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Abstract 

Quality of life in adult haematological cancer survivors  

The treatments for haematological malignancies are often complex and intense and given over 

prolonged periods, leading to potentially debilitating symptoms and reduced quality of life (QoL). 

Those who survive can still experience long-term effects of both treatments and disease and often 

fear the recurrence of the disease. This thesis studies the QoL of adults who survived haematological 

malignancies. Methods: This mixed-methods study aimed to examine the QoL of survivors of 

haematological malignancies and identify unmet supportive care needs. The first quantitative survey 

phase used QoL questionnaires validated for use in cancer (EORTC QLQ C30 & EQ-5D), and 

disease-specific questionnaires for survivors of multiple myeloma (MY-20) and chronic lymphocytic 

leukaemia (CLL-16). The second qualitative phase explored in-depth the quantitative findings. For 

both the quantitative and qualitative phases, participants were adults aged 18+ years who had 

completed treatment for a haematological malignancy and were between 1-5 years post-treatment. 

Demographic data and clinical parameters collected included diagnosis and time since completion 

of treatment. Descriptive statistics showed that the median and interquartile range when skewed. 

Age was the only skewed continuous variable. Non-parametric Kendall’s tau correlation coefficient 

was used to determine the associations between age and QoL and associations between socio-

demographic, clinical factors and QoL subscales were determined using the Mann Whitney U test.  

Furthermore, in-depth face-to-face semi-structured interviews were conducted, thematically 

analysed and grounded in the quantitative findings. Results: For the quantitative survey 131 

participants completed questionnaires (response rate 66%). The median age was 66 years. The 

quantitative phase found significant associations between age, global quality of life, physical and 

role functioning. Men reported better physical functioning and lower symptom scores than women. 

Employed participants reported a better QoL. Increasing age was associated with lower QoL. Better 

role functioning was noted in participants who lived beyond 2.5 years following treatment 

completion.  The key qualitative findings centred on unmet supportive care needs, fear of recurrence, 

loss of continued connection with health care providers and uncertainty about the future. 

Conclusion: Survivors of haematological malignancies have unmet supportive care needs. 

Enhancing their physical, psychological wellbeing and addressing supportive care needs optimises 

their QoL.  
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 Introduction: Setting the research scene 

1.1 Introduction 

As of December 2015, around 2.5 million people were living with or after a cancer diagnosis in the 

United Kingdom (UK) alone and this figure is anticipated to rise to 4 million by 2030 (Guzzinati et 

al. 2018). This is reassuring news about an illness that was described as a ‘killer disease’ almost 

three decades ago (Sontag 1991, p.59), equally dramatically as ‘a lethal shape-shifting entity’ 

(Mukherjee 2011, p.13). The question that not enough people ask is: “What does it feel to be a 

‘cancer survivor’?” Following the completion of treatment for cancer, do people ‘get back to normal’ 

or are they always referred to or defined by this common disease and are they so feared that some 

people still refer to it as the ‘Big C’ (Mukherjee 2011; Stergiou - Kita et al. 2016). With the advances 

in early detection, improved treatment modalities and supportive care, cancer survival rates have 

improved substantially over the past decades (Malvezzi et al. 2015). 

In particular, as a nurse who has worked for my entire career in caring for patients with various 

haematological malignancies, I have always wondered how patients felt and what they experienced 

following the completion of treatment for haematological malignancy. Some appear to come out of 

the treatment well.  At the same time, I have also observed other patients being treated for cancer 

but left with debilitating side-effects of treatment which has adversely affected their Quality of Life 

(QoL). Hence, I was intrigued to explore the QoL among these groups of patients. It also motivated 

me to find out in this MPhil research project what it meant to be defined as a ‘cancer survivor’.  

Interestingly, a position for a haematology research nurse at Royal Bournemouth Hospital in the 

south of England, to pursue an MPhil simultaneously around QoL and cancer survivorship in patients 

who have survived haematological malignancies was advertised. I was successful in securing this 

position and commenced a MPhil at Bournemouth University on the topic that has always been of 

special interest to me. I pursued my research while working as a haematology research nurse across 

three hospital sites in Dorset, in the South of England (Royal Bournemouth Hospital, Poole Hospital 

and Dorset County Hospital). I was able to identify potential participants for my study with assistance 

from the treating haematologists from all the hospital sites. This participants’ selection process is 

explained later in this thesis (see Section 5.3). 

Having moved to live and work in Dorset as a cancer nurse, I embarked on exploring the QoL among 

groups of patients who had completed all treatment for a haematological malignancy amongst the 

three hospitals I worked across. However, there appeared to be a wide range of studies of patients 

with breast cancers and other cancers but very little undertaken in haematology with no published 

studies exploring the QoL of patients surviving haematological cancers within Dorset County. This 

group of people represented a sample of all older people with these diseases and knowing about a 

local population would inform knowledge about a wider population of patients with the same 
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diseases. Hence, I felt the need for a study that would be beneficial in investigating the QoL of these 

groups of patients with haematological malignancies and implementation measures to enhance the 

same.  

This MPhil thesis seeks to examine the Quality of Life of adult survivors treated for a haematological 

malignancy mainly B-cell malignancies and the impact of living with the illness. This cohort appears 

to be largely an older group of survivors which represents the majority of patients with malignant 

disease in Dorset. Dorset is a unique county in the South West of England as it has the largest 

population of older adults with 28.3% being 65 years and older which is significantly higher than the 

18% average for the whole of England and Wales (Office of National Statistics (ONS) 2016). The 

high proportion of older cancer survivors in this cohort and factors that impact their QoL will provide 

insight into the future ageing UK cancer survivors’ population as a whole. This may, in turn, inform 

future healthcare planning strategies.  

It answers this overarching research question: “What is the QoL of survivors of a B-cell malignancy 

and what are the identified unmet supportive care needs of these survivors?” The thesis is presented 

in a way to describe the research and explain the research process undertaken. The undertaking of 

this MPhil study was a journey for me with many challenges and enlightenment, not just in the 

deepening of the understanding of QoL and survivorship of patients diagnosed and treated with 

haematological malignancies but also the development of myself as a researcher. 

During the process of planning and undertaking this study, I was: able to enable a deepened 

understanding of what the unmet supportive care needs that may arise for survivors of 

haematological malignancy and how this could impact their quality of lives; has shown how 

resources could be channelled in the right direction to optimise patient outcomes; was able to 

establish a collaborative network with wider organisations and globally, with the aim and potential 

to make a difference to survivorship care and also has highlighted areas of future research that could 

improve clinical practice. For the same reason, I have been intrigued to investigate the QoL of this 

elderly group of patients in the county of Dorset. 

1.1.1 The rationale behind undertaking this research 

The profile of cancer is changing.  Approximately 363,000 people are diagnosed with a new cancer 

each year in the UK and the incidence has been predicted to rise by a further 2% by 2035 (Cancer 

Research UK 2022). Cancer survival has also more than doubled in the last 40 years from 24 to 50% 

of people living disease-free for 10 years or more (Cancer Research UK 2022; De Angelis et al. 

2014). In the 1970s, the median survival following a diagnosis of cancer was only one year 

(Macmillan Cancer Support 2015). However, between 2010 and 2011, 50% of adults diagnosed with 

cancer in England and Wales were predicted to survive 10 or more years (Cancer Research UK 

2015).  
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People are living longer with haematological malignancies due to early detection and significant 

improvements in medical treatments (De Angelis et al. 2014). Although many patients may live well 

following completion of primary treatments, others may experience a wider range of physical, 

psychological, emotional, social, and financial issues that impact their QoL (Miller et al. 2016; 

Jefford et al. 2017).  Cancer survival is embedded in the context of an ageing society, with the number 

of UK residents over 65 predicted to rise to 26% of the total population by 2041, compared to 15.8% 

in 1991.Therefore, more people are living with and beyond cancer (ONS 2018). 

With people living longer, quality of life issues is of paramount importance to individual with 

haematological malignancies, who generally experience several debilitating symptoms such as 

severe fatigue, peripheral neuropathy, sleep disturbance, nausea, and pain. It is evident that cancer 

patients are more likely to have more comorbid conditions and therefore experience poorer physical 

and mental health than those without cancer (Smith et al. 2008).   

While treatments for haematological malignancies dramatically increase survivability, many patients 

experience late and long-term effects related to cancer and its treatments. While the efficiency of 

treatment may be, of course, the focus, it is important to preserve the QoL of these patients 

(Mortensen and Salomo 2016). From my experience as a nurse in the field of haematology oncology 

nursing for many years, I have observed many patients who have been left with permanent, often 

devastating, physical impairments. There is, therefore, a need to better understand the support needs 

of this patient group, and for service developments to further meet their needs effectively (Mason et 

al. 2014). 

Interestingly, there has been a growing interest in evaluating QoL in patients who have completed 

treatment for haematological malignancy. The advancements of treatments in patients with 

haematological malignancies have increased the relevance of examining the long-term physical, 

psychosocial and social QoL of patients who have completed primary treatment for haematological 

malignancy. Evaluation of QoL helps improve outcomes in healthcare and optimises the lives of 

those who have completed treatments for haematological malignancy.  

An understanding of how a malignancy and its treatments can affect an individual can help inform 

health care professionals in tailoring treatments and identify specific supportive care needs that may 

be required to be met (Bottomley et al. 2005; Blazeby et al. 2006). The term ‘cancer survivor’ is 

used to encompass all individuals living with cancer ‘from the time of diagnosis and for the balance 

of life’ (National Coalition for Cancer Survivorship 2015).  

It is fundamental to recognise the problems faced by survivors and the needs that are unmet to 

provide timely and appropriate care and offer support. With the issues faced by survivors of 

haematology malignancy due to intense treatment modalities, there is a pressing need to explore 

these issues and address specific unmet supportive care needs. There is an increasing focus on 

improving the experience of living with and beyond cancer and reducing the ‘burden’ of cancer 
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survivors.  A vast body of literature has identified that cancer survivors’ experience so-called 

symptom burden related to the severity and impact of biopsychosocial consequences of their disease 

and its treatment (Macmillan Cancer Support, 2013). Symptom burden is a complex concept 

(Eckerblad et al. 2015), which in a concept analysis by Gapstur (2007) included the subjective, 

quantifiable prevalence, frequency, and severity of symptoms placing a physiological burden on 

patients and producing multiple negative, physical, and emotional patient responses.  

The experience of survivorship can be challenging; individuals living with and beyond cancer can 

face the burden of survivorship. Cancer survivors not only experience symptom burden (the severity 

and impact of biopsychosocial consequences of disease and its treatment), but there is also evidence 

that individuals living with chronic conditions experience treatment burden (the ‘work’ required of 

them in managing their condition and its symptoms).  The latter notion is discussed in greater detail 

later in Chapter two. 

It is evident from current literature that very little research has been undertaken to examine the QoL 

of survivors of a haematological malignancy. Most of the studies evaluating QoL are mainly 

quantitative using validated QoL questionnaires. The focus of enquiry can be narrow with the HR 

QoL (Health Related Quality of Life) findings based on functional and health status domains. Insight 

into the wider experience of patients following completion of treatment for a malignancy cannot be 

captured just by undertaking quantitative studies. 

Although there has been an ongoing debate about the definition of QoL, it has been broadly stated 

as a multidimensional construct with objective and subjective dimensions with experiences differing 

between individuals and with the length of time since the completion of treatment. With the above-

mentioned definition, it is apparent that an open approach is needed to be adopted to capture the 

details of the QoL of individuals who have completed all treatment for haematological malignancy. 

QoL questionnaires would limit the information captured from such survivors and not all the 

information captured may pertain to the problems faced by survivors. The questionnaires used in the 

study focus mainly on cancer patients rather than survivors. Therefore, a qualitative approach with 

semi-structured interviews is required to gain a detailed understanding of this patient group and how 

treatment for a haematological malignancy has influenced their QoL and how this may vary over 

time. This may contribute to improving the measurements of QoL in survivors and also address 

unmet supportive care needs. 

Survivors of B-cell malignancies can experience debilitating physiological effects and psychological 

stress that can influence their QoL (Baker et al. 2003). Therefore, it is imperative to assess the QoL 

of survivors and aim at interventions to improve this. QoL studies in patients with a B cell 

malignancy 1-5 years following treatment are very few. Most studies measure the quality of patients 

during active treatment or beyond five years. That was why this study set to examine the QoL of 

survivors of B-cell malignancies during this period.  
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Furthermore, there is limited nursing research published with a specific focus on patients who have 

completed all treatment for haematological malignancy. Calman (2011) reflects the same in the 

research she has undertaken in lung cancer patients with little nursing research focussing particularly 

on lung cancer. Knowledge of the aspects that may affect the QoL of survivors could enable them to 

aim at interventions to enhance their QoL. Therefore, this study aims to examine the impact of 

treatment on the QoL and capture the experiences of survivors following completion of treatment by 

employing a mixed-methods approach incorporating the use of QoL questionnaires and semi-

structured interviews. For the purpose of this study, only those patients who have completed all 

treatment for a B-cell malignancy were included. In other words, they were not receiving any 

treatment for the malignancy except for supportive care at the time of recruitment to the study. 

The inclusion of survivorship care and research as part of the cancer care continuum and focussing 

on the QoL after cancer treatment has become integral to the practice of oncology and haematology 

(Parry et al. 2011). The initiatives aimed to optimise the delivery of comprehensive, coordinated care 

to all cancer survivors and provide the oncology community with the resources and knowledge to 

implement survivorship care that can address many unmet supportive care needs and maximise 

health related QoL (McCabe et al. 2013). Foster and colleagues (2018) argue the importance of 

generating good quality research evidence relating to the impact of cancer and its treatment on 

people’s lives which, in turn, is pivotal in the process of planning effective services to optimise 

outcomes. The working definition of a cancer survivor in this MPhil study would be any individual 

who has completed primary treatment for a B-call malignancy and is in remission at the time of 

recruitment. 

1.2 Aims of this MPhil research  

This study aimed to examine the QoL of adult haematological cancer survivors and identify any 

unmet supportive care needs that this group of people may experience. I aim to gain more knowledge 

on how a haematological malignancy mainly the diagnosis of a B cell malignancy and its treatments 

impacts an individual’s QoL in the post-treatment phase. The objectives of this MPhil study were to 

enable the researcher to: 

1. develop an understanding of the QoL of survivors of adult haematological malignancies. 

2. determine the impact of selected demographic variables on the QoL of survivors of 

haematological malignancies (e.g., employment, education, living arrangements, gender, 

age). 

3. explore factors that influence that QoL. 

4. explore any unmet supportive care needs in adult survivors of a haematological malignancy. 
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1.3 Haematological malignancies: An introduction 

The term ‘haematological malignancy’ refers to a diverse group of malignancies that affect the blood, 

bone marrow and lymphatic systems. The most common types of haematological malignancies, 

mainly the B cell malignancies are lymphomas, myelomas and acute lymphoblastic leukaemias. This 

diverse group of diseases affect people of all ages, with the highest incidence being among the 

elderly. According to the National Institute of Health and Care Excellence (NICE), the incidence, 

prognosis and responsiveness to treatment and survival of each of these types of B cell malignancies 

vary widely (NICE, 2016). This study focuses mainly on those people diagnosed with a B-cell 

malignancy and has completed all primary treatments for the same. 

They are an important group of malignancies to study within the UK since there has been a steady 

increase in survival rates of all cancer patients in the UK when compared with the US and Europe, 

with 50% of patients surviving for ten years and beyond (Cancer Research UK, 2019; De Angelis et 

al. 2014). In the UK, 13% of people aged 65 years and above are survivors of cancer and its treatment 

(Cancer Research UK, 2008). The number of older people aged 65 and above living with cancer has 

grown by 23% in the five years to 2015 (Maddams et al. 2012).  However, in the United States, as 

of 2012, more than 59% of the prevalent population of cancer survivors was age > 65years (Rowland 

and Bellizzi 2014).  

1.3.1 Incidence of B cell malignancies 

Haematological malignancies are a heterogeneous group of malignancies that evolve in the blood, 

bone marrow or immune system (NICE 2003; Butters 2011). Worldwide, in economically developed 

countries, haematological malignancies are the fourth most diagnosed malignancy (Smith et al. 

2011). 

Globally, there has been a steady increase in the survival rates of some haematological malignancies 

(Verdecchia et al. 2007; American Cancer Society 2012; Australian Institute of Health and Welfare 

2012). Haematological malignancies are the fourth most frequent type of malignancy in the 

developed world and incidences are increasing in part secondary to an ageing population (Smith, 

Howell, Patmore, Jack, & Roman 2011; Chihara et al. 2014; Howlader et al. 2014; American Cancer 

Society 2018).  B-cell malignancies such as chronic lymphocytic leukaemia (CLL), lymphoma and 

multiple myeloma (MM) are some of the most common haematological malignancies, so this study 

focused on patients who were treated for these conditions.  

In 2011, the numbers of newly diagnosed patients with these conditions registered in the UK were: 

12,783 with Non-Hodgkin’s Lymphoma (NHL), 1845 with Hodgkin’s Lymphoma (HL), 3233 with 

CLL and 4792 with MM (Office for National Statistics [ONS] 2015). Although some of these 

malignancies are not curable, the routine use of novel and targeted therapy has led to a steady 

improvement in survival rates (Hall et al. 2013; Sant et al. 2014; Krok-Schoen 2018). Individuals 
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treated for a B-cell malignancy are no longer viewed as ‘victims’ (Park et al. 2009) but as ‘survivors’, 

meaning that people who go on to live for several if not many years following their initial diagnosis. 

1.3.2 Survival statistics in haematological malignancies 

Cancer survival statistics are usually presented as relative survival rates at five years after diagnosis 

(Cancer Research UK 2014). In England, the five‐year overall survival for men diagnosed with HL 

during 2011–2015 and followed up until 2016 was over 80%, 64.9% for NHL, 53.3% for all 

leukaemia and 51.9% for survivors of MM. During the same period, women showed survival rates 

of 83% for HL, 69.4% for NHL, 52.4% for all types of leukaemia and 50.8% for survivors of MM 

(ONS, 2018). The five‐year survival for a patient treated for CLL is 67.0% for men and 73.0% for 

women in England (De Angelis, Sant, & Coleman, 2014) with these figures showing improvement 

in survival rates compared to previous years.  

1.4 Setting the scene for survivorship and Quality of Life in patients treated for B cell 

malignancies 

Due to advancements in diagnosis and treatment, many cancer survivors now live for a relatively 

long period (Miller 2009; Throne et al. 2013). These advancements present medical service providers 

and support teams with additional challenges of striving to extend a cancer survivor’s life whilst at 

the same time maintaining QoL for those individuals (Kim et al. 2007). 

While many people live well following the completion of treatment for cancer, others may 

experience a broad range of distressing physical, psychosocial, social, and financial issues that may 

impact their quality of life (Miller et al. 2016; Jefford et al. 2017). These physical difficulties (e.g. 

fatigue, decreased physical capacity) and psychosocial problems (e.g. anxiety, depression, stress, 

insecurity, grief, decreased self-esteem, hindered job reintegration, social isolation) may lead to a 

reduction in QoL (Gotay et al. 2002; Tomich and Helgeson 2002; Korszun et al. 2014; Esser et al. 

2018). The Living with and Beyond Cancer report (National Cancer Survivorship Initiative, 2013) 

emphasised the need for the provision of supportive care from the point of diagnosis, through active 

treatment and beyond into later stages of survivorship.  The Supportive Care Framework (Fitch, 

2008) states that to be effective, supportive care has to be personalised to the unique needs of the 

individual. 

Cancer treatments are often associated with late complications which may have a negative influence 

on the physical, psychological and/or social life of a survivor (Doyle and Kelly 2005; Houldin et al. 

2006; Richards et al. 2011; Esser et al. 2018), especially when most survivors are over the age of 

sixty-five and may often have associated comorbidities and age-related functional decline (Snydor 

et al. 2019). 
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Cancer and its intense treatments with its side effects, especially in patients with haematological 

malignancies, can cause deficits in one or more domains of quality of life. According to Baker et al. 

(2009), Baumann et al. (2009) and Larghousi et al. (2018), the QoL reported in patients treated for 

cancer is worse in comparison to the general population. In clinical trials and daily clinical practice, 

QoL has been incorporated as an important outcome parameter enabling clinicians to assess the 

effectiveness of treatment and guide in making tailored treatment decisions (Lopez et al. 2009) 

1.5 The organisation of this thesis 

The chapters in this thesis are laid out in the order in which the study was undertaken. The 

introductory chapter presented an overview of the study, its aims and objectives. A clear rationale 

for undertaking this study is also mentioned in this chapter. 

Chapter two reviews current literature in areas related to this study: haematological malignancies 

with a focus on B-cell malignancies, treatments and treatment-related effects on the individual, 

cancer survivorship. 

Chapter three presents in the detailed review of QoL, instruments used to measure QoL in this 

study, measurement of QoL in the post-treatment phase and its challenges. This chapter concludes 

that there is very little evidence on the QoL of adults who have survived haematological 

malignancies, specifically B-cell malignancies. 

Chapter four outlines the design and its application in this MPhil thesis. Using pragmatism as a 

theoretical underpinning, a sequential explanatory mixed-methods design was employed to examine 

the QoL of individuals who had completed all treatments for a B-cell malignancy. This chapter 

describes the nature of mixed methods research, the rationale for undertaking MMR and its 

application in this study. 

Chapter five outlines the methods underpinning the study. It describes the components of the study, 

the participants, recruitment, sample size, identification and recruitment of participants, data 

collection and analysis techniques used in both phases of the study. 

Chapter six details the quantitative data from Phase one of the study. This chapter describes the 

participant demographics and diagnosis and time since completion of treatments for a B-cell 

malignancy. The analytical method employed in this phase is addressed. In this chapter, a journal 

article is presented. 

Chapter seven outlines the qualitative findings of the study. It describes the participant 

characteristics, describes themes and subthemes that arose from the interview. This chapter addresses 

the specific unmet supportive care needs that these individuals experience. 
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Chapter eight presents a discussion of the study findings and a comprehensive explanation of the 

quantitative findings with the help of semi-structured interviews; the final but important requirement 

of mixed methods work. 

Chapter nine concludes the thesis. It offers a personal reflexive account of me with reflecting on 

the dual role of research nurse and researcher, describing the interview-participant relationship and 

the challenges faced when interviewing participants exclusively with a partner or family member 

present at the time of interviewing. It offers a discussion of the strengths and limitations of the 

research. 

Chapter ten provides recommendations and offers a discussion of the implication of the findings of 

the thesis to clinical practice, research, and education. 

1.6 Summary of the chapter 

The impact of treatment for haematological malignancies can be devastating with some of the effects 

of treatment lasting for prolonged periods. They can affect an individual in many ways. This study 

investigates the impact of haematological malignancies, mainly B-cell malignancies, and their 

treatments on the quality of lives of survivors. Knowledge and understanding of factors that affect 

the QoL of adult cancer survivors may provide an insight into identifying these unrecognised or 

unmet supportive care needs and help the implementation of measures to enhance the same. This 

study contributes to the growing literature surrounding the examination of specific unmet supportive 

care needs of such individuals diagnosed with and treated for a B-cell malignancy. 

Where possible I have used the term “haematological malignancy” and were in more general, I have 

used the term “cancer survivor”. 
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 Haematological malignancies: The unique challenge 

2.1 Introduction 

This chapter presents a detailed overview of the literature on the study of QoL in adult patients who 

have completed all treatment for haematological malignancy, B-cell malignancies. An in-depth, 

theoretical understanding of the quality of life (QoL) of survivors of haematological malignancies 

and cancer survivorship is vital to understand the influence it has on the survivors. Most QoL studies 

concerning cancer patients have focused on those receiving treatment. By contrast, data available on 

the QoL of survivors for a haematological malignancy are considerably less although there is clear 

evidence that studies in survivorship have been increasing steadily (Bellizi et al. 2009; Lobb et al. 

2009; Krouse et al. 2017). 

First, this chapter will seek to explain the methodology of the literature review. Secondly, it defines 

and explains in detail the different types of B cell malignancies, their treatments, and treatment-

related toxicities. The comorbidity index used in this study to capture the comorbidities in the second, 

qualitative phase is discussed and finally, this chapter throws light on the concept of survivorship. 

2.2 The methodology of literature review  

For this MPhil research study, a survivor of a haematological malignancy is a person who has 

completed all chemotherapy treatment and has been in remission from the disease (i.e., disease-free) 

for at least a year. The research questions for this scoping literature review (Pham et al. 2015) at the 

start of the thesis were: 

1. What is the QoL in adult patients who have completed all treatment for haematological 

malignancy?  

2. What theories and models can help understand the concept of quality of life (QoL) in 

survivors of haematological malignancies and cancer survivorship more generally? 

 

To address these questions literature searches were conducted in PubMed, Cumulative Index to 

Nursing and Allied Health Literature (CINAHL), Psych info, Medline, Scopus, Soc INDEX, Science 

Citation Index, Nursing and Health Sciences Journals. The following combinations of terms were 

used to search these databases: (quality of life or unmet need* or needs) AND (Multiple Myeloma 

or Leukemia or Leukaemia, Hodgkin’s disease or lymphoma or non-Hodgkin’s lymphoma * or 

haematological/haematological cancer/malignancy* or blood cancer*). Zetoc alerts were set up to 

receive articles with the following MeSH (Medical Subject Headings) terms: “Quality of life”, 

“cancer survivors”, “unmet needs”, “leukaemia”, “Lymphoma, “Multiple Myeloma”, 

“Haematological malignancies” AND” questionnaires”. Since this is a scoping review (Pham et al. 

2015) the papers found in the search were only checked for relevance to the two research questions, 
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the papers had to have been peer-reviewed, but they were not formally appraised on methodological 

quality per se. 

The search was limited to the past 30 years at the outset of my study.  This period was chosen as the 

past three decades have seen a heightened interest in the QoL in survivors of all malignancies. To 

date, numerous studies have examined the QoL following diagnosis and addressed the physical, 

emotional, and sexual well-being of cancer patients (Conroy and Blazeby 2003; Avis et al. 2005; 

Quinn et al. 2015). Due to time and language constraints, only English-language peer-reviewed 

studies were extracted. References of relevant publications were further searched (so-called ‘hand-

searching). The literature review was conducted prior to the start of the study and was updated along 

with the final updates undertaken in March 2022. Many of the studies identified focused 

predominantly on breast, colorectal and prostate cancer patients. This was expected as research in 

haematological cancer survivors was limited. 

Very little attention has been paid to survivors of leukaemia, lymphoma, myeloma and other 

haematological malignancies and even fewer studies in the post-treatment phase (Aziz 2007; Parry 

et al. 2011; Esser et al. 2017). Studies concerning survivorship are increasing; however, most of 

those identified failed to include patients with haematological malignancies in their sample (Lobb et 

al. 2009; Hall et al. 2013; Tremolada et al. 2016). 

2.3  B-cell malignancies  

Haematological malignancies are biologically malignancies of the bone marrow (leukaemia) and the 

immune system (the lymphomas and myeloma) (Taylor et al. 2016). In the UK alone, in 2017 around 

305,683 new cases of cancer were diagnosed with the prevalence increasing worldwide (Cancer 

Research UK 2019). They are a heterogeneous group of diseases with diverse aetiologies, incidences, 

and prognoses. They can range from long-term and incurable to acute and aggressive (The National 

Institute for Clinical Excellence 2003; Dunkel 2017). They are the fifth most common type of 

malignancy in the UK (Smith et al. 2011; The National Institute for Health and Care Excellence 

2016). Diffuse large B cell lymphoma and MM are the most common haematological malignancies 

(Smith et al. 2011). 

Historically, haematological malignancies were classified as follows: leukaemias were classified as 

malignancies of the blood; lymphomas as malignancies of the lymph nodes and myelomas of the 

bones (Taylor et al. 2016). However, the modern World Health Organization (WHO) classifications 

use the cell lines from which the malignancy is derived: myeloid and lymphoid cell lineage (Campo 

et al. 2011). The B cell malignancies represent a diverse collection of diseases which include most 

lymphomas, lymphocytic leukaemias and myelomas from the lymphoid cell lineage (Swerdlow et 

al. 2016) while acute and chronic myeloid leukaemia, myelodysplastic syndromes and 

myeloproliferative neoplasms are derived from the myeloid lineage. This study focuses mainly on 
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those patients who had completed primary treatment for a B-cell malignancy and were disease-free. 

These groups of malignancies are more common with increasing age, with people aged 65 years or 

above being more commonly diagnosed (HMRN 2014). 

2.3.1 Lymphomas 

Lymphoma is a haematological malignancy of the lymphatic system, categorised into two main 

types: Hodgkin Lymphoma (HL) and non-Hodgkin Lymphoma (NHL), each is outlined in turn 

below. 

 Hodgkin lymphoma 

HL is not very common and accounts for less than 1% of all newly diagnosed cases of lymphomas 

(ONS 2016). HL originates in the white blood cells called lymphocytes. It is differentiated from 

NHL with the presence of Reed Stenberg cells in the lymph nodes which are seen under a 

microscope. The Reed Sternberg cells are abnormal B lymphocytes (white blood cells that make 

antibodies that fight infection) (Hartlapp et al. 2009). This results in the body’s inability to fight 

infection effectively.  

HL is a relatively aggressive B cell malignancy that can spread quickly through the body. However, 

it is also one of the most easily treatable types of malignancies.  The most common symptom of HL 

is a painless, swollen lymph node or nodes that don’t reduce in size after a couple of weeks (Linendoll 

et al. 2016). Many people may present with cough or breathlessness which may indicate lymph nodes 

in the chest (Miltenyi et al. 2010). Around one in four people may present with what is known as ‘B’ 

symptoms which comprise fevers, night sweats and unexplained weight loss (Townsend and Linch 

2012). Chemotherapy is the general mode of treatment and survival rates are generally good with 

more than 90% of patients surviving for five years or more (CRUK 2017).  

 Non-Hodgkin lymphoma 

NHL are generally categorised as high or low grade. High-grade lymphomas are usually aggressive 

and develop rapidly which if left untreated can be fatal (Dunleavy and Wilson 2013). Patients usually 

present with rapidly enlarged lymph nodes and additional symptoms of unexplained fever, weight 

loss, night sweats and fatigue (Busson et al. 2019). Treatment decisions are influenced by the nature 

of the malignancy and how fast it grows. The low grade or indolent ones that develop slowly are 

usually advanced by the time they are diagnosed. Unless these are caught early and treated, they may 

not be considered curable (Mounier et al. 2019). Indolent lymphomas may be monitored on a watch 

and wait for basis and the aggressive, high-grade lymphomas may require chemotherapy, 

radiotherapy, and newer biological agents.  
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Treatment for NHL aims to get rid of the lymphoma and achieve a disease-free state called remission 

(Cancer Research UK 2018; Macmillan Cancer Support 2019). Chemotherapy for NHL is usually 

given with steroids (Younes et al. 2017). A targeted therapy called Rituximab may also be given 

during initial treatment and after chemotherapy is given as maintenance therapy (Macmillan Cancer 

Support 2019). If patients’ relapse with the disease, they may require much stronger therapy and also 

at times, peripheral stem cell transplantation (Dunleavy and Wilson 2013; Macmillan Cancer 

Support 2019). 

 B cell and T-cell lymphomas 

NHL is grouped into B-cell and T-cell lymphoma depending on the type of origin of the malignancy. 

If a lymphoma develops from abnormal B-cell lymphocytes, it is called B-cell lymphoma. If it 

develops from abnormal T-cell lymphocytes, it is called T-cell lymphoma ref. B-cell lymphomas 

are more common than T-cell lymphomas. Around nine out of ten people with NHL have B-cell 

lymphoma (Macmillan Cancer Support 2019). Some B cell malignancies are acute and aggressive 

while some are asymptomatic and chronic (Hoffbrand et al. 2006). NHL is also common in the older 

patient group (CRUK 2017). NHL is the sixth most common cancer in the UK and being the most 

common type of haematological malignancy, it accounts for 40% of all cases in both men and women 

(ONS 2015). 

2.3.2 Chronic lymphocytic leukaemia 

Chronic lymphocytic leukaemia (CLL) is the most common lymphoid malignancy in adults 

(Stephens et al. 2005; Jemal et al. 2006). It is common in older people and develops slowly which is 

why it’s called chronic leukaemia (Macmillan Cancer Support 2019). CLL is an incurable, insidious 

form of leukaemia for which treatment is not required immediately (Cancer Research UK 2017). 

Unlike most malignancies, people diagnosed with early-stage CLL may be monitored for months or 

even years before they merit any active treatment (Shanafelt et al. 2006). Although a large proportion 

of these patients are observed untreated, some of them may receive treatment of moderate toxicity 

(Holzner et al. 2004). 

CLL, malignancy of the white blood cells, develops from the lymphoid stem cells. The body 

produces too many abnormal white blood cells called immature lymphocytes and these abnormal 

lymphocytes build up over time in the lymphatic system. This causes enlarged lymph nodes and 

affects the production of healthy blood cells in the bone marrow (Macmillan Cancer Support 2019). 

CLL is classified into Stages A, B and C with stage A, not usually requiring treatment and Stages B 

and C needing treatment (Kharfan- Dabaja et al. 2016). CLL is common in older people especially 

those over the age of 65 years.  
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There have been significant developments in the treatment of CLL. Cytotoxic drugs such as 

fludarabine, cyclophosphamide and a targeted therapy drug named rituximab were recommended as 

initial therapy for patients diagnosed with CLL (Cancer Research UK 2017). But treatment with a 

combination of Bendamustine and Rituximab has been accepted as an alternative for patients who 

could not tolerate triple therapy either due to comorbidities such as advanced age, renal impairment 

or reduced marrow capacity (Schuh et al. 2018). A combination of the above with chemotherapy and 

immunotherapy is termed chemo-immunotherapy (Couzin-Frankel 2013).  

2.3.3 Myeloma 

Multiple myelomas (MM) are a plasma cell disorder characterised by bone marrow infiltration with 

clonal plasma cells, production of abnormal paraprotein and presence of lytic lesions in the bone, 

anaemia, renal impairment, and increased calcium levels in the blood (Hameed et al.2014). It 

develops from abnormal plasma cells in the bone marrow. These plasma cells produce large amounts 

of abnormal antibodies called paraprotein which inhibits normal fighting off infection and normal 

antibody production. It can, therefore, occur in the pelvis, spine, or ribcage where there is bone 

marrow.  When they spread throughout the bone marrow, they can cause thinning of the bones and 

result in pain and spontaneous bone fractures (Hameed et al. 2014; Kyle and Rajkumar 2009). 

Myeloma is an incurable malignancy and patients present with more severe symptoms and has a 

poorer prognosis when compared with other low-grade haematological malignancies. It has a 

relapsing-remitting course which has an asymptomatic phase and an active phase when treatment is 

warranted. Treatment aims to control the disease, prolong survival, and optimise patient wellbeing 

(Sonneveld et al. 2013). Myeloma is the seventeenth most common cancer in the UK accounting for 

17% of all newly diagnosed malignancies (ONS 2016). Like certain types of NHL and CLL, 

myeloma can also be monitored until active treatment is required.  

Treatment usually involves chemotherapy and peripheral stem cell transplantation in some cases. 

Myeloma is incurable with incidences increasing with age and the five-year survival rates were 

almost 50% (CRUK 2017). A combination of drugs is almost always the treatment of choice for 

myeloma. It is given over several weeks with or without a rest period (Myeloma UK 2019). Each 

treatment is a cycle and may involve the patient receiving many cycles of treatment. Treatment can 

include chemotherapy drugs, steroids, and other anti-myeloma drugs (Myeloma UK 2019). 

The most commonly used treatment combinations include.  

• Cyclophosphamide, thalidomide, and dexamethasone (known as CTD). 

• Bortezomib (Velcade), thalidomide and dexamethasone (known as VTD); 

• Bortezomib (Velcade), cyclophosphamide and dexamethasone (known as VCD). 

Following this many patients may undergo high dose therapy followed by autologous stem cell 

transplantation (Myeloma UK 2019). 
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2.4 Treatment and treatment-related toxicities in B cell malignancies 

Treatment for B cell malignancies is usually determined by disease stage with the indolent ones 

being on a ‘watch and wait’ pathway being actively monitored to the aggressive ones who may 

require treatment straightaway and the treatments differ from solid tumours in that they have many 

subtypes (WHO 2015). Each subtype differs in its presentation and rates of disease progression. B 

cell malignancies may require multiple lines of treatment as they can relapse and require treatment 

for intermittent periods continuing for a longer period (NICE 2003; Emanuel 2007).  

The therapeutic modalities for treating B cell malignancies in the UK commonly include 

chemotherapy, targeted therapy, immune therapy and some patients receiving radiotherapy and 

possibly the inclusion of physical and/or psychological rehabilitation (Gratwohl et al. 2013). 

Younger MM patients may also receive peripheral stem cell transplantation and supportive care 

which includes transfusion of red blood cells and platelets which are administered to complement 

chemotherapy and radiotherapy (Armitage 2012; Mohty and Harousseau 2014). Many novel 

therapies either individually or in combination are being tested in clinical trials either in newly 

diagnosed or patients with a relapsed B cell malignancy. The main purpose of treatment is to reduce 

the risk of disease recurrence, to increase the chances of cure and survival rates and optimise QoL 

(Andrade et al. 2013).  

Contrary to other malignant diseases, haematological malignancies and the chemotherapy treatment 

regimens used to treat them are often more complex and intense. As a result, they can be more 

physically and psychologically burdensome with prolonged inpatient admissions and significant 

adverse effects for patients resulting from the illness and treatment (De Vita et al. 2008; Junlen et al. 

2015; Mounier et al. 2015; Pulte, Jansen, Castro, & Brenner 2016).  

Various treatments are available for patients with B cell malignancies ranging from single to a 

combination of drugs which consists of chemotherapy with multiple agents, radiation therapy, 

immune therapy and autologous or allogeneic stem cell transplantation to achieve a cure (Cullen 

2001; Oberoi et al. 2017). These treatments are generally intense patients may have to endure long 

phases of treatment and this can expose the individuals to a high risk for infection, thereby placing 

them in isolated rooms for protection. These patients are isolated for a long period (weeks or months) 

by limiting exposure to other people and preventing any transmission of infection (Cutler 2012; 

McDonald et al. 2012). Isolation in these positive-pressure rooms can reduce human contact 

significantly and limit the patient’s daily routine (Oberoi et al. 2017; Xuereb and Dunlop 2003). 

When a patient is diagnosed with a B-cell malignancy, the treatment not only affects clinical 

outcomes but can also negatively impact their QoL in the longer term (Fortner et al. 2006; Walker 

et al. 2017; van de Poll‐Franse et al. 2018). The adverse effects of treatment are diverse and can 

affect most body systems depending on the chemotherapeutic regimens. Some of the side effects of 

the illness and treatment may be long-lasting or permanent (Takahashi 2016). Delayed effects can 
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also occur long after completion of treatment such as impaired cardiac or cognitive function and 

secondary cancers (Stein et al. 2008; Albini et al. 2010; Moore 2014). Studies investigating the long‐

term adverse effects of treatment for haematological malignancies have identified problems with the 

eye, endocrine function, neuro-sensory and cardio-pulmonary impairments (Montgomery et al. 2002; 

Aleman and van Leeuwen 2007; Hodgson, Grunfeld, Gunraj and Giudice 2010; Punnett, Tsang, and 

Hodgson 2010; Walsh 2010; Hess et al. 2011).  

Treatment‐related short-term toxicities have been reported as side effects, these side effects include 

acute confusion and sometimes metabolic disturbances (Hallek et al. 2010; Hassan and Abdi‐

Valugerdi 2014). The physical alterations that result due to receiving chemotherapy can be loss of 

hair and weight (McGrath and Phillips 2008; Kelly and Dowling 2011; Potrata et al. 2011). Other 

short-term toxicities of chemotherapy can cause symptoms of nausea, vomiting, diarrhoea, fatigue, 

pain, liver and renal problems, peripheral neuropathy and many more.  

Along with long-term physical side effects, patients can also experience changes to their emotional 

and psychological wellbeing (Persson and Hallberg 2004; McGrath and Phillips 2008; Kelly and 

Dowling 2011; Raphael, Frey, and Gott 2019). Those who survive these adverse effects of treatments 

and go on to experience prolonged remissions (being clinically disease-free), often continue to live 

with decreased physical, social-emotional, and cognitive functioning thereby resulting in decreased 

QoL (Efficace et al. 2007; Recklitis and Syrjala 2017). This is because they continue to deal with the 

daily challenges of living with the late and long-term adverse effects of treatment and fear of disease 

recurrence. While survivors of a B-cell malignancy may live for many years, cancer and its treatment 

significantly impact the long-term health of these individuals (Doyle 2008; Taylor and Monterosso 

2015). 

With treatment for haematological malignancies generally being more complex and debilitating than 

treatments for other malignancies, there is an increased need for blood and platelet support due to 

low haemoglobin and platelet function respectively and an increased risk of a severe infection due 

to reduced white blood cell function which can at times be fatal (Hassan and Abdi-Valugerdi 2014). 

During the acute phase of illness and treatment, most patients interact with nursing staff on 

haematology day units for emotional and psychological support (Swanson and Koch 2010). Most 

haematology departments also have access to specialist social workers who provide services to both 

inpatients and outpatients. Therefore, issues that affect physical, social or emotional functioning, 

thereby having an impact on the QoL of patients during this phase, are mostly addressed and dealt 

with by either social workers or nursing staff (Lobb et al. 2009).  

The current literature illustrates the different possible late-effects of hematologic malignancies. The 

outcomes and late effects could be attributed to the epidemiology of the disease and its related 

treatment regimens (Ibrahim et al. 2020). For example, survivors of HL who have been exposed to 

radiotherapy and chemotherapy are at increased risk of new cancers including 
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myelodysplasia/leukaemia and solid cancers, even after decades of treatment (Ng et al. 2011; 

Schaapveld et al. 2015; Henry-Amaret al. 1990). Other late effects for HL patients reported in 

literature include increased risk of cardiovascular diseases (Bhakta et al. 2016; Galper et al. 2011; 

Myrehaugbet al. 2008), pulmonary diseases (Lund et al. 1995; Abratt et al. 2004), gonadal 

dysfunction (Sieniawski et al. 2008) and psychosocial disturbances (Behringer et al. 2005; Daniels 

et al. 2014). Similarly, patients treated for NHL are at risk of multiple late effects, including new 

cancers and cardiovascular disease (Tward et al. 2006; Hemminki et al. 2008; Sanna et al. 2007; 

Moser et al. 2006). 

Several late effects have been reported among patients with chronic leukemias, including cardiac 

toxicity, gonadal failure, psychosocial disturbances, and new cancers. Most of these 

complications/late effects are again attributed to the regimens used in treating these patients, 

including chemotherapy and targeted therapy (i.e., tyrosine kinase inhibitors) (Damlaj et al. 2019; 

Miranda et al. 2016). Patients with MM, are also at risk of several late effects, including increased 

risk of new cancers (especially those on post-transplant lenalidomide maintenance therapy) 

(Palumbo et al. 2014; Mols et al. 2012; Boland et al. 2013).  

This posed a challenge of having a mixed group of patients with a range of haematological 

malignancies. For this reason, this study only focused on patients with B-cell malignancies as there 

were many similarities in the treatment regimens and the incidence of these group of malignancies 

in an elderly population. As the sample size was not large enough to perform detailed subgroup 

analyses, the participants were grouped together under B-cell malignancies. 

2.5 Co-morbidity Index 

Long-term illnesses are more common among the older population and as a result, many older people 

live with such conditions. Cancer itself is a condition with long-term consequences which can affect 

a person’s health and QoL. This is most prevalent amongst older people and therefore, co-morbidity 

is more common among cancer patients (Sarfati et al. 2016). Cancer survivors most often present 

with other medical conditions or ailments that may or may not be related, called comorbidities 

(Piccirillo 2000; Charles et al. 1987). 

Co-morbidity has been defined as the “coexistence of disorders in addition to a primary disease of 

interest” (Feinstein, 1970, p394). This definition is still widely used. A search for wider definitions 

keeps coming back to the same definition by Feinstein. Evaluation of comorbidity is important in 

assessing functionality in a geriatric population, identifying potentially treatable conditions and 

estimating life expectancy (Fiorica et al. 2012). These conditions require constant assessment as they 

affect risk, detection, progression and treatment of cancer and place the older cancer survivors at a 

slightly higher risk of developing additional cancers (Deimling et al. 2009: Extermann 2007). 

Comorbid conditions can also create complications as they can be complex when it comes to 
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managing the treatment of them in conjunction with the intense, specialised treatment of cancer 

(Balducci and Extermann 2000; Extermann 2007). 

It has been shown that cancer survivors are at an increased risk of developing chronic comorbidities 

such as diabetes, obesity, and cardiovascular disease (Demark-Wahnefried et al. 2005). Diseases 

associated with metabolic syndrome, particularly obesity, have been associated with increased risk 

of developing secondary cancers (solid tumours such as breast, colon, renal cell carcinoma, 

endometrial, adenocarcinoma of the oesophagus) (Demark-Wahnefried et al. 2005). Age-related 

comorbidities such as arthritis, osteoarthritis, increased blood pressure, cardiac problems and 

diabetes are common in older adults and commonly present alongside cancer (Extermann 2007). 

There is an increased risk of comorbidities with age, with those above the age of 70 years having on 

average three comorbid conditions that affect functioning (Deimling et al. 2002: Extermann 2007). 

The Cumulative Illness Rating Scale (CIRS) is a tool that is used to measure comorbidity (Salvi et 

al. 2008) (refer to Appendix 11). It is an index that takes the severity of the existing medical 

illnesses into account. Survivors with an increased number of associated diseases have reported 

lower quality of life (De Souza et al. 2002; Slovacek et al. 2007). Therefore, it was imperative to 

identify comorbidities that may also impact the QoL of these participants in addition to their disease 

and aggressive treatment. There is yet to exist a gold standard approach in measuring comorbidity 

in the context of cancer (Sarfati 2012). However, there are a few comorbidity scores validated for 

use in elderly patients with cancer (Piccirillo et al. 2004; Miller et al. 1994; Singh et al. 1994). 

Although yet another common comorbidity index used was the Charlson Comorbidity Index (CCI), 

this study employed the CIRS scoring (Salas et al. 2021). This decision was based on the CIRS 

scoring system used predominantly in older haematological cancer patients in clinical practice. This 

decision was also guided by the haematology consultant who was my clinical supervisor for this 

MPhil study. 

Patients with mild or no comorbidities had a better chance of survival than patients who presented 

with moderate or severe comorbidities. This demonstrated that those with increasing severity of 

comorbidities proved to have a shorter life expectancy (Fiorica et al. 2012). Previous studies have 

demonstrated the association between comorbidities and QoL and have confirmed that the presence 

of comorbidities can disrupt daily activities thereby having a negative influence on the health and 

wellbeing of a cohort of colorectal cancer survivors (Gray et al. 2011; Hornbook et al. 2011; 

Cummings et al. 2018). Findings from the study reported by Fiorica and colleagues (2012) have 

suggested the importance of the potential value of including comorbidity in clinical studies to 

determine overall survival. It is evident from research that the presence of comorbidities has a 

detrimental effect on the QoL and functioning status of cancer survivors, particularly on women 

(Deimling et al. 2009). 
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This MPhil study used CIRS scoring in the second phase of the study. CIRS is often used in 

documenting the comorbidities of patients diagnosed and treated for cancer (Miller et al. 1994). 

There is an increasing number of studies that demonstrate the presence of comorbidities that have an 

increased impact on the QoL of cancer survivors; the higher the number of comorbidities, the lower 

the QoL (Gijsen et al. 2001; Kriegsmann et al. 2004; Fortin et al. 2004).  

2.6 Challenges in measuring QoL 

Measurement of QoL in people with B-cell malignancies may be challenging due to prolonged and 

complex treatment regimens that may result in many of the very same symptoms that these diseases 

may cause (Efficace et al. 2007). Despite the recognition of its importance and recommendations to 

include QoL outcome measures in cancer drug trials, few early phase studies include QoL as an 

outcome measure, especially from patients’ perspectives (e.g., patient-reported outcome) (Efficace 

et al. 2007). Additionally, very few later phases of randomised controlled trials (RCTs) in 

haematology include QoL as a primary outcome measure. However, there now is seen a steady 

increase in the capture of QoL data as a secondary outcome measure in clinical trials. 

QoL measurement in patients with a haematological malignancy has mainly focused on the acute 

phase of treatment (Strasser-Weippl and Ludwig 2008; Courneya et al. 2009; Else et al. 2009; 

Gulbrandsen et al.2004; Johnson et al. 2009). Most published studies measuring QoL have been 

associated with clinical trials, evaluating their effectiveness on an individual’s QoL rather than 

evaluating the effect the disease has on patient QoL (Else et al. 2005; Eichhorst et al. 2007; Else et 

al. 2009; Merli et al. 2004; Kroenke et al. 2010).  

With increased incidences of comorbidities and mortality associated with haematological 

malignancies, information can be missed while capturing QoL data amongst the cancer population. 

Information can be missed as survivors may become ill, may not feel like completing QoL 

questionnaires, can miss completing a question in a questionnaire, and may experience treatment 

toxicities, disease relapse etc. The data collected may not be representative as vital information from 

those survivors who may be ill or are experiencing other problems and treatment toxicities may not 

be captured (Jensen et al. 2014). These missing data can cause issues in the interpretation of results. 

Despite missing data, measurement, and interpretation of QoL results are vital in improving clinical 

practice (Jensen et al. 2013).  

In the mid to late 1980s, there was very little quality of measures available that were valid and 

reliable, however, since this time there are now many validated measures to measure QoL in cancer 

patients receiving treatment. Each has its strengths and weaknesses (Peterman et al. 2002; Buchanan 

et al. 2007). QoL measures have been validated for a specific population of interest. It is important 

to tailor the measures to suit the population at various stages of the cancer care continuum (Ganz 
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2006). For example, the data captured for cancer patients may differ from that captured for cancer 

survivors as the experiences, symptoms, side effects and the impact it has on the QoL may all differ. 

2.7 The cancer survivor and survivorship  

Advances in early detection and cancer treatment have gradually changed the illness from a 

guaranteed death sentence to a chronic illness. This change has shifted the focus from mere survival 

to survivorship issues or concerns (Aziz and Rowland 2003; Hewitt et al. 2006; Davies 2009). The 

past three decades have seen an increase in publications around cancer survivorship (Harrop, Dean 

and Basket 2011; Siegel et al. 2012; Takahashi 2016).  

A cancer survivor is an individual who is at any point in their cancer journey before, during or after 

treatment (Ganz 2009). This study focuses mainly on individuals who have completed their primary 

treatment for a B-cell malignancy (chemotherapy, radiotherapy and/or peripheral stem cell 

transplantation). Wronsky (2015:4) reiterates that a cancer survivor is someone who may not have 

completed all treatment for malignancy but is continuing treatment. He asserts that the definition of 

a ‘cancer survivor’ is not someone who is cured of cancer or not. An individual can be a survivor 

even if the malignancy is not cured. However, most recently, the concept of survivorship has taken 

a whole new meaning with an all incorporating definition.  

There are multiple definitions for survivorship, and it is a broad term. “Cancer survivorship” is a 

term that has come to represent the state or process of living following a diagnosis of cancer, 

regardless of how long a person lives (Maddams et al. 2009). Although it is a widely used term, there 

is varied consistency in its meaning and application in the literature (Khan, Rose & Evans 2011). 

Some pieces of literature use survivorship interchangeably with survival and others used it as an 

umbrella term to denote any ongoing QoL issues following completion of treatment (Salz et al. 

2014). Some parts of literature align survivorship closely with personal identity (Deimling, Bowman 

& Wagner 2007). Cancer survivorship has been described as a positive side effect of more successful 

cancer treatment (Moser and Meunier 2014). 

In 2010, the UK’s National Cancer Survivorship Initiative (NCSI) recognised that many different 

definitions of cancer survivorship are used (NCSI, 2010). The term ‘cancer survivor’; originated in 

the US, as an encouraging psychosocial term to encourage people to “learn to fight” cancer 

(Twombly, 2004, p.1414). The President of the National Coalition for Cancer Survivorship (NCCS), 

Ellen Stovall, in the United States of America stated the term was “designed to empower patients to 

make decisions about their care and to push for better research and treatment” (Twombly, 2004, 

p.1414). The NCSI (2010) defined ‘survivorship’ as encompassing:  

“Those who are undergoing primary treatment, those who are in remission following treatment, 

those who are cured and those with active or advanced disease” (Department of Health, 2010, p.21) 
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Macmillan Cancer Support funded a Cancer Research ‘Survivorship’ group based at the University 

of Southampton and while they funded this, they also endeavoured to recognise individuals 

previously diagnosed with any cancer as ‘living with and beyond’. The NCSI acknowledge these 

various terms and that many individuals prefer to consider themselves, and to be addressed by others, 

as “living with and beyond” (2010, p.9).  

Subsequently, the terms ‘survivorship’ and ‘living with and beyond’ are used interchangeably within 

this field in the UK. For instance, when the NCSI published ‘Living with & Beyond Cancer: Taking 

action to improve outcomes’ in March 2013 (Department of Health et al. 2013), the title included the 

term ‘Living with & Beyond Cancer’. The report comprised ten sections; four of these ten section 

headings included the term ‘survivorship’. None used ‘living with and beyond’. Macmillan et al 

(2014) in reporting the ‘Routes from Diagnosis’ continue to refer to ‘survivorship outcomes’ and 

‘survival times. This, potentially, demonstrates the difference in use of terminology in relation to 

this population. 

An American physician, Dr Fitzhugh Mullan described the way he felt following treatment for an 

anaplastic primary mediastinal seminoma at the age of 32; he was the first person to coin the word 

‘survivorship’ (Mullan 1985). He describes his personal experiences with cancer and focused on 

defining the course of cancer in the New England Journal of Medicine. This term was used in the 

broader sense that it incorporated patients who have been cured of malignancy and those still 

undergoing treatment. It placed a focus on both the positive experiences and the continuing problems 

cancer patients face during and after treatment (Khan et al. 2012). 

Cancer survivorship is a concept used by many healthcare professionals, researchers, and cancer 

patients to understand not only the physical but also the social, psychological, and spiritual impact 

of cancer for the remaining part of one’s life (Twombly 2004). It can be viewed as a continual, 

dynamic process that begins at diagnosis and continues for the remainder of one’s life and can be 

defined as the experience of “living with, through or beyond cancer” (Leigh, 1992, p.1475).  

Bell and Ristovski-Slijepcevic (2013) also assert the argument about the beginning of survivorship; 

whether it begins during treatment, completion of all treatment or at least five years have passed by 

without any disease recurrence. In the past, with advances in treatment, those who survived beyond 

five years following treatment without any recurrence of the malignancy were termed as survivors 

(Leigh 2004). 

The meaning of survivorship in the United States denotes an individual who is living with and 

beyond cancer and any individual who lives with a malignancy until the end of his life are termed a 

survivor (National Coalition for Cancer Survivorship 2013). In the UK, The National Cancer 

Survivorship Initiative defined a survivor as ‘those who completed primary treatment, those who are 

in remission following treatment, those who are cured, and those with active or advanced disease’ 

(Department of Health, Macmillan Cancer Support, NHS Improvement, 2010, p.9). 
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Cancer survivorship experience is subjective, and a high proportion of cancer survivors have reported 

experiencing a very good QoL, good health, little psychological distress and no lack of supportive 

care needs in their lives (Harrison et al. 2011). However, findings from other studies (Oberoi et al. 

2017; Sherman et al. 2005) have demonstrated reduced physical functioning and diminished 

emotional well-being amongst the survivors. This study by Oberoi and colleagues comprised only 

patients diagnosed with diffuse large B cell lymphoma and MM. Sherman and colleagues (2005) 

confirmed that physical functioning was far more affected than mental well-being and included only 

patients treated for MM. These findings were also comparable with those reported in a study by 

Pulgar et al. (2015) where reduced QoL was reported in the physical and emotional subscales except 

that the population consisted of a mix of patients with leukaemia, lymphoma and MM who were 

between one and two years’ post-diagnosis.  

As advancements in early detection and significant improvements in the treatment of haematological 

malignancies have increased the possibility of long-term survival; the quality of that survival has 

become an issue for health professionals, as well as for patients with cancer (Osoba et al. 1997; 

Zebrack 2000). Although growing numbers of studies have documented the considerable impact of 

cancer diagnosis and treatment on QoL in newly diagnosed cancer patients (Kang et al. 2017; 

Laghousi et al. 2019; Bachmann et al. 2018; Osoba et al. 1997), less attention has been focused on 

QoL in long-term survivors partly because of the recent improvements in the rates of survival (Gota 

et al. 2002; Hebdon et al. 2015; Kang et al. 2017).  

Those affected by cancer have expressed the need for support in managing the consequences of 

cancer and the treatment effects on their lives (Corner et al. 2007).  This is because they may not be 

prepared to face the consequences following treatment for cancer which can leave them vulnerable, 

in fear, experience loss of confidence and struggle to access care and support (Foster et al. 2015; 

Armes et al. 2009). Foster and colleagues (2018) have stressed the importance of identifying those 

cancer survivors who require support post treatment and the level of support and the timing of when 

and how this took take form. 

In recent years there has been a significant focus on improving survival outcomes for those diagnosed 

with cancer in the UK (Foster et al. 2018). This has been demonstrated through the publication of 

the Cancer Reform Strategy (Department of Health, 2007); the establishment of the National Cancer 

Survivorship Initiative (2010, 2013); the Improving Outcomes Strategy for Cancer (Department of 

Health, 2011); and the establishment of a new Independent Cancer Taskforce in January 2015 

(Cancer Research UK, 2015; NHS England, 2015), which shaped a five year cancer strategy for 

England (2015-2020) focusing on achieving world class cancer outcomes (Independent Cancer 

Taskforce, 2015; NHS, 2016).  

The Independent Cancer Taskforce (2015) recommended reduced variations in treatment, outcomes 

and experience; and also, the implementation of the Recovery Package (Rowe et al. 2014). The 
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Recovery Package set out measures to improve the experiences of cancer and treatment including 

long term QoL. Against this background, it is important to provide context as to why research into 

the consequences of cancer and its treatment for patient with haematological malignancies is 

important. 

The goal of survivorship research is to focus on the health and life of a person with a history of 

cancer beyond the acute diagnosis and treatment phase (Aziz 2007). Survivorship research examines 

the causes of, and prevent and control the adverse effects associated with, cancer and its treatment, 

and optimise the physiologic, psychosocial, and functional outcomes for cancer survivors and their 

families (Aziz 2007). Cancer survivorship plays a strong focus on people’s post-treatment lives in 

their communities and society (Takahashi 2016).  

2.8 Unmet supportive care needs in cancer survivors 

In the post-treatment phase for B-cell malignancies, many survivors continue to face challenges. 

Although some may continue to do well physically, emotionally, or socially, others experience 

continuing problems that may significantly affect their QoL (Moles et al. 2005; Aaronson et al. 

2007). The issues or problems faced may depend on the type of treatment received. It is mainly 

following the completion of treatment when patients feel the lack of support measures in place (Lobb 

et al. 2009) as they move into long-term follow-up in an out-patient setting and lose interaction and 

continued connection with the health care providers. Patients may have many unmet supportive care 

needs that emerge in the post-treatment phase which can impact their QoL during this time. 

The unique needs of these survivors have historically gone unrecognised (Holland and Reznik 2005). 

However, in recent years there has been a growing recognition in the acknowledgement of 

survivorship needs. For example, in January 2010, The National Cancer Survivorship Initiative 

(NCSI) was established in the UK, under the support of the Department of Health, Macmillan Cancer 

Support and other external stakeholders (Richards et al. 2011). This initiative aimed to understand 

the needs of those living with cancer and develop new models of care to enable them to live a healthy 

life as long as possible. 

It has been argued that there has been more medical research into cancer survival reinforcing a 

biomedical model of illness in a fragmented way and removing subjectivity (Nettleton 1995) and 

relying heavily on questionnaire-based studies into quality of life (Doyle and Kelly 2005). Breaden 

(1997) and Thomas-Maclean (2004) suggested that ‘needs’ must not be universally defined but must 

take into consideration the social context, cultural background, support and/or interactions of those 

diagnosed with cancer and other illness. 

Neil and colleagues (2017) and Breadon (1997) both described how ‘cancer survivors’ experience 

nightmares in similar ways to survivors of catastrophic events, such as earthquakes or fires, but with 

the additional burdens of fear of recurrence, physical compromise and isolation. It is thus important 
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to subjectively approach a topic such as survivorship taking into account the lived experiences of 

those who undergo intense treatments for a haematological malignancy and potentially experience 

long-term and late effects.  

Previous studies have demonstrated that a substantial proportion of cancer survivors live with unmet 

needs that require help to deal with the malignancy and its consequences (Miller et al. 2016; Jefford 

et al. 2017). The most frequently reported unmet needs were found to be in the psychosocial domain 

with issues related to fear of cancer recurrence, uncertainty about the future and worry about family, 

friends, and colleagues (Harrison et al. 2009). 

Supportive care is a vital component of healthcare (Fitch 2008) and entails the provision of necessary 

services to meet patients’ needs. This may include physical, psychological, social, informational, 

and practical needs (Fitch 2008). Developing tailored programmes and services to best address the 

needs of cancer survivors should be a priority (Hall et al. 2015). Gaining insight from patients’ 

experiences and information gathered from them is vital for developing and delivering appropriate 

supportive care services to cancer survivors (Hall et al. 2013). 

The next chapter gives an overview of the QoL on survivors of a B-cell malignancy, discusses the 

changes to QoL over time, and explains the tools to measure QoL and the challenges associated with 

the same.  
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 Quality of Life: The Challenges 

3.1 Setting the scene for QoL in survivors of haematological malignancies 

QoL is an important aspect of a patient’s cancer treatment and care. Although early detection 

advances in cancer treatment have offered better prognoses, cancer is still looked upon as a long-

term illness (Lavdaniti and Tsitsis 2015). At the same time as being worried about the disease 

toxicities and other adverse effects of treatment can affect the QoL of the patients. 

Many international professional societies have been established to advance research in health-related 

quality of life and thereby enhance the quality of patient care. One key organisation is the 

International Society for Quality-of-Life Research (ISOQOL) which was founded in 1994 (Grant 

and Rivera 1998). ISOQOL offers the opportunity for those involved in QoL research to connect and 

network. This international society now has over 820 members from over 40 countries who focus on 

advancing the science of high-quality research in health related QoL and patient-reported outcomes.  

Over three decades ago the EORTC Quality of Life group was created to help develop the health-

related quality of life measures for use in cancer clinical trials (Aaronson et al. 1993). This group 

was created to advise the EORTC headquarters in the design, implementation, and analysis of QoL 

studies within certain Phase 3 clinical studies (EORTC 2019). Phase 3 clinical studies refer to the 

main randomised controlled trial designed to evaluate a complex intervention in the MRC (Medical 

Research Council) Complex Interventions Framework (MRC 2000).  This group is currently 

represented by fifteen European countries as well as Australia, Canada, and the United States of 

America (USA). Since its inception, there have been significant advancements in research to improve 

our understanding of the effects of cancer and its treatment on the QoL of diverse populations of 

patients. The group is now investigating the use of novel technologies in measuring patient-reported 

outcomes and QoL in clinical research and routine clinical practice.  

3.2 Definition and overview of QoL 

QoL has been defined in many ways and can be subjective. There is no universally accepted 

definition of QoL. The definitions range from emphasizing physical, emotional, and social wellbeing 

to those that describe the impact of a person’s health on daily life (Carr and Higginson 2001; Pidala 

et al. 2010; Arndt et al. 2017). Although numerous authors have discussed the array of definitions of 

QoL, there has been no generally accepted definition (Lavdaniti and Tsitsis 2015). 

Schumacher et al. defined it as “an individual’s overall satisfaction with life and a general sense of 

personal well-being” (OECD 2004) and Cella referred to “quality of life as the patient’s appraisal of 

and satisfaction with their current level of functioning compared with that, they perceive to be 

possible or ideal. The greater the gap between the actual and the ideal situation, the lower a person's 

quality of life will be” (OECD 2004). Dunn and colleagues (2013) defined QoL as a multi-
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dimensional construct comprising an individual’s physical, psychosocial, and emotional functioning. 

It is a concept that reflects many aspects of life.  

The World Health Organization’s Quality of Life (WHO QOL) Group (1998) has defined QoL.  The 

WHO suggests that an individual’s perception of their position in life in the context of the culture 

and value systems in which they are living concerning the person’s goals, expectations standards, 

and concerns constitute their personal QoL. This broader definition includes domains such as 

physical and psychological health, level of independence, social relationships, and religious/personal 

beliefs. This MPhil study on the QoL of adult survivors of haematological malignancies mainly the 

B cell type, focuses on QoL and on different domains that can impact QoL. This study has used the 

WHO definition of QoL. 

The last three decades have seen an increased interest in the measurement of QoL and its application 

as an outcome measure in patient-reported outcomes and clinical studies within disciplines related 

to health and social care. This appears to be a common feature measured in chronic diseases such as 

cancer and other life-limiting illnesses. In conditions such as haematological malignancies, QoL 

measurement can provide an insight into both the benefits and burden of the treatment. 

Evaluation of treatment for haematological malignancies traditionally included measurement of 

overall survival, disease-free survival, and progression-free survival; however, there is now 

significant interest in assessing the QoL. Besides, there is also an increase in the number of journals 

that publish studies relating to QoL and some journals are even exclusively devoted to QoL research. 

Despite the challenges encountered in assessing the QoL from the perspective of the patient, there is 

an increase in interest in this field as it is commonly perceived to be a useful tool. 

With the increase in adverse effects and toxicities (see Section 2.4) following completion of 

treatment for a haematological malignancy that may affect the QoL of these survivors, this has 

become an important parameter following treatment completion. It has gathered momentum and 

gained importance in nursing research. 

QoL for cancer survivors can be influenced by their circumstances, levels of pain, attributions of 

self, their ability to function normally and their perceptions of themselves and their roles in the 

society they live in or the people around them (Zebrak 2000). The impact of cancer on the quality of 

life of an individual is likely to vary by cancer severity and site and type of treatment received (Gotay 

and Muraoka 1998; Esser et al. 2018). 

3.3 Changes in QoL overtime 

The debate around the conceptualisation and therefore the definition of QoL has been going on for 

some time now (Sprangers & Schwartz 1999).  Within the ongoing debate, an important factor to 

consider is that the interpretation of QoL is not static, but changes over time. The significant aspects 

of QoL may change with everyone.  Whilst levels of satisfaction with their life and QoL may also 
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change over time (Sprangers and Schwartz 1999). QoL can be influenced by individual, 

environmental, social, occupational, and biological factors (Lowy & Bernhard 2004).  

Patients who have undergone treatment for a haematological malignancy may be in remission 

(biological); experience a change in working conditions or employment status which may occur 

following treatment (occupational/environmental); and/or there may be a change in the interpretation 

of QoL, something called a ‘Response shift’ (Sprangers and Schwartz 1999; Mechteld et al. 2005; 

Rohn et al. 2018).  This ‘Response shift model’ describes changes in internal standards, values and 

conceptualisation of QoL of an individual can make the assessment of it more challenging over the 

entire cancer care continuum (Boucekine et al. 2015; Rohn et al. 2018).  

There are changes and alterations observed in internal standards and values while adapting to a 

chronic illness (Hinz et al. 2017). For example, fatigue, acute pain, or insomnia may completely 

distort a healthy person’s QoL while an individual who has undergone chemotherapy or radiotherapy 

for a B cell malignancy and has struggled with these symptoms may come to accept and learn to 

adapt and live with them by making relatively small lifestyle changes.  

The values in respect to one’s expectation of QoL may change over time such as the values, 

expectations and priorities of an adult and the factors that determine a person’s own QoL may change 

as they become older (Carr et al. 2001; Carr and Higginson 2001). Measurement of QoL is further 

criticised as most studies in health research investigate the negative consequences of disease and 

treatment on an individual’s QoL. Although exploration of negative consequences of cancer 

treatment is important as it offers valuable information and insight into a patient’s experience, or 

how certain conditions and treatments influence the lives of individuals, it may not give a holistic 

idea about the other positive impact it can have on an individual’s QoL (Moons et al. 2006). With 

the measurement of QoL focusing significantly on the limitations and negative impacts of the illness 

and treatment, very little attention has been paid to the positive elements that contribute to QoL 

(Hyland 1999).  

Many studies on cancer patients and survivors have demonstrated the positive impacts the disease 

and treatment had on their quality of life. Cancer patients have perceived illness positively; have 

developed an increased sense of appreciation towards life, increased compassion, empathy, and self-

assurance (Danoff et al. 1983; Fromm et al. 1996; Taylor et al. 1984; Tempelaar et al. 1989; Horgan 

et al. 2011). This has resulted in better QoL in cancer patients in comparison to healthy controls. 

Remaining positive may also enhance the positive experiences cancer survivors go through thus 

optimising their QoL. It is therefore important to include both the positive and negative factors when 

assessing QoL. 
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A qualitative study of osteosarcoma survivors revealed that most of them spoke about the positive 

consequences that cancer and the treatment had on their lives (Fauske et al. 2015). More than half of 

the participants stated how cancer had shaped their lives positively. Despite the challenges 

experienced, they overcame and worked to adapt to new challenges shaped them positively and their 

identity. Similar findings have been reported in other studies (Thornton 2002; Yonemoto et al. 2009).  

Positive changes such as an experience of growth, a changed sense of oneself, a changed sense of 

relationship with others and a changed philosophy to life are termed as post-traumatic growth in the 

literature (Calhoun and Tedeschi 2006). Post-traumatic growth is also called benefit finding has been 

reported in a ‘substantial proportion of cancer survivors linking positive changes to their life, relation 

to self with cancer, and relation to their experience with the illness in a review by Thornton (2002). 

Post-traumatic growth describes the positive psychological changes that can occur because of a 

struggle with highly challenging adverse events (Cormio et al. 2017). While negative consequences 

have been reported as a result of malignancy or its treatment, there is evidence to state that some 

survivors do experience positive consequences and appreciate the positive changes that may occur 

as a result of it which is reflected in the increasing number of publications that focus on the QoL in 

haematological cancer survivors (Allart-Vorelli et al. 2015).   

3.4 Quality of life following treatment for a B cell malignancy 

The majority of studies in cancer survivorship have focused on QoL in patients who have received 

treatment for breast, prostate and colorectal cancers (Ganz et al. 1998; Penson et al. 2003; Yost et al. 

2008; Eton et al. 2019; Liao et al. 2019; Michael et al. 2019). Very little attention has been paid to 

survivors of leukaemias, lymphomas, myelomas and other haematological malignancies and even 

fewer studies in the post-treatment phase for patients of this disease group (Aziz 2007; Parry et al. 

2011). Studies concerning survivorship are slowly increasing; however, most fail to include patients 

with haematological malignancy in their sample (Lobb et al. 2009; Oberoi et al. 2017).  

QoL studies in patients with B-cell malignancies who have undergone chemotherapy, radiotherapy 

or stem cell transplantation are relatively few. Most studies measure the QoL during treatment (Ganz 

et al. 1998; Rezaei et al. 2012). Moreover, in patients with any kind of haematological malignancy, 

the greatest attention has been focused on adult survivors of childhood acute lymphoblastic 

leukaemia. For adult patients with a haematological malignancy, life following treatment is affected 

by physical, psychological, social, and spiritual needs (Aziz 2007; Ness et al. 2009; Raphael et al. 

2019).  

No effective cancer treatment appears to be without adverse effects. While many of these effects are 

temporary, others result in chronic health problems ranging from mildly annoying to life-threatening 

(Aziz and Rowland 2003). Aziz and Rowland (2003) and Langbecker and colleagues (2016) found 
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that late and long-term effects of cancer treatment include toxicities that are absent or subclinical at 

the end of therapy but manifest later and cause premature ageing of organs. 

Chemotherapy agents used to treat haematological malignancies can cause damage to nerves and 

kidneys and result in social and psychological sequelae. Some of the consequences of this damage 

to nerves and kidneys include fatigue, sterility, loss of sexual function (Eakin et al. 2007), anxiety, 

uncertainty, social isolation (Doyle 2008; Garofalo et al. 2009), financial hardship and search for 

meaning in life (Beckford et al. 2008; Garofalo et al. 2009; Appleton et al. 2014; Wallace et al. 2015) 

can all impact survivorship.  

The QoL of cancer survivors may be affected by various factors, including the type of haematological 

malignancy, physical activity, physical function, and social background (Heydarnejad et al. 2011; 

Charalambous 2016; Ramasubbu et al. 2021). In patients treated for haematological malignancies, 

exercise habits, anaemia, and psychosocial aspects are also reported to affect QoL, and physical 

function particularly in older survivors (Williams et al. 2019). 

Patients with a B-cell malignancy in the post-treatment phase have many ongoing supportive care 

needs that are unmet which can considerably impact their QoL. Studies among patients with MM 

(Poulos et al. 2001; Gulbrandsen et al. 2004; Knob et al. 2007; Langbecker et al. 2016) found that, 

despite being in remission, many patients following treatment for MM continue to suffer from bone 

complications, chronic pain, impaired or reduced mobility or functioning and fatigue hugely 

affecting their QoL and well-being. 

Another study conducted among survivors of aggressive NHL found that impairment in physical 

functioning reduced access to health care and resulted in experiencing more of an illness burden 

(Jensen et al. 2013). Similarly, studies among patients with chronic lymphocytic leukaemia (Holzner 

et al. 2004) and all haematological cancer patients (Das et al. 2011) reported that the QoL of these 

patients was fairly stable over one year of assessment, however, reported women to have a lower 

QoL in the areas of emotional and social functioning compared to male patients. Tao and colleagues 

(2015) argued that factors such as intensive and prolonged treatment modalities that often impose 

physical and psychological risks, long periods of hospital admissions, isolated caring environments 

for patients with haematological malignancies the quality of life of these individuals can be hugely 

affected.  

In an Australian study of patients with haematological malignancies, 42% reported concerns about 

cancer recurrence, 33% expressed a need for a case manager or coordinator to approach about 

services needed and 31% of patients wanted their doctors to communicate better about their care 

(Dawson et al. 2016). This suggests that patients who have completed all treatment for a B-cell 

malignancy do have certain unmet supportive care needs. This study aims to identify these unmet 

needs and address them same. Therefore, along the cancer care continuum, concerns of these 
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survivors are an important part of cancer care and addressing these survivorship concerns optimises 

their QoL (Hewitt et al. 2006).  

3.5 Summary 

The evaluation of QoL in cancer survivors, particularly survivors treated for a haematological 

malignancy has become a growing interest in recent years. Although there is increasing debate 

around conceptualising QoL, there is a proliferation of interest in measuring QoL as an outcome 

measure in cancer survivors. There has been an increasing shift in the focus from the quantity of life 

to quality of life. The next question is of course: “What is the best way of measuring QoL?” Different 

types of QoL instruments measure QoL. It is evident that not all QoL instruments are appropriate for 

all populations. One of the main concerns is whether a particular QoL instrument is suitable for a 

particular patient population. A disease-specific QoL instrument captures QoL and any aspects 

associated with the particular disease and its treatment. Therefore, consideration of an appropriate 

measurement of QoL in survivors of a haematological malignancy mainly a B- cell malignancy is 

required. 

The next chapter outlines the methodology of mixed-methods research and related issues in this 

thesis. 
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 The methodology of mixed-methods research 

 

This study aimed to examine the QoL of adult haematological cancer survivors and identify any 

unmet supportive care needs that this group of people may experience. I aim to gain more knowledge 

on how a haematological malignancy mainly the diagnosis of a B cell malignancy and its treatments 

impacts an individual’s QoL in the post-treatment phase. The objectives of this MPhil study as listed 

in Section 2.1 were to enable the researcher to: 

1. develop a deeper understanding of the QoL of survivors of adult haematological 

malignancies; 

2. determine the impact of selected demographic variables on the QoL of survivors of 

haematological malignancies (e.g., age, gender, employment, education, living arrangements); 

3. explore factors that influence that QoL; 

4. Explore unmet supportive care needs in adult survivors of a haematological malignancy. 

4.1 Introduction 

There are many definitions of MMR but another commonly used one is the following: 

‘Mixed methods research is a methodology for conducting research that involves collecting, 

analysing, and integrating (or mixing) quantitative and qualitative research (and data) in a single 

study or a longitudinal program of inquiry (Creswell 2003).’ 

According to Johnson and colleagues (2007, p.123), MMR has been defined as: 

…the type of research in which a researcher or team of researchers combines elements of qualitative 

and quantitative research approaches (e.g., use of qualitative and quantitative viewpoints, data 

collection, analysis, inference techniques) for the broad purposes of breadth and depth of 

understanding and corroboration.  

This chapter outlines the methodology of mixed methods research (MMR) employed to examine the 

QoL in adult survivors of haematological malignancies, B-cell malignancies in particular. It 

describes the background to pragmatism as a paradigm for undertaking this MPhil research and how 

it informs the study. The advantages of using pragmatism as a paradigm are discussed. The nature 

of the mixed-methods approach is discussed, the rationale for undertaking a mixed-methods study, 

advantages/disadvantages of undertaking a mixed methods study are described in this chapter. 

The selection and definition of mixed-methods sequential explanatory design follow in this chapter. 

This chapter addresses the significance of this approach in detail and justifies its use in the data 

collection process. This chapter addresses the usefulness of a mixed-methods approach to study the 

QoL of those individuals who have completed primary treatment for a B-cell malignancy. 
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4.2 Theoretical framework: Pragmatism 

The theoretical framework that has been adopted for this research is pragmatism. According to 

Shields (2004) and Hildebrand and David (2005), pragmatism is a philosophical movement that was 

derived from the Greek word ‘pragma’ meaning action. Early pragmatists believed that the real world 

could not be accessed solely by a singular scientific method (Conan and Eglen 2002: Gale 2005). 

According to Wolfe (1999), people’s ordinary experiences and a desire for a better world are key to 

successfully understanding the world. Pragmatics “recognise that there are many different ways of 

interpreting the world and undertaking research, that no single point of view can ever give the entire 

picture and that there may be multiple realities” (Saunders et al. 2012). A theoretical framework such 

as pragmatism can be pivotal to the conduct of research as it focuses on the logical link between the 

two different paradigms of quantitative and qualitative research. 

The pragmatism of mixed-methods approaches as a philosophical movement was formulated in the 

late 19th century (Johnson et al. 2007) when early pragmatists felt that taking a pragmatic and 

balanced approach would enhance communication amongst researchers from different paradigms 

and thereby improve knowledge (Maxcy 2003). Pragmatism according to Feilzer (2010) focuses on 

solving practical problems in the real world. However, both Rossman and Wilson (1994) and Morgan 

(1996) noted that pragmatism can present challenges for MMR and its researchers as there are claims 

that it can be wide-ranging. This is because pragmatism is believed to have a strong philosophical 

foothold amongst mixed-methods researchers and therefore, it is important to acknowledge these 

criticisms and defend with rigour the pragmatic choices made.  

Pragmatism has also been identified in the research literature as an appropriate paradigm for 

conducting MMR (e.g., Howe 1988; Tashakkori and Teddlie 1998; Patton 2002; Maxcy 2003; 

Teddlie and Tashakkori 2003, 2006; 2009; Johnson and Onwuegbuzie 2004; Onwuegbuzie and 

Johnson 2006; Morgan, 2007; Denscombe 2008; Scott and Briggs 2009; Johnson and Gray 2010; 

Creswell and Plano Clark 2011). Many mixed-methods researchers, including (Johnson and 

Onwuegbuzie (2004); Maxcy (2003) and Morgan (2007) have advocated this paradigm and it has 

gained considerable support. Pragmatism as a paradigm can be pivotal to the conduct of research as 

it focuses on the logical link between two paradigms of enquiry: quantitative and qualitative 

encompassing both quantitative and qualitative research paradigms (Tashakkori and Teddlie 2003). 

MMR links the two paradigms of inquiry (Johnson and Onwuegbuzie 2004; Morgan 2007; Feilzer 

2010). 

Pragmatism is different from other world views. Unlike other paradigms, pragmatism as a worldview 

focus on the importance of the research question over the methods used, the consequences of the 

research, and those multiple data collection methods inform the study (Burt 2015; Creswell and Plana 

Clarke 2007). The nature of reality can be singular or multiple because the researcher can combine 

both deductive and inductive thinking to be able to present multiple perspectives of reality (Creswell 
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and Plana Clarke 2007; Pluye et al. 2018). Epistemologically the key to pragmatism is practicality. 

When addressing the research problem, the researcher collects data by ‘what works’, unlike post-

positivism where distance and impartiality are underlying principles by which researchers collect 

data (Creswell and Plana Clarke 2007). According to Creswell and Plana Clarke (2007), in 

pragmatism, a multi stance approach allows the researcher to include both biased and unbiased 

perspectives and accepts that objective and subjective data are valuable to research. Both quantitative 

and qualitative data are collected and mixed and methodologically, this process not only enriches the 

research but also completes it (Tashakkori and Teddlie 2003; Kaur et al. 2019).  

Distinguishing the various factors that may affect the quality of lives of adults who have completed 

treatment for haematological malignancy, a pragmatic approach is considered an appropriate means 

of inquiry for this study. The study aimed to examine the QoL of adults who have survived 

haematological malignancies and identify specific unmet supportive care needs that may persist 

following completion of primary treatment. To achieve this aim, the philosophical paradigm of 

pragmatism offered a means of thorough examination into the quality of lives of these 

haematological cancer survivors and enabled data to be collected and analysed. Using a sequential 

explanatory mixed-methods design within a pragmatic framework would be the best-suited means 

of examining the same. 

In mixed-methods approaches health service researchers build knowledge on pragmatic grounds 

(Creswell 2003; Maxcy 2003) rather than being based on ideas, to engage with the variety of 

questions relevant to the complexity of health care (O ‘Caithan et al. 2007). They choose approaches 

that are most appropriate for finding an answer to their research question (Tashakkori & Teddlie 

1998). Pragmatism is based on the idea that quantitative and qualitative methods are compatible. 

Approaches are chosen which are most appropriate for finding an answer to the research question 

(Tashakkori and Teddlie 1998).   

MMR enables a more detailed understanding of the phenomenon under study by combining 

quantitative and qualitative data collection techniques (Bryman 2006) which either approach on its 

own may not achieve. The concept of MMR was supported in this study in that it facilitated a rigorous 

approach to be undertaken to address a complex issue such as QoL in cancer survivors. Using a 

sequential explanatory mixed-methods design within a pragmatic framework would be the best-

suited means of examining the same. 

Data collected sequentially can facilitate a deeper understanding of a research problem. Researchers 

can use a range of data collection tools to study a problem comprehensively. This important 

consideration has been proposed in this study. MMR encourages the use of multiple worldviews and 

paradigms and focuses on the idea that problem-solving involve the use of numbers and words 

(Creswell and Plano-Clark 2007). Thus, both data collected sequentially or concurrently can enhance 

understanding of a given research problem. Aziz (2007) in her article “Cancer Survivorship 
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Research” stated that utilising a combination of qualitative and quantitative approaches, is also 

immensely useful. 

According to Tashakkori and Teddlie (1998), MMR is considered a methodology. Creswell (2007) 

argues that as a methodology MMR emphasizes philosophical assumption/s or worldview/s, such as 

pragmatism. He further argues that any research has an underlying worldview or philosophical 

assumption that guides the researcher, and in this case of mixed methods research, it could be one 

worldview or multiple worldviews. 

The next session outlines the background to the mixed-methods approach in practice. 

4.3 Background to mixed-methods research 

The notion of MMR has become popular in the last two decades predominantly in the field of 

education, management, sociology, and nursing (Creswell 2009). Although mixed methods 

approaches have become more popular over the past twenty years (Freshwater 2006; Giddings 2006; 

Creswell 2009), the argument that mixed methods are a ‘new paradigm’ is, in fact, new (Rapport and 

Braithwaite 2018). 

“A mixed-methods way of thinking is an orientation toward social inquiry that actively invites us to 

participate in dialogue about multiple ways of seeing and hearing, multiple ways of making sense of 

the social world, and multiple standpoints on what is important and to be valued and cherished” 

(Greene, 2008, p. 20). 

The term “mixed methods” refers to the methodology of research that progresses the systematic 

integration, or “mixing” of quantitative and qualitative data within a single investigation or 

programme of inquiry (Wisdom and Creswell 2013). MMR has become popular in the last decade 

predominantly in the field of education, management, sociology, and nursing (Creswell 2009). 

Although mixed methods approaches have become more popular over the past twenty years 

(Freshwater 2006; Giddings 2006; Creswell 2009), the argument that mixed methods are a ‘new 

paradigm’ is, in fact, new (Rapport and Braithwaite 2018). Some mixed methods researchers view 

it as an innovative approach to research whose exact nature can be undefined to some extent (Johnson 

et al. 2007).  

Despite this, the past 15 years have seen a proliferation of mixed methods literature which also 

includes the publication of several new books (for example (Creswell and Plano Clarke 2011; Hesse-

Biber 2010; Teddlie and Tashakkori 2009) and the publication of articles concerning MMR and its 

application in the Journal of Mixed Methods Research. This journal and the International Journal of 

Multiple Research Approaches are relatively new journals dedicated entirely to mixed methods 

research.  
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The Mixed Methods International Research Association (MMIRA) celebrated its fifth year as an 

organisation in August 2018 (MMIRA 2019). MMR involves the collection and analysis of both 

quantitative and qualitative data and integrating the two sets of results at some point in the research 

to draw inferences from the quantitative and qualitative results (Johnson and Onwuegbuzie 2004; 

Tashakkori and Creswell 2007). By integrating these methods, it is hoped to provide a better or 

deeper understanding of the research topic to give more detailed answers to research questions 

(Creswell and Plano Clark 2011; Guetermann et al. 2015) such as QoL in survivors of a 

haematological malignancy. 

This approach has evolved to be increasingly attached to research practice and recognised as the 

third major research approach or research paradigm (Johnson et al. 2007). However, Creswell and 

Plano Clark (2007) and Tashakkori and Teddlie (2003) have argued that mixed-methods approaches 

involve the use of a research design whereby quantitative and qualitative aspects of research relate 

to each other and where equal weight is given to the quantitative and qualitative elements of data 

collection and analysis with pragmatism as a philosophical underpinning for the research. 

According to Creswell, Fetters and Ivankova (2004), the core characteristics of a well-designed 

mixed-methods study include: collecting and analysing both quantitative (closed-ended) and 

qualitative (open-ended) data; integrating data during data collection, analysis, or discussion; using 

procedures to implement quantitative and qualitative components concurrently or sequentially. 

Although there does not exist a universally accepted definition of MMR, there is a wider agreement 

that the assured feature of MMR is the integration or “mixing” of quantitative and qualitative 

components (Johnson et al. 2007; Teddlie and Tashakkori 2009; 2012; Morse and Niehaus 2009). 

Quantitative and qualitative data are intentionally integrated into mixed methods studies. 

Investigates believe that this integration maximises the strengths and minimises the weakness of 

each type of data (Creswell and Plano Clark 2017; Fetters, Curry and Creswell; 2013; Scammon et 

al 2013). 
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Figure 4-1: Typology of mixed methods 

Source: Leech & Onwuegbuzie (2009) 

4.4 Nature of mixed-methods research 

One of the proposed advantages of conducting MMR is that it can overcome the disadvantages that 

are essential when adopting mono-method research (Greene and Caracelli 1997; Creswell et al. 2003; 

Johnson and Turner 2003; Onwuegbuzie and Johnson 2006; Teddlie and Tashakkori 2009). In this 

MPhil thesis it can be argued that by combining self-reported QoL questionnaires and semi-

structured interviews in a single research study, the advantages of breadth and depth associated with 

these two respective methods are brought together. The effect of assimilating the results of these two 

methods possibly provides a more complete picture of a research topic that can address a range of 
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research questions and by doing so can provide a more complete picture that can enhance theory 

development and practice (Johnson and Onwuegbuzie 2004). 

By employing MMR, researchers can use quantitative data to confirm and test the results of 

qualitative data, and qualitative data to confirm and add meaning to quantitative data (Johnson and 

Onwuegbuzie 2004). According to Johnson and Onwuegbuzie (2004), MMR was formalised as an 

approach to researching as it represents an attempt to legitimate the use of both quantitative and 

qualitative methods, rather than forcing the researchers to choose between one of the two methods. 

4.5 The rationale for undertaking a mixed-methods study 

 No one method is sufficient in itself to capture the details of a complex situation such as the QoL of 

haematological cancer survivors. According to Doyle (2015), there have been significant advances 

in recent years in the field of MMR. This enables the capturing of multiple perspectives on the same 

problem. Holloway and Wheeler (2010) stated that MMR involves combining quantitative and 

qualitative approaches to research to strengthen the understanding of the clinical problem under 

investigation and develop new knowledge. When used in combination, quantitative and qualitative 

methods complement each other and allow for complete analysis (Green, Caracelli, & Graham 1989; 

Tashakkori & Teddlie 1998). To answer the research aims of this study, MMR was seen as the most 

suitable methodology.  

The study aimed to measure and explore the QoL of those people who completed all treatment for 

haematological malignancies and identify the presence of unmet supportive care needs. To achieve 

this aim, the framework of pragmatism offers the MPhil researcher a means of thorough exploration 

of experiences and unmet supportive care needs cancer survivors may have that requires to be 

collected and interpreted. The most suitable means of exploring this within a pragmatic framework 

is through the use of a mixed-methods sequential explanatory design (see Figure 4-1).  

Quantitative research approaches measure the QoL of adult survivors of haematological 

malignancies. Qualitative techniques facilitate explanations of the findings of quantitative phases. 

Employing quantitative methods (cross-sectional design) alone was considered but that in itself 

cannot effectively and adequately capture the reality of this situation. Hence, a sequential qualitative 

approach was required to explore survivors’ experiences of living with haematological malignancy 

and the impact the disease and treatment had on their QoL. This method further facilitated the 

identifying of unmet supportive care needs in this group of survivors. 

4.6 Advantages of conducting mixed-methods research 

There are advantages and disadvantages of any method as well as MMR. The advantages of 

conducting MMR include: (1) allowing the researcher to gain a deeper and fuller understanding of 

the research problem under investigation by using both quantitative and qualitative data 
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(complementarity) (Giddings and Grant 2006; Andrew and Halcomb 2012) (2) the ability to 

complete a single research project more efficiently than conducting a series of interconnected 

projects (Morse and Niehaus 2011). 

Understanding complex issues related to QoL and unmet supportive care needs in cancer survivors 

is achieved from different perspectives only by the use of mixed-methods research. The mixed-

methods design is much stronger and the use of it enhances the validity and reduces bias as it uses 

more than one approach (Zhang 2014). Zhang (2014) argues that a mixed-methods approach offers 

a researcher more compelling evidence than with the use of a singular approach. The researcher can 

gain insight into the problem from different perspectives and gain a deeper understanding of complex 

issues (Bryers et al. 2014). However, with MMR being captured by post-positivism, it can still prove 

to be an effective approach for researchers from all paradigms (Giddings and Grant 2006). 

4.7 Disadvantages of conducting mixed-methods research 

As MMR involves the use of both quantitative and qualitative approaches, the time required for 

collection and analysis of both quantitative and qualitative data can be very time consuming and may 

result in financial implications too. With equal attention to be paid to two research methods and 

efficient management of resources, it can result in fewer questionnaires being collected or fewer 

interviews being conducted.  Studies that involve a mixed-methods approach require people with 

expertise in both quantitative and qualitative research and also expertise in explaining findings 

generated by the two methods (Mahato et al. 2018). 

4.8 Mixed-methods sequential explanatory design 

Mixed methods research enables a detailed understanding of the phenomenon under study by 

combining quantitative and qualitative data collection techniques (Bryman 2006). Various 

typologies of MMR designs exist. For example, as outlined in Figure 4-1 mixed-methods designs 

may be sequential or concurrent (Creswell 2003; Hesse-Biber 2010). One phase of data collection 

occurs before the next in a sequential design:  QUAN → QUAL or QUAL → QUAN. Sequential 

designs can be developed with the quantitative component first followed by the qualitative phase or 

vice versa. Capital letters are used to denote the dominance of the approach and small letters indicate 

the minor approach (for example QUAL and Quan). Explanatory studies are employed when the aim 

is to conduct a qualitative phase to help explain in further depth the quantitative results (Creswell 

2003; Creswell and Plano Clark 2007; Hesse-Biber 2010). Creswell and others such as Plano Clark, 

Greene and Onwuegbuzie (2007) lay emphasis on the techniques or methods of data collection and 

analysis that are significant to mixed methods research. 

Knowledge is developed based on cause and effect thinking, reduction to specific variables, 

hypotheses, and questions, use of measurement and observation, and the testing of theories (Creswell 

1998). A researcher isolates variables and determines which to investigate and chooses instruments, 
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which will yield highly reliable and valid scores (Hesse-Biber 2010). In comparison, qualitative 

research is “an inquiry process of understanding” where the researcher develops a “complex, holistic 

picture, analyses words report detailed views of informants, and conducts the study in a natural 

setting” (Creswell 1998). In this approach, the researcher makes knowledge claims based on 

constructivist perspectives (Guba & Lincoln 1982). In qualitative research, data are collected from 

those immersed in the everyday life of the setting in which the study is framed. Ultimately, it 

“produces an understanding of the problem based on multiple contextual factors” (Miller 2000). 

This study employed a sequential explanatory mixed methods design (Tashakkori & Teddlie 2003), 

for collecting, analysing and “mixing” both quantitative and qualitative data at some stage of the 

research process within a single study to understand the research problem more completely (Creswell 

2002). In a sequential explanatory design (SED), qualitative data is used to enrich, explain, or 

elaborate upon, results gained from quantitative approaches (Creswell 2006). This method comprises 

two phases. Using this design, some researchers initially collect and analyse quantitative data during 

phase one of the study. The quantitative results are carefully scrutinised to identify areas that warrant 

further investigation with a qualitative phase. The second, qualitative phase clarifies and further 

explains/elaborates the quantitative results in detail (Creswell and Plano Clark 2007).  

This design was selected over other competing designs (refer to Section 4.2) as it enables 

researchers to capture participants’ experiences of living with a chronic illness further in a qualitative 

setting. In combining both quantitative and qualitative data, the research is methodologically 

rigorous (Gelling 2014). This is made evident whereby some researchers use mixed methods to 

improve the accuracy of the data, while a few others combine data to develop a complete picture. 

Mixed methods approaches have also been used to enable sampling in a study where questionnaires 

are used to identify participants to be included in an interview programme (Rocco et al. 2003; 

Bryman 2006; Collins et al. 2006).  

For this study and to emphasise, Creswell’s definition of mixed-method inquiry will be employed as 

it integrates a philosophical worldview, pragmatism and accommodates the idea of MMR as a 

methodology, while at the same time stressing the importance of method. MMR is fundamentally 

based on the principle that the combination of quantitative and qualitative approaches provides a 

better understanding of the problem or research question than either of the methods can achieve alone 

(Creswell and Plano Clarke 2007; Elliott 2005; Tashakkori and Teddlie 2003). 

This concept of MMR has been supported in several areas throughout the study. First, MMR adds 

strength to the weaknesses of both quantitative and qualitative research. This was apt for this study 

as a rigorous approach to a complex issue as QoL in cancer survivors was ensured. Furthermore, 

researchers can allure on a wide range of data collection tools to study in detail a problem; an 

important reflection for a complex study as proposed. Mixed methods research also enables to 

answer questions that cannot be answered by just one approach. In this study, different analytical 
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skills were brought together. MMR encourages the use of multiple worldviews and paradigms and 

is viewed as a practical approach to research especially when addressing such a complex issue. This 

practical approach of MMR focuses on the notion that problems can be solved by using both numbers 

and words. This MPhil study used a pragmatic approach to answer the research question (Creswell 

and Plano Clarke 2007). 

A diagrammatic representation of Creswell’s Mixed-Methods Sequential Explanatory Design is 

illustrated in Figure 4.2 which illustrates the application of this model to the current study. 

(Creswell and Plano Clark 2007, p73) 

 

 

 

Figure 4-2:  Diagrammatic representation Creswell’s Mixed Methods Sequential Explanatory Design 
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 Methods used in this MPhil research 

5.1 Introduction 

Building on Chapter 4, the methodology of mixed-methods research (MMR), this chapter outlines 

the methods employed to explore and explain the phenomena of quality of lives of adult survivors 

with haematological malignancies living in one county in Southern England and treated at three 

hospitals. The chapter also addresses the use of an underlying conceptual framework of recovery of 

health and wellbeing in cancer survivorship by Foster and colleagues to situate the study (Foster et 

al. 2010). The methods used are a mixture of quantitative and qualitative starting with the 

quantitative methods in terms of a cross-sectional survey design followed by the qualitative in terms 

of semi-structured interviews.  

Presented in this section are the identification and the recruitment of study participants in this study 

as well as the procedures and design of the study. Also included are an estimated sample size of the 

quantitative survey, an outline of the eligibility criteria, a description of quantitative and qualitative 

data collection methods and data analysis, ethical considerations, and limitations of conducting 

MMR. 

5.2 Application of mixed-methods research in this MPhil  

The nature of mixed-methods research is key to this research design. Some studies use both 

qualitative and quantitative research methods but report the results and discussion of the quantitative 

and qualitative elements separately. These are not considered integrated mixed-methods approaches. 

However, there is an increasing consensus that mixed-methods designs must aim to integrate 

quantitative and qualitative results to draw useful conclusions (Johnson et al. 2007). 

The option in this thesis was either an explanatory or exploratory sequential design. Following the 

nature of the research aims, thorough reading and digesting of relevant literature and rigorous 

discussion with my MPhil supervisors, it was agreed that the explanatory sequential design was most 

suitable and relevant for this MPhil study. An explanatory sequential design with two phases- an 

initial quantitative phase followed by a qualitative phase was employed as illustrated in Figure 5.3.  

(Creswell 2003; Walsh et al. 2011). 

Conducting a MPhil study can be a lonely existence (Bastalich 2017) and from my experience, this 

can be exacerbated by academic purists from either quantitative or qualitative paradigms. Due to the 

particularly restrictive timeframe and the need for the research to be conducted by a single researcher, 

it is rare for a mixed-methods doctoral study to move beyond a descriptive level. Bresson and 

colleagues (2016) in their review found that nursing studies that used MMR were explanatory in 

nature, often lacking explicitness. This may be appropriate if little is known about the research topic, 

but in areas such as cancer survivorship which has been highly studied in recent years, it can be a 

https://onlinelibrary-wiley-com.libezproxy.bournemouth.ac.uk/doi/full/10.1111/jocn.15534#jocn15534-bib-0003
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challenge to undertake original research that can make a substantial contribution to the knowledge 

base.  

 

Figure 5-1: a mixed methods sequential explanatory design 

 

Mixed-methods studies in their nature generate a large data set (Halcomb 2019). While a concurrent 

approach can be somewhat manageable, a sequential approach can lengthen the duration of data 

collection (Halcomb and Andrew 2009). This was evident from this MPhil study that the length of 

data collection for both the quantitative and qualitative phases was time consuming especially when 

the researcher had a full-time job alongside completing her doctoral study. 

The framework (Figure 5-2) set out by Foster and colleagues (2010) draws in the wider domains of 

health and well-being coupled with Lent’s model which has been applied to research with cancer 

survivors (Hoffman et al. 2013; Foster and Fenlon 2011). This model illustrates how problematic 

events and pre-existing socio-demographic factors may have an impact on how unsettling cancer and 

its treatment could be to the person reflected in the subjective health and well-being (Foster et al. 

2010). Research also suggests that self-confidence is key to supporting and empowering people to 

manage problems following primary cancer treatment and that this is important for recovery of health 

and well-being (Foster and Fenlon 2011). An adapted version of the framework is illustrated in 

Chapter 8 and it reflects on the factors assessed in this study that are associated with optimising the 

QoL (Barlow et al. 2005; Lorig et al. 2001) of these haematological cancer survivors and those that 

enhance their recovery and well-being (Lev et al. 2001). 
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Figure 5-2: Recovery of health and well-being in cancer survivorship (adapted from Lent 

2007; Foster et al. 2010). 

 

5.3  Quantitative and qualitative sampling 

5.3.1 Recruitment of study participants  

In the first, quantitative phase of the study, there was a convenience sample of 131 participants 

recruited from three hospital sites in the South of England based on the eligibility criteria (see 

Sections 5.4-5.5). In the second, qualitative phase of the study, a subsample of eleven participants 

was purposively selected using maximum variation sampling (Polit and Beck 2012) for the in-depth 

semi-structured interviews. It was used to identify and recruit individuals who were able to reflect 

upon the phenomenon of interest (Smith and Osbourne 2003), i.e., the experience of living with a 

diagnosis of a haematological malignancy (specifically a B- cell malignancy) and thereafter.  

Given the explanatory nature of the study, a maximum variation sampling strategy was employed to 

select the participants mainly adults diagnosed with a haematological malignancy, particularly the B 

cell type. To achieve this and based on the quantitative results, participants were selected from those 

who reported a good QoL with a very low level of unmet supportive care needs; those with moderate 

level and those with a poor QoL and high level of unmet supportive care needs as indicated from the 

QoL questionnaires. 

Interviews were held in participants’ homes or at their preferred location at a mutually convenient 

time and audio-recorded with their permission. Clarke (2006) suggested that research participants 

should be given a choice in the venue in which they are interviewed. Eleven of the interviews were 

conducted in participants’ homes. One of the research participants preferred to be interviewed at 

their treatment hospital. This participant was interviewed in a private clinic room of the Haematology 
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outpatient department. For this purpose, a formal BU risk assessment was carried out. The BU risk 

assessment was to examine what likely cause may harm to individuals and to ensure enough 

precautions have been taken to prevent them from happening. 

Participants were assured of confidentiality in their responses. The participant information sheet was 

mailed out to the participants before the interviews. Written informed consent was obtained from the 

participants before conducting interviews. The interviews ranged from 30 minutes to an hour each. 

The duration of each interview was ascribed to the nature of the malignancy and any problems the 

research participants were experiencing. The interviews were conducted by the researcher. Some of 

the participants provided elaborate answers, which lengthened the time of the interviews. The 

interview recordings were transcribed verbatim. Interview transcripts and recordings were only 

accessible to the researcher and the supervisory team. All the participants interviewed were between 

one- and five-years’ post-treatment for a B-cell malignancy.  

During the collection of qualitative data collection, the potential comorbidities of the participants 

were taken into consideration using a co-morbidity index as not all symptoms and problems 

experienced by these patients can, likely, be attributed to haematological malignancy or related 

treatment.  It was imperative to identify comorbidities that may also influence the quality of life of 

these participants in addition to their disease and aggressive treatment. 

 At the time of collecting data, the participants were between one- and five-years following 

completion of all treatment or were in their post-treatment phase. The post-treatment phase refers to 

a period following completion of all treatment for a B cell malignancy.  

5.4 Data collection methods 

This method involved two phases: Phase 1 included the collection of objective, quantitative data. 

Survey research is defined as "the collection of information from a sample of individuals through 

their responses to questions" (Check & Schutt, 2012, p. 160). This type of research allows for a 

variety of methods to collect and analyse data and employ various instruments. This MPhil study 

used questionnaires with numerically rated items and according to Singleton and Straits (2009), 

surveys are often used in social and health care research. The Phase 2 part of the study employed a 

collection of subjective, qualitative data to further explain and elaborate on the results of the first, 

quantitative phase. 

5.4.1 Phase 1: Quantitative approaches  

This phase of the study involved a cross-sectional design (McMillan 2000; Chen et al. 2017) where 

data were collected at one point in time. It refers to collecting objective data at a single point in time 

in the form of a survey, as opposed to data collected over a longer period (CDC 2006). The aim of 

the first, quantitative phase of the study was to identify the factors that affect the QoL of survivors 

https://www.ncbi.nlm.nih.gov/pmc/articles/PMC4601897/#A3
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of adult haematological malignancies and to determine the impact of selected demographic variables 

on the QoL of such survivors (e.g., employment, education, living arrangements, gender and age).  

Questionnaire surveys have their merits and disadvantages. Questionnaires can be self-administered 

electronically or by post or administered by a researcher by telephone or in-person (Jones et al. 2013). 

Telephone and personal surveys can be very resource-consuming whereas postal surveys result in a 

better response rate and response bias (Edwards et al. 2009). Postal surveys were administered for 

this study to minimise the response bias and enhance response rates. A statistician was involved right 

from the beginning, and this helped to determine the sample size required to ensure this MPhil study 

has enough power. 

An invitation letter was sent out to all participants of the research study which outlined the name of 

the study; the purpose of the research study and how the data would be collected and stored (refer to 

Appendix 1, 2, 3 for a copy of the invitation letters). A reminder letter was sent two weeks later to 

the non-respondents (refer to Appendix 4 for a copy of the letter). All the participants who completed 

the questionnaires were also invited to take part in Phase 2, the qualitative part of the study. 

 Tools to measure QoL 

The relationship between objective and subjective dimensions concerning QoL measurement has 

been an ongoing discussion. Objective dimensions, traditionally refer to observable phenomena, 

such as the ability to walk, eat while subjective dimensions refer to an individual’s perception such 

as overall happiness or satisfaction with life during or following completion of treatment (van 

Leeuwen et al. 2018). 

Measurement, assessment, evaluation, and estimation of QoL using questionnaires have been used 

interchangeably in the literature. With data collected from validated QoL questionnaires 

predominantly being ordinal, it can be argued that QoL can be defined as ‘measurement’ only if the 

data is continuous. This is an important aspect to take into consideration when describing QoL data. 

Traditionally, the measurement of QoL for patients who have undergone chemotherapy, radiotherapy 

or a peripheral stem cell /bone marrow transplant for a haematological malignancy was to evaluate 

survival outcome. However, with advances in treatment modalities, recent times have seen an 

increasing trend in the measurements of the quality of that survival time of these patients. 

Measurement of QoL in people with B-cell malignancies may be challenging due to prolonged and 

complex treatment regimens that may result in many of the very same symptoms that these diseases 

may cause (Efficace et al. 2007). Although there is increasing evidence for the added significance of 

measuring QoL, this poses a challenge when measuring it due to its subjective nature (Aaronson et 

al. 1993; Bowling 1995; Bottomley 2002; Hauken et al. 2015).  

Despite the recognition of its importance and recommendations to include QoL outcome measures 

in cancer drug trials, few early phase studies included QoL as an outcome measure, especially from 
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patients’ perspectives (e.g., patient-reported outcomes) (Efficace et al. 2007; Strasser-Weippl and 

Ludwig 2008). Treatment burden and overall survival are associated with patient-reported outcomes 

(Efficace et al. 2007; Esser et al. 2018). Additionally, very few later phases of randomised controlled 

trials in haematology include QoL as a primary outcome measure. However, there is a steady 

increase in the capture of QoL data as a secondary outcome measure in clinical trials.  

In haematological malignancies, QoL measurement can offer insight into evaluating the benefits of 

the treatment and the burden the disease and treatment can place on an individual. QoL measurement 

can capture patients’ experiences following treatment and the effects it has on them and this 

comprehensive measurement together with assessment of survival, capturing information about 

complications and disease recurrence can improve patient outcomes (Bottomley et al. 2005; Blazeby 

et al. 2006). This, in turn, can improve service provision in guiding decision making in oncology 

(Denis et al. 2017; Basch et al. 2017; Levato et al. 2013). Besides, the establishment of professional 

societies such as The International Society for QoL Research (ISOQOL) and the development of 

professional journals dedicated to QoL research has confirmed that there is an increased interest in 

the development of this concept. 

 Standardised questionnaires 

QoL in any malignancy can be measured using standardised HR-QoL questionnaires that may be 

generic, disease-specific, or domain-specific (Aaronson et al. 1993). Generic questionnaires measure 

general aspects that are common and noteworthy to everyone while, disease specific questionnaires 

are developed and used for a particular population such as cancer (Bowling 1995). A combination 

of HR-QoL instruments is generally employed in research to capture sensitive information and 

specific symptoms. The advantage of employing such instruments in QoL studies is that it is feasible 

to distribute them relatively easy to participants and can be completed at their convenience either in 

a hospital setting or in the comfort of their homes. 

At the time of proposal writing, only two available QoL measures for cancer survivors were 

identified. This is despite the importance of issues experienced by long term survivors. One of the 

questionnaires is a modification of the other. The Quality of Life - Cancer Survivors Scale (QoL-

CS) was developed by the City of Hope National Medical Centre. This questionnaire conceptualised 

QoL into four dimensions: physical, psychological, social, and spiritual (Ferrell et al. 1995). Items 

were based on a small number of survivors. Validation of the scale was based on survivors ranging 

from 4 months to 28 years after diagnosis (thus including newly diagnosed patients). There was not 

sufficient time and resources to pilot the QoL questionnaires employed in this MPhil study and hence 

this was not carried out. 
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 EORTC QLQ-C30 questionnaire 

EORTC QLQ-C30 is a standardised HR- QoL questionnaire developed by the European 

Organisation for Research and Treatment of Cancer (EORTC) Study Group to measure HR-QoL in 

patients undergoing treatment for cancer (Aaronson et al. 1993; Sprangers et al. 1993). This remains 

a frequently used generic instrument in research to capture the HR-QoL in cancer patients and was 

developed more than twenty-five years ago (Aaronson et al. 1993; Fayers and Bottomley 2002; Nolte 

et al. 2019). This core, generic questionnaire has been complemented with disease specific 

questionnaires, which capture components specific to each type of cancer (Kaasa et al. 1995; King 

1996) and haematological malignancies in particular (Hjermstad et al. 1999; Zittoun et al. 1999). 

The same scoring systems applied to the disease specific questionnaires given to patients who were 

diagnosed with CLL (CLL 16) and MM (MY 20) along with the EORTC QLQ-C30 questionnaire. 

The modules describe aspects not included in the core questionnaire such as disease symptoms and 

treatment side effects.  This was because they were primarily used in clinical trials to capture 

treatment side effects. 

Several studies have investigated the validity, reliability, and other related measurement properties 

of the EORTC QLQ-C30 questionnaire (Aaronson et al. 1993; Niezgoda and Pater 1993; Aaronson 

et al. 1996; Kaasa et al. 1995; Groenvold et al.1997). These studies concluded that the questionnaire 

is generally an excellent instrument with good psychometric properties relevant to cancer-related 

populations (Aaronson et al. 1991; Aaronson et al. 1993; Niezgoda and Pater 1993; Aaronson et al. 

1996; Bjordal and Kaasa 1992; Sieurdardottir et al. 1993; Ringdal and Ringdal 1993). Validity and 

reliability tests were not performed before use in this study as they had already been established. 

 EQ-5D-3L questionnaire 

The EQ-5D-3L questionnaire has been in existence since 1987 and has been used to measure health 

outcomes (Euro QoL Group 2009) in a wide range of studies. The EQ-5D-3L, self-report includes 

mobility, self-care, usual activities, pain/discomfort and anxiety/depression. It also comprises a 

Visual Analogue Scale (VAS), which is a thermometer rated from 0-100 with 0 as the worst 

imaginable health state and 100 to be the best imaginable health state. The scores and differences 

between scores can be measured and thus easily quantified.  This enables participants of research 

studies to self-rate their health status in a quantitative way (Rabin and Charro 2001; Chuang 2010). 

Validity and reliability tests were not performed before use in this study as they had already been 

established. 
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 Participant demographic data questionnaire 

Data on participants’ demographic characteristics were collected using a demographic questionnaire. 

Demographic data collected included age at the time of data collection, gender, ethnic origin, marital, 

living, education and employment status. Demographic data is required to be collected to be able to 

analyse the associations between them and QoL. The collection of demographic data enables the 

description of the sample of people in the study (Connelly 2013). The variables to use were guided 

by the literature review. The hope is that the samples are representative of the larger population (Vogt 

and Johnson 2011). 

The validity of collecting life history or biographical data has been well established. Clinical 

parameters collected included diagnosis and time since completion of treatment. Clinical information 

about the diagnosis, time of treatment completion was extracted from the medical records or hospital 

database and recorded on an excel spreadsheet and later transferred onto SPSS. The Statistical 

Package for the Social Sciences (SPSS) version 21.0 was used to analyse the quantitative results 

from the first phase of the study. Data were electronically stored securely on a hospital shared drive 

which was password protected. 

  Quality of Life questionnaires 

The EORTC QLQ-C30, EQ-5D-3L and the relevant disease specific questionnaires (CLL 16 and 

MY 20) were used to collect data in the quantitative phase of the study to evaluate the different 

aspects of QoL. As outlined in Sections 3.4.2 and 3.4.3, the EORTC QLQ-C30 is one of the most 

widely used measures of QoL in cancer patients and assesses functional domains and symptoms that 

commonly occur in cancer patients. The EQ-5D-3L questionnaire measures the overall health status 

of an individual. The above-mentioned sections outline how widely these instruments are used and 

people’s comments about their usefulness. 

 EORTC QLQ –C30 quality of life questionnaire 

Participants received the EORTC QLQ –C30 questionnaire (Aaronson et al. 1993 and Fayers et al. 

2001). The validated 30-question EORTC QLQ-C30 questionnaire (Aaronson et al. 1993; Mustapa 

et al. 2007) assesses the health-related QoL and comprises fifteen scales which include: physical 

functioning, role functioning, cognitive functioning, emotional functioning, social functioning, 

fatigue, pain, nausea /vomiting, dyspnea, insomnia, appetite loss, constipation, diarrhea, financial 

difficulties, and global health status.  

 

The questions were rated from 1 to 4 with scores corresponding to ‘not at all’, ‘a little bit’, ‘quite a 

bit’ and very much. Questions 29 and 30 were rated from 1 to 7 (very poor to excellent) (Aaronson 

et al. 1993). Each rated scale was used to compute a score ranging from 0 to 100 according to the 
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scoring manual of EORTC QLQ-C30 (2001). Higher scores for health status/QoL scale indicate 

better functioning whereas higher scores in symptom scales indicate the presence of more problems 

and difficulties (Sprangers et al. 1993). The validity and reliability of this questionnaire have been 

verified in several studies and reviews (Aaronson et al. 1993; Sprangers et al. 1993; Groenvold et al. 

1997; Luckett et al. 2011), and the instrument is available in several languages (Fayers et al. 2001).  

 

Descriptive statistics were first calculated. Numerical data were described using the median and 

interquartile range when skewed. Here, age was the only continuous variable that was considered 

skewed. The interquartile range is calculated by minusing the lower quartile from the upper quartile 

(Diamond and Jefferies 2006). Non-parametric Kendall’s tau correlation coefficient was used to 

determine the associations between age and quality of life subscales with a two-tailed significance 

test (p<0.05). The Kendall’s tau correlation was used as it measures the strength of the dependence 

of the two variables (Bland 2000).  

In this study, the two variables whose strength of dependence was measured were age and quality of 

life subscales. The associations between socio-demographic, clinical factors and quality of life 

subscales were also determined using the Mann Whitney U test. This test is used when two 

independent random samples are compared and when the data are ordinal or dichotomous as in this 

sample (Bland 2000). The data collected from the quality-of-life questionnaires are considered 

ordinal as they range from 1-4 with 1 representing not at all, 2, a little bit, 3 quite a bit and 4 very 

much. Raw scores of this questionnaire are transformed into a linear scale ranging from 0-100. 

Higher scores represent higher functioning and quality of life and a higher level of symptoms. The 

scoring was undertaken using the directions from the EORTC scoring manual (Kaasa et al. 1995; 

Groenvold et al. 1997; Gulbrandsen et al. 2004). The data obtained from the demographic 

questionnaire is considered dichotomous.  

 EQ-5D-3L quality of life questionnaire 

The EQ-5D-3L, a self-report questionnaire validated by the European QoL group and measures 

generic health related quality of life. The EQ-5D questionnaire has been in existence since 1987 and 

has been used to measure health outcomes (Euro QoL Group 2009).  The questionnaire consists of 

5 domains: Mobility, Self-care, Usual Activities, Pain/Discomfort, and Anxiety/Depression. The 

participant was requested to choose from one of the three options which best describe how they feel 

ranging from ‘no problems’ to ‘extreme problems.  

The EQ-5D-3L VAS (visual analogue scale) ranges from 0-100 with 0 being the worst imaginable 

health state and 100 being the best imaginable health state. This enables participants to self-rate their 

health status (Rabin and Charro 2001). The participant is requested to mark their health status on the 

scale, and this is used as a quantitative measure to report health outcomes. Data from the 

questionnaires were analysed descriptively in accordance with the European Quality of Life Group 
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User Guide (Williams 1990). The three options (=levels) were combined into dichotomous variables 

in SPSS - option 1 (no problems) was relabelled as ‘problems’ and option 2 (some problems) and 

option 3 (extreme problems) as ‘problems’.  

The independent samples t-test was used to determine the associations between age and EQ-5D 

dimensions. This test was used as it tests the statistical differences between the means of two groups 

(Petrie and Sabin 2009). The independent sample t-test requires the assumption of homogeneity of 

variance. The test that is used for this assumption is Levene’s test. If the null hypothesis of Levene’s 

test is rejected, it suggests that the variances of both groups are not equal. This test was used to verify 

that assumption.  

The associations between age and the EQ-5D VAS were determined using Spearman’s rank 

correlation coefficient. This test is non-parametric and has been used to measure the strength and 

direction of two variables (Petrie and Sabin 2009). The associations between the socio-demographic 

variables and the dichotomised EQ-5D dimensions were determined using crosstabs. Row 

percentages were chosen as they were more useful and appropriate in answering the research 

question. If one cell had an expected count of less than 5, then Fisher’s exact test was used (Foster 

et al. 2014). 

 CLL16 and MY20 quality of life questionnaires 

These disease-specific questionnaires, also developed by the EORTC study group to measure QoL 

for patients undergoing cancer treatment, were used to collect data (e.g., CLL and Myeloma 

modules) for the first phase of the study (Holtzer-Goor et al. 2015). The same scoring systems 

applied to the disease specific questionnaires given to patients who were diagnosed with Chronic 

Lymphocytic Leukaemia (CLL 16) and Multiple Myeloma (MY 20) along with the other quality of 

life questionnaires. The EORTC QLQ-C30, EQ-5D-5L and the relevant disease specific 

questionnaires were used to evaluate the different aspects of health-related QoL. Two patients 

commented that they found the quality of life questionnaires difficult to read due to the smaller print. 

The EORTC quality of life group was contacted to find out if the same questionnaires were available 

in a bigger print. Unfortunately, the questionnaires were not available in bigger print.  

This MPhil study aimed to examine and understand what quality of life means from a haematological 

cancer survivor’s perspective. To achieve this, a researcher must be pragmatic and explore with an 

open mind to study various aspects that may affect the quality of lives of such survivors and identify 

unmet needs that may arise as a result. A semi-structured interview guide was used to help explore 

subjects of interest from the quantitative findings and those pertinent to the study (Patton 2002) (see 

Appendix 15). Questions were asked in a sequential manner as laid out in the interview guide.  

Interviewing as a method of data collection allows for the probing for more in-depth insights into a 

particular subject (Johnson and Turner 2003). 
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The second, qualitative phase aimed to explore more elaborately the results of findings of the first, 

quantitative phase of the study. Qualitative data were collected following analysis of data of the first 

phase of this research. Qualitative research methods facilitate understanding of the social 

phenomenon from the perspective of those involved and contextualise issues and understand the 

perspective from which the participants interpret so (Glesne 2006).  

5.4.2 Phase 2: In-depth interviews 

In qualitative research, the researcher captures the individual's observations or experiences as they 

have lived and/or felt it. It is usually a few participants who take part in qualitative research and the 

questions asked are in-depth, giving the individual the chance to answer personally and flexibly. In 

qualitative research, the interview with the participant might change and new questions will appear 

along the process. (Polit & Beck, 2012, 153-156). 

The qualitative data will enhance and enrich the quantitative data and will give a fuller and 

comprehensive picture of the phenomenon under study (Creswell and Plano Clark 2007). In-depth 

face-to-face semi-structured interviews were employed to obtain qualitative data. In-depth semi-

structured interviews were being conducted with the content and structure of the interviews 

envisaged to be grounded in the findings of the first, quantitative phase of the study. Semi-structured 

interviews are used when the topic being investigated is very personal to participants (Flick 1998). 

Semi-structured interviewing does not necessarily ask identical questions of each participant, and it 

uses mainly open-ended questions aiming to obtain specific information about the given situation 

(Flick 1998).  

Semi-structured interviews are a simple, efficient and practical means of collecting important 

qualitative data (Creswell and Plano Clark 2007; Glesne 2006; Tashakkori and Teddlie 2003). They 

allow the researcher the opportunity to probe areas that are not easily observed such as feelings, 

emotions and, if necessary, discuss sensitive issues or topics in an appropriate manner (Creswell and 

Plano Clark 2007; Glesne 2006). 

Semi-structured interviewing does not necessarily ask identical questions of each participant, and it 

uses mainly open-ended questions aiming to obtain specific information about the given situation 

(Flick 1998). A pre-determined set of questions is set for a semi-structured interview and other 

questions may emerge from dialogue with participants (Di Cicco-Bloom and Crabtree 2006). Hence, 

this interview technique was chosen over other techniques. 

The validity and reliability of interviews are sometimes questioned. However, some researchers 

argue that semi-structured interviews have high validity because they allow the participants to talk 

in detail and can explain meanings behind actions with little or no input from the interviewer (Drever 

1995; Glesne 2006; Tashakkori and Teddlie 2003; De Jonckheere and Vaughn 2019). 
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Johnson and Turner (2003) state that interview as a data collection method allows for the use of 

probing for more in-depth insights into a subject. A pre-determined set of questions is set for a semi-

structured interview and other questions may emerge from dialogue with participants (Di Cicco-

Bloom and Crabtree 2006). One-to-one interviews represent one of the best ways of gathering data 

on potentially sensitive subjects, such as the experiences of the individual with haematological 

malignancy (Miles and Huberman 1994). Hence this interview technique has been chosen over other 

techniques.  

Interviews were conducted until data saturation was reached or the same material was heard across 

several interviews (Polit and Beck 2006). The response rate for agreeing to take part in the interviews 

was good and 93 participants had agreed to take part in the interviews. Out of those who had agreed 

to be interviewed, some of them were purposefully selected using a maximum variation sampling 

strategy (Patton 1990). This strategy enables understanding of a phenomenon like QoL in different 

people, in different settings and at different time points (Patton 1990).  

Written informed consent was obtained from the participants before conducting interviews. The 

participant information sheet was being mailed out to the participants who sent back a reply slip 

expressing their willingness to take part in the interviews (see Appendix 6 and 7 for a copy of the 

participant information sheet and consent form). Interviews were held in participants’ homes or at 

their preferred location at a mutually convenient time and audio-recorded with their permission. 

Clarke (2006) suggests that participants should be given the choice of venue. For this purpose, a BU 

(Bournemouth University) risk assessment was carried out. The purpose of the research was 

explained to the participants, and they were assured that all the information was completely 

confidential and anonymous.  Each interview lasted for about an hour to an hour and a half and was 

recorded for later transcription. The interview recording was transcribed verbatim. The researcher’s 

clinical skills of active listening and empathy were given primacy to remain participant-led as 

much as possible. All the audio files and transcripts were stored on password-protected computers 

and only the researcher had access to them.  

Participants who completed the Phase 1 part of the study were approached to take part in the 

interview phase of the study to explore factors that affected their quality of life following completion 

of all treatment of a haematological malignancy (mainly a B-cell malignancy). The explanatory 

nature of the in-depth interviews provided added meaning and depth to the research problem and 

further enriched and explained the data collected in the quantitative phase of the study (Tashakkori 

and Teddlie 2003). 

During the qualitative data collection, the co-morbidity of the participants was taken into 

consideration as not all symptoms and problems experienced by these patients can, likely, be 

attributed to haematological malignancy or related treatment. The Cumulative Illness Rating Scale 

(CIRS) was used as a tool (refer to Appendix 14 for a copy of the CIRS scoring sheet) to measure 
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co-morbidity (Salvi et al. 2008). It is an index that takes the severity of the existing medical illnesses 

into account. Survivors with an increased number of associated diseases have reported lower QoL 

(De Souza et al. 2002; Slovacek et al. 2007). Therefore, it was imperative to identify co-morbidities 

that are likely to impact the QoL of these participants in addition to their disease and aggressive 

treatment. The second phase of the study captured such information from the participants’ medical 

notes which was confirmed at the time of the interviews. It was not feasible to collect comorbidity 

data during the quantitative phase as most of the participants were sent the questionnaires by post. 

The topic guide for the qualitative phase was identified following analysis of the surveys. There was 

a gap between collecting quantitative data and the interviews as the quantitative data had to be 

analysed and a cohort was drawn to be invited for interviews. 

5.5 Data Analysis 

5.5.1 Quantitative data analysis 

The Statistical Package for the Social Sciences (SPSS) version 21.0 was used to analyse the 

quantitative data. Descriptive statistics were first calculated. Numerical data were described using 

the median and interquartile range when skewed. Here, age was the only continuous variable that 

was considered skewed. The interquartile range is calculated by minusing the lower quartile from 

the upper quartile (Diamond and Jefferies 2006). Non-parametric Kendall’s tau correlation 

coefficient was used to determine the associations between age and quality of life subscales with a 

two-tailed significance test (p<0.05). The Kendall’s tau correlation was used as it measures the 

strength of the dependence of the two variables (Bland 2000). The two variables whose strength of 

dependence was measured were age and quality of life subscales. The associations between socio-

demographic, clinical factors and quality of life subscales were also determined using the Mann-

Whitney U test. This test is used when two independent random samples are compared and when the 

data are ordinal or dichotomous as in this sample (Bland 2000).  

The data collected from the EORTC QLQ-C30 quality of life questionnaires were considered ordinal 

as they range from 1 to 4 with 1 representing not at all, 2, a little bit, 3 quite a bit and 4 very much. 

Raw scores of this questionnaire were transformed to a linear scale ranging from 0 to 100. Higher 

scores represent higher functioning and quality of life and a higher level of symptoms. The scoring 

was undertaken using the directions from the EORTC scoring manual (Kaasa et al. 1995; Groenvold 

et al. 1997; Gulbrandsen et al. 2004). The data obtained from the demographic questionnaire (refer 

to Appendix 8) was considered dichotomous. 

The Independent samples t-test was used to determine the associations between age and EQ-5D 

dimensions. This test was used as it tests the statistical differences between the means of two groups 

(Petrie and Sabin 2009). The independent sample t-test requires the assumption of homogeneity of 

variance. The test that is used for this assumption is Levene’s test. If the null hypothesis of Levene’s 
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test is rejected, it suggests that the variances of both groups are not equal. This test was used to verify 

that assumption. The associations between age and the EQ-5D VAS were determined using 

Spearman’s rank correlation coefficient. This test is non-parametric and has been used to measure 

the strength and direction of two variables (Petrie and Sabin 2009). The associations between the 

socio-demographic variables and the dichotomised EQ-5D dimensions were determined using 

crosstabs. Row percentages were chosen as they were more useful and appropriate in answering the 

research question. If one cell had an expected count of less than 5, then Fisher’s exact test was used 

(Foster et al. 2014). 

5.5.2 Qualitative data analysis 

One of the most common methods of analysis and widely used in qualitative research is thematic 

analysis (Guest and Namey 2012). Thematic analysis is a process of identifying, analysing, and 

reporting themes or patterns within data (Braun and Clarke 2006). The choice of thematic analysis 

suits a pragmatic framework especially in nursing research with its ease of use, flexibility and 

acceptance academically (Braun and Clarke 2006). In nursing research, provides a rich description 

of data sets and allows for social and psychological interpretation of data sets and its ability to 

highlight similarities and differences (Nowell et al. 2017).  

As detailed theoretical and technological knowledge is not required for thematic analysis as for other 

qualitative approaches, it is much more accessible as a form of analysis especially for those early in 

their research career (Guest et al. 2011). Braun and Clarke (2013) and King (2004) have argued that 

thematic analysis is a useful method for examining the perspectives of different participants. In this 

MPhil study, thematic analysis was used to identify factors that influenced the QoL of 

haematological cancer survivors and identify unmet supportive care needs that might be present. 

Thematic analysis conducted involved identifying, analysing and reporting themes in six phases: 

familiarising data; coding; searching for themes; reviewing themes; defining and naming themes and 

writing up (Braun and Clarke 2006; 2013; Keenan, van Teijlingen, & Pitchforth 2015).  

The interviews followed a semi-structured approach, and the participants were given time to provide 

in-depth responses. The majority of interviews followed a fairly structured approach, with the 

majority of patient responses directly addressing the questions asked. For this reason, the interview 

guide was used as an initial coding structure, with any emerging themes noted as coding of the 

transcripts and hand notes progressed.  All the interviews except one were held in participant homes 

and took up to an hour or an hour and a half each. One participant preferred to be interviewed at the 

hospital. From the coding of the interviews, similar themes that emerged were noted. A theme was 

highlighted in the analysis in cases whereby at least three of the twelve participants described a 

particular occurrence.  
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The interviews were audio-recorded and transcribed verbatim. Recording research interviews is a 

great way to capture qualitative data to ensure descriptive validity (Sutton and Austin 2015). Digital 

files do not get damaged with time and backup of files is easily managed without losing the integrity 

of files (Tessier 2012). Unlimited replay ability is possible in the digital recording of interviews (Al-

yateem 2012) where the recording can be replayed many times, and this provides a basis for 

reliability and validity. Hand notes were taken when required and these were analysed together 

(Ritchie et al. 2013). Hand notes were taken to complement audio-taped interviews. These notes 

enable the researcher to make notes and comment upon impressions, environmental contexts and 

non-verbal cues that may not be adequately captured during the audio recording; the notes are taken 

at the same time as the recording of interviews (Sutton and Austin 2015).  

The first stage in the analytical process was familiarising with the interview recordings and making 

notes. The second phase of analysis was the generation of codes across the qualitative dataset. This 

entailed complete coding of the entire data set. During this process, interesting and unique features 

were coded using a word or a short phrase. The same process was followed for all transcripts with 

data coded using the NVivo software package.  

Individual transcripts were read and re-read several times, followed by a writing process which is a 

critical component of van Manen’s (1990) hermeneutic process. As part of the writing process, 

meaning units were grouped together and subsequently organised into themes and sub-themes. 

Interview transcripts were initially de-identified once all transcripts were coded, they were 

categorised as clusters depending on how they relate to each other.  

During the qualitative data analysis, regular meetings were held with all three supervisors. Emergent 

themes were discussed and agreed upon. Quotes from participant interviews were used to support 

the findings. The analytical approach was discussed with my academic supervisors, and we worked 

together to reach a consensus on the codes and themes to ensure the credibility and trustworthiness 

of the process (Minichiello et al. 2004; O’Reilly et al 2009; Cypress and Brigitte 2017). 

 Rigour and trustworthiness 

Self-reflection of the researcher was enhanced by keeping a diary and a data analysis log and through 

regular meetings with the supervisory team to discuss themes as they emerged. Rigour was supported 

by the purposeful inclusion of participants who had experience with the phenomenon under 

investigation, an important consideration when the aim is to gain an in-depth understanding of the 

experience as in an interpretative study (Priest 2002). 

Trustworthiness was enhanced by continuing with data collection until the same meanings were 

being relayed to the researcher and when the participants agreed with the sentiments, experiences, 

and opinions of other participants – ‘the phenomenological nod’- and when asked what they meant, 

they indicated their agreement with the views of previous interviewees (Giddings et al. 2009.p.129). 
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An audit trail was also documented as the study progressed (Priest 2002).  A full list of themes and 

subthemes are presented in Table 7-2 in the results section. 

5.5.3 Integration of findings 

The term mixed methods refer to the process of collecting, analysing, and presenting both 

quantitative and qualitative data within the context of a single study (Tashakkori and Teddlie 2003). 

This approach provides a comprehensive way to address the objectives of this research. The analysis 

of mixed-methods design involves analysing both the quantitative and qualitative findings separately 

and then mixing the data. Inferences are drawn from both the quantitative and qualitative findings 

(Creswell and Plano Clark 2011). This study analysed data separately which is appropriate in 

explanatory mixed-methods designs (Creswell and Plano Clark 2011).   

In this study, the quantitative data were collected first to inform the qualitative part of the study. The 

quantitative data served as a platform to inform the qualitative phase of the study. The quantitative 

data of this study navigated the qualitative phase which explained the numerical data from the 

quantitative phase. The advantage of this approach in this study was the ability to fully explore and 

gain a complete understanding of the phenomenon of QoL and identify certain unmet supportive 

care needs (Gueterman et al. 2015).  

5.6 Recruiting sites 

Eligible participants treated at three Dorset NHS hospitals within a single county in England-Royal 

Bournemouth Hospital, Poole General Hospital and Dorset County Hospital were invited to 

participate in the study. The treating haematologists at each hospital assumed responsibility for 

identifying potential participants who met the study eligibility criteria. The potential co-morbidity 

of older patients was taken into consideration using a co-morbidity index as not all symptoms and 

problems experienced by these patients can be attributed to a haematological malignancy or the 

related treatments. This was undertaken during the second, qualitative phase of the study. This was 

because the comorbidity index was not self-reported but had to be documented face to face. It, 

therefore, could not be captured during the first, quantitative phase of the study. 

5.6.1 Sample size  

Sampling plays a pivotal role in MMR design and is linked to the study design (Kemper et al. 2003; 

Creswell and Clark 2007; Onwuegbuzie and Collins 2017). The size of a quantitative sample, in 

general, would be larger than that of a qualitative sample (Creswell and Clark 2002; 2007; 

Tashakkori and Teddlie 2003). In mixed-methods sequential designs, data collection is dependent, 

with one form of data adding value to or building on another. 
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Sample size calculations were based upon detection of medium effect sizes (power = 0.8): a 

minimum sample size of 100 was required (Green 1991). Based on this calculation, for the First 

Phase of this study, around 200 eligible participants were identified. Only eligible participants were 

invited to take part in the first, quantitative phase of the study. Out of the 200 participants who were 

invited to participate in the first phase of the study, 131 of them returned completed questionnaires. 

The demographic and QoL questionnaires (refer to Appendices 9-12) were either handed over to the 

participants in the outpatient clinic or posted to their home address requesting them to return them 

within two weeks and also complete the reply slip (refer to Appendix 5) to be later contacted for an 

interview. Completed demographic and QoL questionnaires were returned to the haematology 

research office at Royal Bournemouth Hospital in postage-paid envelopes. Return of completed 

questionnaires implied consent. 

In this mixed-methods sequential explanatory design, the qualitative data adds deeper meaning and 

provides more detail about the quantitative results. Creswell (2007) stresses the importance of using 

the same participants in both phases of the study. However, Creswell (2007) concludes that although 

maintaining the same participants is important, it is not necessary to maintain the same sample size 

for the qualitative phase.  

Participants were recruited purposively for this thesis (see Section 5.3.1) that was determined by the 

richness of the individual cases. Purposive sampling is a standardised method to recruit participants 

since it is the most common sampling technique for gaining access to the most appropriate subjects 

known to provide rich information or experience (Gray 2014). It is important to purposively select 

participants for the qualitative phase that can best provide the detail required to expand on the 

quantitative results (Lebowski and Rubinstein 1995; Creswell and Clarke 2007; Johnson et al. 2007; 

Farrugia 2019).  

Purposive sampling is a technique widely used in qualitative research for the identification and 

selection of information-rich cases (Patton 2002). It involves the identification and selection of 

participants who are experienced with a particular phenomenon of interest (Creswell and Plano Clark 

2011; 2017) and in this study, it refers to people who have completed all treatment for a B cell 

malignancy. Recent research has demonstrated the greater efficiency of purposive sampling 

compared to random sampling in qualitative research (van Rijnsoever 2017). The semi-structured 

interviews took place following the first phase of the study. There were twelve participants for the 

Second Phase of the study. The major purpose of the interviews was to develop an in-depth 

understanding of the results of the first phase of the study.  

Semi-structured interviews were conducted until data saturation was achieved. Saturation is the most 

widely used principle for determining sample size and evaluating its sufficiency (Glaser and Strauss 

1967; Kerr et al. 2010). Saturation being variously equated with ‘no new data’, ‘no new themes’, 

and ‘no new codes’ has emerged as the ‘gold standard’ in qualitative inquiry (Fusch and Ness 2015; 
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Guest, Bunce and Johnson 2006). Guest and colleagues (2006) analysed sixty interviews and found 

out that data saturation was reached at the twelfth interview. Data saturation in this MPhil thesis was 

reached at the twelfth interview. A copy of the semi-structured interview schedule can be found in 

Appendix 15. 

 

5.6.2 Identification and recruitment of participants 

Potential participants for the study were identified by treating clinicians at three hospital sites through 

a review of medical records, clinic lists and databases at each recruiting site. These participants were 

contacted by mail or in the outpatient clinics by their respective clinicians. Participants were also 

approached in outpatient clinics following confirmation of eligibility by the treating haematologists. 

The participants’ age, diagnosis, time of diagnosis and time of treatment completion were extracted 

by the clinicians from the medical records or hospital databases. 

Potential participants identified through the review of medical records were mailed an invitation 

letter detailing the purpose of the study, a demographic questionnaire, quality of life questionnaires, 

a reply slip and a postage-paid envelope. Those participants approached in outpatient clinics were 

given the same by hand. It was clearly stated that in the invitation letters that participation in the 

study was voluntary and the return of the completed questionnaire implied consent. This was stated 

to ensure that there was no coercion or undue influence of research participants to take part in the 

research study. Literature is abundant around voluntary consent for research studies (De Costa et al. 

2004; Kass et al. 2005; Jegede 2009; Bull and Lindegger 2011). Due to limited resources, the 

researcher herself posted all the 200 questionnaire packs to patients. 

A reply slip (refer to Appendix 5) requesting permission to be approached for the second qualitative 

phase of the study was enclosed for participants to complete with their contact details and to post 

with the completed questionnaires. Participants were requested to return the completed 

questionnaires in postage-paid envelopes.  

5.6.3 Response rates 

To enhance the response rate, a reminder letter and questionnaire pack were sent out after two weeks 

to all the participants who received the pack either by hand or by post initially. It is important to have 

high response rates in surveys as they reduce the risk of non-response bias (McColl et al. 2001). 

Participants receiving personalised invitation letters tend to respond better (Edwards et al. 2002). A 

strict exclusion criterion was set to help reduce the rates of refusal and non-completion rates 

(Boynton et al. 2004). For example, participants with mental disabilities, cognitive impairment, and 

those too unwell, and those who lacked basic proficiency in English which may interfere with the 

ability to complete questionnaires were excluded (see Sections 4.7 and 4.8). 
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Response rates are not important in qualitative research, but a range of participants must be included 

in the interviews, see Table 7.1 for details of participants in the qualitative phase of this MPhil.  

 

5.7 Inclusion criteria 

The participants were all treated at the three hospital sites and resided in the region. The researcher 

worked in the three hospitals and had access to participants treated at those sites (please see sec 1.1) 

Participants were considered eligible in the study if: (1) they were men and women above 18 years 

of age. The United Nations Convention on the Rights of the Child 1989 defines a child as everyone 

under 18 unless, "under the law applicable to the child, the majority is attained earlier" (Office of the 

High Commissioner for Human Rights 1989). The UK has ratified this convention. Therefore, 

participants over the age of 18 years were included in the study as it aimed to examine the QoL of 

adults who have survived haematological malignancies; (2) they had no evidence of recurrent 

disease; (3) they had a basic proficiency in the English language. This attribute was expected from 

participants as there was no potential for translation. Hence, only English-speaking participants were 

included in the study. (4) They had completed induction and maintenance treatment (see sec 2.2.1) 

for a haematological malignancy mainly a B-cell malignancy 1-5 years before the commencement 

of the study; and (5) they were living within the catchment area/attending one of the selected hospital 

sites. We were careful in using purposive sampling to include the most appropriate people in the 

interviews (refer to Table 7.1).  

5.8  Exclusion criteria 

Participants with the following were excluded from the study: 1) cognitive impairment or a history 

of major psychiatric illness and lack capacity to provide informed consent, 2) too unwell to complete 

questionnaires or take part in interviews, 3) unwilling to give written informed consent to participate 

in the study, 4) living out of the study area and (5) not received treatment in any of the three hospital 

sites. The researcher did not have access to participants if they lived outside of the study area or were 

not treated at any of the three hospital sites. Ethical approval was only sought to include participants 

who lived /were treated at one of the three hospital sites. 

5.9 Data 

The diagnoses of participants in the study included people with haematological malignancies 

particularly B cell malignancies such as Chronic Lymphocytic Leukaemia (CLL), lymphomas and 

myelomas. In this study, quantitative methods are used firstly to identify specific issues or domains 

of QoL in people with these conditions like physical functioning, emotional functioning, cognitive 

functioning, social functioning, and other symptoms that may have a positive or negative impact on 

the lives of these survivors. The qualitative data are secondly used to enhance, complement, and 
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explain the quantitative findings in further detail. This sequencing also facilitates the understanding 

of unexplained results that may emerge from the first quantitative phase of the study. The qualitative 

methods help explore the lived-in experiences of survivors of B-cell malignancy in the post-

treatment phase.  

This study will use a sequential explanatory mixed methods design comprising of two distinct phases 

(Creswell 2002 and Creswell et al. 2003). In Phase 1(quantitative), numeric data will be collected 

using the EORTC QLQ-C30 questionnaires (Aaronson et al. 1993; Sprangers et al. 1993; Fayers et 

al. 2018). EORTC QLQ-C30 is a health-related quality of life questionnaire developed by the 

European Organization for Research and Treatment of Cancer (EORTC) Study Group (Aaronson et 

al. 1993; Sprangers et al. 1993; Fayers et al. 2012). The validity and reliability of the EORTC QLQ-

C30 have been verified in several studies and reviews (Aaronson et al. 1993; Sprangers et al. 1996; 

Groenvold et al. 1997; Luckett et al. 2011), and the instrument is available in several languages 

(Fayers et al. 2016). Disease specific questionnaires also developed by the EORTC study group were 

used to collect data (e.g., CLL, NHL and Myeloma modules). These questionnaires captured data 

related to specific symptoms of haematological cancer. Data were collected in two phases. The aim 

of Phase 1 was to identify statistical differences amongst individuals who scored at extreme levels 

or gave extremes of responses and to explain the quantitative results in more depth with qualitative 

data (Creswell et al. 2003). This allowed for purposefully selecting participants for phase 2 

(qualitative).   

5.9.1 Data validation 

To ensure the validity of data entered double-checking is recommended as data entry errors can have 

catastrophic effects on the results of the study (Barchard and Verenikina 2013). While entering 

quantitative data into SPSS, each set of data was double-checked for accuracy. 5% of data were 

randomly checked to do a quick comparison for the accuracy of data entered. There were no 

differences seen between the original data entered and the 5% that was randomly checked.  This is 

only valid for the collection of quantitative data. 

5.10 Ethical Considerations    

Formal permission to conduct the study was obtained through the Integrated Research 

Administrative System (IRAS). The study was approved by the National Research Ethics Committee 

South Central –Southampton A (12/SC/0708). Local approval was also obtained from all the three 

hospital sites before approaching potential study participants. Approval from the NRES (National 

Research Ethics Service) committee and individual hospital sites were obtained as well as that of 

BU’s Ethics Committee. A copy of the ethics approval letter is attached (Appendix 16). 

Following on from the ethical principles of the Declaration of Helsinki which is based on protecting 

the rights, privacy, confidentiality, and well-being of study participants and assures that the study 
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protocol is followed (Martin and Thomson 2000, World Medical Association 2013). The study set 

forth to comply with these principles. The primary responsibility of the researcher was to safeguard 

participants and their data (Sutton and Austin 2015). The mechanisms to safeguard were clearly 

articulated to participants and was approved by the National Research Ethics Committee South 

Central –Southampton A.  

There was no formal patient and public involvement in this research study except for a patient who 

was part of the ethics panel during study approval. I had numerous informal discussions with 

healthcare professionals around cancer survivorship, quality of life and the issues and problems 

around this significant topic. Of course, conducting semi-structured interviews allows the patients 

involved to contribute their views and experiences over and above the question I asked them.  Being 

a researcher new to qualitative research, I sought advice from my supervisors who were very 

experienced in qualitative research before embarking on the project. All eligible patients were fully 

informed of what the study entailed as this is a fundamental principle of research ethics. For the first 

quantitative phase of the study, an invitation letter entailing the details of the study was enclosed 

with the relevant questionnaires and reply slip. It was made explicit in the invitation letters that 

participants could complete the relevant questionnaires but declined participation in the second phase 

of the study. A copy of the invitation letter, demographic data questionnaire, QoL questionnaires and 

reply slip is attached in the appendices. 

Those participants who were invited to take part in the interviews were provided with written 

information about the study and given at least 24 hours to consider whether they wished to take part. 

The opportunity to clarify details of the study with participants was given either by phone or in-

person before the interviews. Written consent was sought before data collection. As a researcher and 

nurse having received Good Clinical Practice and BU ethics training and working across the three 

locations where recruitment took place, information was presented in a manner that was free from 

coercion (ICN 1996) and ensured that the researcher’s role as a nurse was not used to recruit 

participants unfairly.  

Personal data was protected under the remit of the Data Protection Act (1998). The ethical nature of 

the study followed the Research Governance Framework (Department of Health 2005). All 

participants were informed that they were free to withdraw from the study at any time and the 

researcher answered any questions they had regarding the study. According to the ethical principles 

of beneficence, respect for human dignity and justice (Polit and Beck 2004), the participants were 

also informed that there will be no harm, prejudice or danger had they wished to decline to participate 

in the study and that this would have no impact on their medical care. The participants’ general 

practitioner was informed of their participation in the study. In case of any concern or distress 

identified during interviewing, the participant’s general practitioner will be informed. This may be 

expected while qualitative interviews are conducted.  
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5.11 Limitations of conducting mixed-methods research 

The results of this study must be interpreted in the context of its limitations. In the quantitative phase 

of a research study, there is a potential risk of a non-response error, and this can affect the quality of 

the survey and potentially increase the total number of survey errors (Toepoel and Schonlau 2017). 

For example, problems caused by differences between those who respond and those who do not in 

the event of a low response rate have been noted (Dillman et al. 2014).  

Being both a researcher and a research nurse, in this case, may have had the potential to bias results 

in the qualitative phase of the study. It may not be possible to understand the quality of life issues of 

those who did not respond or refused to participate in the study. For those participating in the study, 

the treatment regimens may be different as treatments may have changed in five years and some 

participants may have taken part in clinical trials receiving experimental drugs. Hence the treatment-

related toxicities may differ between these patients. 

5.12 Summary 

Pragmatism as a paradigm has been outlined in this chapter and why it is best suited to this study. 

The use of a mixed-methods sequential explanatory design is detailed in this chapter and how it 

enhanced the outcome of this study. The use and choice of both the quantitative and qualitative 

methods have been detailed in this chapter. 

The inclusion/exclusion criteria for this study have been clearly outlined with the recruitment process 

for both the quantitative and qualitative phases also defined. A detailed outline of the ethical 

considerations has been given which includes the national and local hospital and university 

guidelines. The sample size, study population, the different data collection techniques, and tools for 

both the quantitative and qualitative phases related to the study has been addressed. Data analysis 

which includes both quantitative and qualitative has been clearly outlined with reference to the use 

of mixed methods design. The limitations of conducting an MMR were also discussed finally. The 

next chapter will discuss the findings of the quality of life questionnaires. 

 

 



75 

 

 Findings of QoL survey 

6.1 Introduction 

This chapter presents the findings from the analysis of the cross-sectional survey. The study had four 

aims as stated in Section 1.2. This chapter attempts to develop a theoretical understanding of the 

QoL of survivors of adult haematological malignancies and to determine the impact of the selected 

demographic variables of the QoL. It starts by providing an overview of the participants’ 

demographic and clinical characteristics. 

6.2 Participants’ demographic and clinical characteristics 

Table 6.1 summarises the descriptive demographic and clinical characteristics of participants.  For 

this phase of the study, it was calculated that a total sample size of 100 participants would provide 

80% power to detect differences in mean QoL subscale scores of seven or more between groups of 

patients (assuming a standard deviation of 12 and 2-sided significance of 0.05). Two hundred 

participants were invited to take part in the quantitative phase of the study resulting in 131 completed 

questionnaires with a response rate of 66%. The population from which the participants were 

recruited were those who received treatment from the three hospital sites in the south of England. To 

ensure that appropriate participants took part local clinicians were involved in screening these 

participants using the eligibility criteria set by the MPhil student. 

Demographic data collected included age at the time of data collection, gender, ethnic origin, marital, 

living, education and employment status. The above data were significant and pertinent to the study 

as there is a known association between financial status, living status, having children and QoL 

(Connolly 2013). Clinical parameters collected included diagnosis and time since completion of 

treatment. The Statistical Package for the Social Sciences (SPSS) version 21.0 was used to analyse 

the quantitative results from the first phase of the study. Descriptive statistics were first calculated. 

Most of the participants were aged 60 or over. The median (interquartile range) age of participants 

was 66.0 years (21.0-95.0) which reflects the incidence of these types of haematological 

malignancies in an older population.  

The proportion of men (59.5 %) was greater than women in the sample enrolled in the study. More 

than two thirds (70%) of the sample were married or cohabitating but nearly one-third (29.8%) of 

participants were living alone at the time of data collection; the majority (79.4%) had children. 

Almost two-thirds (61.8%) of the sample had been educated up to the college level and nearly two-

thirds (60%) of the enrolled participants were not in employment. All the participants were white 

Caucasians. The main disease type represented in the sample enrolled was lymphoma (78%); over 

11% of the respondents reported having been treated for myeloma and a tenth of them were treated 

for CLL (10%). The spread of the diseases was as expected with the number of participants treated 
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for lymphoma encompassing more than two-thirds of the involved 131 participants. The non-

Hodgkin’s lymphomas are the most prevalent haematological malignancies in the UK, followed by 

leukaemias and other lymphomas (Cancer Research UK 2015). More than half of the people enrolled 

(58%) had completed treatment for B- cell malignancy more than two and a half years previously. 

Just under two-thirds (59.6 %) and almost a third (30%) of the respondents rated their general health 

status as very good and average respectively. Just over a tenth (12.2%) of participants rated their 

general health status as poor. All the enrolled participants were in remission from their disease at the 

time of data collection. It's positive that only around 10% of the participants reported poor health in 

this MPhil study. One of the main reasons for that could be that this cohort of participants in the 

study was disease-free at the time of recruitment and there was a range of participants between one 

and five years post-primary treatment; hence the likelihood of a lower rate reporting poor health. 

Table 6-1: Demographic and Clinical Characteristics of survivors of a B-cell malignancy 

collected between July 2013 and May 2014 in Dorset, UK 

Characteristics N (%) 

Median age in years (interquartile range) 66 (21-95) 

Gender     

Female 53 (40.5) 

Male 78 (59.5) 

Marital Status  

Single/divorced/separated 27 (20.6) 

Married/cohabitating 92 (70.2) 

Widowed 12 (9.2) 

Children  

Have children 104 (79.4) 

Don’t have children 27 (20.6) 

Educational status  

Up to college 81 (61.8) 

Graduate and above 44 (33.6 

Employment status  

Employed 39 (29.8) 

Not employed 80 (61.1) 

Living status  

Living alone 39 (29.8) 

Not living alone 92 (70.2) 

Ethnic origin (White) 131 (100) 

Diagnosis  

Leukaemia 14 (10.7) 

Lymphoma 102 (77.9) 

Myeloma 14 (10.7) 

Time since completion of treatment  

<= 2.5 years 55 (41.9) 

> 2.5 years 76 (58.1) 

Health status  

Good 74 (59.6) 

Average 35 (28.2) 

Poor 15 (12.2) 
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6.3 Associations between quality-of-life domains and socio-demographic characteristics  

The correlation between the QoL domains in the EORTC QLQ-C30 questionnaire and the socio-

demographic characteristics are presented in Table 6.2.  

Age showed a significant negative correlation with global QoL, physical functioning, and role 

functioning. Significant QoL differences were observed in gender with men reporting better physical 

functioning (P=0.041) when compared to women. In addition, men reported fewer symptoms of pain 

(P=0.000) and less sleep loss (P=0.001) compared with women. Employed participants experienced 

better physical functioning (P=0.000), role functioning (P=0.000) and cognitive functioning 

(P=0.000) compared to those who were not employed (as above). Unemployed participants 

experienced more fatigue (P=0.000), more symptoms of pain (P=0.000), dyspnoea (P=0.003), sleep 

loss (P=0.001), appetite (P=0.031) and constipation (P=0.031) compared with those that were 

employed. Other parameters such as ‘time since completion of treatment’, ‘living arrangements’ and 

‘educational statuses’ did not have a significant impact on the QoL of these survivors. 

Numerical data were described using the median and interquartile range when skewed. Here, age 

was the only continuous variable that was considered skewed. The interquartile range is calculated 

by minusing the lower quartile from the upper quartile (Diamond and Jefferies 2006). Non-

parametric Kendall’s tau correlation coefficient was used to determine the associations between age 

and quality of life subscales with a 2-tailed significance test (p<0.05). The Kendall’s tau correlation 

was used as it measures the strength of the dependence of the two variables (Bland 2000).  

In this research study, the two variables whose strength of dependence was measured were age and 

quality of life subscales. The associations between socio-demographic, clinical factors and QoL 

subscales were also determined using the Mann Whitney U test. This test is used when two 

independent random samples are compared and when the data are ordinal or dichotomous as in this 

MPhil study sample (Bland 2000). This was important for my research study because the data 

collected from the QoL questionnaires are considered ordinal as they range from 1-4 with 1 

representing not at all, 2, a little bit, 3 quite a bit and 4 very much. Raw scores of this questionnaire 

were transformed into a linear scale ranging from 0-100. Higher scores represent higher functioning 

and QoL and a higher level of symptoms. The scoring was undertaken using the directions from the 

EORTC scoring manual (Kaasa et al. 1995; Groenvold et al. 1997; Gulbrandsen et al. 2004). The 

data obtained from the demographic questionnaire are considered dichotomous. The variables were 

dichotomised due to the distinct group of individuals who participated and also to simplify the 

presentation of results.  Furthermore, these decisions were guided by the statisticians who helped 

guide the analyses in this MPhil thesis. 
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Table 6-2: Associations between Quality of Life domains and sociodemographic characteristics of survivors of a B-cell malignancy in Dorset, UK using 

the European Organisation for Research and Treatment for Cancer QoL (EORTC QLQ C-30) questionnaire 

Factor QoL 

Physic

al 

Functi

oning 

Role 

Functio

ning 

Emotio

nal 

Functio

ning 

Cogniti

ve 

Functio

ning 

Social 

Functio

ning 

Fatigue 

Financi

al 

Difficul

ties 

Pain 
Dyspn

oea 
Sleep Loss Appetite Constipation Diarrhoea 

               

Age*                

Z -0.139 -0.277 -0.218 0.136 -0.048 -0.065 0.105 -0.163 0.150 0.188 0.020 -0.025 0.093 -0.119 

P value 0.032 0.000 0.002 0.039 0.489 0.341 0.108 0.023 0.030 0.007 0.741 0.727 0.188 0.102 

Gender                

 Male 65.94 52.67 61.99 64.01 67.11 62.80 62.65 63.57 55.80 65.51 57.61 63.19 65.20 62.32 

 Female 61.20 41.29 59.59 62.75 59.52 64.53 64.75 64.52 74.80 66.72 76.96 68.86 65.93 66.51 

Z -0.724 -2.039 -0.408 -0.195 -1.213 -0.286 -0.324 -0.209 -3.210 -0.202 -3.190 -1.228 -0.135 -1.065 

P value 0.469 0.041 0.683 0.846 0.225 0.777 0.746 0.834 0.000 0.840 0.001 0.219 0.893 0.287 

Living arrangements                

living alone 60.64 53.34 64.96 62.68 70.28 71.84 60.23 65.46 60.70 63.85 69.85 70.62 59.32 60.76 

not living alone 65.38 45.65 59.19 63.84 61.42 60.03 64.86 63.40 64.60 66.91 63.64 63.31 68.15 65.33 

Z -0.671 -1.291 -0.925 -0.168 -1.310 -1.808 -0.659 -0.382 -0.620 -0.480 -0.950 -1.476 -1.512 -1.078 

P value 0.502 0.197 0.355 0.866 0.190 0.071 0.510 0.703 0.540 0.631 0.340 0.140 0.131 0.281 

Education                

Upto college level 61.29 44.62 58.19 61.32 59.75 62.68 60.36 61.46 59.90 65.14 65.24 63.35 61.51 61.54 

Graduate and above 60.48 47.18 57.63 60.42 63.27 56.59 60.76 60.17 61.70 59.07 57.52 60.95 64.30 61.42 
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Z -0.124 -0.456 -0.094 -0.139 -0.562 0.999 -0.062 -0.261 -0.300 -1.017 -1.270 -0.525 -0.510 -0.031 

P value 0.901 0.649 0.925 0.889 0.574 0.318 0.951 0.794 0.760 0.309 0.205 0.600 0.610 0.975 

Employment                

employed 73.61 58.88 73.10 63.21 71.38 69.03 40.34 56.05 43.30 48.32 46.38 51.84 51.54 58.07 

not employed 51.14 33.86 46.08 55.43 52.22 52.56 66.38 59.69 65.30 65.69 65.73 63.14 63.28 58.71 

Z 0.732 -4.591 -4.590 -1.214 -3.055 -2.714 -3.979 -0.732 -3.670 -2.941 -3.190 -2.157 -2.157 -0.162 

P value 0.464 0.000 0.000 0.225 0.000 0.007 0.000 0.464 0.000 0.003 0.001 0.031 0.031 0.464 

Time since 

completion of 

treatment 

               

<=2.5 years 55.85 45.46 52.08 56.13 54.84 52.20 59.68 52.83 58.20 61.37 61.86 60.68 58.93 58.92 

>2.5 years 56.98 47.23 63.36 56.78 57.74 58.79 53.20 59.25 54.30 56.33 55.03 55.94 57.28 55.58 

Z -0.186 -0.323 -1.977 -0.109 -0.498 -1.184 -1.069 -1.368 -0.710 -0.904 -1.220 -1.104 -0.323 -0.907 

P value 0.853 0.747 0.048 0.913 0.619 0.236 0.285 0.171 0.480 0.366 0.224 0.270 0.747 0.364 

 

*Kendall’s Tau Correlation Coefficient used for age and Mann-Whitney U test used for other variables. 

For functioning scales: higher the scores, better the functioning 

For symptom scales: higher the scores, higher the magnitude of the symptoms 
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Associations between the QoL domains and the sociodemographic characteristics are presented in 

Table 6.3. Among the five identified dimensions, the fewest problems were reported for self-care 

(10.1%) and the most for pain/discomfort (38.5%), followed by usual activity (35.9%). Interestingly, 

almost two-thirds (61.5%) of participants reported being problem-free.  

 

Table 6-3: Proportion of survivors treated for a B-cell malignancy who reported any 

problems in EQ-5D dimensions in Dorset, the UK between July 2013 and May 2014. 

 

Dimension 

No problems 

 

Number                Percentage             

Problems 

 

   Number               Percentage             

Mobility    84                          64.6          46                        35.4 

Self-care   116                         89.9          13                        10.1 

Usual activity    82                          64.1          46                        35.9 

Pain/discomfort    80                          61.5          50                        38.5 

Anxiety/depression    96                          73.8          34                        26.2 

 

The proportion of participants reporting any/no problems in the five dimensions of the EQ-5D 

descriptive system is shown in Table 6.4. 

The socio-demographic variables were the age in years, gender, living status, employment status, 

educational status, health status at the time of completing questionnaires and time since completion 

of treatment in years. The dependent variables were the dimensions of the EQ-5D-3L (Williams 

1990) questionnaire and the EQ-5D VAS (visual analogue scale). The EQ-5D questionnaire 

measures generic health related quality of life. The questionnaire consists of 5 domains: Mobility, 

Self-care, Usual activities, Pain/Discomfort and Anxiety/depression. The participants were requested 

to choose from one of the three options which best describe how they feel ranging from ‘no 

problems’ to ‘extreme problems’. The EQ-5D VAS ranges from 0-100 with 0 being the worst 

imaginable health state and 100 being the best imaginable health state. They were requested to mark 

their health status on the scale, and this is used as a quantitative measure to report health outcomes. 

Data from the questionnaires were evaluated using descriptive analysis in accordance with the 

European Quality of Life Group User Guide (Williams 1990). The three options were combined into 

dichotomous variables in SPSS - option 1 (no problems) was re-labelled as ‘no problems, option 2 

(some problems) and option 3 (extreme problems) re-labelled as ‘problems’.
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Table 6-4: Associations between the sociodemographic characteristics and EQ-5D-3L dimensions and visual analogue scale of survivors of a B-cell 

malignancy collected between July 2013 and May 2014 in Dorset, UK 
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Gender 

                   

Male 

                   

Female 

66.2 

[51] 

33.8 

[26]     

100.0 

[77] 

0.642 

90.8 

[69] 

9.2 

[7] 

100.0 

[76] 

0.695 

68.0 

[51] 

32.0 

[24] 

100.0 

[75] 

 

 

0.269 

70.1 

[54] 

29.9 

[23] 

100.0 

[77] 

 

 

0.0153 

76.6 

[59] 

23.4 

[18] 

100.0 

[77] 

 

 

0.385 62.3 

[33] 

37.7 

[20] 

100.0 

[53] 

88.7 

[47] 

11.3 

[6] 

100.0 

[53] 

58.5 

[31] 

41.5 

[22] 

100.0 

[53] 

49.1 

[26] 

50.9 

[27] 

100.0 

[53] 

69.8 

[37] 

30.2 

[16] 

100.0 

[53] 

Treatment 

Compl1  

<=2.5 yrs. 

>2.5 yrs. 

56.0 

[28] 

44.0 

[22] 

100.0 

[50] 
0.690 

86.0 

[43] 

14.0 

[7] 

100.0 

[50] 
0.1022 

58.0 

[29] 

42.0 

[21] 

100.0 

[50] 
0.154 

62.0 

[31] 

38.0 

[19] 

100.0 

[50] 
0.906 

72.0 

[36] 

28.0 

[14] 

100.0[50] 

0.547 
72.3 

[47] 

27.7 

[18] 

100.0 

[65] 

95.3 

[61] 

4.7 

[3] 

100.0 

[64] 

70.8 

[46] 

29.2 

[19] 

100.0 

[65] 

63.1 

[41] 

36.9 

[24] 

100.0 

[65] 

76.9 

[50] 

23.1 

[15] 

100.0 

[65] 

Living  

             

Living alone 

Not living 

alone 

69.2 

[27] 

30.8 

[12] 

100.0 

[39] 

0.471 

92.3 

[36] 

7.7 

[3] 

100.0 

[39] 

0.7532 

69.2 

[27] 

30.8 

[12] 

100.0 

[39] 

0.420 

69.2 

[27] 

30.8 

[12] 

100.0 

[39] 

0.238 

74.4 

[29] 

25.6 

[10] 

100.0 

[39] 

0.931 62.6 

[57] 

37.4 

[34] 

100.0 

[91] 

88.9 

[80] 

11.1 

[10] 

100.0 

[90] 

61.8 

[55] 

38.2 

[34] 

100.0 

[89] 

58.2 

[53] 

41.8 

[38] 

100.0 

[91] 

73.6 

[67] 

26.4 

[24] 

100.0 

[91] 

Children  

                          

Yes                       

No 

60.0 

[63] 

40.0 

[42] 

100.0 

[105] 
0.0243 

88.5 

[92] 

11.5 

[12] 

100.0 

[104] 
0.4612 

59.2 

[61] 

40.8 

[42] 

100.0 

[103] 
0.0213 

58.1 

[61] 

41.9 

[44] 

100.0 

[105] 
0.098 

71.4 

[75] 

28.6 

[30] 

100.0 

[105] 
0.199 

84.0 

[21] 

16.0 

[4] 

100.0 

[25] 

96.0 

[24] 

4.0 

[1] 

100.0 

[25] 

84.0 

[21] 

16.0 

[4] 

100.0 

[25] 

76.0 

[19] 

24.0 

[6] 

100.0 

[25] 

84.0 

[21] 

16.0 

[4] 

100.0 

[25] 

Education 

        Up to 

College 

          

Graduate 

and  

above 

62.5 

[50] 

37.5 

[30] 

100.0 

[80] 

0.373 

91.1 

[72] 

8.9 

[7] 

100.0 

[79] 

0.7542 

64.1 

[50] 

35.9 

[28] 

100.0 

[78] 

0.841 

60.0 

[48] 

40.0 

[32] 

100.0 

[80] 

0.516 

75.0 

[60] 

25.0 

[20] 

100.0 

[80] 

1.000 
70.5 

[31] 

29.5 

[13] 

100.0 

[44] 

88.6 

[39] 

11.4 

[5] 

100.0 

[44] 

65.9 

[29] 

34.1 

[15] 

100.0 

[44] 

65.9 

[29] 

34.1 

[15] 

100.0 

[44] 

75.0 

[33] 

25.0 

[11] 

100.0 

[44] 

Employment   

                

Employed 

 

89.5 

[34] 

10.5 

[4] 

100.0 

[38] 
<0.001 

100.0 

[38] 

0.0 

[0] 

100.0 

[38] 
0.0092 

92.1 

[35] 

7.9 

[3] 

100.0 

[38] 
<0.0013 

78.9 

[30] 

21.1 

[8] 

100.0 

[38] 
0.0043 

86.8 

[33] 

13.2 

[5] 

100.0 

[38] 
0.0353 

50.0 

[40] 

50.0 

[40] 

100.0 

[80] 

84.8 

[67] 

15.2 

[12] 

100.0 

[79] 

48.7 

[38] 

51.3 

[40] 

100.0 

[78] 

51.3 

[41] 

48.8 

[39] 

100.0 

[80] 

68.8 

[55] 

31.3 

[25] 

100.0 

[80] 
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         Not 

employed 

Health      

                       

Good      

              

                   

Average 

 

                         

Poor 

100.0 

[25] 

0.00 

[0] 

100.0 

[25] 

<0.001 

100.0 

[25] 

0.0 

[0] 

100.0 

[25] 

<0.001 

100.0 

[25] 

0.0 

[0] 

100.0 

[25] 

<0.001 

100.0 

[25] 

0.0 

[0] 

100.0 

[25] 

<0.001 

96.0 

[24] 

4.0 

[1] 

1002[5] 

<0.001 

100.0 

[25] 

0.00 

[0] 

100.0 

[25] 

100.0 

[25] 

0.00 

[0] 

100.0 

[25] 

100.0 

[25] 

0.00 

[0] 

100.0 

[25] 

100.0 

[25] 

0.00 

[0] 

100.0 

[25] 

100.0 

[25] 

0.00 

[0] 

100.0 

[25] 

100.0 

[25] 

0.00 

[0] 

100.0 

[25] 

100.0 

[25] 

0.00 

[0] 

100.0 

[25] 

100.0 

[25] 

0.00 

[0] 

100.0 

[25] 

100.0 

[25] 

0.00 

[0] 

100.0 

[25] 

100.0 

[25] 

0.00 

[0] 

100.0 

[25] 

1 Duration of completion of treatment 

2 Fisher’s Exact Test 

3 Statistically significant 
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According to the results of the EQ-5D-3L questionnaire, most participants did not report any 

problems with self-care or anxiety/depression. However, a high proportion of participants reported 

problems with mobility (35.4%), usual activities (35.9%) and pain/discomfort (38.5%) (Refer to 

Table 6-4). 

Age 

The independent samples t-test was used to determine the associations between age and EQ-5D 

dimensions. This test was used to examine the statistical differences between the means of the two 

groups (Petrie and Sabin 2009). The independent sample t-test requires the assumption of 

homogeneity of variance. The test that is used for this assumption is Levene’s test. If the null 

hypothesis of Levene’s test is rejected, it suggests that the variances of both groups are not equal. 

This test was used to verify that assumption.  

The associations between age and the EQ-5D VAS were determined using Spearman’s rank 

correlation coefficient. This test is non-parametric and has been used to measure the strength and 

direction of two variables (Petrie and Sabin 2009). The associations between the socio-demographic 

variables and the dichotomised EQ-5D dimensions were determined using crosstabs. Row 

percentages were chosen as they were more useful and appropriate in answering the research 

question. If one cell had an expected count of less than 5, then Fisher’s exact test was used (Foster 

et al. 2014). 

Gender 

There was little difference by gender in mobility, self-care, usual activities, and anxiety/depression; 

however, two-thirds (66.2%) of men and just under two-thirds (62.3%) of women reported no 

problems with mobility. Most (90.8% of men/88.7% of women) reported no problems with self-care 

activities, and over two thirds (68%) of men and over half (58.5%) of women had no problems in 

sustaining usual activities. However, there were significant gender differences when reporting 

pain/discomfort. The proportion of men who reported no problems with pain or discomfort (70.1%) 

was considerably higher than the proportion of women (49.1%) who reported any problems with 

pain. This difference was statistically significant with a p-value of 0.015. The lowest proportion of 

problems was reported in the self-care dimension (10%) by all participants.  

Having children 

Participants with children were more likely to report problems with mobility (40.0%) than those 

without children (16.0%). A statistically significant difference was observed here with a p-value of 

0.024. Those participants with children were less likely to report any problems with usual activities 

(59.2%) than those without children (84.0%) with a p-value of 0.021. Having children in this MPhil 



85 

 

study refers to having adult daughters and sons. See Section 8.2 for a detailed discussion of this 

issue. 

Employment status 

The variable that was significant for all dimensions was employment.  Employed participants 

reported no problems with mobility (p-value <0.001) when compared to unemployed /or retired 

participants. All employed participants reported no problems with self-care. Most (92.1%) employed 

participants reported no problems with carrying out usual activities with the differences being 

statistically significant (p-value <0.001). Most (78.9%) employed participants did not report any 

pain/ or discomfort (P=0.004). Anxiety and/ or depression was not a problem reported in most 

(86.8%) participants who were employed (P=0.035). The variable related to participants who 

reported no problems with anxiety and/or depression as associated with all dimensions also reported 

very good health status with the difference being statistically significant.  

Time since completion of treatment 

Participants in this MPhil study who lived beyond two and a half years following completion of 

treatment for a haematological malignancy reported better role functioning than those who had 

completed treatment less than 2.5 years previously (P= <0.048). The variables were dichotomised to 

simplify the presentation of results. Again this was carried out with the help of a statistician from 

Bournemouth University. 

Other domains 

Other variables such as ‘living arrangements’ and ‘educational status’ did not have a significant 

impact on other QoL domains. 

CLL16 and MY20 quality of life questionnaires 

Based on the sample of 131 in total, the number of participants with a diagnosis of MM and CLL 

was relatively small, hence it did not allow for comparison of the QoL among the groups. The 

number of participants with MM and CLL was 15 each. Those with a diagnosis of any type of 

lymphoma were predominant in this population, which may not be representative of the quality of 

life assessment of the smaller groups (CLL and MM). Hence, analysis of the disease specific measure 

was not included here. 

Although the sample was sufficient to detect the impact a B- cell malignancy and its treatments may 

have on the QoL of a person, the sample comprised of people who had received treatment at one of 

the three hospitals in the south of England. Furthermore, the sample consisted completely of people 

who were of White British ethnicity. Therefore, generalisation of the results to a broader British 

population and other ethnic groups must proceed with caution. 
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6.4 Summary 

Chapter six has presented an analysis of cross-sectional surveys of the study. The data also showed 

the impact of socio-demographic variables on the QoL of adults who survived a B cell malignancy. 

Men and those in employment who have completed treatment for haematological malignancy 

reported better QoL in this study. Women reported lower physical functioning, more pain and less 

sleep when compared to men. Age had a significant negative correlation with global QoL, physical 

and role functioning. This chapter has been published as an article in a peer-reviewed journal. 

In line with the mixed-methods sequential explanatory design, the results of the quantitative data 

were used to inform the qualitative results of the study. The qualitative findings of the study are 

presented in chapter seven. 

 

 



87 

 

 Findings:  Qualitative insights into wellbeing of people 

surviving haematological malignancies 

7.1 Introduction: Semi-structured interviews 

This chapter reports on findings from the second qualitative phase of the study, to help interpret 

findings from the first quantitative phase of this research. The collection of the qualitative data had 

a clear aim, namely to help explain the quantitative data in greater depth. This phase allowed for the 

development of key themes that explored factors that may influence the quality of life and identify 

any unmet supportive care needs. This chapter presents the main themes and subthemes, which arose, 

from the qualitative interviews and the data analysis.  

The qualitative phase is set to address the following aims: 

1. Explore factors that influence that QoL: 

2. Explore unmet supportive care needs in adult survivors of haematological malignancy. 

 

Although the number of participants in the qualitative phase was relatively small (n=12), this is not 

unusual for in-depth qualitative studies. This data not only explained the quantitative findings but 

added depth and richness to the data. Of more importance was that it gave the participants a voice 

about their lived experiences. This chapter aims to represent the voice of the participants, add 

strength to the quantitative data and ensure the rigorous exploration of the phenomenon of QoL and 

unmet supportive care needs. 

Overall, twenty sub-themes were identified, which on reading and re-reading fitted into four 

overarching themes, which are: (1) Physical well-being; (2) Psychosocial-wellbeing; (3) 

Independence; and (4) Unmet supportive care needs. The first theme explores the physical changes 

that take place in the post-treatment phase and how that impacts one’s QoL. The second theme 

focuses on participants’ experiences of living with a haematological malignancy on a societal level 

and coping strategies they adopted. The third theme examines the level of independence gained by 

participants both physically and financially in the post-treatment phase. The final theme discusses 

the long term unmet supportive care needs that remain to be met in these participants. After the 

presentation of the key characteristics of the interviewees in Table 7.1 this chapter introduces and 

offers insight into those four major themes. 

 The key characteristics of each interview participant are presented in Table 7.1. 

 

 

 



88 

 

7.2 Participant interviews 

7.2.1 Participants 

The second stage of the study (Phase 2) aimed to explore more fully the findings of the first, 

quantitative phase of the study. In-depth semi-structured interviews were conducted with the content 

and structure of the interviews grounded in the findings of the first, quantitative phase of the study. 

Semi-structured interviews are used when the topic being investigated is very personal to participants 

(Flick 1998). In this study, the quantitative data helped the researcher to identify the questions to ask 

in Phase 2.  

All participants who completed the demographic and relevant quality of life questionnaires were 

invited to take part in the second, qualitative phase of the study. The main purpose of the semi-

structured interviews was to gain greater insight and a deeper understanding of the participants’ 

experience of living with haematological malignancy and the factors that affect their quality of life 

and help explain the results of the quantitative phase of the study. Identification of any unmet 

supportive care needs was also explored. All participants were encouraged to be open, honest and as 

detailed as possible. 

The data gathered from the interviews were varied in depth; some participants talked openly about 

their experiences, while others were reserved about some specific issues. A number of participants 

were comfortable talking with me about their personal experiences and found it very useful to 

express their emotions. However, it was noted that most of them did not feel comfortable being 

explicit about their sexual functioning and wellbeing. Some of them tend to give socially pleasing 

answers. Socially desirable responding (SDR) is typically defined as the tendency to give positive 

self-descriptions (Paulhos 1991, p 49). This type of response was noted mostly when they describe 

their position as cancer survivors. Therefore, further follow-up questions and asking for examples 

were used to elicit deeper understanding. 

Purposive sampling and in-depth interviewing were undertaken to develop a rich description of the 

experience. It also helped to identify important common patterns that emerged across the variations. 

The response rate for agreeing to take part in the interviews was good and 93 participants had agreed 

to take part in the interviews. After interviewing twelve who volunteered, and hearing the same 

stories repeated, with no new theme or subthemes emerging, it was decided that data saturation (Polit 

et al 2006; Streiner and Norman 2003) has been reached and therefore no further interviews were 

conducted. After every five interviews, transcripts were analysed to check for saturation point. The 

new themes and subthemes were emerging until the tenth participant. To confirm the saturation, 

further interviews were continued until the twelfth interview when the decision was taken with my 

supervisors to stop interviewing. 
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The second phase of the study also captured information on any co-morbidities from the participants’ 

medical notes, which was confirmed at the time of the interviews. This was undertaken using the 

CIRS-G rating scale (see Appendix 14). Out of the twelve participants interviewed, three of them 

presented with one comorbidity, one had two comorbidities and one presented with three comorbid 

conditions. All the transcribed qualitative data were coded for issues/ subthemes which were 

gradually combined into broader overarching themes.  

A total of twelve interviews were conducted between October 2015 and May 2016. This number of 

interviews is not unusual for qualitative studies. The sample did not reach a gender balance as nine 

of the participants were male and three were female. The age of the participants ranged from 55 to 

97 years. Six of the twelve participants were within two-and-a-half years of completing treatment 

for a B-cell malignancy. Prior to the interviews being conducted, it was ensured that all participants 

were in remission from their malignancy as for some there had been at least one year from the time 

of completing the QoL questionnaires to interviews. The researcher travelled to rural and remote 

places in Dorset to interview the participants in their homes. Interviews were conducted until data 

saturation was achieved. The qualitative data not only explained the quantitative findings but added 

richness and deeper meaning to the data. It also adds strength to the quantitative findings. The 

characteristics of participants who took part in phase two of this mixed-methods study are detailed 

in Table 7.1.  

    Figure 7-1: Characteristics of interview participants 

Participant 

identification 

number 

Age in years Gender Time since treatment 

completion in years 

54 

63 

Male < 2.5 

66 
74 

Male < 2.5 

140 
97 

Male < 2.5 

152 

90 

Male >2.5 

87 
61 

Male < 2.5 

162 

72 

Male >2.5 

153 
82 

Male >2.5 

26 
55 

Female >2.5 

12 

61 

Female >2.5 

99 

55 

Male >2.5 

113 

86 

Male < 2.5 
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66 

74 

Male < 2.5 

 

Participant’s reactions (verbal and non-verbal) during the interview and the uncovered issues were 

captured by the use of reflective field notes. The interviews were audio-recorded and transcribed 

verbatim by the researcher. There were listened to multiple times before entering into NVivo 

(Phillips and Lu 2018). The audio recording has listened to multiple times and data was analysed 

manually. This facilitated familiarity with the transcripts’ content and participants’ stories (Alloh et 

al. 2018). This helped to organise, categorise the data efficiently, and help identify clearly what 

participants were describing (Klopper 2008). The responses were analysed thematically to identify 

themes using an inductive approach (Bradley et al. 2007; Keenan, van Teijlingen, & Pitchforth 

2015).  

7.3 Themes 

Some twenty subthemes were generated and reviewed from the qualitative data analysis. This was 

quite a lengthy and time-consuming iterative process. Many factors were revealed during the analysis 

of the interviews. During various rounds of discussion with my supervisors these sub-themes or 

factors were reorganised into four themes: (1) Physical wellbeing; (2) Psychological wellbeing; (3) 

Independence; and (4) Unmet supportive care needs. The themes do not appear individually, and 

often sub-themes overlap and often they fit into more than one overarching theme. This section 

highlights the factors that influence the quality of life of those participants who survived a B cell 

malignancy. A full list of themes and sub-themes is presented in Table 7-2. 

7.3.1 Physical well-being 

The theme of physical well-being highlights the subthemes that may contribute to the physical well-

being of the participants and the ones, which may inhibit the physical functioning thus influencing 

survivors of B-cell malignancies’ QoL. This theme integrates four subthemes; (i) Keeping fit; (ii) 

Healthy lifestyle; (iii) Limitation; and (iv) Exacerbation of comorbidities. Physical activity is 

associated with numerous benefits such as improved cardiovascular fitness, decreased fatigue and 

improved overall quality of life in cancer survivors (Volakhlis et al. 2013; Lemanne et al. 2013; 

Rogers et al. 2009; Denlinger and Engstrom 2011). Tailored physical activity may the physical well-

being of cancer survivors and improve overall health. 

 Keeping fit 

Most of the interviewees shared positive experiences of keeping fit by doing certain activities such 

as walking, cycling, gardening, horse riding and gentle tasks around the house, all of which were 

perceived to have a positive influence on their physical well-being. They described the physical 
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benefits of keeping fit and physically healthy. Participants viewed physical activity as having a 

positive impact on their quality of life. Leading an active life enabled them to keep fit. This is 

depicted by one participant who said: On the days I don’t work, I cycle quite a lot; about 150 

miles/week. Generally busy. It’s difficult from keeping fit and healthy to having chemotherapy and 

the run-up to being fit again and it took me 6-9 months again (Pt. ID: 4).  

And by another who commented specifically commented on: Hard physical work, still do odd jobs, 

plumbing and woodwork… (Pt. ID: 2) 

A third interviewee suggested having a rich and busy lifestyle: 

The rest of the time, I spend looking after horses and grandchildren. There is always stuff too from 

chickens and horses. Painting and decorating. I have just started doing this course; a muscle 

management course, very interesting. I have already done a Reiki 1 and 2 courses. Planning to do a 

Reiki course. Always really busy. Everything is fabulous … (Pt. ID: 7).  

Other participants similarly reflected this sub-theme as another further commented: 

I am very active. I enjoy running, walking and cycling which I very often do when I can .... (Pt. ID: 

11). 

Others framed this very much as a preventative measure: 

Try to eat healthily, exercise. I do not want to go there again (Pt. ID: 8). 

Two of the participants described their reduced ability to perform any activity following 

chemotherapy. Although they were functional physically, they still experienced certain limitations 

to their mobility and thus their abilities to keep fit. For some, even simple activities like getting in 

and out of the bath or bed were challenging. Some of the participants also pointed out that the 

limitations experienced and not being fit enough could be due to their age and not exclusively the 

treatment for a B-cell malignancy. These points are exemplified by two participants who said:  

I get more tired now than before. The ability level has reduced. But I can still go for shorter rides. I 

accept that (Pt. ID: 4). 

Sometimes the limitation was a single bodily function, for example, one’s joints: 

I find it difficult getting in and out of the bath; the bodily functions, I can cope with. My sight is 

good, my hearing is OK; except for my knees, I am happy with my body (Pt. ID: 2). 
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 Healthy lifestyle 

Participants described how the benefits of leading a healthy lifestyle had a positive impact on their 

physical well-being. Living a healthy lifestyle improved their energy levels and enabled them to 

function effortlessly throughout the day. Walking, cycling and gardening were perceived to be the 

main activities for participants to enable them to lead a family active healthy life. This is depicted 

by one participant who said:  

My dog and I would go for a walk in the forest, go and visit some clients from Macmillan. In general, 

I am able to live a normal and happy life … (Pt. ID: 8). 

These points are exemplified by one participant who said: 

Chopping up logs. Cleaning after horses (Pt. ID: 7)... 

And by another who commented: ‘The rest of the time I spend looking after horses and 

grandchildren. There is always stuff to do from chickens and horses. Painting and decorating’ (Pt. 

ID: 7)  

The reference to looking after horses and the following quote on being the owner of a lake, suggests 

that participants had the financial resources to stay healthy (see further Section 7.4.3.4): 

 I have a lake. If I want to go fishing I still go fishing.  Shoot pheasants. That’s life for me and I enjoy 

every minute of it … (Pt. ID: 6). 

Participants often linked their current lifestyle to health living in the past: 

I have had a good lifestyle; I cycle a lot and keep fit. We follow a healthy diet. I do running and 

circuit training. I’ve always raced. Historically I’ve had a very good life … (Pt. ID: 4).  

  Exacerbation of comorbidities 

Exacerbation of comorbidities may diminish physical activity thereby diminishing physical 

wellbeing. Three of the participants struggled with their comorbidities, which had an impact on their 

physical wellbeing. Exacerbation of comorbidities may be negatively associated with an individual’s 

QoL. This is depicted by one participant who said: 

I am the only man in the gym with Mantel cell lymphoma in a wheelchair (Pt. ID: 1).  

One of the participants during the interview stated that he had a colostomy bag in place and how it 

had a negative impact on his QoL significantly. He stated how he learned to live with a stoma and 

still went swimming and cycling to keep fit. 



93 

 

The trouble is I have a stoma and that is the annoying thing. I am living with it and have lived with 

it since 2009. Did come as a shock to me as I thought I had got away with it but...woke up and looked 

down and thought...oh God! (Pt ID: 3). 

One of the participants suffered from side effects of treatment and developed osteopenia, which had 

a negative influence on his physical wellbeing. 

My bones and joints since I had chemo are painful at times. I had a bone density test and I now have 

osteopenia. Getting older with it. Apart from that, I seem to be fine (Pt ID: 8).  

 Limitation 

Four out of twelve survivors reported limitations in their physical activities following treatment for 

a B cell malignancy. One of the participants experienced mild peripheral neuropathy because of the 

chemotherapy, which affected his ability to do work in the garden or anything else that required fine 

grasping. Normal activities like getting in and out of the bath and doing little chores around the house 

were slightly difficult for a few of them. These points are exemplified by other participants who said: 

I love going out fishing.  I would love to go probably more often. I’d like to go out more (Pt ID: 1).  

Interviewees also listed the kind of things they could no longer do, or could no longer do easily: 

I used to do DIY things and in the garden. I cannot do all these things now. My hands are getting 

bad. Fingers rather (Pt ID: 10) 

Find it difficult getting in and out of the bath; the bodily functions (Pt ID: 2). 

My bones and joints since I had chemo are painful at times. I had a bone density test and I now have 

osteopenia. Getting older with it. Apart from that, I seem to be fine (Pt ID: 8). 

7.3.2 Psycho-social well being 

Physical health directly influences psycho-social well-being in cancer survivors. This can have an 

overall impact on the quality of life. Unlike physical symptoms, mental symptoms may not be easily 

diagnosed and treated.  Some of them may face challenges that may be exacerbated during the 

treatment period. This theme comprised of ten subthemes that enhanced the psychological well-being 

of the survivors. Patients who have undergone treatment for a haematological malignancy also 

undergo many changes concerning the diagnosis of malignancy and treatment. 
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 Maintaining a positive outlook  

Most participants expressed a positive outlook on life following their treatment. Besides, trying to 

remain positive enabled them to eliminate any negative thoughts or feelings. The significance of 

remaining positive throughout and mainly post-treatment emerged often during the interviews. 

Remaining positive enhanced their well-being which was depicted by one of the participants as 

follows: 

I have always had a very positive outlook. I feel that I am the sort of person who looks at my glass 

as being half full rather than half empty. So, I am very positive. I want to live a long and healthy life 

if I can and spend some of the pension I have been working hard for (laughs). All things are good 

(Pt ID: 11). 

In addition to not viewing themselves as being typical cancer patients, some of the participants 

strived to maintain a positive outlook by staying fit and enjoying a nice social life. For pt. 3, this was 

seen to be positive: 

I stay fit. I walk a lot and swim. Have a nice social life. Things are going well. My life is what I 

would expect as a pensioner. What I was looking forward to. That’s important, I think. The other 

thing is I am comfortable off with the money. And that’s very important as pensioners if you haven’t 

saved and have been spending all your money over the years on expensive holidays etc it will be 

difficult. We are very comfortable (Pt ID: 3). 

 Coping 

Patients respond differently to a diagnosis of malignancy and/or its treatment. Most of them live with 

fear and anxiety of living with a diagnosis of cancer and adopt different coping strategies. Being 

diagnosed with a malignancy not just affects their physical wellbeing but also how they cope living 

with a diagnosis of malignancy and the side effects of treatment. It changes their outlook towards 

life too. How they cope with diagnosis and treatment impacts highly on their quality of life. For some 

participants, having a positive attitude enabled them to cope better. This is depicted by two 

participants who said: 

I am coping very well. Something I have been told I will cope with throughout illness; from the first 

stages of diagnosis through the treatment of chemotherapy. I have always had a very positive 

outlook. I feel that I am the sort of person who looks at my glass as half-full, rather than half empty. 

So, I am very positive. I want to live a long and healthy life (Pt ID: 11) 

Another survivor simple does no equate having cancer as being ill: 

It does not even enter my head the fact that I had been ill. Not even a little bit. In fact, when I am ill; 

say I get a headache; my friends say to me if I worry that cancer may come back. I do not even think 

of that. I do not even worry about my cancer (Pt ID: 7) 
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Some survivors used different mechanisms to cope with the disease, treatment, and its after-effects. 

One of them (Pt ID: 8) described her as looking like a boiled egg and stated that using such a sense 

of humour was how she coped with being in that situation. She had to sustain this sense of humour 

during and after treatment for the malignancy. However, some of them struggled to come to terms 

with living with a certain type of haematological malignancy that has no cure. Hence there was 

always this fear of recurrence and coping in such a situation was challenging. 

With a chronic condition, it to be on your mind quite a lot. It is there hanging above you especially 

when it is malignant as it stands now no cure. So, it is hard to know and cope with (Pt ID: 9). 

Most survivors mentioned that the support they received from family was significant but some of 

them stated that close family members struggled to cope with a family being diagnosed and treated 

for malignancy. 

However, somebody else saw me like that. You could see it on their face. They could not handle it. 

Therefore, I do not blame them (Pt ID: 8). 

 Determination 

From interviewing these survivors, it was evident that they were determined to not let the 

malignancy, or the effects of treatment consume their moments. Their determination and innate 

ability to live their lives and was inspiring and these are depicted by one participant who said: 

They want to help you and do everything but in my past life I’ve been, get up and go, Do it yourself. 

Get on with it. Of course, I find that difficult. Hmm. I like to go to, maybe physically it’s not possible 

but I have to do things people don’t normally do I suppose. It’s just the way I am (Pt ID: 1). 

Another participant similarly reflected this sub-theme as a further comment:  

I will be very pleased. I’ve always been determined. Whichever path I set out on, that’s what I am 

going to do (Pt. ID: 6). 

 Sense of gratitude 

A sense of gratitude was seen in those participants who underwent treatment. They were able to re-

evaluate their lives and be grateful for all the privileges they had. They were grateful for the days 

they slept well and walked without pain. They will live the thought of their disease for the rest of 

their lives yet were grateful for all they had. 

It does make you evaluate your life. Material things are not important. What is important is your 

health, love and having a roof over your head. Material things can go, and you can get them anytime 

but the other things are priceless (Pt ID: 8). 
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 Act of kindness 

Some participants stated how random acts of kindness enabled them to be grateful for the life they 

had and how useful they could prove to be to people around them. Volunteering activities appeared 

to be a fulfilling experience for cancer survivors. They felt that wanted to give something back to 

society in return for what they received from family and friends during and after their treatment. 

Quite Ok and work as a volunteer for Macmillan caring locally. I go out into the community and 

help people with anxieties with their cancer and generally help where I can give back (Pt ID: 8).  

Another participant further commented: ‘I go to FAB which is a physically handicapped able buddy 

group. I help them do their quarterly magazine, putting all events what’s going on and if people have 

achieved things, things like that. I do all the birthday cards for FAB. If there are 80 members, I get 

the cards anyway. Every month if there are 6 or 7 people, say, I send the cards and they tell me, “No 

one else does it”. I say, “No”, I do it’ (Pt ID: 1). 

As part of their survivorship experience, many survivors felt it would benefit others if they 

contributed to society (Tsuchiya et al. 2013). 

 Changed habits post-treatment 

Surviving a haematological malignancy caused changes in habits or brought about lifestyle changes 

for many survivors following completion of treatment. These survivors were inclined to make 

conscious changes in their dietary, exercise patterns, and overall lifestyle. One of the participants 

depicted: 

When you get diagnosed with an illness like that it is shocking. It was an awful lot to digest in. Then 

you go through stages. I felt angry, sad, upset, and thought why me? And then you think that you 

have to battle this and make the best of it and fight this. You get your strength (Pt ID: 8). 

And another further commented: ‘Just activities. I find I can’t do as much as I used to do as it may 

be because of age or post-treatment. I don’t have the same energy levels. Post-treatment you are not 

strong enough to build muscle. Now I am doing everything. I am in the gym and on the bike. I think 

energy levels will get better’ (Pt ID: 4). 

 Frustration 

For some, the challenging part of their malignancy, treatment, and life after was accepting the 

consequences of the disease and treatment. 

For some it was the inability to continue doing the things they did before the diagnosis of the 

malignancy and its treatment. The side effects of the treatment caused a negative influence on his 

life. 
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I can’t do what I used to do. It’s frustrating really. I used to do DIY things and in the garden. I cannot 

do all these things now. My hands are getting bad. Fingers rather. (Pt ID: 10). 

I find I can’t do as much as I used to do as it may be because of age or post-treatment. I don’t have 

the same energy levels. Post-treatment you are not strong enough to build muscle (Pt ID: 4). 

For one individual, it was unfortunate that his wife was diagnosed with the same haematological 

malignancy. His frustration revolved around the fact that they both spent a significant amount of 

time at the hospital for treatment and follow up visits. 

Every 6 months. Wouldn’t want to go anymore. In those 6 months, 3 or 4 things happening then, and 

my wife has got the same thing. We spend our life evolving around hospitals and doctors and fetching 

tablets (Pt ID: 5). 

 Helplessness 

Fear of disease recurrence made most participants feel helpless. They stated that they went through 

emotions of fear, anger, and helplessness during diagnosis to post-treatment. Some of them felt 

helpless due to frailty, the disease and the treatment that had caused them. Having to depend on 

family and friends increased the feelings of helplessness and frustration amongst them. 

I feel helpless. My son comes and does my shopping every two weeks and takes me to the hospital 

(Pt ID: 10). 

Other participants reflected this sub-theme as two of them further commented:  

When you get diagnosed with an illness like that it is shocking. It was an awful lot to digest in. Then 

you go through stages. I felt angry, sad, upset and thought why me (Pt ID: 8). 

In those 6 months, 3 or 4 things happening than me and my wife have got the same thing (Pt ID: 5). 

 Emotional challenges 

Some participants reported emotional challenges that arose in the post-treatment phase. Fear of 

second malignancies and the stress related to it can be overwhelming. Separation from frequent 

contact with health care professionals can cause increased emotional distress. This is depicted by 

one participant who said: 

When you get diagnosed with an illness like that it is shocking. It was an awful lot to digest in. Then 

you go through stages. I felt angry, sad, upset, and thought why me? And then you think that you 

must battle this and make the best of it and fight this (Pt ID: 8). 

One of the participants expressed how tired he was most times and became confined to his house 

more and limited his interactions with others: 
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‘My wife tells me I get quite depressed, and she is probably right. I get very introverted and lazy. I 

think its mental fatigue sometimes. You can’t be bothered to talk to anyone. You can become a bit 

irritable’ (Pt ID: 9). 

7.3.3 Independence 

For survivors of haematological malignancy and its treatment, resuming daily activities and being 

able to enjoy simple pleasures of life was perceived to be like winning the road to independence 

following treatment completion. 

 Family support 

Most participants reiterated how well looked after they were and amidst all challenges, their family 

members helped them stay positive and offered tremendous encouragement and support. This was 

depicted by a participant who said: 

I am well looked after (Pt ID: 10).  

 Family involvement in decisions 

Outcomes can be improved and thus the quality of life of survivors of a haematological malignancy 

when family members or caregivers are involved in the decision-making process or patients’ care. 

Participants felt that the meaningful engagement of family members in important decisions brings 

benefits in many ways.  

The ambulance turns up and picks me up and takes me on my own. But I’m coming with you, so 

I’ve got to be fair, You’ve got to involve your family, haven’t you? I’ve always been independent in 

the past and I am terrible. I am so domineering; I suppose (Pt ID: 1) 

One of the participants was grateful for the support he received from his family: ‘My son does the 

shopping every two weeks and takes me to the hospital’ (Pt ID: 10) 

 Support from friends 

 Most participants commented on how well friends supported them during and after their treatment. 

One of the participants, however, expressed that some friends of her distanced themselves from her 

as they found it challenging to deal with what the participant was experiencing during her intensive 

treatment for a haematological malignancy; although she stated that few of her close friends stood 

by and offered tremendous support during and after treatment. These points were exemplified by 

two participants who said: 

Its support from your neighbours and friends as much as the medical people I think (Pt ID: 2).  
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To be totally honest with you, it certainly shows who your true friends are. There were a lot of people 

I classed as friends that I don’t see now. As soon as I mentioned that I was ill with a certain illness 

that was it. They made their excuses. We just grew apart. And then there were my dear friends who 

stood with me right through and still with me today (Pt ID: 8). 

 Economic independence 

None of the participants quoted financial concerns as one of the major factors affecting their quality 

of life. Most were retired and perceived themselves to be financially independent. They reflected this 

sub-theme as they commented: 

Finances are good (Pt ID: 11) 

The other thing is I am comfortable off with the money. And that’s very important as pensioners if 

you haven’t saved and have been spending all your money over the years on expensive holidays etc. 

it will be difficult. We are very comfortable (Pt ID: 3) 

One of them started having minor issues during treatment which was then resolved with the help of 

the specialist nurse. 

When we had financial issues, the specialist nurse sorted them out for us (Pt ID: 4).  

7.3.4 Unmet supportive care needs 

Those treated for a haematological malignancy can experience unmet supportive care needs that may 

be present not just during diagnosis and treatment but in the survivorship phase. Improved 

information support and continuity of care in the post-treatment phase was a major unmet need in 

this cohort of participants. Fear of recurrence, causing distress also influenced their quality of life 

negatively. 

 Continuing connection with health care providers 

The frequency of medical and nursing support lessens as patients’ complete active treatment and 

transition into the survivorship phase. Most of the participants stated that they felt lost following the 

completion of treatment and that caused some anxiety in them. This is depicted by what one 

participant said: 

When we come out of the hospital, we feel very vulnerable, you feel disconnected. When you come 

out, you wonder if you are ready to come out, what happens now. You are in a protected environment 

until then. It’s good to have that contact; it is a bit of a void you experience during that post-treatment 

period soon after discharge (Pt ID: 4). 

And another who shared this sense of frustration of losing that continued connection with health care 

professionals: ‘Just having that connection once, a year is important. Losing that in the end would 
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worry me because I would just be scared and wouldn’t know if it would come back and would not 

have a specialist to talk to. I find that very important. It’s the only thing that worries me. The thing I 

would honestly say is that there is a need for that contact’ (Pt ID: 8). 

 Fear of recurrence 

One of the main concerns described by cancer survivors is fear of recurrence (Simard et al. 2010; 

Mehnert et al. 2009). It appears to be one of the topmost concerns amongst cancer survivors. It is 

also a commonly reported problem amongst cancer survivors. This fear of recurrence can have a 

huge impact negatively on the quality of life of these survivors. 

That cancer has been in the background with early signs of it coming back, how I will manage, how 

it will affect me and my life. What treatment will I have to go through in the future? (Pt ID: 11). 

Other participants talked about how they tried to avoid thinking about their illness focus less on their 

experience. Despite this lack of focus on these experiences, the experiences of their cancer were 

such, that even if their health was threatened in a minor way, their initial reaction was often that 

cancer may have come back. This was depicted by two participants who said: 

I guess it’s going to come back again is the biggest concern (Pt ID: 4). 

I think over time with me being longer in remission. The longer I am in remission the more I have 

to come to terms with the fact that it may not come back but it is at the back of your mind all the 

time whereas before it was more in the forefront of my mind. I push it back (Pt ID: 8). 

Many of the survivors discussed in general cancer recurrence. Some of them were generally worried 

about the impact of cancer relapse in terms of leaving loved ones behind. Some of the B-cell 

malignancies may remain in remission for a while and relapse with symptoms of pain, fatigue, lumps 

and upcoming hospital follow up visits can trigger bouts of anxiety in survivors. The occurrence of 

a secondary malignancy can have a tremendous influence on the quality of life of these survivors. 

 Uncertainty about the future 

Living with uncertainty following the completion of treatment for a haematological malignancy can 

be very upsetting in cancer survivors. Although the disease may be in remission, a sudden lifestyle 

change, changed habits post-treatment, change in relationships, finance and unsure of how their lives 

may change following treatment can influence their quality of life. This is depicted by one participant 

who commented: 

I have always been one for saving for the future. Looking further ahead instead of just looking for 

tomorrow if you like (Pt ID: 11). 
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And by another who commented: ‘Yes. It has. You think you can manage and control life. You have 

a plan for the future. Illness makes you realise you can’t control your life if you have a major illness 

(Pt ID: 4). 

Other participants similarly reflected this sub-theme as a further comment: ‘You tend not to plan 

long term’ (Pt ID: 4). 

Table 5 the meaning of QoL and identification of unmet supportive care needs 

Physical wellbeing Psychological wellbeing 

❖ Keeping fit 

❖ Healthy lifestyle 

❖ Exacerbation of co-morbidities 

❖ Limitation 

❖ Maintaining a positive outlook  

❖ Coping 

❖ Determination 

❖ Sense of gratitude 

❖ Act of kindness 

❖ Changed habits post-treatment 

❖ Frustration 

❖ Helplessness 

❖ Emotional challenges 

 

Independence Unmet supportive care needs 

❖ Family support 

❖ Family involvement in 

decisions 

❖ Support from friends 

❖ Economic independence 

 

❖ Continuing connection with health care 

providers 

❖ Fear of recurrence 

❖ Uncertainty about the future 

 

7.4 Summary 

This chapter presented the qualitative findings of the study. Semi-structured interviews were 

conducted to collect data from twelve survivors of a haematological malignancy. The aim was to 

provide greater insight and a deeper understanding of a complex phenomenon as the quality of life. 

The data were analysed thematically, and the qualitative phase enabled to explain the quantitative 

phase in further detail. Combined, the quantitative and qualitative findings provide a deeper 
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understanding and insight into the QoL of people who had completed all treatment for a B-cell 

malignancy.  

The findings from the qualitative phase reinforce the findings of previous research. It offers an 

expansion of what is already known. Considerable changes in physical well-being, psychosocial 

wellbeing were evident from the interviews. As this method of this inquiry was open-ended 

qualitative interviews, it enabled the participants to talk freely about what they felt was important to 

them and what needs remain unmet in the post-treatment phase. This method adds detail and insight 

to the EORTC and EQ-5D QoL questionnaires, which only gave participants the chance to answer 

pre-set questions. The questionnaires did not provide for any further opportunity to further explain 

their QoL and any specific areas of their QoL (see Section 5.4.1.1). It was clear from the results that 

the EORTC QLQ-C30, EQ-5D and disease specific QoL questionnaires were not designed to capture 

all issues of QoL in the post-treatment phase and it was not entirely relevant to this patient group 

(see also Section 8.7.3). These measures do not address the issues of survivorship or post cancer 

changes. The qualitative enquiry offered greater insight into the subjective experiences of 

participants. 

The following chapter discusses the key findings of the study and integrates the quantitative and 

qualitative findings from both phases of the study. 
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 Discussion: Drawing quantitative and qualitative threads 

together  

8.1 Introduction 

This chapter brings together quantitative and qualitative findings from both phases of this mixed-

methods research study which were reported in Chapters six and seven. The study is an explanatory 

mixed-methods study. In this type of design, the researcher first gathers and analyses the quantitative 

data which is followed by a qualitative phase undertaken to help explain the quantitative results 

(Creswell & Plano Clark 2011). In this MPhil study the follow-up qualitative phase helped to explain 

the findings from measures administered in the initial quantitative phase. The mixing of both sets of 

data strengthens the overall outcome of the study by offering a more comprehensive integration of 

results (Creswell & Plano Clark 2011). 

The primary purpose of the research was to better understand the lived experiences of adult patients 

who were treated for a B-cell malignancy. This chapter presents key findings and discusses how the 

results inform the aforementioned aim of the study and identify any unmet supportive care needs. 

The themes that emerged from the qualitative phase of the study help further our knowledge and 

understanding of the quantitative results captured from the QoL questionnaires. The findings of the 

study present some of the unique challenges faced by survivors of haematological malignancies. This 

chapter presents the interpretation of the questionnaire data sets and how these are explained with 

the associated qualitative findings. Next, it discusses overall /key findings from both the quantitative 

and qualitative phases of the study, implications for clinical practice and, future research.   

With substantial progress made in early detection and treatment modalities, survival rates have 

significantly improved leading to the increased number of long-term survivors of haematological 

malignancies (De Angelis et al. 2014). However, with the intensity and complexity of therapeutic 

regimens, which include chemotherapy, immunotherapy and radiotherapy, adverse effects of 

treatments, most of these patients may experience a reduced QoL in the post-treatment phase.  

The purpose of this mixed-methods sequential explanatory study was to examine in greater detail 

the impact of treatments on the QoL of patients who have survived a haematological malignancy and 

were between one- and five-years post-treatment. Findings from the first quantitative phase of this 

mixed-methods study and the themes that emerged relating to QoL from the participant interviews 

were described in the previous two chapters. This chapter reflects on how the results inform the main 

aim of the study, which was to examine the QoL of survivors of a haematological malignancy 

(mainly a B cell malignancy) and identify any unmet supportive care needs. The research study 

analysed in detail the impact of chemotherapy and its residual effects had on the QoL of such 

survivors.  
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The themes that emerged from the qualitative phase of the study help further our understanding of 

the quantitative results captured from the QoL questionnaires and explain in depth the quantitative 

results or offer insight into the findings from the questionnaires concerning the QoL of 

haematological malignancy survivors. Phases one and two were connected as the questions from the 

Phase two, qualitative, was guided from the results of the Phase one, quantitative. The qualitative 

data subject to thematic analysis complemented the findings from the quantitative phase by enabling 

an understanding of the quality of life issues following completion of treatment for a haematological 

malignancy and identifying unmet supportive care needs. This chapter presents the integration of 

data and discusses key findings from both the quantitative and qualitative phases of the study. 

It has been recognised that individuals face particular challenges when primary treatment for a 

haematological malignancy comes to an end. Haematological cancer survivors may face a range of 

physical and psychological, emotional, and social issues including fatigue, concerns about disease 

recurrence, expectation of life returning to normality, expectations on adjusting to physical ability 

and concerns about leaving the hospital system (Jefford et al. 2008), in addition to concerns relating 

to friends and family and unmet supportive care needs (Armes et al. 2009). 

8.2 Interpreting the EORTC-QLQ C30 QoL questionnaire 

Participants of the research outlined in this thesis experienced changes to their physical functioning, 

role functioning, psychological functioning and social wellbeing following treatment completion. 

Some of them experienced effects of treatment and the illness, which persisted in varying degrees in 

the post-treatment phase. The results show that the illness and its treatment may have profound and 

lasting effects on the individuals physically and emotionally. Previous studies by Mounier and 

colleagues (2015), Takahashi (2016) and van de Poll‐Franse and colleagues (2018) have shown 

similar findings (See Section 2.4) 

Generally, demographic characteristics such as age, gender, marital status, employment, income and 

social support from family or friends can affect QoL. Whilst QoL in turn can influence the patient’s 

ability to function physically, psychologically, and also have an adverse effect on cognitive function 

and social wellbeing (Smith et al. 2013; Wong et al. 2013; Bucholz et al. 2014; Juul et al. 2014; 

Osann et al. 2014; Patterson et al. 2018; Ho et al. 2018). QoL has become a significant outcome 

parameter in clinical practice and increasingly in clinical trials (Trask et al. 2009). A decrease in 

QoL can have a negative impact on a patient's survival (Efficace et al. 2011; 2013; Gotay et al. 2008). 

Previous studies have demonstrated that demographic characteristics such as age, gender, and marital 

status, and educational level, employment, having children and living status have an impact on the 

QoL of survivors of any malignancy (Jordhoy et al. 2001; Ramadas et al. 2015; Moro-Valdezate et 

al. 2014). The key findings of the importance of gender for pain; having children for mobility and 

usual activities; employment status and health status for all dimensions were presented from this 

MPhil thesis (see Table 6.2). In a study by Kiebert and colleagues, survivors did a rate that having 
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children as somewhat important in decision making (Kiebert et al. 1994). In this MPhil thesis, 

children played vital roles in influencing treatment choices and offering continued care in the post-

treatment phase. 

This thesis explored key issues that were predominant among the survivors, including the impact of 

selected socio-demographic variables on the QoL of survivors of B-cell malignancies. Increasing 

age was associated with lower QoL (see Table 6.2). Das and colleagues (2011) who reported reduced 

QoL with impaired physical and role functioning in older patients support these findings in a study. 

A similar trend between physical activity and QoL in the post-treatment phase is evident in a study 

conducted by Slovacek and colleagues (2007); Speck et al. (2010) and Knobf et al. (2014).  

A large population-based study by Arndt and colleagues (2017) also demonstrated that prominent 

deficits were in QoL amongst younger cancer survivors. The aggravated QoL deficits were observed 

in the domains of cognitive functioning, social functioning, and role functioning and overall 

health/QoL amongst younger cancer survivors in comparison with the older ones. This study also 

reported less severity of certain symptoms such as fatigue, pain, insomnia in comparison to the 

younger cohorts.  

The overall burden of cancer may increase with age, but younger age groups may struggle to cope 

with the diagnosis, treatment, and after-effects of treatment. The younger cohort may consider the 

diagnosis life-threatening whereas the older cohort may accept it better in terms of their physical 

health and comparison to their aged peers (Wenzel et al. 1999). Alternatively, older patients may 

receive less aggressive therapy resulting in fewer side effects, which can explain the differences in 

findings between the two cohorts. This could be due to the fact that treatment decisions in older 

patients are not only influenced by disease characteristics, such as stage, histology, cytogenetics, and 

molecular markers, but also patient-related factors, such as fitness, frailty, and patient preference. 

Besides, fitness and frailty are dynamic factors that can improve or deteriorate over time in the course 

of a disease and its treatment (Cordoba et al. 2021). 

The results from the EORTC QLQ-C30 questionnaire and the socio-demographic characteristics 

(Table 6.2) in this thesis showed that age had a significant negative correlation with global QoL, 

physical functioning, and role functioning. In other words, the older the person gets, the lower was 

the global QoL, physical and role functioning.  A previous study by Bantemma-Joppe et al. (2015), 

demonstrated that younger breast cancer survivors struggled in the domains of physical functioning 

and role functioning in the first year following radiotherapy. The literature shows that younger breast 

cancer survivors showed better global health in contrast to the older group who had worse global 

health.  Findings similar to the MPhil study were shown in a study of breast cancer survivors were 

women under the age of 65 years demonstrated a better quality of life than those who were over 65. 

The presence of comorbidities resulted in a lower QoL in older survivors (Dialla et al. 2015). 

However, studies have also reported that older age has predicted higher QoL in patients with a range 
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of different clinical conditions (Brown and Roose 2011; Mc Naughton et al. 2001) and also in cancer 

patients (Pashos et al. 2013; Roland et al. 2013; Wong et al. 2013; Zimmermann et al. 2011). 

Significant QoL differences were observed in gender with men reporting better physical functioning 

(P=0.041) than women. In addition, men reported fewer symptoms of pain (P=0.000) and less sleep 

loss (P=0.001) compared with women. Men also reported lower pain scores and less loss of sleep 

than women (see Table 6.2 and Section 6.3). Studies by Mellon et al (2000) and Matthews et al 

(2012) add support to these findings where women reported lower QoL than men. However, these 

findings were not specific to survivors of a haematological malignancy but encompassed all cancer 

survivors.  

A significant difference was seen in the domain of physical functioning with men reporting higher 

levels (P<0.05) (see Table 6.2). Four of the 131 participants who completed the QoL questionnaires 

in this MPhil study made a note against the question about pain stating that their pain was due to 

either arthritis, pelvic surgery but not due to the malignancy or its treatment. For those participants 

who confirmed the presence of pain/discomfort in the QoL questionnaires, the cause of the same 

could not be differentiated. It was most likely due to the malignancy or the side effects of treatment 

itself. The qualitative phase provided a detailed gender explanation of the reasons behind the pain, 

which may otherwise not have been captured in the QoL questionnaires. Similar results have been 

reported in patients with haematological malignancies (Leunis et al. 2014; Stauder et al. 2018). 

Several studies across different disciplines have reported gender differences in QoL with women 

generally reporting a lower QoL than their male counterparts. The lower QoL was reported in at least 

one of the domains assessed (Dodd et al. 2011; Zimmermann et al. 2011; Smith et al. 2013; Bushnell 

et al. 2014; Osann et al. 2014). Although the exact reason for gender differences in QoL is not known 

or completely understood, it can be related to characteristics of the disease, response to treatment 

and the differences in the way men and women report symptoms and perceive problems that may 

arise due to the effects of the disease and treatment, differences in societal expectations and roles 

(Izadnegahdar et al. 2014; Zimmermann et al. 2011).  

In a study by West and colleagues (2015), women reported lower QoL than men in most of the 

domains that assessed QoL which were consistent with the findings of this MPhil study. The result 

of several other studies was consistent with those of this MPhil study (Laghousi et al. 2019). These 

characteristics may predict QoL differently in men and women. Holzner and colleagues (2004) also 

showed comparable gender differences in their results as reported in this MPhil study. They assessed 

QoL using the EORTCQLQ-C-30 questionnaire to 76 CLL patients (41% were women) at Innsbruck 

University which was very similar to the proportion of women in this doctoral study.  It was found 

that women with CLL reported significantly lower QoL in the domains of physical functioning, 

emotional and cognitive functioning than men with CLL. It is therefore important to explore the 

factors that mediate these differences between the genders with women mostly reporting high levels 
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of fatigue, pain, anxiety, and depression. The similarities and differences in QoL based on gender 

can enable health care providers to inform appropriate supportive care strategies (Shanafelt and Kay 

2007; Laghousi et al. 2019).  

Employed participants experienced better physical functioning (P=0.000), role functioning 

(P=0.000) and cognitive functioning (P=0.000) compared to those who were not employed or were 

retired. Unemployed participants experienced more fatigue (P=0.000), more symptoms of pain 

(P=0.000), dyspnoea (P=0.003), sleep loss (P=0.001), appetite (P=0.031) and constipation (P=0.031) 

than those in employment (refer Table 6.2). Previous studies on employment and illness report the 

impact malignancy and its treatment can have on an individual’s return to work. Pryce and colleagues 

(2007) found that the presence of more physical symptoms and higher levels of fatigue were 

associated with cancer survivors who returned to work following completion of treatment. Survivors 

returning to work struggled to manage fatigue, physical changes associated with cancer and manage 

the stress associated with cancer and its treatments. Survivors who were employed reported 

significantly better physical functioning and social functioning and fewer role limitations and 

symptoms than those who were not in employment. In general, employed participants, therefore, 

reported a much better QoL than those who are not employed. To add, most of the participants in 

this MPhil study with more symptoms of fatigue, pain, sleep loss, appetite loss, and constipation 

were not in paid employment or were already retired (Table 4.2).  

Several studies have examined associations between employment and QoL of cancer survivors 

(Carlson et al. 2008; de Boer et al. 2009; Syse et al. 2008). With the advancements in cancer 

treatments and subsequent improvements in five-year survival rates, there has been a proportionate 

increase in the number of cancer survivors (Mols et al. 2009; Jennings et al. 2014; Jung et al. 2011). 

With the recent advancements in treatment, there has also been a considerable increase in cancer 

survivors being able to or willing to return to work following treatment (Taskila and Lindbohm 

2007).  

Cancer survivors, in general, are at an increased risk of not being reemployed (Park et al. 2009) if 

they were unemployed at the time of treatment and therefore more likely to be out of employment 

(Carlson et al. 2008; Syse et al. 2008; Vayr et al. 2019). Risk factors such as depression, poor health, 

presence of comorbidities, long term effects of illness and treatment have been identified as reasons 

for unemployment (Carlson et al. 2008; Ahn et al. 2009; Hoffman 2016) and previous studies have 

reported patients to lose or quit jobs within the first year of their diagnosis and treatment (Short et 

al. 2005; Park et al. 2005; Yoo et al. 2013; Carlson et al. 2014). Tailored rehabilitation programmes 

can be developed to enable survivors to return to employment, which may enhance their QoL. Less 

than a third (30%) of the participants in this MPhil study was employed. It was not possible to assess 

the reason for unemployment in these participants. With the median age of participants in this study 

being 66 years, it could be assumed that many participants were of retirement age. During the 

interviews, some participants mentioned that they had taken early retirement. 
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Participants in this MPhil study who lived beyond two and a half years following completion of 

treatment for a haematological malignancy reported better role functioning than those who had 

completed treatment less than 2.5 years previously (P= <0.048). Other QoL dimensions did not show 

significant associations concerning time since the completion of treatment. No significant 

associations were found between the QoL dimensions and the marital status and /or living 

arrangements of participants in this study. Similar results have been reported in a recent cross-

sectional study of breast cancer patients (Zhang et al. 2018). Two previous studies (focusing on 116 

Hodgkin lymphoma survivors and 294 non-Hodgkin lymphoma survivors) reported similar findings 

with the group of patients closer to diagnosis reported worse levels of physical, psychological and 

social functioning (Mols et al. 2006; Mole et al. 2007). Immediately post-treatment these patients 

reported higher levels of pain, anxiety, depression and fear of their health and anger. However, this 

was overcome by the positive effects of post-traumatic growth, increased confidence, and reduced 

the fear of survival or recurrence of the disease (Casellas-Grau et al. 2017). 

Other variables such as ‘time since completion of treatment’, ‘living arrangements’ and ‘educational 

status’ did not have a significant impact on the other QoL domains. Overall younger participants, 

men and those in employment reported better quality of life. Following the completion of treatment 

in this MPhil study, survivors experienced a limitation in their physical functioning because of the 

side effects of the treatment, exacerbation of their comorbidities, which influenced negatively their 

quality of life. The qualitative data supports and enhances a deeper understanding of the quantitative 

findings as the reason behind the limitation in physical functioning was explained and elaborated in 

further detail in the qualitative phase. This point may be highlighted as a recommendation for future 

survivorship programmes in this age group to proactively prepare the health care providers to factor 

in this understanding of limitation to physical functioning due to age-related factors, increase and 

exacerbation of comorbidities. However, ten of the survivors interviewed adopted lifestyle 

modifications such as trying to keep fit by walking and doing mild exercises, leading a healthy 

lifestyle, which led to improving their fitness, life and health post-treatment.  

These MPhil results are reflected in the literature with epidemiological and interventional studies 

evaluating the engagement of healthy eating and physical activity suggesting that lifestyle 

behaviours are important in reducing the effects of treatment and improving overall QoL outcomes 

(Pekmezi and Demark-Wahnefried 2011; Vijayvergia and Denlinger 2015; Irwin et al. 2015). 

Previous studies have shown that increased physical activity shows improved cardiovascular fitness, 

decreases fatigue, and improve overall QoL in cancer survivors (Ferrer et al. 2011; Lemanne et al. 

2013; Rogers et al. 2009). Unhealthy lifestyle habits such as smoking, excessive drinking, an 

unbalanced diet and lack of exercise can lead to disease relapse, cardiovascular disorders, secondary 

cancers, diabetes, osteoporosis, depression, and functional decline (Demark-Wahnefried and Jones 

2008; Takahashi 2016). Therefore, cancer patients and survivors must be educated to follow a 

healthy lifestyle to prevent disease relapse and optimise outcomes. 
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Shin-Hye and colleagues (2017) found that in a group of cervical cancer survivors, the higher the 

level of physical activity, the lower the levels of fatigue and pain which resonate with the findings 

of this MPhil thesis. Other studies also demonstrated similar results (Sagen et al. 2009; Valenti et al. 

2008; Rogers et al. 2009; Lashbrook et al. 2018; Wang et al. 2019). It is also quite evident that 

tailored exercise therapy is linked to better physical functioning, decreased pain, fatigue, and an 

overall improvement in QoL in cancer survivors. 

8.3 Interpreting the EQ-5D questionnaire 

It is common for patients to experience emotional side effects during treatment for a malignancy. 

For some of them, these effects continue and last for a considerable period following the completion 

of treatment (Mitchell et al. 2013). Depression and anxiety are very common symptoms experienced 

by cancer survivors. These feelings are exacerbated at times. Survivors do express that the threshold 

to withstand such emotions becomes very less. Less than 30% of participants reported in the EQ-5D, 

problems with self-care and anxiety/depression (see Table 6.3). The present findings seem to be 

consistent with other studies among lymphoma patients who were receiving chemotherapy (Cull et 

al. 1996) and acute leukaemia patients with anxiety and depression showing an improvement towards 

the end of treatment and after (Zittoun et al. 1999). Heinonen and colleagues (2001) suggested that 

the level of anxiety and depression was lower in the post-treatment follow-up phase than in the active 

treatment phase for peripheral stem cell transplant recipients. Similar results were seen in other 

studies (Burgess et al. 2005; Korfage et al. 2006; Nayak et al. 2017). However, it is to be noted that 

the above studies were conducted in breast and colorectal cancer survivors.   

Fear of recurrence and the constant thought of the disease coming back also can trigger emotions of 

anxiety and depression amongst these survivors. Nayak and colleagues (2017) identified similar 

findings in a study. During the interviews, patients expressed feeling negative at times, grateful, and 

privileged for having survived the malignancy and its treatment when many of them may have not. 

Research into exploring the emotional experience of cancer survivors is yet to receive greater 

attention. There has been a considerable amount of work undertaken in this area that has focussed 

on patients receiving active treatment or in the earlier course of the malignancy (Mitchell et al. 2013). 

The shift has been to cancer is considered a chronic condition rather than an acute disease. Therefore, 

there has been heightened interest in exploring the emotional effects of the illness and the treatment 

in cancer survivors. Longitudinal studies undertaken in assessing anxiety and depression in cancer 

survivors have shown that fluctuations in the mood do tend to decrease over time but remain higher 

than in healthy controls (Korfage et al. 2006; Burgess et al. 2005; Yi and Syrjala 2017). Anxiety and 

depression may be due to feelings of uncertainty, health related worries, fears surrounding the reason 

for the malignancy and possible prevention of secondary malignancies and lack of education and 

awareness around them. Most of the participants in this MPhil study expressed anxiety towards the 

end of treatment due to losing continued connection with dedicated health professionals. They 
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articulated the need for a key worker or dedicated health care professionals to remain as a point of 

contact to address any concerns raised in the post-treatment phase.  

There has been some work undertaken around the emotional experiences amongst cancer survivors 

many months following treatment that can lead to post-traumatic stress disorder (Chan et al.2017; 

Smith et al. 1999). Although post-traumatic stress disorder (PTSD) commonly occurs, in patients 

who have experienced severe trauma and is used commonly concerning war, it may also occur in 

cancer patients. A study by Chan and colleagues (2017) showed that the incidence of PTSD at six-

month follow up in cancer patients was 21.7% dropping down to 6.1% at four-year follow-up. PTSD 

can include feelings of anxiety, depression, fear of recurrence, emotional distress which may be 

caused due to the triggering of memories of the past cancer experience. 

Not all emotional experiences described by cancer survivors can be attributed to being negative. 

Participants also expressed positive emotions because of experiencing a traumatic journey of cancer 

diagnosis and intensive chemotherapy treatment. For many of them, surviving a haematological 

malignancy and enduring a challenging journey of intense treatment and its side effects enabled them 

to be more understanding of others. Being compassionate and empathetic were attributes survivors 

described themselves to have acquired through this journey of cancer and treatment.  

Post-traumatic growth has been explored in the literature and demonstrates that survivors not only 

experience the negative impact of cancer and treatment but also positive changes that can impact the 

way they viewed their relationships and feelings for others (Calhoun and Tedeschi 2006; Morris et 

al. 2011). In this compassion for others, they desire to give back or help other people (Hefferson et 

al. 2009). Participants in this MPhil study engaged in volunteering and working for charitable sources 

in talking to patients undergoing a similar journey in their respective diagnosis of cancer and 

treatment. Some of them even helped friends and neighbours by taking them to hospital appointments 

for their cancer treatments. 

The risk of becoming unwell and deterioration enabled participants to frame the malignancy as a 

positive experience and hence cope better. Survivors were able to prioritise and make plans 

effectively in many situations. They were able to build and sustain meaningful relationships. Being 

still considered an integral part of the family, upholding that role in the family and preserving that 

normality helped enhance their quality of life (Potrata et al. 2011; Boland et al. 2013). The experience 

of being diagnosed with a haematological malignancy can be immensely distressing for the patient, 

their family and wider circle. Patients with conditions such as myeloma and certain kinds of 

lymphoma may never be cured. Their disease can just be kept at bay. They may be left with life-

altering changes and effects of the malignancy and treatment that leave them in chronic pain and 

fatigue. Therefore, it is just not the physical challenges associated with the malignancy and treatment, 

but also the emotional trauma of experiencing the same. Previous work by Tom and Helgeson (2002) 

suggests that the search for positive meaning and outcomes following a malignancy may be an 
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important step in survivors’ adjustment to the malignancy and its treatment-associated effects.  With 

the focus on positive outcomes, participants in the MPhil study were able to reframe their experiences 

and therefore help them deal with the challenges much more effectively. 

More than 35% of participants in this MPhil study reported having problems with mobility, usual 

activity, and pain or discomfort (see Table 6.3). They indicated mild/moderate, severe problems in 

mobility, usual activity, and pain/discomfort dimensions. A study of survivors of cervical cancer has 

shown comparable results (Chuang et al. 2010) for the self-care dimension; however, less than 10% 

of participants in the study had problems with mobility. Pain or discomfort was the most frequently 

reported symptom amongst all the other dimensions in this group of survivors of haematological 

malignancy with 38.5% of survivors reporting moderate or severe pain or discomfort. Studies of 

cancer patients and survivors using the EQ-5D-5L have reported higher rates in the pain/discomfort 

category (Tran et al. 2020; Zhu et al. 2021; Borchert et al. 2020). Similar results have been reported 

in patients with haematological malignancies (Osaki et al. 2022; Stauder et al. 2018). 

Women reported more pain or discomfort when compared to men with more than 50% of women 

reporting moderate or severe levels of pain/discomfort whereas less than 30% of men reported 

moderate/severe problems with pain/discomfort. These findings were consistent with the results of 

previous studies (Baker et al. 2003; Matalqah et al. 2011; Oh et al. 2014). Oh, and colleagues (2014) 

assessed the QoL of cancer survivors demonstrating the highest proportion of problems in the 

pain/discomfort dimension. More than 43.7% of cancer survivors in this study reported 

moderate/severe pain/discomfort. This MPhil study shows comparable results.  

Except for encompassing all cancer survivors, this study also employed the EQ-5D-3L QoL 

questionnaire to assess the QoL of cancer survivors. The qualitative findings further elaborate on the 

quantitative results. Interviewees reported pain because of side effects of certain chemotherapeutic 

agents such as peripheral neuropathy in the second, qualitative phase of the study. Fatigue was also 

a concern following treatment which limited their role functioning but most of the participants during 

the interviews believed that it may also be due to increasing age. Similar findings were reported in 

previous studies (Gulbrandsen et al. 2001; Uyl-de Groot et al. 2005; Matias et al. 2019; Salome et 

al. 2019). These two studies examined the QoL in patients with multiple myeloma pre, 12-months 

and 36-months post autologous stem cell transplant. Fatigue and pain were the two most frequently 

reported symptoms that influenced the QoL in these patients. Any new symptoms of pain, lumps, 

feelings of weakness, and fatigue can inculcate the fear of potential disease recurrence in survivors 

(Gill et al. 2004; Lebel et al. 2014). The qualitative method provides a deeper understanding of 

symptoms such as pain/discomfort and fatigue reported in the quantitative phase. The quantitative 

phase-only captures the fact of pain/discomfort or fatigue whereas the qualitative phase explains the 

details and possible causes of pain/discomfort experienced by the survivors. 
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 In this doctoral study, survivors who reported pain or neuropathy associated pain had predominantly 

been treated for MM. This may be because MM is characterised by bone pain, recurrent infections 

and neuropathic pain related to the treatment administered (Nielson et al. 2017). Regular assessment 

for pain in the survivorship phase, developing interventions aimed to alleviate them will optimise 

the QoL in cancer survivors. In both the QoL questionnaires (EORTC QLQ-C30 and EQ-5D-3L), 

performing usual activity was the second most frequently reported problem in this group of survivors 

(35.9%) followed by mobility dimension which was the next frequently reported dimension where 

participants reported moderate or severe problems (35.4%). A study by Oh and colleagues (2014) 

also showed similar results with self-care being the lowest reported dimension with moderate to 

severe problems. These symptoms may also be attributed to a predominantly older population. This 

indicates that even if the survivors are disease-free, they may experience debilitating symptoms of 

pain/discomfort and other issues such as mobility and performing the usual activity to a certain 

degree, which can have a significant impact on their quality of life.  

Due to the specific characteristics of this population, there are comorbid conditions with exacerbated 

symptoms and symptoms because of the haematological malignancy or its treatment. It is 

challenging to disentangle if the reported symptoms and their severity are due to the malignancy, its 

treatment, or any other medical condition. The presence of one or more comorbidities along with 

haematological malignancy and the resulting treatment can affect the QoL of these individuals. Mao 

and colleagues (2007) examined the effect of comorbidity and age on self-reported symptom burden 

such as pain, psychological distress and insomnia on patients who had received chemotherapy for 

cancer. They concluded that the overall symptom burden increased significantly with age and an 

increase in the number of comorbid conditions. These factors can also be attributed to an ageing 

population such as in this MPhil study in Dorset. It is therefore very important for health care 

providers to pay attention to and manage these needs. This supports the case strongly for a mixed-

methods approach. 

8.4 Impact of comorbid conditions on QoL 

Comorbidities can further negatively influence the QoL of an individual independent of a cancer 

diagnosis or its related treatments. Many of the participants in this study had an increased likelihood 

of having a comorbid condition in addition to cancer (Extermann 2006). This increased likelihood 

of the presence of comorbidities in participants may have influenced the different QoL domains. Had 

most of the participants in this study been younger; there may have been differences in the physical 

QoL. Internationally, research has shown that older cancer survivors experience lower levels of 

physical QoL, increased fatigue than younger ones (Extermann 2007). Comorbidities such as 

hypertension, diabetes mellitus, cardiovascular diseases and musculoskeletal diseases were quite 

common amongst cancer survivors based on data collected for the qualitative phase of this study. 
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Cancer survivors with comorbidities may have different clinical and healthcare needs (Guralnik et 

al. 1989; Schellevis et al. 1993; Eytan et al. 2019). 

In this MPhil study, during the qualitative data collection, it was found that three of them presented 

with one comorbidity; one of the interviewees had two comorbidities and one, with three comorbid 

conditions. Therefore, to optimise the QoL of these survivors, it is important to address these 

comorbid conditions. It is vital to implement programmes that address the overall issues rather than 

just taking only cancer into context.  

8.5 Unmet supportive care needs in cancer survivorship 

In the sequential, qualitative Phase two, the unmet supportive care needs of these survivors were 

explored. Cancer survivorship has become an increasingly specialised area of research and gathered 

significance in recent years: around 2 million people were said to be surviving cancer at the end of 

2008 (Maher and McConnell 2011) with these figures estimated to rise by 3 % each year (Maddams 

et al. 2009) and this rate of increase is also anticipated to increase due to improved detection of 

cancer and survival.  

Knowledge of unmet supportive care needs is essential to inform appropriate interventions in the 

future to improve patient outcomes and the QoL of survivors. Although studies are focussing on the 

QoL of patients with haematological malignancies (Allart et al. 2013; Tzelepis et al. 2018; Oberoi 

et al. 2017), very few studies focus on the assessment of supportive care needs in survivors. QoL in 

these survivors can be optimised mainly when their concerns in the post-treatment are addressed 

(Campbell et al. 2011: Hall et al. 2014; So et al. 2019). 

Unmet supportive care needs have been defined as “those needs, which lack the level of service, or 

support an individual perceives is necessary to achieve optimal well‐being’’ (Sanson-Fisher et al. 

2000: p.123). It is effectively a gap between the desire to have a need met and the reality in a patient 

or cancer survivor. This typically happens during the time of transition from active treatment to 

follow-up and has been associated with distress due to the loss of frequent medical monitoring and 

support, and the shift in the responsibility of the individual which may result in feelings of 

abandonment, vulnerability, and the loss of a ‘safety net’ (Ward et al. 1992). Cancer survivors report 

problems with physical well-being, finance, emotional problems, relationship problems, and 

problems with the uncertainty of the future, fear of disease recurrence and loss of connection with 

health professionals in the hospital in the post-treatment phase. It is important to address these unmet 

supportive care needs to optimise their quality of life in the survivorship phase. The most frequently 

identified unmet supportive care needs in cancer survivors are predominantly psychosocial (Lisy et 

al. 2019). 

Focus on survivorship issues has heightened interest among healthcare providers and initiatives such 

as The National Cancer Survivorship Initiative (NCSI) “Taking action to Improve Outcomes” in 
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2013 published a toolkit which identified how key interventions such as Recovery Package would 

improve outcomes for this population of patients (NCSI 2013). The report recommended the 

commissioning of a number of initiatives such as the Recovery Package (see Figure 8-1). The 

Recovery Package and associated elements were seen as key interventions that would support people 

and carers to live well with their cancer post active treatment.  

 

Figure 8-1 Recovery Package Elements (NCSI 2013)  
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For cancer patients to return to living a life as active as possible following treatment completion, 

further research is warranted to ensure strategies are in place to achieve these outcomes. This was 

highlighted in the Improving Outcomes Strategy for Cancer document (Department of Health 2011). 

In a report published by the Department of Health (2012) that explored the quality of life of cancer 

survivors, patients with non-Hodgkin’s lymphoma (NHL) reported poorer outcomes when compared 

to breast, colorectal and prostate cancer survivors. 

Unmet supportive care needs are increasingly becoming a major concern for cancer survivors. The 

following qualitative themes discussed in this chapter were not identified through quantitative 

enquiry. The qualitative results complemented the quantitative findings and enabled a deeper 

understanding of survivors’ needs that were required to be addressed in areas such as physical, 

psychological, and health care information domains. All the participants interviewed in the 

qualitative phase reported at least one unmet supportive care need. A study by Hall and colleagues 

confirmed that 25% of haematological cancer survivors were found to have had a high/very high 

level of unmet need (Hall et al. 2014). 

A Canadian study that included a mix of breast, gastrointestinal, genitourinary, and other types of 

cancer found out that 93% of the participants reported having at least one unmet need, which was 

more psychological, and 64% reported at least one unmet need relating to inadequate follow-up 

services (Siu et al. 2013). Edib and colleagues (2016) undertook a cross-sectional study in breast 

cancer patients at a surgery and oncology clinic in Malaysia reported similar results. This study found 

out that the most prevalent unmet supportive care need in this cohort was uncertainty about the future 

(78.6%). Around 76.1% of participants reported fear of cancer recurrence as a common unmet need. 

Only 45.3% of participants reported health information as an unmet need. This may be because the 

Malaysian Health care system has a robust pathway for breast cancer patients and survivors in 

enabling them to have regular access to health care professionals (Dahlui et al. 2011) which explains 

a low level of unmet need in the healthcare information domain. Swash and colleagues (2017) 
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revealed similar findings in a study. In line with the above three studies, uncertainty about the future, 

fear of cancer recurrence and loss of connection with health care professionals in the post-treatment 

phase emerged as major unmet supportive care needs in the current study. Some unmet needs may 

be more common amongst cancer survivors of one country while the others may serve to minimise 

them. It is also to be acknowledged that there may be potential differences that may exist in the 

different countries and in the way; the healthcare system works (E.g., National Health Service for 

the UK and privatised medical care in other countries).  

A systematic review conducted by Ralph and colleagues (2017) discovered a lack of studies 

focussing on psychosocial issues amongst survivors of haematological malignancies. The qualitative 

results of this thesis illustrated the theme of fear of recurrence as a major unmet supportive care 

needs in the post-treatment phase and how participants in the current study expressed constant worry 

around the probabilities of the disease relapsing or spreading. Nine of the twelve interviewees in this 

MPhil study talked about the fear of recurrence of their malignancy. It was explicit that most of the 

participants experienced emotional effects, which negatively influenced their quality of life. They 

still experienced challenging and negative emotions because of their treatment and the ongoing 

cancer journey with regular visits to the hospital for follow up. The results of this thesis both confirm 

and extends the previous work of Glaser and colleagues (2013), Ream, and colleagues (2008). 

Previous studies have reported that 31-52% of cancer patients experienced the fear of cancer 

recurrence, with 24-40% of patients having experienced moderate to high levels of need for help to 

cope with it (Hartl et al. 2003; Hodgkinson et al. 2007; Lebel et al. 2016). 

The majority of studies examining the emotional experience of patients have been mainly during the 

early stages of diagnosis and treatment. There is still very little attention focussed on exploring the 

emotional experience of long-term cancer survivors (Mitchell et al. 2013). However, in a study by 

Kang and colleagues (2017), fear of relapse of cancer and occurrence of a second malignancy was 

reported as the most distressing problem amongst a group of long-term survivors of non-Hodgkin 

lymphoma. A review by Cris and Grunfeld (2013) was consistent with the above findings with fear 

of recurrence being the primary concern for cancer survivors regardless of the type of cancer, stage 

at diagnosis and length of survivorship. However, fear of recurrence of the malignancy was reported 

less within a year of completion of treatment in a large qualitative study of more than 9000 cancer 

survivors. This Australian study included patients from fourteen different states and six different 

cancer diagnoses (Burg et al. 2015). The theme of fear of recurrence as a key unmet need in this 

thesis would not have been arrived at with a single methodology or a non-explanatory mixed methods 

study.  

Once diagnosed with a malignancy, the individuals live with this lingering uncertainty of the 

possibility of the disease returning at any point in the future. This can instil fear and exert an 

emotional toll on their lives in coming to terms with this feeling of uncertainty. A feeling of 

uncertainty about the future emerged as another key unmet supportive care need in this MPhil study 
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amongst the survivors that were interviewed. Similar results were seen in a study conducted by Edib 

and colleagues (2016) amongst breast cancer patients in a tertiary hospital in Malaysia where more 

than 78% of patients expressed uncertainty of the future as a prevalent unmet need.  A literature 

review undertaken by Lisey and colleagues (2019) of fifteen cross-sectional studies and two 

longitudinal ones conducted in Australia showed that up to 26% of participants reported unmet needs 

and help to cope with uncertainty about the future. This resulted in them not being able to set future 

goals and make long-term plans. 

Unmet psychological needs have previously predominantly been identified in previous studies 

undertaken in the western countries (Mehnert and Koch 2008; Knobf et al. 2012; Bredart et al. 2013; 

Burg et al. 2015) such as the current MPhil study whereas needs related to health care information 

system of cancer survivors were high in studies undertaken in developing countries (Chan et al. 2012; 

So et al. 2013; So et al. 2014; Singh-Carlson et al. 2013). Congruent with this study, feeling uncertain 

about the future was reported as a high-unmet need in more than 20% of the participants (Boyes et 

al. 2015). Although this study was undertaken in participants with a haematological malignancy, it 

is not clear, if all those participants had completed treatment for a haematological malignancy or if 

some were still receiving treatment. Details of whether the participants were in watchful waiting or 

receiving treatment were not captured. Feelings of uncertainty about the future may result from 

persistent adverse effects of treatment and the feeling that they will always remain and be a source 

of discomfort which may cause concern amongst some survivors. 

Although the expectation of cancer patients on completion of treatment for any malignancy is 

happiness or a feeling of having conquered; this is not always the case. Some people tend not to 

focus on them and attempt to move on while others may worry about the future, about the fear of 

cancer recurrence and these thoughts may be overwhelming (Lebel et al. 2016). These feelings of 

sadness and anxiety about the future may be related to the fear of cancer coming back and other 

times it may just be something that may not be related to cancer at all. Some survivors may take it 

up as a challenge and become encouraged (Sun et al. 2019). A study by Molassiotis and colleagues 

(2011) adds support to the findings of this thesis by demonstrating that patients living with multiple 

myeloma experience psychological problems such as anxiety and depression. These psychological 

and social issues in haematological cancer survivors may cause distress and poorer QoL (Korzun et 

al. 2014). 

Although these thoughts may not be entirely preventable learning to live with uncertainty and 

accepting this fact may benefit and improve overall QoL. Understanding the reasons behind such 

feelings of uncertainty and discussions with a health professional may help address this need in 

survivorship. These uncertainties persist even beyond treatment completion. Survivors need to know 

that they can approach a dedicated therapist when having to raise such concerns. Motivating them to 

adopt healthy lifestyle changes, encouraging them to eat healthily, exercise as much they can enable 

them to deal with this feeling of uncertainty about the future. They should be encouraged to look at 
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life positively and think of the times they courageously endured a diagnosis of cancer and its 

intensive treatment. This feeling of taking charge of your life and adopting healthy lifestyle changes 

may pose less of a challenge when thinking about living with uncertainty. Peer support programmes 

amongst cancer survivors have been found to address informational, social and emotional needs in 

previous studies (Dunn et al. 2003; Klemm et al. 2003; Campbell et al. 2014). 

It is not uncommon that patients who receive excellent treatment or more personalised care during 

their active phase of receiving chemotherapy, feel abandoned once all active treatment is completed 

(Winnie et al. 2017). Lack of care coordination between healthcare providers and across various 

healthcare settings can lead to issues in the survivorship phase. Unclear communication between 

cancer survivors and healthcare providers can raise a concern and result in an inferior QoL. Lack of 

connection with health care professionals in the post-treatment phase emerged as another key unmet 

supportive care need in the current study. Some participants feel neglected following the completion 

of active treatment.  

Previous studies have demonstrated the importance of information and continuing contact with 

healthcare providers (Winnie et al. 2017; So et al. 2013; Li et al. 2013). Echoing the findings of other 

studies (Henry et al. 2016; Wells et al. 2015), this study contributes to the emerging body of evidence 

relating to major unmet supportive care needs pertinent to the population of cancer survivors. Similar 

results were shown in other studies where participants continue to desire to be in contact with a 

member of the health care to approach for any concerns and overall post-treatment planning (Winnie 

et al. 2017; Lam et al. 2011; So et al. 2014). However, the participants were predominantly head and 

neck and breast cancer survivors, but the unmet needs appear to be similar across most disease 

groups. In a study of mixed haematological cancer survivors, lack of care coordination post-

treatment emerged as one of the top unmet needs (Lobb et al. 2009).   

Lack of sufficient information in the survivorship phase can be associated with the lack of continuous 

connection with the healthcare providers following treatment completion. This was also cited as one 

of the major unmet needs in the survivorship phase. These findings were echoes in previous studies 

undertaken on cancer patients in Hong Kong where information needs were consistently emphasised 

(So et al. 2013; Li et al. 2013). A previous study by Hall and colleagues (2013) in a population of 

American and Canadian haematological cancer survivors indicated that lack of information was a 

major unmet need. The main advantage of the qualitative phase is to explain and expand quantitative 

findings. Where the quantitative phase did not provide a detailed insight into the needs of the 

survivors, the qualitative phase specifically provided a specific understanding of the needs. These 

unmet needs reflect the lack in limitation of resources or importance shown in the continuing care of 

these patients. Based on these results, it is recommended to streamline supportive care services to 

optimise outcomes and QoL by addressing the unmet needs of these survivors mainly due to the 

vulnerability of the subgroup. 
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Studies just adding a quantitative or qualitative component to a study do not qualify or expect to 

meet the criteria for a mixed-methods study. To qualify for a mixed-methods study, a clear rationale 

for combining quantitative and qualitative data must be provided. The strategies for integrating the 

data throughout the study must be identified early on and must be made explicit during the research 

process. This explicit explanation is important to achieve the status of a mixed-methods study 

(Woodley 2009). This study included both types of data, which was driven by the need to examine 

a complex phenomenon such as quality of life in survivors of a haematological malignancy. Each 

phase of the study complemented the other. Importantly, the study not only combined quantitative 

and qualitative data but also provided a rationale to integrate the data to study such a complex 

phenomenon and demonstrate a deeper understanding. The collection and analysis of both 

quantitative and qualitative data enriched and enhanced the study outcomes (Andrew and Halcomb 

2008). This mixed-methods study helped to identify that combining both methods help overcome 

the weakness that may occur when a single methodology is used (Giddings and Grant 2006) such as 

the inability to understand in depth the meaning of QoL in a quantitative study or to generalise 

findings in a qualitative study (Creswell and Plano-Clark 2011). 

8.6 A cancer survivor’s role in supported self-management 

One of the key National Cancer Survivorship Initiative’s shifts in cancer survivorship is supported 

self-management. This lays emphasis on patients to actively participate in their recovery, 

rehabilitation, or on-going survivorship care. Part of supported self-management involves initiatives 

to assist cancer survivors to overcome challenges associated with treatment related physical and 

psychosocial symptoms (NCSI 2013). This NCSI model encourages patients to participate and take 

ownership of their survivorship care. Examination of the literature regarding supported self-

management informs that psycho-educational strategies, for example, may reduce fatigue and 

increase energy in cancer survivors (McCorkle et al. 2011). 

An adapted version of the Foster and Fenlon’s framework (2011) earlier mentioned in Chapter 5 is 

illustrated here and it reflects on the factors assessed in this study that are associated with optimising 

the QoL (Barlow et al. 2005; Lorig et al. 2001) of these haematological cancer survivors and those 

that enhance their recovery and well-being (Lev et al. 2001). 

In this MPhil study, the problematic events such as the cancer diagnosis and its treatment and pre-

existing factors such as the indivisual’s age, gender, socio-economic status, employment status and 

living with children etc did influence how disruptive the cancer and its treatment were on the 

subjective health and well being and in optimising their QoL. How each individual is able to appraise 

their situation and manage it confidently is reliant on certain personal (e.g. personality, general 

confidence) and environmental factors such as health and social care support, family and friends and 

support from the community. This may enable and empower cancer survivors to manage their 

problems and challenges elated to the cancer and its treatment. This in turn is likely to influence the 



119 

 

types of self management strategies used and may further influence how the problem is managed. 

All the above ultimately influences the perceived health ad well being of the  cancer survivors. 

 

 

 

Figure 8-2:  Recovery of health and well-being in cancer survivorship (adapted from Foster 

et al. 2011) 

Several self-management programmes have been introduced with some focusing on cancer 

survivors. For example, the Macmillan “Living with Cancer” programme delivered by a trained 

oncology nurse rehabilitates cancer survivors by supporting them to adjust to their cancer, treatment, 

and its consequences. They are encouraged to engage in physical activity and healthy nutrition. 

Additionally, the cancer survivors receive support for their emotional and financial needs (Davies 

2009).  

 

8.7 COVID-19 and cancer survivorship 

The COVID-19 pandemic has profoundly changed the management of cancer patients (Archer et al. 

2020; Tsamakis et al. 2020). The quarantine and lockdown measures have hindered access to clinical 

care (Neal et al. 2020) and most importantly access to supportive care including psychosocial care 

in cancer survivors (Archer et al. 2020). Although the clinical centres were able to swiftly switch to 

telehealth (Archer et al. 2020), remote monitoring via video conferencing and phone calls, this would 

not have effectively and sufficiently met the needs of most of the survivors (Neal et al. 2020) which 

is likely to have adverse effects on patient outcomes. 
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A cross-sectional study by Hulbert-Williams and colleagues (2021) compared the psychosocial 

impact of COVID-19 in cancer patients and those in their informal networks. The study demonstrated 

that the pandemic had led to a readjustment of unmet needs across the different domains of 

psychosocial well-being in this cohort of patients. 

This section has been added to bring into perspective the impact of COVID-19 in cancer survivors 

and those individuals who might have just transitioned from completion of treatment to the post 

treatment phase. Potentially, the pandemic might have resulted in poorer QoL in some survivors 

(Hulbert-Williams et al 2021). However, this MPhil study was conducted and initially submitted 

prior to the COVID-19 pandemic. 

8.8 Strengths of the study 

The combination of quantitative and qualitative data in this mixed-methods approach was an 

important strength of this study. This approach adds strength to the research outcomes as each phase 

complements the other (Creswell and Clark 2011). One of the other main strengths of the study was 

that it was representative of an ageing population with haematological malignancies of the whole of 

the UK. A high completion and return rate of the questionnaires was also an important strength of 

this study. The use of validated generic and disease specific questionnaires enabled capturing of data 

in detail. Participants were drawn from three different treating hospitals covering the whole county. 

This study was the first of its kind to be undertaken in a population of people who had completed 

treatments for haematological malignancy in Dorset. This study contributes and adds value to the 

methodological advancements of MMR. The research study has created a better understanding of 

both MMR and QoL research. 

Understanding complex issues related to QoL in the post-treatment phase and identifying specific 

unmet supportive care needs required combining methods, which were achieved by the use of mixed-

methods research. It provided better results as the findings were supported by different methods 

(Bryers et al. 2014). The qualitative data subject to thematic analysis complemented the findings 

from the quantitative phase by enabling a deeper understanding of the quality of life issues following 

completion of primary treatment for a haematological malignancy and identifying unmet supportive 

care needs. Without the qualitative phase, these unmet supportive care needs would not have been 

captured or highlighted in this MPhil study.  

In Phase 2 of the study, the qualitative interviews with the survivors strengthened the overall study 

outcome as the data from interviews helped unfold some of the findings of the quantitative data and 

enabled a clearer understanding of these findings. It led to a detailed understanding of the survivors’ 

unmet supportive care needs. Where the quantitative phase did not provide a detailed insight into the 

needs of the survivors, the qualitative phase specifically provided a specific understanding of these 

needs. The high response rate in the study and the employment of mixed methods research enriched 
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our understanding of the meaning of quality of life providing an in-depth understanding of the unmet 

supportive care needs. This of course should be the outcome of a mixed-methods approach. 

Subjective experiences of survivors in this study interpreted differently could be a limitation 

(mentioned below); however, this was addressed and clarified during the interviews. For example, 

bowel issues were not a commonly occurring symptom in most participants in the current study and 

questions relating to pain were relevant only to certain types of malignancies like myeloma. Where 

some participants had stated pain as a predominant symptom, it was later made clear at the time of 

interviews that the pain was due to a co-existing medical condition rather than the haematological 

malignancy or its corresponding treatment itself. Although some participants expressed physical 

concerns, many of them expressed coming to terms with the cancer and their experiences following 

treatment. Strategies such as maintaining a positive outlook, adopting healthy lifestyle changes 

enabled them to reframe their lives and cope better. Capturing such vital information relating to their 

life post-treatment and adapting to significant changes to optimise their QoL would not have been 

possible only from the quantitative findings.  

Furthermore, the results of this MPhil study have strengthened existing knowledge in line with The 

NHS Long Term Plan (Alderwick and Dixon 2019) published in January 2019. As QoL is a 

subjective experience, there is no ‘one size fits all’ approach to definition and measurement.  This 

plan aims to empower people to manage their care and the impact of their cancer and the plan is to 

have every patient with cancer access to the recovery package which includes the holistic needs 

assessment (HNA) checklist of concerns that covers physical, emotional, practical, spiritual and 

financial issues ensuring each area is addressed and a care plan created for those identified as needing 

specific support; treatment summary (TS) which is a document produced by the doctor at the end of 

treatment, cancer care review is carried out by the primary care providers and is based on the HNA 

and TS and health and wellbeing interventions which include any support in terms of education and 

programmes that help the patient to transition seamlessly from cancer patient to survivor. This was 

precisely what the participants in this MPhil study experienced and identified as supportive care 

needs that needed to be met. 

8.9 Study limitations  

It is important to address some limitations of this study, which should be considered when 

interpreting the findings here.  

8.9.1 Representativeness of the sample 

One of the main limitations of this study is the representativeness of the sample.  The 

sociodemographic characteristics of the participants was not representative of the wider cohort of 

cancer survivors’ living with and beyond cancer. The study is limited by the fact that all the 

participants were white British and from a single regional area. This means that the findings are not 
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necessarily inclusive of those from other cultures (Foster 2010). It has been recognised for a long 

time that despite a greater burden of disease, people from ethnic minority groups are 

underrepresented in clinical and health research (Redwood and Gill 2013; Gill et al. 2007). If the 

same study had to take place in a different region in the UK, it is possible to have a more diverse 

ethnic group covered. This often-unintended exclusion may have implications for clinical practice 

and research by limiting validity and generalisability.  

Participants were recruited from one geographical region. Participants from different geographical 

regions may have different experiences and thus different unmet supportive care needs. Dorset, in 

general, is an affluent region. The participants in this MPhil study achieved a higher level of 

education than expected from a wider population of cancer survivors (ONS 2018; Foster et al. 2015). 

None of the participants interviewed expressed major financial concerns, which could be partly due 

to Dorset having a higher proportion of well-off elderly than the national average (ONS 2018; Dorset 

LEP Strategic Economic Plan 2018). This may not have been the case if another geographical 

location was sought. However, this study was funded to examine the QoL of survivors treated for a 

B cell malignancy in Dorset. It was a great idea to do an MMR study.  

Furthermore, the method of recruitment means there may have been different perspectives in the 

community of patients that may have not been included. QoL and unmet supportive care needs may 

be wide-ranging, which means that the experience of the disease, its treatment and adverse effects 

may differ across the various B-cell malignancies. This issue must be given due consideration when 

reviewing the findings of the study. 

One important issue is the potential for selection bias among patients who decided to participate in 

the study. A number of patients - 69 out of 200 approached had refused to participate. Therefore, the 

response rate for this study was relatively high but still only reached two-thirds (66%) of those 

invited to participate. Due to time constraints and potential to cause distress, comparison between 

respondents and non-respondents was not possible. It is possible that non-respondents experience 

different levels of quality of life, such as lower HRQOL, and this may have influenced the results of 

the present study.  Moreover, one of the problems common in any investigation of QoL in cancer 

patients, is the inherent sampling bias, in those only patients who have survived their treatment and 

who are well enough to participate are included in such studies. This may result in conclusions being 

made on the basis of unrepresentative samples. 

Another main limitation related to the sample size in Phase one of the study. The sample size of the 

participants with myeloma and Chronic lymphocytic leukaemia was too small to draw on some 

statistical interpretations. It was not possible to make any comparison between the QoL of these 

groups due to the small numbers of participants. 
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8.9.2 The study design 

Due to the cross-sectional nature of the study, it had not been possible to explore the changes in QoL 

over time as in longitudinal studies and this study design did not allow for causal inferences. This 

type of design does not provide a baseline measure from which to evaluate subsequent assessments. 

This made it challenging to accurately assess the extent to which impairments to QoL had resulted 

from patients' cancer or resulting treatment rather than from other extraneous factors such as another 

illness or life event. For instance, if a patient suffered heart disease or arthritis, it would not be 

possible to detect the extent to which this might have affected his/her QoL independently of his/her 

cancer or cancer treatment. It is possible that the participants’ mental status at the time of completion 

of questionnaires may have influenced their answers and the EQ-VAS scores. For example, if 

participants had trouble sleeping at night, or experienced fatigue or pain at the time of completion of 

questionnaires, this could have hugely influenced the answers. These symptoms may not entirely be 

related to the illness and its treatment. 

Based on the sample of 131participants in the quantitative phase of this research, the number of 

participants with MM and CLL was relatively small, not allowing for statistically significant 

comparisons of the QoL among the groups. Those with a diagnosis of any type of lymphoma were 

predominant in this study population, which may not be representative of the quality of life 

assessment of the smaller groups (CLL and MM).  

In addition, for the qualitative phase of the research, the interview participants included unequal 

numbers of men and women. The qualitative phase-only consisted of three women. It would have 

been beneficial if there were a gender balance in the cohort that was interviewed. The results from 

the qualitative phase may not entirely apply or are generalisable to women too due to the low number 

of women interviewed. The quantitative phase, however, comprised 60% men. It was interesting, 

especially that the number of men who volunteered to take part in the study was disproportionate to 

women. As the qualitative phase of this study only had a small sample of participants, 

representativeness and generalisability to other populations are not intended. Finally, this being a 

cross-sectional study, data was only collected at a one-time point.  

8.9.3 The study instruments 

The QoL questionnaires by the EORTC and the European Quality of Life Group focus predominantly 

on the symptoms of cancer overall and the side effects of its treatments. Although a set of QoL 

dimensions may occur in most survivors, the significance of each dimension may vary according to 

each individual and can change over time (Felce 1997). These questionnaires do not entirely address 

issues or concerns of survivorship. The questionnaires only gave patients a chance to answer pre-set 

questions and did not offer an opportunity to offer further explanation or areas they may have felt 

was missing which could influence their quality of life. From the MPhil thesis, it is clear that the 
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QoL questionnaires employed were designed to measure short-term QoL and mainly in patients on 

treatment and the qualitative enquiry, in addition, provided greater insight into the subjective 

experiences of the participants. 

Although these QoL questionnaires provide an overview of QoL in general, they do not provide a 

great understanding of the different aspects of QoL that may affect patients who have completed 

treatment for haematological malignancy. As the questionnaires capture the subjective experiences 

of patients, about their symptoms and functions, they may be interpreted in various ways; pain may 

be due to malignant disease or another co-morbid condition. Limitations in physical functioning can 

be attributed to age.  

Experiences of living following treatment for haematological malignancy, adjusting to a new way of 

life, enduring long-term changes and side effects of the malignancy and treatment could not be 

captured from these questionnaires. It was evident that these questionnaires did not carry relevance 

to this population of survivors. Alternatively, the EORTC-QLQ-C30 questionnaire does not 

necessarily differentiate between different cancers. They are highly specific for patients who have 

completed treatment for haematological malignancy. A validated questionnaire that explores in 

detail specific issues pertinent to survivors may have been immensely useful, but none was available 

at the start of the study. These issues warrant further investigation. Another consideration is the 

multiple significance tests and that differences have been found by chance. 

Co-morbidities of the interview participants were captured from their medical notes. It was not 

feasible to capture the co-morbidities of all participants in the first quantitative phase although that 

would have been helpful to have that information. Some of the responses to the questions may have 

been due to the presence of a co-morbidity rather than the illness or treatment side effects. Future 

studies must collect comorbidities to examine their association with cancer and QoL. However, the 

validity of self-reported comorbidities may be questionable (Katz et al. 1996; Sridharan et al. 2014). 

8.9.4 Patient involvement 

Patient and Public Involvement (PPI) has the potential to bring many benefits to research (REF).  

People affected by cancer may help improve the design and conduct of research work by 

understanding the realities of cancer and by offering new ideas and perspectives. At the time of 

writing the MPhil proposal, PPI had not come to the forefront in the way it has in the past decade.   

Despite missing out on PPI, this MPhil study has qualitative individual interviews-based element, 

hence the participants had clear opportunities to put forward their ideas, views, feelings, and 

perceptions on the topic of survival and anything else they believed to be relevant in this context.  In 

addition, there was a patient representative on the ethics committee when the proposal was being 

reviewed and approved. On reflection, if I were doing a similar study starting now, I would include 
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a patient involvement (PPI) early into the design and in the analysis to improve the quality and 

relevance of my work. 

8.10 Validity of the study 

In a mixed-methods study it is critical that each approach, - quantitative and qualitative, - meet the 

validity criteria specific to each data set. I have addressed this within each phase of the study in the 

thesis. However, Onwuegbuzie and Johnson (2006) argued that mixed methods studies require more 

than the usual validity check and claim legitimating checks should occur at each stage of the mixed 

methods process. They list a number of legitimating checks that should occur across the study. I have 

used this framework for mixed-methods validity, and the results of my appraisal, included in Table 

8-2, indicate that the validity has been appropriately addressed ad thought fully considered in the 

current MPhil study. 

Table 8-2 Typology of mixed-methods legitimation- (adapted Onwuegbuzie & Johnson 2006) 

Legitimation 

type 

Description (Onwuegbuzie and 

Johnson (2006) 

Description (A mixed methods sequential 

explanatory study to examine the QoL of 

haematological cancer survivors) 

Sample 

integration 

The extent to which the relationship 

between the quantitative and 

qualitative sampling designs yields 

quality inferences. 

Qualitative sample was drawn from the Phase 1 

quantitative sample. 

The qualitative interview questions were devised 

from information gathered in quantitative phase. 

Weakness 

minimisation 

The extent to which the weakness 

from one approach is compensated 

by the strengths from the other 

approach. 

The inherent weaknesses of quantitative data in 

Phase 1 were counter-balanced by qualitative data 

in Phase 2. The qualitative data added depth of 

understanding to quantitative data and helped 

offset the limitations of analysis due to a relatively 

small quantitative sample. 

Sequential Extent to which one has minimised 

the potential problem wherein the 

inferences could be affected by 

reversing the sequence of the 

quantitative and qualitative phases. 

The sequential explanatory design in this study was 

the best approach for exploring this phenomenon. 

The quantitative phase was used to direct and 

inform the selection of participants and devise 

suitable questions to explore in Phase 2. 

Paradigmatic 

mixing 

The extent to which researcher’s 

epistemological, ontological, 

methodological and rhetorical 

beliefs that underlie the quantitative 

and qualitative approaches are 

successfully combined or blended 

into a usable package. 

To fully explore phenomena (QoL in cancer 

survivors), it is difficult to adopt a singular 

approach in isolating the quantitative and 

qualitative data and attempting to assign meaning. 

It was rather viewed as a continuum and trusted the 

pragmatic approach applied and the interaction 

between the quantitative and qualitative 

approaches to bring out the strengths of each 

method and hence the overall MPhil study 

outcomes. 

Multiple 

validities 

The extent to which addressing 

legitimation of the quantitative and 

qualitative components of the study 

result from the use of quantitative, 

qualitative and mixed validity types, 

resulting in high quality inferences. 

In both quantitative and qualitative phases, relevant 

validity was addressed and achieved. Drawing the 

quantitative and qualitative threads together 

allowed for stronger inferences and added to the 

overall findings. The importance of the individual 

elements of the study was recognised, however, 

drawing them together has a synergetic effect. 
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8.11 Summary 

This chapter has discussed findings from this study.  The thesis demonstrated the significance of 

mixing both quantitative and qualitative data within a study to achieve greater meaning and 

effectiveness in the findings. The sequential, explanation of findings is important as it resulted in a 

deeper understanding of the QoL of adults who have completed treatment for haematological 

malignancy, mainly a B cell malignancy. This approach also enabled the identification of unmet 

supportive care needs in detail by interviewing some of the participants. The findings have been 

presented in light of current literature and landmark research dating back a few decades when 

warranted. This sequential, explanatory model has proved vital in the conduct of a mixed-methods 

study.  The qualitative approach providing a comprehensive understanding of the quantitative 

findings has significantly contributed to an enhanced outcome.  

To summarise, this is the first study to examine the QoL of survivors of haematological 

malignancies, and specifically of B cell malignancies, in England. This study makes it explicit that 

despite facing many challenges after completing treatment for a B cell malignancy, most people lead 

a relatively normal life and learn to accept limitations associated with age, their disease, and the 

effects treatment poses. The following chapter addresses the main strengths and limitations of the 

study, relevance of the findings to improve practice, implication of the findings for research and 

shaping healthcare practice. 

Despite the limitations imposed by the cross-sectional design, the specific characteristics of the 

sample and the specific study instruments, important research and practical clinical implications arise 

from this study.  These are further discussed in Chapter 10 Recommendations. 
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  Conclusion  

The thesis aimed to explore the QoL of haematological cancer survivors and identify specific unmet 

supportive care needs that are relevant to haematological cancer patients via a series of research 

questions: 

1. What is the meaning QoL of survivors of adult haematological malignancies? 

2. What is the impact of selected demographic variables on the QoL of survivors of 

haematological malignancies (e.g., employment, education, living arrangements, gender, 

and age)? 

3. What are the factors that influence that QoL? 

4. What are the unmet supportive care needs in adult survivors of a haematological 

malignancy? 

 

With a growing number of people surviving cancer, there is an increasing need to understand the 

issues of survivorship. This chapter draws the key conclusions from both the quantitative and 

qualitative and integration the findings of this thesis. It addresses the strengths and limitations of the 

study. It also proposes recommendations for future research, education, and clinical practice. This 

chapter has also provided an opportunity to reflect on the role of the researcher in ensuring good 

quality research, the positive aspects and challenges encountered while undertaking the research and 

what worked well and didn’t work well. As this MPhil study was conducted in the south of England, 

this in itself was a limitation (see Section 8.7).  This particular part of the UK has a relatively high 

proportion of older people and at the same time it is one of the more prosperous regions in the 

country. 

The quantitative findings showed that men and those in employment who have completed treatment 

for a haematological malignancy reported better QoL than women in this study. Women reported 

lower physical functioning, more pain and, less sleep when compared to men. Age had a significant 

negative correlation with global QoL, physical and role functioning so that the older the participant 

the greater the impact. Issues such as this need to be addressed when planning long-term survivorship 

care as it must be tailored to suit individual needs and gender differences. With the gender differences 

in QoL identified, different clinical approaches are warranted in male and female survivors. These 

different approaches may enable healthcare providers to provide tailored patient-centred treatment 

modalities to optimise outcomes and improve QoL.  

To provide ongoing support and set up robust systems in the cancer care pathway, it is very important 

to understand the experiences of these survivors and the possible long‐term effects, the malignancy 

and its treatments entail. Assessment at an early stage will prepare healthcare providers to determine 

the level of support each patient may require in the survivorship phase. To optimise QoL for these 

survivors, healthcare services must focus and target the disease and treatment associated sequelae 
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that may influence a patient in the survivorship phase. Structured survivorship care models can be 

implemented to further enhance the quality of life of these survivors.  

Patients’ needs and concerns may change along their cancer spectrum. It is important to utilise 

assessment tools that report the concerns of survivors and enable conversations with healthcare 

providers with “care planning,” continued communication between primary care physicians and 

haematologists, access to health and well‐being services are recommended as the optimal approach 

in delivering personalised survivor care. A further validated questionnaire that specifically addresses 

needs pertinent to survivors of a haematological malignancy is required. These questionnaires will 

facilitate the capturing of such needs and may enable the development of care models. This study 

warrants the investigation of a systematic long‐term follow‐up care model in larger studies. Specific 

exercise programmes may be developed to improve physical functioning and other related 

interventions or measures to enhance better sleep and reduce pain. Structured survivorship care 

models can be implemented to further enhance the quality of life of such survivors. A further 

validated questionnaire that specifically addresses needs pertinent to survivors of a haematological 

malignancy is warranted. These questionnaires will facilitate the capturing of such needs and may 

enable the development of survivorship care models. This study warrants the investigation of a 

systematic long-term follow-up care model in larger studies. 

Health care providers must identify unmet supportive care needs in patients receiving or having 

completed chemotherapy for haematological malignancies to enhance their quality of life post-

treatment. Health Education England (2018) recognises the cancer specialist workforce to grow. 

Supporting people to live with and beyond cancer is one of their Cancer Taskforce Strategy’s four 

key goals to be delivered by 2021. Health Education England (2018) is committed to improving 

working practices and introducing new skills and productivity measures. This, in turn, will certainly 

improve patient outcomes (Oberoi et al. 2017). 

9.1 A personal reflexive account   

Reflexivity relates to thoughtful, self-awareness of the researcher’s experiences, reasoning and 

overall impact throughout the research process. The qualitative methodology gives primacy to 

openness, closeness and distance, construction and situating of knowledge, trustworthiness and 

integrity and ethical dilemmas (Dahlbery et al. 2008; Kvale and Brinkmann 2009). It is the process 

of conscious self-reflection of social and cultural background, personal and professional experience 

and assumptions and values that might impact the research process (Hennink et al. 2010). In this 

thesis, reflexivity is an important element of where the researcher is located from her study and 

whether this location could have affected the data collection, analysis, or reporting.  Apart from the 

process of self-reflection described in this thesis the researcher was assisted in her reflection through 

discussions with her three supervisors who has a professional background in (1) nursing, (2) 
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medicine/haematology, and (3) social sciences/sociology.  The supervisions meetings facilitated and 

supported my reflective approach. 

Following the completion of my nursing degree from India, I was employed as a nurse in the field 

of haemato-oncology in India and pursued a career in clinical research in haematology. I have 

worked in a few hospitals in the UK. During this time spanning over two decades, I have gained a 

considerable amount of experience in studying the different haematological malignancies and 

experiences patients go through.  There have been particularly challenging and distressing times 

when patients have gone through intensive treatment and are experiencing awful side effects. I had 

developed expertise in a highly specialised field such as haematology oncology nursing and was 

intrigued to explore the quality of life of these patients’ following completion of treatment. 

Prior to embarking on a MPhil, I was working as a senior clinical research nurse in the field of 

haemato-oncology for almost four years. I had completed my master’s in advanced nursing and 

wished to pursue my education further. I was always intrigued to explore the lives of patients who 

were treated for a haematological malignancy and wondered about their lives following treatment. I 

have seen many patients in the clinic during this time, many of whom were still alive and some sadly 

no more. Of the ones who were alive, some of them were cancer-free but with physical limitations, 

which resulted patients mobilising in wheelchairs most of the time or not being able to function 

effectively.  

It was during this time that I saw an advertisement at Royal Bournemouth Hospital for a haematology 

research nurse to pursue a MPhil in parallel. I was successful in securing this position and since then 

worked on my MPhil one day a week for many years. The idea behind this role developed following 

discussions between the specialists in the cancer services with a concern that there was a huge gap 

in the service for those patients who were diagnosed and treated for haematological malignancy in 

the post-treatment phase. 

My role as a senior research nurse at the time of the MPhil study entailed working across all three 

hospitals across Dorset that treated patients with haematological malignancies. Working as a 

research nurse and having submitted numerous research applications to the institutional review 

boards enabled the process of submitting my MPhil research application for ethics approval slightly 

less challenging. 

The practice of self-reflection is a key aspect of ensuring quality and rigour in qualitative research 

(Richardson 2000; Tracey 2010). This attribute contributes to transparency in practice and enables 

the researcher to further develop their skills and reflect on areas that need improvement.  

The researcher plays an active role in the research process. We, the researchers, ask the questions, 

set the tone of the interview and address questions or issues raised by participants during the 

interview. To a certain extent, the personal and professional experiences of the researcher and beliefs 
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would have a certain impact on the interview. It is not possible to remain completely objective 

throughout the process. Knowledge and interpretation of data are jointly produced through the 

research-participant dialogue and not just through the collection and analysis of data (Manderson et 

al. 2006). 

Reflexivity suggested that the researcher had a dual role, as both an ‘insider’ and an ‘outsider’, during 

data collection (Roulston 2010). My insider knowledge of issues affecting individuals’ undergoing 

treatment for a malignancy was gained from personal experiences of friends and close family being 

diagnosed and treated for the same. As a practising nurse, I was deeply aware of the personal 

struggles and challenges they face while trying to adjust to a diagnosis, treatment and subsequently 

living with cancer. 

As an outsider, being a cancer nurse and having spent many years caring for patients with 

haematological malignancies, I was able to understand the impact of treatment on the individual and 

the families and this helped me to deal with, and support, patients in a sensitive manner. As a 

researcher, it enables an interpretive outlook that aids the exploration of the meaning cancer 

survivorship. In addition, I had not known any of the research participants prior as I had just started 

a new role in the three Dorset hospitals and all participants recruited to the study were following 

treatment completion. Although none of my participants had experience in being interviewed for 

research before, they agreed to have the interviews recorded.  

I am now committed to the importance of reflexivity and reflection as a crucial component of the 

researcher role (Attia and Edge 2017). Reflexivity is a continual process that assists the researcher 

to raise their awareness of their role in the research process and vice versa (Mann 2016). To be 

reflective requires the researcher assume a stance of ongoing questioning or inquisitiveness 

throughout the entire research process which leads to a greater sense of self-awareness (Usher, Kim 

& Holmes, Colin 2014) and a deeper level of meaning-making throughout the research process 

(Haynes 2012).  

9.1.1 The dual role of researcher and registered health professional: professional boundaries 

I think it is important to be open and honest about my experiences to be reflexive about my role as a 

practitioner and researcher. Ryan and colleagues (2015) in their paper ask midwifery practitioners 

engaged in research about ethical dilemmas that may arise. It is important that I acknowledge it as 

that would be me being honest and true to my work. Although nurses are governed by their 

professional code of conduct (NMC 2008), their role as a nurse must override their role as a 

researcher and their duty of care must come first (Rogers 2008; Henry and Chan 2010). 

The interview process can be impacted by the beliefs, understanding and views of the researcher. 

These experiences and views may arise solely from a theoretical or work standpoint. This was not 
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entirely the case with me. I had two friends and a member of the family affected by cancer before 

and during my research study.  

Firstly, a close friend of mine was diagnosed with acute lymphoblastic leukaemia and sadly died 

within a year of being diagnosed. There were numerous occasions when I nursed him during his 

treatment. That was quite a challenging journey and had left a void that cannot be filled. Secondly, 

an aunt of mine was diagnosed with breast cancer; however, her experiences of cancer and treatment 

were very different. She is alive with minimal late and long-term effects of the disease and treatments 

as of this day.  

During the latter phase of this study as I was writing up, another close friend of mine was diagnosed 

with metastatic breast cancer with a very poor prognosis. To this day, she struggles with the side 

effects of the illness and treatment. She is a young widow with a child. Despite living through life as 

a widow in a society where a vast majority still view it as a stigma coupled with cancer which was 

not disclosed too many around her (Harding et al 2019). It was indeed traumatising to watch her go 

through this. 

The above-mentioned experiences undoubtedly had a huge impact on my thoughts and feelings. 

What I, bring to this research work and the lens through which I view it, are forever bound to my 

own experiences, thoughts, and feelings. To be fully reflexive, and to be honest about my role as a 

researcher, it is crucial to acknowledge and be open and honest about my own experience of cancer. 

To ignore, or disregard this would be, I believe, untrue to my work. 

It enabled me to take a completely different perspective and reflect on what the participants had said 

during the interviews. The above experiences helped me to be more empathetic. It also enabled me 

to be a good listener and pay attention to the narratives of the interviewees. Some of the participants 

were very positive and considered their experience of cancer and treatments very positively. I was 

able to resonate with this, as my friend remained extremely and consistently positive too. She wanted 

to overcome this hurdle for the sake of her son, as she was his only living parent. I was also able to 

reflect on some of the feelings that the participants talked about; unfairness, fear, the uncertainty of 

the future, developing a positive outlook towards life, gratitude and related this to my friend’s 

situation. 

9.1.2 Interviewer – participant relationship 

The participants were generally very positive and willing to take part in the study. I was able to forge 

positive relationships with them. In qualitative research, it is important to forge relationships with 

participants and this was the case in my fieldwork in this study. The resilience experienced by the 

survivors was a true inspiration to me during the interview process. In a study by Derrett and Colhoun 

(2011), interviewers were able to enhance positive relationships and share positive aspects of 

conducting interviews with their patients on a longitudinal study.  I was able to establish a similarly 
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good rapport sooner and therefore there was a connection made by the time the interviews ended. 

The quality of this connectivity depends on the researcher’s ability to pay close attention to signals 

exhibited in terms of thoughts, actions, feelings, and words. Words alone are not completely capable 

of describing patients’ experiences (Ronsholdt et al. 2013). 

Qualitative research has long recognised the significance of the relationship between an interviewer 

and participants in a study (Broom et al. 2009; Derrett and Colhoun 2011) and this was the case in 

this fieldwork. The nature of relationships between an interviewer and participant is pivotal in the 

whole process of conducting qualitative interviews. The interviewer is hugely responsible for the 

outcome of the data collection (Simon et al. 2006; O’Brien et al. 2006; Derrett and Colhoun 2011). 

The effectiveness of an interview dialogue results from the ability of the researcher to achieve 

connectivity. This is characterised by insight, compassion and understanding of a participant's 

experience of their situation, intentions and statements and the researcher’s reflections of the 

dialogue, approach to the topic and participant (Jacobs et al. 2017). 

9.1.3 Discussing sex 

The gender dynamic between interviewer and interviewee is pertinent when it comes to discussions 

around sex. One of the biggest challenges for interviewers when discussing sex is to create a 

favourable environment that enables participants to have frank disclosures about their sex life 

(Maleki et al. 2021). The topic of sex is not something most people would feel comfortable doing or 

will do spontaneously in an interview setting. Disclosing of highly intimate and sensitive information 

can be challenging. It could be argued that this is particularly true to this study cohort, given their 

age. Conversations about sex from a young age with the current generation may be normal and 

accepted. For older adults, their view on sex, sex education and access to sexual stimuli may be very 

different. 

Although I have had discussions around sex with my patients as part of my work, it was usually 

initiated by the patients in a particular context. This was the first time, I had to voluntarily bring 

about the topic of sex with my participants. Although I was slightly uncomfortable raising this in my 

last question section of the interviews, I was aware that I must approach it the right way so as not to 

make them feel uncomfortable or become embarrassed. Most of the participants were able to laugh 

and make a joke about their sex life, with some commenting that they don’t even remember what 

that was. This somewhat eased and minimised any tension in the room. 

Although it is important in qualitative work to build rapport and trust with a participant, it is equally 

important, I believe as a researcher to push beyond the surface conversation and explore issues which 

may not be easier to talk about or discuss in a casual manner. However, with practice making perfect, 

I gathered that with the third interview, I was learning to tackle the situation better and able to have 

discussions with ease which also made the participants comfortable. I feel further probing into sexual 
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function could have been done. This could have offered further insights into identity changes as a 

result of cancer and its treatment, and perhaps the relationship between port traumatic growth, 

identity shift and QoL. 

9.1.4 Dealing exclusively with the participant during interviews 

This posed a slight challenge while undertaking some of the interviews. On some occasions, the 

partner or spouse would sit in with the participant and add to the answers. This, I had observed made 

some participants slightly uncomfortable. It also made me reflect on the authenticity of the data 

collected as the answers may have been influenced by the family member seated beside them, even 

when they sat quietly beside the participant and did not actively participate in the interviews.  

Participants could have given mixed responses to the researcher in the presence of a family member. 

This is also found in the literature (Derrett and Colhoun 2011; O’Brien et al. 2006) whereby the 

participants would have been uncomfortable in talking about some of their experiences especially if 

the information disclosed was sensitive. 

9.1.5 What I might have done differently 

Comorbidities: They may have a significant impact on the QoL in long term cancer survivors. 

Studies in colorectal cancer survivors (Cummings et al. 2018) and breast cancer survivors 

(Scoormans et al. 2015) have found that comorbidities were correlated with a decrease in QoL. QoL 

was found to decrease overtime despite the comorbidities remaining constant. It was not possible to 

capture the comorbidity data on all participants during Phase 1 of this MPhil study. If I were to repeat 

this study, I would endeavour to streamline a process of capturing comorbidities for those who 

participate in the quantitative phase and also on those who decline to participate in the study. The 

reasons for non-participation are informative for future research. 

Gender distribution: This MPhil study had recruited more male than female participants. If I were 

to conduct a similar study again, I would try to ensure that there is a more equal representation of 

both genders in the study cohort.  I would try get PPI involvement early on to get patients’ views on 

how to appeal to and recruit more female participants. 

Long-term cancer survivorship: It is evident that QoL continues to be significantly impacted in long 

term cancer survivorship (Firkins et al. 2020; Thong et al. 2019). If I was to repeat this study, I would 

endeavour to spend time exploring the QoL and the impact of treatments on the different 

haematological malignancies over a period of time. To improve the QoL and experience of patients 

with cancer, a deeper understanding of the long-term impact of cancer on these survivors is vital 

(Firkins et al. 2020). 

 

 



134 

 

9.2 Key contributions 

The study findings add an important consideration to research into haematological cancer survivors. 

This research is original for the following reasons: 

• The study was representative of an ageing population with haematological malignancies of 

the whole of the UK. 

• This study was the first of its kind to be undertaken in a population of people who had 

completed treatments for haematological malignancies in Dorset. 

• This study contributes and adds value to the methodological advancements of MMR. The 

research study has created a better understanding of both MMR and QoL research. 

• The data from the qualitative phase provides a detailed description of the reasons behind 

participants’ symptoms and lived experiences with haematological cancer survivorship. 

 

In light of these key contributions, the next chapter offers recommendations for clinical practice, 

research and education. 

9.3 Conclusions in the context of living with and beyond cancer 

Living with and beyond cancer has become a key topic of interest in cancer experience research 

(Cavers et al. 2020). It is evident that the rise in survival rates is largely due to the increase in 

improved treatment modalities and improvement of targeted treatments such as immunotherapy 

which has resulted in increased life expectancy of cancer patients (Foster et al. 2018). This coupled 

with early detection and varied treatment options will result in the number of long-term cancer 

survivors world-wide (Firkins et al. 2020). Cancer survival is embedded in the context of an ageing 

society, with the number of UK residents over 65 predicted to rise to 26% of the total population by 

2041, compared with 15.8% in 1991. Therefore, more people are living with and beyond cancer 

(ONS 2018). These people experience a range of health and social care needs which are often 

complicated by comorbid conditions (Harrison et al. 2011: Corner et al. 2013). As a result, this poses 

challenges to the already stretched healthcare system in the UK. As the number of cancer survivors 

continues to grow, QOL will continue to be a key concern in understanding the long-term impact of 

cancer and its treatment on survivors. 

A growing body of research is being developed around the psychosocial needs of those living with 

and beyond cancer (Harrison et al. 2011; Adams et al. 2012; Watson et al. 2011; O’Brien et al. 2011). 

The findings of this MPhil study clearly align with the top ten priorities of the NCRI (National 

Cancer Research Institute) Living With and Beyond Cancer Research Initiative 

(https://www.ncri.org.uk/lwbc/#lwbc_questions) and the James Lind Alliance 

(www.jameslindalliance.co.uk) who have taken significant efforts in setting research priorities in 

these areas. Improved coordination of care for people with complex health needs was identified as 

https://www.ncri.org.uk/lwbc/#lwbc_questions
http://www.jameslindalliance.co.uk/
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priority number three of the initiative. This was one of the major findings of this MPhil study where 

cancer survivors expressed the need for better care coordination in the post treatment phase. 

Throughout my time as a MPhil candidate, I have attended and presented at many conferences within 

the UK and abroad. I was a recipient of the Winston Churchill Travel Fellowship, which enabled me 

to study survivorship care models in well-established cancer centres in Australia and Canada. A 

fellowship received through Santander Bank also enabled me to carry out the same observation at 

the Yale Cancer Survivorship Clinic. I have also submitted and published the following with my 

supervisors (see Appendices 17 and 18). 

Publication:  

Table 9-1: Declaration by candidate 

Thesis Article Impact 

factor 

Publication details Author contributions 

Findings: 

Quantitative 

results 

Quality of life of 

survivors of adult 

haematological 

malignancy 

2.421 

 

Published 

 

European Journal of 

Cancer Care 

Dr J Hunt 

Prof E van Teijlingen 

Dr H McCarthy 

Dr Z Sheppard 
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 Recommendations 

This thesis aimed to explore the QoL and identify specific unmet supportive care needs that are most 

pertinent to patients who have been treated for haematological malignancies. This final chapter will 

bring together these findings, explore how they may add value to national initiatives, and affect 

clinical practice, future research, and education. 

When some of the participants who did not return the QoL questionnaires were contacted by phone, 

they stated that they were either unwell or were not interested. It was not possible to contact some 

of the others over the phone to clarify reasons for non-participation in the study. Valuable 

information could have been gathered from the non-respondents as they may have had other 

underlying causes that stopped them from participating in the study. Some participants who provided 

valuable information on the questionnaires refused to take part in the qualitative interviews as they 

were not mentally prepared or physically able to sit through an interview. It would have been 

beneficial to explore the QoL of these non-participating survivors to identify and address any unmet 

supportive care needs. However, there was no time available nor were there resources to add this 

aspect to the MPhil study. 

Another limitation was that the sample size in the qualitative phase was small.  This may limit the 

generalisability of the study but the aim of qualitative research is not to seek representativeness of 

data but to highlight any phenomena or issue that the survivors may express relating to the quality 

of lives post treatment. The participants were interviewed only once. Repeated interviews at specific 

time points in the survivorship phase would have better highlighted issues and unmet needs over a 

period of time.  Again, there was no time nor were there resources available to add such longer-term 

aspect to the qualitative phase of the study. 

10.1 Implications for clinical practice 

The findings of this study, from a clinical perspective, provide valuable information for both 

healthcare providers and future patients who have survived haematological malignancies. With 

advances in treatment and improved survival rates, it is evident that patients are living longer than 

in the recent past, and this increase in these figures is only predicted to rise (Maddams et al. 2012). 

Consequently, cancer overall is being increasingly recognised, especially in high-income countries 

such as the UK, as a long-term condition rather than an acute one. Therefore, it is pivotal that the 

supportive care needs of these cancer survivors are addressed over a period prospectively rather than 

just in the acute treatment and recovery phase.  

As discussed in Section 7. 3, this MPhil study has shown that survivors of a haematological 

malignancy experience problems with their physical well-being; psychological well-being and long-

term supportive care needs that are challenging to deal with in the post-treatment phase. Whilst QoL 

questionnaires such as the EORTC-QLQ-C30 and EQ-5D-3L capture vital information during and 
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immediately after treatment, the contents of these questionnaires are not entirely suitable or relevant 

for survivors. They do not provide valuable and relevant information on the long-term needs of 

cancer survivors. In my role as a nurse researcher, I am aware that there is yet to be a validated 

survivorship questionnaire to be developed for patients who have completed treatment for 

haematological malignancies. It is recommended that we have one to precisely capture issues related 

to survivors and their QoL. 

The key findings from the quantitative phase of this study (see Section 6.3) found that increasing 

age, unemployment, being a woman and reduced physical activity were associated with reduced 

QoL. A high proportion of participants in this MPhil study reported problems with mobility (35.4%), 

usual activities (35.9%) and pain/discomfort (38.5%). This, in turn, may cause emotional and 

psychological distress with some undergoing significant personal and cognitive changes following 

completion of all treatments for a B cell malignancy. 

To address the above problems, it is important to provide ongoing appropriate support and set up 

robust systems in the cancer care continuum. It is pertinent that health care providers understand the 

experiences of these survivors, the possible long-term effects of the malignancy, and what its 

treatment entails. Educating healthcare professionals in their undergraduate degrees to identify and 

address late effects, much earlier on in the treatment phase, will enable them to make better clinical 

decisions, provide optimal support and offer help appropriately in the post-treatment phase. This 

help and support could then be tailored to suit individual patients’ needs.  

Tailoring self-management to individual needs will enhance engagement of patients in achieving 

their goals. This, in turn, will enable patients to be prepared from the early stages of their survivorship 

journey at the outset of treatment, alleviate a lot of their anxieties and distress, and address many of 

the uncertainties. Tailored self- management programmes would benefit the survivors and the health 

care system in reducing the burden in terms of cost and other resources. Assessment of potential 

supportive care needs at an early stage will prepare health care providers to tailor the individual the 

level of support each patient may require in the survivorship phase. Enhanced and continued 

communication between the clinicians and general practitioners may make the transition from being 

an active patient to a survivor seamless for patients. 

It is important to understand where patients’ expectations of needs to be addressed lie and where 

improvement to service provision can make that difference and meet the need to optimise outcomes 

and QoL. This MPhil study identified three major unmet supportive care needs: (1) a strong desire 

for participants to maintain contact with health care providers, (2) fear of disease recurrence and, (3) 

uncertainty about the future (Section 7.3.4). Understanding these unmet needs of cancer survivors is 

essential to inform health service planning and optimise cancer survivorship care. One of the 

important messages from these results was mental framing.  Many of the participants were able to 

cope with the distressing side effects of the malignancy and its treatment by keeping a positive 
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outlook and attitude and adapting to its long-term impacts. The above findings provide vital 

information for areas of improvement in the supportive care services and tailored survivorship care 

for this heterogeneous group of cancer survivors. Providing targeted education and tailored cancer 

survivorship services to survivors is crucial to optimise their quality of life. The tailored follow-up 

care will enable the identification of patients who need frequent contact from healthcare providers 

and this pathway may make the transition from an active treatment phase to the survivorship phase 

seamless. 

Service providers can generate local information by routinely assessing the unmet needs of their 

patients. This can result in the development of recommendations regarding optimising the allocation 

and delivery of health care resources (Asadi-Lari et al. 2004). It is advisable to encourage healthcare 

providers to routinely assess supportive care needs and QoL comprehensively for patients during 

and after treatment to provide a timely response to their needs and enhance their QoL. 

This study offers a strong base for the development of interventions to address individuals’ specific 

unmet supportive care needs. This study demonstrates the importance of timely rendering of support 

services to enhance the physical and psychological wellbeing of the survivors, which will help them 

in adjusting to a new phase in their life. The definition of cancer survivorship has been extended 

from the time of diagnosis and now predominantly emphasises the post-treatment phase (Hewitt et 

al. 2006). This is because cancer survivors may experience a range of late and long-term side effects 

of the illness and treatment, which may have a huge impact on their QoL (McCabe et al. 2013; Ness 

et al. 2013). Therefore, support services could be initiated towards the end of the treatment phase to 

make the transition to the post-treatment phase seamless. The reported QOL was better in the results 

of this thesis for patients beyond two-and-half-years post-treatment. There is now a move nationally 

for early discharge from follow up at two years for example for high-grade lymphomas. 

Certain issues may arise when patients have been treated intensively in an outpatient unit to then 

going onto three monthly routine clinical follow up. This long-term adjustment process will certainly 

ensure a better QoL. There are several resources in Dorset-Dorset Community Transport and 

nationally Maggie’s cancer services could link in with the cancer charities to optimise available 

support. This difference may enable health care providers to tailor interventions according to 

individual patients to enhance their QoL. 

To address the above, a workable survivorship care pathway could be defined to enable patients to 

transition from the haematology service to the survivorship service. A survivorship clinic embedded 

within the oncology services could be set up to address the late and lingering effects of the illness 

and treatment. This could be achieved by an individualised survivorship care plan to optimise the 

health and wellbeing of survivors through health education, integrative therapies etc. Such a 

programme can be run successfully only when there is institutional support, strong leadership and a 

model that would suit the population the hospital serves. It is important to have a dedicated team of 
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haematologists, primary care physicians, specialist nurses, coordinators, psychologists, integrative 

therapists to enable the smooth running of the programme. For such a programme to be successful, 

it is important to instil confidence in patients that it could be easily accessible and for haematologists 

to transfer patients to this programme seamlessly. Haematologists also should be assured of the 

quality of the programme whereby patients will be under strict surveillance and have access to 

integrative therapies to minimise symptom burden. 

The findings from this study could also add value to initiatives such as the Living with and beyond 

cancer programme run in collaboration between NHS England and Macmillan Cancer Support 

(2014). These findings would certainly complement and provide evidence for the ongoing needs of 

cancer survivors alongside the above-mentioned initiatives.  

10.2 Implications for research  

Findings from this study suggest that further research is required. Research into how individuals and 

families adapt successfully to the diagnosis and treatment of a haematological malignancy is crucial. 

Further research is required to be undertaken to determine effective strategies to optimise QoL in 

such survivors.  

First, enhancing the sample size would prove beneficial to be undertaken as the sample size was 

representative of three haematology cancer treatment centres in Dorset, UK. Secondly, service 

providers may vary between centres in other locations and other parts of the country. The larger 

sample size for the quantitative phase would have been more beneficial to produce statistically 

significant results between participants with different haematological malignancies. The larger 

sample size would have enabled to accommodate other acute haematological malignancies and 

patients who have undergone peripheral stem cell transplantations, as patient outcomes may be 

different for these different groups hence resulting in the assessment of different unmet supportive 

care needs too. 

Treatment modalities may have a significant impact on long-term QOL in cancer survivorship and 

should be further studied (Firkins et al. 2020). It is important to consider the impact of treatment 

modalities on long-term QoL in cancer survivors and these individuals are living longer due to the 

availability of more treatment options. It would be immensely useful to undertake a longitudinal 

study with the same sample that was collected for this MPhil study. Being able to compare results 

over time would allow us to have a more definitive idea about the impact of haematological 

malignancies and their treatments on these adults. Particularly taking into account the demographics 

of the population, it would be useful to explore the changes in health and attitudes over time for older 

adults using longitudinal studies.  

As discussed in Section 2.4, patients treated for B-cell malignancies may experience late and long-

term effects of the illness and its treatments (Moore 2014; Hess et al. 2011). Over a period as people 
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get older, some of the effects of treatment may become more distressing and affect their ability to 

cope with daily living. Being able to compare results over the years would allow a comparison 

overtime that could give a more definitive idea of the impact cancer has on older adults, particularly 

as health and attitudes change over time, along with the outcomes of cancer. 

This study has identified and highlighted specific unmet supportive care needs in survivors of B cell 

malignancies such as loss of continued contact with health care providers, fear of disease recurrence 

and uncertainty about the future. Further research is needed to determine the prevalence of unmet 

supportive care needs, which are specific to this group of survivors. Survivors of haematological 

malignancies have common, ongoing unmet supportive care needs that are yet to be addressed. While 

unmet supportive care needs relating to physical matters or the burden of disease may decrease over 

time or following treatment completion, the emotional burden of the disease and the uncertainty of 

the future and fear of disease recurrence remain.  

Currently, not all survivors of haematological malignancies receive continuous support that is 

appropriate to address their supportive care needs from the hospital they have received treatment 

from. However, not all patients would desire to receive ongoing support, but for those who require 

them or express a need to receive such support, it would be beneficial to formalise post-treatment 

care and receive input from experienced healthcare providers. 

 In order to understand differences in QoL and associated factors, it is important to undertake a 

similar study with a large quantitative sample to undertake further analysis especially to explore the 

differences in QoL and the factors that contribute to a better/poorer QoL amongst the different groups 

such as MM, CLL and lymphomas. Very few mixed methods studies have been conducted in the 

field of QoL in haematological cancer survivors. Further mixed methods study on a larger scale in a 

diverse population will be highly recommended in the area of QoL in haematological cancer 

survivors. Studying some of the less common haematological malignancies and the cancer-related 

events on an international collaboration would facilitate increased power (Rowland et al. 2013). 

This study identified positive life changes that were common among participants that included trying 

to keep fit, adopting healthy lifestyles, having a positive outlook towards life, developing a sense of 

gratitude, demonstrating an act of kindness, enhanced relationships with family and friends. 

Participants tried to exercise and perform small chores around the house and garden to keep 

themselves fit. Enhanced physical functioning is also known to improve psychosocial outcomes in 

cancer survivors by relieving stress/anxiety symptoms (Ilie et al. 2019). Royal Bournemouth 

Hospital has established a tailored exercise programme for cancer survivors following completion 

of treatment called BACSUP (Bournemouth after cancer survivorship exercise programme) which 

has demonstrated positive outcomes for patients who took part in it. Such a tailored exercise 

programme could be rolled out to the rest of Dorset to optimise outcomes and improve QoL. 
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Integrative oncology, a combination of conventional oncology along with evidenced-based 

complementary treatment approaches, is an emerging field (Cramer et al. 2013; Dobos et al. 2013; 

Dobos et al. 2012). Mind-Body Medicine, an important category of complementary and alternative 

medicine interventions, is defined as “practices that focus on the interactions among the brain, mind, 

body, and behaviour, with the intent to use the mind to affect physical functioning and promote 

health” (NCCAM 2019). This includes lifestyle topics to enhance a person’s capacity for self-care, 

such as exercise, nutrition, relaxation, and self-help strategies (NCCAM 2019). Previous work has 

demonstrated that mindfulness-based interventions in cancer survivors have improved QoL, mental 

health and cancer-related symptoms (Dobos et al. 2015; Bussing et al. 2009). Such interventions 

could be incorporated into the survivorship programme for cancer survivors. 

It is vital that funding is streamlined nationally into cancer survivorship research. This is of particular 

importance due to the growing number of cancer survivors, the increase in the developments of 

treatments and the lack of QoL measures for surviving cancer patients.  It is important to research a 

collaborative partnership with the involvement of key stakeholders to establish robust pathways and 

also undertake population-based observational studies in an unselected group of patients (Lagergren 

et al. 2019). 

Further longitudinal studies are needed to clarify how patients treated with chemo and chemo 

immunotherapy for haematological malignancies experience impact on their sexuality, body image 

and HRQoL. More knowledge is also needed to explore how these concepts relate to and influence 

on each other. Multicentre studies are needed in order to obtain a sufficient number of patients. 

Studies focusing on sexual relationship are needed from both patients’ and partners’ perspective in 

order to identify the need for support. More research is needed in order to explore the impact and 

potential moderators of long-term cancer survivorship on QOL. It is crucial in implementing a 

collaborative, multidisciplinary methods approach in exploring long term survivorship care. 

10.3 Implications for education 

The National Health Service (NHS) is paving the way in recognising QoL outcomes in cancer care 

as important to that of survival (NHS England 2019). Given the current context of healthcare in the 

National Health Service in England, the development of novel approaches and pathways to focus on 

the care of cancer patients in the post-treatment phase may optimise outcomes. This will certainly 

improve the QoL of the survivors ensuring quality and cost-effectiveness for the future. There is a 

massive trend for early discharge from oncology/haematology clinics- but that aligns well with a 

strategy to optimise “living well with cancer”. Rather than follow up patients with haematology 

consultants, patients could go into a “cancer survivorship pathway which includes a tailored exercise 

programme, mindfulness, support group meetings and late effects clinics. This strategy links in with 

the tailored cancer survivorship programme embedded within the oncology/haematology clinical 

service proposed in Section 10.1. 
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Major themes around physical wellbeing, psychological wellbeing and maintaining independence 

emerged from the qualitative findings. Loss of continuing connection with health care professionals 

in the post-treatment phase, fear of disease recurrence and uncertainty about the future emerged as 

major unmet supportive needs in this phase of the study.  

Finally, the study demonstrated the effectiveness of choosing a mixed-methods approach in studying 

a complex phenomenon such as QoL and identifying unmet supportive care needs in a cohort of 

patients who have completed treatment for a B cell malignancy. This study overall has provided 

useful and significant information on the QoL of haematological cancer survivors and unmet 

supportive care needs that persist in the post-treatment phase. It has brought to our attention the 

importance of enhancing the QoL of those diagnosed and treated for haematological malignancy. It 

has highlighted the implications a haematological malignancy and its treatment can have on an 

individual. The study findings add to the growing literature on Quality of life and survivorship and 

unmet supportive care needs in a haematological malignancy setting. Intervention studies evaluating 

education and training in communication for nurses are needed to develop their skills in 

communicating sensitive issues. 

10.4 Summary of thesis     

Cancer survivorship is a complex and multi-faceted experience that one study cannot hope but simply 

touch upon the challenges that cancer survivor’s experience. The study aimed to examine the QoL 

of people who had completed treatment for a B cell malignancy and identify unmet supportive care 

needs. The thesis presented a review of the literature with historical data, which is important as it 

highlights the paucity of literature in survivorship research and how survivorship care and research 

has gained significant importance. 

A detailed account of the methodology of the study has been presented including the specifics of the 

quantitative and qualitative phases of the study. To maximise the data collected and to provide a 

complete picture of the experience of the QoL of survivors of a B cell malignancy and identify unmet 

supportive care needs, the mixed-methods sequential explanatory design was selected as it deemed 

to be the most appropriate way to conduct the study. 

The qualitative phase of the study helped answer questions that arose from the quantitative phase. 

The findings from the quantitative phase enabled us to disentangle some of the questions and issues 

around unmet supportive care needs following treatment completion for a B cell malignancy. Most 

importantly, the study demonstrated that although patients with haematological malignancies 

undergo treatments and are left with debilitating symptoms, which may disrupt their day-to-day life, 

there was a lot of positivity found in those patients. Despite negative experiences, they were able to 

find strength and positivity in overcoming these experiences. 
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With the continued increase in early detection and cancer treatment modalities, the number of long-

term cancer survivors will continue to increase worldwide. With this steady rise in the number of 

cancer survivors, QoL will continue to be a key concern in understanding the long-term impact of 

cancer and its treatment on survivors. More research is needed in order to explore the impact and 

potential arbitrators of long-term cancer survivorship on QoL. 

This study, in conclusion, has demonstrated that the survivors of a haematological malignancy have 

a broad range of experiences and challenges. These individuals, despite presenting with certain 

unmet supportive care needs, coping with the symptoms and illness, remaining positive, developing 

coping strategies remain far more significant. As QoL is a subjective experience, not a single 

approach would suit all. With this in mind, it is pertinent that healthcare providers, researchers and 

policymakers understand the varied meaning and be clear about the purpose of QoL measures in 

survivors. In addition, effective collaboration with cancer survivors for developing efficient support 

systems related to survivorship will be of greater importance (Takahashi 2016). 
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Appendix 1: Letter of invitation from clinicians to participants with CLL 

{Name} 

{Address}        date  

 

Dear {name} 

A study of quality of life among adult haematological cancer survivors  

Research is being conducted to help health care professionals learn about the quality of life of older 

people who have been treated for blood and lymphatic cancers within the last 5 years. The 

information gathered during the research will help to improve services and care for older people 

surviving cancer in the future. The research is being conducted as part of a MPhil by Anita Immanuel 

(phone: 01202726246) and is funded by the Dorset Cancer Network and supervised by experienced 

researchers at Bournemouth University.  

As part of this study, questionnaires have been included with this letter. These include the EORTC 

QLQ-C30, the EQ-5D-3L and the QLQ-CLL16. The EORTC QLQ-C30 is a cancer-specific 

questionnaire, the EQ-5D-3L measures general health and the QLQ-CLL16 is a disease specific 

questionnaire. These questionnaires are valid and reliable as they have been used before to identify 

the quality of life concerns of people with different types of cancer to the ones investigated in my 

research. If you decide to take part in this study please complete the questionnaires as soon as 

possible but at your convenience and return it in the self-addressed envelope provided. You will be 

asked to complete the questionnaires only once. If you do not want to take part in the study nothing 

further needs to be done.  You may at a later stage be invited to take part in an interview which may 

take place at your house or at the hospital outpatients department depending on your preference and 

for your convenience. Please state on the reply slip whether or not you wish to be approached for the 

interview part of the study and return it with the questionnaires. A reminder letter will be sent in two 

weeks’ time. 

 

Thank you very much in advance, 

Yours sincerely, 

Name of haematologist 
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Appendix 2: Letter of invitation from clinicians to participants with MM 

{Name }         date            

{Address} 

Dear {name} 

 

A study of quality of life among adult haematological cancer survivors  

Research is being conducted to help health care professionals learn about the quality of life of older 

people who have been treated for blood and lymphatic cancers within the last 5 years. The 

information gathered during the research will help to improve services and care for older people 

surviving cancer in the future. The research is being conducted as part of a MPhil by Anita Immanuel 

(phone: 01202726246) and is funded by the Dorset Cancer Network and supervised by experienced 

researchers at Bournemouth University.  

 

As part of this study, questionnaires have been included with this letter. These are the EORTC QLQ-

C30, the EQ-5D-3L and the QLQ-MY20. The EORTC QLQ-C30 is a cancer-specific questionnaire, 

the EQ-5D-3L measures general health and the QLQ-MY20 is a disease specific questionnaire. 

These questionnaires are valid and reliable as they have been used before to identify the quality of 

life concerns of people with different types of cancer to the ones investigated in this research. If you 

decide to take part in this study, please complete the questionnaires as soon as possible but at your 

convenience and return it in the self-addressed envelope provided. You will be asked to complete 

the questionnaires only once. If you do not want to take part in the study nothing further needs to be 

done. You may at a later stage be invited to take part in an interview which may take place at your 

house or at the hospital outpatients department depending on your preference and for your 

convenience. Please state on the reply slip whether or not you wish to be approached for the interview 

part of the study and return it with the questionnaires. A reminder letter will be sent in two weeks’ 

time. 

Thank you very much in advance, 

Yours sincerely, 
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Appendix 3: Letter of invitation from researcher to participants with 

Lymphoma 

{Name}         date            

{Address} 

 

Dear {name} 

 

A study of quality of life among adult haematological cancer survivors  

Research is being conducted to help health care professionals learn about the quality of life of older 

people who have been treated for blood and lymphatic cancers within the last 5 years. The 

information gathered during the research will help to improve services and care for older people 

surviving cancer in the future. The research is being conducted as part of a MPhil and is funded by 

the Dorset Cancer Network and supervised by experienced researchers at Bournemouth University.  

 

As part of this study, questionnaires have been included with this letter. These include the EORTC 

QLQ-C30 and the EQ-5D-3L. The EORTC QLQ-C30 is a cancer-specific questionnaire and the EQ-

5D-3L measures general health. These questionnaires are valid and reliable as they have been used 

before to identify the quality of life concerns of people with different types of cancer to the ones 

investigated in my research. If you decide to take part in this study, please complete the 

questionnaires as soon as possible but at your convenience and return it in the self-addressed 

envelope provided. You will be asked to complete the questionnaires only once. If you do not want 

to take part in the study nothing further needs to be done.  You may at a later stage be invited to take 

part in an interview which may take place at your house or at the hospital outpatients department 

depending on your preference and for your convenience. Please state on the reply slip whether or not 

you wish to be approached for the interview part of the study and return it with the questionnaires. 

A reminder letter will be sent in two weeks’ time. 

 

Thank you very much in advance, 

Yours sincerely, 

 

 Anita S Immanuel 

MPhil student/Bournemouth University and Research Nurse 
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Appendix 4: Letter of invitation - Reminder 

{Name}         date            

{Address} 

Dear {name} 

A study of quality of life among adult haematological cancer survivors  

 

You may remember you were sent some questionnaires to complete a couple of weeks ago. If you 

have already sent us the completed questionnaires, thank you. If not, you can still complete the 

questionnaires and return it in the self-addressed envelope enclosed if you decide to take part. The 

information gathered during the research will help to improve services and care for older people 

surviving cancer in the future. Please find attached original information and questionnaires enclosed 

in case it was never received or lost the first time around. If you require any further information, 

please feel free to contact me or Anita Immanuel at the number below. 

Contact Details 

Anita Immanuel 

MPhil student Bournemouth University/Research Nurse 

Royal Bournemouth Hospital 

Department of Haematology, Castle Lane East 

Bournemouth  

BH7 7DW   

Phone- 01202 726246 

 

Thank you very much in advance, 

Yours sincerely, 

 

Anita Immanuel 
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Appendix 5: Reply slip 

 

{Name} 

{Address} 

 

A study of quality of life among adult haematological cancer survivors 

 

Reply to Invitation  

 

I would like to take part in the interview which is the second part of the study. 

 

Please contact me on telephone number: 

 

Name: 

Signature: 

Date: 

....................................................................................................................................... 

 

I would not like to take part in the interview which is the second part of the study. 

 

Name: 

Signature: 

Date: 
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Appendix 6: Participant information sheet 

A study to examine the quality of life of adult haematological cancer survivors 

 

 

Participant Information Sheet 

You may remember we sent you some questionnaires to complete some time ago. Thank you for 

completing the questionnaires. Now you are being invited to take part in the second part of this study. 

Before you decide whether or not to take part, it is important for you to understand why the research 

and perhaps also the second part of the research is being done and what it will involve.  Please take 

time to read the following information carefully and discuss it with others if you wish before deciding 

whether you wish to take part. Thank you for taking the time to read this information sheet. 

What is the purpose of the study? 

To develop a more comprehensive understanding of the quality of life of patients who have been 

treated for cancers of the bloodstream and lymphatic system within the last 5 years.  

 Do I have to take part? 

No. It is up to you to decide whether or not to take part.  If you do, you will be 

given this information sheet to keep and be asked to sign a consent form. You 

are still free to withdraw at any time and without giving a reason.  A decision to 

withdraw at any time, or a decision not to take part, will not affect the standard of 

follow up care you receive.  

 What will happen to me if I take part? 

 If you agree to take part in the study you will be asked to sign a consent form 

and will be interviewed. The interview will last for approximately an hour and you 

may be asked some questions to prompt a general discussion. You will be asked 

to talk about your experience of living with cancer and about different aspects of 

your life after finishing your treatment. The interview will take place at a time and 

place convenient to you. 

What will happen to the results of the research study? 

I will record the interview on a digital recorder and write it up into what is called a 

transcript to help me, at a later date, read what you have said. All the information 

acquired will be stored on a computer to help identify important issues for 
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participants. I will then write up a detailed report called a thesis and also hope to 

publish the results of the study in a scientific journal. All your personal information 

will be kept confidential and will not be identifiable in the report or any subsequent 

publications. 

What are the possible risks or benefits of taking part? 

There is a small possibility of finding some of the questions in the interviews 

upsetting. However, many people find it helpful to participate in the research of 

this type because it provides an opportunity to talk about aspects of life after 

cancer treatment. Potential benefits of taking part in the study as a whole are that 

you may help to increase health care professionals’ limited understanding of the 

quality of lives of adults treated for cancers of the bloodstream and lymphatic 

system, with the long term benefit of improving services in the future for people 

like you. 

What if there is a problem? 

If you have any concerns about this stage of the study, please feel free to speak 

to me and I will do my best to answer any of your questions. If you remain 

unhappy and wish to complain formally, you can do this through the NHS 

Complaints Procedure. Details can be obtained from the hospital. In the event 

that something does go wrong and you are harmed during the research study 

there are no special compensation arrangements.   

Will my taking part in the study be kept confidential? 

Yes. All the information obtained from you and about your participation in this stage of the study, as with the first stage, 

will be kept confidential. You will not be identified in any of the reports or transcripts. All identifiable details will be kept in 

a secure place until the interviews are complete. 

Who will know that I am taking part in this study? 

Your GP will be written to explaining the study and you may speak to him or her about it. 

Who can I contact to discuss this study further? 

My name is Anita Immanuel and I am doing this research as part of a MPhil. I am being supervised 

by three very experienced supervisors, two of whom also have the clinical experience of working 

with people with bloodstream and lymphatic system cancers. Please feel free to contact me for any 

further information. 

Anita S Immanuel 

Network-Wide Haematology Research Nurse and postgraduate student (Bournemouth University) 
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Department of Haematology 

Royal Bournemouth Hospital 

Castle Lane East 

Bournemouth 

BH7 7DW 

Tel: 01202726246 

 

Who will be organising and funding the research? 

This research being organised by the Haematology Department at The Royal Bournemouth Hospital 

and The Bournemouth University and funded by the Dorset Cancer Network. 

 

Who has reviewed the study? 

This study is being overseen by MPhil supervisors and an academic review team at Bournemouth 

University have approved the study. Favourable ethical opinion has been given by the NRES 

Committee South Central- Southampton A. 

 

Thank you for taking the time to read this sheet and your consideration. 
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Appendix 7: Participant consent form 

      Participant Consent Form 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

__________________ __________________ _______________ 

Name of participant Signature of participant             Date 

__________________ __________________ _______________ 

Name of researcher Signature of researcher              Date  

  Please 

initial 

boxes 

1. I have read the attached Information Sheet Version 2.0 dated (05 

February 2013) 

 

 

2. I have had an opportunity to discuss this study and ask questions  

 

3. I understand that I am free to withdraw from the study: 

- at any time 

- without having to give reasons 

 

 

 

 

4. I give permission to tell my GP about my participation in the study  

5. All personal details will be treated strictly confidential and will be 

stored only until the interviews are complete. This information will 

be used for this study only and I will be identified with a code. I will 

not be identified in any way in the analysis and reporting of results. 

 

6 I give permission for the researcher to access my medical records in 

order to obtain necessary information for the study. 

 

 

 

 

7. I am willing to take part in the study.  



 

 

Appendix 8: Demographic questionnaire 

It will help me understand your answers to the questions better if I have some background 

information on you.  Please complete the following questions. 

 

1. What is your age in years?  

2. Are you: (Please tick one box only)  

 

  Male        Female           

3. What is your marital status? (Please tick one box only)  

   

         Single/divorced/separated        

         Married/cohabitating                     

         Widowed         

4. Do you have children?   (Please tick one box only)  

                                                            Yes         No 

                                                                           

5. If you have children how many do you have?       

6. What is the highest level of education you have completed?  

Primary school         

High school         

College                                               

Degree                                                            

Professional qualification      

Postgraduate Degree                          

Other (please specify): ………..        

 



 

 

7. Which of the following best describes your employment status? (Please tick one box 

only)  

           Employed /self-employed      

         Retired                                             

          Unable to work                                        

          Other (please specify): …..                                                               

8. How would you describe your ethnic origin? (Please tick one box only) 

 White         

 Asian (of Indian, Pakistani, Bangladeshi ancestry)               

 Black or Afro-Caribbean (of African or Caribbean ancestry)  

 Chinese         

 Other European Country      

 Other ethnic origin        

 

 

9. In general, would you say your health is:  (Please tick one box only) 

 Very good        

 Good         

 Average        

 Poor         

 Very poor        

 



 

 

Appendix 9: EORTC QLQ C-30 questionnaire 

 

EORTC QLQ-C30 (version 3) 

We are interested in some things about you and your health. Please answer all of the questions 

yourself by circling the number that best applies to you. There are no "right" or "wrong" answers. 

The information that you provide will remain strictly confidential. 

Please fill in your initials:  

Your birthdate (Day, Month, Year):  

Today's date (Day, Month, Year): 31  

 

 

 

1. Do you have any trouble doing strenuous activities, 

Not at All A 

Little 

Quite a 
Bit 

Very 
Much 

like carrying a heavy shopping bag or a suitcase? 1 2 3 4 

2. Do you have any trouble taking a long walk? 1 2 3 4 

3. Do you have any trouble taking a short walk outside of 
the house? 

1 2 3 4 

4. Do you need to stay in bed or a chair during the day? 1 2 3 4 

5. Do you need help with eating, dressing, washing 
yourself or using the toilet? 

 

1 

 

2 

 

3 

 

4 

During the past week:  

Not at All 

 

A 

Little 

 

Quite a 
Bit 

 

Very 
Much 

6. Were you limited in doing either your work or other 
daily activities? 

1 2 3 4 

7. Were you limited in pursuing your hobbies or other 
leisure time activities? 

 

1 

 

2 

 

3 

 

4 

8. Were you short of breath? 1 2 3 4 

9. Have you had pain? 1 2 3 4 

10. Did you need to rest? 1 2 3 4 

11. Have you had trouble sleeping? 1 2 3 4 

12. Have you felt weak? 1 2 3 4 

13. Have you lacked appetite? 1 2 3 4 



 

 

14. Have you felt nauseated? 1 2 3 4 

15. Have you vomited? 1 2 3 4 

16. Have you been constipated? 1 2 3 4 
 

During the past week: Not at 

All 

A 

Little 

Quite a 
Bit 

Very 
Much 

17. Have you had diarrhea? 1 2 3 4 

18. Were you tired? 1 2 3 4 

19. Did pain interfere with your daily activities? 1 2 3 4 

20. Have you had difficulty in concentrating on things, like 
reading a newspaper or watching television? 

 

1 

 

2 

 

3 

 

4 

21. Did you feel tense? 1 2 3 4 

22. Did you worry? 1 2 3 4 

23. Did you feel irritable? 1 2 3 4 

24. Did you feel depressed? 1 2 3 4 

25. Have you had difficulty remembering things? 1 2 3 4 

26. Has your physical condition or medical treatment interfered 
with your family life? 

 

1 

 

2 

 

3 

 

4 

27. Has your physical condition or medical treatment interfered 
with your social activities? 

 

1 

 

2 

 

3 

 

4 

28. Has your physical condition or medical treatment caused you 
financial difficulties? 

 

1 

 

2 

 

3 

 

4 
 

For  the  following  questions  please  circle  the  number   between   1   and   7   that best applies to 

you 

29. How would you rate your overall health during the past week? 

 

1 2 3 4 5 6 7 

Very poor Excellent 

 

30. How would you rate your overall quality of life during the past week? 

 



 

 

1 2 3 4 5 6 7 

 

Very poor Excellent 

 

© Copyright 1995 EORTC Quality of Life Group. All rights reserved. Version 3.0 

 

  



 

 

Appendix 10: UK_(English)_EQ-5D-3L Health Questionnaire  

 

English version for the UK  

(validated for Ireland) 

 

 

By placing a tick in one box in each group below, please indicate which statements best describe 

your own health state today. 

 

Mobility 

I have no problems in walking about ❑ 

I have some problems in walking about ❑ 

I am confined to bed ❑ 

 

Self-Care 

I have no problems with self-care ❑ 

I have some problems washing or dressing myself ❑ 

I am unable to wash or dress myself ❑ 

 

Usual Activities (e.g. work, study, housework, family or 

leisure activities) 

I have no problems with performing my usual activities ❑ 

I have some problems with performing my usual activities ❑ 

I am unable to perform my usual activities ❑ 

 

Pain/Discomfort 



 

 

I have no pain or discomfort ❑ 

I have moderate pain or discomfort ❑ 

I have extreme pain or discomfort ❑ 

 

Anxiety/Depression 

I am not anxious or depressed ❑ 

I am moderately anxious or depressed ❑ 

I am extremely anxious or depressed ❑ 

 

 

To help people say how good or bad a health state is, we have drawn a scale (rather like a 

thermometer) on which the best state you can imagine is marked 100 and the worst state you can 

imagine is marked 0. 

 

9

8

7

6

5

4

3

2

1

100 

   Worst 

    imaginable 

0 

Best  

imaginable 
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We would like you to indicate on this scale how good or bad your own health is today, in your 

opinion. Please do this by drawing a line from the box below to whichever point on the scale indicates 

how good or bad your health state is today. 

 

 

 

 

 

 

 

 

 

 

  

Your own 

health state 

today 
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Appendix 11: EORTC QLQ – MY20 

Patients sometimes report that they have the following symptoms or problems.  Please  indicate  the 

extent to which you have experienced these symptoms or problems during the past week. Please 

answer by circling the number that best applies to you. 

 

 

During the past week: Not at A Quite Very 

All Little a Bit Much 

31. Have you had bone aches or pain? 1 2 3 4 

32. Have you had pain in your back? 1 2 3 4 

33. Have you had pain in your hip? 1 2 3 4 

34. Have you had pain in your arm or shoulder? 1 2 3 4 

35. Have you had pain in your chest? 1 2 3 4 

36. If you had pain did it increase with activity? 1 2 3 4 

37. Did you feel drowsy? 1 2 3 4 

38. Did you feel thirsty? 1 2 3 4 

39. Have you felt ill? 1 2 3 4 

40. Have you had a dry mouth? 1 2 3 4 

41. Have you lost any hair? 1 2 3 4 

42. Answer this question only if you lost any hair: Were 
you upset by the loss of your hair? 

 

1 

 

2 

 

3 

 

4 

43. Did you have tingling hands or feet? 1 2 3 4 

44. Did you feel restless or agitated? 1 2 3 4 

45. Have you had acid indigestion or heartburn? 1 2 3 4 

46. Have you had burning or sore eyes? 1 2 3 4 
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During the past week: Not at A Quite Very 

All Little a Bit Much 

47. Have you felt physically less attractive as a result 
of your disease or treatment? 

 

1 

 

2 

 

3 

 

4 

48. Have you been thinking about your illness? 1 2 3 4 

49. Have you been worried about dying? 1 2 3 4 

50. Have you worried about your health in the future? 1 2 3 4 

 

 

© Copyright 1999 EORTC Study Group on Quality of Life. All rights reserved. 
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Appendix 12: EORTC QLQ – CLL16 

 

 

EORTC QLQ – CLL16 

Patients sometimes report that they have the following symptoms or problems. Please indicate the  

extent to which you have experienced these symptoms or problems during the past week.  Please  

answer by circling the number that best applies to you. 

During the past week:  
                                                                                                Not 
at All 

A 

Little 

Quite a 
Bit 

Very 
Much 

31. Have you lost weight? 1 2 3 4 

32. Have you had a dry mouth? 1 2 3 4 

33. Did you bruise? 1 2 3 4 

34. Did you have abdominal discomfort? 1 2 3 4 

35. Has your temperature been going up and down? 1 2 3 4 

36. Did you have night sweats? 1 2 3 4 

37. Have you had skin problems (e.g. itchy, dry)? 1 2 3 4 

38. Did you feel ill or unwell? 1 2 3 4 

39. Did you feel lethargic? 1 2 3 4 

40. Have you felt “slowed down”? 1 2 3 4 

41. Were you limited in planning activities, for 
example meeting friends, in advance? 

 

1 

 

2 

 

3 

 

4 

42. Were you worried about your health in the future? 1 2 3 4 

 

During the past four weeks: 

 

Not at All 

 

A 

Little 

 

Quite a 
Bit 

 

Very 
Much 

43. Have you had trouble with chest infections? 1 2 3 4 

44. Have you had trouble with other infections? 1 2 3 4 

45. Have you needed repeated courses of 
antibiotics? 

1 2 3 4 

46. Have you worried about picking up an infection? 1 2 3 4 
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Appendix 13: GP letter 

 

 

 

 

 

Dear Dr.                                                                     

 

                                             GP INFORMATION SHEET 

 

           A study to examine the quality of life of adult haematological cancer survivors 

 

 

Your patient ......................................................................... has agreed to participate in this study.  

The research is being conducted as part of a MPhil and is funded by the Dorset Cancer Network and 

supervised by experienced researchers at Bournemouth University. He/she will be taking part in an 

interview which may take place at their house or at the hospital outpatients department depending 

on their preference and convenience. I have enclosed a copy of the patient information sheet for your 

records. You do not need to do anything for this study but if you would like any further information 

please do not hesitate to contact me on 01202 726246. 

 

Yours sincerely 
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Appendix 14: CIRS-G scoring sheet 

  

CUMULATIVE ILLNESS RATING SCALE FOR GERIATRICS (CIRS-G)  

Miller, Paradis, and Reynolds 1991  

PATIENT______________________________________AGE__________________ 

  

RATER________________________________________DATE________________ 

  

Instructions: Please refer to the CIRS-G manual. Write brief descriptions of the medical problem(s) 

that justified the endorsed score on the line following each item. (Use the reverse side for more 

writing space).  

 

RATING STRATEGY  

0- No problem  

1- Current mild problem or past significant problem  

2- Moderate disability or morbidity/requires _first line_ therapy  

3- Severe/ constant significant disability/ _uncontrollable_ chronic problems  

4- Extremely severe/ immediate treatment required/ end organ failure/ severe impairment in function  

 

SCORE  

HEART........................................................................................................................... 

  

VASCULAR................................................................................................................... 

  

HEMATOPOIETIC........................................................................................................  
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RESPIRATORY............................................................................................................. 

 

EYES, EARS, NOSE, THROAT AND 

LARYNX........................................................................................................................ 

 

UPPER  

GI................................................................................................................................... 

 

LOWER GI................................................................................................................................... 

  

LIVER............................................................................................................................ 

 

RENAL........................................................................................................................... 

  

GENITOURINARY......................................................................................................... 

 

MUSCLOSKELETAL/INTEGUMENT............................................................................ 

  

NEUROLOGICAL.......................................................................................................... 

 

ENDOCRINE/METABOLIC AND  

 

BREAST....................................................................................................................... 

 

PSYCHIATRIC ILLESS................................................................................................ 
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TOTAL NUMBER OF CATEGORIES  

 

ENDORSED.................................................................................................................. 

 

TOTAL  

 

SCORE.......................................................................................................................... 

 

Severity index: (total score/total number of categories 

endorsed)....................................................................................................................... 

 

The number of categories at level 3 severity........................................................................ 

 

The number of categories at level 4 severity...….................................................................
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Appendix 15: Semi-structured interview schedule 

 

You may remember completing a few questionnaires some time ago. The purpose of this interview 

is to determine the quality of life for patients who have completed treatment for haematological 

cancer. I would like to remind you that you can stop the interview at any time or skip answering 

specific questions. 

 

• Opening questions 

• Can you tell me a little about yourself? 

• How are you feeling today? 

• Would like you to describe what your typical day looks like? 

• How often do you visit the hospital for follow up appointments and how do 

you feel about this? 

 

• Tell me how are coping on a day-to-day basis?  

 

• How do you think your family cope with your illness? 

 

• Has your disease and treatment affected/influenced your relationships with family, 

friends etc. and if so how? 

 

• Tell me about the support from your doctor and other staff in the hospital? 

 

• How would you describe your quality of life? 

 

• How has your illness and treatment changed your perception of life? 

 

• What concerns and worries do you have about your future? 

 

• Is there anything you would like to add that has not been asked in this interview? ( 

in relation to living with your condition)
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Appendix 16: Ethics approval letter 
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Appendix 17: Professional Study visits undertaken/conferences & 

meetings participated 

2019 Attendance and poster presentation at the PEER Nurse Academy for Haematology  

Research Nurses 

2018 Poster presentation at The International Conference on Quality Cancer Care, Oxford, UK. 

2016 Invited Speaker, 6th Annual Scientific Meeting of Saudi Society of Blood and  

 Marrow Transplantation, May 2016. 

2015 Poster Presentation at the UAE Cancer Congress, Intercontinental Dubai  

 Festival City, Dubai 

2015 2-week study visit to The Cancer Nursing Research Unit, Sydney, Peter Mc     

 Callum Cancer Centre, Melbourne, Australia) 

2015 3-week study visit to Princess Margaret Cancer Centre, Toronto, Canada and British  

 Columbia Cancer Agency, Vancouver, Canada 

(Awarded by The Winston Churchill Memorial Trust Travel Fellowship, U.K.) 

2014 2-week study visit to Yale Cancer Centre awarded by Santander Grant to study  

 survivorship Care Models at Yale Cancer Centre, Connecticut, USA 

2014 1st Survivorship conference organised by EORTC (European Organisation for  

 Research and Treatment in Cancer), Brussels, Belgium 

2013 International Society of Geriatric Oncology Annual Meeting – Denmark 

2013 MASCC (Multinational Association of Supportive care in Cancer) – Germany 

2012 EORTC (European Organisation for Research and Treatment of Cancer) Quality of Life   

 Conference organised by EORTC group - Belgium 2011 
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Appendix 18: Awards/Grants and presentations 

Immanuel A, Hunt J, McCarthy H, van Teijlingen E, Sheppard ZA. Quality of life in survivors of 

adult haematological malignancy. European Journal of Cancer Care. 2019; e13067. 

https://doi.org/10.1111/ecc.13067 (Publication attached) 

Immanuel, A., Hunt, J., van Teijlingen, E., McCarthy, H (2018). Poster presentation at The 

International Conference on Quality Cancer Care, Oxford, UK. An examination of the quality of lie 

and unmet supportive care needs in survivors of adult haematological malignancies. 

Immanuel, A., Hunt, J., van Teijlingen, E., McCarthy, H. and Sheppard, Z (2015). Poster 

Presentation at the UAE Cancer Congress, Dubai. An examination of the quality of life of adult 

haematological cancer survivors. 

Immanuel (2015). Travel Grant by the British Geriatrics Society to present a poster at the UAE 

Cancer Congress. 

Immanuel, A., Hunt, J., McCarthy, H., van Teijlingen, E. (2014). An examination of the quality of 

life of adult haematology cancer survivors, Psycho-Oncology 23(Suppl.2): 7. 

Immanuel A (2013). An award granted by the Winston Churchill Memorial Trust to study 

comprehensive survivorship care models in Canada and Australia. 

Immanuel A (2013). An examination of the quality of life of adult haematological cancer survivors. 

Healthcare Interdisciplinary Research Conference, Dublin 

Immanuel A (2013). Santander Mobility Grant to visit Yale Cancer Centre. Awarded by Santander 

to study survivorship care models - Yale Cancer Centre, USA. 

Immanuel A (2013). Travel Grant by the British Geriatrics Society to attend The International 

Society of Geriatric Oncology Annual Meeting in Denmark. 

 

 

 

  

https://doi.org/10.1111/ecc.13067
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Glossary of Abbreviations 

BU    Bournemouth University 

CINAHL   Cumulative Index to Nursing and Allied Health Literature 

CIRS    Cumulative Illness Rating Scale (for rating comorbidities) 

CLL    Chronic Lymphocytic Leukaemia 

CTD    Cyclophosphamide, Thalidomide and Dexamethasone 

EORTC   European Organisation for Research &  

    Treatment of Cancer 

EORTC C-30   QLQ of EORTC for cancer patients  

EORTC CLL-16  QLQ of EORTC for CLL patients 

EORTC MY-20               QLQ of EORTC for Multiple Myeloma  

     Patients 

EQ-5D    QLQ of the European QoL group 

HL    Hodgkin’s Lymphoma 

HR QoL   Health Related Quality of Life 

HUI    Health Utilities Index 

MM    Multiple Myeloma 

MMR    Mixed-Methods Research 

MRC    Medical Research Council 

NHL    Non-Hodgkin’s Lymphoma 

NCSI    National Cancer Survivorship Initiative 

NHS    National Health Service 

NRES    National Research Ethics Service 

ONS    Office for National Statistics 

QLQ    Quality of Life Questionnaire 

QoL    Quality of Life 
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SED                            Sequential Explanatory Design 

USA  United States of America 

VAS    Visual Analogue Scale 

VCD    Velcade, Cyclophosphamide, Dexamethasone 

VTD    Velcade, Thalidomide, Dexamethasone 

WHO    World Health Organization 

 


