; Thune & Smeland, 2000; Holtzman et al., 2004; Schmitz et al., 

2005). Pinto & Maruyama (1999) concur, citing additional benefits such as weight 

control, improvements in postmenopausal symptoms, body image and sleep. Exercise 

may be particularly relevant for breast cancer survivors as a means of avoiding excess 

body weight and for colorectal survivors in the prevention of recurrence (Brown et al., 

2003). It is also an intervention that engages the individual in a positive and active way 

and helps to regain a sense of control over one’s life after cancer (Stevinson et al., 

2004). However, Pinto et al. (2002) warn that the benefits of exercise are only found 

when there is regular participation.  

 

In addition, the evidence is accumulating that dietary interventions can help maintain 

body weight, reduce fatigue, minimize complications and enhance well-being (Pakiz et 

al., 2005). Kuhn et al. (2005) note that there is some evidence that dietary counselling 

can lead to significant changes with five of the six studies they reviewed reporting 

significant decreases in fat intake, three reporting increased fruit, vegetable and fibre 

intake and two reporting weight loss (Kuhn et al., 2005). The ACS expert group (Brown 

 
7 This reference is to a study by Simpson, Carlson and Trew (2001), which will be discussed later.  
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et al., 2003) evaluated the scientific evidence for nutrition after the diagnosis of cancer 

and their guideline report is viewed as the best information for making informed choices 

about diet, even where no nutrition problems are obvious.  

 

There are several gaps and weakness in the lifestyle intervention literature. Schmitz et 

al. (2005) warn that the current literature does not provide enough evidence to say 

whether exercise has any negative effects on cancer survivors. Courneya, Karvinen and 

Vallance (2007) concur, and point out that there are no recommendations to help 

distinguish between those that could safely exercise on their own and those who need 

supervision. Schmitz, et al. (2005) noted that almost 12% of intervention participants 

were lost to follow-up. They also comment on the lack of interventions for health 

promotion in the post-treatment phase. In their review, they found that drop out rates 

were 11.5% for interventions conducted during treatment and 12.7% for interventions 

conducted post-treatment (Schmitz, et al., 2005). 

 

Moreover, most interventions focus on breast cancer survivors, use aerobic 

interventions and are conducted during treatment (Stevinson, Lawlor and Fox, 2004). 

Pinto & Maruyama (1999) cite additional critiques, including the focus on white, 

middle-class, upper-socio-economic, well-educated survivors. They also comment on 

a major omission in the reporting of the exercise history of participants which is vital 

in terms of adherence issues. Small sample sizes, short interventions and no follow up 

after the end of the intervention, as well as the difficulty of quantifying the exercise 

dose are other shortcomings highlighted in the literature (Peterson, 2003; Holtzman, et 

al., 2004; Kuhn, Boesen, Ross & Johansen, 2005; Schmitz, et al., 2005).  

 

Watson and Mock (2003) challenge researchers to address the weaknesses of the 

existing physical activity intervention literature and recommend more rigorous research 

designs with larger samples sizes, control groups and standardization of interventions. 

In addition, the use of more objective instruments and outcomes, targeting more diverse 

populations (including socioeconomic status and type of cancer), testing interventions 

across cancer treatments and monitoring of refusals, withdrawals, and adherence rates 

are called for.  
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As yet, the evidence for the effectiveness of dietary interventions is not substantial. 

Uhley and Jen (2007) report that there are major knowledge gaps regarding efficacious 

dietary interventions. Kuhn et al. (2005) point to the focus on the prevention of cancer 

and cancer recurrence over improvements in quality of life. In addition, they note that 

the studies they reviewed used self-report assessment and therefore are subject to 

reporting bias, although Rock et al. (2004) did include objective lipid measures. There 

are a number of additional limitations with previous research including a focus on 

examining low-fat diets, a concentration on self-report assessment, no control for 

exercise levels (can impact on weight and sense of wellbeing), and long-term follow-

up is subject to participant loss over time (Holmes & Kroenke, 2004). In addition, the 

lack of longitudinal studies means that there is little evidence for the long-term efficacy 

of these interventions to impact on survival or cancer recurrence, and those are 

purported to be the major aims of such interventions. In addition, Barnard (2003) refers 

to the danger in large clinical trials of dietary recommendations being watered down. 

He feels this is because interventionists believe that people may not be willing to make 

extensive dietary changes. 

 

In their review of exercise interventions in oncology, Pinto and Floyd (2007) note that 

there is very little attention given to the mechanisms of change in lifestyle behaviour 

interventions. Much of the research is not theory based. However, a few exercise 

intervention studies have drawn on the Stages of Change model (Prochaska & 

DiClemente, 1983), the Theory of Planned Behaviour (Ajzen, 1991), and Bandura’s 

Social Cognitive Theory (1997) as guides for their intervention design. These studies 

have incorporated mechanisms of change variables such as motivational readiness for 

change (Pinto et al., 2005; Basen-Engquist et al., 2006) and self-efficacy for exercise 

(Demark-Wahnefried et al., 2003) to guide the methods used in their interventions. 

However, it is difficult to determine the effects of these variables, as the study findings 

are inconsistent. Aziz (2007b) points out that more research is needed on the benefits 

of lifestyle interventions for cancer survivors but that the promotion of a healthy weight 

with low fat intake and high fruit and vegetables intake as well as moderate levels of 

physical activity should be recommended.  
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3.5 Post-treatment Interventions 

The need for help to maximize quality of life and facilitate positive adjustment after 

cancer in the physical, psychological and social domains is mounting (Ganz, 2007; 

Aziz, 2007a, 2007b; IOM, 2008). However, several researchers have pointed to the lack 

of resources, services and interventions available for post-treatment cancer survivors 

(Tesauro et al., 2002; Schmitz et al., 2005; Aziz, 2007b). There are some integrated 

services for survivors who are either in treatment or very early post-treatment, for 

example, Memorial Sloan-Kettering Comprehensive Cancer Centre offers survivorship 

information and support services to those who have just completed treatment. These 

services include counselling, smoking cessation and physical rehabilitation, and they 

also provide an informational website for Living beyond Cancer8. However, integrated 

bio-psychosocial programmes are not the norm.  

 

A number of post-treatment psychosocial, lifestyle or combined intervention papers 

were identified through a thorough search of the literature and are presented below in 

chronological order  (Simpson, Carlson & Trew, 2001; Pierce et al., 2002; 2004; 

Courneya et al., 2003; Carlson, Speca, Patel & Goodey, 2004; Ganz et al., 2004 & 

Stanton et al., 2005; Carmack Taylor et al., 2004; 2006; Daley, Mutrie, Crank, Coleman 

& Saxton, 2004; 2007; Cimprich et al., 2005; Van Weert et al., 2005; Dow Meneses et 

al., 2007).  

 

Simpson, Carlson and Trew (2001) 

Simpson, Carlson and Trew’s (2001) CBT intervention for 89, early stage, post-

treatment breast cancer survivors, was carried out over a 6-week period in groups of 7-

10 and led by a psychiatrist. The intervention aimed to decrease avoidance behaviours 

and increase active behavioural coping responses to reduce distress and improve 

psychological functioning. In addition, the study aimed to reduce the cost of medical 

care post-treatment. Participants were randomly assigned to intervention or control 

group and assessed pre and post intervention. Follow-up assessment was at one and two 

years post-intervention. The intervention included progressive muscle relaxation, self-

hypnosis, mental imagery, other stress management techniques, as well as goal setting 

 
8 www.mskcc.org/livingbeyondcancer 

http://www.mskcc.org/livingbeyondcancer
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and planning and achieving change over a 90-minute session. The control group 

received an information package about living with cancer. Significant reductions in 

depression and improved quality of life were achieved as well as savings in health care 

costs. In addition, the researchers found that those with the highest levels of distress, 

regardless of group assignment, had the highest health care billing costs. However, the 

study was limited by a high attrition rate with only 29 of the 46 in the treatment group 

completing the final follow-up assessment (40%). Nevertheless, Jacobsen and Jim 

(2008) conclude that this type of intervention could be offered to those finishing 

treatment “to promote positive adjustment to cancer survivorship” (p. 228).  

 

The Women’s Healthy Eating and Living (WHEL) study (Pierce et al., 2002; 2004; 

2007) 

Pierce et al. (2002) conducted a longitudinal, multi-site RCT to evaluate the 

effectiveness of a high fruit and vegetables, low-fat diet in reducing cancer recurrence 

and increasing survival for breast cancer patients (n = 2,970) in the first four years since 

diagnosis. Participants were randomly assigned to an intensive dietary intervention or 

a comparison group. The intervention consisted of a number of dietary goals and 

participants were encouraged to meet certain dietary targets. This long-term, multi-

centre, intervention involved intensive telephone counselling, monthly cookery classes, 

and information leaflets to help change dietary patterns. Participants were taught to 

estimate portion sizes and were given measuring cups and spoons, printed 2D food 

models and helpful tips. High quality juicers and cooking classes were also made 

available.  

 

The intensive telephone counselling was designed to motivate participants to change 

their diets using a stepped counselling protocol influenced by Bandura’s (1997) Social 

Cognitive Theory (SCT) and motivational interviewing techniques (Miller & Rolnick 

1991; Bandura, 1986). The authors report that participants were initially helped to set 

goals, review them and judge their performance in a way that built self-efficacy with 

the aim of increasing their motivation to adhere to the dietary plan. Then they received 

telephone counselling to help them overcome perceived barriers to implementing 

behaviour change and were provided with guidance and support to habituate to the new 

dietary pattern. The intensity of the intervention decreased with time as participants 
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maintained their new dietary regimen.  

 

Assessment was at baseline, six, 12, 24 or 36 months, 48 and 72 months and measures 

included repeated 24-hour dietary recalls, food-frequency questionnaire, biochemical 

validation, physical measures and questions about health symptoms, quality of life, 

personal habits and lifestyle patterns. Outcomes were assessed by telephone interview 

and verified via objective medical records from clinic visits. The degree of change in 

participants’ dietary patterns were considerable, with significant increases in fruit, 

vegetable and fibre intake. However, no increases in quality of life were found after the 

first year and no benefits accrued to the participants in terms of reduced cancer 

recurrence or death compared to the comparison group (Pierce, et al., 2007).  

 

Among the study weaknesses were its failure to assess diet before enrolment to the 

study and the preponderance of highly educated women in the sample. The use of 

objective measures was a major strength as they validated self-reported changes. 

Another strength was the use of a theory-based approach in choosing psychosocial 

variables as mechanisms of change. However, these variables were not measured so it 

is difficult to assess their effect. In addition, a major drawback of this type of intensive 

intervention is the cost, particularly in light of the overall findings.   

 

Rehabilitation Exercise for Health After Breast Cancer (REHAB) (Courneya et al., 

2003) 

Courneya et al. (2003) conducted an RCT to determine the efficacy of a supervised 

exercise programme to improve quality of life and cardiopulmonary fitness in a sample 

of 52 post-treatment breast cancer survivors (25 in the intervention group). It was a 

supervised programme that was individualised and involved training on cycle 

ergometers, three times per week for 15 weeks. The sessions were 15 minutes long for 

the first three weeks and then progressively increased up to 35 minutes. Assessment 

was at baseline and post-intervention with no follow-up. The assessment was successful 

in significantly improving cardiopulmonary function and quality of life as well as 

fatigue, happiness and self-esteem. But no significant differences were found for weight 

or BMI. The major strengths of this study were the use of objective measures of 

cardiopulmonary outcome, random assignment and only one individual dropped out. 
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However, the treatment sample was small and there was no follow-up assessment. The 

authors point out that few studies ever examine the mechanisms of change in 

intervention trials but they did not hypothesise about these in their study, although they 

found a moderate relationship between quality of life and cardiopulmonary function. 

However, they do not cite a theoretical basis for their intervention or explain the 

rationale for including measures of self-esteem or happiness, both of which increased 

in the intervention group.  

 

Carlson, Speca, Patel and Goodey, 2004 

Carlson, Speca, Patel and Goodey (2004) conducted a mindfulness-based stress 

reduction programme with 69 early stage, post-treatment breast and prostate cancer 

survivors. The aim of the intervention was to improve quality of life, reduce stress and 

improve mood and immune function. The intervention consisted of an 8-week 

Mindfulness-Based Stress Reduction (MBSR) program incorporating relaxation, 

meditation and yoga. Improvements were found for overall quality of life, stress levels, 

and sleep quality but not for mood or stress hormone levels. The authors explain that 

the participants’ mood disturbance levels were low pre-intervention. This testifies to 

the need for targeting interventions at those in need. This study did not include a control 

or comparison group but did include the use of objective measures (cortisol 

monitoring). The results of immune function analyses have not yet been published. 

 

Moving Beyond Cancer (Ganz et al., 2004; Stanton et al., 2005) 

This intervention was a multi-site, RCT of psycho-educational interventions for 558 

post-treatment breast cancer survivors. Participants were targeted at diagnosis and 

intervention began six weeks post-surgery with the specific aims of reducing distress 

and fatigue. Participants either received standard print materials, print-materials plus a 

peer modelling videotape, or print-materials plus a peer modelling videotape plus two 

sessions with a trained cancer educator and an informational handbook. The researchers 

found no significant improvements in levels of distress, but the video condition 

produced improvements in reported vitality. There was a high loss at follow-up (>20%) 

and over a quarter of the intervention group had availed of psychotherapy or a support 

group and this may have impacted on the findings. The researchers recommend that 

interventions be targeted at those in need in the future.  
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Active for Life (Carmack Taylor et al., 2004; 2006) 

Carmack Taylor et al. (2004; 2006) conducted a rare lifestyle intervention with 134 

prostate cancer survivors who were on hormone therapy, to ultimately improve their 

physical and emotional functioning via physical activity. The intervention participants 

were randomised to either a lifestyle programme (n = 46) an educational support 

programme (n = 51) or standard care (n = 37). The lifestyle programme involved 20, 

one and a half hour sessions, over six months. Assessment was at baseline, six and 12 

months and participants attended 16 sessions over six months. The programme was 

based on the Stages of Change Model (Prochaska & DiClemente, 1983) and elements 

of Bandura’s (1997) Social Cognitive Theory. No actual physical activity was included 

in the programme but the researchers aimed to build self-efficacy and cognitive-

behavioural skills in participants that they could use to integrate physical activity into 

their everyday life. The training sessions focused on self-monitoring, goal setting, 

problem solving, overcoming barriers, cognitive restructuring.  

 

No significant quality of life, physical activity or self-efficacy improvements were 

found and the authors concluded that cognitive behavioural approaches alone are not 

sufficient to bring about changes. This may be because no physical activity training was 

included in the intervention although the participants were clearly in need of 

intervention, as the authors reported that over 90% were overweight or obese. However, 

the authors propose that supervised physical activity be incorporated into future 

interventions to enhance self-efficacy.  

 

Daley et al. (2004; 2007) 

Daley, et al. (2004; 2007) conducted a UK based study of 108 post-treatment breast 

cancer survivors to enhance their quality of life, improve aerobic fitness and reduce 

depression. The intervention involved randomisation to, either aerobic exercise therapy, 

body conditioning or usual care, over an 8-week programme at three sessions per week, 

with follow-up at 24 weeks. Individuals attended on a one to one basis and participants 

were offered a range of exercise modalities. CBT techniques were used to promote 

positive exercise attitudes based on the processes of change of the Stages of Change 

Model (Prochaska & DiClemente, 1992) and included goal setting and self-monitoring. 

The aerobic exercise therapy resulted in a significant increase in quality of life and 
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physical activity levels and marginal reductions in depression scores. However, the 

authors report that there was some exercise contamination in the other two groups.   

 

Taking Charge (Cimprich et al., 2005) 

Cimprich et al. (2005) conducted a post-treatment self-management intervention with 

25 breast cancer survivors guided by self-regulation principles. It aimed to equip the 

participants with self-management skills regarding post-treatment concerns and to 

provide information about common post-treatment topics. The intervention consisted 

of two group sessions and two follow-up telephone sessions over a 7-week period. Each 

participant chose to work on a personal area of concern and interestingly 50% chose to 

increase their physical activity. Participants found the programme very useful in dealing 

with their psychosocial and physical concerns. However, there was no assessment of 

outcome apart from a process evaluation.  

  

Dow Meneses et al. (2007) 

Dow Meneses et al. (2007) conducted a psycho-educational survivorship intervention 

study of 256 post-treatment breast cancer survivors in the first year post-treatment. The 

study aimed to effect changes in quality of life in the physical, psychological, social 

and spiritual domains based on the Ferrell et al. (1995) conceptual framework outlined 

in Chapter 2. The intervention took place over a 6-month period and consisted of 

psycho-educational support via three face-to-face education and support sessions 

lasting one and a half-hours as well as telephone and face-to-face follow up. Written 

and audio-taped reinforcement materials were provided. Participants received 

information on common issues facing breast cancer survivors including physical and 

psychological symptoms as well as information on healthy lifestyle, work, family and 

insurance issues. A control group was included in the intervention design and quality 

of life improved significantly in the experiment group and was retained at follow-up.  

 

van Weert et al. (2005) 

van Weert et al.’s (2005) study is one of the few multidimensional interventions for 

post-treatment survivors. They conducted a rehabilitation programme in the 

Netherlands to improve quality of life and address disease and treatment-related 

problems based on a bio-psychosocial model (Engel, 1997). Their sample consisted of 
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81 post-treatment survivors of breast and other cancer types who had evidence of 

physical or psychological need, as judged by a physician (for example, physical 

symptoms, reduced physical activity or anxiety). The intervention consisted of 

randomisation to a complete programme of individual exercise, sports, psycho-

education and information or to a choice of components. The programme lasted for 15 

weeks and involved groups of 8-12 survivors at a time. Assessment was at baseline and 

post intervention with a 3-month follow up. 

 

The exercise sessions were one and a half hours long, once a week and supervised. They 

consisted of aerobic and strength training and the participants were advised to engage 

in a home-based walking exercise for 10-20 minutes once a week. They also engaged 

in a variety of supervised sports for one hour per week. The psycho-educational 

sessions were two hours long and were conducted over nine sessions. The psychosocial 

specialist facilitated discussions on confrontation with cancer, anxiety, stress, 

depression, asking for professional help and social support. Expressive supportive 

techniques were used to explore negative emotions and relaxation and breathing 

exercises were used to reduce stress. Finally, the programme included 10 information 

sessions delivered by a range of professionals on a range of topics including, medical 

aspects of cancer, food, fatigue, work, pain and sexuality. The dropout rate was just 

over 22%.  

 

The researchers found that quality of life improved significantly and was sustained at 

three months follow-up. Fitness and strength also improved significantly over time. 

Participants indicated a preference for the entire multidimensional programme rather 

than just single elements. The strengths of this study were, its multidimensional 

physical and psychosocial approach, its theoretical basis, the use of objective measures 

for the exercise component, and the inclusion of cancer types other than breast cancer 

(although no cancer type differences in outcome were found). The researchers also 

reported a rationale for using a group-based programme, which was the provision of 

social support, social comparison and modelling. However, the multidimensional 

nature of the intervention meant that the researchers were not able to determine the 

effects of the various individual components of the programme and there was no control 

group, as the majority of the choice group chose to take the same components as the 
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complete programme group. Furthermore, only the outcomes were measured (quality 

of life, symptoms and exercise capacity) so it is impossible to identify which 

psychosocial processes contributed to the success of the programme.   

 

3.6 Synopsis of Psychosocial and Lifestyle Interventions 

The IOM report (2004) recommended that psychosocial intervention should be 

included in routine clinical care and noted that psychosocial factors not only impact on 

emotional wellbeing but also impact on physical side effects of cancer and its treatment. 

Grassi and Travado (2008) testify to the benefits of psychosocial interventions for 

improving quality of life. So far, the weight of evidence bears witness to their 

effectiveness in reducing anxiety and depression, and psychosocial interventions appear 

to be most effective when targeted and tailored to those in need. In addition, relatively 

short interventions delivered by experienced professionals are most effective (Sheard 

& Maguire, 1999). However, there is no consensus on the optimum duration or 

therapeutic approach for successful intervention but the evidence is mounting in favour 

of CBT and structured psycho-educational programmes (McQuellon & Danhauer, 

2007). The preponderance of studies on breast cancer survivors and interventions 

during treatment leaves large gaps in our knowledge regarding the use of psychosocial 

interventions with those of other cancer types and at other points in the cancer 

trajectory. 

 

As yet there is no clear link between appropriate weight, healthful diet, physically active 

lifestyles and cancer recurrence or survival rates, with the exception of obesity and 

breast cancer recurrence. However, those who have been diagnosed with cancer may 

be at increased risk of a second cancer or cancer recurrence, heart disease, diabetes 

and/or osteoporosis. Therefore, guidelines for preventing these diseases are very 

important for cancer survivors. In terms of diet, the most recent evidence from the 

World Cancer Research Fund report (2007) (WCRF) recommends that cancer survivors 

follow the recommendations for cancer prevention.  

 

Holtzman et al.’s (2004) evidence-based report on the effectiveness of interventions to 

modify physical activity in both the general population and in cancer survivors 

concludes that the evidence is mounting that exercise is an effective therapy in these 
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populations. The consensus appears to be that it is safe for most cancer survivors to 

engage in predominantly aerobic physical activity, at low to moderate intensity, in a 

supervised group-based setting (Pinto & Maruyama, 1999; Courneya & Friedenreich, 

1999; Watson & Mock, 2003; Holtzman et al., 2004; Schmitz et al., 2005; IOM, 2006). 

The effectiveness of lifestyle change interventions depends on motivation and 

adherence (Courneya et al., 2000). The obese, the elderly and smokers are the most at 

risk of drop out (King et al., 1992). To maximize adherence, Tunkel and Passik (1998) 

believe that behavioural techniques that increase motivation, such as appropriate goal 

setting, and self-monitoring are helpful, as are efforts to involve the family in the 

process of change. The role of the health professional is also vital, as patients are more 

likely to engage in a physical activity programme when the exercise is recommended 

or prescribed by the health professional (Courneya et al., 2000; 2001). The effectiveness 

of lifestyle change interventions also depends on psychological functioning including 

depression and coping approaches and psychosocial variables related to behaviour 

change, such as self-efficacy (Pinto & Maruyama, 1999).  

 

The post-treatment interventions reviewed are relatively recent and this is indicative of 

the shifting attention towards the post-treatment phase. These studies varied in 

approach and like much of the broader intervention literature, they focus on a variety 

of outcome measures and use a range of methods to achieve their outcomes. 

Nevertheless, there is a shift towards addressing some of the issues that have been 

highlighted in the wider intervention literature, as most attempted to include 

randomisation and some used a theoretical basis, follow-up assessment and included 

the use of objective measures. However, few studies have been concerned with both 

psychosocial and health behaviour changes after cancer in the same study (Harper et 

al., 2006). Given the bio-psychosocial impact of cancer and the move towards a bio-

psychosocial conceptualisation of quality of life, this deficit in the intervention 

literature needs to be addressed. 

 

3.7 Bio-psychosocial Post-treatment Interventions  

The physical, psychological and social impact of cancer on quality of life after cancer 

has been documented. Furthermore, the health behaviours of post-treatment survivors 

are an increasing concern for researchers and service providers (Bellizi, Rowland, 
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Jeffery & McNeel, 2005; Pinto & Trunzo, 2005; Eakin, et al., 2007). Ronson and Body 

(2002) point out that while a number of successful psychosocial interventions have been 

developed and implemented with cancer patients “no effective psychosocial 

rehabilitation can be achieved without simultaneous efforts to promote improvement of 

the physical condition” (p. 282). This suggests that a bio-psychosocial approach to 

intervention is the most effective way to comprehensively address the needs of the 

cancer survivor and promote positive adjustment.  

 

Post-treatment interventions to address the psychosocial effects of cancer and its 

treatment are increasing in number, as are post-treatment health behaviour 

interventions. However, most interventions are mono-dimensional and focus on either 

psychosocial or health behaviour change. The focus of psychosocial interventions is on 

improving psychological function and there may be some positive transfer effects on 

physical functioning (for instance, alleviating low mood may result in a return to 

healthier activity levels). However, these interventions are not designed to address the 

survivor’s physical functioning or their health behaviours. Likewise, lifestyle change 

interventions, such as exercise interventions, may have an added impact on overall 

quality of life and stress reduction that is over and above the impact on improving 

physical functioning and health behaviour change (Pinto & Maruyama, 1999). But 

these interventions are not typically designed to address distress reduction or the 

enhancement of contributors to positive adjustment after cancer, such as coping, hope 

and optimism or self-efficacy. 

 

There are few multidimensional programmes offering both psychosocial and lifestyle 

behaviour interventions. van Weert et al.’s study (2005), outlined earlier, is one of the 

few to include physical and psychosocial elements in their intervention. These 

researchers suggest that a multidimensional approach may have a synergistic effect 

(van Weert et al., 2005). However, their study did not hypothesise about the 

mechanisms of change employed, nor did they test any relationships between the 

physical and psychological components of their programme. They did comment on the 

value of the bio-psychosocial approach and that psychosocial interventions support the 

effects of physical interventions and vice versa. However, the intervention delivered 

two elements of a programme that were not integrated in approach, as they were not 
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designed to influence or support each other. In effect they were two separate 

interventions delivered within the same programme. 

 

3.8 An Integrated Approach  

For McQuellon and Danhauer (2007), the bio-psychosocial model is the most useful 

approach to intervention, as it views physical and psychological health outcomes as a 

consequence of the relationship between biological, psychological and social factors. 

Unfortunately, there is a lack of investigation into this relationship in intervention 

research (Andrykowski et al., 2004). There is also little investigation into the role of 

psychosocial variables as predictors of health behaviour change after cancer (Harper et 

al., 2006).  

 

Harper et al. (2006) suggest that the psychosocial predictors of psychological 

adjustment that have been highlighted in the literature might also be useful in predicting 

health behaviour change. For example, optimism and social support are positively 

related to lower psychological distress and positive psychological adjustment (Carver 

et al., 1993; Allison, Guichard & Gilian, 2000; Holland & Holahan, 2003; Stanton et 

al., 2007). These variables are also associated with positive behaviour change and can 

encourage positive health behaviours and minimise engagement in risky health 

behaviours (Scheier and Carver, 1992; Harper et al., 2006).  

 

Rabin and Pinto (2006) suggest that understanding the factors that prompt spontaneous 

health behaviour change in cancer survivors may help in the development of 

interventions to assist those who are not likely to initiate such changes spontaneously 

after treatment. Their investigation of breast cancer survivors’ motives for health 

behaviour changes after cancer focused on cancer-related beliefs. They found that 

causal and control beliefs about the outcome of engaging in a healthy lifestyle are 

important predictors of change, as survivors were more likely to drop behaviours that 

they believe had contributed to their cancer and adopt behaviours that they believed 

would help prevent a recurrence. Beliefs about personal control are strongly related to 

quality of life and physical functioning and the related construct of self-efficacy is an 

important component of health behaviour change strategies (Tomich & Helgeson, 

2002; Schwarzer & Fuchs, 1995; Walker, 2001). In addition, positive lifestyle change 
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may increase the level of perceived control over health (Pollack et al., 2005) and Harper 

et al. (2006) suggest that increasing positive health behaviours may be a route to 

reducing anxieties and fears about cancer recurrence.  

 

The literature reviewed in this chapter shows that psychosocial interventions can have 

an effect on physical wellbeing and that lifestyle interventions improve psychological 

outcomes. There is a relationship between physical and psychological functioning 

(McQuellon & Danhauer, 2007). Moreover, psychosocial processes facilitate the 

achievement of lifestyle change. The foundations of positive adjustment that were 

identified in Chapter 2, such as adaptive coping, control and efficacy beliefs, personal 

dispositions such as hope and optimism, motivation, goal setting and social support are 

also the mechanisms of change that have been targeted in intervention research, be it 

psychosocial or lifestyle behaviour interventions. These concepts are the strengths-

based assets that are responsive to intervention, as identified in Chapter 2.  

 

A comprehensive intervention, that takes a positive and integrated bio-psychosocial 

approach, would aim to enhance quality of life at the physical, psychological and social 

levels. It would deliver an integrated psychosocial and lifestyle change programme that 

enhanced quality of life while reducing distress and facilitating lifestyle behaviour 

change. Such an approach would use the psychosocial processes that have been 

identified as contributors to positive adjustment and mechanisms of change, to facilitate 

both psychosocial and lifestyle change and improve overall quality of life.  

 

3.9 Conclusion 

It is clear that initiatives are required to address the late and long-term physical and 

psychological effects of cancer and its treatment, to enhance quality of life, reduce 

distress, and increase positive, health-enhancing behaviours and personal resources. 

The intervention research literature demonstrates that there is evidence in favour of the 

effectiveness of psychosocial interventions to enhance emotional wellbeing and 

improve quality of life. Furthermore, lifestyle interventions have been shown to be 

effective. However, there are few post-treatment interventions in the published 

literature. Moreover, as with the survivorship literature in general, most post-treatment 

intervention studies focus on breast cancer survivors and are either aimed at 
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psychosocial or health behaviour change, rather than at enhancing quality of life in 

multiple domains. Nevertheless, interventions are increasingly using a theoretical 

framework and lifestyle interventions are incorporating psychological variables that are 

recognised as influential in behaviour change, such as motivation, self-efficacy and 

goal setting. 

 

Regrettably, there are no interventions that take a fully integrated bio-psychosocial 

approach to quality of life enhancement or intervention delivery. The concepts 

identified above may be the key to developing and delivering such an intervention.  

 

The issue of whether there is a need to develop and implement such an intervention in 

Ireland is discussed in the next chapter where the background, rationale and aims of the 

present research are discussed. 
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Chapter 4.  

The CANSURVIVOR Project: The Present Research 

 

4.1 Cancer Incidence in Ireland 

According to the National Cancer Registry of Ireland (NCRI) there were 26,756 cases 

of cancer diagnosed in Ireland in 2005 (NCRI, 2007). The most common cancer is non-

melanoma skin cancer (23.2%) followed by breast (8.9%), colorectal (8.2%), lung 

(6.9%) and prostate cancers (9%) (NCRI, 2007). In the Health Services Executive 

(HSE) Dublin Mid-Leinster region9, there were 60,348 cases in the period from 1994 

to 2003 (NCRI, 2006). The estimate is that there were 18,809 cancer cases registered 

between 1996 and 2003 within the specific geographic catchment area that this current 

research is concerned with (the former East Coast Area Health Board (ECAHB).10  

 

In addition to the above figures, NCRI have predicted a 90% increase in cancer 

incidence rates between 1998 and 2020, due largely to an increasing elderly population 

(NCRI, 2006). This growth will impact significantly on the former ECAHB area, as 

population growth in the over 65s is projected to increase there by 40% and in the over 

80 year olds by 60% up to 2011 (Hayes, 2002).  

 

4.2 Cancer Survival in Ireland 

It is difficult to compare cancer survival rates between countries, but across Europe, 

cancer survival rates are increasing and range from less than 20% to over 80% 

depending on the type of cancer (Berrino et al., EUROCARE-4, 2007). For cancer 

patients diagnosed between 1995 and 1999, the overall relative five-year survival rate 

was a moderate 52% (Coleman et al., 2008). In Ireland, the five-year relative survival 

rates for those diagnosed between 1994 and 2001 were 75.4% for breast cancer, 69.5% 

for prostate cancer, 49.2% for colorectal cancer and 8.6% for lung cancer. Annually, 

there are almost 100,000 discharges with cancer, or, a history of cancer given as a 

 
9  In January 2005, the Health Services Executive came into being with four regional structures including Dublin 

mid-Leinster. These took over from a system of regional health boards of which one was the East Coast Area Health 

Board. This present research was commissioned before the re-structuring took place.  
10 Data supplied by Regional Database Manager, St. Vincent’s University Hospital in 2006. 
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diagnosis. Just over 40,000 of these are classified with cancer as the principle diagnosis 

(National Cancer Registry, 2002).  

 

The National Cancer Forum report, A Strategy for Cancer Control in Ireland (DoHC, 

2006) stated that, in 2002, there were approximately 120,000 cancer survivors in 

Ireland, due to better treatments and earlier detection and that is, on average, nine cancer 

survivors for each new cancer case. This information has major implications for Irish 

cancer services. Increasing survival rates and an escalating older population are clear 

indicators of a rising need for health service providers to focus on understanding the 

impact of cancer on the quality of life of cancer survivors and the ever-increasing need 

for cancer after-care services (Bloom, 2002).  

 

4.3 Research Context 

Routine referral to psychosocial care is not widely available in Europe (Rueben, 2004). 

Almost ten years ago, (Laffoy, 1999) and Laffoy and Scallan (2000) pointed to the 

psychosocial impact of cancer in Ireland. They noted that psychosocial problems were 

common, under recognised, under reported and that many cancer patients experienced 

a decline in quality of life. The provision of an all-inclusive service and a 

“multidisciplinary psycho-oncology service to manage distress in cancer patients” 

(Laffoy, 1999, p.3) was called for. This appeal provided the background for the 

development of formal psycho-oncology services in Ireland. Although some inpatient 

psycho-oncology services have been developed since then, the formal evaluation of the 

1996 National Cancer Strategy declared that “more needs to be done to support patients 

and their families during the difficult time of cancer diagnosis, treatment and recovery” 

(DoHC, 2003, p. 72).  

 

These three stages of the cancer experience (diagnosis, treatment and recovery) are very 

different from each other, with different supportive care needs. The recovery and 

follow-up stage has not received much attention. The National Cancer Strategy 

evaluation (DoHC, 2004) identified a number of key cancer service gaps including the 

inadequacy of emotional support and counselling for cancer patients and made some 

key recommendations, three of which are particularly relevant to this research. These 

included: 



 

 76 

   The great need to develop and support the role of primary care including patient 

support following discharge from the acute service. 

   The need to increase emotional and psychosocial support services to cancer patients, 

with a particular emphasis on the need to include psychologists on the cancer multi-

disciplinary team.  

   The need for patients to be managed via an integrated, multidisciplinary approach.  

 

In the context of developing a new cancer control strategy, the then Minister for Health 

and Children, referred to the constant striving to improve the quality of care given to 

cancer patients and went on to say that  

“Key elements of an effective cancer control strategy are prevention, screening 

(where appropriate), early detection, treatment and of course rehabilitation and 

support” (DoHC, 2004).  

 

However, in Ireland, cancer rehabilitation is almost unknown, although there are some 

research efforts to understand post-treatment issues such as fatigue (Dillon and Kelly, 

2003). The recovery and rehabilitation of the cancer patient in Ireland, has focused 

almost exclusively on medical treatment, followed by regular medical post-treatment 

check-ups. With regard to support, there is some formal support for voluntary cancer 

support groups and there are a number of cancer support centres attached to hospitals, 

however, support for the post medical-treatment cancer survivor is not formalised but 

left, for the most part, to the individual, their family and volunteers. Furthermore, there 

is concern about the possible effects of socio-economic status on recovery from cancer 

and its treatment. This concern is driven by the recognition that socio-economic status 

has an impact on the individual’s ability to pursue good health (DoHC, National Health 

Promotion Strategy, 2000). 

 

There are no standardised national services with the specific remit of helping survivors 

to adjust and cope with any long-term physical or mental sequelae of the disease or its 

treatment. Nor are there any services aimed at maximising their quality of life and 

reducing their future health risks or potential burden on acute health services. Grassi 

and Travado (2008) refer to the European recommendations for best practice in cancer 

care and the need for a multidisciplinary team approach and note that the quality of 



 

 77 

cancer care is becoming a priority for many countries across Europe. The development 

of the recent Cancer Control Strategy in Ireland (DoHC, 2006) and the current research 

brief are an indication that Ireland is also moving in this direction.   

 

This research project was commissioned by the Health Service Executive Dublin mid-

Leinster in 2004 and was funded by the office of The Director of Primary Care, 

Cardiovascular Health Strategy, Cancer Strategy and Palliative Care. The project 

involved collaborating with the Psycho-Oncology unit in St. Vincent’s University 

Hospital and the School of Psychology at UCD Dublin. It was given the title of The 

CANSURVIVOR Project due to the positive approach to post-treatment survivorship 

underpinning the research. The geographic boundaries of the project encompass the 

former ECAHB catchment area.   

 

4.4 The Research Objectives  

The overarching research objectives were to:  

   Investigate the bio-psycho-social factors impacting on the quality of life of post-

treatment cancer survivors in the former ECAHB area.   

   Develop, pilot and evaluate an appropriate intervention programme for post-

treatment cancer survivors.  

 

4.5 The Present Research  

The literature examined in Chapter 1 clearly demonstrates that cancer and its treatment 

have a physical, psychological, and social impact on the quality of life of the post-

treatment cancer survivor. In addition, lifestyle behaviours, personal and social coping 

resources and socio-economic factors, all impact on the survivor’s quality of life. 

Moreover, survivors need a comprehensive, post-treatment service and interventions 

that will meet their needs and maximise their quality of life in a comprehensive manner. 

This includes help to tackle late and long-term physical and psychological effects, 

change risky health behaviours, and increase positive health-enhancing beliefs, 

behaviours and coping resources (Cullen, 1984; Ganz, 2007). 

 

 

Building a quality bio-psychosocial, post-treatment service requires solid foundations. 
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In Chapter 2, the theoretical foundations for positive adjustment after cancer were 

explored, in so far as was possible, given the lack of relevant theoretically driven 

research. That exploration revealed that positive adjustment after cancer is best 

conceptualised bio-psychosocially, with multiple contributors and multiple outcomes. 

Furthermore, positive adjustment after cancer is optimised by the use of adaptive 

coping strategies, personal resources, such as hope and optimism, control and efficacy 

beliefs, having goals in many areas of one’s life and being able to reach them. Positive 

adaptation is also facilitated by the availability of good social support, medical care, 

and economic and environmental resources.  

 

In Chapter 3, we found that there is a growing evidence base for the effectiveness of 

CBT and psycho-educational interventions in cancer populations to reduce anxiety and 

depression. They are most effective when targeted at those in need. As for lifestyle 

behaviour interventions, there is a smaller evidence base, with the bulk of the 

intervention research focusing on exercise or dietary interventions. The benefits of 

exercise have been well documented. It has a positive effect on physical functioning 

and quality of life, assists with weight control, is linked to reductions in stress and 

anxiety and is a means of regaining control after cancer. Dietary change interventions 

have a smaller evidence base with much of the research focusing on the long-term 

impact on cancer recurrence and survival. However, there is evidence for their impact 

on weight and overall physical wellbeing and their usefulness when combined with an 

exercise regimen.  

 

There is a need to use a theoretical base in lifestyle intervention development and to 

give more attention to the change processes employed in intervention research. 

Moreover, there is a difficulty in terms of dropout and adherence to lifestyle 

interventions and so attention needs to be given to increasing and maintaining 

motivation. Unfortunately, there are large gaps left in our knowledge regarding the use 

of psychosocial and lifestyle interventions with post-treatment survivors. As elsewhere 

in the survivorship literature, most psychosocial and lifestyle behaviour interventions 

have been conducted with breast cancer survivors and have been implemented during 

treatment, so there is a need to extend intervention research to include other cancer 

types and the post-treatment phase.  
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The post-treatment interventions examined in the previous chapter have been limited in 

their approach. Although there is an increasing recognition of the need for a theoretical 

base in intervention design, the use of a bio-psychosocial approach has been little more 

than descriptive. Some interventionists go as far as identifying the change processes 

employed in bringing about change, such as self-efficacy enhancement and setting 

goals, but there is little examination of the relationships between biological, 

psychological and social factors or of predictors of change.  Moreover, while 

multidimensional interventions are emerging, there are no integrated bio-psychosocial 

interventions in the published literature that aim to comprehensively maximise the 

quality of life of the post-treatment survivor.  

 

Stanton, Revenson and Tennen (2007) state that there is now a weight of evidence 

regarding risk and protective factors for adjustment and that more effort needs to be 

applied to translating that knowledge into interventions. They identified four ways that 

the literature can guide psychosocial intervention development. These are to:  

 

 Include processes that predict positive adjustment, such as including techniques for 

increasing self-efficacy beliefs in the intervention design.  

 Specify how interventions work, for example, by altering coping strategies or by 

facilitating goal setting.  

 Target vulnerable groups, such as those who are in distress or anxious or in need of 

assistance to change health behaviours, and  

 The person-environment fit must be considered in intervention design. Different 

intervention approaches may be required depending on the target group.   

 

Each of these points has been endorsed by the literature that has been examined in the 

previous three chapters. This research aims to address a number of gaps and weaknesses 

highlighted in the previous chapters, including the paucity of research on post-treatment 

survivors, the primary focus on breast cancer and the lack of differentiation between 

cancer type and treatment type effects. Following on from Tesauro et al.’s (2002) 

observation that there is very little research on services and resources specifically 

designed to maximize the quality of life of the post-treatment survivor, the present 
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research aims to fill the void in Ireland. It represents a movement away from a medical 

focus on cancer and its effects, towards a bio-psychosocial model. This is an approach 

that also aims to address the lack of simultaneous investigation of both psychosocial 

and physical behaviour change in the intervention literature highlighted by 

Andrykowski et al. (2004). 

 

4.6 The Research Rationale 

Not only is there a gap in terms of formalised health service provision to post-treatment 

survivors in Ireland, but there are gaps in terms of research evidence regarding their 

quality of life status, physical and mental health, health behaviours and health-service 

needs. Given the growing number of post-treatment cancer survivors in Ireland and the 

increasing and ageing population, there is a real need to be concerned with physical, 

social, emotional and psychological functioning after cancer. This is not only in order 

to develop services to maximize post-treatment quality of life, but also to a avoid future 

burden on the health services due to, a) late and long-term consequences of cancer and 

its treatment, b) the risks of cancer recurrence and second malignancies and c) the health 

consequences of engaging in risky health behaviours. To be effective long-term, any 

service development must be evidence-based. The research objectives outlined earlier 

arose from a lack of evidence regarding quality of life status and service needs in 

Ireland.  

 

The Irish government’s Health strategy Quality and Fairness – A Health System for 

You (2001) stated that services should be aimed at meeting service users needs rather 

than meeting the needs of the system. However, the needs of the post-medical treatment 

survivor in Ireland have not been document to-date, therefore, there is no evidence base 

upon which to build a post-treatment service. The present research is the first necessary 

step in the development of an appropriate service and aims to provide a base from which 

to build a quality post-treatment service. Taking a positive approach to survivorship, 

the present research will conduct the first comprehensive bio-psychosocial study of 

post-treatment cancer survivors’ service needs and develop and pilot a specifically 

designed integrated intervention to enhance their quality of life. No post-treatment 

intervention project is taking this approach. 
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4.7 Project Development 

The CANSURVIVOR Project encompassed a number of studies culminating in the 

piloting and evaluation of a multidisciplinary intervention programme for post-

treatment cancer survivors. It included an exploratory phase, a profiling and needs 

assessment phase, and finally, a pilot intervention and evaluation phase. The research 

development process included making decisions regarding the definition of the term 

‘survivor’. Due to the lack of specificity in current definitions it was decided to use an 

operational definition to facilitate clarity of meaning when using the term in the present 

research. For the purposes of this project “survivor” refers to those who are at least six 

months post-medical treatment, that is, post surgery, chemotherapy or radiotherapy. 

Those who had a stage I, or stage II, diagnosis, were the focus of attention, as those 

with early stage disease have a more favourable prospect of long-term survival 

(Friedlander, 1998).  

 

Additionally, the review of the survivorship literature uncovered a tendency to 

concentrate either on a) breast cancer survivors only, or, b) to include different cancer 

types in a single piece of research but then fail to sufficiently differentiate between 

cancer types and treatment types to enable cancer or treatment type effects to be teased 

out. Therefore, it was decided to focus the present research on the four main life-

threatening cancers in Ireland namely, breast, colorectal, lung, and prostate cancers 

(NCRI, 2005) and to attempt to reveal differences in survivorship experiences across 

cancer type and treatment type. The research aimed to incorporate best practice in 

research methodology by taking account of the specific effects of age, gender, cancer-

type, treatment type, health-behaviours and socio-economic status on quality of life. A 

description of the research design for the project as a whole is presented below. 

 

4.8 Project Research Design  

The project used a mixed methods design across three studies, using both qualitative 

and quantitative methods. The exploratory phase of the project involved a review of the 

growing body of cancer survivorship literature to investigate post-treatment cancer 

survivor outcomes on bio-psychosocial variables. Then, given the dearth of bio-

psychosocial data on post-treatment survivors in Ireland, it was considered appropriate 

to begin by using a qualitative approach to explore the bio-psychosocial issues 
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impacting on their quality of life and to do so from a range of perspectives (Study 1). 

This study enabled the identification of issues salient to the post-treatment experience 

as well as giving an insight into differences in perspective about this phase of the cancer 

journey. 

 

The next study was a comprehensive survey to aid the development of a profile of post-

treatment cancer survivors in the catchment area. This survey examined demographic, 

medical, psychological, social, and behavioural variables, as well as variables relevant 

to health-behaviour change and incorporated a service needs analysis using both 

quantitative and qualitative methods (Study 2). These data aided the tailoring of an 

evidence-based intervention programme focusing on a bio-psychosocial approach to 

enhancing positive adjustment and quality of life. In addition, the survey facilitated the 

identification of the participants to be invited to participate in the pilot programme by 

using the variables that were identified as risk factors for poor quality of life as selection 

criteria.  

 

The third study involved the development, implementation and evaluation of a pilot 

multidisciplinary intervention for post-treatment cancer survivors (Study 3). The 

programme was developed based on the findings from the literature review, the factors 

highlighted in Study 1, and the salient risk factors and needs identified in Study 2. 

Finally, the participants and the multidisciplinary delivery team evaluated the 

intervention to assess its effectiveness in meeting its aims.  

 

A more comprehensive research design section is presented in each of the following 

chapters, where each study is detailed in turn. 

 

4.9 Ethics 

Ethical issues are very important when carrying out research with groups who are 

vulnerable (Beaver, 1999). Due to the sensitive nature of the research and the focus on 

working with a patient population, it was necessary to seek approval from the Medical 

and Ethical Research committee at St. Vincent’s University Hospital (SVUH) before 

conducting the research. The main ethical concerns were the physical and mental 

wellbeing of the survivor and the issues of consent, confidentiality and anonymity.  
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Approval was initially sought for the exploratory phase of the research, as the details 

of the intervention could not be finalised until the results of these studies were analysed. 

Participation was voluntary and informed consent was obtained. With regard to 

anonymity, all eligible participants were assigned an ID code. This code was used on 

all correspondence and in data collection and data entry, analysis and storage. The 

master ID code key was kept under lock and key by the researcher. Reporting of results 

refered to group means rather than to individual data profiles. In addition, the support 

of the researcher and the clinical psycho-oncologist was made available to participants 

who may have felt vulnerable during the research. Ethical approval was granted for this 

phase of the research (see Appendix A1 for letter of approval).  

 

The data from the exploratory phase facilitated the detailed development of the 

intervention programme and the identification of the target participants. Before 

proceeding ethical approval was sought and obtained and the pilot intervention and 

evaluation proceeded (see Appendix A2 for letter of approval). 

 

Qualitative and quantitative data analyses were conducted appropriately according to 

the type of data collected. Finally, a report was presented to HSE Dublin Mid-Leinster 

presenting the salient results of the research and suggesting a number of 

recommendations for the development of a future service for post-treatment cancer 

survivors.  

 

4.10 Research Aims 

To fulfil the main research objectives it was necessary to develop a number of 

overarching research aims and then further refine these for each study.   

The overarching research aims were to:  

   Explore the bio-psycho-social issues impacting on the post-treatment experience of 

cancer survivors in the former ECAHB Area.  

   Develop a profile of these survivors and assess their quality of life on a number of 

bio-psychosocial variables.  

   Explore and evaluate post-treatment needs to allow identification of areas of care 

requiring intervention.  
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   Identify the variables considered to be risk factors for poor quality of life post-

treatment and use these to identify participants for inclusion in the pilot 

rehabilitation programme.  

   To develop, pilot and evaluate an appropriate, evidence-based, multidisciplinary, 

intervention programme with the ultimate aim of enhancing and maximising the 

survivor’s quality of life. 

 

Each of the studies that make up the CANSURVIVOR Project are presented in turn in 

the following chapters along with the specific research aims of each study. 
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Chapter 5. 

 

Study 1: A Qualitative Study of Perspectives on Survivorship 

 

5.1 Research Design 

This study used a qualitative approach to explore the quality of life of post-treatment 

cancer survivors in terms of their treatment outcomes and service needs. It also set out 

to gain an insight into the survivors’ experience and service needs from a number of 

different perspectives. In addition, the study aimed to augment the existing survivorship 

literature with any additional issues that might surface in an Irish context. A qualitative 

approach was appropriate at this phase of the research as the purpose of qualitative 

research is “to understand and represent the experiences and actions of people as they 

encounter, engage, and live through situations” (Elliott, Fischer & Rennie, 1999, p. 

216).  

 

A similar approach has been used in other survivorship studies, for example, in a need 

assessment study of breast cancer survivors (Thewes, Butow, Girgis & Pendlebury, 

2004) and a study about the work experiences of cancer survivors (Main, Nowels, 

Cavender, Etschmaier & Steiner, 2005). The theoretical approach taken in the current 

study was a realist one, in that it focused on reporting the experiences and reality of 

participants, and the analysis was driven by an interest in specific issues (Braun & 

Clarke, 2006). These issues were: the physical, psychological, social, vocational, socio-

economic and service issues salient to the survivorship experience. However, the 

approach taken also allowed for an inductive exploration of new themes. The overall 

study thus used an approach described by Mayring (2000) as a combination of 

“Inductive Category Development” and “Deductive Category Application”. The 

findings then gave insight to the design of the profiling survey in Study 2 and informed 

the development of the pilot intervention programme in Study 3.  

 

The methodology involved the use of semi-structured interviews with health care 

professionals (Cancer Nurse Specialists (CNS)) and a series of focus group interviews 

with separate groups of female and male cancer survivors and with carers of survivors. 
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Finally, a workshop was also conducted with representatives from cancer support 

groups across the island of Ireland. All participants were asked to discuss the survivors’ 

experience from their own viewpoint and all data were examined using Thematic 

Content Analysis.   

 

5.2 Study Aims: 

The aims of this study were: 

  To identify the outcomes and service needs of post-treatment cancer survivors using 

a bio-psychosocial approach to better understand their quality of life.  

  To identify whether socio-economic disadvantage impacted on the survivor’s post-

treatment experience. 

 To gain an insight into the Irish post-treatment survivorship experience from a 

number of different perspectives.  

  To identify any issues, additional to those highlighted in the literature, that were of 

relevance in the Irish context that would contribute to the design of the profiling 

survey and the development of the pilot intervention programme in the following 

studies. 

 

5.3 Method 

5.3.1 Participants:  

Fifty-six individuals (n = 56) took part in the study in total, including two health 

professionals, eighteen cancer survivors (8 male, 10 female), four carers of survivors 

(2 female, 2 male) and 32 support group representatives. Participants were recruited via 

the clinical psycho-oncology service in St. Vincent’s University Hospital (SVUH), the 

Irish Cancer Society and the Lios Áoibhean and Bray Cancer Support Centres. The 

procedure for the semi-structured interviews, focus groups and workshop are set out 

below.  

 

5.3.2 Semi-structured interviews  

Having received ethical clearance and obtained informed consent, the researcher 

conducted separate, semi-structured, face-to-face interviews with Cancer Nurse 

Specialists (CNS) from SVUH. The aim was to explore their perspectives on salient 

post-treatment issues for cancer survivors once they had completed their medical 
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treatment and were effectively discharged from the hospital.  

 

Participants: Two female CNS’s were interviewed. Both had experience of the post-

medical care of cancer survivors in both an inpatient and outpatient context.  

 

Materials: The interview schedule was purposely developed to allow participants to 

bring any issue they felt was relevant to the fore, under the broad headings of: (1) 

Physical, (2) Psychological (3) Social (4) Vocational, (5) Socio-economic, (6) Service 

issues and (7) Other issues (see Appendix B1 for sample interview schedule). 

 

Procedure: Both participants were individually invited by the clinical psycho-

oncologist in SVUH to participate in the study. The interviews took place in January 

2005 in the research room of the Department of Psychiatry in SVUH and each interview 

lasted for approximately one hour (60 minutes). Each participant was informed that the 

purpose of the research was to investigate the physical, psychological, social and 

vocational issues effecting cancer survivors who had completed their medical 

treatment. They were also informed that further key areas of interest were in relation to 

the possible effects of socio-economic disadvantage on the survivorship experience and 

gaps in the health services for cancer survivors. Participants were asked to speak about 

these issues in light of their own professional experiences. 

 

Both were requested to read an information sheet and consent letter (see Appendix B2) 

in which they were informed that their participation was voluntary and that they were 

free to withdraw at any time. They were informed that the interviews would be recorded 

on audiotape and later transcribed for analysis. In addition, they were assured that the 

information they provided would be treated in the strictest of confidence and that all 

tapes and transcripts would be kept under lock and key by a member of the research 

team in a university storage facility. They were further assured that no information that 

would enable their identification would be included in the transcription of the 

interviews or in any publications, as all personal identifying information would be 

removed or edited to maintain anonymity. Once the researcher had explained the 

purpose of the interviews and the participants had read the information sheet, they were 

asked to sign the consent letter and the interview took place. At interview end 



 

 88 

participants were thanked for their co-operation and informed that all of the information 

gathered would be used to help inform the design of a pilot intervention programme. 

 

5.3.3 Focus Group Interviews  

Next, post-treatment survivors were invited to take part in focus group-interview 

sessions to discuss their bio-psychosocial outcomes and service needs, in light of their 

personal experiences. In addition, a focus group was conducted with carers of survivors 

as it was felt that they could give an additional perspective on the survivorship 

experience that would be valuable in terms of understanding that experience. 

 

Participants: In all, eighteen (n = 18) cancer survivors took part in four gender specific 

focus group interviews. Ten female survivors took part in two focus group sessions and 

8 male survivors took part in two focus group sessions. In addition, 4 carers took part 

in a mixed gender focus group interview (2 female, 2 male).  

 

Materials: The focus group schedule was identical to that used for the earlier interviews 

(see Appendix B1).  

 

Procedure: The researcher contacted the clinical psycho-oncology service in SVUH, 

the support group co-ordinator of the Irish Cancer Society and the directors of the Lios 

Áoibhean (SVUH) and Bray Cancer Support Centres to seek permission to place an 

advertisement on their notice boards seeking volunteers to speak about the post-

treatment survivorship experience in a focused group setting (see appendix B 3 for 

advertisement). All kindly agreed to facilitate the research by helping to arrange a 

number of focus groups with both survivors and with carers of survivors on their 

various premises. The only eligibility criterion was that survivors should be post-

medical treatment by at least 6 months. Individuals interested in taking part in the study 

were asked to make contact with the relevant contact person in each centre and a date 

and time for the focus group was arranged.  

 

Focus groups took place between November 2004 and December 2005. All sessions 

took approximately one hour and were held in the Cancer Support Centres in Bray, Co. 

Wicklow and in the offices of the Irish Cancer Society.  Five separate focus group 

interviews were carried out to elicit views on the issues that were most pertinent to the 
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post-treatment experience. The researcher moderated each focus group with the help of 

a research assistant.  

 

The remainder of the procedure was identical to that of the earlier interviews with 

respect to informing the participants about the purpose of the study, obtaining informed 

consent, the voluntary nature of the research and the taping and transcription of the 

data. In addition, participants were assured about the security of the data and the 

removal of personal identifiers from the transcripts. Finally, as it was a group 

discussion, participants were advised to speak clearly, one at a time, to avoid confusion 

at transcription and were also asked to maintain the confidentiality of the discussion. 

Once the participants had signed the consent forms the discussion then took place (see 

Appendix B 2 for information and consent form).  

 

Participants were asked to speak about the issues of interest in light of their own 

experiences as either survivors themselves or as carers. They were also encouraged to 

give their views on whether there were gaps in the health services for cancer survivors. 

The researcher gently steered the discussion by giving direction and focus at the outset 

and occasionally recalled the group to the original focus, prompting for more detail on 

issues raised as well as setting the limits of the discussion. Finally, at focus group end, 

participants were thanked for their co-operation and informed that all of the information 

gathered would be used to help inform the design of a pilot cancer survivor 

rehabilitation programme.  

 

5.3.4 Survivorship Workshop 

Finally, the researcher was asked by the Irish Cancer Society to conduct a workshop on 

survivorship issues at the National Conference of Cancer Support Groups held in 

Dublin Castle in early 2006. The organisers and the participants gave permission for 

the data from the workshop to be used as part of this study.  

 

Participants: Thirty-two (n = 32) individuals representing cancer support groups from 

all around Ireland participated in the workshop. This group included male and female 

cancer survivors, relatives of cancer survivors, volunteers working in cancer support 

centres and a number of nurses involved in running cancer support groups around the 



 

 90 

country. 

 

Materials: A worksheet similar to the schedule used in the earlier interviews and focus 

groups was used for the workshop (see Appendix B1).  

 

Procedure: The researcher began the workshop by making a short presentation on the 

need for research on post-treatment survivor issues in an Irish context. Then the 

participants were asked to work in small groups, for approximately thirty minutes, to 

discuss survivorship issues of relevance to them and the people they support. Each 

group appointed a spokesperson who completed the worksheet. All participants were 

asked to speak about the bio-psychosocial issues impacting on the survivorship 

experience and to highlight their service needs as per the interview and focus group 

schedule used earlier. The researcher circulated amongst these groups and encouraged 

discussion whilst each group spokesperson took notes on the worksheet. Responses 

were then relayed to the group as a whole and a discussion took place with the 

researcher noting the issues that came up for discussion on a flip chart. The workshop 

concluded with a final presentation on the survivorship issues that had emerged in the 

literature to date and the participants were thanked for their participation. The 

information on the flipchart was then transcribed and coded for later analysis. 

 

5.4 Analysis of Transcripts 

Thematic Content Analysis was used to analyse the data qualitatively. The interviews 

and focus groups were transcribed verbatim and transcripts were read a number of times 

to identify the issues under each section heading in the interview and focus group 

schedules and initial codes were generated. Units of analysis consisted of participants 

responses under the following section headings (1) Physical, (2) Psychological, (3) 

Social (4) Vocational, (5) Socio-economic, (6) Service issues and (7) Other issues. Data 

relevant to each code were collated under these headings and were then sorted in so far 

as was possible into mutually exclusive themes and sub-themes. These themes were 

then labelled, coded and used as a coding framework for the final analysis (see 
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Appendix C for coding frame). This coding-frame was applied to the entire data set11 

(interview, focus group and workshop transcripts).  

 

A “Thematic Map” was then generated with all identified themes represented under the 

section headings of (1) Physical, (2) Psychological, (3) Social (4) Vocational, (5) Socio-

economic, (6) Service issues and (7) Other issues (see Figure 5).  

 

5.5 Reliability of analysis 

In an effort to determine the reliability of the coding scheme, a randomly selected 

sample of transcripts (28.57%) was selected for analyses by an independent rater. The 

independent rater applied the coding frame to these transcripts and the percentage 

agreement was assessed. Table 1 below details the agreement levels for each section.  

The average agreement level for this study was 83.70%. An inter-rater agreement of at 

least 70% is required for the analysis to be considered acceptable (Guerin & Hennessy, 

2002). Cohen’s Kappa coefficients were also calculated as an index of agreement 

ranging from 0 - 1 and are also presented in Table 1. 

 

  Table 1. Inter-rater agreement on themes for Study 1 

 

Section Number of identified 

themes 

Percentage  

Agreement 

Kappa 

Coefficient 

Physical 3 88.88% 0.83 

Psychological 4 74.85% 0.69 

Social 2 55.55% 0.33 

Vocational 1 100% 1.00 

Socio-economic 3 80.55% 0.70 

Service Issues 3 86.10% 0.81 

Other Issues 1 100% 1.00 

 

 

 
11 A large amount of material in the transcripts digressed from the research questions or was not of direct 

relevance and this material was not coded. The researcher believes that many participants found it 

difficult to speak only of the post-treatment experience without referring to issues occurring during 

treatment. While codes were devised to be as mutually exclusive as possible, there are many cases where 

one piece of data could have been represented by various combinations of codes. 
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5.6 Results 

This study explored the bio-psychosocial issues impacting on the survivors’ post-

treatment experience and aimed to gain an insight into their service needs. Moreover, 

it explored these issues from a variety of perspectives. The main post-treatment issues 

that emerged from each of the differing perspectives are presented below and are 

represented in the thematic map shown in Figure 5 (page 96). Examples of the items 

that are representative of each theme can be examined in the coding frame available in 

Appendix C. Each section heading and the themes identified within it are discussed in 

turn from the various perspectives of first the Cancer Nurse Specialists (CNS), then the 

survivors followed by the carers and finally, the support group representatives. The 

frequency with which each theme is referred to is presented in brackets to aid the reader 

to gauge the significance of that theme in this study.  

 

5.6.1 Physical Issues  

All participants were asked to discuss the physical issues impacting on the post-

treatment experience. The main themes that were identified were in relation to treatment 

effects, physical adaptation to life post-treatment and lifestyle changes. In all, physical 

issues were referred to 56 times.  

 

Treatment Effects (n = 30) 

The responses from the various perspectives on this theme were quite varied. Nurses 

were not as aware of the variety of post-treatment effects as survivors, their carers and 

their support groups. They acknowledged the presence of occasional lingering side 

effects after treatment, such as fatigue, particularly in the early post-treatment stage, 

however, in their view, these effects were uncommon. The nurses’ focus was medical 

in nature and they were keen to emphasise that such effects were heavily dependent on 

the type of treatment the patient had received. For example, one nurse spoke of a patient 

whose only treatment was surgery and this nurse felt that the patient could “leave it 

behind (in the physical sense) much more quickly than if you have to have 

chemotherapy”. The nurses spoke of having occasional contact with survivors 

experiencing long-term effects such as fatigue, and also spoke of other later, long-term 

side effects such as fertility problems and the rare possibility of developing leukaemia 

or a second breast cancer due to radiotherapy. Their point of view can be summed up 
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by the following comment, 

 “… there aren’t too many [side effects] lingering, again it really is so open 

depending on the drugs that are used and that and depending on the type of cancer 

they had and what exact treatment they had you know there is different sort of long-

term side effects that potentially can happen but thankfully we don’t see too many of 

them really you know at all”. 

 

 

The survivors and their carers and support groups had a different view, listing several 

lingering and long-term treatment effects. Male survivors spoke of pins and needles, 

scaring, damage to lungs from radiotherapy, weigh loss and muscle wastage and the 

impact of treatment on fertility. Females spoke of the effects of both their medical 

treatment and the effects of hormone treatments. These included fertility issues, 

discomfort in the arm, insomnia, migraine and tiredness. For example, even after six 

years, one female reported that, “the tiredness has stayed with me”.  

 

The only item in this theme that carers of survivors mentioned was, scaring, but the 

support group representatives spoke about many of the above treatment effects.  

 

Physical Adaptation (n = 9) 

This theme refers to the changes that the survivor had to make with regard to their 

physical functioning after cancer treatment. These changes were mostly due to medical 

treatment effects including those mentioned above. The CNS’s spoke little of this 

except for one of the nurses who referred to a small group of patients who had great 

difficulty adapting to life with a stoma. However, many survivors spoke of the impact 

of fatigue and the need to take regular “cat-naps”. One of the female survivors spoke 

of having to learn to “go with [her] body pace” as she could not continue at the same 

pace as in the past. This change was a surprise to a number of women, as they would 

not have taken naps even when younger and pregnant. One survivor told how  

“now I’d say well I’m tired, ah sure I’ll have a little lie down. Or, if I knew that I was 

going out later…. go and have a wee snooze for an hour. To me like that was 

something that old people did, I never, I’d never really have thought of it (laughing)”.  

 

Both male and female colorectal cancer survivors spoke about the changes they were 

forced to make due to the presence of a colostomy bag. This included changes to the 

type of clothing worn and the requirement to interrupt sleep to go to the bathroom. An 

example of the impact of this on daily living is illustrated by the following comment 
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from an eight years post-treatment male,  

“Well I have it eight years, …  you get used to it. But it’s totally physical, you’ve got 

to worry about clothes, that you wear loose clothing and if you’re going anywhere 

you’ve got to say ‘well I’d want to be careful about this because I’ve got to go to the 

bathroom’. The first thing you do when you go to a place is you find out where the 

bathroom is, that’s the very first thing, in a restaurant or anything”. 

 

Cancer and its treatment also impacted on the physical arrangements in the survivor’s 

home. For example, one male survivor explained  

“Your bathroom is totally different than it was before. You’ve got odours, you’ve got 

stuff lying around the place and you’ve got to be conscious of people coming into the 

house, you know that the odour is not there”. 

 

Neither the carers nor the support group representatives spoke specifically about 

physical adaptation.  

 

Lifestyle Change (n = 17) 

With regard to this theme, the CNS’s did not mention either positive or negative 

changes in the survivors’ lifestyle. Yet survivors were in agreement that there were both 

positive and negative changes. There was specific mention of changes such as being 

too tired to swim anymore or to engage in a game of football, or, with regard to diet, 

having to make changes such as being told to cut out eating red meat. Survivors also 

spoke of being worried about what they could and could not eat, as they had not been 

given any specific direction regarding diet. One of the male colorectal cancer survivors 

spoke about having a colostomy and how his “lifestyle is changed completely”. Some 

of the negative changes he spoke of included not being able to participate in sports 

anymore, not being able to lift anything heavy and having to be careful out and about 

to avoid bumping into things for fear of damaging his stoma.  

 

On a positive note, a number of male survivors spoke of changing their diet and activity 

levels in a positive way and one female spoke of taking up walking most days of the 

week. The carers and support groups representatives agreed that there were lifestyle 

changes but were not specific about these.  
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Figure 5. Thematic map of themes identified in Study 1.
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 Summary of Physical Issues 

Treatment effects were the most frequently mentioned issues in this section. There were clear 

differences in perspectives regarding the physical issues that impact on the post-treatment 

experience. The CNS’ whose focus was medical in nature, considered late post-treatment 

effects a rarity. As might be expected, the survivors and their carers and support groups had a 

very different viewpoint, listing several lingering and long-term physical effects. In relation to 

physical adaptation, the CNS’ appeared to only be aware of the implications of stoma related 

issues for colorectal cancer survivors, while survivors themselves spoke of having to take 

frequent naps, changing their bathroom arrangements and adapting clothing to accommodate 

their altered physicality. In terms of changes to lifestyle, again the CNS’ appeared to be less 

aware of either positive or negative changes to the survivors’ lifestyle. However, for survivors 

there were both. 

 

5.6.2 Psychological Issues  

All participants were asked to speak about their views on the psychological issues impacting 

on the survivors’ post-treatment experience. The main themes that were identified refer to 

expectations about ‘normality’, fear and anxiety around cancer recurrence, other various 

cognitive and emotional sequelae, and resources to cope with survivorship. In all, 

psychological issues were referred to 99 times. 

 

Expectations of Normality (n = 18) 

Within this theme there were contrasting views on the ability of survivors to move on with life 

after treatment and return to ‘normality’. The nurses were of the view that once patients were 

finished their treatment they would be able to move on without too much difficulty. A sample 

comment illustrates the point with regard to returning to work, 

“There’s probably no reason why they can’t and people usually are anxious to go back to 

work either during treatment or after treatment just to get back to the normality of life and 

they feel well you know I’m back in my routine and that’s what I want and just to get over 

and I guess in someway forget about what’s happened just you know not to have the cancer 

as the big focus of their life anymore that it used to be when they were on treatment and 

stuff”. 

 

As for survivors, they had mixed feelings, with a combination of delight to have survived and 

be in a position to move forward, and an apparent inability to look too far into the future. 

Survivors felt somewhat let down by the health service’s expectation that they could get back 
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to normal without much assistance, as well as by their own families’ expectations of 

‘normality’ once treatment was over. One female survivor who reported that she suffered from 

depression said,  

“Once you’ve finished your treatment… end of story, ‘go home, you’re better’ and that I 

believe is when the troubles really start.” 

 

Another female felt that as soon as she finished her treatment her family had the attitude of  

“Ok now you’re better’ and that’s it you know, let’s get back to normal”. Yet another spoke of 

being unable to move on, as she felt somewhat abandoned by the health services and bewildered 

by the trauma she had just come through. 

 

However, on a positive note, one female spoke of cancer changing her attitude to life and that 

her attitude now was to value the present  

“actually live now and make the most of, and value it more…  If I ever get it back, at least I 

made the most of my life, that kind of thinking”.  

 

Male survivors spoke of returning to ‘normality’ in a different way, with personal expectations 

of getting back to daily living. A number of males were quite focused on the present rather than 

on the future in their allusions to this theme, as one spoke of, making the best of it and another 

being happy to live day to day. However, another felt that it was necessary to get on with life 

with a positive attitude saying,  

“you really have to decide ‘look I’m going to beat this’” and there is a “big world out there 

that I want to explore”.  

 

The carers were more negative in their outlook with one female carer saying “Sure nothing’s 

ever normal again, it’ll never be”. The support group representatives did not raise any issues 

that could be categorized in this theme.  

 

Fears and Anxieties about Cancer Recurrence (n = 33) 

This theme focused on fears and anxieties about cancer recurrence and was one of the two most 

frequently mentioned themes in the study as a whole. In addition, this persistent theme was one 

of the few themes raised by all study participants and manifested itself in a constant vigilance 

regarding bodily sensations. As one CNS noted, patients engaged in misinterpreting every pain 

as a “cancer pain’ and survivors admitted to this tendency to think that, “everything is cancer”. 

Another CNS spoke of the fear that is “always there” and how, in particular, as the time for an 

outpatient visit to the clinic drew near, survivors started to get very anxious. She went on to 
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say though that she assumed that fear would lessen over time and spoke of the reassurance that 

survivors got from being checked on a regular basis. 

 

The nurses’ assessment of survivors’ fears concurs with survivor own reports that anxiety is 

particularly acute coming up to outpatient clinic visits. One female was,  

“always fearful when you go see the doctor and you think ‘is it’ or is it, it’s always there isn’t 

it? In the back of your mind, is it back again?” 

 

However, the health service effort to ensure early detection of a recurrence appears to 

inadvertently contribute to this fear, as survivors felt that they were never given the “all clear” 

which led to a nagging doubt that there was something the doctor was not disclosing to them.  

 

Survivors agreed that they live night and day with this fear. As one male survivor noted, “… it 

never leaves you, I think it never leaves you, it’s always there,” and a female survivor admitted 

to still having “black moments of worry” even after several years. Although many survivors 

spoke of being more health conscious after treatment, this was in reference to being hyper-

vigilant about symptoms, rather than about changing to a healthy lifestyle. They spoke of the 

worry that comes with any observed symptoms and the potential implications of those 

symptoms. This then led to concerns about what to do about these symptoms and, whether to 

visit the doctor or wait for their clinic visit. This changed way of living was in marked contrast 

to symptom interpretation before cancer and the actions that would have been taken then. 

Survivors spoke of not being “bothered” and ignoring “little things” in the past. Now, they 

spoke of being “more aware of what you would have ignored before”. Even after many years 

post-treatment, these women spoke of reacting strongly to certain symptoms. For example, one 

woman spoke of finding a small raised bump while on holidays and the horror she felt really 

surprised her. She explains,  

“I was really surprised after five years that I actually reacted like that, I was shocked at 

myself. I was saying “oh don’t be stupid, it’s nothing’ but at the same time I couldn’t stop 

worrying about it. I couldn’t wait to get home and go to the doctor”.  

 

Male survivors felt the same, as one male survivor said, “Every morning you get up and you’re 

feeling for lumps”. A comment by a female survivor sums up the feeling for all, that, “There’s 

never an ‘over’…with cancer”. 

 

A final issue mentioned by survivors that contributed to this theme relates to the impact of this 
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fear on the family, as one survivor spoke of the family being “paralysed by it”. This insight is 

borne out by an examination of the carers’ perspective.  

 

Carers spoke more about their own fears and a shared “whole family fear,” than the specific 

fears of the survivor they cared for. One carer expressed the impact of sharing a life with a 

cancer survivor by sometimes wishing “you had it yourself instead of the other person”. 

Another spoke of “all of the family had cancer because we lived through it with her”. As with 

the survivors, the potential consequences of any symptoms were at the root of this fear. As one 

carer said  

“I’m still very scared every time that she gets something, you know, and I sort of see her and 

she’s not well, I have the fear that something’s going to happen to her. And really that fear 

never goes away”.  

 

Finally, the support group representatives added the concept of “anxiety pain” to this theme as 

they spoke of fear of recurrence being almost physically painful.  

 

Other Emotional and Cognitive Effects (n = 17) 

A range of other positive and negative emotional and cognitive factors impacting on the 

survivors experience, distinct from the above theme, were acknowledged by all participants. 

The CNS’s mentioned body image issues with specific reference to those who had surgery. 

There was also a single reference to being aware that some survivors had memory problems.  

Female survivors were quite vocal on the emotional and cognitive impact of having had cancer. 

They spoke about body image, low self-esteem, depression, loss of control and forgetfulness. 

They specifically spoke about breast cancer survivors and depression and how some women 

may “go down completely and utterly under this and just cannot get up at all”. They also spoke 

about concerns that they had for relationships, particularly with reference to breast cancer 

survivors and the impact of mastectomies and admitted to having big worries on this issue. 

They went on to speak of cognitive impairments such as forgetfulness and the phenomenon of 

“chemo-brain”. These women were very disturbed by this forgetfulness that emerged during 

treatment and continued afterwards.  

 

Other factors that contributed to this theme include feelings that their cancer was outside of 

their control and was not due to something they did. However, it left them without a sense of 

control. Additionally, one female spoke of the stigma she felt as a cancer survivor and this 

stemmed from wearing a colostomy bag. It is important to note that this stigma was her personal 
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feeling, rather than a socially experienced phenomenon. Other thoughts and emotions 

expressed in relation to this theme included, denial that it had happened and guilt about the 

impact on the family. 

 

Male survivors briefly spoke about the issue of body image, particularly for those who were 

teenagers or young adults but did not speak of it in reference to themselves. The main factor 

contributing to this theme from the male discussion was within the context of having a positive 

attitude. One male focused on the importance of hope and related this to placing an emphasis 

on survival rates and dispelling the idea that “once you have cancer that’s the end”.  

 

Carers spoke of trauma-related issues, such as the survivor experiencing flashbacks to the time 

of treatment and getting upset over this. They also spoke of body image problems, particularly 

for breast cancer survivors with mastectomy scaring. One carer explained  

“people feel, women especially and from talking to my wife and a few other people, that they 

feel like they’re actually disfigured ... and they’ll never be right again”.  

 

Carers spoke simultaneously about the emotional effects on themselves and the survivor they 

cared for. One carer explained that it was the family that were struggling emotionally. This 

same carer spoke of how the effects of having had cancer do not remain with only the survivor 

but “it spreads out to the family”. Finally, the support group representatives added the issue of 

anger, about what had happened to the survivor, to this theme.  

 

Resources to Cope with Survivorship (n = 31) 

This theme deals with the ways that survivors use various external and internal resources to 

cope with life post-treatment. Views on these resources were different from the various 

perspectives. Both CNS’s spoke of age as a major factor in how survivors cope and implied 

that the older female survivors didn’t have as much to cope with, by comparison with younger 

survivors, who would have to deal with body image, relationships and fertility issues. They 

also spoke of older women appearing to be more accepting of what had happened to them. One 

acknowledged her possible bias and went on to admit that  

“I guess when we look at older women we think well …  she mightn’t really mind having her 

breast off you know because you know she could be a widow or whatever and they are older”.  

 

CNS’s also believed that returning to work and normal life helped survivors to cope and they 

acknowledged the importance of emotional support and support from other survivors as coping 
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resources. This was in agreement with survivors’ own views on both the need for support and 

the importance of cancer support groups. Most survivors agreed that having emotional support 

was important. One male spoke of the importance of having friends to confide in and others 

spoke of needing family and friends to help with keeping up a positive attitude. Males also 

agreed that having a partner to talk to was important. However, a number of males voiced a 

concern that men were generally quite reticent to talk about the taboo subject of having had 

cancer and pointed out that, “men need men to be able to talk to in a non-threatened way”. In 

addition, although survivors felt that support groups were beneficial in general, there was a 

caveat that attendance could also be very upsetting and discouraging for some, depending on 

their emotional state at a particular time. This issue arose as one female survivor spoke of 

attending a support group where the emotions were very raw and she could not relate to other 

people talking so openly about their experiences. Her immediate reaction was that she had 

made a mistake in attending but in hindsight felt that she was just “not ready” for that kind of 

support at that time.  

 

Carers also spoke of the value of support groups and that they, as carers, felt like “part of the 

family” in their local cancer support centre. This shared support lends more weight to the idea 

that the carers had difficulty separating out the impact of cancer on the survivor from the impact 

on themselves as carers of that survivor. 

 

A number of survivors noted the need for help at a professional level over and above what the 

support groups could offer. One female explained that she went for counselling as it was taking 

her longer than anticipated to feel psychologically well again. However, a sample comment 

from a male survivor illustrates the point that  

“the professionals don’t all have to have cancer to be able to deal with it, but nevertheless 

talking to somebody who is an ordinary guy like you that has actually had this and has come 

through it is tremendously helpful”.  

 

Thus, although the need for professional help arose, most participants appeared to find contact 

with cancer survivors the most effective form of emotional support, citing the need to be able 

to relate, as the most important distinguishing factor between the two.  

 

With regard to personal resources to help them cope, survivors spoke of using many differing 

strategies ranging from gaining a sense of comfort from their spiritual life to using humour to 

deal with the various post-treatment issues that arose. Many female survivors spoke of keeping 
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busy and engaging in distracting tasks to avoid feeling the fear engendered by various bodily 

sensations and symptoms, An explanation for this was that “if you were to think about it long 

enough you would drive yourself mad, so you’re better keeping busy”. They also spoke of the 

use of humour as a great tonic and one humorous example of this was recounted by a survivor 

who had breast surgery and found strangers and distant neighbours constantly asking her how 

she was. For this survivor, the time came to make a decision about breast reconstruction and 

this particular survivor also needed a new knee so she made the choice for a new knee as she 

felt she really needed it. She got great pleasure out of telling the group that  

“after that then do you see, I had a great one, because they’d say ‘how are you?’ and they’d 

mean the breast, and I’d say, ‘do you know, I don’t know myself since I got it done, once I 

keep it well oiled”.   

 

Another strategy was recounted by a male survivor who spoke of giving himself a pep talk 

when fear of recurrence arose and he would say to himself “hold on now sunshine, you got up 

this morning again so enjoy the day”. Another spoke of brushing the fear and depression off, 

while yet others returned to part-time work as a sort of therapy. As one male joked, it was a  

“therapy for me if you like, to keep myself from driving the wife mad altogether and driving 

myself mad as well”.  

 

The support group representatives did not mention any issues that fell into the theme of coping 

resources.  

 

Summary of Psychological Issues 

There were differences in perspectives on the psychological factors impacting on the survivors’ 

quality of life post-treatment. The CNS’ view was that survivors move on with life without too 

much difficulty and get back to ‘normal’ once treatment is over. As for survivors, they had 

mixed feelings about moving on and felt disappointed by the health service’s expectation that 

they didn’t need much assistance and their own families’ expectations that they were back to 

normal, once treatment was over.  

 

The most frequently referred to theme in this section was in relation to fear of cancer 

recurrence. This persistent theme was one of the few themes that all agreed had a significant 

impact on the survivors’ post-treatment life and that of their families. The nurses appeared to 

be less aware of other psychological sequelae of cancer and its treatment and even survivors 

themselves differed somewhat as females in particular, and their carers, were more vocal on 
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the negative psychological sequelae while males’ focused on the importance of positive 

thinking.  

Views on coping with survivorship were also quite different from the various perspectives. The 

CNS’ spoke of age being a major factor in coping ability, while survivors spoke of using many 

differing strategies, some of which were focused on avoiding the fear spoken of earlier. There 

was agreement that there was a need for emotional support post-treatment and while some 

might require professional help, the importance of support from other survivors was 

recognised.   

 

5.6.3 Social Issues  

The findings with regard to the social issues considered important in the survivors’ post-

treatment experience focused on two main themes, namely, changes in social relationships and 

changing roles within the family. Perhaps the most striking finding in this section was that the 

health professionals did not mention any issue on either theme. In all, social issues were 

referred to 18 times. It should be noted at this point that there was an unacceptably low level 

of inter-rater agreement with regard to the themes that emerged for social issues. Therefore, 

caution is required in interpreting these themes due to the possibility of inter-coder effects.  

 

Changes in Social Relationships (n = 9) 

The factors that contributed to this theme include, changes in the way other people reacted to 

the cancer survivor, people’s expectations of how the survivor would behave towards them and 

changes within the survivor that made them uncomfortable in certain social situations. 

Survivors had very varied experiences, with some experiencing great kindnesses and others 

experiencing extreme rudeness and social isolation. A number of female survivors spoke of 

people treating them differently once they found out they had cancer. One spoke of neighbours 

crossing to the other side of the road, while in contrast, another spoke of a stranger giving her 

a big hug in the street. Another had the experience of getting used to “… people holding a 

conversation with [her] bust line” and yet another spoke of a woman in the street coming up to 

her and tugging at her hair to see if it was a wig.  

 

Another issue raised within this theme related to other people’s expectations about the 

survivors relationship with them. This included an expectation that the survivor would be more 

empathic towards them and they would recount private details of their lives in the expectation 
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that the survivor would listen and understand. This happened on more than one occasion to a 

number of female survivors. Others spoke of being uncomfortable in the presence of others 

when away from home. As with the CNS’s, the carers and support group representatives did 

not speak about any issues related to this theme. 

 

Changes in Family Roles (n = 9) 

Survivors, carers and the support group representatives all spoke of changes in home life. This 

was mainly in reference to changing roles within the family, with male spouses in particular 

taking on traditionally female roles within the home. A female survivor spoke of how her 

husband took over the house and the shopping and became a very organised person when she 

was diagnosed. She spoke proudly of how she would open her airing cupboard to her friends 

and say “would you look at the tidiness of that cupboard now” as her husband had taken over 

this also. She went on to say that six years later he still cooked Sunday dinner. One of the carers 

also gave an insight into the changing roles in his family as he took on the task of ironing and 

his wife talked him through it and he became “a dab hand at it”. Support group representatives 

also spoke of changing roles within the family but did not give specific examples.  

 

Summary of Social Issues 

The CNS’s did not mention any issue related to any of the themes that emerged in this section. 

Survivors had very varied experiences with regard to changes in their social relationships. 

Some experienced great kindnesses and others experienced extreme rudeness and social 

isolation. Survivors, carers and the support group representatives also referred to changing 

roles within the family. For some, these changes remained many years after cancer.  

 

5.6.4 Vocational Issues   

All participants were asked to speak about the vocational issues the impacted on the survivors’ 

life post-treatment.  The main theme centered on current employment, with mixed views on 

the issue. In all, there were 10 references to vocational issues in this study.  

 

Current Employment (n = 10) 

One of the CNS’s commented that this issue was one that came up in conversation with 

survivors in the clinic setting. Nurses referred to the survivors’ current employment in terms 

of returning to work when they felt ready. They felt that survivors viewed their treatment as an 
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interruption in earnings. It appears that, from the nurses perspective, this theme is related to the 

theme of returning to normality discussed earlier. There was a sense that it would be easy to 

get back to work as employers were usually very supportive and that once the survivor was out 

of treatment they “usually get back to it”. They also spoke of employers allowing employees 

to “be out sick as long as they want”. Alternative scenarios, as they saw it, were that the 

survivor was nearing retirement and could take early retirement or was his/her own boss and 

would find some way around it. 

 

Male survivors spoke very little about their work. One spoke of returning to work part-time for 

apparently therapeutic reasons but was not dependent on it for a livelihood as others would be. 

Another spoke of going back to work when he wanted to, which was four months after surgery 

and he admitted to not being “able to do a whole lot”.  

 

Female survivors spoke in a different way about their employment, with two women changing 

their work to suit their changed lives. Another spoke with concern about those women who had 

to return to work, perhaps earlier than they should, for financial reasons. She related the case 

of a survivor who had to go back to work, even though not fully recovered, because she was a 

single parent. The impact of this, in her view, was that that individual was still “always sick” 

five years later. One woman believed that survivors should return to work slowly, but knew 

that for some, this was not possible. She went on the say that she felt that it would have been 

very unfair to work colleagues if she had tried to return to work too early herself and spoke of 

her shock when some survivors would announce that they were returning early to work and her 

reaction would be “my god, you’re not well enough to go back to work”. The support group 

representatives also spoke of expectations being too high with regard to returning to work after 

cancer treatment. 

 

The issue of the carer having to find ways of maintaining an income was also raised, as carers 

often had to take an extended break from employment to care for the early post-treatment 

survivor, with the possible temporary loss of both incomes. In addition, female survivors and 

support groups representatives both endorsed the view that having cancer had a damaging 

impact on one’s future career. One female survivor spoke of young people in particular and 

that their careers were put at risk as  

“once they put cancer down on their forms well, you know you don’t get your job promotion”. 
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Summary of Vocational Issues 

The one theme within this section concentrated on current employment and there were mixed 

views on the issue. CNSs believed that most employers were supportive and that survivors 

usually had the resources or potential resources to see them through until they were either ready 

to return to work or they retired. Male survivors seemed to endorse this view somewhat, while 

in contrast, females spoke of either changing their work to suit their changed life or spoke with 

concern about those women who had to return to work, perhaps earlier than they should, for 

financial reasons. The other issue around current employment concerned the carer having to 

find ways of maintaining an income, as they often had to take a break from employment to care 

for the early post-treatment survivor. Female survivors and support groups representatives both 

endorsed the view that having cancer had a damaging impact on one’s future career prospects.  

 

5.6.5 Socio-economic Issues  

All participants were asked to speak about any socio-economic issues that they felt impacted 

on the survivors’ post-treatment experience. This included the ability to avail of a variety of 

therapeutic services such as counselling and the ability to access aids purported to improve 

physical and mental wellbeing such as complementary therapies or the use of a gym. Three 

major themes were identified relating to, differences in access to services, financial burden on 

recovery and practical hardship. Socio-economic issues were referred to 26 times. 

 

Differences in Access to Services (n = 15) 

The health professionals appeared to have a good understanding of the implications for 

survivors of being socio-economically disadvantaged, in terms of accessing post-treatment 

counselling, using complementary therapies or lifestyle enhancements, although it was not an 

issue raised much in their contact with survivors. They felt unable to recommend private 

counselling or other therapies to those that were financially disadvantaged as they were aware 

of the expense involved. They spoke of the free services offered by the cancer support centre 

and felt that, once health professionals passed on the information about that service, there was 

nothing further they could do.  

 

Female survivors spoke particularly about the difficulty of accessing psychological help if on 

a low income, and also mentioned the cost of travelling to cancer support centres to avail 

themselves of services. Male survivors were quite vocal about differences in access to services, 

focusing on two main issues. The first of these was, the dependency of those in the lower socio-
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economic groupings on the existing public services and the accompanying lack of choice 

regarding their healthcare. One spoke of feeling lucky as a public patient to have a very good 

consultant but felt that that was “chance, you know, it wasn’t my choice”.  

 

The second issue related to waiting times for check-ups, which was considered to be alarming 

when faced with symptoms that could possibly indicate a potentially fatal disease recurrence. 

Private patients were considered at an advantage in this regard, with an almost immediate 

service available to them. The quality of the care appeared to be the same but it was the waiting 

time that was an issue in the public system. In addition, those who were less well off may not 

attend their doctor regularly putting their health at risk. Both male and female survivors added 

to this saying that financially disadvantaged people and those with lower education levels 

accept what they are told by the health services and may not engage in seeking out alternative 

options. Females wished that all cancer patients would get a medical card and commented that 

there appeared to be huge variation across the country in eligibility criteria. Surprisingly, carers 

and support group representatives did not speak on this issue except as it relates to service gaps, 

which are dealt with under that section later.  

 

A surprising issue that arose was the potential impact on the survivors’ access to post-treatment 

services that arose from differences between the public and private health care experienced as 

an in-patient. Although medical health care was considered identical, both the CNS’s and 

survivors agreed that public patients fared better than private patients in terms of having access 

to a range of services as an in-patient. For example, access to social workers or a variety of 

therapeutic services that were connected to public hospitals. One CNS explained that there are 

more nurse specialists in the public hospital and there are more supports available on a public 

ward (beyond the doctor and nurse). The other CNS commented that it was “extraordinary” 

that they often had private patients coming back because they,  “didn’t really have access to 

half the people, really, the public patients had access to”.  

 

The female survivors agreed that private patients had less contact with a range of services that 

would influence their post treatment experience saying they (public patients) “do actually get 

more help”. The consequence of this inpatient contact is that it is easier to get access to services 

outside the hospital if the links are made as an in-patient in a public ward. This finding is in 

marked contrast to the general public’s view of the differences between public and private 

healthcare in Ireland. Rarely are private patients viewed as being at a disadvantage. 
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The Financial burden on Recovery (n = 8) 

Quite apart from accessing post-treatment services, another theme was the financial burden on 

recovery experienced by those who were financially disadvantaged. The CNS’s did not speak 

of this apart from one nurse expressing a concern about the ability of older people to look after 

themselves at home, and that their care would be a financial one for the family. Both survivors 

and their carers spoke of financial hardship, particularly in the first year post-treatment. The 

view was that those who were not entitled to medical card services were worse off than those 

with medical cards, as the illness and recovery from it, drained their finances.  

 

Female survivors spoke particularly about the huge financial strain in the early post-treatment 

phase. During this time partners use up all their sick leave and holiday entitlements to care for 

the survivor and any part-time work survivors did themselves was given up as they were not 

well enough to continue with it. They would recommend that social welfare services be 

extended to people who are seriously ill. Other women, speaking in the context of the survivor 

needing enough time to recover, spoke of the “terrible” financial burden as some survivors did 

not have the resources to take a year out to recover and returned to work before they were 

ready, particularly those who did not have a partner to help with the financial burden. One 

spoke of a single parent with no family support never fully recovering as she “had to go back” 

to work as soon as she could. In addition, a male survivor spoke of being lucky to have a good 

pension but that others were not so lucky.  

 

Carers also spoke about the financial burden on the family as a whole during the recovery 

process. This was in the context of loss of earnings due to taking time off work to care for the 

survivor and also in reference to the cost of medication12. They also spoke of the anomaly of 

those who were entitled to a medical card being better off while if you were “a person with 

money it’s going to drain you very quickly”. They also spoke of “surviving” without much 

money and of learning to ask for help from various welfare services, which they seemed to 

equate with begging, referring to it as going “cap in hand”. The support group representatives 

did not raise issues related to this theme.  

 

 
12 It is not clear from the data whether the participants were aware of the Drugs Payment Scheme. This scheme allows 

individuals and families who do not hold medical cards to limit the amount they have to spend on prescribed drugs. Specific mention was 

not made to the costs associated with breast prostheses or to the costs of hormone treatment. 



 

 109 

Practical Hardship (n = 3) 

This theme relates to the issues of travelling to and from hospital and other health services for 

check ups, and the issue of practical help in the home in the early post-treatment phase. The 

CNS’s were conscious that the issue of travelling was a hardship for some, if they were not 

well off financially, but only mentioned it in the context of illness being costly. A male survivor 

spoke of having to get three buses to the hospital and back for a check-up and female survivors 

raised travel in the context of fighting for services and felt “you shouldn’t have to say well, 

how will I get to the hospital?”  

 

Another issue raised was in relation to help at home for those who could not afford to pay for 

it out of their own resources. For example, female survivors spoke of a survivor who had young 

children and another who lived alone. Practical help from social services was considered to be 

a particular need in the early post-treatment stage when the survivor should be devoting all 

their resources to getting well again and not having to “fight for these things”. Carers and 

support group representatives did not raise any issues related to this theme.  

 

Summary of Socio-economic Issues 

The CNS’s were aware of the implications for survivors of being socio-economically 

disadvantaged in terms of accessing a variety of services post-treatment, such as counselling. 

They spoke of the free services offered by the cancer support centre and felt that once they 

passed on the information about that service there was nothing further could be done. Male 

survivors focused on the lack of choice regarding their healthcare for those in the lower social 

classes and on the waiting times that were part of the public system. Private patients were 

considered at an advantage with an almost immediate service available to them. Although 

medical health care was viewed as identical in the public and private systems, both the CNS’s 

and survivors agreed that there were differences as those who were public inpatients have 

greater access to additional health and welfare resources than private patients.  

 

With regard to the financial burden on recovery, CNS’s did not mention this issue, while both 

survivors and their carers spoke of financial hardship, particularly in the first year post-

treatment. The view was that those who were not entitled to medical card services were worse 

off, as the illness and recovery from it drained their finances. The final theme in this section 

related to practical hardships in terms of travel and home help for those who were less well off 

with both nurses and survivors in agreement on this. Those who were single parents of young 
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children and those who lived alone were believed to be in particular need of help.   

 

5.6.6 Service Issues  

When asked to speak about the service issues that impacted on the survivors’ quality of life 

post-treatment, a number of gaps were identified and suggestions were made to improve 

existing services and develop new ones. Three major themes were identified and these relate 

to the inadequacy of existing post-treatment services, knowledge and information deficits, and 

current and future service needs. Services issues were referred to 75 times in this study. 

 

Inadequate Post-treatment Services (n = 28) 

From the CNS’s point of view, the most salient factor contributing to the inadequacy of existing 

post-treatment services was the low level of contact with post-treatment survivors. This was 

limited to a few minutes at the 3, 6 or twelve-month check-up during which there was limited 

scope to “probe” for “other issues” as the focus of their attention was on the clinical 

examination. One nurse spoke of how there was a complete focus on medical treatment in 

oncology and “nothing else”. One nurse commented that if the medical tests were satisfactory 

they were  

“not delving into anything much deeper than that because from our point of view as health 

care professionals we deal with the physical side more”.  

 

Related to this was the view that, if the survivor was not talking about it, then it must not be an 

issue. There was a view that if there was something other than a medical issue bothering the 

survivor then the nurse would somehow “sense it”. An additional point raised in relation to the 

clinic visit was that due to constantly changing medical teams, there would be many occasions 

when there would be no familiar faces at the check-up and that sometimes at check-up the 

consultant would not even look at the survivor. One nurse felt that this made for a “very poor 

experience” for the survivor. A related issue raised by both CNS’s was the fact that survivors 

returned to the hospital numerous times for follow-up visits to different clinics, due to variation 

in the level of integration between surgery and oncology. This was because various specialists 

wanted to follow-up with their patient in their speciality clinic (the surgeon, the oncologist, the 

radiotherapy consultant). This led to “over intensive as opposed to … less intensive” after care, 

and was a “mess of the system” that they felt could be better co-ordinated.  

 

Speaking of the survivors’ mental health and referrals to appropriate services, one CNS said 
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that the area was very “blurred”. However, the development of psycho-oncology services was 

viewed as a positive development as previously the only service was psychiatric and that was 

not what most patients needed. The nurses also felt that surgical patients fared less well in 

referral to professional help, as they did not enter the world of oncology. The following quote 

helps to clarify the point,  

“the surgical patient sometimes gets the lesser deal sometimes in terms of the services 

because it’s gone now [the cancer] that’s it. Whereas in a way when they move into the whole 

oncology sphere there is more of a recognition that this is more than just taking the piece 

out”.  

 

Male and female survivors further highlighted the inadequacy of the current service. They 

spoke of the time lag between ending treatment and the first check-up, which was usually a 3-

month gap. Moving from a very intense regime to “nothing” created a void that was 

emphasised by several survivors who felt cut off from medical and emotional support, feeling 

they were now “out of the net”. One survivor commented that the service approach was “get 

you in, get you fixed, get you out”. 

 

A female survivor spoke of the particular gap in services for those with emotional needs and 

that hospitals were not providing survivors with the opportunity to avail of a service, even when 

it did exist. One survivor spoke of not being given any information about the help available via 

the Irish Cancer Society or Reach to Recovery. Another spoke of finding out by accident that 

there was a stoma-care clinic attached to a community health service, but the health 

professionals in the hospital had not informed her of this. 

 

Carers also spoke of a “support gap” in terms of health and welfare services and in addition, 

about the survivor being set adrift and “in no-man’s land” after treatment ended. One carer, 

spoke of the gap in psychological services and felt that the provision of psychological and 

emotional support was left to the family. The following comment by one carer illustrates the 

point,  

“The doctors kind of feel, I think, emotionally, well you know it’s up to you, physically we 

can sort her [daughter] out, emotionally we can’t, and that’s where the gap is unfortunately”. 

 

Carers also spoke of the lack of co-ordination in health care, even within the hospital.  As far 

as they were aware, case reviews did not include the presence of social workers and only 

recently included psychologists. This meant that certain welfare and psychological support 

needs were not catered for. Carers conveyed that they were weary of having to fight to get 
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information about issues such as welfare entitlements and getting services such as emotional 

support. Once out of the hospital setting the health service did “nothing for us” and one carer’s 

comment is indicative of the frustration felt as she said, “It would nearly make you sick having 

to go around all these places”. 

 

The support group representatives also spoke of service difficulties due to the geographic 

location of existing services and spoke of little or no long-term follow-up services for survivors. 

There was agreement that, apart from medical needs, the post-treatment survivor’s needs were 

not served in any substantial way by existing services. 

 

Knowledge and Information Deficit (n = 14) 

This theme represents deficits in the knowledge of health professionals on post-treatment issues 

as well as in the provision of information to survivors regarding the post-treatment phase. The 

CNS’s freely admitted to their lack of knowledge about the post-treatment experience. One 

spoke of not being sure what kind of services were available to help the families of cancer 

survivors and felt bad about this as she was a health care professional. They emphasised that 

the focus of their attention was on the treatment phase and one commented that her  

“lack of knowledge about it [post-treatment] because that’s not where I go…..If you’ve got 

a recurrence then I’m all in there with you, … or you’re the new person in clinic with your 

new diagnosis I’m all there, but … this kind of group, those in recovery, [attention] begins 

to fall off”.  

 

Female survivors spoke with amazement that some CNS’s did not appear to be aware of some 

of the medical services that are available, such as a stoma-care clinic in a community health 

service, as survivors had not been referred to it. Even where some post-treatment services did 

exist, there was a sense that the survivor was very dependent on the limited knowledge and 

willingness of the health professional to refer to such services. 

  

A number of male and female survivors as well as carers spoke particularly about the poor 

provision of information about post-treatment effects by their consultants. There was a feeling 

that the consultants should have provided information about ways to treat side effects like pins 

and needles or offer information about the choice of appliances or prosthetic services. 

Survivors had to rely on getting information from various other sources over a period of time, 

if they were fortunate enough. 
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It is clear that linked to the health professionals lack of knowledge about post-treatment issues, 

was the knock on effect on the information provided to survivors. Survivors particularly 

referred to written information, which if available, was provided in an ad hoc manner and was 

considered to be of poor quality. In relation to some available literature, there were concerns 

about the manner in which the information was provided, as one male survivor pointed out that 

one particular leaflet began by citing the percentage of people that die from that particular type 

of cancer. This was felt to be inappropriate and unsuitable as a starting point in the provision 

of information.  

 

Carers also spoke about poor information regarding cancer and support services for carers as 

well as inconsistencies in the provision of information post-treatment. They also felt that this 

depended on the knowledge of the doctor or nurse one dealt with and on their willingness to 

provide information. One male carer told how his general practitioner admitted to not knowing 

any more about cancer than he did but he was referred to the local cancer support centre where 

he got the information he needed. Others spoke of information about welfare entitlements being 

available but that nobody disseminates it. The support group representatives also spoke of little 

or no information being provided, particularly at the end of treatment. They spoke of significant 

gap in the availability of written information on every level (physical, psychological, social, 

vocational, and services).  

 

Both male and female survivors raised the issue of literacy and access to information about 

services. They spoke of 24% of people attending a city based cancer support centre having 

literacy problems. They felt that this resulted in reduced opportunities to get information as 

well as leading to difficulties applying for benefits or services. The related lack of confidence 

was also a concern as it could result in a limited “dialogue” with others. For example, asking 

doctors the “right” questions.  

 

Service Needs (n = 33) 

This was the second of the two major themes to emerge from this study. Within this theme, 

three sub-themes were also identified. These relate to suggestions regarding the type of service 

needed, dissemination of information and practical help.  

 

Regarding the type of service needed, differences in perspective emerged. Both CNS’s 

acknowledged that there was a gap in services to post-treatment survivors but one nurse 
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commented that better management of existing services would resolve the issue. She felt that 

nurse-led follow-up clinics might be one answer to the post-treatment service gap but felt there 

were a lot of “pros and cons” to this. Better management of the existing services was felt to 

be a solution that would inevitably result in a better post-treatment service. 

 

On the other hand, survivors and their carers saw the need for a more focused and structured 

service providing specific post-treatment help. A male survivor felt that the service should be 

a “holistic, a total service, mental, physical, emotional, all of that should be ready for the 

people at the beginning”. He felt that at the very least, survivors should be told about diet, 

exercise and alcohol intake. Speaking of the battle to get people to live healthily post-treatment, 

he felt there was a need for a service to change people “mentally”. A female survivor felt that 

the general practitioner should be more involved in the patient’s care during and post-treatment, 

while yet another suggested that there should be a structured approach to the post-treatment 

phase, with a co-ordinator and a resource centre that had better communication with support 

groups.  

 

Carers and support group representatives spoke in terms of the need for better welfare services 

and wished for a single walk-in service that would give information about all the entitlements 

and the range of services available. They also spoke about the need for cancer support groups 

in “every town in this country”. 

 

The next sub-theme related to the dissemination of information. There was an emphasis on the 

need to provide written, verbal and visual information about post-treatment issues. 

Additionally, information is required with regard to health and welfare services and 

entitlements as well as the availability of support groups and other post-treatment services.  

 

A male survivor spoke of the need for more information to be provided to those coming off 

treatment about the post-treatment phase as well as a particular need for information about the 

cancer support centre and its services. Implicit in this suggestion is the requirement for health 

professionals to be educated regarding post-treatment issues. There was the suggestion from 

both male and female survivors that the consultants and general practitioners should have 

literature lying around their offices or rooms or even go as far as speaking to survivors about 

accessing services that would enhance their post-treatment experience. Another male survivor 

felt that if written information was being provided that it should start with the positive. Along 
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with this was the call from survivors to give out information that provided a “message of hope” 

particularly to newly diagnosed patients regarding survival rates.  

 

The loud and clear message about the dissemination of information is best conveyed by one 

female survivor who felt that all the resources in the world were useless if  

“you’re not told about it…the hospital doesn’t pass the patient through to some form of 

support ‘after-care’, lets’ put it that way, and rehabilitation after-care, then there is no point 

in having all these centres. It starts with the medical team.” 

 

In addition, carers spoke of the need for a social worker or other professional providing 

information about entitlements after treatment. The support group representatives were very 

vocal about the lack of good quality written information and suggested that an information 

pack about post-treatment services and information about possible post-treatment effects 

should be made available at discharge.  

 

Finally, a sub-theme within the larger service needs theme was the need for specific help 

regarding the practicalities of living post-treatment. This issue was raised by female survivors, 

who noted the particular need for swift practical assistance, such as transport or home help, for 

those living alone or with young children.  

 

Summary of Service Issues 

In summary, when asked to speak about the service issues that impacted on the survivors’ 

quality of life post-treatment, a number of gaps were identified and suggestions made to 

improve existing services and develop new ones. There was agreement that the post-treatment 

survivors’ needs were not served by existing services. Moreover, survivors, their carers and 

support group representatives felt that in effect, the survivor was abandoned post-treatment in 

every respect apart from the purely medical. Although both CNS’s and survivors agreed that 

getting the all clear at check up was a huge relief, they all agreed that the existing follow-up 

services were inadequate, inconsistent, lacking co-ordination and oftentimes a poor experience 

for the survivor.  

 

This is due to the medical focus of the health service and the lack of knowledge regarding post-

treatment issues on the part of heath professionals. Even where some post-treatment services 

existed there was a sense that the survivor was very dependent on the knowledge and 

willingness of the nurses and consultants for referral to such services and it was apparent that 
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their knowledge was limited. This lack of knowledge was freely admitted to by the nurses and 

was a source of amazement to the survivors. The consequence of this lack of knowledge was 

the low level of information provided to post-treatment survivors. In particular survivors and 

their carers and support group representatives noted the poor quality of the available written 

information, and the ad hoc manner in which it was disseminated.  

 

The theme of service needs was the second of the two weightiest themes in this study.  There 

was a clear call for a structured, co-ordinated approach to post-treatment service provision with 

links to the general practitioner and volunteer services. There was also an emphasis on the need 

to distribute good quality information about post-treatment issues as well as health and welfare 

services and entitlements. It was clear that survivors felt empowered by information and they 

suggested that information packs should be distributed to those coming off treatment. Finally, 

female survivors highlighted the need for specific help regarding the practicalities of living 

post-treatment for those with young children or living alone. 

 

5.6.7 Other Issues  

All participants were asked to speak about any other issues that impacted on the survivors’ 

post-treatment experience that did not come under the headings already discussed. Within this 

area one theme was identified and it related to feelings of being victimised and discriminated 

against. There were 6 references to other issues in all.  

 

Victimisation and Discrimination (n = 6) 

Survivors were the only ones to speak of this theme. They felt that they were being penalised 

for surviving cancer and were being victimised and discriminated against for the rest of their 

lives by various decision makers who placed financial constraints on their future security.  

 

The issues that contributed to this theme included matters such as increases in the cost of life 

insurance and the availability of mortgages, pensions and mortgage protection after being 

treated for cancer. As a result, the survivor felt victimised for surviving. As one female survivor 

put it  

“The overall message is that survivors are victimised rather than being sort of congratulated 

for having survived a fatal illness as such”. 

 

Female survivors spoke of not being completely honest on forms dealing with various financial 
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transactions for fear of not qualifying for such things as mortgages or being loaded heavily for 

life insurance. One woman told of her daughter being afraid to disclose that her mother was a 

cancer survivor for fear of being heavily penalised in her mortgage protection insurance 

premium and another told of how both of her children were refused mortgage protection 

insurance because of her cancer.  

 

Some male survivors felt that such issues were a form of discrimination and spoke of the 

constant reminder of being different. They viewed this as a stumbling block for the rest of life 

as the illness never leaves them. This victimisation, as survivors saw it, also contributed to a 

reminder about the uncertainty of the future and fear of recurrence, as financial companies 

appeared to not trust that they would live long and expected that they would be a financial 

burden. They made comparisons with getting points on a driving licence or crashing the car 

and losing the no claims bonus. These events were time-limited but the financial consequences 

of having survived a serious illness remain forever. The CNS, carers or support group 

representatives did not speak about this issue. 

 

Summary of Other Issues 

The only additional theme identified in this study related to feeling penalised and discriminated 

against for the rest of life by the imposition of financial constraints on future security. This 

exacerbated the feeling that cancer and its treatment has long-term consequences. Only 

survivors raised this issue.  

 

5.7 Summary of Findings  

The first aim of this study was to identify the outcomes and service needs of post-treatment 

cancer survivors, using a bio-psychosocial approach, to better understand their quality of life 

post-treatment. It is clear that cancer and its treatment impacts physically, psychologically, 

socially and vocationally, on the quality of life of these cancer survivors. In terms of outcomes, 

survivors experience long-term physical treatment effects, such as fatigue, insomnia, 

osteoporosis and arm discomfort. They must physically adapt to their altered functioning, for 

example, by taking naps or having to wear different types of clothing. Furthermore, these 

physical treatment effects contribute to changes in the survivor’s lifestyle, such as reducing 

their involvement in sporting activities and alterations to their diet. However, some survivors 

make positive lifestyle changes with regard to diet and physical activity levels after cancer.  
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The survivors in this study also experienced long-term psychological outcomes. Psychological 

issues produced the largest number of themes. The most frequently raised theme was in relation 

to fears and anxieties about cancer recurrence. This was one of the two most significant themes 

identified in this study. Fears and anxieties were manifested in a hyper-vigilance regarding 

symptoms and their possible connotations and were almost physically painful. In addition, 

survivors were faced with the expectation of the health service and their family that they would 

return to normal once treatment was over. This expectation resulted in the survivor feeling 

isolated and cut off from those that could be of assistance in dealing with post-treatment issues, 

as of course, they had not returned to normal. Survivors also experienced additional emotional 

and cognitive effects such as body image issues, forgetfulness, depression, low self-esteem and 

feeling a loss of control. They used a range of personal and external resources to help them 

cope with post-treatment issues such as keeping busy to avoid feelings of fear and anxiety and 

drawing on the support of other cancer survivors via cancer support groups. However, this 

support did not suit everyone and occasionally there was a need for professional help to deal 

with the emotional effects of cancer and its treatment.  

 

The social impact of cancer was evident in changes to social relationship and changes to the 

roles within the survivor’s family. Survivors experienced kindness from others but also 

experienced social isolation. In the home, male spouses in particular took on traditional female 

roles such as cooking and cleaning and some of these changes were permanent. Cancer and its 

treatment also impacted on the survivors’ vocational life, specifically in terms of their current 

employment. There was agreement that many returned to work too soon for financial reasons. 

Female survivors were more vocal than males on this issue and highlighted the damage that 

cancer had on promotions and future prospects.   

 

Survivors were very vocal about service issues and highlighted the inadequacy of existing 

services for post-treatment survivors, the deficit in knowledge about post-treatment issues on 

the part of the health professionals and suggested a number of service needs. The theme of 

service needs was the second of the two most frequently mentioned themes in the study as a 

whole. Many survivors pointed to the current service gap and the lack of support post-

treatment, particularly emotional support. They put forward some specific suggestions for a 

structured, co-ordinated service, with links to the general practitioner and volunteer services. 

Within this theme, the need for better provision of information about the post-treatment phase 
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was also highlighted and there was a call for direction to be provided regarding post-treatment 

lifestyle behaviours at the very least. There was also a particular call for good quality written 

information to be provided when the survivor was coming off treatment. In addition, there was 

a call for a service to provide practical help to those in particular need.  

 

The second aim of this study was to ascertain whether socio-economic disadvantage impacted 

on the survivors’ post-treatment experience. The findings show that financial status has a 

negative impact in terms of accessing services, particularly with regard to the choice of services 

and also the ability to access services such as counselling. In addition, there is a financial 

burden with regard to recovery in terms of the cost of medication and the facility to have time 

to recover and not have to return to work for financial reasons. However, this study also found 

that those who were public hospital inpatients were felt to be at an advantage with regard to 

having access to allied health services such as social workers and those with medical cards 

were considered to be at an advantage in terms of the cost of medication post-treatment. Overall 

however, socio-economic status was believed to have a detrimental impact on the post-

treatment experience.  

The third aim of this study was to gain an insight into the survivors’ post-treatment experience 

from a number of perspectives in order to develop a more complete picture of that experience. 

An analysis of the themes that emerged revealed that there were differing and converging views 

on the bio-psychosocial impact of cancer and its treatment, as well as its impact on vocational 

issues. In addition, there were differences in perspective regarding service issues.  

 

The major themes that were acknowledged as significant by all participants were, fear and 

anxiety of cancer recurrence, emotional and cognitive factors, employment issues and all of the 

service related themes. However, the CNS’s did not mention a number of themes at all. They 

appeared to be unaware of the lifestyle changes imposed on the survivor by the disease or its 

treatment or any of the social issues raised by survivors such as changes to their social 

relationships and changing roles within the family. Neither did they mention the victimisation 

and discrimination felt by survivors. This lends weight to the need to educate health 

professionals on post-treatment issues. Furthermore, the issues of changes to social 

relationships and feelings of being penalised by various financial institutions for surviving were 

mentioned only by survivors. These findings contribute to the survivors’ feelings of being 

isolated, as none of the other participants mentioned these issues. There was an overwhelming 

sense that the survivor rarely felt able to live a life free of cancer, even when quite well. 
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The final aim of this study was to determine whether there were any other issues relevant to 

the survivors ‘experience not already explored and whether there were any issues that were 

specific to the Irish context that were not highlighted in the existing survivorship literature. 

The only additional issue that was identified was in relation to the feeling of victimisation and 

discrimination. This issue is recognised in the literature but is not considered relevant to the 

design of the profiling and needs assessment survey in the next study or the development of 

the pilot intervention programme.  

 

 

5.8 Conclusion 

Study 1 was an exploratory study conducted for the main purposes of exploring post-treatment 

survivorship in an Irish context as well as identifying issues of significance that might 

supplement the literature and inform the comprehensive profiling survey to be conducted in 

Study 2. The findings show that Irish post-treatment cancer survivors experience similar bio-

psychosocial post-treatment effects to those cited in the survivorship literature and that socio-

economic status does have an impact on quality of life after cancer. Moreover, the two most 

frequently mentioned themes, (1) fears and anxieties about cancer recurrence and, (2) service 

needs, were acknowledged as being significant by all study participants. However, health care 

staff are not knowledgeable about post-treatment issues and there is a clear need for further 

research. This study has provided a base from which to move on to a larger, more 

comprehensive quantitative assessment of post-treatment quality of life and service needs, with 

the ultimate aim of addressing these two major issues.  
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Chapter 6.  
Study 2: A Survey of Quality of Life and Service Needs of 

Post-treatment Cancer Survivors  
 

6.1. Introduction 
This study was the profiling and needs assessment phase of the research project. It 

aimed to comprehensively assess the quality of life and service needs of post-

treatment cancer survivors in the ECAHB area using a bio-psychosocial approach. It 

further aimed to identify the risk factors for poor quality of life that would facilitate 

the targeting of participants for inclusion in the pilot intervention programme in Study 

3. A questionnaire was developed using the information gleaned from the literature 

and was reinforced by the themes that were identified as noteworthy in the Study 1 

investigation.  

 

6.2 Research Design 
This study used a cross-sectional survey design to ascertain the current profile of the 

sample in terms of their post-treatment quality of life. A questionnaire was developed 

using a number of standardized screening instruments and a number of measures were 

developed specifically for this study including a number of open-ended questions. A 

full enumeration of the eligible population of post-treatment survivors on the 

databases held in St. Vincent’s University Hospital (SVUH) was conducted. This led 

to the development of cancer-specific lists, which were then used to invite all eligible 

participants to contribute to the research.  

 

The major independent variables were age, gender, cancer type, treatment type, time 

since treatment, socio-economic status, high and low levels of anxiety and high and 

low levels of hope and optimism. The survey data were subsequently used to 

construct a profile of post-treatment survivors, to assess their needs on physical, 

psychological, social and behavioural factors and to identify the participants for 

inclusion in the intervention in Study 3.  

 

The main dependent variables were the survivors’ quality of life in terms of levels of 
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functioning and symptoms, using the EORTC measures, as well as levels of anxiety, 

hope and optimism and current health behaviours. Variables that have been identified 

as significant with regard to adjustment to life after cancer and are believed to be 

central to health behaviour change, such as control and efficacy beliefs, were also 

assessed, to facilitate the identification of participants for the pilot intervention 

programme to follow. In addition, social support and socio-economic factors were 

assessed.  

 
6.3 Aims:  
The aims of this study were as follows: 

§ To profile a sample of Irish cancer survivors in the former ECAHB area, by 

assessing their quality of life and service needs on the following physical, 

psychological and social variables  

o Current health, current lifestyle, return to work, contact with rehabilitation 

related services  

o Levels of functioning and symptoms, using the EORTC QLQ-C30 

o Levels of anxiety, depression, the positive dispositions of hope and 

optimism, control and efficacy beliefs, coping and social support. 

§ To examine the relationship between quality of life, anxiety, depression, hope and 

optimism. 

§ To identify the risk factors that are most significant in terms of identifying 

participants that would benefit from the Study 3 pilot intervention programme. To 

this end, the study aimed to investigate gender differences, cancer-specific 

differences, treatment type differences, age group differences and differences 

between socio-economically diverse groups in terms of quality of life, anxiety, 

depression and the positive dispositional variables.  

 

6.4 Sample Selection  
Once ethical approval for this phase of the research was granted, the process of 

accessing patient records to identify eligible survey participants began. The aim was 

to invite as many early-stage, post-treatment breast, prostate, colorectal and lung 

cancer survivors as possible to participate in the survey. It was decided to initially 

access records from the year 2003 back to 1996 and to extend beyond those years if 
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the data were available and time permitted. The study inclusion and exclusion criteria 

were as follows: 

 

Inclusion criteria: 

o Breast, Prostate, Colorectal or Lung cancer 

o 1st diagnosis (no recurrence)  

o Early stage cancer with no metastases (1, 2, 3, M=0)  

o Cancer was the ‘primary diagnosis’. 

o Post medical treatment by at least 6 months 

o Age 18yrs – 75 yrs 

o Living within the former ECAHB geographic boundaries (parts of Dublin and 

Co. Wicklow). 

 

Exclusion criteria:  

o Impaired cognitive function 

o Evidence of psychosis, drug or alcohol dependency.  

 

6.4.1 Database Access 

A number of avenues were considered to enable access to the potential sample. The 

aim was to construct four cancer-specific lists of eligible post-treatment survivors and 

to use these lists to invite individuals to participate in the survey. Preliminary 

investigations were made regarding the type of information held on each potential 

data source. The first available option for accessing potential survey participants was 

the hospital-based HIPE database (Hospital In-Patient Enquiry) in SVUH. An 

investigation revealed that the type of information available on this database was 

limited and patient charts (paper-based) would have to be consulted to access patient 

addresses. This was considered too time consuming and alternative routes were then 

explored. There were two further main routes to accessing patient data, one was via 

the National Cancer Registry of Ireland (NCRI) and the second via the Regional 

Database held in SVUH.   

 

The researcher initially contacted the director of the NCRI to discuss access to a 

sample of post-treatment survivors in the ECAHB area and to discuss the feasibility 

of using the registry. He was very helpful and highlighted a number of potential 
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difficulties that might arise in the effort to raise a sample. These included concerns 

about confidentiality, incomplete death records and the stretched resources of the 

NCRI. NCRI were willing to post invitations and the survey to eligible participants 

but these individuals would be anonymous to the researcher. This would pose 

problems with conducting the survey in a group setting and with re-issuing 

invitations, in the event of a low response. It would also create a problem with the 

identification of the target participants for inclusion in the later intervention. 

Furthermore, the director of NCRI highlighted the fact that this route would involve 

the use of NCRI headed paper that could potentially cause upset to a number of 

people who may not be aware that they have had cancer (particularly the elderly).  

 

In addition, death records for 2003 were not yet up to date on the registry as there was 

a time lag between the recording of a death and notification to NCRI. Moreover, 

NCRI resources were stretched, resulting in a possible time delay in accessing those 

who matched the research inclusion criteria as substantial time and effort would be 

involved in identifying eligible participants and administering the invitation to survey. 

Although the researcher was in a position to provide assistance in terms of personnel 

and finances, the obstacle of the participants being anonymous to the project could 

not be overcome. A decision was made to investigate the final data access route via 

the Regional Database held in SVUH.  

 

The Regional Cancer Database manager based in SVUH was contacted and was very 

helpful in advising on the various data sources within the hospital. This database was 

a relatively new, centrally managed system, amalgamating information from many 

smaller databases throughout the hospital. The manager advised that, as the system 

was new, the most reliable route to identifying a potential sample was to access the 

data at source. Data originated with the various medial oncology teams who held 

cancer specific databases. These data sources varied in complexity and information 

level and were maintained and updated by the relevant cancer nurse co-ordinators. A 

major problem with these databases was the lack of up to date cross-matched death 

information, as was the case with NCRI. Gaining access to the various databases 

involved obtaining permission from the relevant medical and surgical oncology 

consultants in SVUH. It then involved liaising with the appropriate cancer nurse co-

ordinators to identify those fitting the eligibility criteria. The researcher decided that 
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this was the most efficient long-term option, as it would allow the researcher to work 

closely with the nurses in identifying eligible participants for inclusion on the cancer-

specific lists. It would also be an easier route to take should queries arise at a later 

stage, as the relevant nurses could be consulted. Having made key decisions 

impacting on the sample to be surveyed, the construction of the project lists began. 

 

6.4.2 Construction of Cancer-Specific Project Lists  

A letter outlining the proposed research and requesting permission to access their 

database was sent to all the medical and surgical oncology consultants involved with 

breast, prostate, colorectal and lung cancer patients (see Appendix D). In addition, a 

letter was sent to the chair of the Regional Cancer Co-ordinating Committee. These 

letters were followed up by a number of telephone calls and meetings with the various 

consultants over a number of months. Access to the following information was 

requested: surname, first name, address, hospital number, telephone number, date of 

diagnosis, date of birth, staging related information and treatment related information. 

Permission was granted to access the data and the researcher then worked with the 

relevant nurse co-ordinators to compile cancer-specific project lists based on the 

inclusion and exclusion criteria.  

 

The colorectal and lung cancer lists were compiled from the electronic databases with 

the assistance of cancer nurse co-ordinators. In addition, the BreastCheck database 

manager was very helpful in aiding compilation of the project’s breast cancer list. 

These lists were crosschecked with the Regional Database manager in so far as was 

possible to ensure that all individuals that met the selection criteria were identified. A 

major hurdle that arose was the lack of any electronic database record of prostate 

cancer patients, pre 2004. As a result, it was necessary to identify potential 

participants by examining pre 2004 patient charts and pathology reports. To facilitate 

this process, the researcher and the urology cancer nurse co-ordinator first examined a 

number of patient charts to help make decisions on selecting suitable candidates for 

the survey that fit the study criteria.  

 

As prostate cancer is a slow growing disease, it is not always treated radically. With 

regard to treatment, a ‘watchful waiting’ approach is often adopted, especially with 

the elderly. Therefore, many patients are on hormone treatment but live ‘with’ their 
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cancer rather than ‘after’ cancer. As the present research was focused on post-

treatment survivors those classified as ‘watchful waiting’ patients were excluded. To 

access a sample that would be comparable with the other cancer survivors in the 

survey it was decided that it would be best to include those who were classified as 

‘early stage prostate patients who had undergone radical curative treatment”. 

Therefore, the prostate cancer participants were selected based on staging information 

using a low to intermediate Gleason score1 and whether or not they had radical 

curative treatment (surgery or radiotherapy). The researcher and a research assistant 

examined patients’ hospital charts and pathology reports that had been identified by 

the urology cancer nurse co-ordinator on a year by year basis, beginning with 2003 

and working backwards. As those that fit the criteria were identified they were 

entered into the researcher’s electronic list. Only prostate records from 2000 to 2003 

inclusive were searched due to time constraints.  

 

It should be noted that a number of differences were observed in the way cancer 

staging information was classified across different cancers within SVUH. However, 

regardless of the system used for each specific cancer type, the overriding criterion 

was that the participants were considered eligible if they were deemed ‘early stage’2.  

 
Having liaised with the cancer nurse co-ordinators for each of the four cancer types 

along with the BreastCheck database manager and the Regional Database manager in 

the hospital, four lists were compiled. These were then colour coded and all 

potentially eligible participants were assigned an ID code. This code was used 

throughout the project in all correspondence and statistical packages. The master code 

key was kept under lock and key by the researcher in a University storage facility.  

 

Before invitations to survey could go ahead two further issues required attending to. 

These were 1) geographically-coding the data and 2) death record updates.  

 
1 The staging information used to construct the project’s prostate cancer list was based on Gleason scores. This 
system assigns a grade to the two largest areas of cancer in the biopsy sample. Grades range from 1-5 with 5 being 
the most aggressive. The two grades are then added to produce a Gleason score. The combined scores are 
indicative of a low (2-4), intermediate (5-7), or high-grade tumour (8-10). Low-grade tumours typically do not 
pose a threat to life during the patient’s lifetime.  
2 A number of differences were observed in the way cancer staging information was classified across different 
cancers. The breast cancer database used the stage I, II, III system as did lung cancer, while the colorectal database 
used an A, B, C staging system as well as Dukes scores and the prostate patients charts focused on using Gleason 
scoring. 
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Geo-coding 

Since SVUH serves all parts of Dublin City and County, as well as taking in patients 

from around the island of Ireland, it was necessary to exclude those living outside the 

boundaries of the former ECAHB from the lists on the basis of address. This geo-

coding was accomplished using postal codes and community care area identifiers, as 

defined by the Health Services Executive.   

 

Death Record Updates 

To overcome the issue of incomplete death records and to ensure that no contact 

would be made with the families of deceased individuals, permission was sought and 

obtained from the General Registrar for Deaths, Births and Marriages (GRO) to check 

the status of those on the newly constructed lists. Each individual was checked against 

the electronic death records in the registry by matching date of birth and address. 

Those who were identified as deceased were excluded from the lists. The details of 

each list are as follows: 

 

Breast cancer list: The project’s breast cancer list included 641 individuals. After 

geo-coding and checking with GRO, 530 were found to be still living. Of these, 1 was 

found to have been duplicated on the lung cancer list and was excluded from both. 

This left 529 eligible participants for invitation to the survey. 

 

Prostate cancer list: The prostate cancer list included 155 survivors that fit the 

inclusion criteria after geo-coding. After checking with GRO it was found that 130 of 

these were still living and eligible for invitation to the survey. 

 

Colorectal cancer list: The colorectal cancer list included 378 individuals. After geo-

coding and checking with GRO, 165 were found to be still living and eligible for 

invitation to the survey.  

 

Lung cancer list: The lung cancer list included 187 individuals. After geo-coding and 

checking with GRO it was found that only 32 survivors were still living and eligible 

for invitation to the survey.  

 

A total of 856 post-treatment cancer survivors were identified as being eligible for 
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initial invitation to participate in the survey. 

 

6.4.3 Response Rate  

Eight hundred and fifty six (856) individuals were initially invited to participate in the 

survey on the basis of having had a serious illness3 rather than on the basis of cancer 

specifically. Eighty-two of these were later found to be unavailable for a variety of 

reasons including being deceased, being ill, not being aware of their cancer or having 

moved house. This left seven hundred and seventy four eligible participants (see 

Table 2, for response rate by cancer type). The following is a breakdown by cancer 

type of those who were available for inclusion in the study.  

 

Five hundred and twenty nine eligible breast cancer survivors were initially invited to 

take part in the survey. Of these, 2 were ill, 2 had suffered a recurrence of their 

cancer, 1 claimed that her cancer was not cancerous, sixteen were deceased, but not 

yet recorded by the GRO and thirty-two were returned marked ‘not at this address’. 

All of these were deemed ‘Not available’, leaving four hundred and seventy six 

available for the survey.  

 

One hundred and thirty eligible prostate cancer survivors were invited to take part in 

the survey. Three of these appeared to be unaware that they had been diagnosed with 

cancer, 2 were currently ill, 1 was found to have psychiatric problems while another 

was excluded on the grounds of age with an apparent incorrect date of birth entered in 

the hospital chart. In addition, 1 had just been notified of a recurrence of his cancer. 

All of these were deemed ‘Not available’ for survey leaving one hundred and twenty 

two available.  

 

One hundred and sixty five eligible colorectal cancer survivors were invited to take 

part in the survey. Two were deceased but not yet recorded in the GRO, 2 appeared to 

be unaware of their cancer, 4 were returned marked ‘not at this address’, and 2 were 

currently ill. These were deemed ‘Not available’, leaving one hundred and fifty five 

available for survey.  

 
3 NCRI had earlier alerted the researcher that a number of cancer patients are not aware of their diagnosis of 
cancer, particularly the elderly. Thus the decision to initially invite to survey based on serious illness, to avoid 
upset. Further details are provided in the procedure section to follow. 



 9 

Thirty-two eligible lung cancer survivors were invited to take part in the survey. One 

of these had a learning disability, notified to the researcher by a family member, 5 

were found to be deceased but not yet recorded in the GRO, 3 were currently ill, and 2 

were returned marked “not at this address’. All of these were deemed ‘Not available’, 

leaving twenty-one available for survey.  

 

Having excluded those who were deceased, had moved house, were ill or were 

otherwise ineligible or unavailable, the total number of cancer survivors available for 

survey was seven hundred and seventy four. Of these, three hundred and twenty eight 

consented to take part in the survey and were invited to a survey session. Sixty-six of 

these were not surveyed for the following reasons: 

a) They did not respond when requested to attend a survey session 

b) They were unable to make themselves available for any survey session, despite   

      offers of a number of alternative dates and times, 

c) They did not show up for an agreed survey session.  

 

Ultimately, two hundred and sixty two individuals completed the survey, giving an 

overall response rate of 33.85% from those who were available for survey. A 

breakdown of response rates by cancer type is presented in Table 2 below. 

 

Table 2. Response rate to survey invitation by cancer type 
 Breast Prostate Colorectal Lung Total 

 
Identified Pool 529 130 165 32 856 

Not available* 53 8 10 11 82 

Total available 476 122 155 21 774 

Total Response, n (% ) 169 
(35.5%) 

37 
(30.3%) 

49 
(31.6%) 

7 
(33.3%) 

262 
(33.85%) 

*Not available due to death, moved home, not aware of cancer or ill at present time.  
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6.5 Method 
6.5.1 Participants 

Two hundred and sixty two post-treatment cancer survivors took part in this study. 

The sample breakdown by cancer type was, one hundred and sixty nine breast cancer 

survivors, thirty-seven prostate cancer survivors, forty-nine colorectal cancer 

survivors and 7 lung cancer survivors (see Table 3, for a breakdown by cancer type). 

All cases were ‘early stage’ with no metastasis or recurrence. No cases were 

palliative. Demographic, medical and treatment related summary data for the study 

sample are presented in Table 4. 

 

Table 3. Breakdown of survey participants by cancer type 
Cancer Type No. of Participants  

 
Breast 169 (64.5%) 
Prostate 37 (14.1%) 
Colorectal 49 (18.7%) 
Lung 7 (2.7%). 
Total 262 (100%) 

 

 

Demographics 

Age: The overall mean age of participants was 61.96 years (SD 8.21) with an age 

range of 34-75 years. The mean age for males was 66.3 (SD 6.03) and for females 

60.15 (SD 8.15). An examination of Figure 6 shows that the mean age for each cancer 

type was: breast cancer 59.69 years (SD 7.82), prostate cancer 66.54 years (SD 5.50), 

colorectal cancer 65.57 years (SD 8.45), and lung cancer 67.29 years (SD 6.94).   

 

A one-way ANOVA revealed a significant age difference between cancer types F(3, 

261) = 14.14; p < .05, and post hoc analysis (Dunnett’s C) showed that the breast 

cancer survivors were significantly younger than either the prostate or colorectal 

survivors. However, all group means were within an 8-year range so this difference 

may not be meaningful.  
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Table 4. Socio-demographic and clinical characteristics of survey sample (n=262). 
Characteristic    

  Mean  SD 
Age (yrs) Total sample   61.90  8.21 
 Males   66.30  6.03 
 Females   60.15  8.15 
    
  n % 
Gender Male 70 26.7 
 Female 192 73.3 
    
Marital Status Married/living with partner 182 69.7 
 Single/widowed/separated/divorced 79 30.3 
Education (highest 
completed) 

Primary 30 11.5 

 Secondary 138 53.1 
 Third level 92 35.4 
    
Occupational status Retired 100 38.8 
 Employed 93 36.0 
 Homemakers 55 21.3 
 Unemployed 10 3.9 
Income    
Low    < €30,000 Self 137 60.9 
 Spouse 74 46.8 
Middle  €30,000 -59,999 Self 61 27.0 
 Spouse 46 29.4 
High      €60,000+ Self 27 12.0 
 Spouse 38 24.0 
    
Private health insurance  193 75.1 
     Medical Carda  100 38.8 
    
 Type of treatment Combination 170  65.6 
    S+C+R*   81  31.2 
    S+C   42 16.2 
    S+R   39  15.0 
 Surgery only   65  25.0 
 Chemotherapy only     1  0.4 
 Radiotherapy only    23  8.8 
    
  Mean  SD 
Time since treatment (yrs) Overall 4.44  2.72 
 Breast 4.95  2.83 
 Prostate 3.12  0.94 
 Colorectal 3.50  2.65 
 Lung 4.16  2.20 

*Note: S=surgery, C=chemotherapy, R=radiotherapy 
a A number of those with private health insurance were also eligible for a medical card.  
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Figure 6. Mean age in years by cancer type. 

 

Gender: Seventy males (26.7%) and one hundred and ninety two females (73.3%) 

participated in this study. A gender breakdown by cancer type is presented in Table 5.  

 
Table 5.  Gender breakdown by cancer type 

 Males Females 
Breast 0 169 
Prostate 37 0 
Colorectal 29 20 
Lung 4 3 
Total 70 192 

 
Martial Status: Thirty eight of the sample were single (14.6%), one hundred and 

eighty two were married or living with a partner (69.7%), 8 were separated (3.1%), 6 

divorced (2.3%), twenty six widows or widowers (10%), 1 ‘other’ (0.4%) and 1 

declined to specify (0.4%). 

 

Education level: With regard to education level, 11.5% (n = 30) of the sample had 

completed primary level education only, 53.1% had completed second level (n = 

138), and 35.4% had a third level education (n = 92) (see Figure 7). Using Chi-square 

analyses no significant gender effects for education were found.  

 

Employment: Thirty six percent (n=93) were in employment with the remainder either 

retired 38.8% (n=100), homemakers 21.3% (n=55) or unemployed 3.9% (n=10). 

Accommodation: In relation to home ownership, 87.8% (n = 224) were home-owners, 
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with the remainder living in either rented accommodation (7.8%, n = 20), a family 

member’s home (2.4%, n = 6) or as part of a religious community (1.6%, n = 4). As 

well as this, 18.8% (n = 49) of participants lived alone.  

 
Figure 7. Education level of survey sample 

 

Income: In terms of income, 60.9% (n = 137) of the sample had a personal income of 

less than €30,000 per year, 27% (n = 61) had an income between €30,000 and 

€59,000 and 12% (n = 27) had a personal income of €60,000 or more. Spousal income 

was also measured and 46.8% of participants (n = 74) had a spousal income of less 

than €30,000 per year, 29.1% (n = 46) had a spousal income between €30,000 and 

€59,000 and 24% (n = 38) had a spousal income of €60,000 or more. When incomes 

within the household were combined, just over half the sample were found to be 

living with a household income of less than €35,000 (51.4%, n = 131), 18.4% (n = 47) 

with incomes between €35, 000 and €54, 999, 12.9% (n = 33) with incomes between 

€55,000 and €74,999 and 16.8% (n = 44) with combined incomes of €75, 000 or more 

(see Figure 8).  

 

Health Insurance: Just over seventy five percent of the sample had private health 

insurance (75.1% (n = 193). Thirty-eight percent (38.8%, n = 100) were entitled to a 

medical card (51 of these were aged 70 or older4).  

 
4 In Ireland, those aged seventy and over are entitled to a medical card regardless of means thus a number of 
participants may have both which may explain the apparent anomaly with private health insurance and medical 
card numbers. 
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Figure 8. Combined household income levels of survey sample. 

 

Treatment Characteristics 

Time since Treatment Ended: An examination of Table 4 shows that the overall mean 

number of months since medical treatment ended was 53.29 months (SD 32.7) (4.44 

years) with time since treatment ranging from 1 year to 14 years5. Figure 9 illustrates 

this breakdown by cancer type for time since treatment ended. A one-way ANOVA 

revealed a significant difference between cancer types in terms of time since medical 

treatment ended F(3,233) = 5.75, p < .05 and post hoc analyses (Dunnett’s C) shows 

that breast cancer survivors were significantly longer out of medical treatment (M = 

58.5, SD 29.59) than the prostate cancer group (M = 37.46, SD 11.34) with no 

prostate cancer survivor in this study who was more than 5 years post-treatment. 

However, the selection process for prostate cancer survivors limited the range of years 

since treatment and this most likely accounts for this difference. Moreover, the 

standard deviation of the breast cancer group was quite large.  

 

Type of Treatment: In terms of treatment related information, the majority of these 

participants received a combination of medical treatments for their cancer (65.6%, n = 

170) (see Figure 10). Most participants received surgery plus chemotherapy plus 

radiotherapy (31.2%, n = 81) while the next most frequent treatment combination was 

surgery plus chemotherapy (16.2%, n = 42) followed by surgery plus radiotherapy 

 
5 Three participants from the BreastCheck database were diagnosed in 1988. 
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(15%  n = 39). In the case of a single treatment type, 25% of the overall sample 

received surgery only (n = 65), 0.4% received chemotherapy only (n = 1) and 8.8% 

received radiotherapy only (n = 23).  

 

Figure 9. Time since completion of medical treatment by cancer type 
 

 

 
Figure 10. Percentage of sample by treatment type* 

* S=surgery, C=chemotherapy, R=radiotherapy 

 

Post-treatment Medication: When asked about current medication 35.4% (n = 91) 

indicated that they were on medication, whilst the remainder were not (64.6%, n = 
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166). The most frequent medications were those related to the treatment of breast 

cancer and included Arimidex (10%; n = 26) followed by Tamoxifen (8.9%; n = 23) 

and Femara (3.1%; n = 8). The remainder were on various medications for high blood 

pressure, high cholesterol, heart medicine and unspecified hormone medication. 

 
6.5.2 Survey Instruments  

The survey instruments reflect a focus on three main areas namely:  

§ Socio-economic, demographic and medical information,  

§ Quality of life and current health status, 

§ Psychological variables related to adjustment to cancer and behaviour change.  

 

The questionnaire consisted of a number of demographic and medical information 

questions as well as questions assessing current health behaviours. In addition, several 

standardized measures assessing quality of life, psychological well-being, control and 

efficacy beliefs, hope and optimism, coping and social support were included. These 

measures enabled an assessment of factors that effect post-treatment adjustment and 

health behaviour change. All instruments were self-report.  

 

Demographic and Medical Information Questionnaire: This instrument was designed 

to collect demographic and medical information on the participant. It included 

questions on socio-economic status, treatment details, accessing complementary care 

services and fears about a recurrence of cancer. It also assessed the degree of 

difficulty experienced by the individual in returning to employment and their family 

roles post-treatment. The purpose of this measure was to facilitate the construction of 

a demographic profile of post-treatment cancer survivors (see Appendix E 1).  

 

 The EORTC Quality of Life Questionnaire (version 3.0) (Aaronson, NK., et al 1993): 

This quality of life measure was designed by the European Organisation for the 

Research and Treatment of Cancer to assess the health related quality of life (QoL) of 

cancer patients. It is a reliable and valid measure of physical, psychological and social 

functioning (Velikova, Stark & Selby, 1999). It consists of a core questionnaire, the 

QLQ-C30, and a number of supplementary modules which provide more detailed 

information relevant to evaluating QoL in cancer-specific populations. Internal 
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consistency for the scale using Cronbach’s alpha was reported as ranging from .60 to 

.87 with test-retest reliability over four days ranging from .52 to .89. The developers 

recommend that the Hospital Anxiety and Depression Scale (HADS) be used in 

conjunction with this instrument. Prior consent for use was required and was obtained 

from the EORTC Data Centre and the module developers (see agreement form in 

Appendix E 2). The terms of use require that the anonymised data from the present 

study would be shared with an international research team. The EORTC measure is 

considered to be one of the best developed, validated and widely used disease-specific 

quality of life instruments available (Bowling, 2001). 

 

The QLQ-C30 core questionnaire is a 30-item instrument that all participants 

complete. The measure gives a global health status rating and includes nine multi-

item scales and a number of single-items. The measure assesses quality of life on five 

functional scales namely, physical, role (spouse, provider, parent), emotional, 

cognitive and social functioning and on three symptom scales, fatigue, nausea and 

vomiting and pain. The single-item questions assess dyspnoea, insomnia, appetite 

loss, constipation, diarrhoea and financial difficulties. Respondents are asked to 

indicate how much each item applies to them using a four-point Likert scale ranging 

from 1 = Not at all to 4 = Very Much. Raw scores are linearly transformed to range 

from 0 to 100 with a high functioning scale score representing a higher level quality 

of life and a higher symptom scale score indicative of more symptoms or problems.  

 

In addition to this measure, each participant was administered a module that was 

specific to the cancer type of that participant i.e. Breast, Lung, Prostate or Colorectal 

so that cancer-specific functions and symptoms could be assessed. Respondents are 

asked to indicate how much each item applies to them using a four-point Likert scale 

ranging from 1 = Not at all to 4 = Very Much. The modules are: 

 

Breast Cancer Module - QLQ-BR23: This 23-item module has completed the 

validation process and is available for general use. It consists of four functional 

scales, two of which are multi-item (body image, sexual functioning), and two single 

items (sexual enjoyment and future perspective). It also includes four symptom scales, 

three of which are multi-item (systemic therapy side effects, breast symptoms, arm 

symptoms) and one single item (upset by hair loss).  
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Prostate Cancer Module – QLQ-PR25: This 25-item module is still at validation 

stage in international Phase IV trials. Special permission from the developer was 

required to use the measure. The module consists of four multi-item scales 

investigating urinary symptoms, bowel symptoms, treatment-related symptoms and 

sexual functioning.  

 

Colorectal Cancer Module – QLQ-CR38: This 38-item module is at an advanced 

stage of development by the EORTC Quality of Life Group. A validation study has 

been completed and the module approved after formal review by the EORTC. 

However, psychometric properties are still being tested in a range of international 

Phase III trials. Special permission from the developer was required to use the 

measure. The module consists of four functional scales (body image, sexual 

functioning, sexual enjoyment and future perspective), eight symptom scales 

including seven multi-item scales (micturition problems, chemotherapy side effects, 

symptoms in the area of the GI tract, male sexual problems, female sexual problems, 

defecation problems, stoma-related problems) and one single item (weight loss). All 

colorectal participants complete nineteen items and the remaining questions are 

designed for sub-samples of this group (males or females, patients with or without a 

stoma).  

 

Lung Cancer Module - QLQ-LC13: This 13-item module has completed the 

validation process and is available for general use. It consists of one multi-item scale 

(dyspnoea) and nine single-items measuring coughing, haemoptysis, sore mouth, 

dysphagia, peripheral neuropathy, alopecia, pain in chest, pain in arm or shoulder, 

pain in other parts.  

 

The Hospital Anxiety and Depression Scale (HADS) (Zigmond & Snaith, 1983): This 

14-item scale consists of two sub-scales measuring both anxiety (seven items) and 

depression (seven items). The HADS has been widely used for identification of 

clinical anxiety and depression. Responses are scored on a four-point scale and higher 

scores indicate greater anxiety or depression. The authors report an internal 

consistency for the scale using Cronbach’s alpha of .89 for each subscale with test-

retest reliability reported as .72. The use of this instrument facilitated identification of 



 19 

those who were distressed and had significant adjustment difficulties to life after 

cancer. The HADS has been found to be sensitive to change and to be clinically 

meaningful (Herrman, 1997). The author’s suggest that a score of 0-7 is normal while 

scores of 8-10 are indicative of mild anxiety or depression, 11-14 moderate anxiety or 

depression and 15-21 indicative of severe anxiety or depression (see Appendix E 3). 

 

Health Behaviour Questionnaire: This measure was developed for the present study 

as there is no profile of cancer survivors in Ireland to date. Moreover, as the major 

aim of the project was to develop an intervention programme, it was considered 

necessary to gather data on the current health related behaviours of the sample. This 

measure consisted of a number of short questions about the health behaviours that the 

individual engaged in, including smoking, exercise and details on the participant’s 

diet. Participants were also asked about their access to and use of health related 

facilities such as a gym, park or swimming pool. They were further asked about 

barriers to accessing such facilities. This information aided the construction of the 

profile of participants and facilitated an assessment of the need for a health behaviour 

change intervention within this sample (see Appendix E 4).  

 

The Multidimensional Health Locus of Control scale (MHLC) (Form C) (Wallston et 

al., 1978): This disease specific version is an 18-item measure, which assesses four 

dimensions of health locus of control on a six-point Likert scale. The four dimensions 

are Internality (6 items), Chance (6 items), Doctors (3 items) and Powerful others (3 

items). The authors recommend that the dimensions should be used separately and not 

combined to give a single overall score. Internal consistency for the scale using 

Cronbach’s alpha was reported as ranging from .67 to .77 (Wallston et al, 1978). No 

test-retest reliability is reported. The literature shows that control is a major factor in 

health outcome and in behaviour change (see Appendix E 5).  

 

The Generalized Self-efficacy Scale (Schwarzer & Jerusalem, 1993): This 10-item 

scale measures the strength of an individual’s belief in his or her own ability to 

respond to novel or difficult situations and to deal with any associated obstacles or 

setbacks. The individual is asked to indicate the extent to which each statement 

applies to them, on a four point scale, ranging from 1 = “not at all true” to 4 = 

“exactly true”. Internal consistency for the scale using Cronbach’s alpha is reported as 
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ranging from .82 to .93 with test-retest reliability reported as .63 (Schwarzer, 1993). 

Self-efficacy has a central role in predicting health-related behaviour and efficacy 

enhancement is an important component of behaviour change strategies (Walker, 

2001). The use of this measure was considered necessary to facilitate the later 

identification of the target group for intervention.   

 

The Life Orientation Test – Revised (LOT-R) (Scheier, Carver & Bridges, 1994): This 

measure was used to assess individual differences in generalized optimism versus 

pessimism. It is a 10-item measure in which four items are fillers. It uses a five-point 

Likert rating scale ranging from 0  = ‘I disagree a lot’ to, 4 = ’I agree a lot’, with high 

scores indicative of high optimism. The authors report an internal consistency 

Cronbach’s alpha of .78. An optimistic disposition predicts coping after a cancer 

diagnosis and pessimism has been identified as a risk factor for poor adjustment (see 

Appendix E 6).   

 

The Hope Scale (HS) (Snyder, Harris et al., 1991): This is a 12-item measure of 

dispositional hope. Hope is conceptualized as a cognitive set made up of two goal-

related factors, agency and pathways. The scale assesses both cognitive and 

motivational components of hope focusing on goal directed determination (agentic 

thinking or ‘the will’) and an ability to generate plans to achieve goals (pathways 

thinking or ‘the way’). It consists of two subscales, agentic thinking (four items) and 

pathways thinking (four items) with four filler items. Each item is rated on a four-

point Likert scale ranging from 1 = definitely false to, 4 = definitely true, and is 

scored in the direction of high hope. The authors report high internal consistency for 

the overall scale using Cronbach’s alpha = .86 with alpha’s of .82 and .84 for the 

agency and pathways subscales respectively. Test –retest reliability over 10 weeks 

was equal to .82. High hope people have been found to have significantly improved 

coping abilities and to cope better with recovery from illness. A total hope score 

lower than 24 is indicative of low hope (Snyder, Harris et al., 1991) (see Appendix E 

7).   

 

 

The Brief COPE (Carver, 1997): The COPE is a theoretically derived measure 

developed to assess a broad range of coping responses. The authors believe that the 
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problem-focused vs. emotion-focused approach to coping is too simplistic. Due to the 

comprehensive nature of the current study and the use of a number of different 

instruments it was considered appropriate to use this brief version of the COPE. This 

28-item measure taps into 14 subscales representing conceptually different coping 

strategies including positive reframing, active coping, denial, substance use, the use of 

emotional support, the use of instrumental support, behavioural disengagement, 

planning, humour, acceptance, venting, self-distraction, religion and self-blame. 

Second order factors may be examined such as problem-focused, emotion-focused 

and avoidance coping. The items are scored on a 4-point scale ranging from 1 = ‘I 

usually don’t do this at all’ to 4 = ‘I usually do this a lot’. Internal consistency for the 

scale using Cronbach’s alpha was reported by Tonery (2004) as ranging from .73 to 

.81. Coping plays a significant role in psychological adaptation to illness. The authors 

suggest that if a lesser number of sub-scales are considered appropriate, then second 

order coping approaches should be based on a factor analysis of data from the specific 

groups under study (Carver, 1997) (see Appendix E 8).   

 

The MOS Social Support Survey (Sherbourne & Stewart, 1991): This 19-item multi-

dimensional measure elicits information on social networks and perceived social 

support. Nineteen items measure functional support using four subscales to assess 

tangible support, emotional/informational support, affectionate support, and positive 

social interaction. The items ask the individual about the frequency of availability of 

different kinds of support using a five point Likert rating scale ranging from 1 = 

‘None of the time’ to 5 = ‘All of the time’. The authors report an internal consistency 

for the sub-scales using Cronbach’s alpha ranging from .91 to .97 with no test-retest 

reliability reported. The measure focuses on the most important aspect of social 

support that is the perceived availability of support. The literature shows that the 

availability of social support is a protective factor from the negative consequences of 

stress and illness (see Appendix E 9). 

 

Open-ended Questions: Two open ended qualitative questions concluded the survey. 

These questions asked the participant to relate their views on:  

1. Suggestions for how the health services could have been more helpful, 

2. Factors that health professionals should be more aware of with regards to life after 

cancer.  
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Participants also had the opportunity to comment on the survey and suggest issues 

that they felt were relevant to the cancer survivor experience that had not been raised 

by the survey questions.   

 

6.5.3 Procedure 

Once the project lists were compiled, the process of inviting survivors to take part in 

the study began. As mentioned previously, the researcher was cognisant that some 

potential participants might not be aware of their status as cancer patients, particularly 

the elderly. Therefore, to avoid upset to survivors and their families, it was decided to 

frame the initial invitation to take part in the research as an invitation to post-

treatment survivors of a serious illness rather than survivors of cancer specifically.  

 

Preliminary invitation letters to that effect were sent to all eight hundred and fifty six 

potential participants. Enclosed was a reply card to be returned to the researcher 

indicating consent to take part and an option to choose cancer (among other illnesses), 

as the relevant serious illness experienced (see Appendix F1 for letter of invitation 

and F 2 for consent form). Only those who replied indicating awareness of their 

cancer diagnosis were considered eligible for the study. Responses from 82 

individuals or their families led to the exclusion of those who were deceased, had 

moved house, were ill or were otherwise ineligible or unavailable. This includes six 

who replied with an apparent lack of awareness of their cancer and were sent a thank 

you card indicating that only those who had had cancer were being surveyed at this 

time and expressing the hope that survivors of other serious illnesses would be the 

subject of survivorship research at a later date. The total number of cancer survivors 

considered available for survey was 774. Of these, three hundred and twenty eight 

individuals returned initial consents to take part in the survey.  

 

As the questionnaire was long and the researcher wanted to maximise response rate 

and item response, a decision was made to administer the questionnaire to groups of 

survivors rather than using a postal questionnaire. The questionnaire was self-

administered, however, participants were invited to complete the survey in a survey 

centre rather than the researcher going to people’s homes. Bowling (2005) believes 

that using this approach can help to maintain motivation with longer questionnaires, 

and can facilitate item response by allowing the participant to clarify questions.  
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Those who had consented to take part in the survey were sent a ‘thank you for 

agreeing’ letter and consent form with a selection of dates and times to chose from 

and an information leaflet giving further details of the purpose, aims, and procedure 

of the survey (see Appendix G 1 for invitation letter and G 2 for information leaflet). 

They were also sent a stamped addressed reply envelope. Invitees were asked to read 

the information leaflet and, if they wished to continue with the study, they were asked 

to indicate which date and time they would attend for survey completion and return to 

the researcher.  

 

Sixty-six of those who originally agreed to take part in the study were not surveyed 

for a number of reasons. Either they (a) they did not return the second consent, (b) 

they were unable to make themselves available for any survey session despite being 

offered a number of dates and times or, (c) did not show up for an agreed survey 

session. In all, two hundred and sixty-two individuals completed the survey, giving an 

overall response rate of 33.85% (see Table 2). This included, one hundred and sixty 

nine breast cancer survivors (35.50% response rate), thirty-seven prostate cancer 

survivors (30.33% response rate), forty-nine colorectal cancer survivors (31.61% 

response rate), and 7 lung cancer survivors (33.33% response rate).  

 

6.5.3.1 Data Collection 

Participants were invited to a survey session of their choice. These sessions were 

conducted over four sittings per week, for sixteen weeks, from March to the end of 

June, 2006. There was a choice of either a late afternoon (5pm) or an evening session 

(7.30pm) on one of two weekday offerings. To facilitate ease of access, the sessions 

were located in the Lios Áoibhean Cancer Support Centre attached to SVUH and in 

The Cancer Support Centre, Bray, with the kind permission of the Directors of these 

centres. On average, twelve people attended each survey session and participants were 

seated at individual tables and completed their survey questionnaire without 

interference from other participants. Each session began with a short introductory talk 

to the group given by the researcher. Following this, the participants were instructed 

to complete the questionnaire, to be as honest as possible and not to spend too much 

time on any one question. This process took approximately one hour and fifteen 

minutes in total. In order to minimize the burden on the participant there were short 
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breaks, with refreshments served, during data collection sessions. Where potential 

participants had indicated consent to partake in the research and had made an 

appointment for a survey session but did not show up, a follow-up telephone call was 

made to reschedule. 

 

A number of participants had literacy problems and, with their permission, a research 

assistant was made available in a private room to read the questions and write the 

answers. Almost all participants had difficulty completing the food portion size 

section of the questionnaire. All were given access to a food pyramid chart and the 

researcher and research assistant facilitated each person to complete this portion of 

the survey. The researcher and a research assistant were available at all times to assist 

with any queries. Furthermore, the clinical psychologist attached to the psycho-

oncology unit was also available for consultation should any of the participants wish 

to avail of this service. Participants were reimbursed for any parking costs incurred. 

 

When each individual had completed their questionnaire they were thanked and given 

a leaflet about the services available in the cancer support centre and given the 

researcher’s contact details should they feel the need to make further enquires or wish 

to request a private meeting with the researcher or the clinical psychologist. Finally, 

all participants were informed that the research team might contact them at a later 

stage as a pilot intervention programme was the next phase of the project. There was 

no obligation to take part but it was felt appropriate to inform participants that further 

contribution to the research may be sought. In all, a total of 262 individuals completed 

the survey.  

 
6.6 Data Management and Analysis 
Data consisted of survey responses from 262 cancer survivors. These data were 

entered into SPSS (Statistical Package for the Social Sciences) for Mac Version 

11.0.4 (Norusius, 2004) and analysed using parametric and non-parametric 

procedures as appropriate. Reliability analyses were conducted on all measures and 

Cronbach’s alpha coefficients of 0.70 or above were considered reliable.  

Given that one of the aims of the study was to construct a profile of post-treatment 

survivors, all socio-demographic, medical, treatment related and health behaviour 
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related variables were examined using frequency analyses. Where data were non-

parametric in nature, relationships and differences were investigated using Chi-square 

and Kruskal-Wallis tests. In all analyses where a significant chi-square statistic was 

found, standardised residuals were then examined in order to identify the major 

contributors to significance. The convention of accepting standardised residuals 

greater than ± 2 was used to indicate a reliable statistic and to eliminate spurious 

findings.  

 

Given the high number of subscales in the Brief COPE and the small number of items 

in each subscale (two items) it was considered appropriate to conduct a factor analysis 

to ascertain whether second-order coping approaches could be identified in this 

sample, as recommended by the author (Carver, (1997). Principle components factor 

analysis using varimax rotation with Kaiser Normalization resulted in nine 

components being extracted with eigenvalues greater than one and these accounted 

for 66.7% of the total variance. However, for three of these components only one item 

loaded on each. A second factor analysis forcing an eight-factor solution was 

conducted. These eight factors accounted for 63.25% of the total variance and all 

factors consisted of two items or more. The items loading into each of these eight 

components appeared to have face validity and were assigned subscale titles as 

follows: positive action (4 items), emotional support (5 items), positive reframing (5 

items), denial (4 items), negative action (3 items), self-blame (3 items), humour (2 

items) and religion (2 items). Table 6 presents factor loadings for the eight-factor 

solution.  

 

All raw scores for EORTC items and the MOS Social support items were linearly 

transformed into a 0-100 point scale using the scoring procedure advised by the 

respective authors (Fayers et al., 2001; Sherbourne & Stewart, 1991). For the EORTC 

functional scales, higher scores represent a higher level of functioning. For items 

related to physical symptoms and financial impact, higher scores represent a higher 

level of problems. For the social support scales a higher score is indicative of more 

support.  

 

All other raw data were recoded and reverse scored where necessary. Mean scores 
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and standard deviations for all standardized measures were calculated and where 

possible, these scores were compared to published data using a series of one-sample t-

tests. In the current sample, data distributions for many of the main variables under 

study were not normally distributed (EORTC QLQ-C30, HADS etc.). However, given 

that the measures used are well standardised and are analysed parametrically in the 

literature, the analysis in the current study follows that format. Data were analysed 

using independent t-tests and ANOVA and appropriate post hoc multiple comparisons 

were used where significant differences were found. Only significant differences are 

reported. Pearson product moment correlations were also used where appropriate. 

Finally, content analyses were used to analyse responses to qualitative items to 

identify the major themes in the data.  

 

6.7 Reliability of Measures 
The internal consistency of all standardised scales was assessed using Cronbach’s 

alpha for reliability (see Tables 7 and 8). All subscales of the EORTC QLC-C30 

exhibited high levels of reliability with alpha levels ranging from .70 to .89, with the 

exception of the Physical functioning subscale (a = .67). These levels compare 

favourably with those reported by the author (see Table 7). A decision was made to 

use the Physical functioning subscale in all analyses as the alpha level is within 

minimal acceptable levels. The breast cancer specific subscales of the QLQ-BR23 all 

compared favourable with the author’s reported reliabilities with alpha levels ranging 

from .73 to .91, with the exception of the Systemic therapy side effects subscale for 

which the alpha level was .68 and was considered acceptable for the current study. 

The alpha levels for the Lung cancer specific QLQ-LC13 Dyspnoea subscale, the 

Prostate cancer specific QLQ-PR25 Urinary symptoms subscale and the majority of 

the Colorectal cancer specific QLQ-CR38 subscales were within acceptable limits 

ranging from .71 to .90 (see Table 7). However, three of the QLQ-CR38 subscales 

were below acceptable levels, Micturition problems (.46), Chemotherapy side effects 

(.42), and symptoms in the Genito-urinary tract area (.60). Moreover, three of the 

PR25 subscales exhibited very low internal consistency in the current sample with 

alpha levels below .46 (Bowel symptoms, Treatment related symptoms, Sexual 

functioning) (see Table 7).  
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Table 6. Factor Analysis of the Brief COPE with item loadings for eight components*. 
Brief COPE Item Factor 

1 

Factor 

2 

Factor 

3 

Factor 

4 

Factor 

5 

Factor 

6 

Factor 

7 

Factor 

8 

1. I turn to work or other substitute activities to take my mind off things. .695        
2. I concentrate my efforts on doing something about it.  .645        
3. I try to come up with new strategies to deal with the problem. .623        
4. I take action to try to make the situation better. .617        
5. I try to get emotional support from others.   .715       
6. I let my unpleasant feelings out.  .566       
7. I get help and advice from other people.  .725       
8. I get comfort and understanding from someone.  .740       
9. I try to get advice or help from other people about what to do.  .569       
10. I try to see the problem in a different light, to make it seem more positive.   .526      
11. I look for something good in what is happening.   .507      
12. I accept the reality of the fact that it has happened.   .666      
13. I learn to live with it.   .692      
14. I think hard about what steps to take.   .475      
15. I say to myself “this isn’t real”.    .674     
16. I just give up trying to deal with it.    .592     
17. I refuse to believe that it really has happened    .768     
18. I give up and don’t attempt to cope with the problem.    .606     
19. I use alcohol or other drugs to make myself feel better.     .924    
20. I use alcohol or other drugs to help me get through it.     .932    
21. I turn to other activities to take my mind off it, such as going to the movies, 

watching TV, reading, daydreaming, sleeping or shopping. 
    .313    

22. I criticize myself.      .551   
23. I express my negative feelings         .647   
24. I blame myself for things that happened.        .740   
25. I make jokes about the situation.       .896  
26. I make fun of the situation.       .848  
27. I pray or meditate.        .913 
28. I try to find comfort in my religion or spiritual beliefs.        .921 

*Factors were given the following headings: Factor 1 = Positive Action (4 items), Factor 2 = Emotional Support (5 items), Factor 3 = Positive Reframing (5 items),  
  Factor 4 = Denial (4 items), Factor 5 = Negative Action (3 items), Factor 6 = Self-blame (3 items), Factor 7 = Humour (2 items), Factor 8 = Religion (2 items).
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The aforementioned subscales were considered unreliable and were not used in any 

further analysis.  

 
Table 7. Cronbach’s alpha coefficients for EORTC QLQ scales in Study 2 

 
Instrument Measure (subscale) Items 

in 
scale 

Author’s 
reliability 

Present 
Study 

n 

QLQ C-30      
 Physical functioning 5 .68-.80 .67 259 
 Role functioning 2 .52-.88 .73 260 
 Emotional functioning 4 .73-.90 .87 249 
 Cognitive functioning 2 .51-.73 .70 252 
 Social functioning 2 .68-.86 .81 256 
 Fatigue 3 .77-.89 .79 254 
 Nausea and Vomiting 2 .50-.86 .71 262 
 Pain 2 .76-.89 .81 253 
 Global QoL 2 .82-.89 .89 260 
      

QLQ-BR23      
 Body image 4 .85 .91 159 
 Sexual functioning 2 .89 .77 158 
 Systemic therapy side effects 7 .62 .68 155 
 Breast symptoms 4 .74 .73 160 
 Arm symptoms 3 .75 .79 162 
      

QLQ-LC13      
 Dyspnoea 3 .76 .78 7 
      

QLQ-CR38      
 Body image 3 .78 .86 48 
 Sexual functioning 2 .86 .72 48 
 Micturition problems 3 .63 .46 48 
 Chemotherapy side effects 3 .47 .42 48 
 Symptoms in GI tract area  5 .61 .60 44 
 Male sexual problems 2 .83 .76 24 
 Female sexual problems 2 .38 .87 5 
 Defecation problems 7 .74 .71 40 
 Stoma related problems 7 .76 .83 6 
      

QLQ-PR25      
 Urinary symptoms 9 - .90 9 
 Bowel symptoms 4 - .01 34 
 Treatment related symptoms 6 - .39 26 
 Sexual functioning 6 - .45 13 

 

The internal consistency of the other standardised measures used in the survey was 

acceptable for the majority of scales and subscales, and compared favourably with the 

author’s reported reliability levels (see Table 8). However, four scales exhibited alpha 
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levels below .65, namely, the Doctors subscale of the MHLC (.43) and the Negative 

action (.57) and Self-blame (.55) subscales of the factor analysed COPE. A decision 

was made to use these scales and subscales but to interpret results with caution.  

 
Table 8. Cronbach’s alpha coefficients for all other scales used in Study 2. 

  
Instrument Measure (subscale) Items in 

scale 

Author’s 

reliability 

Present 

Study 

n 

HADS      
 Anxiety 7 .87-.93 .86 256 
 Depression 7 .83-.90 .81 254 
      

MHLC Form C      
 Internality 6 .85 .76 251 
 Chance 6 .79 .82 246 
 Doctors 3 .71 .43 257 
 Powerful others 3 .70 .68 259 
      

GSE  10 .82-.93 .90 244 
      

LOT-R  6 .78 .72 227 
      

HOPE Scale   .86 .82 235 
 Agency 4 .82 .70 247 
 Pathways 4 .84 .69 244 
      

Brief COPE   .73-.81   
 Positive action 4 - .67 245 
 Emotional support 5 - .76 241 
 Positive reframing 5 - .69 243 
 Denial 4 - .68 236 
 Negative action  3 - .57 247 
 Self-blame 3 - .55 247 
 Humour 2 - .82 252 
 Religion 2 - .87 252 
      

MOS   .91-.96   
 Tangible support 4  .93 249 
 Emotional/informational 8  .94 238 
 Affectionate 3  .93 254 
 Positive social interaction 3  .94 254 
 Functional support Index 19  .95 257 

Note: HADS= Hospital Anxiety and Depression Scale; MHLC=Multidimensional Health Locus of 
Control scale; GSE=Generalised Self-efficacy scale; LOT-R = Life Orientation Test Revised; MOS= 
MOS-Social Support Scale.  
 

The results of the present study are presented in the following chapter.  
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Chapter 7 
Study 2: Results of Survey and Needs Analysis  

 

7.1 Results 
The results of the present study are presented in the following sections. Findings are 

presented in order, according to the stated aims of the study outlined in the previous 

chapter. The findings from the frequency analyses are presented first, then the 

relationships between major variables are presented and finally, group comparisons 

are made to facilitate the identification of the risk factors that will form the selection 

criteria for participant inclusion in the pilot intervention programme in Study 3. 

 

7.2 Profile of Cancer Survivors in the ECAHB area 
The first aim of the current Study was to profile a sample of Irish cancer survivors in 

the ECAHB by assessing their quality of life on a number of physical, psychological 

and social variables. Below, a frequency analysis of responses provides the basic 

profiling information. This is followed by descriptive statistics based on responses to 

the EORTC quality of life measures along with measures of anxiety and depression, 

hope and optimism, control and efficacy beliefs, coping and social support. Where 

possible, these data are compared with international reference data. 

 

7.2.1 Frequency analyses 

Participants were asked a number of questions about their current physical and mental 

health, their current lifestyle, returning to work after treatment, their contact with 

supports that might facilitate rehabilitation and, the extent to which cancer had a 

positive impact on their life.  

 
Current Physical and Mental Health  

Co-morbidities 

As an indicator of current physical health, participants were asked to state if they had 

any other health problems in conjunction with their history of cancer. Forty-nine 

(18.7%) indicated that they had no other health problems. Of the remainder, the most 

frequently mentioned condition was arthritis/osteoarthritis (20.22%; n = 53), followed 
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by hypertension (17.6%, n = 44), osteoporosis (6%, n = 15) and diabetes (3.2%, n = 

8).   

 

Anxiety about Recurrence 

As a brief indicator of mental health, participants were asked to indicate on a scale 

from 0-6 the extent to which they were worried about a recurrence of their cancer. 

Just over forty percent were a little worried (40.6%, n=106), while 38.7% (n=101) 

were moderately worried and 20.7% (n=54) were very or extremely worried.  

 

Current Lifestyle 

With regard to current lifestyle, participants were asked a number of health-related 

behaviour questions. They were also asked about changes to their behaviour, the 

reasons for any change and barriers to changing behaviours (see Figure 11, for a 

summary of risky health behaviours). 

 

Smoking 

With regard to smoking, 43.8% of the sample had never smoked (n = 114), 43.1% 

used to smoke (n = 112) and 13.1% were still smoking (n = 34). Of those who used to 

smoke, only 18.5% (n = 22) said they quit because of their cancer. All lung cancer 

survivors used to smoke. Those currently smoking (n = 34) were mostly female 

70.5% (n = 24), and of these, twenty-one were breast cancer survivors, and three were 

colorectal cancer survivors. Almost half of the current smokers indicated that they 

would like to get help to stop smoking (48.5%, n = 16).  

 

Physical Activity 

In terms of physical activity levels, participants were first asked about their physical 

activity in general and then more specifically about ‘exercise’. Just over twenty three 

percent reported that they were ‘not active’ or a ‘little active’ (23.1%, n = 60), while 

57.3% (n = 149) were ‘fairly active’ and 19.6% (n = 51) were ‘very active’.  

 

Participants were then given the following definition of regular physical exercise, 

“Regular physical exercise is defined as any activity performed on a repeated basis 

over an extended period of time, with the intention of improving physical fitness and 

health at least 3 times a week for at least 20-30 minutes.” 
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They were then asked to indicate whether or not they engaged in regular physical 

exercise. Over seventy four percent (74.2%, n = 184) indicated that they exercised on 

a regular basis while 25.8% (n = 64) did not. Walking was the most frequent form of 

exercise (85.5%, n = 223) followed by swimming (14.2%, n = 37), going to the gym 

(7.3%, n = 19) and golf (6.5%, n = 17). The most frequently endorsed obstacles to 

participating in regular exercise were, not wanting to do these activities (9.7%, n = 

25), having no companion to go with (3.9%, n = 10) and cost (3.1%, n = 8). 

 

Activity Change 

When asked if their activity levels had changed since before their cancer diagnosis, 

almost half the sample indicated that their activity levels were the same as before 

(46.9%, n = 120) while 35.2% (n = 90) had decreased activity levels and 18% (n = 46) 

had increased their’s. Participants were also asked to indicate what the most 

influential factors were in influencing change in their activity levels. For those who 

reduced their activity levels, the main reasons were ‘lack of energy’ (also referred to 

as ‘fatigue’ or ‘tiredness’) (12%) and age (5.2%), while those who increased their 

activity levels, said they did so because they realised that exercise was good for them 

and they wanted to maintain their health post treatment (12.4%).  

 

 
         Figure 11. Percent of survey sample with risky health behaviours. 

 

 



 33 

Alcohol 

Regarding alcohol consumption, 38% (n = 98) rarely or never drank alcohol, 27.1% 

(n = 70) drank alcohol once or twice a week and 34.9% (n = 90) drank three or more 

times a week.  

 

Weight 

Since their diagnosis with cancer, almost 21% of participants had lost weight (n = 53), 

however, over twice that number had put on weight (48.2%, n = 118). The mean BMI 

score for the sample, using the Quatelet formula6, was 25.80 (SD 4.51). Two percent 

of the sample had a BMI score less than 18.50 (n = 5) and were considered 

underweight, over forty six percent (46.6%, n = 116) had BMI scores within the 

normal range (18.5-24.99), 35.7% (n = 89) were in the overweight range (25-30) and 

15.7% (39) were classified as obese, with BMI scores of 30 or more. Chi-square 

analysis revealed no significant cancer type effects in BMI groupings c2 (6, N = 1, 

249) = 11.23, p > .057.   

 

Diet 

In relation to diet, participants were asked to report how many of each of the major 

food groupings they consumed on a typical day. Participants had great difficulty 

completing this section of the survey and were assisted with the aid of a food pyramid 

chart by the researcher or a research assistant. Table 9 presents the percentage of 

participants consuming below and above the recommended daily amount (RDA) from 

each food group, as advocated by the Health Promotion Unit (HPU) of the Irish 

Department of Health and Children. As can be seen from this table, the majority of 

the study participants consumed less than the recommended amount for each of the 

food groups with the exception of the high sugar/high fat group where too much of 

this food group was consumed.   

 

In this section of the survey, participants were also asked to indicate whether they 

ever used organic produce and if not to explain why not. Just over fifty seven percent 

 
6 BMI = Weight in Kg / Height in Meters2. 
7 This result held true even when the small lung cancer group were not included in the analysis and the breast 
cancer group was reduced to a comparable group size with the prostate and colorectal groups via random 
selection.  
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57.1%, n = 148) said that they had used organic produce, while 42.9% (n = 111) did 

not. The main reason given was that it was free of chemicals or pesticides (16.9%) 

and the main reason given for not using such produce was cost, with 23.8% citing this 

reason.  

     Table 9. Percent of survey participants above and below RDA food groups  
Food Group % Below RDA HPU RDA % Above RDA 

 
Bread, cereal, potatoes 73.4% 6+ 14.5% 
Fruit and vegetables  56.1% 5+ 19.7% 
Dairy produce 62.6% 3 12.3% 
Meat, poultry and fish 53.3% 2 18.5% 
High sugar/high fat foods 21.7%8 Use Sparingly 45%9 

     * RDA = Recommended daily amount 

 

Returning to Work  

With regard to returning to work, participants were asked a number of questions to 

ascertain how many had returned to work since completing treatment and how 

difficult this was for them. In addition, they were asked whether any change in their 

occupational status was due to their cancer and the impact on their financial situation. 

Just over half of the sample returned to work once their treatment was over (50.2%, n 

= 128) while 24.7% (n = 63) did not and 25.1% (n = 64) replied that this question did 

not apply to them10. Of those who returned to work 15.6% (n = 20) found it ‘quite’ or 

‘very’ difficult to do so. Of those who did not return to work 36.1% (n = 30) said that 

their occupational status had changed because of their cancer. Furthermore, the 

majority of participants (72.1%, n = 181) found that their financial situation did not 

change since their diagnosis, and 12.4% (n = 31) found that it improved while 15.5% 

(n = 39) found that their financial situation had deteriorated since their diagnosis.  

 

Links to Support for Rehabilitation  

In order to determine the degree to which this sample had access to assistance to 

facilitate their recovery and subsequent rehabilitation, participants were asked about 

their contact with allied health professionals other than their medical consultant, 

 
8 This number reported that they consumed no high sugar or high fat foods. 
9 This number consumed more than one portion of this food group per day (I teaspoonful).  
10 This may be a reflection of the number of retirees in the sample and the number of homemakers who may 
not consider their contribution in the home as ‘work’.  
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during their treatment. They were also asked about their use of complementary and 

alternative therapies. In addition, their awareness of cancer support centres locally 

was ascertained.  

 

First, participants were asked to recall whether any cancer nurse specialist, 

physiotherapist, chaplain, dietitian, social worker, occupational therapist or 

psychologist had attended them during the course of their illness or treatment. The 

percentage of participants who were attended by each allied health professional is 

presented in Table 10 below.  

 

Table 10. Percent of participants who reported contact with health/allied professionals  
Health Professional % n 

Cancer nurse specialist 63.6 166 

Physiotherapist 37.9 99 

Chaplain 22.3 58 

Dietician  14.6   38 

Social worker 10.0 26 

Occupational therapist 2.7 7 

Psychologist 2.3 6 

 

The most striking finding here was the low level of contact with various professionals 

that could assist with recovery and rehabilitation. As might be expected, the 

professional most encountered was the Cancer nurse specialist (63.6%, n = 166). 

Nevertheless, 36.4% (n = 95) of cancer survivors said they did not see a cancer nurse 

specialist during their illness or treatment. The next most encountered professional 

was the physiotherapist, yet, well over half (62.1%, n = 162) never saw a 

physiotherapist during treatment. Amazingly, over 85% of participants did not see a 

dietician, a social worker, an occupational therapist or a psychologist during their 

illness or treatment.  

 

Of those who did see the dietician (14.6%, n = 38), over half were colorectal cancer 

patients (n = 19) so thirty colorectal cancer patients (61%) were not attended by a 

dietician during their illness or treatment. With regard to psychological support during 

illness and treatment these data also reveal that very few cancer patients came into 
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contact with a psychologist during their illness or treatment (2.3%, n = 6). The main 

explanation for these low levels of contact with a variety of health and allied health 

professionals is that consultants make the referrals. Apart from the chaplain, the 

various professionals do not instigate contact with patients within the hospital system 

without such a referral from the consultant.  

 

Awareness of Local Cancer Support 

Most participants were not aware of any local cancer support service (62.2%, n = 163) 

while 37.8% (n = 99) were. Of those who were aware of local support, only 19.3% (n 

= 37) had availed of that support and 80.7% (n = 155) had not.  

 

Use of Complimentary and Alternative Therapies  

Participants were asked if they had used any of a number of complimentary therapies 

to help them deal with the after effects of their cancer and its treatment. They were 

also asked if they used health supplements, prescribed and non-prescribed. An 

examination of Table 11 shows the most frequently used complimentary therapies.  

 

Table 11. Percent of sample who used complimentary therapies and supplements.  
Complimentary Therapy % n 

Massage 16.9 44 
Yoga 13.8 36 
Reiki/ Reflexology 11.2 29 
Counselling 10.8 28 
Meditation 9.6 25 
Aromatherapy 6.2 16 
Acupuncture 4.6 12 
Art Therapy 3.5 9 
Other 7.3 19 
   
Supplements Prescribed 9.2 24 
Supplements Non-Prescribed 20.2 53 

 

In relation to the use of supplements, again the numbers were small, with seventy-

seven survivors (29.4%) taking a supplement of one form or another. Of these, over 

twice as many took non-prescribed supplements (n = 53) as those who took 

prescribed supplements (n = 24). When asked to give details of the supplements used, 

the most frequently mentioned were various vitamin and mineral combinations 

(10.4%, n = 26) and calcium (3.5%, n = 9) (see Table 11).  
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When asked to give a reason for not using complimentary or alternative services and 

supports, the main reasons were, having no interest (25%, n = 45), a lack of 

information about these services (24.4%, n = 44) and cost (7.2%, n = 13). However, 

most participants (41.1%, n = 74) gave a variety of ‘other’ reasons. These included 

the belief that they did not need these services and that if these were important, they 

would have been prescribed or suggested to them by their consultants. 

 

Positive Impact of Cancer  

Participants were asked to indicate whether their illness had lead to any positive 

changes in their lives. Almost 30% indicated that their cancer had little or no positive 

effect (29.7%, n = 79). Slightly more indicated that it had a moderately positive effect 

(37.5%, n = 87) and almost a third (32.8%, n = 76) said that their illness had a 

significant positive impact on their lives.   

 

Summary of Frequency Analysis 

In summary, the majority of the current study participants reported that they had co-

morbid health problems in addition to their cancer with the most frequently reported 

condition being arthritis/osteoarthritis. In terms of mental health, well over half the 

sample reported moderate to extreme anxiety about a recurrence of their cancer.  

 

In terms of lifestyle, just over half the sample were overweight including a significant 

number in the obese category and almost half the participants had put on weight since 

diagnosis. Furthermore, a worrying number of breast cancer survivors were still 

smoking. With regard to physical activity, a quarter of the sample reported that they 

did not engage in any regular physical activity and for those who did, the most 

frequent form of exercise was walking. In addition, over a third had reduced their 

physical activity levels since their diagnosis. The main reason for this being fatigue. 

Over a third of the sample drank alcohol three or mores times a week. The average 

daily diet does not compare favourably with recommended levels as participants 

consume too much high sugar and high fat foods and not enough of the other food 

groups. With regard to work, half the sample returned to employment post-treatment 

and about a third of these found it difficult to do so.  

 

The current sample had very little contact with resources that would aid their recovery 
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and rehabilitation. It emerged that during their treatment there was a striking lack of 

contact with health professionals that might be influential in facilitating their recovery 

and rehabilitation. The most frequently seen professional in the hospital setting was 

the cancer nurse specialist, yet over a quarter of participants did not have that contact 

and most had no contact with a dietician or a psychologist during their treatment. 

Moreover, most participants did not use complimentary therapies or alternative 

medicine for a variety of reasons including the belief that if they were important to 

recovery, their consultant would have suggested them. Furthermore, most participants 

were not aware of any cancer support centre local to them and of those that did, most 

did not avail of the services offered.  

 

7.2.2 Descriptive Statistics for Standardized Measures 

Descriptive statistics for the entire sample on each of the standardized measures are 

presented in Appendix H. The major variable categories of Quality of Life, Anxiety 

and Depression, Positive thinking (hope and optimism), Self-efficacy and Locus of 

Control, Coping and Social Support are examined in turn. These data are compared to 

reference data and Irish or International published studies using a series of one-

sample t-tests. In so far as it was possible, comparisons were also made with samples 

that matched those in the current study. These analyses were used to determine 

whether the descriptive statistics for the current sample were significantly different 

from those reported in published studies and to add to the emerging profile of cancer 

survivors in the ECAHB area. 

 

Quality of Life 

An examination of current study mean scores in Table 12 (p. 165) reveals that the 

current sample exhibit quite high quality of life levels on each of the EORTC QLQ-

C30 functional domain subscales  (maximum level = 100). In addition, they have 

moderately low mean scores on each of the symptom subscales. Figure 12 shows that 

the current sample of post-treatment survivors are doing particularly well in terms of 

physical, role and social functioning and less well on cognitive and emotional 

functioning as well as overall global quality of life, albeit all still at a relatively high 

level.  
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Figure 12. Mean quality of life functional scores on EORTC QLQ-C30. 
(0-100 scale; higher scores = higher quality of life) 

 

The current sample exhibits quite high quality of life levels in terms of cancer-related 

symptoms. The most problematic symptoms were insomnia and fatigue, followed by 

pain and dyspnoea (Figure 13). Financial impact, constipation and diarrhoea were less 

of a problem and the least bothersome symptoms were nausea and vomiting and low 

appetite. However, it should be noted that all of the subscales have quite large 

standard deviations indicating a wide spread of scores.  

 

A more detailed frequency analysis was conducted to examine the spread of mean 

scores for each of the QLQ-C30 subscales to investigate the number of participants 

experiencing quality of life difficulties with function and symptom. Since the data 

were being analysed as if normally distributed, it was considered appropriate to 

examine the percentage of participants scoring below one standard deviation from the 

mean on the functioning scales and above one standard deviation from the mean for 

the symptom scales11. 

 
11 This method is conservative in terms of identifying the percent of participants with difficulties, as the 
method used by Michelson et al., (2000) and by Osaba et al., (1998) uses the degree of 10 on the 0-100 scale to 
be indicative of an important difference in health related quality of life. Since the standard deviations from the 
current sample subscale means are all in excess of 10 the above methodology is considered to be more 
appropriate.  
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Table 12. Descriptive statistics for the entire sample on EORTC-QLQ-C30 with one-sample t-test comparisons to Michelson el al. (2000).  
Scale Subscale Current Study 

Mean (SD) 
N Cancer 

Sample 
Mean12 

Healthy 
Sample 
Mean  

Comparison cancer 
sample  
One sample t-test13 

Comparison healthy 
sample  
One sample t-test 

QLQ C-30        
Functioning  Physical functioning 83.25 (16.12) 262 81.5 97.0 t(261) =   1.75, p >.05      t(261)  = -13.75, p < .05** 
 Role functioning 87.02 (20.71) 262 81.6 94.0 t(261) =  4.24, p < .05**      t(261)  =   -5.45, p < .05** 
 Emotional functioning 75.78 (23.27) 260 81.5 85.6 t(259) = -3.96, p < .05**  t(259)  =   -6.80, p < .05** 
 Cognitive functioning 79.81 (21.41) 260 86.6 93.1 t(259) = -5.11, p < .05**  t(259)  =  -10.01, p < .05** 
 Social functioning 83.91 (24.39) 260 87.5 96.6 t(259) = -2.37, p < .05*   t(259)  =   -8.38, p < .05** 
 Global QoL 77.53 (19.71) 260 73.2 85.2 t(259) =  3.54, p < .05**  t(259)  =   -6.27, p < .05** 
        
Symptoms Fatigue 23.02 (21.78) 262 27.0 13.4 t(261) = -2.95, p < .05**      t(261)  =    7.15, p < .05** 
 Nausea and Vomiting   4.13 (13.32) 262 Not reported - - 
 Pain 15.90 (25.17) 261 25.7 9.0 t(260) = -6.28, p < .05**      t(260)  =   4.42, p < .05** 
 Dyspnoea 14.16 (25.17) 259 25.4 12.8 t(259) = -7.18, p < .05**     t(259)  =   0.86, p > .05 
 Insomnia 30.78 (34.62) 261 Not reported - - 
 Low appetite    6.02 (17.84) 261 24.9 10.9 t(260) = -17.10, p < .05**    t(260)  =   -4.43, p < .05** 
 Diarrhoea    6.79 (16.33) 260 Not reported - - 
 Constipation 10.55 (20.55) 259 Not reported - - 
 Financial impact 11.62 (25.85) 258 7.6 1.2 t(257) =  2.50, p < .05*  t(257)  =    6.48, p < .05** 

$SD not reported; * p <.05; ** p <.01 
 

12 The first mean is for the subset of the Michelson et al (2000) sample who reported cancer as a health problem (n=134) and the second mean is for the subset of the sample that reported 
having no health problems (n =  721).   
13 The first t-test statistics refers to a comparison between the current study mean score and the reported mean score for those who reported cancer and the second refers to the comparison 
with those who reported no health problems in that study. 
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Figure 13. Mean symptom scores for entire sample on EORTC QLQ-C30. 
(0-100 scale; higher scores = lower quality of life) 

 

This analysis revealed that up to 20% of the sample have levels of functioning that are 

a cause for concern and up to 26.5% have symptom levels that are a cause for 

concern. Details of the number of participants scoring below one standard deviation 

from the overall sample mean on each functioning subscale are presented in Table 13. 

The number of participants scoring above one standard deviation from the overall 

sample mean on each symptom subscale is also presented.   

 

Table 13. Percent of participants < 1 SD below mean on QoL functioning and > 1 SD 
above mean on QoL symptoms. 

Functioning % (n) Symptoms % (n) 

Physical functioning 19.8% (52) Insomnia 26.5% (69) 
Global Quality of Life 15.4% (40) Constipation 24.7% (64) 
Emotional functioning 15.4% (40) Diarrhoea 16.9% (44) 
Social functioning 11.9% (31) Low appetite 13.0% (34) 
Role Functioning 11.1% (29) Pain 12.6% (33) 
Cognitive functioning 5.8% (15) Fatigue 11.6% (30) 
  Dyspnoea 9.3% (24) 
    Financial impact 8.5% (22) 
  Nausea and vomiting 6.9% (18) 
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In summary, a substantial percentage of the current sample have difficulty with 

overall global quality of life and specifically with physical, emotional, social, and role 

functioning and with the symptoms of insomnia, constipation, and diarrhoea.  

 

Comparison to Reference Data 

The current sample were compared with two subsets of a sample from a study by 

Michelson, Bolund, Nilsson and Brandberg (2000). They conducted a large-scale 

study of the Swedish population (n = 3,069) to obtain reference data for the EORTC 

QLQ C30, on a number of health conditions. One subset of that sample reported 

cancer as a chronic health problem (n = 134) and another subset reported no health 

problems (n = 721). The quality of life EORTC QLQ-C-30 mean subscale scores for 

the current Irish sample were compared to both of these sub-sets using one sample t-

tests. (The subsets are referred to as the Swedish cancer sample and the Swedish 

healthy sample for the purpose of clarity and the Current study sample are referred to 

as the Irish sample.) The rational for this approach is the argument made by 

Michelson et al. (2000) that, there is a need to examine whether or not the health 

related quality of life of long-term cancer survivors returns to general population 

levels after treatment. However, some caution should be exercised in interpreting any 

differences found between the current sample and these reference values, as details of 

time since treatment were not available for these reference data and thus they may not 

be entirely comparable.  

 

As can be seen in Table 12 (p. 165), when compared to the Swedish cancer sample, 

the Irish sample are comparable in terms of physical functioning and they have 

significantly better role function and overall global quality of life. However, they 

exhibit significantly lower emotional, cognitive and social functioning. In addition, 

the Irish sample exhibit significantly lower, physical, role, emotional, cognitive and 

social functioning as well as lower overall global quality of life than the Swedish 

healthy sample. In terms of the symptom subscales, the Irish sample exhibit 

significantly higher levels of fatigue and pain than the Swedish healthy sample but 

significantly lower levels of those symptoms than the Swedish cancer sample. With 

regard to dyspnoea, the Irish sample were comparable with the Swedish healthy 

sample and their mean score was significantly lower than the Swedish cancer sample. 

In addition, the Irish sample exhibit significantly fewer problems with low appetite 
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than either the Swedish cancer or healthy samples but report a significantly greater 

financial impact than either the Swedish healthy or cancer samples (albeit still at a 

low level). 

 

In essence, with regard to quality of life, the Irish cancer survivors have poorer 

emotional, cognitive and social functioning than either the Swedish cancer or healthy 

samples. In addition, they fall in between the cancer sample and the healthy sample in 

terms of scores on all symptom scales, with the exception of financial impact, which 

is greater in the Irish sample than in either of the two Swedish groups. 

 

Cancer Specific Functioning and Symptoms on the EORTC QLQ-C30 

The next analysis compared core QLQ-C30 mean scores for each cancer type in the 

current study with the widely used specific cancer type reference values in the 

EORTC QLQ-C30 references value manual (Fayers et al., 1998) (CD version). This 

involved one-sample, t-test comparisons. Reference values for local or loco-regional 

stage of disease were used. As mentioned previously, some caution should be used in 

interpreting any differences found between the current sample and these reference 

values, as the details of time since treatment are not disclosed for these reference data. 

Therefore, the summary data for each cancer type were also compared to similar 

groups by cancer type, in so far as is possible.  

 

In addition, descriptive statistics for each of the cancer specific modules of the 

EORTC QLQ (BR23, LC13, CR38, PR25) are presented in the following pages.  

Again, mean scores were compared to comparable groups, in so far as was possible. 

Given the small number of lung cancer participants in the current study (n = 7), they 

were excluded from that analysis.  

 

Quality of Life in the Breast Cancer Sub-sample  

Table 14 presents the mean quality of life functioning and symptom subscale scores 

for the breast cancer participants in the current study. An examination of these data 

reveals that they have quite high functioning scores, the lowest being emotional 

functioning. In terms of symptoms, insomnia and fatigue are most problematic 

followed by pain. All have high standard deviations indicative of a wide variation in 

symptom experience. 
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Table 14. Descriptive statistics for Breast cancer participants on core QLQ-C30, with one-sample t-test comparisons to reference data. 14 
 Scale Subscale Current Study 

Mean (SD) 
N Reference 

MeansD 
(1) 

Reference 
MeansD (2) 

One sample t-test15 
(1) 

One sample t-test 
(2) 

Functioning  Physical  82.23 (16.11) 169 85.7 84 t(168) = - 2.79, p  < .05 ** t(168) =  -1.42, p  >.05 
 Role  85.99 (21.07) 169 84.6 62 t(168) =    0.86, p  > .05 t(168) =   14.8, p < .05** 
 Emotional  73.40 (23.99) 169 70.8 74 t(168) =    1.64, p > .05 t(168) = - 0.32, p > .05 
 Cognitive  77.31 (23.39) 169 85.6 68 t(168) =  - 4.60, p < .05** t(168) =   5.17, p < .05**  
 Social  85.20 (23.53) 169 86.8 89 t(168) = - 0.88, p > .05 t(168) = - 2.09, p < .05* 
 Global QoL 77.12 (20.67) 169 73.4 75 t(168) =    2.33, p < .05* t(168) =   1.33, p > .05 
        
Symptoms Fatigue 23.73 (21.74) 169 20.6 20 t(168) =    1.87, p > .05 t(168) =    2.23, p < .05* 
 Nausea & vomiting   3.74 (12.29) 169 9.4 3 t(168) =  - 0.58, p > .05 t(168) =    0.79, p > .05 
 Pain 18.05 (26.52) 168 16.7 16 t(167) =    0.66, p > .05 t(167) =    1.00, p > .05 
 Dyspnoea 13.49 (25.07) 168 9.0 16 t(167) =    2.32, p < .05* t(167) =  - 1.29, p > .05 
 Insomnia 34.12 (35.62) 169 26.7 24 t(168) =    2.70, p < .05** t(168) =     3.69, p < .05** 
 Low appetite        5.15 (16.30) 168 9.0 4 t(168) =   -3.05, p < .05** t(167) =     0.92, p > .05 
 Diarrhoea         6.31(15.84) 169 5.6 4 t(168) =    0.58, p > .05 t(168) =    1.89, p > .05 

 Constipation 1     0.45 (20.63) 169 10.0 15 t(168) =    0.28, p > .05 t(168) =    -2.86, p < .05** 

 Financial impact 12.77 (27.80) 167 8.8 7 t(166) =    1.84, p > .05 t(166)  =    2.68, p  < .05** 

DSD not available *p < .05; ** p < .01 

 
14 The first mean (1) is reference data for local or loco-regional breast cancer from reference values manual for EORTC QLQ-C30 (Fayers et al. (1998). The second mean (2) is from Joly, et 
al. (2000)  study of  French breast cancer survivors who were on average 9.1 years post treatment (n=77).  
15 The first t-test statistics (1) refers to a comparison between current study mean scores and reference value means (Fayers et al., 1998). The second (2) refers to the comparison with the 
mean scores reported by Joly et al. (2000). 
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An examination of Table 14, on the previous page, also shows that, when compared to 

the reference groups, the breast cancer group have significantly lower levels of 

physical and cognitive functioning but higher overall global quality of life scores. In 

all other functions they compare favourably with the reference group. In terms of 

symptoms, the current breast cancer participants have significantly better appetites 

than the reference group, but have significantly greater difficulty with insomnia and 

dyspnoea. In all other symptoms they are comparable to the reference group.  

 

When compared to a sample of 77, French, breast cancer survivors who were, on 

average, 9 years post treatment (Joly, Espié, Marty, Héron & Henry-Amar, 2000) the 

current breast cancer participants have significantly higher levels of role and cognitive 

functioning but lower social functioning. In all other functions, they are not different 

to that group. With regard to symptoms, they have significantly higher levels of 

fatigue, insomnia and financial impact, and significantly lower levels of constipation.  

 

Concerning the cancer specific functions and symptoms measured by the QLQ-BR23, 

an examination of Table 15 on the next page, reveals that Irish breast cancer survivors 

scored in the high range on body image but in the low to mid range on the other 

functioning scales. The mean symptom subscale scores were quite low. Of note were 

the large standard deviations, indicating a very wide spread of scores across the breast 

cancer participants in the current study. Compared to the Joly et al. (2000) sample, 

they matched up favourably in terms of body image and sexual enjoyment. However, 

they had significantly lower levels of sexual functioning and breast symptom scores 

and significantly higher scores on the future perspective subscale as well as 

significantly higher arm symptom scores than the French study.  

 

Quality of Life in the Colorectal Cancer Sub-sample  

Table 16 (page 174) presents the mean quality of life functioning and symptom 

subscale scores for the colorectal cancer participants in the current study An 

examination of these data shows that they have very high functioning levels in all 

domains. In relation to symptoms, they score highest for insomnia and fatigue. 

However, all the standard deviations for the symptom subscales are quite high, 

indicative of wide variation in symptom experience.  
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Table 15. Breast cancer descriptive statistics on QLQ-BR23, with one-sample t-test comparisons to Joly et al. (2000).   

 
Scale Subscale Current Study  

Mean (SD) 
N Joly et al. (2000). 

Mean (SD) 
One sample t-test 

Comparison 
QLQ-BR23      

Functioning  Body image 73.63 (28.59) 169 76 (29) t (168) = -1.07, p>.05 

 Sexual functioning 19.32 (20.19) 163 35 (26) t (162) = -9.91, p<.05** 

 Sexual enjoyment 54.05 (30.07) 74 60 (32) t ( 73)  = -1.70, p>.05 

 Future Perspective 62.89 (29.50) 168 55 (36) t (167) =  3.46, p<.05** 

      

Symptoms Systemic therapy effects 14.29 (14.16) 169 Not reported - 

  Breast symptoms 13.30 (16.89) 166 20 (21) t (165) =  -5.11, p <.05** 

 Arm symptoms 19.61 (23.02) 166 18 (20) t (165) =  5.54,  p <.05** 

 Upset by hair loss 30.83 (38.03) 40 Not reported - 

      

      

      

      

 *p < .05; **p  < .01 
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Table 16. Colorectal cancer statistics on QLQ-C30, with one-sample t-test comparisons to Fayers et al. (1998) (1) & Arndt et al. (2006) (2). 
 Scale Subscale Current 

Study 
Mean (SD) 

N Reference 
Means16D  

(1) 

Reference 
MeansD 

(2) 

One sample t-test17 
(1) 

One sample t-test 
(2) 

Functioning  Physical  85.85 (14.56) 49 77.0 79.7 t(48) =   4.42, p < .05** t(48) = 2.95, p < .05** 
 Role  93.87 (13.04) 49 73.0 80.0 t(48) = 11.20, p < .05** t(48) = 7.44, p < .05** 
 Emotional  82.81 (18.86) 48 78.6 68.4 t(47) =   1.54, p > .05 t(47) = 5.29, p < .05** 
 Cognitive 85.07 (12.97) 48 87.4 77.5 t(47) =  -1.24, p > .05 t(47) = 4.04, p < .05** 
 Social  85.41 (18.39) 48 77.7 75.7 t(47) =   2.90, p < .05** t(47) = 3.66, p < .05** 
 Global QoL 81.42 (13.00) 48 72.2 64.2 t(47) =   4 .91, p < .05** t(47) = 9.17, p < .05** 
        
Symptoms Fatigue 21.08 (19.93) 49 29.6 32.4 t(48) = -2.98, p < .05** t(48) = -3.99, p < .05** 
 Nausea and Vomiting 4.42 (12.15) 49 5.0 5.1 t(48) = -0.33, p > .05 t(48) = -0.39, p > .05 
 Pain 10.20 (19.19) 49 18.9 19.2 t(48) = -3.17, p < .05** t(48) = -3.28, p < .05** 
 Dyspnoea 10.63 (20.97) 47 9.0 27.9 t(46) = 0.53, p > .05 t(46) = -5.64, p < .05** 
 Insomnia 23.61(30.00) 48 25.9 34.2 t(47) = -0.53, p > .05 t(47) = -2.45, p < .05* 
 Low appetite 7.48 (18.34) 49 13.2 8.6 t(48) = -2.18, p < .05* t(48) = -0.42, p > .05 
 Diarrhoea 11.11 (21.00) 48 11.7 16.6 t(47) = -0.19, p > .05 t(47) = -1.81, p > .05 
 Constipation 9.72 (16.78) 48 11.0 19.9 t(47) = -0.52, p > .05 t(47) = -4.20, p < .05** 
 Financial impact 8.33 (17.53) 48 12.1 13.8 t(47) = -1.48, p>.05 t(47) = -2.16, p<.05* 

DSD not available;  *p < .05; **p < .01 

 
16 The first mean (1) refers to reference data for local or loco-regional colorectal cancer from reference values manual for EORTC QLQ-C30 (Fayers et al. (1998). The second mean (2) is 
from the Arndt et al. (2006) study of German colorectal cancer survivors who were 3 years post diagnosis (n=222).  
17 The first t-test statistic (1) refers to a comparison between current study mean scores and reference value means (Fayers et al., 1998). The second (2) refers to the comparison with the 
mean scores reported by Joly et al. (2000). 
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Compared to the reference group (Fayers et al., 1998), the current colorectal sample 

have significantly higher functioning scores on all function subscales, with the 

exception of emotional and cognitive functioning, where the scores are not different 

from the referents. In relation to the symptom subscales, the colorectal group also 

compare favourably with the reference group with the exception of the symptoms of 

fatigue, pain and low appetite, where the current sample have significantly lower 

scores indicating better quality of life.  

 

When compared to a sample of 222 German colorectal cancer survivors who were 3 

years post-diagnosis (Arndt, Merx, Stegmaier, Zeigler, & Brenner, 2006), the current 

sample have significantly higher functioning scores than that sample on all functions. 

In terms of symptoms, they also have better quality of life in that their symptom 

scores were significantly lower than that sample with the exception of nausea and 

vomiting, low appetite and diarrhoea, where they do not differ from the German 

sample. 

 

An examination of Table 17 (page 176) shows that the present study colorectal cancer 

survivors have functioning levels that are quite varied on the QLQ-CR38 cancer-

specific subscales. Their body image is quite high but sexual functioning very low. 

With regard to symptoms, male and female sexual problems are the most troublesome 

and have high standard deviations, indicative of a wide variation in symptom levels. 

When compared to the German survivors (Arndt et al., 2006), the current sample do 

not differ significantly, with the exception of the sexual functioning and sexual 

enjoyment subscales for which the current sample have significantly lower scores 

than the German sample. This is indicative of poorer quality of life in those domains. 

However, they also have significantly lower levels of stoma related problems than the 

German sample.  

 

Quality of Life in the Prostate Cancer Sub-sample  

Table 18 (page 172) presents the mean quality of life functioning and symptom 

subscale scores for the prostate cancer participants in this study. Functioning scores 

are high for all domains with overall global quality of life being the lowest mean 

score. In relation to symptoms, the most problematic are insomnia and fatigue, with 

standard deviations that are large and indicative of a wide variation in response.  
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Table 17. Descriptive statistics for Colorectal and Prostate cancer specific sub-samples on QLQ-CR38 and PR25, with one-sample t-test 
comparisons to published studies. 

Standardised 
scale/ 

Subscale Current Study Mean 
(SD) 

N Comparison Study Mean 
(SD) 

One sample t-test 

QLQ-CR3818      
Functioning Body image 83.79 (23.03) 48 79.5 t (47) =  1.29, p >.05 
 Future Perspective 63.26 (28.25) 49 55.5 t (48) =  1.92, p >.05 
 Sexual functioning 20.83 (21.05) 48 30.8 t (47) = -3.28, p <.05** 
 Sexual enjoyment 48.15 (34.72) 18 73.9 t (17) = -3.14, p <.05** 
      
Symptoms Micturition problems 21.76 (13.16) 48  

        Not reliable-no further analysis conducted  Chemotherapy side effects 9.03 (11.83) 48 
 Symptoms in the GI tract area 16.66 (13.97) 44 
 Male sexual problems 39.58 (35.37) 24 42.1 t (23) = - 0.39, p >.05 
 Female sexual problems 40.00 (38.37) 5 24.5 t ( 4)  =   0.90, p >.05 
 Defecation problems 14.88 (14.75) 40 16.4 t (39) = - 0.65, p >.05 
 Stoma related problems 24.60 (13.93) 6 38.8 t ( 5)  = - 2.49, p =.05* 
 Weight loss   6.52 (18.08) 46 8.6 t (45) =   0.44, p >.05 
      
QLQ-PR25      
Symptoms Urinary symptoms 19.64 (17.49) 37 -  
 Bowel symptoms   3.47 (5.41) 36       

          Not reliable-no further analysis conducted  Treatment related symptoms 11.69 (11.54) 37 
    
Functioning Sexual functioning 58.88 (25.57) 36 

 *p < .05; **p < .01 
 

 
18 Compared to Arndt et al. (2006) study of German colorectal cancer survivors who were 3 years post diagnosis (n=222). 



 

 

50 

Table 18. Prostate cancer descriptive statistics on QLQ-C30, with comparisons to Fayers et al. (1998) (1) & Wahlgren et al. (2004) (2).  
 Scale Subscale Current Study 

Mean (SD) 
N Reference 

Means19
D  (1) 

Reference 
MeansD (2) 

One sample t-
test20 
(1) 

One sample t-test 
(2) 

Functioning  Physical 85.76 (18.99) 37 77.6 88.6 t(36) =  2.61, p < .05* t(36) = - 0.90, p > .05 
 Role  86.48 (24 .79) 37 75.0 83.7 t(36) =  2.81, p < .05** t(36) =   0.68, p > .05 
 Emotional  78.00 (23.64) 36 82.3 81.2 t(35) = -1.08, p > .05 t(35) = - 0.81, p > .05 
 Cognitive  83.79 (20.11) 36 79.8 Not reported t(35) =   1.19, p > .05 - 
 Social  78.70 (31.77) 36 83.2 78.5 t(35) = -0.84, p > .05 t(35) =   0.03, p > .05 
 Global QoL 77.08 (22.21) 36 68.6 71.6 t(35) =  2.29, p < .05* t(35) =   1.48, p > .05 
Symptoms Fatigue 20.12 (24.12) 37 29.8 20.6 t(36) =  -2.44, p < .05* t(36) = - 0.12, p > .05 
 Nausea & Vomiting 3.60 (11.20) 37 3.5 Not reported t(36) =   0.05, p > .05 - 
 Pain 13.06 (25.49) 37 17.3 11.8 t(36) = -1.01, p > .05 t(36) =   0.30, p > .05 
 Dyspnoea 14.41 (24.26) 37 24.7 Not reported t(36) = -2.57, p < .05*         - 
 Insomnia 22.52 (29.45) 37 19.9 21.4 t(36) =  0.54, p > .05 t(36) =    0.23, p  > .05 
 Low appetite 3.60 (10.49) 37 5.8 Not reported t(36) = -1.27, p > .05 - 
 Diarrhoea 3.70 (10.62) 36 6.3 19.5 t(35) = -1.46,p > .05 t(35) = -8.92, p < .05** 
 Constipation 10.47 (21.03) 35 12.3 8.7 t(34) = -0.51. p > .05 t(34) =  0.49, p > .05 
 Financial impact 8.33 (23.05) 36 5.3 Not reported t(35) =  0.78, p > .05 - 

DSD not available; *p < .05; ** p < .01 

 
19 The first mean (1) refers to reference data for local or loco-regional colorectal cancer from reference values manual for EORTC QLQ-C30 (Fayers et al. (1998). The second mean (2) is 
from the Wahlgren et al. (2004) study of Swedish prostate cancer survivors who were free of recurrence and at least 3 years post treatment (n = 42). 
20 The first t-test statistic (1) refers to a comparison between current study mean scores and reference value means (Fayers et al., 1998). The second (2) refers to the comparison with the 
mean scores reported Wahlgren et al. (2004).  
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When compared to the reference values for this cancer type (Fayers et al., 1998), this 

group of prostate cancer survivors have levels of function that are in line with the 

reference group for most functions. Moreover, they have significantly higher levels of 

functioning on the physical, role and global quality of life scales. They also compare 

favourably with the reference data in terms of symptoms and differ only with respect to 

fatigue and dyspnoea, for which they exhibit significantly lower scores, indicative of a 

better quality of life in those areas.  

 

When compared to a group of 42 Swedish prostate cancer survivors who were at least 

three years post-treatment (Wahlgren, Brandberg, Häggarth, Hellström & Nilsson, 

2004), the current study prostate sample only differed with respect to diarrhoea, for 

which they had significantly lower scores than the Swedish sample.   

 

With reference to the cancer specific functions and symptoms measured by the QLQ-

PR25, the mean scores for these subscales are presented in Table 17 (page 176). The 

symptom scores are quite low and the sexual functioning score in the moderate range. 

No comparative data using these subscales were available.  
 

Summary of Quality of Life in the Present Sample 

In summary, although the majority of the present study sample have quite high quality 

of life, a substantial percentage (up to 26%) have difficulty in terms of overall global 

quality of life, specifically with physical, emotional, social, and role function and with 

insomnia, constipation, diarrhoea, low appetite, pain and fatigue. When compared with 

similar European groups, the Irish sample exhibit poorer emotional, cognitive and 

social functioning. Moreover, in terms of symptoms they are faring better than a cancer 

sample but not as well as a healthy sample, with the exception of financial impact, 

which is greater in the Irish sample. 

 

When the data are examined by cancer type, a number of findings are of note. The 

breast cancer survivors have high functional quality of life with the main cause for 

concern being the emotional functioning domain. In terms of symptoms, insomnia, 

fatigue and pain are the most problematic. When compared to the reference group they 

have significantly poorer quality of life in terms of physical and cognitive functioning 

and in terms of insomnia and dyspnoea. When compared to a more similar French post-



 

 52 

treatment survivor group, they have better role and cognitive function but greater 

difficulty with fatigue, insomnia, and financial impact. In relation to specific breast 

cancer functioning and symptoms, they have poorer sexual functioning and better 

future perspective. They also have significantly less difficulty with breast symptoms 

but greater difficulty with arm symptoms than that sample. 

 

The colorectal survivors report high quality of life in terms of function and symptom 

levels. They compare favourably with the reference and comparison groups and in fact 

have higher levels of function in many domains and less difficulty with symptoms. The 

only exceptions to this are in the sexual functioning and sexual enjoyment domains, 

where their quality of life is poorer than a German sample. However, they have 

significantly less difficulty than that sample with regard to stoma-related problems.  

 

Finally, the prostate cancer survivors report high quality of life in all domains and 

symptoms. They compare favourably with the reference group and the Swedish 

comparison group and even have significantly higher quality of life in a number of 

domains than the reference group. No comparable data were available to examine the 

cancer-specific subscales scores 

 

Anxiety and Depression 

The mean anxiety score on the HADS was 6.16 (SD = 4.07). An examination of the 

distribution of scores reveals that 67.1% (n = 173) of participants were within the 

normal range, 18.2% (n = 47) were mildly anxious, 10.9% (n = 28) were moderately 

anxious and 3.9% (n = 10) severely anxious. The mean depression score on the HADS 

was 3.17 (SD = 2.95). Most of the participants were within the normal range (90.7%, n 

= 234), 6.9% (n = 18) were mildly depressed, 2% (n = 5) were moderately depressed 

and one participant was severely depressed (0.4%). In all 33% of the sample had above 

normal levels of anxiety with a possible need for clinical intervention (see Figure 14).  

 

When compared to a study of 154 Australian breast, prostate and colorectal cancer 

survivors who were, on average, four years post-treatment (Hodgkinson, et al., 2007), 

the present study participants exhibit significantly higher levels of Anxiety and 

Depression as measured by the HADS (see Table 19, page 179).  
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Figure 14. Distribution of mean anxiety levels in survey sample. 
 

Hope and Optimism  

Just over sixty percent of the sample had high levels of hope21 (60.4%; n = 142) and 

39.6% (n = 93) had low hope. The mean total hope score was 24.77 (SD = 4.01) and 

compares favourably with a sample of ninety-one American breast cancer survivors 

who were, on average, seven months post-treatment (Stanton, et al., 2000). Total hope, 

agency (M = 12.47, SD = 2.24) and pathways (M = 12.26, SD = 2.21), mean scores 

were all significantly higher than a sample of one hundred and nine psychiatric patients 

(Snyder et al., 1991) (see Table 19).  

 

The mean optimism score was 15.66 (SD = 3.85). This is significantly lower than a 

sample of one hundred and sixty-five Norwegian breast cancer patients at the time of 

their diagnosis (Schou, Ekeberg, Ruland, Sandvik & Karesen, 2004) (see Table 19). 

This suggests that the sample were mostly pessimists. Further analysis using a median 

split and frequency analysis revealed that 56.8% (n = 129) were pessimists, while 

43.2% (n = 98) were optimists22. 

 
21 As defined by the authors cut off scores for high and low hope. 
22 This is a conservative figure using the median score for the current sample of 16 compared to Schou et al., 
(2004) who used a median score of 18 as a cut-off to categorise pessimists and optimists.  
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Table 19. Descriptive statistics for entire sample on other standardised measures with one sample t-test comparisons to published studies.  
Scale Subscale Current Study 

Mean (SD) 
N Comparison Study 

 Mean (SD) 
One sample t-test 

HADS Anxiety   6.16 (4.07) 258   5.20 (4.2) t (257) =   3.80, p<.05** 
 Depression   3.17 (2.95) 258   2.70 (2.8) t (257) =   2.58, p<.05* 
MHLC Internality 20.52 (6.77) 251 18.69 (4.7) t (250) =   4.29, p<.05** 
 Chance 20.54 (7.76) 246 15.52 (5.8) t (245) = 10.14, p<.05** 
 Doctors 15.31 (2.55) 257 14.88 (2.6) t (256) =   2.70, p<.05**  
 Powerful others   9.84 (4.17) 259   8.94 (2.8) t (258) =   3.48, p<.05** 
GSE    3.03 (0.47)a 244   3.11 (0.4) t (243) =  -2.68, p<.05** 
LOT-R  15.66 (3.85) 227 17.10 (4.3) t (226) =  -5.62, p<.05** 
HOPE Scale Total Hopeb 24.77 (4.01) 235 24.89(3.3)/23.11 (4.45) t (234) =  -0.45, p >.05/ t (234) = 6.35, p<.05** 
 Agencyc 12.47 (2.24) 247 11.25 (2.86) t (246) =   8.60, p<.05** 
 Pathwaysc 12.26 (2.21) 244 11.25 (2.35) t (243) =   7.14, p<.05** 
Brief COPE Positive action 11.48 (2.80) 245 -  
 Emotional support 12.50 (3.57) 241 -  
 Positive reframing 15.05 (3.22) 243 -  
 Denial   5.97 (2.43) 236 -  
 Negative action    5.56 (1.84) 247 -  
 Self-blame   6.44 (2.22) 247 -  
 Humour   4.53 (1.99) 252 -  
 Religion   5.20 (2.31) 252 -  
MOS Social 
Support 

Tangible support 15.83 (4.55) 257 -  

 Emotional/informational 30.79 (7.94) 259 -  
 Affectionate 12.67 (3.18) 257 -  
 Positive social interaction 12.40 (2.95) 257 -  
 Functional support Index 75.58 (17.02) 259 79.23 (15.65) t (258) = -3.45, p<.05** 

*p < .05; **p < .01, a mean item score; b First mean and t statistic is a comparison with breast cancer sample (Stanton et al., 2000) and second mean and t statistic is a 
comparison with a psychiatric sample (Snyder et al., 1991); c Comparison with a psychiatric sample (Snyder et al., 1991). 
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Control and Efficacy Beliefs  

In relation to locus of control, the mean subscale scores were significantly higher in 

the current study sample for internal 20.52 (SD = 6.77), chance 20.54 (SD = 7.76), 

Doctors 15.31 (SD = 2.55), and powerful others 9.83 (SD = 4.17), than those reported 

for a sample of one hundred and nine American breast cancer survivors, who were on 

average, 4.3 years post-treatment (Naus, Price & Peter, 2005) (see Table 19). 

However, their mean self-efficacy score was 3.03 (SD = 0.47). This is significantly 

lower than the mean for a sample of ninety-seven German patients with a variety of 

cancers who were one month post-surgery (Luszczynska, Mohamed & Schwarzer, 

2005) (see Table 19, previous page).  

 

Coping and Social Support 

Coping was measured using the eight factors identified in the earlier factor analysis. 

Mean subscale scores are presented in Table 19 and range from 15.05 (SD = 3.22) for 

positive reframing to 4.53 (SD = 1.99) for humour. A frequency analysis was 

conducted to examine the spread of mean scores and this revealed that the scores on 

the positive action and positive reframing subscales were skewed to the high end of 

the scale, indicating that these coping approaches were positively endorsed. The 

emotional support, humour and religion subscales were normally distributed while the 

denial, negative action and self-blame subscales were all skewed to the low end, 

indicating that these approaches were not widely used. No comparative data were 

available.  

    

With regard to social support, again the mean subscale scores are presented in Table 

19 and ranged from 30.79 (SD = 7.94) for emotional and informational support to 

12.40 (SD = 2.95) for positive social interaction. In addition, the functional support 

index mean score was 75.58 (SD = 17.02) indicating a moderately high level of 

overall support. However, compared to a mixed gender sample of Canadian head and 

neck cancer survivors who were 2.4 years, on average, post-treatment, the current 

sample had significantly lower overall social support, as measured by the Functional 

Support Index (Katz, Irish, Devins, Rodin & Gullane, 2003). No comparative data for 

the other social support subscales were available.  
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7.2.3 Profile Summary 

The largest group of survivors in the current study was breast cancer survivors, and 

the smallest group was lung cancer survivors. This is representative of the survival 

rates for these cancer types. The average age was sixty-two and the majority of the 

sample were married, had a second level education, owned their own homes, had 

household incomes of less than 35,000 euro per year and had private health insurance. 

Most participants received a combination of medical treatments and the average time 

since treatment ended was just over four years. The majority of participants had co-

morbid health problems and in terms of mental health, 33% of the sample had anxiety 

scores in the clinical range for possible disorder but very few suffered from 

depression. On balance, the sample was split evenly in terms of negative and positive 

thinking and used positive coping strategies. However, their social support was quite 

low as were their self-efficacy beliefs when compared to similar groups.    

 

With regard to lifestyle, over half the sample were overweight including a significant 

number in the obese category. Almost half the participants had put on weight since 

diagnosis. Some participants were still smoking after cancer and a third drank alcohol 

three or mores times a week. Concerning physical activity, a quarter of the sample did 

not engage in any regular physical activity and over a third had reduced their physical 

activity levels due to fatigue. The average diet was poor in comparison to 

recommended levels as participants consumed too much high sugar and high fat foods 

and not enough of the other food groups.  

 

This sample had little contact with any resources that would aid their recovery and 

rehabilitation, both during their time in the hospital setting and post-treatment. There 

was a striking lack of contact with a dietician or a psychologist during their treatment. 

What is more, most participants did not use complimentary therapies or cancer 

support centres largely due to a lack of information about such resources. In addition, 

some believed that if these were important to recovery, the consultant would have 

recommended their use.  

 

7.2.4 Service Needs 

Although the majority of the sample had a good quality of life, up to 20% had poor 

quality of life in terms of difficulty with various functional domains and problems 
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with symptoms, particularly with emotional functioning, fatigue, insomnia and pain. 

In addition, a sizeable proportion of the sample experienced anxiety levels that are 

cause for concern. Lifestyle issues such as weight, diet and physical activity are also a 

cause for concern, given that this is an already vulnerable population with a history of 

cancer. Low self-efficacy beliefs further add to the need for assistance, as it is 

unlikely that this sample would instigate lifestyle behaviour change of their own 

volition. There is a clear need for services to provide assistance to tackle these factors 

that contribute to a reduced quality of life. In particular, there is an obvious need for 

assistance to reduce anxiety and to provide assistance with lifestyle issues to post-

treatment cancer survivors in the ECAHB area. 

  

7.3 Relationships between Quality of Life and other study variables. 
The second aim of the current study was to examine the relationships between study 

variables, particularly quality of life, anxiety, depression, hope and optimism. Pearson 

product moment correlational analyses were used and numerous relationships were 

found. Only significant relationships with r-values of .3 or more are reported here. 

Since the focus of this study was on quality of life, those variables that were related to 

each of the EORTC QLQ-C30 functioning and symptom subscales were examined 

first. This was followed by an examination of the relationships between anxiety, 

depression, hope and optimism. 

 

7.3.1 Variables Related to Functional Quality of Life  

Global quality of life was positively related to numerous study variables including, 

total hope, r = .370, p < .01, and its subscale agency, r = .422, p < .01, optimism, r = 

.449, p < .01; self-efficacy, r = .317, p < .01. It was negatively related to anxiety, r = -

.476, p < .01, depression, r = -.634, p < .05, and the maladaptive coping approach of 

denial, r = -.393, p < .01. These relationships while significant, were weak to 

moderately strong. The most robust relationships were the negative relationships 

between quality of life and depression and anxiety.  

 

Physical functioning was negatively related to depression, r = -.497, p < .01. Role 

functioning was negatively related to anxiety, r = -.351, p < .01 and depression, r = -

.505, p < .01. Emotional functioning was positively related to agency, r = .312, p < 
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.01 and optimism, r = .489, p < .01. It was negatively related to anxiety, r = -.749, p < 

.01; depression, r = -.618, p < .01 and the maladaptive coping strategy of denial, r = -

.398, p < .01. Cognitive functioning was negatively related to anxiety, r = -.477, p < 

.01; depression, r = -.442, p < .01. Finally, social functioning was positively related to 

agency, r = .302, p < .01; and negatively related to anxiety, r = -.399, p < .01 and 

depression, r = -.543, p < .01. The most robust of these relationships were the 

moderate to strong inverse relationships between emotional functioning and anxiety 

and depression.  

 

7.3.2 Variables Related to Quality of Life Symptoms 

Fatigue was positively related to anxiety, r = .360, p < .01 and depression, r = .466, p 

< .01. Pain was positively related to depression, r = .396, p < .01. Insomnia was 

positively related to anxiety, r = .462, p < .01 and depression, r = .470, p < .01 and 

negatively related to optimism, r = -.346, p < .01. In addition, financial impact was 

positively related to anxiety, r = .410, p < .01 and depression, r = .426, p < .01. 

Symptoms were most strongly related to anxiety and depression.  

 

7.3.3 Relationship between, Hope and Optimism, Anxiety, Depression, and Other 

Variables  

The relationship between hope and optimism, anxiety, and depression, as well as the 

relationship between these variables and control and efficacy beliefs, coping and 

social support were examined. Total hope was found to be negatively related to 

depression, r = -.361, p < .05. It was positively related to self-efficacy, r = .636, p < 

.05 and to optimism, r = .350, p < .05 as well as to positive action, r = .315, p < .05, 

emotional and instrumental social support, r = .333, p < .05, support from positive 

social Interaction, r = .312, p < .05 and the functional support index, r = .305, p < .05. 

Of these, the strongest relationship was the positive relationship with self-efficacy.  

 

Optimism was found to be negatively related to anxiety, r = -.510, p < .05 and 

depression, r = -.499,  p < .05 and positively related to self-efficacy, r = .420, p < .05. 

Finally, self-efficacy was negatively related to anxiety, r = -.310, p < .05 and 

depression, r = -.431, p < .05, and positively related to positive action, r = .304, p < 

.05 and emotional and instrumental social support, r = .335, p < .05.  
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7.3.4 Summary of Correlational Analyses  

To summarise, it is clear from the above analyses that there is a positive relationship 

between quality of life and the positive dispositional variables of hope and optimism, 

self-efficacy and social support. Furthermore, there is a negative relationship between 

quality of life and anxiety, depression and maladaptive coping strategies. Better 

functional quality of life is related to lower levels of anxiety, depression and 

maladaptive coping strategies. In addition, difficulty with the quality of life symptoms 

of fatigue, insomnia and pain are associated with higher levels of anxiety, depression 

and maladaptive coping strategies. The strongest relationship overall was that higher 

anxiety was associated with poorer emotional functioning. Finally, higher levels of 

hope and optimism were related to higher self-efficacy beliefs and to positive coping 

and support, whilst lower levels of hope and optimism and low efficacy beliefs were 

related to higher anxiety and depression.  

 

7.4 Group Differences 
The third aim of the current study was to identify the risk factors that are most 

significant in terms of identifying participants that would benefit from the pilot 

intervention programme in the next study. To fulfil this aim a number of group 

differences were investigated using independent t-tests and one-way ANOVA’s. 

Where significant group differences were present means were compared to locate the 

source of difference and where more than two groups were involved (K > 2), Scheffé 

post hoc multiple comparisons were used. Where the groups were not homogenous, 

the Dunnett’s C test was used.  

 

The independent variables that have emerged from the literature, supported by the 

findings of Study 1 are: age, gender23, cancer type, treatment type, time since 

treatment and socio-economic status. The dependent variables are quality of life, 

anxiety, depression, hope and optimism. Furthermore, a positive disposition and 

anxiety have emerged in the current study as significant correlates of quality of life, 

and they are negatively related to each other. Given that the proposed intervention in 

 
23 Gender co-varies with cancer type in this study and as the group size for lung cancer (n=7) was considered to 
be too small, the only group with both genders were the colorectal cancer group (males = 29; females = 20). 
Independent t-test analyses revealed a single gender difference, that is, females have significantly higher levels 
of anxiety than males t (28.11) = -3.01, p < .01. Further analysis with gender is not carried out as cancer type is 
considered the more salient variable and gender cannot be separated from this.  
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Study 3 aims to take a positive approach to rehabilitation, comparisons were made 

between high and low hope groups, with respect to quality of life, anxiety and 

depression and also between high and low anxiety groups24 with respect to quality of 

life, hope and optimism, to facilitate identification of intervention selection criteria. 

 

As cancer type group sizes were unequal in this study, adjustments were made to the 

data set to control for this. First, since there were only seven lung cancer participants, 

a decision was made to exclude this group from further analysis. In addition, as there 

was a large group of breast cancer survivors in the sample (n = 169), two sets of 

analyses were conducted. First, after removing the lung cancer group, the remainder 

of the sample (n = 255) were analysed for the group differences outlined above and 

are presented below under each section heading. Following this the data set was 

adjusted to create a more balanced sample by randomly including a sample of only 45 

breast cancer participants. This adjusted sample were also analysed for group 

differences and findings are presented following the initial analysis under each section 

heading.  

 

7.4.1 Comparisons between Age Groups 

Since there was a suggestion in the literature that older versus younger cancer 

survivors differed with respect to quality of life, participants were split into three age 

groups to examine possible age group differences on quality of life variables, anxiety, 

depression, hope and optimism. The groups were as follows: 

Group  1 (n = 63 ) = Up to and including 55years of age 

Group  2 (n = 97) = Over 55 years and up to and including 65 years 

Group  3 (n = 95) = Over 65 years of age 

 

Group means are presented in Table 20 (page 186), along with the findings from a 

series of one-way ANOVA’s. Significant age group differences were found on a 

number of variables. These are presented in Table 20, however, given the large 

number of analyses and in an effort to avoid Type 1 errors, only differences at alpha = 

.01 are reported. 

 
24 Differences between high and low levels of depression were not examined since the majority of the sample 
(over 90%) were within the normal range for depression. 
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   Table 20. One-way ANOVA’s for Age group differences in quality of life, anxiety, depression and positive thinking (n = 255). 
Scale Subscale Group 1 (n=63) 

Mean (SD) 

Group 2 (n = 97) 

Mean (SD) 

Group 3 (n = 95) 

Mean (SD) 

ANOVA  

F Statistic 

Direction 

QLQ-C30       
Functioning Physical 86.56 (13.25) 82.38 (16.35) 82.45 (17.90) F(2,254) = 1.53, p > .05 NS 
 Role  88.88 (16.66) 85.39 (24.08) 88.94 (18.02) F(2, 254) = 0.88, p > .05 NS 
 Emotional  67.28 (24.15) 76.23 (24.02) 81.24 (20.20) F(2, 252) = 7.10, p < .01* 1<3 
 Cognitive  77.51 (22.02) 76.97 (25.16) 84.95 (15.90) F(2, 252) = 3.04, p < .05 None 
 Social  80.68 (26.64) 81.95 (27.07) 89.24 (17.31) F(2, 252) = 3.19, p < .05 None 
 Global QoL 76.98 (17.37) 75.51 (22.81) 81.09 (17.29) F(2, 252) = 2.01, p > .05 NS 
        
Symptoms Fatigue 23.10 (20.95) 24.11 (23.69) 20.99 (20.21) F(2, 254) = 0.50, p > .05 NS 
 Nausea and Vomiting   3.17 (10.73)   6.35 (15.48)   1.75 (7.86) F(2, 254) = 3.69, p < .05 2>3 
 Pain 14.28 (21.55) 17.52 (27.98) 15.07 (24.69) F(2, 253) = 0.37, p > .05 NS 
 Dyspnoea 6.34 (14.48) 14.93 (27.30) 15.77 (25.34) F(2, 251) = 3.35, p < .05 2>1, 3>1 
 Insomnia 37.03 (35.97) 32.29 (35.36) 24.21 (30.53) F(2, 253) = 2.95, p > .05 NS 
 Low appetite 2.64 (10.87) 7.98 (21.49) 4.56 (11.51) F(2, 253) = 2.33, p > .05 NS 
 Diarrhoea 7.40 (15.19) 8.24 (19.26) 5.01 (13.85) F(2, 252) = 0.96, p > .05 NS 
 Constipation 11.11 (20.73) 10.65 (20.15) 9.42 (19.34) F(2, 251) = 0.15, p > .05 NS 
 Financial impact 18.51 (35.30) 11.22 (23.62) 6.45 (17.20) F(2, 250) = 4.32, p < .05 1>3 
HADS Anxiety 7.76 (4.23) 6.27 (4.10) 5.01 (3.63) F(2, 250) = 8.98, p < .01* 1>3 
 Depression 3.49 (3.04) 3.25 (3.03) 2.81 (2.72) F(2, 250) =  1.09, p > .05 NS 
       
LOT-R Optimism 14.87 (4.24) 15.92 (3.85) 16.06 (3.50) F(2, 221) = 1.81, p > .05 NS 
HOPE  Total Hope 24.57 (4.06) 24.86 (3.68) 24.97 (4.21) F(2, 228) = 0.18, p > .05 NS 

                    NS = not significant;  Group1: ≤ 55years; Group 2: > 55years - ≤ 65 years; Group 3: > 65 years. 
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Significant age group differences in emotional functioning and anxiety were found at 

the .01 level. Post hoc analyses revealed that the younger age group had significantly 

lower emotional functioning and significantly higher levels of anxiety than the oldest 

group. When the breast cancer group size was randomly adjusted, these age group 

differences in emotional functioning and anxiety were retained.  

 

7.4.2 Comparisons between Cancer Types 

A series of one-way ANOVA’s were conducted to examine possible cancer type 

differences in quality of life, anxiety, depression and hope and optimism. Results are 

presented in Table 21 (page 188). Significant group differences were found on a 

number of variables but only differences in anxiety levels were found at the .01 alpha 

level. Post hoc analyses revealed that the breast cancer participants had significantly 

higher levels of anxiety than the colorectal group. When the breast cancer group size 

was randomly adjusted and the analyses conducted again, the differences in anxiety 

levels remained.  

 

7.4.3 Comparisons Between Treatment Types 

The next analyses examined possible treatment type differences in quality of life, 

anxiety, depression and positive mental attitude. Given the large variety of treatments 

and treatment combinations, groups were categorised as follows: 

Group 1 (n=61) = Surgery only 

Group 2 (n=166) = Combination of surgery plus chemotherapy and/or radiotherapy 

Group 3 (n=26) = No surgery (chemotherapy and/or radiotherapy 

 

The rationale for this was that those who have surgery spend less time in treatment 

and have a different experience with regard to late and long-term effects, those with a 

treatment combination including surgery may have a range of treatment effects and 

those with no surgery may not experience certain effects such as body image issues. A 

series of one-way ANOVA’s were conducted to examine possible treatment type 

differences in quality of life, anxiety, depression, hope and optimism.  
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Table 21. One-way ANOVA for cancer type differences on quality of life, anxiety, depression, hope and optimism (n = 255). 
Scale Subscale Breast 

Mean (SD) 

Prostate 

Mean (SD) 

Colorectal 

Mean (SD) 

ANOVA Direction 

QLQ-C30       
Functioning Physical  82.23 (16.10) 85.76(18.99) 85.85 (14.56) F(2, 254) = 1.37, p > .05      NS 
 Role  85.99 (21.07) 86.48 (24.79) 93.87 (13.04) F(2, 254) = 2.89, p > .05 NS 
 Emotional  73.40 (23.99) 78.00 (23.64) 82.81 (18.86) F(2, 252) = 3.29, p < .05 B<C 
 Cognitive  77.31 (23.39) 83.79 (20.11) 85.06 (12.97) F(2, 252) = 3.23, p < .05 B<C 
 Social 85.20 (23.53) 78.70 (31.77) 85.41 (18.39) F(2, 252) = 1.14, p > .05 NS 
 Global QoL 77.12 (20.67) 77.08 (22.21) 81.42 (13.00) F(2, 252) = 0.93, p > .05 NS 
         
Symptoms Fatigue 23.73 (21.74) 20.12 (24.12) 21.08 (19.93 F(2,254) = 0.58, p > .05 NS 
 Nausea and Vomiting 3.74 (12.29) 3.60 (11.20) 4.42  12.15 F(2,254) = 0.06, p > .05 NS 
 Pain 18.05 (26.52) 13.06 (25.49) 10.20 19.18 F(2,253) = 2.11, p > .05 NS 
 Dyspnoea 13.49 (25.07) 14.41 (24.26) 10.63 20.97 F(2,251) = 0.31, p > .05 NS 
 Insomnia 34.12 (35.62) 22.52 (29.45) 23.61 29.93 F(2,253) = 2.99, p > .05 NS 
 Low appetite 5.15 (16.30) 3.60 (10.49) 7.48 18.34 F(2,253) = 0.66, p > .05 NS 
 Diarrhoea 6.31 (15.84) 3.70 (10.62) 11.11 21.00 F(2,252) = 2.38, p > .05 NS 
 Constipation 10.45 (20.63) 10.47 (21.03) 9.72 16.78 F(2,251) = 0.02, p > .05 NS 
 Financial impact 12.77 (27.80) 8.33 (23.05) 8.33 17.53 F(2,250) = 0.84, p > .05 NS 
        
HADS Anxiety 6.83 (4.15) 5.09 (4.22) 4.75 3.23 F(2, 250) = 6.59, p < .01* B>C 
 Depression 3.42 (3.06) 3.22 (3.04) 2.14 2.05 F(2, 250) = 3.61, p < .05 B>C 
        
LOT-R Optimism 15.39 (4.08) 16.00 (3.70) 16.56 2.94 F (2, 221) = 1.58, p > .05 NS 
HOPE Scale Total Hope 24.85 (3.98) 25.44 (3.61) 24.22 4.16 F (2, 228) = 0.93, p > .05 NS 

   NS = not significant; B = Breast cancer group, C = Colorectal cancer group. 
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No significant differences were observed on any of the dependent variables even 

when the breast cancer group size was adjusted.  

 

7.4.4 Comparisons on Time Since Treatment  

A series of one-way ANOVA’s were also conducted to examine possible differences 

in quality of life, anxiety, depression, hope and optimism in terms of the length of 

time since treatment ended. Groups were categorised as follows:  

 

No significant group differences were found for any of the dependent variables.  

 

7.4.5 Impact of Socio-Economic Status  

A series of one-way ANOVA’s were also conducted to examine possible differences 

between socio-economic groupings in terms of quality of life, anxiety, depression, 

hope or optimism. The participants combined household income was calculated and 

categorised into four groups as follows:  

Group 1 (n = 124) = Less than €35,000 

Group 2 (n = 47) = €35,000 to €54,999 

Group 3 (n = 33) = €55,000 to €74,999 

Group 4 (n = 44) = €75,000 or more 

 

Table 22, on the next page, shows that significant group differences were observed 

and post hoc analyses revealed that the lowest income group had significantly lower 

levels of physical functioning, total hope and optimism, than the highest income 

group at the .01 alpha level. When the breast cancer group was adjusted for size, the 

group differences in physical functioning and optimism remained.  

Group  1 (n=47) = Up to two years since treatment ended  

Group  2 (n=110) = More than two and up to five years since treatment ended  

Group  3 (n=70) = Over five years since treatment ended  
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Table 22. One-way ANOVA examining household income differences in quality of life, anxiety, depression, hope and optimism (n = 255). 
Scale Subscale < €35,000 

Mean (SD) (1) 
€35,000-€54,999 

Mean (SD) (2) 
€55,000-€74,999 

Mean (SD) (3) 
€75,000+ 
Mean (SD) (4) 

ANOVA Directi
on 

QLQ-C30         
Functioning Physical  79.56 (17.74) 85.63 (16.66) 85.85 (10.10) 90.60 (12.14) F(3,247) = 6.03, p < .01* 1 < 4 
 Role  85.34 (21.83) 88.65 (22.81) 88.38 (20.61) 93.18 (12.09) F(3,247) = 1.63, p > .05 NS 
 Emotional  73.63 (26.34) 80.43 (17.29) 74.83 (20.71) 77.58 (19.15) F(3,245) = 1.11, p > .05 NS 
 Cognitive 77.73 (21.27) 80.85 (24.56) 77.27 (24.58) 82.95 (16.26) F(3,245) = 0.80, p > .05 NS 
 Social 82.92 (25.57) 83.68 (26.80) 82.32 (22.41) 88.25 (18.53) F(3,245) = 0.58, p > .05 NS 
 Global QoL 75.95 (20.44) 80.14 (20.30) 76.51 (22.19) 82.00 (11.49) F(3,245) = 1.33, p > .05 NS 
        
Symptoms Fatigue 25.76 (23.27) 18.43 (21.39) 20.20 (17.22) 19.69 (17.25) F(3,247) = 1.93, p > .05 NS 
 Nausea & Vomiting   4.16 (11.56)   3.19 (10.21)   8.58 (20.88)   0.75 (3.51) F(3,247) = 2.70, p < .05 1 > 4 
 Pain 18.95 (27.40) 14.18 (24.81) 13.63 (23.36) 9.46 (16.62) F(3,247) = 1.77, p > .05 NS 
 Dyspnoea 17.34 (28.10) 8.69 (16.38) 12.12 (21.75) 6.20 (15.00) F(3,244) = 3.13, p < .05 1 > 4 
 Insomnia 35.50 (35.89) 24.11 (30.05) 29.29 (36.09) 25.00 (29.74) F(3,246) = 1.85, p > .05 NS 
 Low appetite 6.98 (16.61) 4.25 (16.47) 6.25 (21.48) 1.51 (7.02) F(3,246) = 1.36, p > .05 NS 
 Diarrhoea 6.55 (15.23) 2.12 (10.77) 14.14 (25.04) 8.33 (16.27) F(3,221) = 3.60, p < .05 NI 
 Constipation 11.57 (22.24) 6.38 (14.96) 9.09 (17.22) 12.87 (20.60) F(3,244) = 1.03, p > .05 NS 
 Financial impact 14.75 (29.70) 9.21 (24.77) 10.75 (21.75) 5.30 (14.27) F(3,221) = 1.64, p > .05 NS 
         
HADS Anxiety 6.50 (4.52) 5.39 (3.70) 6.12 (3.68) 6.23 (3.76) F(3,243) = 0.80, p > .05 NS 
 Depression 3.35 (3.06) 3.30 (3.20) 3.24 (2.78) 2.39 (2.50) F(3,243) = 1.17, p > .05 NS 
        
LOT-R Optimism 14.86 (3.79) 16.46 (3.69) 15.64 (4.46) 17.12 (3.33) F(3,215) = 4.04, p < .01* 1 < 4 
HOPE  Total Hope 23.93 (4.23) 25.80 (3.22) 24.40 (3.31) 26.12 (3.92) F(3,221) = 4.50, p < .01* 1 < 4 
NS = not significant; NI = not identified. 
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7.4.6 Comparisons on the basis of Hope and Anxiety Levels 

These analyses were carried out to further aid identification of selection criteria for 

the pilot intervention to follow in Study 3. Participants were grouped into high and 

low hope groups and into high and low anxiety groups according to the cut off scores 

recommended by the authors of these scales.  

 

A series of independent t-tests was conducted to examine whether there were 

differences between the high and low hope groups on quality of life, anxiety and 

depression (see Table 23, page 192). Using the convention of reporting differences 

found at the .01 alpha level, significant group differences were found for emotional 

and cognitive functioning as well as for overall global quality of life. In addition, 

significant differences in insomnia, financial impact and anxiety and depression were 

found. An examination of the means revealed that the high hope group had 

significantly better emotional and cognitive functioning as well as better overall 

global quality of life than the low hope group. On top of that, they fared better in 

terms of symptoms, as the low hope group had significantly higher levels of insomnia 

and financial impact. Furthermore, the high hope group had lower levels of anxiety 

and depression. When the sample was adjusted for size, the differences in cognitive 

functioning and global quality of life remained, as did the differences in insomnia and 

depression.   

 

Finally, a series of independent t-tests was conducted to examine whether there were 

differences between the high and low anxiety groups on quality of life, hope and 

optimism (see Table 24, page 196). Significant differences were found for all 

functional quality of life domains at the .01 alpha level. An examination of the means 

revealed that the high anxiety group had significantly poorer quality of life in terms of 

physical, role, emotional, cognitive and social functioning, as well as lower overall 

global quality of life.  

 

In addition, the high anxiety group had significantly greater difficulty with the 

symptoms of fatigue, pain, insomnia, low appetite and financial impact. Moreover, as 

might be expected, the high anxiety group also had significantly lower levels of 

optimism, than the low anxiety group.  
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      Table 23. Differences between high and low total hope groups on quality of life, anxiety and depression. 
Scale Subscale High Hope 

Mean (SD) 
Low Hope 
Mean (SD) 

t-test Direction 

QLQ-C30      
Functioning Physical  85.69 (15.79) 81.25 (16.86) t(227) =  -2.02, p < .05 High>Low 
 Role  89.08 (19.93) 86.11 (20.48) t(227) =  -1.09, p > .05 NS 
 Emotional 80.77 (20.37) 68.07 (25.46) t(158) =  -3.96, p < .01* High>Low 
 Cognitive  83.81 (18.77) 73.03 (24.42) t(153) =  -3.54, p < .01* High>Low 
 Social  87.19 (22.26) 79.21 (27.09) t(161) =  -2.32, p < .05 High>Low 
 Global QoL 83.45 (16.54) 70.03 (20.51) t(159) =  -5.17, p < .01* High>Low 
      
Symptoms Fatigue 20.58 (21.84) 24.87 (20.90) t(227) =   1.47, p > .05 NS 
 Nausea & Vomiting 2.99 (9.88) 4.25 (11.60) t(227) =   0.88, p > .05 NS 
 Pain 14.37 (24.59) 17.59 (25.64) t(226) =   0.95, p > .05 NS 
 Dyspnoea 9.17 (20.83) 17.77 (26.53) t(158) =   2.59, p < .05 High <Low 
 Insomnia 23.98 (30.56) 40.44 (36.74) t(162) =   3.52, p < .01* High <Low 
 Low appetite 4.07 (12.97) 5.92 (17.72) t(227) =   0.91, p >.05 NS 
 Diarrhoea 4.83 (14.82) 8.98 (17.23) t(167) =   1.87, p > .05 NS 
 Constipation 8.21 (17.46) 14.23 (22.41) t(155) =   2.14, p < .05 High <Low 
 Financial impact 7.48 (20.54) 17.97 (31.80) t(135) =  20.76, p < .01* High <Low 
      
HADS Anxiety 5.53 (4.00) 7.45 (3.91) t(224) =   3.53, p < .01* High <Low 
 Depression 2.43 (2.38) 4.17 (3.25) t(146) =   4.34, p < .01* High <Low 

       NS = not significant. 
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When the breast cancer group were adjusted for size, these group differences 

remained for physical, role, emotional and cognitive functioning, as well as for global 

quality of life. Furthermore, the high anxiety group continued to have significantly 

greater difficulty with the symptoms of fatigue, pain and insomnia. But the 

differences in low appetite and financial impact were no longer observed. The group 

differences in optimism remained.  

 

7.4.7 Summary of Group Differences 

In examining group differences, these analyses found that younger survivors had 

lower quality of life in terms of emotional functioning. In addition, they experienced 

higher anxiety levels than the older group. With regard to cancer type, breast cancer 

survivors had significantly higher levels of anxiety than the colorectal cancer group, 

who had the highest quality of life functioning scores. No treatment type or time since 

treatment differences were observed. With regard to socio-economic status, the lowest 

income group fared less well than the highest income group, in terms of physical 

function and lower levels of hope and optimism. Finally, participants with higher 

levels of hope and low levels of anxiety have better overall global and functional 

quality of life. They also fare better in terms of symptoms, particularly with regard to 

fatigue, pain and insomnia and financial impact.  
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Table 24. Differences between high and low anxiety groups on quality of life, hope and optimism. 
Scale Subscale High Anxiety 

Mean (SD) 
Low Anxiety 
Mean (SD) 

t-test Direction 

QLQ-C30      
Functioning Physical  2.79 (15.97) 85.10 (15.71) t(249) =      4.38, p < .01* High<Low 
 Role  68.46 (27.15) 90.65 (17.42) t(41.27) =   4.80, p < .01* High<Low 
 Emotional  42.04 (22.26) 81.80 (17.74) t(44.32) = 10.30, p < .01* High<Low 
 Cognitive  58.55 (29.81) 83.25 (17.51) t(40.40) =   4.89, p < .01* High<Low 
 Social  60.81 (36.68) 88.28 (18.51) t(39.25) =   4.45, p < .01* High<Low 
 Global QoL 56.98 (20.83) 81.40 (17.16) t(44.93) =   6.74, p < .01* High<Low 
      
Symptoms Fatigue 40.54 (28.11) 19.78 (18.99) t(41.86) =  - 4.32, p < .01* High>Low 
 Nausea & Vomiting 9.90 (22.03) 2.88 (9.17) t(38.18) =  - 1.91, p > .05 NS 
 Pain 32.43 (35.12) 13.22 (22.16) t(41.11) =  - 3.21, p < .01* High>Low 
 Dyspnoea 20.72 (30.78) 11.84 (22.81) t(43.19) =  - 1.67, p > .05 NS 
 Insomnia 64.86 (36.80) 24.72 (30.09) t(248) =      -7.23, p < .01* High>Low 
 Low appetite 16.21 (27.91) 3.44 (12.05) t(38.36) =  - 2.74, p < .01* High>Low 
 Diarrhoea 12.61 (21.30) 5.97 (15.42) t(42.83) =  - 1.81, p > .05 NS 
 Constipation 18.01 (25.57) 9.00 (18.63) t(42.94) =  - 2.05, p < .05 High>Low 
 Financial impact 36.11 (42.44) 7.26 (18.68) t(37.34) =  - 4.01, p < .01* High>Low 
      
LOT-R Optimism 11.96 (3.71) 16.38 (3.48) t(217) =       6.63, p < .01* High<Low 
HOPE  Total Hope 23.50 (4.54) 25.09 (3.81) t(224) =       2.15, p < .05 High<Low 
NS = not significant. 
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7.5 Responses to Open Questions 

Participants were asked two open-ended questions at the end of the survey. The first 

question asked participants to suggest ways in which the health services could have 

been more helpful to them and the second asked their views on the factors health 

professionals should be more aware of about living after cancer. The responses were 

analysed qualitatively and major themes identified. These are presented below.  

 

7.5.1 How Health Services Could Have Been More Helpful 

Participants were asked the following question:  

Now that you have finished your medical treatment, do you feel the health services 

could have been more helpful to you in any particular way ? 

 

Over eighty three percent of the sample responded to this question (83.6%, n = 209). 

Responses were very varied and the majority of participants referred to the excellent 

treatment they had received. However, there were three specific themes identified in 

reference to ways that health services could have been more helpful in the context of 

recovery and rehabilitation after cancer. Participants felt that health services could be 

more helpful in terms of  

a) Follow-up Post-treatment,  

b) Better Information about Emotional and Psychological Support,  

c) Advice on Diet and Exercise,  

These themes are presented below with the number of participants raising particular 

issues presented in brackets to enable the reader gauge the significance of the issue 

for the participants in this study. 

 

a) Follow-up Post-treatment: Within this theme, the most frequently raised issue was 

in relation to the lack of any health service involvement once medical treatment was 

complete (n = 26). Participants reported feeling like they had been “set adrift” and 

that there was no back up unless they looked for it themselves. One participant said 

that  

“The lack of after-care made me feel like I was dealing with things on my own. 

Once I had left the hospital there was no back-up and it was only through my own 

endeavours that I finally got my life back on track”.  
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Another issue within the theme of follow-up was, the need for home visits in the early 

months post-treatment, especially for those living on their own (n = 5). Additionally, 

a number of participants spoke about the poor quality of information given to the 

cancer patient, particularly about the post-treatment phase (n = 14). This included 

information about what to expect in terms of after-effects, as evidenced by the 

following comment,  

 “During my treatment and about 2 years after I was ok. Then it seemed to hit me, 

what happened to me, and I fell apart. I would like to have known this might 

happen”. 

 

Participants also wanted better information in relation to caring for themselves after 

treatment.  In this regard, one participant spoke of  

“Being constantly told there are things you can’t do, like gardening. This side of 

things should be more positive”.  

 

b) Better Information about Emotional and Psychological Support: Participants 

referred not only to the lack of psychological support (n = 7), but also the lack of any 

information about counselling and support groups (n = 6). A number stated that they 

would have liked counselling or some form of emotional support or connection to a 

support group and to survivors so that it would foster a positive attitude during and 

post-treatment (n = 9).  

 

c) Advice on Diet and Exercise: A number of participants spoke specifically of the 

need for help with diet post treatment (n = 9), and also about physiotherapy and 

exercise (n = 3).  

 

7.5.2 Health Professionals Awareness of Life After Cancer 

Participants were asked the following question:  

Are there any factors that you feel health professionals should be more aware of about 

living after cancer?  

 

Sixty three percent of the sample gave responses to this question (63%, n = 168). The 

responses were also varied but again a number of common themes were identified. 
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Participants felt that health professionals should be more aware of: 

a) Practical Post-treatment issues,  

b) The Need to Communicate and Support, and  

c) The Significance of Fears and Anxieties about Recurrence.  

These themes are presented below with the number of participants raising particular 

issues presented in brackets.  

  

a) Practical Post-treatment issues: Within this theme the most frequently raised issue 

was the need for health professionals to become aware of the post-treatment effects of 

cancer (n = 33). A number of participants identified the very specific need for health 

professionals to be aware that cancer survivors need advice about nutrition and diet 

post treatment (n = 12), and to be aware of the practical, as opposed to surgical issue, 

of living with a breast prostheses (n = 6). Several participants also raised the point 

that professionals do not appear to be aware of the costs, of travel for instance, 

associated with attending the hospital (n = 3).  

 

b) The Need to Communicate and Support: In terms of communication and support, 

many participants pointed out that their experience with health professionals was 

positive (n = 24). However, a large number of participants felt that, health 

professionals need to listen to and to talk to their post-treatment patients, and also to 

reassure them and give them advice (n = 33). In addition, participants felt that health 

providers should give survivors more information about getting counselling and 

making contact with support groups (n = 23).   

 

c) The Significance of Fears and Anxieties about Recurrence: Regarding this theme, 

participants spoke of their ongoing anxieties, fears and worries about recurrence and 

felt that the health professionals need to be aware of this (n = 21). A few respondents 

also raised the issue that professionals do not appear to be aware that having had 

cancer can be a lonely experience and that depression can result (n = 4).   

 

7.5.3 Summary of Reponses to Open Questions 

Briefly, the responses to the open questions overwhelmingly praised the health 

professionals in terms of the quality of their medical treatment. However, there was a 

strong feeling that a follow-up service was necessary. Participants felt strongly that 
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health professionals needed to be educated about the post-treatment effects of cancer 

and needed to listen to and advise their patients about post-treatment issues. 

Moreover, these participants felt that health professionals were not very concerned 

about fears or anxieties about a cancer recurrence or helping them to address the 

emotional impact of cancer. Furthermore, there was little or no helpful advice 

available on what to expect in terms of after-effects. Moreover, there was no 

information given in relation to diet or exercise and survivors were not given 

information on support services or financial help.  

 

7.6 Conclusion 
The findings from the present study show that the majority of participants are doing 

very well in terms of quality of life post-treatment. However, up to a quarter of the 

sample need assistance to enhance their functioning or reduce symptoms. The results 

show a clear need for intervention in terms of anxiety reduction, weight management, 

diet and physical activity. In addition, correlational and group difference analyses 

show that positive dispositional variables are associated with better quality of life and 

that higher anxiety levels are associated with poorer quality of life.  

 

When participants were given the opportunity to identify ways in which the health 

services could better meet their needs, there was a strong feeling that cancer health 

professionals need to be more aware of post-treatment issues to prepare their patients 

for ‘after cancer’. A clear need for a post-treatment service was identified, with a 

specific need for psychological support and understanding of anxiety as well as help 

with diet and physical exercise. These findings corroborate the findings from Study 1.  

 

It is patently clear that participants who have low quality of life levels, high anxiety 

levels, low levels of hope and optimism, in addition to being overweight, having low 

physical activity levels and poor diet, are in need of intervention to improve their 

quality of life after treatment. This research project set out to take a positive approach 

to survivorship. The findings from the literature and from the current study emphasise 

the importance of a positive dispositional approach for optimal adaptation after 

cancer. Therefore, there is a need for the pilot intervention to focus on enhancing 

hope and optimism, self-efficacy and adaptive coping.  
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Given the findings of the current study, a number of key risk factors for poor quality 

of life have been identified and form a set of selection criteria for inclusion in the 

pilot intervention programme to follow in Study 3. These risk factors are:  

§ Low positive thinking (Low Hope or Optimism).  

§ High Anxiety levels. 

§ Low Global quality of life (low physical and/ or emotional functioning as 

measured by the EORTC QLQ-C30).  

§ BMI greater than 25.25 

§ No physical activity or decreased physical activity levels since diagnosis. 

 

There is no evidence from this study that a particular cancer type should be targeted 

apart from higher levels of anxiety in breast cancer survivors than in others. Neither is 

there evidence that the type of treatment received results in differences in quality of 

life or that the amount of time since treatment impacts on quality of life. Therefore, 

time since treatment, cancer type and treatment type will not used as eligibility 

criteria.  

 

With regard to socio-economic status, those in the lowest grouping do have lower 

levels of physical function and greater difficulty with symptoms than the highest 

grouping and additionally, they have significantly lower levels of hope and optimism. 

However, socio-economic status is not considered a major criterion for eligibility for 

inclusion or exclusion from the pilot intervention in the study to follow.  The pilot 

programme participant selection process is described in the next chapter followed by 

a description of the intervention and its outcomes.  

 

 
25 Since the majority of the sample appeared to have a poor diet this variable not was considered a useful 
variable for selection purposes. 



 

 75 

Chapter 8.  
Study 3. The Pilot Intervention Programme 

 

8.1 Introduction  

This chapter outlines the development and implementation of a pilot intervention 

programme for post-treatment survivors in the former ECAHB area. It was a 

multidisciplinary, evidence-based intervention, built on a bio-psychosocial model 

(Engel, 1977). The major objectives of the intervention were to meet post-treatment 

survivors’ bio-psychosocial needs and thus enhance their quality of life.  

 

8.2 The Present Study 
There are significant gaps in the literature regarding post-treatment survivors’ service 

needs (Tesauro, et al., 2002) as well as their health-related lifestyle behaviours (IOM, 

2006). This lack of research is a reflection of the paucity of services for post-

treatment survivors. The findings from Studies 1 and 2 corroborate this, with 

agreement that, the post-treatment survivor’s needs are not met in any substantial way 

in Ireland and that there is a need for a structured and co-ordinated post-treatment 

service. Study 2 also showed that, although the majority of survivors are doing very 

well in terms of quality of life post-treatment, up to 25% of post-treatment survivors 

need assistance to enhance their physical and psychosocial functioning and reduce 

symptoms and risky health behaviours.  

 

As pointed out in Chapter 1, the development of rehabilitation services has not 

progressed due to the lack of an evidence-base regarding who needs what, where and 

when (IOM, 2006). This current research project has aimed to address these issues, by 

investigating the survivorship experience in an Irish context, to provide an evidence-

base for informing the developing of a comprehensive intervention. A clear need has 

emerged from the findings in Studies 1 and 2, for specific assistance in the areas of 

anxiety reduction, weight management, dietary advice, and physical activity levels. 

These findings map quite well onto the American Cancer Society (Brown, et al., 

2003) recommendations for post-treatment cancer survivors, previously mentioned. 

These state that cancer survivors should aim for: 
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§ An appropriate weight,  

§ A healthful diet and a  

§ Physically active lifestyle.  

 

However, from a bio-psychosocial viewpoint, there remains a gap in these 

recommendations, with no explicit mention of psychological or emotional goals for 

the post-treatment survivor.  

 

Psychosocial problems have a significant role in terms of physical health (IOM, 2008) 

and psychological factors influence health behaviour and health behaviour change 

(Ogden, 2007). Conversely, physical health effects psychosocial functioning. 

Feuerstein (2007a) emphasised the interactivity of biological and psychological 

processes in the process of recovery. Yet, there is a lack of investigation into the 

relationship between physical and psychosocial variables in survivorship research 

(Andrykowski et al., 2004; Harper et al., 2006). Chapter 2 concluded by outlining the 

features of positive adaptation after cancer. These features testify to the interactive 

nature of physical and psychological functioning and the appropriateness of a bio-

psychosocial approach. However, there are few bio-psychosocial interventions aimed 

at enhancing quality of life and even less aimed at post-treatment survivors.  

 

Moreover, if enhancement of quality of life and the reduction of pathological 

symptoms were the desired outcomes, a positive approach was posited as the most 

effective approach to take. In addition, positive traits, such as hope and optimism, as 

well as adaptive coping and control and efficacy beliefs, were identified as potentially 

useful, with regard to developing interventions to enhance post-treatment adjustment 

and behaviour change. So also were, personal goals, motivation and problem solving 

approaches. These were considered useful because they are open to change. The 

Theory of Optimal Survivorship (TOPS), proposed in Chapter 2 states that, optimal 

survivorship is best attained by a positive outlook and hopeful thinking, as well as, 

positive health behaviour changes and supportive relationships. It involves gaining a 

sense of control over life and developing skills to facilitate physical and emotional 

adaptation. It also involves formulating realistic and achievable goals in multiple life 

domains and managing fears and anxieties about cancer recurrence.  
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Taking these literature-based conclusions, and augmenting them with the findings 

from Study 2, that, (i) there is a positive relationship between hopeful thinking and 

quality of life functioning and symptoms and, (ii) that lower levels of hope and 

optimism are related to higher anxiety levels, it is considered appropriate to add a 

psychological goal to the above ACS recommendations. Therefore, a more complete 

recommendation for appropriate post-treatment goals would include the objective of:  

 

§ Hopeful thinking as an aid to anxiety reduction and a support for the positive 

behaviour changes advocated in the other goals.  

 

Ronson and Body (2002) observed that effective psychosocial rehabilitation should be 

combined with a simultaneous effort to improve the physical wellbeing of post-

treatment survivors. The strengths-based assets of adaptive coping, hope and 

optimism, goals and motivation that were identified as contributors to positive 

adjustment after cancer, are also the mechanisms of change identified in the 

intervention literature. These mechanisms of change operate for both psychosocial 

and behaviour change and can therefore be harnessed in an integrated, bio-

psychosocial intervention to simultaneously effect changes in physical and mental 

wellbeing to enhance quality of life.  

 

8.2.1 A Positive and Integrated Intervention Approach 

Each of the models of positive adjustment after cancer that were outlined in Chapter 2 

had coping appraisals at their core. Coping appraisals are two-fold, consisting of 

primary and secondary appraisals (Lazarus and Folkman, 1984). A positive approach 

to intervention would orient the individual towards appraising the demands placed 

upon them as challenges rather than as threats. Likewise, a positive approach to 

intervention would build up the resources that the individual could call upon in their 

efforts to meet those challenges by providing them with knowledge, abilities and 

skills. In addition, efficacy beliefs regarding one’s ability to do the things that are 

necessary, to deal with the situation, are considered to be important protective factors 

(Bandura, 1989). Blank and Bellizzi (2006), suggested that if the goal of intervention 

is to maximize positive adaptation, then increasing efficacy beliefs and hopefulness 

might be a fitting approach.  
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The programme described in this chapter was designed to take a positive approach to 

intervention and therefore focus on strengths rather than on weaknesses. This shift 

away from pathology towards a positive psychology model is an approach that can 

“both eradicate symptoms and reinforce/instil strengths” (Cheavens, Feldman, Gum, 

Michael & Snyder, 2006, p. 62). This is because it uses strategies to foster the 

development of protective processes such as adaptive coping, hope and optimism, 

problem solving skills, self-efficacy and perceived control.  

 

This approach provides long-term benefits, not only helping to overcome the 

presenting symptoms, but providing cognitive and behavioural skills for the future 

(Lopez Ciarelli, Coffman, Stone & Wyatt 2000; Cheavens, et al., 2006). To develop 

an intervention that was positive in approach and integrated in its operation, it was 

necessary to select an appropriate theoretical model that would use the mechanisms of 

change outlined above in an integrated manner for both psychosocial and health 

behaviour change.  

 

In Chapter 2, Snyder, et al. (2006) suggested that hope theory (Snyder, 1997; 2000), 

might be a useful framework for understanding rehabilitation goals and for designing 

effective interventions. In addition, it is clear from the examination of the literature, 

that hope is an important construct with regard to both psychosocial adjustment as 

well as health behaviours. A positive rather than pathological approach to intervention 

turns the individual’s focus away from the assessment of threat towards a focus on 

problem resolution. Moreover, providing information and skills in a positive 

environment boosts efficacy beliefs. Furthermore, several researchers called for the 

development of rehabilitation interventions that included encouraging the adoption of 

adaptive coping responses (Watson & Greer, 1998) and instilling coping skills that 

enhance positive attitudes and efficacy beliefs (Livneh, 2000; Walker, 2001). Lent 

(2007) and Folkman and Greer (2000) called for a focus on the development of 

psychological wellbeing, by strengthening personal and social resources.  

 

Hope therapy represents a synthesis of these approaches and a therapeutic approach to 

optimizing human functioning. It is the operationalization of hope theory (Snyder, 

1994; 1995; Lopez, Floyd, Ulven, & Snyder, 2000; Cheavens et al., 2006). In hope 

theory (Snyder, 1991; 2000), hope is conceptualised as a cognitive set, with cognitive 
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and motivational components (Snyder, et al., 2000). It is defined as “ the sum of 

perceived capabilities to produce routes to desired goals, along with the perceived 

motivation to use those routes” (Snyder, 2000 p.8) 26. It is made up of two goal-

related factors: agentic-thinking and pathways-thinking. Hope theory represents all of 

the features of adaptive coping and the mechanisms of change outlined previously, 

including goals, motivation, efficacy beliefs and hopeful thinking. Interventions based 

on hope theory focus on the individual’s progression towards desired goals and at 

raising levels of agentic thinking, finding pathways to reach those goals and 

overcoming blockages to those goals (McDermott & Snyder, 1999; Snyder et al., 

2000; Lopez et al., 2004; Snyder et al., 2006; Cheavens, et al., 2006). 

 

Hope therapy represents a rare, positive, strengths-based, cognitive approach to 

intervention that is theoretically driven. It is designed to enhance hopeful thinking and 

enhance goal pursuit activities and is described by the authors as a CBT type 

approach (Cheavens et al., 2006). Interventions taking this approach therefore 

incorporate goals and motivation, problem-solving, efficacy enhancement and an 

optimistic outlook. According to Lopez et al., (2000) hope is “the ‘stuff’ that 

facilitates change” (p.58). 

 

Goals are the keystone of the theory, while pathways-thinking represents the 

individual’s perceived ability to generate routes to those goals (Valle, Huebner & 

Suldo, 2006). When there is a barrier en-route, those who are higher in hope are able 

to generate alternate routes to the goal (Irving, Snyder and Crowson, 1998). Agentic 

thinking is the motivational component whereby the individual “initiates and sustains 

movement along pathways toward goals” (Cheavens et al., 2006, p. 64). In the 

context of developing an intervention for psychosocial and simultaneous health 

behaviour change, the ACS goals above, along with the additional goal of hopeful 

thinking to enhance quality of life and reduce anxiety, provide a common 

denominator in attempting to take an integrated approach to intervention. Hope 

therapy can be used to achieve both psychosocial and health behaviour change by 

acting as a scaffold to support the individual to formulate goals, plan routes and 

strategies towards those goals, and motivate the individual to initiate and sustain 

 
26 For a full description of the theory see Snyder  (2000)  
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movement towards those goals, regardless of what those goals are. In fact, hope 

theory encourages individuals to develop goals in multiple life domains (McDermott 

& Snyder, 2000).  

 

Cheavens et al. (2006) have recently developed a Hope Therapy treatment protocol 

for an 8-week intervention, in a psychotherapeutic context, to reduce depression and 

anxiety. However, they note that, because it is not designed to alleviate 

psychopathology but to enhance hopeful thinking, it is widely applicable and 

participants are encouraged to formulate goals in multiple life domains. For example, 

in that intervention, one goal that was selected by participants was increased exercise. 

The achievement of psychosocial and health behaviour goals such as recommended 

by the ACS can be facilitated by this approach. The intervention in the present study 

involved the development and implementation of a programme consisting of three 

modules, specifically focused on the highlighted need for help with anxiety reduction, 

dietary change and weight reduction, as well as the need to increase physical activity 

levels. Using a positive, strengths-based approach, the intervention focused on 

enhancing hopeful thinking, improving diet and increasing physical activity levels 

using Hope Therapy as a scaffold to aid and support goal attainment in each of these 

areas by enhancing the agentic and pathways processes outlined previously.  

 

8.3 Study Aims and Hypotheses 

The major purpose of the overall research project was to develop and pilot a 

multidisciplinary, bio-psychosocial intervention programme, for post-treatment 

cancer survivors in the former ECAHB area. The overarching aim of this intervention 

was to maximise quality of life via behaviour change and belief change. This entailed 

attempting to optimise post-treatment physical and mental health by enhancing 

psychosocial adjustment, improving functional status, reducing symptoms and 

improving the health-related behaviours of the participants. Given these aims the 

following hypotheses were proposed. 

 
Hypothesis 1: That quality of life in the intervention group would increase 

significantly over time compared to the comparison group in terms of overall global 

quality of life, higher levels of functioning and reduced symptoms on the EORTC-

QLQ –C30. 
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Hypothesis 2: Levels of hopeful thinking in the intervention group would increase 

significantly over time compared to the comparison group using the Hope measure. 

 

Hypothesis 3: Levels of anxiety in the intervention group would reduce significantly 

over time compared to the comparison group using the HADS.   

 

Hypothesis 4: Levels of physical activity, fitness and strength would increase 

significantly over time compared to the comparison group.  

 

Hypothesis 5: Levels of fruit and vegetable intake would increase significantly over 

time compared to the comparison group as measured by vitamin C levels using the 

food diary analyses. 

 

Hypothesis 6: Levels of saturated fat and overall calories consumed would decrease 

significantly over time compared to the comparison group as measured by the food 

diary analyses. 

 

Hypothesis 7: That weight, BMI and waist circumference would decrease 

significantly over time compared to the comparison group using anthropometric 

assessment. 

 

8.4 Intervention Development Process 

Given the findings of Studies 1 and 2 and the clear need for intervention on physical 

and psychological levels, a programme was developed consisting of three modules 

based on expert recommendations and intervention best practice with the needs of 

survivors to the fore. The intervention was developed with co-operation from the 

physiotherapy and dietetics managers in St. Vincent’s University Hospital (SVUH), 

and after discussions with a cardiac rehabilitation nurse at SVUH and an exercise 

physiologist. Over a number of months the programme was refined to identify module 

content, identify and procure assessment materials, develop pre-intervention 

screening criteria, formulate the optimum schedule for delivery and put in place the 

necessary supports and personnel to deliver the programme. 
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Once approval was obtained from the Medical Ethics Committee in SVUH, the 

process of recruitment of the delivery team and participant selection began. Two 

physiotherapists were recruited to deliver the physical activity module under the 

direction of the deputy manager of the physiotherapy department27. The dietetics 

manager delivered the nutrition module and the researcher assisted the senior clinical 

psychologist who delivered the Hope Therapy module. All of the programme delivery 

team had experience of working with cancer patients in the past. Additional 

physiotherapists and nutritionists were recruited to assist with pre and post 

assessments, which took place at weekends.  

 

8.4.1 Intervention Timeline 

The programme was run over 8 weeks, however, additional time was built in for pre-

programme screening and completion of assessment instruments pre and post 

intervention (see Table 25).  

 

Table 25. Intervention timeline 
Week 1 Introduction and completion of pre-intervention assessment 

Weeks 2-9 Intervention (twice-weekly sessions plus home-based activity) 

Week 10 Completion of post-intervention assessment measures and 
graduation 

 

8.4.2 Programme Timetable 

One of the primary concerns of the research team was to balance good research 

design with the burden of participation on the survivor in order to maximize 

adherence and benefit for the participants. To reduce the level of burden on the 

participants, while at the same time trying to implement best-practice 

recommendations, was particularly important for the physical activity component of 

the programme where the recommendation was to engage in physical activity at least 

3 times per week. To this end, a schedule was worked out that involved attendance at 

SVUH twice a week (on two weekday evenings), and participants were asked to 

engage in a home-based activity at the weekends. The programme ran in the evenings 

for a number of reasons: 

 
27 Best practice guidelines in group exercise programmes in physiotherapy recommend that two fully qualified 
staff are on duty simultaneously.  
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§ To facilitate participants in employment 

§ To facilitate staffing (as most of the delivery team worked fulltime in SVUH) 

§ To allow for use of the physiotherapy department gym facility after hours.  

 

The intervention was designed to run over eight weeks with three physical activity 

sessions scheduled each week (two hospital-based and one home-based), as well as 

one Hope Therapy session and one nutrition session per week. Twenty-two 

participants formed the intervention group. This group was divided into two smaller 

groups (11 in each), as there was a maximum group size that could be accommodated 

in the physiotherapy gym due to space and staffing restrictions. These two smaller 

groups consisted of a breast cancer only group and a mixed cancers/gender group. 

These two groups ran back to back over a 3-hour session. Group 1 attended the 

physical activity session and then moved on to either a dietary training session or a 

Hope Therapy session and vice-versa. At the same time, group 2 attended the 

nutrition session then physical activity or Hope therapy. This schedule was in place 

for the entire programme. A copy of the programme schedule is presented in Table 

26. 

 
Table 26. Pilot rehabilitation programme weekly schedule 

Day 1 Day 2 Weekend 
6pm - 7 pm 
 

7pm - 8pm  6 pm - 7.30pm 7.30pm - 9pm     Home 

Physical 
activity 

Physical 
activity 

Hope Therapy Hope 
Therapy 

Physical 
activity 

Nutrition Nutrition Physical 
activity 

Physical 
activity 

Physical 
activity 

Pink=Breast cancer group; Blue=mixed cancers group 
 
 

8.4.3 Location and Equipment 

The physiotherapy department facilitated the project team with the use of the gym 

facilities including heating, lighting and the use of equipment free of charge and 

organised the cleaning of the gym after the business of the day and before the 

programme sessions began. There were significant difficulties getting a suitable 

classroom in the hospital for the nutrition and hope therapy sessions. Again, the 

physiotherapy department facilitated the programme with the use of a second gym 

room for a number of weeks and then the programme transferred to one of the 



 

 84 

hospital boardrooms.  
 

8.4.4 Safety 

The intervention was under the supervision of fully qualified senior physiotherapists 

and took place in SVUH. Indicators of exercise stress including, blood pressure, heart 

rate, perceived exertion and shortness of breath, were monitored for each participant 

pre and post each physical activity session. In addition, participants were educated in 

self-monitoring for exercise safety. Both of the physiotherapy instructors were trained 

in basic life support and aware of how to react in case of an adverse event. An 

advanced life support team was in place in the hospital but physiotherapists are 

experienced in leading exercise classes in ill populations and adverse events are 

extremely rare. If a participant’s condition deteriorated, there was direct access to the 

A & E service, which had been alerted about the timing and content of the 

programme. A senior clinical psychologist was also available to participants 

throughout the programme should the need arise.  

 

8.5 Research Design 

The pilot programme used a mixed model, complex, 2 x 2 (Intervention/ Comparison 

Group), repeated-measures design (Time 1, Time 2) to ascertain the impact of a 

purposely designed rehabilitation programme on the quality of life and health 

behaviours of programme participants (see Table 27). Programme design and delivery 

involved collaboration with the UCD School of Psychology and the Psycho-oncology 

Unit and Physiotherapy and Dietetics departments in St. Vincent’s University 

Hospital. The programme was multidisciplinary in nature with input from the dietetics 

manager, the physiotherapy team and the psychology team. 

 

The programme consisted of three modules, a physical activity module, a dietary 

training module and a Hope Therapy module. These modules are described later in 

the chapter. The module curricula were developed based on theory and best practice 

guidelines, informed by current recommendations in the literature, to meet the needs 

highlighted by the literature and by the interviews, focus groups and survey data from 

Studies 1 and 2.  
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Table 27. Intervention research design 

B
et

w
ee

n 
su

bj
ec

t 
fa

ct
or

 

Time 1 Time 2 

Treatment Group Treatment Group 

Comparison Group Comparison Group 

                       Within Subject factor  
 

 

To facilitate selection of participants for the intervention, a number of key Study 2 

variables informed the selection criteria. These included address, overall quality of 

life, physical activity, BMI, levels of anxiety, hope and optimism (see below details of 

selection process). Thirty-eight breast, prostate and colorectal cancer survivors 

selected from the Study 2 sample were allocated to either an intervention or 

comparison group. All eligible participants retained the ID code assigned for the 

Study 2 survey. All participants were pre-screened by senior clinicians from each of 

the relevant disciplines before the programme, to ascertain whether there were any 

physical or psychological co-morbidities that would impinge on their successful 

participation in the programme. Participants completed a battery of pre and post 

assessment measures.  

 

The programme was run over 8 weeks with participants attending two hospital-based 

sessions per week and engaging in a personalised exercise prescription at the 

weekends. Hospital based sessions were outside of normal working hours to facilitate 

maximum attendance. Each hospital-based session was run back to back over a 2.5 to 

3-hour session. Those in the comparison group were offered a place on a Mindfulness 

course after the programme was completed.  

 

The major independent variables were, group assignment (treatment, comparison) and 

time of testing (pre, post intervention). The major dependent variables reflected the 

three intervention components as well as overall quality of life functioning and 

symptoms. These included hope, anxiety, fitness, strength, BMI, weight, waist 

circumference and nutritional intake. After the programme was complete, its efficacy 

was evaluated in terms of, (a) changes in outcome measures, (b) participant 

satisfaction, and (c) programme delivery team satisfaction. The evaluation is 

presented in the next chapter. 
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8.6 Method 
 

8.6.1 Participant Selection 

Participation in this study was dependent on previous participation in the Study 2 

survey. Selection for invitation to take part in the intervention was then based on a 

points system that was developed for selection purposes. A decision was made to 

exclude those over 65 years of age from this pilot study based on evidence that 80% 

of those who are over 65 years have at least one co-morbidity, may have difficulty in 

adhering to a supervised exercise regime and may require a modified programme, 

compared to younger or middle-aged survivors (Malek & Silliman, 2007; Courneya et 

al., 2007). After excluding those over 65yrs, only three lung cancer survivors 

remained. These were excluded along with the individuals who were smokers, as 

there were concerns about their lung capacity in relation to the physical activity 

component of the intervention. Finally, those living outside a practical distance 

boundary were excluded from participation in this study due to concerns about 

attendance and adherence.   

 

Points were allocated for both physical and psychological variables that were 

identified as key factors in Study 2. The inclusion and exclusion criteria for selection 

are outlined below: 

 

Inclusion criteria: 

• Breast, prostate and colorectal cancer survivors who met the original inclusion 

criteria for Study 2.  

• Study 2 participants who rated a minimum of 2 points on a selection scale, where 

at least 1 point related to physical function and 1 point related to psychological 

function. Points were allocated for each of the following key variables  

o Low levels of physical activity, decreased physical activity, high BMI,  

o High levels of anxiety, low hope and or high pessimism,  

o Low global quality of life, low physical or emotional function.  

Exclusion criteria 

• Age over 65yrs  

• Lung cancer survivors 
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• Smokers 

• Living in Co. Wicklow (excluding Bray town) – (attendance too onerous) 

 

Sixty-five survey participants met the inclusion criteria, from the original pool of 262 

survey participants. These were invited to take part in the programme. All 

participation was voluntary and informed consent to participate was required. Eligible 

participants received a letter inviting them to take part in the pilot programme along 

with an information leaflet addressing ethical issues, a programme information leaflet, 

a consent form and a stamped addressed envelope (see Appendices J 1, J 2, J 3, J 4). 

They were asked to read the information leaflet and if they were willing to take part in 

the study to show it to their General Practitioner to verify their suitability for the 

programme. Once consent was received, participants were given an appointment for 

pre-programme screening. Thirty-nine participants agreed to take part in the study. 

However, one of these withdrew at pre-programme screening. In all, thirty-eight 

participants took part in the study, giving a response rate of 58.5%.  

 
8.6.2 Pre-Programme Screening 

Participants who agreed to take part in the study (n = 38) were given an appointment 

to attend the Physiotherapy gym for pre-programme screening. At this 2 hour 

appointment they were pre-screened for suitability to take part in the programme 

using the Structured Clinical Interview for DSM-IV Axis 1 Disorders (SCID -1/NP 

(Non-Patient Edition)), First et al., 1997). This is a widely used semi-structured 

diagnostic interview and was administered by the senior clinical psychologist. The 

purpose of this is assessment was to identify underlying psychiatric diagnoses where 

participants are not identified as psychiatric patients. This interview takes from 30 

minutes to one hour. Participants also underwent a musculoskeletal assessment 

carried out by the physiotherapists in the hospital gym. This evaluation enabled the 

identification of any conditions that might effect participation in class and facilitated 

the tailoring of individualised exercise prescription.   

 

8.6.3 Group Allocation  

The ideal method of group assignment of participants in intervention studies is 

randomisation. However, the practicalities of this were not feasible for the present 
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pilot study, due in part to the low number of participants involved, but also to the 

time-commitment required. The difficulty arose after pre-assessment and screening, 

when a number of study participants revealed that, either they were not available to 

attend on the scheduled evenings or, that they would miss more than 2 sessions over 

the course of the 8 weeks, for a variety of reasons. These participants were then asked 

to be part of the comparison group and were offered a place on a Mindfulness course 

run in the cancer support centre at programme end.  

 

8.6.4 Participants 

Thirty-eight post-treatment cancer survivors took part in this study, 22 in the 

treatment group and 16 in the comparison group. These consisted of 26 breast cancer 

survivors (68.4%), 5 prostate cancer survivors (13.2%) and 7 colorectal cancer 

survivors (18.4%). Six males (15.8%) and thirty-two females (84.2%) participated in 

the study and the gender breakdown by cancer type and group assignment is presented 

in Table 28. All participants were 2-10 years post-treatment. 

 

  Table 28.  Gender breakdown by cancer type and group assignment in intervention 
 Intervention 

Group (n = 22) 
Comparison 

Group(n = 16) 
 

Cancer Type Males Females Males Females Total 

Breast 0 16 0 10 26 
Prostate 3 0 1 0 4 
Colorectal 0 3 2 3 8 
Total 3 19 3 13 38 

 

The treatment group (n = 22) (age range 48-65yrs; Mean age = 59.27; SD = 6.11)28 

consisted of one subgroup of breast cancer survivors (n = 11) and a mixed gender 

subgroup of breast, prostate and colorectal survivors (n = 11)29. The comparison 

group (n = 16) (age range 47-66yrs; Mean age = 58.69; SD = 6.26) consisted of 

breast, prostate and colorectal cancer survivors. Table 29 presents the characteristics 

of study participants in the intervention and comparison groups at pre-assessment. 

 

 
28Participants were selected on the basis of age at the time of the Study 2 survey. However, some participants 
had a birthday since the survey study. 
29 The gym capacity and staff/participants ratio restricted group size to 11 participants so the intervention 
group was spilt into two groups.  
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Table 29. Study 3 participant characteristics by group at pre-assessment 
   

a A number of participants appeared to have a medical card and private health insurance. 
bS = Surgery; C = chemotherapy; R = Radiotherapy. 

 

 

 

Characteristic  Intervention  
(n=22) 

Comparison 
(n=16) 

Age (yrs)  Mean (SD) Mean (SD) 

  59.27(6.11) 58.69(6.26) 

Time since 
treatment (yrs) 

   4.18(2.40) 3.21(1.38) 

    

Marital Status  n (%) n (%) 

 Married/living with partner 18 (81.8) 12 (75) 
 Single/widowed/separated/divorced 4 (18.1) 4 (25) 

    
Highest     

Education Primary   4 (18.2) 2 (12.5) 
Level Secondary 10 (45.4) 3 (18.6) 

 Third level   8 (36.3) 11 (68.8) 

Occupational     

Status Retired 3 (14.3) 4 (25) 
 Employed 11 (52.4) 7 (43.8) 

 Homemakers 6 (28.6) 4 (25) 

 Unemployed 1 (4.8) 1 6.2) 
Household     

Income Low   < €35,000 10 (45.5) 7 (43.8) 

 Middle  €35,000-<€75,000  8 (36.4) 5 (31.3) 
 High €75,000+  4 (18.1) 4 (25) 

    
Private health   15 (68.2) 14 (87.5) 

Medical Carda  2 (9.5) 4 (25) 

    
Treatment typeb     

   S+C+R 10 (45.5) 6 (37.5) 
  S+C 1 (4.5) 3 (18.8) 

  S+R 3 (13.6)  1 (6.2) 

  S+C+R+Other 1 (4.5) 1 (6.2) 
  Surgery only 6 (27.3) 5 (31.2) 

  Radiotherapy only  1 (4.5) 0 (0) 
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8.6.5 Pre and Post Programme Assessment Measures 

All participants in the study completed a battery of pre and post-treatment measures to 

examine overall programme and specific module-related effects. Outcome measures 

are presented below in the following order: quality of life, hope, anxiety, physical 

activity related outcomes, dietary related outcomes.  

  
The EORTC Quality of Life Questionnaire (version 3.0) (Aaronson, NK., et al 1993): 

This reliable and valid measure of quality of life was used in the Study 2 survey and 

the background to the scale is described in Chapter 6, page 141.  

 

The State Hope Scale (HS) (Snyder et al., 1996): This is a 6-item measure of adult 

hope and was used in this study to tap hopeful thinking pre and post intervention. It 

was designed to assess changing levels of hope as an individual pursues different 

goals and has been used to assess changing levels of hope in a psychotherapy 

intervention by Cheavens et al. (2006). The scale assesses both cognitive and 

motivational components of hope focusing on agentic thinking and pathways 

thinking. It consists of two subscales, agentic thinking (3 items) and pathways 

thinking (3 items). Each item is rated on an eight-point scale ranging from 1 = 

definitely false to 8 = definitely true and is scored in the direction of high hope. 

Snyder (2000) reports an internal consistency using Cronbach’s alpha ranging from 

.79 to .95. (see Appendix K 1).  

 

The Hospital Anxiety and Depression Scale (HADS) (Zigmond & Snaith, 1983): This 

14-item scale consists of two sub-scales measuring both anxiety (seven items) and 

depression (seven items) and details were presented in Study 2.  

 

Godin Leisure-Time Exercise Questionnaire (Godin & Shepard, 1985, Godin et al., 

1986). Exercise history is measured using the Leisure Score Index (LSI). This 

measure contains 3 items, which assess the frequency of mild, moderate and 

strenuous exercise performed for at least 15 minutes during free time in a typical 

week. The measure has adequate reliability and validity and has been used in recent 

studies with cancer survivors (Courneya et al., 2001, 2004). It was used in this study 

to assess changes in physical activity levels pre and post intervention (see Appendix 

K 2).  
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The Modified Shuttle Walk Test (Singh, 1996; Win et al., 2006): This is a progressive 

walk test used to measure exercise capacity. The participant walks between two cones 

10 metres apart at an incrementally increasing pace. The pace is dictated by a 

metronome, which has been pre-recorded on an audio-tape (Singh, 1996).  Speeds are 

increased at one-minute intervals. This is an objective measure of fitness and 

functional capacity. The end point is reached when the participant can no longer 

maintain the required speed or becomes too breathless to proceed further. A fully 

qualified physiotherapist administered this test. 

 

1xRepetition Maximal Strength Test: This is a measure of muscle strength 

(Abernethy, 1996). The participant uses quadriceps to lift weights of 5lb intervals.  

The test is complete when the subject lifts the maximum weight. A fully qualified 

physiotherapist also administered this test. 

 

Anthropometric measurements: All participants underwent a number of tests pre and 

post-treatment including measurement of: Height (m) and Weight (kg) (to calculate 

Body Mass Index) and Waist circumference (cm). 

 

Three-Day Food Diary: This diary was used to record diet on two days of the week 

and one weekend day. The measure was produced as a booklet and participants were 

asked to document all food and drink consumed over the course of each a single day. 

The measure required participants to complete the diary on six occasions over the 

course of the day and to log the quantity of each food item as well as the cooking 

method used. This type of measure is widely used to assess nutritional intake and is 

considered to be a reliable indicator of nutritional intake (Day et al., 2001).  

 

8.7 Procedure 
8.7.1 Programme Content 

The programme combined three modules: Hope Therapy adapted for cancer 

survivors, physical activity and dietary training.  
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Hope Therapy for Cancer Survivors 

Hope Therapy for Cancer Survivors is the operationalization of Hope Theory 

(Snyder, 2000) in the context of cancer survivorship. This module was designed to 

educate participants regarding survivorship issues and to facilitate the enhancement of 

hopeful thinking around psychosocial and lifestyle behaviour change goals. It used 

the principles of Hope Theory in a cognitive behaviour therapy approach (McDermott 

& Snyder, 1999; Snyder, 2000) and was based on previous work by Cheavens, 

Feldman, Gum, Michael and Snyder (2006). They developed a pilot programme 

manual for a psychotherapeutic intervention with a sample of depressed adults and 

gave permission for its adaptation in the current study.  

 

Hope therapy frames goals as positive outcomes to be actively pursued rather than 

focusing on ways to avoid problems or remove symptoms. Hope therapy in this study 

aimed to enhance hopeful thinking and facilitate goal setting and problem solving. 

Specifically, it aimed to help participants to formulate appropriate physical activity 

and dietary goals and build motivation to achieve and sustain those goals, as well as 

encouraging the participants to formulate goals in all domains of their lives. It is 
viewed as a process through which:  

1. The individual sets meaningful, achievable and measurable goals,  
2. Develops specific strategies to achieve those goals and  
3. Builds and sustains the motivation to execute those strategies by  

(a) Identifying sources of motivation  
(b) Counteracting drains on motivation,  
(c) Monitoring progress towards those goals and  
(d) Modify goals and pathways to goals as needed. 

 

In this way, the module may be viewed as a scaffold supporting the other two 

modules. Participants attended a 1.5 hour session per week. The treatment protocol 

involved eight sessions. At the start of the module participants were asked to choose 

goals in a number of life domains including their physical activity and dietary goals. 

Each session then comprised an introduction and review of the previous week, 

including a review of homework followed by a psycho-educational segment during 

which a new hope-related skill was taught. The next section of the session involved a 

discussion about how these skills might be applied and included discussion of 



 

 93 

potential obstacles and problems associated with the application of these skills. Group 

discussion was encouraged. Then participants were allocated a homework assignment. 

Homework assignments were designed to help the participant apply hope skills in 

their daily lives. The senior clinician directed the sessions and used her clinical 

experience in the application of each session (see Table 30). All sessions were audio-

taped with the permission of the participants to develop a manual in the future. The 

main outcome measures of interest for this module were, quality of life, levels of hope 

and anxiety levels.  

 

Table 30. Hope therapy session content. 
 

Session Major Concept 

1 Listing and ranking goals in many life domains 

2 Goal importance, challenge and stretch goals 

3 Concrete endpoints, little steps, approach not avoidance 

4 Willpower/Agency: Self-talk, thought monitoring, re-framing  

5 Waypower/Pathways: Generating multiple paths to goals,  

6 Mental and physical energy for motivation 

7 Overcoming obstacles 

8 Lapse not relapse 

 

The Physical Activity Module 

This module involved the development of a personalised physical activity prescription 

for each participant after pre-programme screening. It was designed to be enjoyable, 

build confidence and include a social element, as per Courneya’s (2000) 

recommendations. Participants engaged in 7 circuits of alternating aerobic and weight 

training exercises, twice a week under the supervision of the physiotherapy team (40-

50 minutes per session, including a 10 min warm-up/cool-down). Circuits included a 

number of exercise modalities including walking on a treadmill, cycling, step-

exercises. Circuits began at 2 minutes each and increased to 4 minutes each by the 8th 

week. Music was set to suit the group. Participants also engaged in an unsupervised 

but personalised weekend walking programme. To facilitate this they were provided 

with a pedometer and asked to keep a record of activity. The participants’ heart rate 

and blood pressure were monitored pre and post session. The effectiveness of the 
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intervention depended on motivation and adherence (Courneya et al., 2000). 

Therefore, the prescription was supported by the Hope Therapy module via the use of 

strategies to facilitate physical activity goal setting and attainment, and motivation for 

adherence to the programme. These goals were reiterated by the physiotherapy team 

who also educated participants on safety and self-monitoring. The main outcome 

measures for this module were increased aerobic fitness and strength. 

 

The Dietary Training Module 

This module involved educating participants to engage in healthful eating to bring 

their nutritional intake in line with expert recommendations. Personalised advice was 

given where necessary. Participants attended class on one evening per week for one 

hour. They were presented with information on a balanced diet, nutritional 

counselling, how to aim for a healthy weight, limit fat intake and increase fruit and 

vegetable intake. Information was also provided on reading food labels, food portion 

sizes, cooking methods, and the adaptation of recipes for those with specific dietary 

needs. Again this module was supported by the Hope Therapy module via the use of 

strategies to facilitate dietary goal setting and attainment, as well as motivation for 

adherence to the programme. The major outcome measures of interest were weight 

change, BMI and waist circumference, overall daily calories consumed, daily 

saturated fat intake and fruit & vegetable intake as measured by vitamin C levels.  

 
8.7.2 Programme Delivery Procedure 

Each participant in the treatment group was presented with an individualised exercise 

prescription after the initial assessment. Given the constraints of accommodation and 

the increased workload of staff,30 the programme ran smoothly as per the timetable 

outlined earlier. The researcher and a research assistant were in attendance for every 

programme session and maintained attendance records, dealt with any difficulties that 

arose and reimbursed participants parking costs. In addition, all participants were 

provided with healthy refreshments (fruit, cereal bars and water) at each programme 

session to ensure adequate energy levels since many participants came straight from 

their place of work.  

 
30 Staff in SVUH finished work @ 4.30pm and were ready to run the programme from 6pm-9pm twice a 
week. 
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During the early weeks of the programme there were concerns about the blood 

pressure of two participants and upon consultation with all concerned, including the 

relevant general practitioners, these individuals did not continue with the physical 

activity module but did continue with the other components of the programme. Both 

were advised to attend their general practitioners.  

 

8.7.3 Attendance and Attrition 

Attendance was high overall (76.5%) and 21 of the original 22 participants completed 

the programme. This was considered an exceptional result given the high level of time 

and work commitment involved in the programme.  

 

8.7.4 Post-Programme Take-home Literature 

At programme end participants were given handouts with information about each 

aspect of the programme and guidance for maintaining hope goals, physical activity 

goals and dietary change. This was to facilitate continued adherence to each of the 

various elements of the programme (see Appendices L 1, L 2, L 3).  

 

8.7.5 Post-programme Assessment 

Once the programme was completed, participants in the treatment group were given 

appointments to attend for post-intervention assessment and complete the post-

assessment measures. This was later followed by the post-assessment of the 

comparison group, which continued for a number of weeks with the aim of getting as 

many pre-assessed individuals as possible to complete as many of the post-assessment 

measures as possible. All sixteen participants in the comparison group completed 

some measures. The comparison group were then invited to begin a Mindfulness 

course in the Lios Áoibhean Cancer Support Centre, attached to SVUH.  

 

8.7.6 Graduation 

Finally, a graduation ceremony was held in SVUH to present the treatment group 

participants with their certificates of completion and to acknowledge their 

contribution to the research (see Appendix M). Family members, hospital consultants 

and HSE officials were invited to attend, along with all those who assisted in bringing 

the project to completion. All participants and the delivery team were thanked for 



 

 96 

their commitment to the research.  

 

8.8 Data Management and Analysis 

The Dietetics manager entered data from the food diary into DietPlan 6, a nutritional 

analysis package. Summary output data were then provided to the researcher who 

entered these data into the SPSS (Statistical Package for the Social Sciences) for Mac 

Version 11.0.4 (Norusius, 2004), along with all of the other data. Reliability analyses 

were conducted on all measures and Cronbach’s alpha coefficients of 0.70 or above 

were considered reliable. All raw scores for EORTC items were linearly transformed 

into a 0-100 point scale using the scoring procedure advised by the authors (Fayers et 

al., 2001). For the EORTC functional scales, higher scores represent a higher level of 

functioning. For items related to physical symptoms and financial impact higher 

scores represent a higher level of problems. All other raw data were recoded and 

reverse scored where necessary.  

 

Mean scores and standard deviations for all standardized measures were calculated. 

As mentioned in the previous study, data distributions for many of the main variables 

under study were not normally distributed (EORTC QLQ-C30, HADS etc.). 

However, given that the measures used are well standardised and are analysed 

parametrically in the literature, the analysis in the current study follows that format. 

Preliminary analysis using chi square and independent t-tests, were conducted to 

examine whether there were group differences on the major pre-assessment study 

variables to ascertain the true level of comparability between the groups given that 

random assignment was not attainable in this study.  

 

These analyses were followed by two-way repeated measures analyses of variance 

(ANOVA) to identify significant interactions between group (treatment x comparison) 

and time of assessment (time 1 x time 2). Where a significant interaction occurred, 

tests of simple effects were conducted to locate the source of the difference. Finally, 

having excluded the comparison group from the analyses, a series of dependent t-test 

analyses were conducted to identify pre and post differences within the treatment 

group alone given that random assignment was not attained and in an effort to further 

determine the ability of the programme to bring about changes in the outcome 
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variables.  

 

8.9 Reliability of Measures 

The internal consistency of standardised scales used at Time 1 was assessed using 

Cronbach’s alpha for reliability (see Table 31). All subscale alpha levels were in 

excess of 0.7 with the exception of the physical and cognitive functioning scales of 

the EORTC measure, however both were within acceptable limits and retained for 

further analyses.  

 
Table 31. Pre-programme reliability coefficients for Study 3 measures (n = 38). 

Instrument Measure (subscale) Items in 
scale 

Author’s 
reliability 

Present 
Study 

QLQ C-30   .82-.91  
 Physical functioning 5 .68-.80 .61 
 Role functioning 2 .52-.88 .88 
 Emotional functioning 4 .73-.90 .79 
 Cognitive functioning 2 .51-.73 .62 
 Social functioning 2 .68-.86 .78 
 Fatigue 3 .77-.89 .71 
 Nausea and Vomiting 2 .50-.86 .84 
 Pain 2 .76-.89 .80 
 Global QoL 2 .82-.89 .88 
     
HADS     
 Anxiety 7 .87-.93 .88 
 Depression 7 .83-.90 .83 
     
HOPE Scale   .86 .83 
 Agency 4 .82 .72 
 Pathways 4 .84 .90 
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8.10 Results 

The results of the present study are presented in the following sections. These are 

presented in order, according to the aims of the study. To begin with, independent 

groups analyses were conducted to examine whether there were any pre-programme 

differences between the intervention and comparison groups, given that random group 

assignment was not achieved. 

 

8.10.1 Pre-assessment Group Comparisons  

Independent groups analyses revealed that the groups did not differ on any of the 

demographic or treatment variables (gender, age, level of education, marital or 

occupational status, household income, time since treatment ended or type of 

treatment received). However, although the groups were selected from the same 

original dataset, significant differences were found on a number of the major pre-

assessment study variables. Table 32 below presents the statistics for variables where 

significant pre-programme differences were found between the treatment and 

comparison groups.  

 

Table 32. Pre-programme differences between treatment and comparison groups  
Variable Treatment  

Mean (SD) 
Comparison  

Mean (SD) 
t-value 

QoL Functiona    

       Physical  76.06 (16.67) 87.59 (10.29) t(36) =  -2.42, p < .05* 

    
QoL symptoma    

       Insomnia 46.96 (39.38) 22.91 (26.44) t(36) =   2.25, p < .05* 

       Pain 28.03 (29.27)  9.37 (16.06) t(36) =   2.30, p < .05* 

    
Fitness  436.72 (59.18) 505.12 (74.77) t(36) =  -3.15, p < .05**  

BMI  30.38   (5.26) 26.07 (4.13) t(36) =   2.71, p < .05** 

Weight (Kg)  81.23 (12.22) 71.15 (13.34)  t(36) =   2.41, p < .05* 

    
Daily saturated fat (g)  36.16 (13.15) 25.68 (7.14)  t(33) =   2.64, p < .05* 

Daily vitamin C (mg)  79.36 (41.92) 162.10 (96.34)  t(33) =  -3.52, p < .05** 
a   QoL = Quality of Life as measured by the EORTC QLQ-C30. * p < .05; **p < .01. 
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These findings reveal that the treatment group had poorer quality of life in terms of 

functioning and symptoms on three of the EORTC subscales, with significantly lower 

levels of physical functioning and significantly higher levels of insomnia and pain, 

than the comparison group before the programme began. The treatment group were 

also significantly less fit in terms of their scores on the shuttle walk test and they had 

significantly higher BMI and weight levels31than the comparison group. In addition, 

the treatment group had a significantly higher daily saturated fat intake and 

significantly lower vitamin C intake than the comparison group.  

 

These findings have implications for the integrity of this study to test interactions 

between group type and pre and post differences at programme end. As a result of the 

above findings caution must be observed when interpreting any pre and post 

intervention differences found in the following sections.  

 

8.10.2 The Impact of the Programme  

The following sections present the findings from a series of two-way repeated 

measures analyses of variance (ANOVA). In this study, the major finding of interest 

is whether there is an interaction between group (treatment x comparison) and time of 

assessment (time 1 x time 2). Where a significant interaction occurred, tests of simple 

effects were conducted to locate the source of the interaction. In a 2 x 2 research 

design there are four simple effects tests carried out. The following sections present 

the findings from these analyses for each of the major variable categories in the study.  

 

The Impact of the Programme on Quality of Life 

The first aim of the study was to improve overall global quality of life, increase 

functioning and reduce symptoms. A graphic representation of changes over time for 

scores in each functional domain can be observed in Figure 15, and for each of the 

symptoms in Figure 16. Repeated measures ANOVA were conducted for each 

functional domain and each symptom subscale of the EORTC measure to test the first 

hypothesis that, quality of life in the intervention group would increase significantly 

over time, compared to the comparison group.   

 
31 The use of self-report in the study 2 survey has implications here as participants may have overestimated 
their weight.  
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Figure 15. Group comparison over time on Quality of Life functions (EORTC). 
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Figure 16. Group comparisons over time on Quality of Life symptoms (EORTC). 
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Table 33. Comparisons between intervention and comparison groups on major variables using repeated measures ANOVA. 
Scale Variable Intervention 

Group (T1) 
Mean (SD)  

Intervention 
Group (T2) 
Mean (SD) 

Comparison  
Group (T1) 
Mean (SD) 

Comparison  
Group (T2) 
Mean (SD) 

F value 
 (Interaction analyses) 

Direction 
of change 

EORTC       
Physical function  75.87 (17.05) 83.80 (14.23) 86.11 (11.17) 88.33 (9.89) F (1,31) = 1.67; p > .05 NS 

Role function  81.74 (27.33) 87.30 (14.81) 83.33 (30.15) 83.33 (17.40) F (1, 31) = 0.42; p > .05 NS 
Emotional function  65.21 (20.02) 79.36 (16.47) 68.05 (25.33) 75.69 (19.61) F (1, 31) = 0.52; p > .05 NS 
Cognitive function  73.80 (27.16) 75.39 (23.93) 73.61 (21.85) 81.94 (15.00) F (1, 31) = 1.44; p > .05 NS 

Social function  76.98 (30.94) 86.50 (14.54) 86.11 (19.89) 88.88 (20.51) F (1, 31) = 0.56; p > .05 NS 
Global QoL 59.92 (23.21) 73.80 (18.87) 66.66 (24.36) 72.22 (16.02) F (1, 31) = 1.25; p > .05 NS 

       
Fatigue  28.57 (23.19) 21.16 (11.60) 32.40 (18.01) 27.77 (18.65) F (1, 31) = 0.14; p > .05 NS 

Nausea & Vomiting 05.55 (21.94) 01.58 (7.27) 05.55 (10.85) 04.16 (7.53) F (1, 31) = 0.13; p > .05 NS 
Pain  28.57 (29.88) 12.69 (14.81) 11.11 (17.88) 13.88 (15.62) F (1, 31) = 4.58; p < .05* â 

Dyspnoea 28.57 (30.34) 14.28 (19.92) 13.88 (22.28) 16.66 (22.47) F (1, 31) = 2.38; p > .05 NS 
Insomnia 47.61 (40.23) 22.22 (19.24) 22.22 (25.94) 27.77 (31.24) F (1, 31) = 6.09; p < .05* â 

Low appetite 12.69 (30.68) 03.17 (10.02) 05.55 (19.24) 02.77 (9.62) F (1, 31) = 0.73; p > .05 NS 
Diarrhoea  04.76 (11.95) 04.76 (11.95) 00.00 (0.00) 05.55 (12.97) F (1, 31) = 1.16; p > .05 NS 

Constipation 12.69 (19.65) 09.52 (18.68) 13.88 (22.28) 11.11 (16.41) F (1, 31) = 0.07; p > .05 NS 
Financial impact 15.87 (30.94) 04.76 (11.95) 19.44 (30.01) 05.55 (12.97) F (1, 31) = 0.06; p > .05 NS 

       
Physical Activity Level 10.47 (13.27) 27.70 (13.28) 16.85 (16.08) 23.42 (15.99) F (1, 22) = 02.72; p > .05 NS 
Fitness (mtrs)a 436.95 (60.62) 516.42 (70.39) 521.58 (75.61) 534.08 (72.96) F (1, 31) = 17.66; p < .05** á 
Strength (1 RM)b 25.71 (18.39) 55.38 (18.0) 32.50 (22.20) 36.66 (20.37 F (1, 31) = 27.94; p < .05** á 
       
BMI 30.38 (5.39) 30.05 (5.13) 26.18 (4.24) 26.02 (4.12) F (1, 31) =  1.09; p > .05 NS 
Weight 80.99 (12.46) 80.12 (12.20) 70.32 (14.34) 69.98 (14.27) F (1, 31) =  1.56; p > .05 NS 
Waist circumference 99.20 (15.08) 97.44 (11.68) 92.08 (14.85) 90.96 (13.39) F (1, 31) =  0.11; p > .05 NS 
Daily saturated fat 36.67 (13.69) 19.04 (9.84) 25.16 (8.12) 32.83 (15.08) F (1, 28) = 17.52; p < .05** â 
Calorie intake 2192.48  (681.81) 1538.28 (328.17) 2032.76 (542.73) 1948.20 (498.40) F (1, 28) =   4.89; p < .05* â 
Vitamin C intake mg 79.91 (38.32) 176.93 (104.93) 142.61 (90.65) 104.56 (57.28) F (1, 28) = 10.85; p <.05** â 
       
HADS-Anxiety 7.66 (4.22) 5.61 (3.20) 8.08 (5.35) 6.33 (3.93) F (1, 31) =   0.06; p > .05 NS 
Total Hope  30.00 (8.17)  41.14 (5.56)  35.53 (7.58)  37.92 (5.29) F (1, 32) = 14.89; p < .05** á 

 * p<.05; ** p<.01; NS = no significant interaction between time and group type. a Modified Shuttle walk test; b1 repetition maximal strength test.
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No significant interaction was observed in terms of overall global quality of life or 

any of the functional domains. However, significant interactions were observed for 

the symptoms of pain and insomnia (see Table 33, page 227). To locate the source of 

the interaction, tests of simple effects were conducted. It emerged that the 

intervention and comparison groups differed at pre-assessment on both variables, 

F(1,31) = 8.04, p < .05; F(1,31) = 8.20, p < .05. This is in line with tests of 

equivalence previously reported. However, at post-assessment, this difference was not 

observed, F(1,31) = 0.03, p >.05; F(1,31) = 0.39, p > .05.  

 

Looking at the effect of time, the intervention group improved significantly from pre 

to post assessment in terms of a reduction in pain and insomnia levels. However, this 

effect was not observed for the comparison group, F(1,31) = 0.15, p > .05; F(1,31) = 

0.30, p > .05.  

 

This demonstrates the positive impact of the programme. However, caution must be 

observed in interpretation, as the groups were not equivalent pre-programme on either 

variable. 

 

Impact of Programme on Anxiety and Hopeful Thinking  

The second and third aims of this study were to reduce levels of anxiety and increase 

levels of hopeful thinking. The changes over time in anxiety and hope levels can be 

observed by examining Figure 17. Repeated measures ANOVA were conducted for 

each of these variables to test hypotheses 2 and 3 that levels of hopeful thinking in the 

intervention group would increase significantly over time compared to the 

comparison group and levels of anxiety in the intervention group would reduce 

significantly over time compared to the comparison group.  

 

No significant interaction was observed for anxiety. However, a significant 

interaction was observed for total hope (see Table 33). To locate the source of the 

interaction, tests of simple effects were conducted. It emerged that the intervention 

and comparison groups differed at pre-assessment on hope levels F(1,32) = 11.87, p < 

.05.  However, at post-assessment, this difference was not observed F(1,32) = 4.01, p 

> .05.  
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Looking at the effect of time, the intervention group improved significantly from pre 

to post assessment in terms of increased hope levels F(1,32) = 63.00, p < .05, and this 

effect was not observed for the comparison group F(1,32) = 1.79, p > .05, thus 

demonstrating the positive impact of the programme. However, again one should be 

cautious in interpreting this, as the groups were not equivalent pre-programme. 

 

 

Figure 17. Group comparisons of mean scores over time on Hope and Anxiety levels 
 

Impact of Programme on Physical Activity Variables 

The next aim of the study was to effect lifestyle changes in the form of increased 

levels of physical activity, fitness and strength. The changes over time for these 

variables are illustrated in Figure 18. Repeated measures ANOVA were conducted for 

each of these variables to test the hypothesis that levels of physical activity, fitness 

and strength would increase significantly over time, compared to the comparison 

group. No significant interaction was observed for physical activity levels, however, 

significant interactions were observed for both fitness and strength (see Table 33).   
 

To locate the source of the interaction, tests of simple effects were conducted. It 

emerged that the intervention and comparison groups differed at pre-assessment on 

fitness levels, F(1,31) = 56.41, p < .05. This is in line with the tests of equivalence 

that were previously reported. However, at post-assessment, this difference between 

the groups was not observed, F(1,31) = 2.45, p < .05.  

 

Looking at the effect of time, the intervention group improved significantly from pre 
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to post assessment in terms of increased fitness levels, F(1,31) = 68.41, p < .05 and 

this effect was not observed for the comparison group F(1,31) = 0.96, p > .05, again 

demonstrating the positive impact of the programme. However, once more, one 

should be cautious in interpreting this, as the groups were not equivalent pre-

programme. 

 

In terms of strength, it emerged that the intervention and comparison groups did not 

differ at pre-assessment, F(1,31) = 3.96, p > .05. However, they did significantly 

differ at post assessment F(1,31) = 30.12, p < .05. Furthermore, with regard to the 

effect of time, the intervention group significantly increased in strength from pre to 

post assessment F(1,31) = 104.03, p < .05, but this effect was not observed for the 

comparison group F(1,31) = 1.16, p > .05. This is evidence that the programme had a 

positive impact on the intervention group in terms of increasing strength.   

 

Figure 18. Group comparisons of mean scores over time on Physical Activity variables  
 

Impact of Programme on Nutrition Variables 

The final aim of this study was to effect lifestyle changes in the form of increased 

fruit and vegetable intake (as measured by vitamin C intake), reduced daily saturated 

fat intake and overall calories consumed on a daily basis. In addition, the study set out 

to achieve weight reduction, reduce BMI levels and waist measurement. Repeated 
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measures ANOVA were conducted for each of these variables to test the hypotheses 

that levels of fruit and vegetable intake would increase and levels of saturated fat, 

overall calories consumed, weight, BMI and waist circumference would decrease 

significantly over time compared to the comparison group.  

 

An examination of Table 33 (page 227), shows that no significant interactions were 

observed for weight, BMI levels or waist circumference. However, a significant 

interaction was observed for levels of daily saturated fat, the daily amount of calories 

consumed and daily vitamin C intake. Figure 19 illustrates the changes in dietary 

variable levels pre and post programme.  

 

To locate the source of the interactions, tests of simple effects were conducted. It 

emerged that the intervention and comparison groups differed at pre-assessment on 

daily saturated fat intake, F(1,28) = 7.25, p < .05, and vitamin C intake levels, F(1,28) 

= 11.20, p < .05, but did not differ in overall daily calories consumed, F(1,28) = 0.76, 

p > .05. In addition, the intervention group and comparison group differed in daily 

saturated fat intake at post-assessment F(1,28) = 10.41, p < .05.  

 

Figure 19. Group comparisons of mean scores over time on Dietary variables. 
 

Looking at the effect of time, the intervention group improved significantly from pre 
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to post assessment in terms of reduced intake of saturated fat, F(1,28) = 25.53, p < 

.05, increased levels of vitamin C, F(1,28) = 7.01, p < .05 and in a reduction in the 

amount of overall calories consumed on a daily basis, F(1,28) = 19.37, p > .05. This 

effect was not observed for the comparison group on these variables, F(1,28) = 2.41, 

p > .05; F(1,28) = 4.67, p > .05; F(1,28) = 0.16, p > .05. Again, this finding 

demonstrates the positive impact of the programme in terms of nutrition variables. 

However, again one should be cautious in interpreting this, as the groups were not 

equivalent pre-programme on saturated fat and vitamin C intake. 

 

8.10.3 Analyses of Intervention Group Only 

Given the lack of equivalence between the intervention group and the comparison 

group at pre-assessment and the aim of the pilot study to ascertain a positive impact 

on variables under study, a final set of analyses were carried out omitting the 

comparison group. The analyses carried out were dependent t-tests (summary data 

and test statistics are presented in Appendix N, page 350). These analyses revealed 

that the quality of life of the intervention group improved significantly over time in 

terms of increased scores on physical and emotional function as well as overall global 

quality of life. Their quality of life also improved via a reduction in pain, dyspnoea, 

and insomnia symptom levels. In addition, an examination of mean scores for the 

variables where no significant effect was found reveals that scores moved in the 

expected direction for all subscales, with the exception of diarrhoea where there was 

no change. 

 

Furthermore, levels of hope increased significantly and anxiety levels were 

significantly reduced. In addition, physical activity levels, fitness and strength all 

improved significantly from pre to post intervention. Moreover, levels of fruit and 

vegetables consumed were significantly increased, while saturated fat intake and 

overall calories consumed were significantly reduced at programme end. There were 

also significant reductions in weight and in BMI levels (see Appendix N, page 350 for 

details).  

 

8.11 Summary 

This study involved designing, piloting and evaluating an intervention programme to 
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maximize quality of life, enhance hopeful thinking (thereby reducing anxiety) and to 

effect lifestyle behaviour changes in physical activity and diet. The intervention took 

a positive approach using Hope Therapy as a scaffold to facilitate and support these 

changes. The intervention was multidisciplinary in nature with input from relevant 

health professionals including a dietitian to provide dietary counselling, a 

physiotherapy team to deliver an exercise programme and a psychologist to 

implement a psycho-educational intervention designed to enhance behaviour change 

and increase quality of life.  

 

The use of a control group was built into the research design but it was not possible to 

randomly assign participants to intervention or control groups. Therefore, those who 

did not form part of the intervention group became a comparison group. Using a 

rigorous analytic approach, pre-programme differences were revealed between groups 

on several outcome variables thereby reducing the likelihood of demonstrating the 

efficacy of the intervention. Nevertheless, a number of significant differences were 

observed and the intervention group significantly improved their quality of life, 

psychological wellbeing, physical fitness and diet. 

 

8.12 Conclusion 

Unfortunately, the lack of equivalency between the intervention and comparison 

groups at programme outset compromised the interpretability of the study findings. 
However, as a pilot multidisciplinary, bio-psychosocial programme, it did impact 

positively on the quality of life of post-treatment cancer survivors with regard to 

improving functioning and reducing difficulties with symptoms. Furthermore, it 

impacted positively on the psychological and physical health of the participants by 

increasing levels of hopeful thinking and reducing anxiety. In addition, it increased 

the fitness and strength of the participants, reduced saturated fat and overall calories 

consumed and increased the consumption of fruit and vegetables. Weight and BMI 

were significantly reduced over time. This pilot intervention was a first step in 

addressing the needs of post-treatment cancer survivors in Ireland and was effective 

in bringing about significant changes in the intervention group. The evaluation of the 

programme by participants and the delivery team is presented in the next chapter.  
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Chapter 9.  
Programme Evaluation 

 
9.1 Introduction 

The effectiveness of the intervention programme was evaluated in terms of its 

efficacy to enhance positive health outcomes and increase quality of life. Efficacy was 

measured in three ways: 

 The success of the programme in effecting changes in outcome measures. 

 The participants’ satisfaction with the programme. 

 The programme delivery team evaluation of the success of the programme. 

 

Analyses of the main outcome variables were presented in the previous chapter. 

Clearly, the pilot programme was successful in its overall aims, as there were 

significant improvements in quality of life functioning as well as symptom reduction. 

Moreover, the participants became more hopeful in their thinking and their anxiety 

levels were reduced. In addition, the participants improved their health behaviours 

with regard to physical activity and diet, with the resultant consequences of improved 

physical fitness and strength as well as a reduction in weight and a healthier diet. As 

an extension to the intervention outcome measures, both service providers and 

programme participants were asked to rate their level of satisfaction with the 

intervention and to speak about positive and negative aspects of the programme. They 

were further asked to make some recommendations for a future service. These data, in 

conjunction with the outcome analysis provide a comprehensive assessment of the 

intervention. The participants’ satisfaction with and evaluation of the programme are 

detailed below followed by the programme delivery team’s evaluation of the 

programme and their suggestions for future development.  

 
9.2 Participant Evaluation 
9.2.1 Method 

When the programme ended, the participants were asked to complete a programme 

satisfaction questionnaire based on the Client Satisfaction Questionnaire (CSQ-8) 

(Larsen et al., 1979). That measure was designed to be an easily scored and 
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administered measure of satisfaction with services. The measure, as used in the 

current evaluation, consisted of ten questions designed to assess participants’ 

satisfaction with the overall programme and with each of the modules. Participants 

also had the opportunity to comment about positive and negative aspects of the 

programme and to make suggestions for improvements to a future service (see 

Appendix O for satisfaction questionnaire). 
 

9.2.2 Results 

Twenty participants completed the questionnaire and the overall feedback was 

extremely positive. Table 34 shows that 85% of the participants were very satisfied 

with the overall programme and 85% rated the quality of the programme as excellent. 

Furthermore, 95% would recommend the programme to a friend. With regard to the 

various modules, 85% were very satisfied with the Hope Therapy module, 84% were 

very satisfied with the Physical Activity module and 60% were very satisfied with the 

Dietary Training module. Finally, 90% of participants would do the programme again 

if offered a place.  

 
Table 34. Participants Evaluation of the pilot programme (n = 20). 

 

Item 

 

Rating 

% 

Response 

Overall satisfaction with the service Very satisfied 85% 

Quality of the programme Excellent 85% 

Would you recommend to a friend Yes 95% 

Satisfaction with Dietary Module Very satisfied 60% 

Satisfaction with Physical activity Module Very satisfied 84% 

Satisfaction re: Hopeful thinking and goal setting Very satisfied 85% 

Would you do the programme again Yes definitely 90% 

 
Participants also commented on both positive and negative aspects of the programme 

and made suggestions for future programmes. The overall feedback was extremely 

positive, with many participants suggesting that the programme was very balanced 

and should be mainstreamed. A content analysis of responses was conducted which 

revealed a number of common themes, which are outlined below. These themes are 

categorised under the section headings of positive and negative aspects of the 
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programme and recommendations for future services.  

 
Positive aspects of the programme 

Five main themes were identified that relate to positive aspects of the programme. 

These relate to the benefits of supervised exercise, being with other cancer survivors, 

weight loss and a new awareness of diet, the benefits of goal setting and an increased 

positive outlook and hope for the future. These are presented below as headings with 

sample comments made by participants to illustrate the theme. 

    

The benefits of supervised exercise:  

“The supervised regime helped me to understand how to exercise successfully and 

to know my limits in a very enjoyable manner”. 

 
“This was different to a normal gym as you felt in a medical setting it was more 

controlled”. 

 

Being with others who were also cancer survivors:  

“ [being] in the gym working out with others that understood as most were in the 

same position”. 

 

Weight loss and increased awareness of diet: 

“ I have lost weight and am very pleased with that”. 

 

The benefits of goal setting: 

“I found goal setting helpful especially the idea of small steps to reach goals” 

 
“The psychology (Hope) sessions were very interesting and helped me put a 

perspective on goals such as losing weight bit by bit and focusing on achieving 

small goals over a longer period of time rather than a crash diet response”. 

 

Increased positive outlook and hope for the future:  

 “ Focusing on the present and the future rather than the past”. 

 
“The programme made me realise how I had let things go because I was tired all 
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the time. Now I feel I can do almost anything I turn my mind to. I feel more positive 

about everything and I would like everyone with cancer to get the same thing we 

got”. 

 

“The programme has changed my way of thinking to a definitely more positive 

way. I feel better in myself and have a general sense of wellbeing”. 

 

Negative aspects of the programme 

Two main themes were identified relating to negative aspects of the programme.  

These referred to the length of time since treatment before this programme was made 

available to them and also to the heavy time commitment involved in taking part in 

the programme. These are presented below as headings with sample comments made 

by participants to illustrate the theme. 

 

The length of time between treatment end and the programme: 

“The fact that I did this [only] 5 years after my illness did not allow me to reap the 

full benefits as I have had a lot of time where I had to deal with all the issues 

myself”. 

 

The heavy time commitment involved: 

“The time commitment of two evenings per week at times was a lot but worth it”. 

 

Participant Recommendations 

With regard to recommendations for future development of a service, the participants 

made two points based on their experience of the programme. These referred to the 

timing of the intervention and the need for follow-up or refresher sessions. These 

points are presented below with comments to illustrate. 

 

The timing of the intervention: 

“I feel this programme is excellent but it is vital that it should be offered very early 

in the recovery process”. 
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The need for follow-up sessions: 

“I think it would be a good idea if there was a follow-up session in about 6 months 

time. Then we would be motivated to keep our goals in sight”. 

 

9.3 Programme Delivery Team Evaluation 

9.3.1 Method 

A focus group was conducted with the professionals involved in the delivery of the 

programme to ascertain their views on the efficacy of the programme in meeting its 

aims. The psychologist, physiotherapists, and the dietitian participated in a focus 

group (n = 8) moderated by the researcher. They were asked to discuss their 

experience of the programme and give their views on how effective it was in carrying 

out its goals. They were further asked to speak on the programme as a whole as well 

as on the specific modules with regard to content, delivery and results. Participants 

were also asked to make recommendations for a future service based on this 

experience. The focus group was audio taped with the team’s consent and transcribed. 

A content analysis of the transcript resulted in the identification of a number of 

common themes. These themes are presented under the section headings of, 

programme content, delivery and results; aspects of the programme to cause concern; 

and recommendations for a future service. These themes are outlined below with 

examples of comments provided to illustrate the points made. 

 
9.3.2 Results 

Programme Content, Delivery and Results 

Three main themes were identified under this heading. These referred to the positive 

approach taken in the intervention design, the impact of physical activity, the impact 

of the hope therapy module on the other modules and the efficacy of the programme 

as a unit. These points are made below with sample comments to illustrate the points 

made.  

 

The positive approach moved participants from an illness perspective to a ‘taking 

control’ perspective.  

 “I think it was an interesting sort of a change from an illness related behaviour 

for them to a very much I’m taking control of this … by the end of the programme 
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that was the perception … and I think that was very much achieved over that short 

period of time, that very short intervention of 8 weeks” 

 

The impact of physical activity on confidence to ‘do’: 

“ I would say just some feedback from the people, exercise I thought was the 

biggest thing they got from it you know that confidence to do exercise whereas 

before they were perhaps protecting themselves or were unsure as to what they 

should do.” 

 

The positive and practical impact of the hope therapy module on the other modules: 

“I was delighted you know when you said you were doing the focused goal-setting 

for people because certainly from a nutrition point of view while you know you can 

give people the advice and this is what you have to do, actually implementing and 

changing dietary habits is the biggest hurdle that people have to overcome and I 

really think things like the psychology element of that really helps people to try and 

look at how they can change their diets” 

 

The efficacy of the programme as a unit, as hope therapy impacted on anxiety but also 

supported exercise and dietary goals. While exercise impacted on the dietary elements 

and vice versa: 

“I thought they were engaging and making themselves better which was what we 

had hoped to achieve as well so that was very positive and I think from the point of 

view of exercise it is good they get a confidence boost and things like that but it’s 

the other changes as well that they need to make that will probably make an impact 

as well so exercise I suppose has a dual action that it will improve their fitness 

level but it also will sort of give them the confidence to pursue goals with their food 

diaries and things like that so I think the programme how it was delivered and 

everything was very precise in achieving that and the psychological component 

then coming in to give them skills was exceptional.” 

 

Aspects of The Programme to Cause Concern to the Delivery Team 

Two main issues were a cause for concern to the delivery team. The first related to the 

timing of the programme in terms of the length of time since treatment. The second 
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related to structural aspects of programme delivery, including the unsuitability of the 

accommodation arrangements and the lack of changing facilities. These points are 

presented below, along with comments that illustrate them. 

 

The timing of the programme should be earlier to minimize de-conditioning:  

 “it’s quite a while after their diagnosis so time had been quite an element in their 

de-conditioning” 

 

“I think they’re frustrated because some of them have gone five or six years post-

treatment and wished they’d you know they’ve been not eating well for those five 

years and they’ve had their cancer and would somebody in the medical world not 

have told them when they finished their treatment that this is what they should be 

doing now”. 

 

The structural aspects of programme delivery, including accommodation were not 

ideal:   

“The accommodation was a terrible problem and one of my concerns going into 

the future”. 

 

Delivery Team Recommendations 

The team made two main recommendations based on their experience of the 

programme. The main recommendations are as follow with sample comments from 

the delivery team. 

 

Programme deliverers need to have knowledge of cancer survivorship issues.  
 “One of our recommendations would be that whoever is delivering it, either 

needs to bring in someone with a knowledge of cancer or else have some basic 

knowledge of the cancer journey, in particular the difference between the stages 

they’re at ” 

 

Planning time is needed before service is mainstreamed: 
“[make] a recommendation that there is quite an amount of time given over to 

planning pre-programme start”. 
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9.4 Summary of Evaluation  
 

The evaluation feedback from the pilot programme participants and the programme 

delivery team was very positive, both in terms of programme content and service 

delivery. The feedback provides further evidence to support the efficacy of the 

programme to impact on the quality of life as well as physical and mental wellbeing 

of post-treatment cancer survivors. It also provides support for the requirement for a 

comprehensive, multidisciplinary cancer rehabilitation programme after cancer 

treatment, preferably in the early post-treatment stage. Both participants and providers 

expressed support for such a programme to be mainstreamed as part of an ongoing 

cancer care plan.  
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Chapter 10.  
Discussion 

 

10.1 Introduction 
The CANSURVIVOR research project set out with 2 major objectives. The first was 

to investigate the bio-psychosocial factors impacting on the quality of life of post-

treatment cancer survivors in the former ECAHB area. This was to provide an 

evidence base to facilitate the second objective. The second objective was to develop, 

pilot and evaluate an appropriate bio-psychosocial intervention programme to meet 

their needs.  

 

This chapter assesses the findings of this research in relation to the literature 

discussed in the introductory chapters. After discussion of the results the 

methodological strengths and weaknesses of the research are examined along with 

theoretical issues and a number of suggestions for future research are made. Finally, 

recommendations for the future development of services for post-treatment cancer 

survivors in Ireland are put forward.  

 

10.2 The Evidence Base 
To achieve the first objective of the research, a number of specific aims were 

developed. These aims included exploring the bio-psychosocial factors impacting on 

post-treatment survivors quality of life, developing a profile of post-treatment 

survivors and identifying their service needs as well as the risk factors for poor 

quality of life after cancer treatment. 

 

To achieve these aims, both qualitative and quantitative methods were used to gain as 

comprehensive a picture as possible. There were no relevant Irish data with regard to 

the factors impacting on post-treatment survivorship upon which to base the 

development of a profile or the identification of needs and risk factors. Therefore, it 

was considered necessary and appropriate to first carry out an exploratory study to 

elucidate the bio-psychosocial issues of relevance to post-treatment survivors and to 

do so from a number of perspectives. This was followed by a more extensive survey 
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of 262 post-treatment survivors, which informed the profile development and 

facilitated the identification of service needs and risk factors for poor quality of life. 

This large survey of post-treatment survivors addressed the weakness pointed out by 

Tomich and Helgeson (2002) that the majority of research studies use small sample 

sizes. The research findings from these studies are now discussed in relation to the 

existing published survivorship literature. Findings are presented in turn as they 

pertain to the above aims.  

 

10.2.1 Factors Impacting on Post-treatment Quality of Life  

The findings of the present research show that cancer and its treatment impact 

physically, psychologically, socially and vocationally, on the quality of life of this 

cohort of Irish cancer survivors. A host of long-term physical treatment effects, 

including fatigue and insomnia, impinge on their lives and for some have resulted in 

being forced to make adjustments to the way they live in order to accommodate their 

altered functioning. For example, taking naps in the daytime. These findings show 

that cancer and its treatment have similar long-term and late-emerging effects in this 

sample of cancer survivors as they do in cancer survivors worldwide. These effects 

have been highlighted by numerous researchers including Ganz and Coscarelli (2000),  

Aziz (2007a, 2007b) and Bloom et al. (2007). These effects have contributed to 

negative changes in the present sample’s lifestyle, including a reduced involvement in 

sporting activities and dietary changes. This is in line with the findings of Dimeo 

(1998), who found that up to 30% of survivors were not able to engage in their usual 

activities due to effects such as fatigue. However, some survivors in the present 

research have made positive lifestyle changes after cancer, like increasing physical 

activity and improving their diets. In a review of health behaviours after cancer 

Demark-Wahnefreid et al. (2005) also report such changes.  

 

The present research also found that the psychological effects of cancer and its 

treatment are a significant problem for this sample of post-treatment survivors, 

particularly fears and anxieties about a recurrence of the disease. This effect is 

evidenced by a hyper-vigilance regarding symptoms and their possible implications. 

These fears and anxieties are particularly prominent in this sample, as almost 60% of 

the sample reported moderate to extreme levels of anxiety about recurrence. This 
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finding is supported in the literature, as the negative psychological and emotional 

consequences of cancer are well recognised (Derogatis et al., 1983; Ferrell et al., 

1998; Ganz, 2003; Nezu & Nezu, 2007; Grassi & Travado, 2008). In addition, Lee-

Jones et al. (1997) found that fears and anxieties about recurrence were the most 

commonly reported psychological impact of cancer. There are varied reports in the 

literature regarding the prevalence of these fears and anxieties in post-treatment 

survivors. For example, Deimling et al. (2006) reported that 38% of prostate cancer 

survivors were effected, while Ronson and Body (2002) note that reported prevalence 

rates can be as high as 89%. There is a close link between fear of recurrence and 

anxiety (Jefford et al., 2008) and Hart et al. (2008) report that higher fears of 

recurrence predicted lower quality of life in a study of 333 post-treatment prostate 

cancer survivors. The IOM report (2006) comments on survivors being immobilised 

by such fears. The significance of fears and anxieties about recurrence are further 

born out by the present research finding that those close to survivors (family, carers) 

as well as health professionals all acknowledged that cancer and its treatment has this 

effect. In fact, it was this recognition of a residual distress in cancer patients after 

treatment that first spurred the development of psycho-oncology services in Ireland.  

 

Another finding of the present research was that cancer and its treatment also 

impacted socially. Survivors found that their family life was changed, particularly 

roles within the family. Social relationships were also changed and included 

experiences ranging from extreme helpfulness to being shunned and isolated as 

people avoided them once they know they had cancer. Thornton and Perez (2006) 

highlighted this issue and pointed out that experiencing unsupportive behaviours from 

others was a risk factor for distress. Furthermore, nobody apart from survivors 

recognised these social consequences resulting in a sense of isolation and a feeling 

that there was a lack of understanding of the post-treatment survivors experience. 

Grassi and Travado (2008) have highlighted marginalisation and stigmatisation as 

impacts of cancer also.  

 

An additional finding of the present research that links to this, was that there were 

expectations from family and health professionals that the survivor would return to 

“normal” after cancer treatment. This exacerbated feelings of isolation and a sense 



 

 120 

that neither family nor health service providers understand what it is like to be a post-

treatment survivor. This is significant when it comes to the provision of post-

treatment services because if there is such an expectation amongst health service 

providers then there appears to be little rationale for them to provide post-treatment 

services beyond follow-up clinics and acute distress management. This concept of 

returning to “normality” is the result of a lack of understanding of post-treatment 

survivorship and the long-term impact on survivors’ lives. Research such as the 

present project will go some way towards ameliorating this misperception as the 

dissemination of research findings and the education of health professionals regarding 

these issues will result in a better understanding of post-treatment survivorship and 

amend these expectations.  

 

Another finding of the present research was the effect that cancer has on the 

survivors’ work life. Some survivors indicated that their cancer had jeopardized 

promotions and future prospects and although approximately half the current sample 

returned to work after treatment, about a third of those found it difficult to do so. 

Comparative statistics are not available, but Amir, Moran, Walsh, Iddenden and 

Luker (2007) have found that 20% of cancer patients in the north of England were not 

able to return to paid employment after cancer. Furthermore, Spelton et al. (2002) 

have also reported that employment problems may be experienced after cancer. In 

addition, these problems may place a financial and psychological burden on the 

survivor (Spelton et al., 2002). In the present study survivors and their carers spoke of 

the financial strain in the early post-treatment phase. It imposed a financial burden on 

the whole family, as the survivor needed their partner to take time off work to care for 

them in the early phase, thereby reducing household income. 

 

This appears to be a particular problem for those who are financially constrained and 

do not have the financial reserves to allow sufficient time to recover but had to return 

to work for financial reasons. This was one of the ways that socio-economic status 

was believed to have a detrimental impact on the early post-treatment experience. 

There is little research on the impact of socio-economic status on the post-treatment 

experience, but Ramsey et al. (2000) have found that those in the lower socio-

economic groupings have poorer outcomes than the better off. Additionally, Mols et 
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al. (2005) have found that income is a strong predictor of quality of life.  

 

An additional financially related finding of the current research was that there was a 

sense that cancer survivors were penalised financially by various institutions for 

having survived a serious illness, for example, by insurance and mortgage companies. 

This is in line with the report by Hoffman (2007), who points out that many survivors 

have insurance problems after cancer. Kornblith et al. (1998) also reported problems, 

such as increased insurance premiums and even a loss of insurance coverage after 

cancer.  

 

To deal with the impact of cancer the survivors in the present research reported using 

a range of personal and external resources. In particular, they referred to using coping 

tactics such as keeping busy and engaging in distracting tasks to help them avoid 

feelings of fear and anxiety. These findings support previous research by Stanton et 

al. (2002) who reported on the use of avoidance coping. She found that greater use of 

avoidance coping resulted in greater levels of fears and anxieties about recurrence. In 

addition, the current sample of survivors spoke of the value of having a spiritual life 

as well as using humour. They also drew on the support of other cancer survivors. 

Ganz et al. (2002) found that good quality social support predicted better quality of 

life.  

 

In summary, the research findings show that there are a variety of bio-psychosocial, 

long-term effects that impact on the quality of life of this Irish sample of post-

treatment cancer survivors. These findings indicate that the survivor’s life is impacted 

by cancer and its treatment to such an extent that with physical, psychological and 

social effects as well as financial consequences, they rarely feel able to live a life free 

of cancer, even when quite well. These effects are in line with those reported in the 

survivorship literature and require a bio-psychosocial interventional approach to 

ameliorate their effects.  

 

10.2.2 A Profile of Post-treatment Survivors 

The present study also aimed to develop a bio-psychosocial profile of post-treatment 

survivors in the former ECAHB to inform the development of an intervention 
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programme. This profile was developed based on an assessment of 262 breast, 

prostate, colorectal and lung cancer survivors, who were, on average, four years post-

treatment. Socio-demographic and treatment related characteristics, along with 

current physical and mental health, current lifestyle behaviours, information about 

their links to rehabilitation services as well as an assessment of their quality of life 

functioning and symptom difficulties contributed to the profile.  

 

This research found that the average age of this sample was 62, most were married, 

were relatively well educated, owned their own homes, had household incomes of less 

than €35,000 per annum and had private health insurance. The largest group to 

complete the survey were breast cancer survivors and the smallest were lung cancer 

survivors. In addition, most survivors had received a combination of treatment types. 

These findings are broadly in line with previous research that has found that most 

post-treatment survivors that have contributed to the research literature are breast 

cancer survivors as they are the largest grouping of survivors (Rowland, 2007). The 

IOM report (2006) notes that most survivors are over 65 years but a third are under 

that age and the majority are within 10 years of diagnosis. That report also notes that 

information regarding education and income is not normally a feature of cancer 

registries so it is difficult to assess the comparability of the current sample with other 

post-treatment survivors on those characteristics.     

 

With regard to physical health, the current research found that the majority of these 

survivors had co-morbid health problems. This is consistent with the findings of the 

IOM report (2006) which reports that most cancer survivors are elderly and the 

prevalence of co-morbid conditions increases with age. In addition, the lifestyle 

behaviours of the survivors in the present sample are a major risk factor for poor 

health in the future. Just over half of the sample were overweight (51.4%) and a 

sizeable number of these were obese (15.7%). Furthermore, 48% of participants had 

put on weight since diagnosis. To add to the risks, a third of the sample drank alcohol 

three or more times a week and 13% were still smoking. Most of these were breast 

cancer survivors. Concerning physical activity, 25% did not engage in any regular 

physical activity and 35% had reduced their activity levels since their diagnosis. The 

main reason given for this was fatigue. In addition, the average daily diet was poor 
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compared to recommended levels.  

 

These reports are consistent with prior research showing that post-treatment survivors 

engage in health behaviour practices that are putting them at risk of future health 

problems. For example, by smoking (Dresler, 2003; Eakin et al., 2007) reducing their 

levels of physical activity (Irwin et al., 2003) and being overweight or obese (Eakin et 

al., 2007). Demark-Wahnefried et al. (2005) note that obesity is frequent in cancer 

survivors and refer to the particular risks of cancer recurrence in obese breast and 

prostate cancer survivors. In addition, Eakin et al. (2007) reported that even though 

cancer survivors were at increased risk for cancer recurrence, second cancers and co-

morbid chronic conditions, there were no significant differences in behavioural risk 

factors, such as physical activity levels and a healthy diet, between a sample of almost 

1,000 post-treatment cancer survivors and the general population in Australia.  

 

With regard to mental health, as reported earlier, well over half the present sample 

reported moderate to extreme anxiety about a recurrence of their cancer. To add to 

this 33% of the sample had anxiety scores above the normal range and indicative of a 

possible clinical disorder. This is in line with reports from Nezu and Nezu (2007) that 

prevalence rates for psychological difficulties range from 23% to 66% after cancer. 

The present study participants’ anxiety levels are much higher than those reported by 

Hodgkinson et al. (2007) in an Australian study of post-treatment survivors with a 

variety of cancer types. That study reported that 16% of survivors had “caseness” 

levels of anxiety. In addition, they found that depression rates in cancer survivors 

were equivalent to the general population level and similarly, depression did not 

appear to be a problem for the present research sample.  

 

With regards to hope and optimism, this sample of survivors were on balance, split 

evenly in terms of positive and negative thinking and mostly used positive coping 

strategies. They had similar hope scores to Stanton et al.’s (2000) sample, who were 

not as long out of treatment as the current sample. However, their optimism scores 

were significantly lower than Schou et al.’s (2004) sample of Norwegian breast 

cancer survivors. Furthermore, control beliefs were significantly higher in the current 

sample than Naus et al.’s (2005) breast cancer survivors, who were approximately the 
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same length of time out of treatment. Self-efficacy beliefs in the current research were 

significantly lower than Luszczynska et al.’s (2005) mixed cancer sample of German 

cancer survivors. Although social support levels in the present study sample were 

moderately high they were still significantly lower than a sample of Canadian 

survivors (Katz et al., 2003). There are few comparative studies to enable a more 

extensive investigation of these differences and further studies are warranted.  

 

Another finding of the present research was that this sample of post-treatment 

survivors had very little contact with any resources that would aid their recovery and 

rehabilitation, both during their time as an inpatient and post-treatment. There was a 

particularly striking lack of contact with a dietician, physiotherapist or a psychologist 

during treatment. This may be explained by the fact that these professionals attend the 

patient on a referral request by the oncologist or surgeon. The lack of an 

understanding regarding the long-term effects of cancer and its treatment may be at 

the root of this failure to refer patients to those who could aid their longer-term 

recovery and enhance future quality of life. In addition, the absence of cancer 

rehabilitation as a concept in the Irish hospital setting has likely contributed to this 

situation.  

 

A further finding of the present research was that most participants did not use the 

resources of a cancer support centre or use complementary therapies, again largely 

due to a lack of information about such resources. This is partially explained by the 

lack of referral by health professionals, possibly due to their own lack of knowledge 

about such services. But it may also be explained by the fact that the development of 

cancer support services in the former ECAHB is relatively recent. A number of 

survivors who came to survey sessions in the Cancer Support Centre said that they 

were unaware of its existence or that it had not been in place at the time of their 

illness.  

 

The major issue of interest in this profiling study was the quality of life status of this 

sample of cancer survivors. This research found that the present sample of post-

treatment survivors had a high quality of life in terms of functioning and symptom 

levels. Their greatest difficulties appear to be with emotional functioning, insomnia 
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and fatigue. This is a finding supported by previous research. The majority of 

survivors have been found to do well after cancer treatment (Ganz et al., 1998b; Mols 

et al., 2005; Bloom et al., 2007). In addition, fatigue is recognised as one of the most 

common long-term effects of cancer treatment (IOM, 2006). Bower et al. (2006) also 

reported that 34% of their sample of breast cancer survivors experienced significant 

fatigue up to 10 years post-treatment. In addition, Savard, Simard, Blanchet, Ivers and 

Morin (2001) reported that insomnia in their sample of breast cancer survivors was 

twice the level of the general population.  

 

When examining quality of life for each cancer type, breast cancer survivors had 

lower quality of life in terms of emotional functioning, insomnia, fatigue and pain. 

But they were no different to other European groups of breast cancer survivors who 

were longer out of treatment (Joly et al., 2000). However, they did have greater 

difficulties with cancer specific problems such as sexual functioning and arm 

symptoms. The colorectal group had a high functional quality of life and less 

difficulty with symptoms than comparable groups, such as Arndt et al.’s (2006) 

cancer survivors, with the exception of sexual functioning and sexual enjoyment 

where they reported having significantly greater difficulty. In addition, the prostate 

cancer survivors had high quality of life levels in all domains and symptoms and had 

significantly higher quality of life in a number of domains than the reference group 

(Fayers et al., 1998) and did not differ from a similar Swedish group of prostate 

cancer survivors (Wahlgren et al., 2004). All of these findings indicate that the current 

sample of post-treatment cancer survivors are broadly similar to other European 

cancer survivors.  

 

A finding of the present research was that there was a wide range of quality of life 

scores for this sample. On further examination, up to one quarter of survivors were 

found to have significant levels of difficulty with quality of life functioning and 

symptoms, as their mean scores fell outside the range of ± one standard deviation 

from the group mean. There were particular difficulties with physical functioning for 

19.8% of the sample, and with emotional (15.4%), social (11.9%) and role 

functioning (11.1%). In addition, over a quarter of the sample had levels of insomnia 

that were more than one standard deviation beyond the mean for this sample (26.5%). 
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There were also a sizeable percent of the sample that had higher levels of difficulty 

with constipation (24.7%), diarrhoea (16.9%), low appetite (13%), pain (12.6%) and 

fatigue (11.6%). These findings are broadly in line with the findings of Wenzel et al. 

(2002) and Ganz (2003) who have suggested that approximately 20% of post-

treatment survivors continue to experience significant negative effects long after 

treatment is completed. When compared with similar European groups, the current 

sample had poorer emotional, cognitive and social functioning but fared better than 

other cancer samples with regard to symptoms, although not as well as healthy 

samples (Michelson et al., 2000). The exception was with regard to the financial 

impact of cancer on quality of life, which was more profound in the Irish survivors. 

The data collected in this profiling survey provide a comparative base for future 

research on post-treatment survivors in Ireland.  

 

10.2.3 Post-treatment Survivors Service Needs 

This research found that the present sample of post-treatment survivors and health 

care providers agree that the existing position vis-à-vis post-treatment services is 

unacceptable. They emphatically endorsed the need for a multidisciplinary, structured 

and co-ordinated approach to post-treatment service provision. This general finding is 

in accord with those who are calling for survivorship and post-treatment survivors 

needs to be put on the agenda with regard to health service development (IOM, 2006; 

Rowland, 2007; Feuerstein, 2007a, b; Aziz, 2008).  

 

The findings of the current research also show that there is a need to educate health 

professionals regarding the post-treatment issues that can impact on quality of life 

after cancer and its treatment. As pointed out previously, the belief that post-treatment 

effects are rare and that the survivor returns to normal, has implications for service 

delivery. Irish health care staff are not unique in their lack of knowledge, as Rowland, 

Hewitt and Ganz (2006) have recently highlighted. To address these issues, Grant, 

Economou, Ferrell and Bhatia (2007) have developed and piloted an education 

programme for health care professionals that may prove to be a useful template for 

the future education of health professionals. 

 

A related finding was that there is a particular need for good quality written 
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information about “after cancer” to be provided to survivors as they finish treatment. 

This sample of survivors voiced a specific need for direction to be provided regarding 

information about emotional and psychological support and post-treatment lifestyle 

behaviours such as diet and exercise.  With regard to the dissemination of information 

to survivors themselves, the IOM report (2006) pointed out that many survivors enter 

the post-treatment phase “unaware of the heightened health risks” (p. 4) and are 

unprepared with regard to the management of their future health related needs. 

Furthermore, Beckjord et al. (2008) recently surveyed over 1,000 post-treatment 

survivors and found that they wanted information about health promotion, side effects 

and symptoms, as well as about interpersonal and emotional issues after treatment. 

Innovative ideas for educating survivors are in development, such as Karahalios et 

al.’s (2007) recently piloted DVD for post-treatment survivors. But even the routine 

provision of information to survivors regarding post-treatment issues passed on 

verbally from the relevant health care professionals would be an improvement on the 

current situation. The most recent IOM report (2008) recommends the provision of 

information to survivors and calls for health service providers to help survivors and 

their families to use that information.  

 

Finally, with regard to service needs, the finding that up to 20% of the sample 

reported poor quality of life in terms of functional and symptom difficulties as well as 

reporting moderately high anxiety levels speaks to the need for post-treatment 

services. In addition, lifestyle issues such as weight, diet and physical activity are a 

problem, particularly given the vulnerability of this group to further health problems. 

Moreover, the sample had low self-efficacy beliefs which may indicate a decreased 

likelihood to engage in lifestyle behaviour change without assistance. Therefore, there 

is a clear need for services to help enhance quality of life and reduce the risk of 

further health problems. This present research goes some way to addressing the 

research and service gap for post-treatment survivors highlighted by Tesauro et al. 

(2002). 

 

10.2.4 Risk Factors for Poor Quality of Life 

The final block in building the evidence base relates to a number of key risk factors 

for poor quality of life that have been found in the present research. Firstly, the risky 
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health behaviours identified earlier are not just risk factors for poor physical health 

but also for psychological health. Those who are overweight have been found to have 

low levels of self-esteem and experience social isolation (BMA, 2003). In addition, 

physical activity is a health protective behaviour and contributes to mental wellbeing 

(WHO, 2004; Morrisson & Bennett, 2006; Ogden, 2007). Those who have reduced 

their activity levels and live a sedentary lifestyle are at risk for becoming overweight. 

Holtzman et al. (2004) point out the benefits of physical activity to quality of life by 

reducing anxiety, depression, fatigue and a host of additional difficulties. The 

importance of health behaviours to positive adjustment after cancer also were 

recognised by Feuerstein (2007a) in his bio-psychosocial model of cancer 

survivorship. 

 

Additionally, a finding of the present research was that poorer quality of life 

functioning as well as difficulty with many symptoms was associated with higher 

levels of anxiety and depression and the use of maladaptive coping strategies. Better 

quality of life was associated with higher levels of hope and optimism.  Furthermore, 

better functional quality of life was associated with higher levels of self-efficacy and 

social support. Hope and optimism were positively related to self-efficacy beliefs and 

to positive coping and support, whilst lower hope and optimism and low efficacy 

beliefs were related to higher anxiety and depression. There is little comparable 

literature on samples of post-treatment survivors. However, these findings are in 

accord with some previous research. For example, Weitzner et al. (1997) found that 

anxiety was a consistent predictor of quality of life in post-treatment breast cancer 

survivors, Carver et al. (1993) found that optimism predicted quality of life in long-

term cancer survivors and that pessimism was a risk factor for poor adjustment. 

Tomich and Helgeson (2002) found that higher control beliefs predicted better quality 

of life and Stanton et al. (2002) suggested that dispositional characteristic such as 

hope are protective factors in terms of adaptation in the first year after treatment. 

Moreover, social support predicted better quality of life in a study of survivors who 

were six years post-treatment (Ganz, et al., 2002) and in a review of quality of life in 

breast cancer survivors Mols et al. (2005) found that social support, anxiety, and 

control beliefs were strong predictor of quality of life. Furthermore, dispositional 

traits such as hope, optimism and efficacy beliefs were recognised in each of the 
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theoretical models dealt with earlier (Kornblith, et al, 1998; Stanton, et al., 2005; 

Lent, 2007; Feuerstein, 2007a). The intervention in the present research focused on 

enhancing hopeful thinking which facilitated goal setting and attainment, problem-

solving and increased efficacy beliefs.  

 

While the relationships found in the present research are not an indication of 

causality, it is incumbent on survivorship researchers and intervention developers to 

note the findings that higher anxiety and the use of maladaptive coping as well as low 

hope, optimism, efficacy beliefs and social support are potential risk factors for poor 

quality of life in post-treatment cancer survivors. Future research with larger sample 

sizes and longitudinal research using predictive modelling will help to clarify the 

nature of the relationship between these variables.  

 

To add to the above findings, a number of group differences in quality of life were 

found that suggest risks for poor quality of life. Age appears to be a risk factor as 

younger survivors were found to have lower emotional functioning, experienced a 

greater financial impact and had higher anxiety levels than the older groups. Mols et 

al. (2005) point to the contradictory evidence for age as a predictor of quality of life. 

Ashing-Giwa, Ganz and Peterson (1999) found no relationship while Cimprich et al. 

(2002) and Aziz (2007) found that younger survivors had greater difficulty.  

 

With regard to cancer type, the present research found that breast cancer survivors 

had lower functional quality of life in the emotional and cognitive domains and higher 

levels of anxiety than the colorectal cancer group. These findings are also in accord 

with the literature. Bloom et al. (2007) report on the prevalence of studies that have 

found significant levels of psychological problems in breast cancer survivors and 

Ramsey et al. (2002) found high quality of life levels in colorectal cancer survivors.  

 

Finally, socio-economic status also appears to be a risk factor as the lowest income 

group fared less well than the highest income group in terms of physical function and 

symptom difficulty. This supports Mols et al.’s (2005) conclusion, that income is a 

predictor of quality of life.  
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10.3 The Pilot Intervention 

To achieve the second objective of the research, the above identified needs were used 

to inform the development of the intervention programme and the risk factors for poor 

quality of life were used to select participants for inclusion. These participants were 

targeted based on their need for intervention as advised by Stanton et al. (2007). They 

called for this approach because too many interventions have failed, at least in part, 

because of the lack of selection procedures. The current intervention study aim to 

enhance quality of life led to the development of a number of specific hypotheses. 

These hypotheses proposed that the intervention would bring about positive changes 

in the treatment group in contrast to a comparison group, with regard to functioning 

and symptoms, levels of hopeful thinking, anxiety levels, and lifestyle changes in the 

form of increased activity, fitness and strength and a healthier diet.  

 

The use of a control group was built into the original research design, but attendance 

restrictions and a small group pool to draw on led to some participants not being able 

to attend sessions and so these were asked to be part of a comparison group for this 

pilot study. In addition, pre-programme differences were found between groups on 

several key outcome variables. With regard to the findings of this study, 

unfortunately, the lack of an equivalent control group limited the interpretability of 

the impact of the programme. Nevertheless, the intervention group improved 

significantly on all key variables including quality of life, hope and anxiety levels, 

physical fitness, strength, BMI levels, weight and diet. Furthermore, all but one of the 

participants completed the programme, which is a testament to the ability of the 

programme to sustain interest and motivation. 

 

A number of reasons may account for the success of the programme to bring about 

change in the treatment group. One possible reason is Demark-Wahnefried et al.’s 

(2005) suggestion that multiple behaviour interventions may be more effective than 

single behaviour approaches, particularly in reference to dietary and physical activity 

interventions. The present intervention’s unique approach aimed to bring about both 

psychosocial and health behaviour changes. In addition, the interactivity of 

psychosocial variables with health behaviours may have produced a combined effect. 

Stanton et al. (2006) point out that educational and nutritional interventions reduce 
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depression and improve physical functioning post-treatment.  

 

Another reason may be the use of a positive approach. Survivors had indicated in 

Study 1 that they wanted to be told what they could do rather than what they could not 

do. This intervention took an approach that used Hope Therapy as a scaffold 

supporting the change in all the modules. Participants were facilitated in setting and 

attaining goals with regard to their psychological wellbeing, as well as dietary and 

physical activity goals. They were supported in initiating and maintaining motivation 

for goal attainment in those areas using strategies to enhance their agentic and 

pathways thinking. In addition, they had personalised prescriptions and supervision to 

practice their physical activity in a safe environment.  

 

Pinto and Trunzo (2005) commented that the role of theory in intervention studies is 

not well integrated. The present study is an exception to this. This research used 

variables that were identified in the literature as being significant contributors to 

positive adaptation. It also found that these were also variables identified as 

mechanisms of change, such as coping approaches, hope and optimism, efficacy 

beliefs and motivation and goals. The research then identified hope theory as a 

potentially useful approach to using these in intervention via Hope Therapy. This 

approach took on board the calls made by Watson and Greer (1998), Livneh (2000) 

and Lent (2007) for rehabilitation and intervention efforts to focus on instilling coping 

skills that enhance positive attitudes and efficacy beliefs, planning, setting realistic 

goals, problem-solving skills and enhancing social support.  

 

The integrated programme design appears to have been effective in that it took a 

positive approach to survivorship and was well received by the participants and the 

delivery team. The feedback from the evaluation of the programme was very positive 

from both a participant and service provider viewpoint. The participants would do the 

programme again if offered a place, even with the heavy time commitment involved. 

Moreover, they would recommend it to a friend. Both survivors and service providers 

endorsed the efficacy of the programme in terms of its content and its delivery and 

made recommendations for the development of a future service. The inclusion of 

physical activity as well as goal setting and the positive approach of Hope Therapy 
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was highly acceptable to all. The only part of the programme to receive any criticism 

was the time commitment and the accommodation difficulties. In addition, the least 

satisfactory aspect of the programme content was the dietary aspect but that was still 

well received with 60% of the sample very satisfied with it. Pakiz et al. (2005) point 

out that dietary intervention programmes can place a burden on the individual in that 

a lot of time needs to go into food selection and preparation in addition to possible 

increases in the cost of healthier foods and the need to develop a taste for new foods 

and flavours.  

 

The evaluation feedback provides support, on top of the positive and significant 

programme outcomes, for the efficacy of the programme to impact on the quality of 

life of this group of post-treatment cancer survivors. It also lends weight to the need 

for such programmes, preferably in the early post-treatment stage to avoid de-

conditioning, as noted by the intervention delivery team and by Luthringer (2002). 

Both participants and providers expressed support for such a programme to be 

mainstreamed as part of an ongoing cancer care plan.  

 

10.4 Strengths and Limitations of the Research 

The present research had a number of methodological and theoretical strengths and 

limitations. 

  

10.4.1 Methodological Strengths and Limitations 

A significant limitation of the present research was the cross-sectional design of 

Studies 1 and 2. They provide only a snapshot of the survivorship experience in an 

Irish context and longitudinal research is a better approach. Some suggestions for 

future longitudinal research are made in the next section. However, this approach was 

necessary in the present context and much has been learned from the research findings 

to inform future service development.  

 

Another limitation was the use of self-report measures in the survey. However, there 

is an argument to be made for the use of self-report measure in the present context, as 

a subjective response indicates what the respondent feels. In this case, the perceptions 

of survivors regarding their own needs and the existing services to meet those needs is 
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important from a health service development point of view. Nevertheless, the 

inclusion of objective measures to supplement the survey before selection for 

intervention may have prevented the random assignment difficulty discussed next. 

 

Another major weakness of the research was the lack of random assignment to 

treatment and control groups in the intervention study. This was partially due to the 

small numbers involved as this limited the pool of available and eligible survivors to 

invite to the intervention. It was also due to the intensive nature of the programme, as 

a number of participants were not able to attend several sessions and were asked to 

become part of the comparison group. In addition, at pre-screening it became clear 

that although participants met the inclusion criteria, there were differences on key 

variables such as BMI. The use of self-report measures is the most likely explanation 

for the lack of equivalence between the intervention and comparison groups at 

programme outset and random assignment to intervention and control group was not 

achieved. However, the variables chosen as risk factors may have contributed to this 

also. For example, although all study participants were overweight some were more 

so than others. A larger study with the use of objective measure at the selection stage 

would address this weakness. 

 

A further methodological weakness was the lack of post-intervention follow-up 

assessment, to determine the long-term impact of the intervention. Time and funding 

prevented this, but a suggestion is made in the following section for future research.  

 

The early studies may be viewed as strengths of the research project as a whole, as 

they were conducted to inform the development of the intervention and many 

interventions are developed without such a relevant evidence base in place.  

Furthermore, a mixed methods design that included qualitative and quantitative 

approaches allowed for a triangulation of the survivor’s experiences. The approach 

taken in this research has provided a richness, in terms of understanding the post-

treatment experience of survivors. In addition, Braun and Clarke (2006) suggest that 

qualitative methods are the most appropriate approach to take in fields that are not 

well understood. Moreover, a main strength of the research was the inclusion of a 

number of different perspectives to gain a comprehensive understanding of the factors 
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impacting on the post-treatment survivorship experience. This approach was 

appropriate given the lack of Irish data regarding post-treatment survivors. 

Additionally, it allowed for differences in perspectives on the post-treatment 

experience to emerge and helped to confirm the survivors’ view that health services 

are not as aware of the post-treatment effects of cancer and its treatment as perhaps 

they should be. The related weakness was that only two CRNs were interviewed, so 

the validity of the findings may be effected and a suggestion is made to address this in 

the next section.  

 

Other strengths of the research were the inclusion of a number of different cancer 

types, the identification of different types of treatment, time since treatment and 

socio-economic status in both the survey and the intervention. These facilitated the 

investigation of group differences in survey measures and addressed a number of 

weaknesses that were identified in the survivorship literature, where there is a 

preponderance of research with breast cancer survivors and a variety of other relevant 

group differences are not investigated. However, in the current intervention study the 

group sizes for these variables were too small to enable a meaningful investigation of 

group differences in terms of programme impact. A multi-site randomised controlled 

trial would enable these types of differences to be assessed. 

 

Also, the survey was conducted in a group setting, rather than by post to facilitate 

better item response. Furthermore, the comprehensive nature of the survey assisted a 

thorough assessment of the survivors’ post-treatment experience using a bio-

psychosocial approach. However, an analysis of item response rates was not 

conducted, so the efficacy of this approach has not been tested.  

 

A further strength of the pilot intervention was the targeting of participants who 

evidenced a need for such a programme, with selection criteria based on the service 

needs qualitatively identified in Studies 1 and 2, and risk factors identified in Study 2. 

This addressed another of the weaknesses identified in the literature where 

interventions are not always targeted at those in need. A further strength of the study 

was the use of objective measures to assess the impact of the physical and dietary 

training modules in the intervention study. In addition, the success of the intervention 



 

 135 

was not solely based on outcome measures, but included an evaluation by both 

programme participants and the delivery team, to gain a comprehensive view on its 

efficacy.  

 

Finally, a major strength of the intervention study was the high rate of programme 

completion with only one participant not finishing the programme. This also testifies 

to the effectiveness of the programme to not only achieve its objectives, but to also 

maintain the motivation of participants for the eight weeks of the intervention. 

Furthermore, the participant evaluation found that almost all participants would do the 

programme again.  
 

10.4.2 Theoretical Issues 

This research aimed to develop a pilot intervention based on sound theoretical 

foundations. From the outset, the identification of survivors’ needs and the intention 

to address those needs was driven by a bio-psychosocial approach (Engel, 1977). This 

translated into the assessment of biological, psychological and social variables and 

was extended to include vocational and socio-economic variables. Furthermore, the 

current health behaviours of these survivors were assessed, which addressed another 

gap in the literature. Thus, the data gathered in this research provide a comprehensive 

picture of the post-treatment survivor in the former ECAHB. However, an 

investigation as to whether this sample is representative of the Irish population of 

post-treatment survivors was not possible, as that data are not available. Suggestions 

to redress this deficit are made in the next section. 

 

A further theoretical strength of the research was the assessment of significant 

contributors to post-treatment adjustment including hope and optimism, coping, self-

efficacy and social support. This approach aided the identification of those who were 

at risk for poor quality of life and the vulnerable survivors to be targeted for the 

intervention, for example those who were low in hope and optimism. Furthermore, 

these variables were identified as mechanisms of actions in the literature. However, 

this research goes further than previous studies, in that these mechanisms of action 

were also harnessed in the intervention to support psychosocial and health behaviour 

change. However, testing the relative contributions of these factors was beyond the 
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scope of the present research and this is a potential avenue for future research. 

  

A number of theoretical models were presented in Chapter 3. These identified a 

number of variables that contribute to positive adjustment after cancer. However, they 

were not considered suitable for use in the present study as few had been tested 

empirically and they did not suit the purposes of the present research, which was to 

effect psychosocial and lifestyle behaviour change. The integrated approach taken in 

the present research was unique. The use of Hope Therapy, informed by hope theory, 

facilitated both psychosocial and health behaviour change. This was possible because 

of the positive strengths-based approach taken in the research as well as the focus on 

enhancing protective processes identified in the literature, rather than focusing on a 

pathological approach. However, the processes that were used in the intervention to 

produce the intended changes were not evaluated, as suggested by (Scheier, 1994). 

The use of predictive models is suggested in future research, to empirically 

investigate the ‘how did it work’ aspects of the intervention. Stanton et al. (2005b) 

recommends that future research efforts to “identify the most potent ingredients of 

multimodal therapeutic approaches” (p. 4819) are warranted. 

 

10.5 Suggestions for Future Research  

Developing an efficacious rehabilitation programme necessitates long-term follow-up 

and further research for programme refinement. The following six major suggestions 

for future research are made:  

 

1. There is a need to extend a needs analyses survey to the wider Irish post-treatment 

cancer survivor population to assess their service needs and build a profile to assist 

future service development nationwide.  

 
2. There is a need for a more extensive study of the perceptions of health 

professionals regarding post-treatment survivorship and survivors’ needs. A larger 

sample size would facilitate testing of the relative contribution of a variety to quality 

of life and positive adjustment.  

 

3. Another suggestion is to conduct a longitudinal study of survivors, following them 
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from diagnosis through to long-term survivorship, to assess the impact of cancer and 

its treatment over time.  
 

4. There is a need to follow-up all pilot programme participants, to assess the longer-

term impact of the pilot intervention.  

 

5. To develop an evidence-based programme for post-treatment survivors, it is 

necessary to follow-up this pilot study with a multi-site, randomised controlled trial of 

the programme. This would give sufficient power to the research design to examine 

the impact of the programme and to further aid refinement of the programme. This 

trial should include pre, post and follow-up testing. In addition, this approach would 

facilitate the use of prediction models to further examine the processes that are 

instrumental in brining about change in the programme. 

 

6. There is also a need to further examine the impact of cancer and its treatment on 

specific cancer types and treatment types, as well as on minority groups such as the 

elderly and social and /or financially disadvantaged.  

 

10.6 Recommendations  

Following on from the findings of the present research, as well as the experience 

gained from implementing a pilot rehabilitation programme, a number of 

recommendations with regard to meeting the needs of post treatment survivors and 

service development are made below.  

 
The current research project highlighted the need for an integrated post-treatment 

information and support service for all post-treatment cancer survivors, with both 

participants and providers endorsement. Additionally, findings also suggest a clear 

need for an early post-treatment rehabilitation programme for those at particular risk 

for poor quality of life. To fulfil these needs two sets of recommendations are made. 

The first refers to the development of a post-treatment service and the second to a 

more focused intervention programme to positively enhance quality of life in terms of 

psychological and physical functioning.   
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Recommendation 1: Develop a comprehensive, multidisciplinary, post-treatment 

service that connects with patients at time of diagnosis and outlines an after-care plan 

to prepare them for the post-treatment phase of their cancer journey. This service 

should integrate with all professionals involved in the patient’s treatment and after-

care, to provide a co-ordinated and structured service.  

 

Recommendation 2: Participants should be informed of the post-treatment service at 

diagnosis, or at the very least during treatment. It is recommended that health 

professionals (oncologists) refer the cancer patient to the post-treatment service as this 

appears to endorse the benefits of such a service. Both public and private cancer 

patients should be informed of and referred to post-treatment services.  

 
Recommendation 3: Develop a post-treatment rehabilitation intervention programme 

that focuses on reducing the potential need for acute care in the post-treatment phase 

and the resultant potential burden on the health service. This may be achieved by 

focusing on enhancing quality of life in terms of functioning and symptom 

management and effecting lifestyle changes that are conducive to good physical and 

mental health. It is suggested that the major components of a rehabilitation 

programme should be psychological support, physical activity and dietary counselling 

as used in the pilot study, as these have been shown to work well together in 

producing an integrated programme. In addition, this approach was highly acceptable 

to the participants. 

 

Regarding the above recommendations, there is no evidence to suggest that males and 

females have differing needs in terms of the type of service developed, or that a 

specific service be developed for those who are socio-economically disadvantaged. 

Neither is there evidence that specific intervention programmes should be developed 

for each cancer type, providing that the health professionals involved in service 

delivery are knowledgeable of cancer-specific post-treatment effects, and that the 

physical activity component is personalised. To this end the following 

recommendation is made:  
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Recommendation 4: Senior clinicians who are knowledgeable of the impact of 

cancer should deliver any proposed intervention programme. For example, 

professionally qualified physiotherapists, a dietitian and a psychologist could deliver 

the programme. In addition, the post-treatment programme should be co-ordinated by 

an expert in post-treatment survivorship. 

 

With regard to eligibility criteria for inclusion it was suggested above that all cancer 

survivors coming off treatment be referred to the post-treatment service in the first 

instance. This would ensure that all receive information on survivorship issues and 

have a connection to a service, should they require it in the future. In addition, two 

recommendations with regard to who should be referred to take part in a rehabilitation 

intervention programme are made, based on the suggestions in the literature and 

evidence from the pilot study.   

 

The following selection criteria for inclusion in an intervention programme are based 

on key risk factors for poor quality of life identified in this research. They address 

some of the weaknesses identified in the research regarding the use of objective 

measurement of certain key variables. These criteria are in addition to the original 

eligibility criteria for survey selection.  

 

These risk factors are:  
 Low quality of life with regard to functioning and symptoms 

 Anxiety levels above the normal range,  

 Low hope and optimism 

 BMI > 25 

 No or low physical activity or decreased activity levels since diagnosis as well 

as objective assessment of fitness and strength,  

 

Based on these criteria, the following recommendation is made. 

 

Recommendation 5: Post-treatment cancer survivors who are vulnerable and at risk 

with regard to poor quality of life, in terms of functioning and symptom levels due to 

their cancer or its treatment, as well as those with elevated anxiety levels and those 
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who are at risk for poor quality of life due to poor diet, being overweight, as well as 

having low physical activity levels post cancer treatment will most likely benefit from 

the programme. 

 

Based on the pilot programme findings it is not possible to make definitive 

recommendations on the duration of any proposed programme. However, the eight 

weeks of the pilot appeared to maximize the effect and avoid attrition. The pilot study 

was carried out after hours, but this was for purely practical reasons and there is no 

reason why a formal service should not operate during the daytime. However, it is 

suggested that cancer survivors who have returned to work be facilitated with evening 

sessions.  

 

The survivors who took part in this pilot programme felt that the location of the 

programme along with the involvement of health professionals provided a sense of 

security, safety and confidence to engage in the programme. Given the need for 

professional involvement, the use of gym equipment and the potential for health 

problems arising, the following recommendation is made.  

 

Recommendation 6: A post-treatment service should be initially based within the 

health services rather then volunteer led services, as the link between the survivor and 

the health service already exists and many survivors do not avail of volunteer led 

services. It is believed that the expertise of various health professionals, available 

through a health service led initiative, would be more conducive to meeting the 

ultimate aim of the service, which is to maximise physical and psychological well-

being of post-treatment survivors. 

 

With regard to programme outcomes and their measurement, it is difficult to be 

definitive given the plethora of measures available. However, it is recommended that 

both self-report and objective measures be included at pre and post assessment. The 

following recommendation is made.  

 

Recommendation 7: It is recommended that cancer patients’ psychological health be 

assessed at the time of diagnosis, to identify the need for psychological help and to 
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provide a baseline for assessing the future impact of any intervention. In addition, 

quality of life, exercise history, strength, fitness and diet should all be assessed to 

facilitate the identification of the impact of cancer and its treatment on the physical 

and mental health of the patient and to aid in targeting those who need post-treatment 

rehabilitation.  

 

The specific findings that cancer survivors need good quality written information 

“after cancer” and that health professionals need to be educated on post-treatment 

effects produced the next two recommendations. 

 

Recommendation 8: Develop an information pack of post-treatment services and 

welfare entitlements for distribution to patients coming up to end of treatment. This 

could include a DVD of this information, to overcome possible literacy problems. 

These packs would include information about possible late and long-term effects of 

cancer and its treatment and what actions can be taken to minimize such effects. In 

addition, the provision of information and advice in these packs should be positive in 

approach telling the survivor what they can do rather than focusing on restrictions.  
 

Recommendation 9: Include education on “Cancer Survivorship” in the training 

curricula for health professionals. This education should take a bio-psychosocial 

approach to expand the professional’s knowledge to include post-treatment issues and 

aware of the available services to ameliorate their effects. 

 

To further ensure that post-treatment survivors needs are met, the following 

recommendation is made. 

 

Recommendation 10: Liaise with existing cancer support structures to maximise (a) 

dissemination of information, and (b) avail of the benefits of volunteer cancer 

services. 

 

Finally, to ensure that an evidence-based programme implemented nationwide is 

consistently delivered and replicable across multiple sites, the following 

recommendation is made.  
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Recommendation 11: Develop a manual for the programme to facilitate 

implementation across multiple sites and to ensure treatment fidelity. 

 

10.7 Conclusion 

Post-treatment survivorship is increasingly a concern for health service providers. 

With better treatments for cancer and increasing longevity, the population of post-

treatment survivors is significantly increasing worldwide. Unfortunately, the majority 

of cancer-related research has focused on the diagnosis and treatment phases of the 

cancer journey and there is a need to extend the focus to the post-treatment phase to 

address existing survivors’ needs and pre-empt future service needs. According to 

Gilbert, Miller, Hollenbeck, Montie and Wei (2008) the principal concerns of 

survivorship research are the identification of late and long-term effects, the 

assessment of quality of life impairments, concern with maintaining general health 

and managing psychosocial adjustment and rehabilitation, to enable the survivor 

move on with life after cancer. However, the IOM report (2006) stated that the post-

treatment period was “uncharted territory in terms of evidence-based guidance for 

providers of survivorship care” (p.60).  

 

The CANSURVIVOR Project research has begun the process of charting that 

evidence in Ireland. It has found that post-treatment survivors in the former ECAHB 

area do well after cancer treatment but many experience a variety of effects from their 

cancer and its treatment that impact on their quality of life. This means that they need 

services to help enhance their quality of life. This research has also found that the use 

of Hope Therapy is a potentially useful means of achieving the required psychosocial 

and health behaviour changes required to maximize quality of life and optimise 

survivorship. 

 

In addition, meeting those needs will reduce the burden on health services in the 

future. Rowland (2007) points out that interventions are labour intensive but that there 

is evidence that they reduce medical costs. The present research is potentially an 

economical approach to achieving change in a number of areas using an integrated 

approach for one, rather than many interventions.  
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This research represents a significant contribution to the literature on post-treatment 

survivorship particularly in the Irish context, and will inform cancer service 

development in Ireland. In this regard, it is the first necessary step in the development 

of formal post-treatment services and provides an evidence base for future research. 

In addition, it contributes significantly to the intervention literature, in terms of, (1) 

the positive theoretical foundations used to build the intervention and, (2) the positive 

and integrated approach used to enhance both psychosocial adjustment and health 

behaviour change. This constitutes a true bio-psychosocial approach to positively 

enhancing the quality of life of the post-treatment cancer survivor and the possibilities 

for extending this type of programme to survivors of other chronic illnesses is 

exciting.  
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Appendix B 1: Interview and Focus Group Schedule 
 
 
The interviewee/ group are asked to discuss their views in light of their own experience 

(either as a CNS working with cancer survivors, as a survivor, or as a carer of a 

survivor). They are asked to speak about survivor outcomes and their service needs 

under the following major headings: 

 Physical   

 Psychological/ Emotional  

 Social 

 Vocational  

 The effects of Socio-Economic disadvantage 

 Service issues 

 Any other related issues 
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  Appendix B2: Information and Consent form for Study 1 
 
 
 
 
 

Study 1. Interview/Focus Group: Understanding the experiences of post-treatment cancer 
survivors.  

 
Dear Participant 
My name is Mary Ivers. I am a PhD student with the Department of Psychology in 
University College Dublin. I am conducting a research project, which is funded by the 
East Coast Area Health Board (ECAHB), investigating the physical, psychological and 
social needs of cancer survivors who have completed their medical treatment.  

 
This interview will involve a discussion of the after-treatment experiences of cancer 
survivors. You will be encouraged to discuss the needs of survivors and to discuss their 
views on whether there are gaps in the health services for cancer survivors. All of the 
information that is gathered will be used to help us to design a cancer survivor 
rehabilitation programme.  

 
Your participation in this interview is voluntary and you are free to withdraw at any time. 
The information provided by you will be confidential. The interview is expected to take 
approximately one hour. The discussion will be taped and then transcribed. You are 
assured that no information that would enable the identification of any individual will be 
included in the transcription. All tapes and transcriptions will be kept under lock and key 
by a member of the team. 

 
If you have any concerns or queries about the interview you are free to contact Mary Ivers 
at ph: ………….. If you agree to participate in the study and to the taping of responses 
please print your name clearly and sign below 

 
 

I ___________________________ (print name clearly) agree to participate in this 
interview and I understand the conditions of my participation.  

 
Signed: _____________________________________ 

 
 

Thank you for your interest and your time, 
 

Yours sincerely, 
 
 

_____________________          _______________________ 
Mary Ivers                                   Ms. Ursula Bates 
Researcher                                   Senior Clinical Psychologist 
Dept. of Psychology                    Psycho-oncology Unit 
University College Dublin           St. Vincent’s University Hospital. 
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Appendix B 3:  Focus Group Recruitment Advertisement 
 
 

The CANSURVIVOR Research Project 
 

Would you be interested in discussing survivorship issues in a small group setting? 

 

A focus group session is being organised in this centre to investigate life after 

treatment in cancer survivors who finished medical treatment at least six months ago. 

 

 

Whether you completed your treatment 6 months ago or even 20 years ago we would 

like to hear from you. 

 

If you are interested in taking part in our study and 

would like further details 

please contact: 

 

Mary Ivers at (01) xxxxxxxxxx 

or 

by email: mary.ivers@ucd.ie 
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Appendix C: Coding Frame for Qualitative Analysis of Study 1 
 

Section Themes Example of response items 
Physical Treatment Effects  cancer and treatment type; hair loss, fatigue, , ‘chemo brain’, insomnia, scaring, fertility problems, sexual 

dysfunction, etc. 
Physical Adaptation 
 

Taking cat naps, needing practical help at home due to fatigue, changes made to suit changed body and 
bodily functions. 

Lifestyle Change 
 

Not being able for sports/exercise, changes to diet, having to plan ahead if going anywhere, having to wear 
different types of clothing,  

 
Psychological 

 
 
 
 
 
 
 

Expectations of 
Normality 

Relief to be alive, changed attitude to life, no return to normality, Incorrect expectations of others that once 
treatment is over there is a return to normality.  

Fear and Anxiety 
Regarding Recurrence 

Fear of recurrence that never leaves, a heightened awareness of bodily sensations and perception of new 
sensations as cancer recurrence, anxiety.  

Other Emotional and 
Cognitive Factors 

Depression, negative body image, disfigurement flashbacks, anger, denial, guilt, low self esteem, 

Resources to Cope with 
Survivorship 

Keeping busy, distracting self, humour, positive thinking, taking control, stress management, getting 
emotional support, religion, cancer support centre, speaking to other survivors, professional help needed  

 
Social 

Changes in Social 
Relationships  

Being treated differently, reactions of others,   
being uncomfortable in presence of others or away from home. Not wanting to be upset in front of others.  

Changing Family Roles 
 

Relationships change, family roles change, changes to home life.  

Vocational Current employment  Job changed, expectations too much; Not being able for work. Career prospects damaged 

 
Socio-economic 

Issues 

Service Access  
 

Differences in access and choices in public vs. private care, options limited, waiting time longer, chance not 
choice.  

Burden on Recovery  
 

May have to return to work to survive financially even though not ready or may be unable to return to work 
for a long time, worry of finances when trying to recover 

Practical Hardship 
 

Illiteracy makes forms a problem, difficult to get help, people too intimidated to ask questions, travel is a 
hardship, no help at home if alone or single parent with young children 

Appendix C contd.: Coding Frame for Qualitative Analysis of Study 1 
 

Section Themes Example of response items 
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Service Issues 

Inadequacies in 
Existing Services  

Link to the hospital is gone when treatment ends, after treatment in no mans land, lack of awareness of needs 
at home, post-treatment consultations too short, no integration of health care  

Knowledge and 
Information Gap 
 

Information given is dependent on knowledge of particular nurse or consultant, lack of consistent information 
at discharge, the way information is presented is poor.  

Service Needs 
 

Need a structured, focused, co-ordinated, holistic post treatment service, hospital should tell about after-care 
services. Need written information, which should be continuous not just intermittent and visual information 
for illiterate. Need after treatment care at home, need support. 

 
Other Issues 

Victimization and 
Discrimination 

Changes in cost and availability of pensions, mortgage, insurance cover after cancer. Illness never leaves - a 
reminder of the fear of the unknown, feeling victimised. children can’t get mortgage protection. Penalised 
because had cancer. 
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Appendix D: Letter Requesting Permission to Access Databases. 
 
 
Date:  
 
 
 

Re: Access to Cancer Patients Database 
 
Dear  

The CANSURVIVOR PROJECT is a research project, which aims to assess the bio-psycho-
social needs of post-medical treatment cancer survivors in the ECAHB region from 1996-2003. 
This research will inform the development of a cancer survivor’s rehabilitation programme and 
involves the Psycho-oncology service and Physiotherapy and Nutrition/Dietetics at SVUH and 
the Psychology Dept. at UCD. This multidisciplinary project is funded by the East Coast Area 
Health Board (ECAHB) and has received ethical approval from the Ethics and Medical 
Research Committee of SVUH.   

 

The research is being carried out by Ms Mary Ivers - PhD candidate, UCD, and is supervised 
by Ms. Ursula Bates, Senior Clinical Psychologist SVUH, and Dr. Barbara Dooley, Department 
of Psychology, UCD. The project is under the direction of Prof. Kevin M. Malone, Department 
of Psychiatry, SVUH.   

 
To enable us to carry out the research we are requesting permission to access the lung, breast, 
colorectal and prostate databases within the hospital system. This will enable us to recruit post-
treatment cancer survivors with a view to inviting them to participate in the survey and 
rehabilitation project. The survey will be administered in the hospital with education and 
support available.  
 
Yours sincerely 
 
______________________________ 
Ms Mary Ivers BA, M.Litt.  PhD. Candidate.  
Ms Ursula Bates, Senior Clinical Psychologist, SVUH Psycho-oncology Service, Department 
of Psychiatry. St Vincent’s University Hospital.  01-277-3545  
 
 
I hereby give my permission for the Cancer Survivor project to access the following database 

(s):   
 

______________________________________________ 
 
 
Signed: _____________________________ Date: __________________________ 
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Appendix E 1: Medical and Demographic Information Questionnaire 
 

 

The CANSURVIVOR Project Survey 
 
Thank you for taking part in this important survey. Please read the following questions and 
tick the appropriate boxes. Please be as accurate as possible but do not spend too much time 
on any one question. If you have any difficulty with any section of the survey please ask one 
of our team for help.  
 
In this first section we would like to gather some important personal information.  
 
Name: _______________________________________   Age: ________ 
 
Date of Birth: ____________________    Male    Female     
 
Height: _________________________     Weight: ________________   
 
What is your present marital status: 
 

  Single  
 
Divorced 

 
 

 

Married/Cohabiting 
 
Widow/Widower 

  
  
   

 Separated  
  
 Other                        

 
 

 
 
If you have children can you please tell us how many _____ and their ages: ______________ 
 
Do you live alone?    Yes       No  
 
Please tick the highest level of education you have received:  
 

Primary/national school 
Second level – Inter/Junior Cert 
Second level – Leaving Cert  

 
 
 

Technical school  
Third level Diploma   
 

 
 

 

Third level Degree 
Higher degree            

 
 

 

 
Occupational status:  Employed    Fulltime homemaker    Unemployed     Retired    
 
What is your occupation? __________________________________________ 
 
Can you tell us which of the following categories best describes your present annual income 
in Euros ?  
 
Less than 20, 000       20, 000 - 29,999       30, 000 - 39,999         40, 000 - 49, 999   
 
50, 000 - 59, 999        60, 000 - 69, 999                70, 000 +     
 
 
Please tell us also which category best describes your partner’s present annual income? (€) (if  
applicable)  
 
Less than 20, 000       20, 000 - 29,999      30, 000 - 39,999        40, 000 - 49, 999   
 
50, 000 - 59, 999        60, 000 - 69,999                 70, 000 +     
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Have you returned to work since your cancer diagnosis and treatment?   
                                    
           Yes                      No                Not Applicable  
 
If YES, how difficult has it been for you to return to employment?  
 

Not at all difficult      A bit difficult       Quite difficult     Very difficult  

 

If NO, has your occupational situation changed because of your cancer or for other reasons?  

  

      Due to cancer        Other reason    

 

Please explain  _______________________________________________________________ 

 

How has your financial situation changed since your diagnosis?  

             
             No change                  Better                   Worse  

 

Which of the following best describes your accommodation? 

 

Home owner         Rented accommodation   Religious community/Convent  

 

Nursing home        Living in family member’s home     Other  (please explain)_________ 

 

Do you have private health insurance (VHI/ BUPA)?       Yes     No  

 

Do you have a medical card?   Yes         No  

 
Now, we have a number of questions about your diagnosis and treatment 

 

What type was your primary cancer?   Lung         Breast         Prostate         Colorectal   

 

Is there a family history of cancer?        Yes               No  

 

When were you diagnosed?   Month __________Year______________.  

 

What treatment(s) did you receive? (tick as many as apply)   

 

Surgery      Chemotherapy      Radiation therapy        Other (Specify) _____________ 
 

Approximately how long is it since you completed your medical treatment? ______yrs _____months. 

 

Are you currently on any cancer –related medication?   Yes     No           

If yes, please specify _____________________________________________________________ 

 

Have you lost weight since your diagnosis?      Yes     No       If Yes, how much? _________ 

 

Have you gained weight since your diagnosis? Yes      No      If Yes, how much? _________ 

 

During the course of your illness and treatment were you seen by any of the following?  
(please tick as many as apply) 

 

Dietician/ Nutritionist              Physiotherapist                   Occupational Therapist          

 

Cancer Nurse Specialist            Social Worker         Psychologist         Chaplain            

 

When was your last return visit to the hospital/clinic for a check-up (approx.)? Month ___Year: _____ 

Please tell us if you have any other health problems (e.g. hypertension, arthritis, diabetes etc.) 

(please specify) _________________________________________________________________ 
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Please indicate if you have used any of the following complementary care services to help you deal 

with the after effects of cancer and its treatment: (tick as many as apply) 

 

Acupuncture        Art therapy       Aromatherapy         Counselling       Yoga   

 
Massage               Meditation        Reiki/Reflexology           Other  

 

Supplements prescribed by doctor/nurse/dietician/nutritionist   

 

Non-prescription supplements        (If yes please specify) ____________________________ 

 

Other complementary care service  (If yes please specify) ____________________________  

 

If you do not use any of the above please tell us the reason?  Cost     Distance      

 

Lack of  information     Have no interest     Other reason _______________________________ 

 
If you have used any of the above complimentary care therapies or treatments, can you estimate the 

approximate monthly cost to you? ________________________________________________ 

 

To what extent is this cost a financial burden on you?  

 

   No burden at all       A little bit of a burden         Quite a burden        A heavy burden  

 

 

Are you aware of any cancer support groups or services in your local area?        Yes       No  

 

 
If you know of a cancer support centre or service, do you avail of that service?  Yes       No  

 

On the scale below please circle the number that best describes the extent to which you are    

       worried about a recurrence of your cancer?  

 

Not worried at all  0 1 2 3 4 5 6 Extremely 

worried 

 

 

Thank You 
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Appendix E 2: Letter of Agreement for Use of the EORTC QLQ-C30 
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Appendix E 3: The Hospital Anxiety and Depression Scale (HADS) (Zigmond & 
Snaith, 1983). 

 
ID: _______ 
Emotions play an important part in most illnesses. This questionnaire is designed to help us to 
know how you feel. Read each item and tick the box in front of the response that 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.  
 

I feel tense or ‘wound up’: 
 Most of the time 
 A lot of the time 
 From time to time, occasionally 
 Not at all 

I feel as if I am slowed down: 
 Nearly all the time 
 Very often 
 Sometimes 
 Not at all 

 
I still enjoy the things I used to enjoy: 
 

 Definitely as much 
 Not quite so much 
 Only a little 
 Hardly at all 

I get a sort of frightened feeling like 
‘butterflies’ in the stomach: 

 Not at all 
 Occasionally 
 Quite often 
 Very often 

I get a sort of frightened feeling as if 
something awful is about to happen: 

 Very definitely and quite badly 
 Yes, but not too badly 
 A little, but it doesn’t worry me 
 Not at all  

I have lost interest in my appearance: 
 Definitely 
 I don’t take as much care as I should 
 I may not take quite as much care 
 I take just as much care as ever 

I can laugh and see the funny side of 
things: 

 As much as I always could 
 Not quite so much now 
 Definitely not so much now 
 Not at all 

I feel restless as if I have to be on the move: 
 Very much indeed 
 Quite a lot 
 Not very much 
 Not at all 

Worrying thoughts go through my mind: 
 A great deal of the time 
 A lot of the time 
 From time to time but not too often 
 Only occasionally 

I look forward with enjoyment to things: 
 As much as ever I did 
 Rather less than I used to 
 Definitely less than I used to 
 Hardly at all 

I feel cheerful: 
 Not at all 
 Not often 
 Sometimes 
 Most of the time 

I get sudden feelings of panic: 
 Very often indeed 
 Quite often 
 Not very often 
 Not at all 

I can sit at ease and feel relaxed: 
 Definitely 
 Usually 
 Not often 
 Not at all 

I can enjoy a good book or radio or TV 
programme: 

 Often 
 Sometimes 
 Not often 
 Very seldom 
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Appendix E 4: Health Behaviour Questionnaire 
 
Below are a number of questions to help us get an accurate picture of your lifestyle.  
Please be as accurate as possible in your responses and remember there are no right or 
wrong answers, just tell us what you do.  
 
What is your smoking status?   
 
I never smoked     I used to smoke     I currently smoke  
 
If you used to smoke did you quit because of your cancer?   Yes      No   
 
If you smoke, how many do you smoke per day ____________ 
        
Would you like help to stop smoking?      Yes        No     
 
How often do you consume alcohol?     Never           less than once a week         
 
  1 - 2 times a week         3 - 4 times a week        5 or more times a week        
 
How physically active are you?   
 
Not at all active       A little active        Fairly active         Very active  
 
What physical activities do you engage in (if any)?  
_____________________________________________________________________ 
 
How has your level of physical activity changed since before your diagnosis?  
 
Same as before diagnosis         Decreased activity             Increased activity  
 
If your activity level has changed, what factors have had the most influence on this? 
_____________________________________________________________________ 
             
_____________________________________________________________________ 
 
Regular physical exercise is defined as any activity performed on a repeated basis 
over an extended period of time with the intention of improving physical fitness and 
health at least 3 times a week for at least 20 – 30 minutes.  
 
Using this definition would you say you take regular physical exercise?    
Yes         No  
 
 
Do you do any of the following for health? Use a gym         Keep-fit classes        
 
Attend a local swimming facility       Pilates     Walking         
 
Other forms of exercise  (please specify) _______________________. 
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If you do not use any of the above what is the main obstacle? 
 
Cost           Travel difficulties         Lack of Information        Safety  
 
No companion to go with     Don’t want to do these things           
 
Other reason     Please explain 
_____________________________________________ 
 
 
The following questions concern your diet, please refer to the research team for 
details of the quantities that constitute a serving.  
 
How many servings of the following would you consume in a typical day?  
 
Bread, cereal and potatoes      _________             
   
Fruit and vegetables (include fruit juice and vegetable soups)  _________ 
   
Dairy produce                    __________              
 
Meat, poultry and fish       __________ 
   
 
High sugar/high fat food       __________              

 
 
Do you ever use organic produce?  Yes        No  
 
 

Thank You 



 17 

Appendix E 5: The Multidimensional Health Locus of Control Scale (Wallston et al., 1978) 
Each item below is a belief statement about your medical condition with which you may agree or disagree. Beside each statement is a scale, which 
ranges from strongly disagree (1) to strongly agree (6). For each item we would like you to circle the number that represents the extent to which you 
agree or disagree with that statement. The more you agree with a statement, the higher will be the number that you circle. Please make sure that you 
answer EVERY ITEM and that you circle ONLY ONE number per item. This is a measure of your personal beliefs; obviously, there are no right or 
wrong answers.  
 
1= Strongly Disagree (SD);  2 = Moderately Disagree (MD);           3 = Disagree (D);  
4 = Agree (A);          5 = Moderately Agree (MA);               6 = Strongly Agree (SA). 
 

  SD MD D A MA SA 

1.  If my condition worsens, it is my own behaviour, which determines how soon I will feel better again. 1 2 3 4 5 6 

2.  As to my condition, what will be will be. 1 2 3 4 5 6 

3.  If I see my doctor regularly, I am less likely to have problems with my condition. 1 2 3 4 5 6 

4.  Most things that affect my condition happen to me by chance. 1 2 3 4 5 6 

5.  Whenever my condition worsens, I should consult a medically trained professional. 1 2 3 4 5 6 

6.  I am directly responsible for my condition getting better or worse. 1 2 3 4 5 6 

7.  Other people play a big role in whether my condition improves, stays the same, or gets worse. 1 2 3 4 5 6 

8.  Whatever goes wrong with my condition is my own fault. 1 2 3 4 5 6 

9.  Luck plays a big part in determining how my condition improves. 1 2 3 4 5 6 

10.  In order for my condition to improve, it is up to other people to see that the right things happen. 1 2 3 4 5 6 

11.  Whatever improvement occurs with my condition is largely a matter of good fortune.  1 2 3 4 5 6 

12.  The main thing which affects my condition is what I myself do.  1 2 3 4 5 6 

13.  I deserve the credit when my condition improves and the blame when it gets worse. 1 2 3 4 5 6 

14.  Following doctor’s orders to the letter is the best way to keep my condition from getting any worse. 1 2 3 4 5 6 

15.  If my condition worsens, it’s a matter of fate.  1 2 3 4 5 6 

16.  If I am lucky, my condition will get better. 1 2 3 4 5 6 

17.  If my condition takes a turn for the worse, it is because I have not been taking proper care of myself. 1 2 3 4 5 6 

18.  The type of help I receive from other people determines how soon my condition improves. 1 2 3 4 5 6 
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 Appendix E 6: The Life Orientation Test (LOT-R) (Scheier et al., 1994) 
 
Next, we’re interested in your reactions to the following statements. Please be as honest and 
as accurate as you can throughout. Try not to let your responses 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. Just 
tick the box that represents your response. 
 

   
I  

agree 
a lot 

 
 

I agree 
a little 

I neither 
agree 
nor 

disagree 

 
I 

Disagree  
a little 

 
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’m always optimistic about my future.      

5.  I enjoy my friends a lot.      

6.  It’s important for me to keep busy.      

7.  I hardly ever expect things to go my way.      

8.  I don’t get upset too easily.      

9.  I rarely count on good things happening to 
me. 

     

10.  Overall, I expect more good things to happen 
to me than bad.  
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Appendix E 7: The Hope Scale (Snyder et al., 1991) 
 

Now, we’re interested in your reactions to the following statements. Please be as honest 
and as accurate as you can throughout. Try not to let your responses 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. Read each item below carefully, then, using the scale below please circle 
the number that best describes YOU.  
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ue
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m
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t 
Tr

ue
 

M
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tly
 T
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e 

D
ef
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ly
 

Tr
ue

 

1.  I can think of many ways to get out 
of a jam. 

1 2 3 4 5 6 7 8 

2.  I energetically pursue my goals. 1 2 3 4 5 6 7 8 

3.  I feel tired most of the time. 1 2 3 4 5 6 7 8 

4.  There are lots of ways around any 
problem. 

1 2 3 4 5 6 7 8 

5.  I am easily downed in an argument. 1 2 3 4 5 6 7 8 

6.  I can think of many ways to get the 
things in life that are most important 
to me. 

1 2 3 4 5 6 7 8 

7.  I worry about my health. 1 2 3 
 

4 5 6 7 8 

8.  Even when others get discouraged I 
know I can find a way to solve the 
problem 

1 2 3 4 5 6 7 8 

9.  My past experiences have prepared me 
well for my future.  

1 2 3 4 5 6 7 8 

10.  I’ve been pretty successful in life.  1 2 3 4 5 6 7 8 

11.  I usually find myself worrying about 
something. 

1 2 3 4 5 6 7 8 

12.  I meet the goals that I set for myself. 1 2 3 4 5 6 7 8 
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Appendix E 8: The Brief Cope (Carver, 1997). 
Next, we are interested in how people respond when they confront difficult or stressful events in their 
lives. There are many ways to try to deal with problems. We are interested in how YOU have been 
coping with the stress in your life since your cancer diagnosis and treatment. Obviously, different 
events bring out somewhat different responses, but think about what YOU usually do when YOU are 
under a lot of stress. Then respond to each of the following items by choosing one number for each, 
using the response choices listed below. Please try to respond to each item separately in your mind 
from each other item and please answer every item. There are no ‘right’ or  ‘wrong’ answers, so make 
your answers as true FOR YOU as you can. Choose the most accurate answer for YOU not what you 
think ‘most people’ would say or do.  

 
                    1 = I usually don’t do this at all                         2 = I usually do this a little bit 

                    3 = I usually do this a medium amount              4 = I usually do this a lot 

1.  I turn to work or other substitute activities to take my mind off things. 1 2 3 4 
2.  I concentrate my efforts on doing something about it.  1 2 3 4 
3.  I say to myself “this isn’t real”. 1 2 3 4 
4.  I use alcohol or other drugs to make myself feel better. 1 2 3 4 
5.  I try to get emotional support from others.  1 2 3 4 
6.  I just give up trying to deal with it. 1 2 3 4 
7.  I take action to try to make the situation better. 1 2 3 4 
8.  I refuse to believe that it really has happened. 1 2 3 4 
9.  I let my unpleasant feelings out. 1 2 3 4 
10.  I get help and advice from other people. 1 2 3 4 
11.  I use alcohol or other drugs to help me get through it. 1 2 3 4 
12.  I try to see the problem in a different light, to make it seem more positive.  1 2 3 4 
13.  I criticize myself.  1 2 3 4 
14.  I try to come up with new strategies to deal with the problem. 1 2 3 4 
15.  I get comfort and understanding from someone. 1 2 3 4 
16.  I give up and don’t attempt to cope with the problem. 1 2 3 4 
17.  I look for something good in what is happening. 1 2 3 4 
18.  I make jokes about the situation. 1 2 3 4 
19.  I turn to other activities to take my mind off it, such as going to the movies, 

watching TV, reading, daydreaming, sleeping or shopping.  
 
1 

 
2 

 
3 

 
4 

20.  I accept the reality of the fact that it has happened.  1 2 3 4 
21.  I express my negative feelings. 1 2 3 4 
22.  I try to find comfort in my religion or spiritual beliefs. 1 2 3 4 
23.  I try to get advice or help from other people about what to do. 1 2 3 4 
24.  I learn to live with it. 1 2 3 4 
25.  I think hard about what steps to take. 1 2 3 4 
26.  I blame myself for things that happened. 1 2 3 4 
27.  I pray or meditate. 1 2 3 4 
28.  I make fun of the situation. 1 2 3 4 
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Appendix E 9: MOS Social Support Survey (Sherbourne & Stewart, 1991) 
 
People sometimes look to others for companionship, assistance, or other types of support. 
How often is each of the following kinds of support available to you if you need it? 
Circle one number on each line.  
 

 
 

 
 
 
 

 None of 
the time 

A little of 
the time 

Some of 
the time 

Most of 
the time 

All of the 
time 

1. Someone you can count on to listen to you 
when you need to talk  

1 2 3 4 5 

2. Someone to give you information to help you 
understand a situation 

1 2 3 4 5 

3. Someone to give you good advice about a 
crisis 

1 2 3 4 5 

4. Someone to confide in or talk to about 
yourself or your problems 

1 2 3 4 5 

5. Someone whose advice you really want 
 

1 2 3 4 5 

6. Someone to share your most private worries 
and fears with 

1 2 3 4 5 

7. Someone to turn to for suggestions about how 
to deal with a personal problem 

1 2 3 4 5 

8. Someone who understands your problems 
 

1 2 3 4 5 

9. Someone to help you if you were confined to 
bed 

1 2 3 4 5 

10. Someone to take you to the doctor if you 
needed it 

1 2 3 4 5 

11. Someone to prepare your meals if you were 
unable to do it yourself 

1 2 3 4 5 

12. Someone to help with daily chores if you were 
sick 

1 2 3 4 5 

13. Someone who shows you love and affection 1 2 3 4 5 

14. Someone to love you and make you feel 
wanted 

1 2 3 4 5 

15. Someone who hugs you 
 

1 2 3 4 5 

16. Someone to have a good time with 
 

1 2 3 4 5 

17. Someone to get together with for relaxation 1 2 3 4 5 

18. someone to do something enjoyable with 
 

1 2 3 4 5 

19. Someone to do things with to help you get 
your mind off things 

1 2 3 4 5 
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Appendix F 1: Letter of Invitation to take part in survey 
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Appendix F 2: Consent to Participate in Study 2 Survey  
 

     Consent Form     
             
  

Please tick which condition(s) you received treatment for, print your name clearly and sign 

below. 

I was treated in St. Vincent’s University Hospital for the following condition:  

(please tick as many as apply) 
 

 

Cardiac problems    Cancer     Respiratory Disease   

 

Other  (Please explain) ___________________________ 

 

 

I agree to allow access to my diagnostic information on the hospital database. I wish to 

participate in this survey and I understand the conditions of my participation.  

 

Name:      
 _____________________________________________________________________ 
Address:  
 _____________________________________________________________________ 

          
 
Phone:      ____________________________________ 
 

Signature: ________________________________________ Date: ______________  
 
 

ID Code: _______  (for office use only) 
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Appendix G 1: Letter Requesting Attendance at Survey Session 
 
 
 
 
Dear 
 
Thank you for agreeing to participate in our Lifestyle Survey. If you are still willing to 

participate in our research you will find a card with a choice of sessions. It is only 

necessary for you to attend once, so you are asked to choose only one day and one time 

from the following choices. We are holding sessions at 5pm and 6.30pm on 

Tuesday 27th and Thursday 29th June 

In The Cancer support centre, Herbert Ave. St Vincent’s Hospital, Dublin 4. 

(The Centre is in the carpark beside St. Anthony’s, Herbert Ave, Dublin 4. Free parking 

is available). 

 

Please choose which day and time suits you best and then tick the appropriate box on 

the enclosed card. Complete and return the card in the enclosed stamped addressed 

envelope as soon as possible and make a note for yourself of the time and date you have 

chosen. We look forward to seeing you on the date you select. 

 

Yours sincerely 

 

 

________________________ 

Mary Ivers 

Researcher 

The CANSURVIVOR Project 

 

PS. If the above dates and times do not suit you please let us know and we will do our 

best to make alternative arrangements. 
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Appendix H: Descriptive Statistics for Study 2 Standardized Measures 

 

Standardised Measure Subscale Mean (SD) N 

QLQ C-30    
       Functioning  Physical functioning 83.25 (16.12) 262 
 Role functioning 87.02 (20.71) 262 
 Emotional functioning 75.78 (23.27) 260 
 Cognitive functioning 79.81 (21.41) 260 
 Social functioning 83.91 (24.39) 260 
 Global QoL 77.53 (19.71) 260 
    
       Symptoms Fatigue 23.02 (21.78) 262 
 Nausea and Vomiting 4.13 (13.32) 262 
 Pain 15.90 (25.17) 261 
 Dyspnoea 14.16 (25.17) 259 
 Insomnia 30.78 (34.62) 261 
 Low appetite  6.02 (17.84) 261 
 Diarrhoea  6.79 (16.33) 260 
 Constipation 10.55 (20.55) 259 
 Financial impact 11.62 (25.85) 258 
    
HADS Anxiety   6.16 (4.07) 258 
 Depression   3.17 (2.95) 258 
    
The LOT-R Optimism/Pessimism 15.66 (3.85) 227 
    
The HOPE Scale Total Hope 24.77 (4.01) 235 
 Agency 12.47 (2.24) 247 
 Pathways 12.26 (2.21) 244 
    
Multidimensional Health  Internality 20.52 (6.77) 251 
    
Locus of Control Chance 20.54 (7.76) 246 
 Doctors 15.31 (2.55) 257 
 Powerful others   9.84 (4.17) 259 
    
Generalised Self-Efficacy Self-efficacy   3.03 (0.47)a 244 
    
The Brief COPE Positive action 11.48 (2.80) 245 
 Emotional support 12.50 (3.57) 241 
 Positive reframing 15.05 (3.22) 243 
 Denial   5.97 (2.43) 236 
 Negative action    5.56 (1.84) 247 
 Self-blame   6.44 (2.22) 247 
 Humour   4.53 (1.99) 252 
 Religion   5.20 (2.31) 252 
    
MOS Social Support Tangible support 15.83 (4.55) 257 
 Emotional/informational 30.79 (7.94) 259 
 Affectionate 12.67 (3.18) 257 
 Positive social interaction 12.40 (2.95) 257 
 Functional support Index 75.58 (17.02) 259 
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Appendix J 1:  

 
Date:  

 
Dear  
In early 2006 you kindly participated in the CANSURVIVOR project by completing a Lifestyle 
Survey in the Cancer Support Centre in St. Vincent’s University Hospital. At that time we 
informed you that the purpose of the survey was to help us develop a rehabilitation programme. 
The survey has provided us with lots of information about Irish Cancer Survivors’ health 
service needs and we have now designed the pilot programme. The aim of the programme is to 
help survivors improve their well-being and maximize their quality of life by assisting them to 
engage in a health lifestyle. This is the first time such a programme has been designed in 
Ireland. It is being run for 8 weeks in St. Vincent’s University Hospital and includes physical 
activity, nutrition and psycho-educational components. The nutritionists, physiotherapists and 
psychologists from the hospital are fully committed to this programme.  
 
We are now inviting a number of those who took part in the survey to take part in the first 
offering of this exciting, free, programme. Enclosed you will find a Brochure and Information 
leaflet along with a consent form. All the information you may need regarding the programme 
is in this brochure. However, if you wish further information please feel free to call me (see 
contact details below). We are hoping that you will engage with our programme and that it will 
benefit and support you. We anticipate that a successful programme will lead to a formal cancer 
rehabilitation service being offered to all cancer survivors. If you agree to participate, please 
print your name clearly on the enclosed consent form, sign it and return it to us in the enclosed 
stamped addressed envelope. In line with best practice, we are asking for the name and address 
of your GP so that we can send an information leaflet to him/her about the programme.  
 
As before, your participation in this research is voluntary and you are free to withdraw at any 
time. The information provided by you will be confidential so please be assured that no 
information that would compromise the identity of any individual will be included in any 
reports or publications.  
 
Once we have received your consent you will receive a follow-up letter inviting you to come 
to an introductory session in St. Vincent’s Hospital and giving you further details. Only those 
who return signed consent forms may take part in the study. If you have any concerns or would 
like to know more, please contact Ms. Mary Ivers, UCD School of Psychology ph: 01-716-
8657 or e-mail: mary.ivers@ucd.ie  
 
Thank you for taking the time to read this invitation.  
 
Yours sincerely, 
 
_____________________                   
Mary Ivers M. Litt.       
Project Manager/Researcher.  
The CANSURVIVOR Project       
School of Psychology      
University College Dublin   
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Appendix J 2: Information and Consent Letter 
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Appendix J 3: Pilot Programme Information leaflet 

 

 

 

 

 

 



 

 4 

Appendix K 1: State Hope Scale 
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Appendix K 2: Godin Leisure Time Exercise Questionnaire 

 
  
INSTRUCTIONS  
  
In this excerpt from the Godin Leisure-Time Exercise Questionnaire, the individual is asked to 
complete a self-explanatory, brief four-item query of usual leisure-time exercise habits.  
  
CALCULATIONS  
     
For the first question, weekly frequencies of strenuous, moderate, and light activities are  
multiplied by nine, five, and three, respectively. Total weekly leisure activity is calculated in 
arbitrary units by summing the products of the separate components, as shown in the 
following formula:   
  
   Weekly leisure activity score = (9 × Strenuous) + (5 × Moderate) + (3 × Light)  
  
 The second question is used to calculate the frequency of weekly leisure-time activities 
pursued “long enough to work up a sweat“ (see questionnaire).  
  
EXAMPLE  
  
  Strenuous = 3 times/wk  
  
  Moderate = 6 times/wk  
  
         Light = 14 times/wk  
  
   Total leisure activity score = (9 × 3) + (5 × 6) + (3 × 14) = 27 + 30 + 42 = 99  
  
  
  
   
  
  
  
  
  
  
  
Godin, G., Shephard, R. J.. (1997) Godin Leisure-Time Exercise Questionnaire. 
Medicine and Science in Sports and Exercise. 29 June Supplement: S36-S38. 
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Appendix L1: End of Programme Exercise Handout 
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Appendix L2: End of Programme Nutrition Handout 

 

Nutrition and Surviving Cancer 

 

 

 

 

 

 

 

 

 

 

 

 

Well done on completing your 8-week cancer survivor course. 

 

You have started to make healthier food choices already so keep up the good 

work. Remember eating a healthy balanced diet and exercising regularly 

will make you look and feel better. 

 

Remember to follow they healthy eating food pyramid to ensure you are eating a 

balanced diet. 

Check To See If You Are Getting the Balance Right 
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For those who want to lose weight: 
 Reduce the fat in your diet 
 Keep your alcohol consumption within the safe limits 
 Eat 5 or more portions of fruit and vegetables per day 
 Keep foods at the top of the pyramid to occasional treats only. 
 Check your portion sizes 
 Read food labels to help to make healthier choices 
 Take 30 minutes of moderate physical exercise per day, most days of the week. 
 Keep a diary of what you eat and how much activity you take each day and 

record your weight weekly. 
 Seek support from friends and family to maintain your healthier lifestyle. 
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Appendix L3: End of Programme Hope Handout 

    
The difficulties that people have with setting goals and reaching them can be divided into 3 
omponents- goals, plans (waypower), and motivation (willpower). 
     
Session 1:   First, you need to list and write down your goals. Second, you should try to list 
goals in different domains of your life, exercise, diet, friends etc. Third, you will need to try 
to rate your goals in order of importance. 
 
Session 2: Goals must be important to YOU in order to bring the positive emotions associated 
with goal accomplishments. Try to make sure that your goals are challenging to you without 
being overwhelming. Ask yourself if you feel like you are stretching to meet your goals. 
 
Session 3: Set your goals in concrete terms with endpoints. Use an approach framework to 
write your goals rather than an avoidance framework. Take a Do approach not a Don’t do 
approach. Break your goal down into sub-goals. Remember “Little steps”. 
 
Session 4: Identify the messages you send yourself. Rephrase them into more positive 
messages. Redefine the situation in terms of your abilities and be realistic. 
 
Session 5: Believe in your ability to generate ways to get to your goals and believe in your 
ability to use the pathways that you generate. Begin to develop multiple paths to your goal. 
Look at the pathway realistically to decide whether or not you will be able to use it.    
 
Session 6: Willpower is the mental energy behind your quest to reach your goal. It is your 
ability to motivate yourself toward your goal. Even when you are mentally motivated, you 
still need the physical energy to pursue your goals. Remember to stay physically active and to 
keep track of what you are eating. 
 
Session 7: Remember the theory  
Goals – concrete endpoints, challenging goals multiple goals in multiple domains,  
Willpower/agency – motivation via self-talk, exercise, eating, sleep, stretch goals 
Waypower/pathways – making sub-goals/little steps to reach important goals, generate more 
than one way to reach a goal. 
 
Session 8: Lapse not Relapse: remember the difference between a lapse and a relapse. As you 
try to apply the lessons that you have learned to your life, you will hit roadblocks. However, 
sometimes when we hit obstacles or we don’t accomplish our goals, we have a hard time 
using the strategies that we know will work. How can we avoid turning lapses into relapses? 
If you know that you may experience lapses and that they are normal – you won’t be too hard 
on yourself and turn them into relapses. Remember be kind to yourself. 
If you experience a lapse, acknowledge this has happened and start again. 
Dwelling on a lapse will only make it worse. 
 
To recap: hopeful thinking involves setting appropriate goals, making plans to reach those goals and 
generating the motivation to reach those goals. Using a step by step approach will build your 
confidence and help generate positive feelings.  
 
Remember:     Start with small goals that are important to YOU  
                    Focus on each thing you are doing and use little steps  
                        Be kind to yourself ! 

Adapted from Cheavens et al., (2005)       
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Appendix M: Graduation Certificate 
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Appendix N: Dependent t-test analyses for intervention group 

  

Scale/ Variable Time 1-pre 
Mean (SD) 

Time 2-post 
Mean (SD) 

t-value 

EORTC QoL    
Physical  75.87 (17.05) 83.80 (14.23)  t(20) =  -2.77, p < .05* 
Role  81.74 (27.33) 87.30 (14.81)  t(20) =  -1.09, p > .05 
Emotional  65.21 (20.02) 79.36 (16.47)  t(20) =  -2.94, p < .05** 
Cognitive  73.80 (27.16) 75.39 (23.93)  t(20) =   -0.44, p >.05 
Social  76.98 (30.94) 86.50 (14.54)  t(20) =   -1.52, p >.05 
Global QoL 59.92 (23.21) 73.80 (18.87)  t(20) =   -2.73, p <.05* 
    
Fatigue  28.57 (23.19) 21.16 (11.60)  t(20) =    1.45, p > .05 
N & V 05.55 (21.94) 01.58 (7.27)  t(20) =    0.77, p > .05 
Pain  28.57 (29.88) 12.69 (14.81)  t(20) =    2.63, p <.05* 
Dyspnoea 28.57 (30.34) 14.28 (19.92)  t(20) =    2.00, p = .05* 
Insomnia 47.61 (40.23) 22.22 (19.24)  t(20) =    2.86, p < .05* 
Low appetite 12.69 (30.68) 03.17 (10.02) t(20) =   1.67,  p > .05 
Diarrhoea  04.76 (11.95) 04.76 (11.95) t(20) =    0.00, p >.05 
Constipation 12.69 (19.65) 09.52 (18.68) t(20) =    1.45, p >.05 
Financial impact 15.87 (30.94) 04.76 (11.95) t(20) =    1.50, p < .05 
    
Physical Activity 
Level 

10.47 (13.27) 27.70 (13.28) t(16) =  - 6.54, p < .05** 

Fitness (mtrs) 436.95 (60.62) 516.42 (70.39) t(20) = -13.88, p < .05** 
Strength  
 (Max strength) 

25.71 (18.39) 55.38 (18.0) t(20) =   -9.53, p < .05** 

    
 BMI 30.38 (5.39) 30.05 (5.13) t(20) =    3.26, p < .05** 
 Weight 80.99 (12.46) 80.12 (12.20) t(20) =    3.29, p < .05** 
 Waist  99.20 (15.08) 97.44 (11.68) t(20) =    1.32, p > .05 
 Daily sat. fat 36.67 (13.69) 19.04 (9.84)  t(20) =    5.20, p <.05**  
 Calorie intake 2192.48  (681.81) 1538.28 (328.17)  t(20) =   3.97, p <.05** 
Vitamin C mg 79.91 (38.32) 176.93 (104.93)  t(20) =   -3.26, p <.05** 
    
  HADS-Anxiety 7.66 (4.22) 5.61 (3.20)  t(20) =     3.13, p <.05** 
  Total Hope  30.00 (8.17)  41.14 (5.56)  t(20) =   -7.36, p <.05** 
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Appendix O: Programme Satisfaction Questionnaire  

 
Please help us improve our program by answering some questions about the services you have 
received.  We are interested in your honest opinions, whether they are positive or  negative.  Please 
answer all of the questions.  We also welcome your comments and suggestions. Thank you very much 
we really appreciate your help. Please circle your answer to the following questions: 
 
1. How would you rate the quality of the programme you have received? 

4 3 2 1 
Excellent Good Fair Poor 

 
 
2. If a friend were in need of similar help, would you recommend our program to him or her? 

1 2 3 4 
No, definitely not No, I don’t think so Yes, I think so Yes, definitely 

 
 
3. How satisfied are you with the amount of help you have received in relation to diet? 

1 2 3 4 
Quite dissatisfied Indifferent or mildly dissatisfied Mostly satisfied Very satisfied 

 
 
4. How satisfied are you with the amount of help you have received in relation to physical activity? 

1 2 3 4 
Quite dissatisfied Indifferent or mildly dissatisfied Mostly satisfied Very satisfied 

 
5. How satisfied are you with the amount of help you have received in relation to hopeful thinking & 
goal setting? 

1 2 3 4 
Quite dissatisfied Indifferent or mildly dissatisfied Mostly satisfied Very satisfied 

 
 
6. Overall, how satisfied are you with the service you have received? 

4 3 2 1 
Very satisfied Mostly satisfied Mildly dissatisfied Quite dissatisfied 

 
 
7. If you were to seek help again, would you come back to our program? 

1 2 3 4 
No, definitely not No, I don’t think so Yes, I think so Yes, definitely 

 
 
8. Please tell us what the positive aspects of the programme were for you.  
 
 
9. Please tell us if there were any negative aspects to the programme for you 
 
 
10. In your opinion, what can we do to improve the programme for future survivors?  
 
 

Thank you very much for taking the time to complete this questionnaire. 
If you would like to make further comments please feel free to write on this and the following page. 
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