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ABSTRACT

Background: Melanoma incidence continues to rise worldwide but mortality rates remain
stable, meaning ever more patients require support. However, there is currently little

research on the support needs of melanoma patients and their carers.

Aim: To explore the experience/support needs of melanoma patients and their carers over

time.

Methods: Using a Constructivist Grounded Theory 17 melanoma patients, 11 carers and 11
healthcare professionals (HCPS) were recruited. Concurrent data analysis, theoretical
sampling and constant comparison informed a longitudinal, emergent research design
capturing experiences over time. Data were collected from patients and carers using

interviews and diagramming over 2 years and from HCPs on 2 occasions.

Results: A substantive theory emerged highlighting four key phases in the melanoma
experience: pre-diagnosis, diagnosis and initial treatment, surveillance and advanced
disease, and for some, death. The overall experience was captured by the metaphor ‘Riding
the Rollercoaster’ reflecting the ‘ups’ and ‘downs’ participants experienced at each stage in
their ‘roles’, ‘routines’ and ‘relationships’. Changes were mediated by the ways in which
patients and carers ‘recognised’ and ‘responded’ to their situation and the ‘resources’ that
they could draw upon. Key processes including ‘sharing’ and ‘hiding’ impacted in particular

on the ‘relationships’ between patients, carers and HCPs.



The ‘relationships’ forged with HCPs during diagnosis were crucial as HCPs were a major
‘resource’ providing expertise, information and emotional support. Some patients forged
close and trusting ‘relationships’ with HCPs but others had less positive experiences. The

support needs of carers were given limited attention.

Conclusions: Melanoma has ongoing effects on the lives of patients and carers. HCPs play
a pivotal role as part of a broader support network but not everyone received the help that
they needed. If HCPs are to improve the melanoma experience they need to systematically

assess patients’ and carers’ support needs as they change over time.
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1 CHAPTER ONE: SETTING THE SCENE

This brief introductory chapter sets the context for the thesis. It starts by highlighting my
motivation to undertake the study. This is a key element of reflexivity that, as | will describe
fully later, is an essential part of the methodology used (Constructivist Grounded Theory).
Subsequently the structure of the thesis is presented in the form of a brief chapter by chapter

account of its content.

1.1 WHAT MOTIVATED ME TO EXPLORE THE SUPPORT NEEDS OF PEOPLE LIVING
WITH MELANOMA AND THEIR CARERS?
Before starting this study | worked as a Research Nurse for 9 years supporting patients taking
part in clinical trials including those with melanoma. My main responsibilities were taking
consent and ensuring the safety of patients taking part in clinical trials. | would record side
effects and collect data on Quality of Life (QoL) and patient outcomes such as pain. During
the process | spent a lot of time talking to patients and building a relationship with them. |
realised that the safety data and outcomes that | was collecting did not reflect the full patient
experience. This became particularly apparent when the side effects of new drug therapies
began to emerge (see next chapter for more detail). For example, one young woman had
developed blistering to her feet but the grading system | was using did not capture the
difficulties the blisters imposed on her actively engaging with her daughter to create happy
memories. She felt that these activities were a vital legacy that would comfort her daughter

after her own death.



During this time | also completed a MMedSci in advanced practice, with the dissertation
examining Quality of Life in patients with kidney cancer. This involved a literature review
focusing primarily on measures of Health Related Quality Of Life (HRQOL), which further
reinforced the inherent limitations of such approaches. | became increasingly convinced that
these measures missed important dimensions of the patient experience: the potential impact
of the melanoma on their family or their work. Furthermore, there was no Clinical Nurse
Specialist (CNS) support available in the hospital at the time so patient concerns could not be

picked up via that route.

My growing realization that melanoma patients potentially had several unmet needs led me to
explore their support needs as the dissertation component of my second Master’'s degree
(MSc Clinical Research). This was a small retrospective Grounded Theory study during which
| interviewed 11 patients diagnosed with melanoma. While the participants were disease free
following treatment they all had a high risk of developing further melanoma. As part of the
study | worked with a member of the local consumer research panel whose wife had died from
melanoma in 2005. He could still vividly recall the experience of caring for his wife, with limited
professional support. Keen to improve this experience for others, he helped with the
development of my questions and patient information material. While | will discuss the results
of this study in more detail in the literature review chapter, a major insight to emerge was the
realisation that melanoma had serious consequences, not only for the patient but also their
close family. This further reinforced the narrow perspective of the trial data that | was involved

in collecting as carers’ needs were not considered at all.

The above factors were instrumental in motivating me to develop a research proposal for a

PhD study that would explore not only the experiences of patients and their carers but also
2



the part played by the healthcare professionals with whom they came into contact. To achieve

this it was necessary to seek funding for such a study.

1.2 FUNDING THE STUDY

Funding was obtained through a successful application for a National Institute for Health
Research Clinical Doctoral Research Fellowship. The scheme, having a clinical element,
enabled me both to undertake a PhD and develop my clinical role with cancer patients, with a
focus on melanoma. The scheme also covered a clinical and academic training package
incorporating a visit to leading melanoma treatment centres in Australia and New Zealand.
The application process commenced in May 2012 and was supported by a study management
group whose role was to ensure that participants’ rights were met and that the study was
conducted ethically. This comprised three consumer representatives from the Yorkshire and
Humberside Consumer Research Panel (one being the same person involved in my Masters
study) and two CNSs from different hospitals within the region. My supervisors and the study
management team reviewed the application prior to submission. Following a successful
application | was able to commence the Fellowship in June 2013 while continuing to work as

a part-time Research Nurse.

1.3 THESIS STRUCTURE

This initial chapter has considered my motivation for undertaking the study upon which this

thesis is based. | now provide a brief overview of the remaining chapters.

Chapter Two: Presents an introduction to melanoma, the biology of the disease, epidemiology

and treatment options. | also describe the local clinical context, issues related to survivorship,



living with or beyond melanoma, palliative and terminal care. The chapter concludes by
considering the current understanding of the support needs of melanoma patients and their

carers.

Chapter Three: Discusses the role of extant knowledge within a Grounded Theory study,
including my prior experience, sources of patient and carer knowledge and sources of
professional knowledge/research, as well as the published literature. Analysis and synthesis
of these sources identifies a number of themes: Quality of Life, psychosocial wellbeing,
financial impact, information and educational need, support service use, supportive
relationships, gender related differences and behavioural responses to melanoma. These
themes underpin the sensitising concepts and foreshadowed questions providing initial

direction for the study.

Chapter Four: Explores why Grounded Theory methods were chosen for the study,
specifically Constructivist Grounded Theory. The application of Constructivist Grounded
Theory methods to the study and issues related to ethics, rigour and reflexivity complete this

chapter.

Chapter Five: Provides details of the participants in the form of a short biography.

Chapter Six: Introduces the results of the study and the mid-range theory produced from the

data. It then focuses on the diagnostic process and how patients and carers reacted to it. This,



and subsequent chapters explore the impact of melanoma on three main areas: roles,

relationships and routines.

Chapter Seven: Taking a temporal perspective the focus now turns to the stage of
surveillance, where patients are monitored for new or recurrent disease and may require
further surgery. The experience of patients and carers is again explored in terms of roles,

relationships and routines.

Chapter Eight: Goes on to explore the experience of being diagnosed with metastatic disease
and the transition to palliative care. It also provides a brief exploration of the experience of

carers after the death of the patient with melanoma.

Chapter Nine: The discussion begins with a summary of the overall research then addresses
its limitations as well as issues of rigour and reflexivity. It also introduces literature published
since the commencement of the study. The implications of the findings for future research,

practice and education are considered.

1.4 A NOTE ON NOMENCLATURE

Throughout the thesis the following terms are used:

Patient: Refers to an individual with a diagnosis of melanoma. The various interpretations of

the term ‘patient’ are explored at differing points in the thesis.



Carer: Refers to the individual who provides the main social, psychological and /or physical

support for a person with melanoma.

Participant: Refers to any individual who participated in the study, whether they are a patient,

carer or healthcare professional.

The use of ‘patient’ and ‘carer’ were discussed in detail with participants and whilst they were

not seen as ideal no better terms were suggested.

Healthcare Professional (HCP): Refers to Healthcare professionals as a general term whether

from primary, secondary or tertiary care or voluntary organisations.



2 CHAPTER TWO: AN INTRODUCTION TO MELANOMA

2.1 WHAT IS MELANOMA?

Malignant melanoma is the deadliest form of skin cancer. Most commonly, it starts as a
changing mole on the skin surface that may subsequently spread to the lymph nodes and
other organs, becoming fatal if left untreated. In some instances it is easily curable whereas
in others, despite rigorous treatment, it progresses to a fatal metastatic form. Patients may
require multiple treatments that can include disfiguring surgery, surveillance visits and drug
therapies. To have some appreciation of this diversity it is important for the non-specialist
reader to have at least a broad understanding of the condition, how it manifests itself, the

various treatment options and their associated outcomes.

2.2 BIOLOGY

Melanin is a substance found in different parts of the body but is most obvious as the pigment
in the skin. Melanoma is a cancer of melanocytes, the cells that produce melanin. The skin is
therefore the most common site for melanoma but it can also develop in the eyes and other
organs. Melanocytes are found at the junction between the two layers of the skin: the

epidermis and dermis. See Figure 2.1.



Figure 2.1 — Melanocytes within the structures of the skin and initial formation of a melanoma.
Melanoma
Melanocyte

Epidermis

Dermis

Image from: Science Learning Hub (2014)

Melanocytes produce melanin to protect the body against damage due to Ultraviolet (UV) light
exposure. The development of melanoma is not fully understood but may occur when chronic
exposure to growth stimuli (such as UV light) causes DNA damage to the melanocytes leading
to a cancerous state where the damaged cells replicate in an uncontrolled manner (Busam,
Barnhill & Piepkorn 2014). Melanoma typically grows horizontally, before spreading vertically
and eventually metastasising via the lymphatic and/or vascular systems if not treated. See

Figure 2.2



Figure 2.2: Melanoma development in relation to staging and image of a melanoma skin lesion
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The stage of the disease largely determines a patient’s prognosis and appropriate treatment.
Melanoma occurring in the eye or mucosal tissue is considered a sub-type. The initial DNA
damage leads to mutations in the BRAF gene which produces the B-RAF protein involved in
cell signaling and growth. This mutation occurs in 50% of melanoma cases and influences the

treatment options available, as will be described later in this chapter.



2.3 EPIDEMIOLOGY

There are over 15,000 cases of malignant melanoma per year and over 2,000 associated
deaths in the UK with this incidence continuing to rise (Cancer Research UK (CRUK) 2017).
Whilst melanoma is rare when compared to other cancers its incidence has increased more
than any other cancer over the last 30 years across all age groups. Like many cancers, it is
more common in older patients but for those aged 25-49 it is the second most common cancer
in women and third most common cancer in men (CRUK 2017). In contrast to many cancers,
it commonly affects younger, working-age adults. The incidence of melanoma is increasing
faster in men, who are typically diagnosed in older age and more likely to die from melanoma

(National Cancer Intelligence Network 2012a).

While incidence is increasing, mortality rates remain relatively stable in the UK, Australia and
parts of the USA, probably due to early diagnosis and curative excision (Bataille & de Vries
2008). However such success means that more patients require follow-up and active

surveillance.

Risk factors for melanoma primarily relate to skin type and exposure to the sun or UV light,
which has increased due to intermittent sun exposure during foreign travel for those living in
less sunny countries compared to chronic exposure in sunnier climates (Godar 2011).
Exposure during childhood and teenage years when the skin is more sensitive increases risk
for younger people, as does cumulative exposure for older adults (CRUK 2015a). The trunk,
head and neck in men and lower and upper limbs in women are the most common sites for

melanoma (National Cancer Intelligence Network 2012b).
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2.4 DIAGNOSIS

The majority of patients present to their General Practitioner (GP) after noticing changes to an

existing mole. CRUK (2015b) list the following changes that patients should look out for:

e getting bigger

e changing shape, particularly becoming irregular

e changing colour — getting darker, patchy or multi shaded
e loss of symmetry

e itching or pain

e bleeding or becoming crusty

e looking inflamed/red

Unfortunately patients often delay seeking help until they perceive any changes as being

potentially significant (Hajdarevic et al. 2010).

GPs should refer a suspected melanoma within two weeks to a dermatologist or plastic
surgeon, who undertake a biopsy/excision to obtain a histological diagnosis if a malignancy is
suspected. The clinical and histological details are then discussed by the Specialist Skin Multi-
disciplinary Team (MDT) (comprising of dermatologists, plastic surgeons, oncologists,

specialist nurses, radiologists and pathologists) who recommend the appropriate treatment.
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2.5 TREATMENT

Treatments for melanoma have changed significantly in recent years following advances in
surgical techniques and drug therapies. Patients may need multiple treatments for disease
recurrence over months or years. The prognosis for metastatic disease has been historically
poor. In 2010 one-year survival ranged from 33% to 62% (Balch et al. 2009), with no systemic
therapy extending survival significantly (Marsden et al. 2010). Since then new targeted and
immune therapies have increased survival rates but come with significant side effects (fatigue,
skin reactions, diarrhoea and endocrine problems) requiring careful management (Chapman

et al. 2011, Hodi et al. 2010).

These new treatments became available for some patients during the data collection period

for my study as shown in Figure 2.3.
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Figure 2.3: Treatments for melanoma in the UK by the National Institute for Health and Care

Excellence (NICE) approval date
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The available treatments are now considered in greater detail.

2.5.1 SURGERY

Surgery is the gold standard for primary melanoma as complete removal may result in cure,
particularly for patients with stages 0 to 2 (Figure 2.2 above), with around 90% of patients at

stage | surviving more than 10 years (Balch et al. 2009).

13




Tissue from every surgery is examined to ensure all the melanoma is removed with a margin
of normal tissue surrounding it. Patients may therefore require further surgery to obtain a clear

margin.

When melanoma spreads locally to subcutaneous tissue or lymph nodes, surgery remains the
primary treatment and may also be considered in single deposit metastatic disease (NICE
2015). Patients may therefore have multiple surgeries, for example, for a primary melanoma
on a limb, further surgery for melanoma on the same limb and then surgery to remove distant
lymph nodes. The time between initial diagnosis and recurrent disease may be months or

years.

2.5.2 SURVEILLANCE

Following potentially curative treatment for melanoma at any stage regular surveillance is
offered to detect new disease early. Until 2015 this included full skin and lymph node
examination but following the publication of updated guidance, imaging via CT and MRI scans
were included for patients with stage [IC melanomas and above (NICE 2015). This change
was driven by the approval of new drug treatments which are more effective when given

earlier.

Patients with a low risk of recurrence are discharged after one year, and those with
intermediate risk after five years. Some patients may have ongoing surveillance depending on

personal risk factors.
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2.5.3 CHEMOTHERAPY

Melanoma does not respond to chemotherapy as well as some cancers and there has been
less success in treating metastatic disease or preventing recurrence after surgery. For more
than thirty years the chemotherapy dacarbazine was the mainstay of metastatic melanoma
treatment, with about 10% of patients experiencing a response to treatment with the average
survival being 9 months (Patel et al. 2011). In rare instances chemotherapy is still used for

metastatic melanoma when targeted therapy or immunotherapy are not suitable.

2.5.4 TARGETED TREATMENT

The first targeted treatment for melanoma was approved by NICE in 2012 (NICE 2012a) and
works by targeting changes to the BRAF gene present in approximately 40-50% of melanomas
(Eiglentler et al. 2016a). Response to targeted treatments can be dramatic with visible lesions
reducing in size within days and patients living longer compared to chemotherapy (Chapman
et al. 2012, Long et al. 2015, Ascierto et al. 2016). However such gains come with potentially
major side-effects that require careful management. The most challenging side-effects are
arthralgia, myalgia and photo-sensitivity (Chapman et al. 2011, Dummer et al. 2012, Larkin et
al. 2015, Ascierto et al. 2016). Despite this the survival benefit is usually considered to
outweigh the burden of side-effects, and use of targeted therapies has increased. (Hauschild

et al. 2012, McGettigan 2014, Robert et al. 2015a, Grob et al. 2015).

2.5.5 IMMUNOTHERAPY

Immunotherapy has been shown to be effective for metastatic melanoma (Hodi et al. 2010,
Weber et al. 2015, McDermott et al. 2014, Robert et al. 2015b) but the side-effects can be life-

threatening and include diarrhoea, colitis, hepatitis, endocrinopathies as well as skin rashes
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and fatigue (Ascierto et al. 2014). Experience within my clinical setting suggests that these
side-effects are more severe than those reported in clinical trials (Dearden et al. 2015). Careful
monitoring and early reporting of immune related side-effects are therefore required to avoid

life-threatening complications (Weber at al. 2013).

Newer immunotherapies cause similar problems but these tend to be less severe (Eigentler
2016b) leading to better Health-Related Quality of Life outcome measures (Schadendorf et al.
2016), however direct comparisons between immunotherapies have not been made.
Combinations of immunotherapy improve survival but at a cost, with twice as many patients
experiencing severe toxicity (Postow et al. 2015). Data on long term effects is limited but some

such as hypothyroidism or endocrinopathies are not reversible and require ongoing treatment.

2.5.6 RADIOTHERAPY

Radiotherapy is a localised rather than systemic treatment, recommended for the control of
local disease and local recurrence (NICE 2015). Radiotherapy is administered following the
removal of lymph nodes for patients with stage Il melanoma with the main side effect being
lymphoedema (Sanganalmath 2016). Other side-effects that patients may experience include

fatigue and sore skin.

In metastatic disease radiotherapy may be used for symptomatic control in any site of the

body, for example bone metastases (NICE 2015).
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2.6 SURVIVORSHIP AND LIVING WITH AND BEYOND CANCER

Survivorship concerns living beyond or with cancer. Patients with melanoma may achieve a
cure or may require multiple treatments and/or experience recurrent disease but continue to
live with their cancer under control. Melanoma survivors may be of any age and background
and therefore have varying needs which have historically not always been officially
recognized, with the care pathway for all cancers including survivorship, subsequent
treatments and palliative care (NHS Improvement 2010), not reflecting the complexity
experienced by melanoma patients. Developments in the National Cancer Survivorship
Initiative (Great Britain. Department of Health, Macmillan Cancer support & NHS Improvement
2010) promoted a change in emphasis from measuring clinical activity to capturing the patient
experience to reduce the number of people reporting unmet physical or psychological support
needs (Great Britain. Department of Health 2011). As a result of the National Cancer
Survivorship Initiative (2013) the Recovery Package led by Macmillan Cancer Support (2013)
was developed focusing on ‘living with and beyond cancer’. In practice this meant that CNSs
were mandated to carry out holistic needs assessment on all cancer patients. Within the local
skin cancer context however, assessment tools were chosen for their brevity as CNSs were
worried that in-depth tools that asked patients about financial difficulties, psychological
problems, fear of dying or sexuality could cause additional worry, particularly if they had been
cured. In-depth assessment therefore focused on patients with metastatic disease or
additional psychological problems. The level of support available to patients taking part in the

study was therefore unclear when it commenced.

Survivorship approaches however did not always take into account the growing number of

people living longer with metastatic disease owing to targeted treatments and
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immunotherapies. As some of the participants in the study benefited from these new

treatments, the supportive relationships they experienced were explored during the study.

2.7 PALLIATIVE AND TERMINAL CARE

Historically patients with metastatic melanoma entered the terminal phase of their illness,
necessitating palliative care, in a matter of months. Newer treatments have extended the time
that patients live with metastatic disease and the timing of the terminal phase of disease has
become harder to predict. This has created new challenges regarding the optimal point for
palliative care services. Prior to 2010, patients who did not respond to chemotherapy would
enter a reasonably predictable phase of decline so referrals to local palliative care services
were made early to ensure a smooth transition. However, early referral became difficult for
patients who were still on treatment and not deemed to be in the terminal phase. As services
became busier referrals were only accepted for specific, complex care needs. A change in the
transition from treatment to palliative care therefore occurred during my data collection, the

effects of which | needed to consider.

2.8 THE CLINICAL PATHWAY AND LOCAL CONTEXT

Help for a suspected melanoma involves a patient pathway comprising, at a minimum their
GP and local dermatology department, but may also include referral to specialist services such
as plastic surgery and oncology. Patients will therefore have a combination of the following

people involved in their care:

e GP for assessment of lesion and referral to hospital
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o Dermatologist (at a local district general hospital or teaching hospital depending on
location) for primary surgery

e CNS for support including: teaching of self-examination, coordination of hospital visits
and information provision (if more than one hospital is involved then patients may have
more than one CNS)

e Plastic Surgeon for larger skin surgery, skin grafts or lymph node surgery

¢ Oncologist for surveillance, radiotherapy and systemic therapies

e Other surgeon eg Opthalmologist if ocular melanoma, colorectal surgeon if mucosal
melanoma, head & neck surgeon for specific surgeries

o Palliative care specialists in the hospital or community setting for symptom control and
complex end of life care

e Voluntary services such as those attached to hospital or hospice care. These can
include information, counseling, complimentary therapy or volunteer transport

services.

Patients therefore follow potentially diverse pathways and may have varied experiences.
Patients within the geographical area used within this study are no exception. The specialist
cancer centre receives referrals from other departments as well as five surrounding district
general hospitals and from further afield for specialist care (eg mucosal or ocular melanoma).
Melanoma patients with early stage disease are often treated at their local hospital but may

require referral to the teaching hospital for specialist treatment.

Variation also exists within the voluntary services available depending on where patients live,
for example some areas have voluntary driver services to help patients get to the cancer

centre. Complementary therapies are available near the cancer centre and in some district
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general hospitals or hospices but the level of service provision is not consistent across all

geographical areas.

Public perceptions of melanoma are also an important consideration, with the majority of
people not really being aware of what melanoma is, nor how potentially fatal it may be. Such
considerations also apply within cancer services. So whilst local cancer services are improving
patient pathways and care, this applies mostly to lung, breast, colorectal and prostate cancers
(South Yorkshire, Bassetlaw & North Derbyshire Cancer Alliance 2017). While all areas of
cancer are anticipated to benefit from additional investment, it remains the case that resources
and publicity are often targeted at the most common cancers. Melanoma, although no longer
considered a rare cancer still does not receive the same attention as other cancers. For

example, there is no melanoma specific support group.

2.9 SuPPORT NEEDS

Supporting patients with melanoma is complex as diagnosis, curative treatment and palliative
care may be required in quick succession. Such support is currently provided by CNSs based
in dermatology, surgery or oncology as recommended by NICE (2006a) guidance. However
there has been very little research exploring the support needs of melanoma patients (NICE
2006b). In a small qualitative study investigating the role of the Skin Cancer CNS McGarr
(2008) found that the majority of time was spent with melanoma patients, who were prioritised
over those with Basal Cell Carcinomas or Squamous Cell Carcinomas. For melanoma patients
the CNS was seen to provide information, advice and support. However, services are
inconsistent across the country, particularly the availability of Nurse Specialists (Melanoma

Task Force 2011). For example, within our locality there is no defined budget for psychological
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services for patients with skin cancers. Patients therefore often rely on voluntary counselling
services usually funded by charities such as Macmillan. This variation in service is unfortunate
as having a named CNS has been shown to make a positive difference to patient outcomes

(Great Britain. Department of Health 2012).

The needs of carers of melanoma patients have received even less attention as highlighted
by my own small study for my Master’'s degree. Whilst there is growing awareness of the
needs of carers for people with cancer, support remains limited especially in areas such as
melanoma. For example approximately 38% of carers for patients living with cancer reported
providing more than 30 hours of care per week which can cause physical, emotional and
financial burden (Macmillan Cancer Support 2008) but their needs often go unrecognised.
National initiatives such as Living With and Beyond Cancer (National Cancer Action Team
2012) incorporating the National Survivorship Initiative (Great Britain. Department of Health,
Macmillan Cancer support & NHS Improvement 2010) still focus primarily on the needs of the
patient. At the time my study commenced very little work focused on carers, despite their need
for recognition and support being great (Cancer 52 & National Cancer Survivorship Initiative
2009). Even less attention has been paid to the needs of carers of people living with

melanoma.

2.10 SUMMARY

This chapter considered the nature and treatment of melanoma so that readers can better
understand the condition and its potential impact on patients/carers to better appreciate the

context for my study. The following chapter considers the role that the literature and other
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forms of prior knowledge played in shaping the initial direction of the study and the

methodology that was adopted to address its aims.
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3 CHAPTER THREE: THE ROLE OF THE LITERATURE AND
OTHER FORMS OF PRIOR KNOWLEDGE

3.1 INTRODUCTION

Undertaking a review of the existing literature is a widely accepted part of healthcare research.
For Bryman (2012) it serves a number of useful purposes enabling the researcher to:
determine what is already known about the topic, to understand what concepts/theories exist
and what research methods have been used to study it, to identify any controversies about
the topic, and to recognise the key contributors. Within the traditional healthcare research
paradigm such ‘key contributors’ are generally held to be other researchers and/or the
policy/practice literatures. Moreover, methods are often viewed hierarchically, with the
experiment or randomised controlled trial being at the top. Other forms of knowledge are seen

as being anecdotal/lower quality, as are many other methods.

This is not necessarily the case in qualitative studies, especially those such as my own (see
later for rationale) that adopt a constructivist approach, in which all forms of knowledge are
equally valid (Rodwell 1998). However, the role of the literature and other extant knowledge
in qualitative research is contested, especially in methodologies such as Grounded Theory.
The purpose of this chapter is to explain and justify the part existing knowledge played in

shaping the present study.

The role of existing knowledge, including published literature, in Grounded Theory is not

universally accepted. Early advocates argued that the literature should not be consulted until
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after data collection and analysis had been completed. Glaser and Strauss (1967) warned
against forcing’ data into pre-existing categories and advised against contaminating the
analysis, arguing that the literature should only be consulted after the theory had emerged.
However, as Grounded Theory evolved so too did debates about the role of the literature.
Corbin and Strauss (2008) acknowledged that “Researchers bring to the inquiry a
considerable background in professional and disciplinary literature” (p134), and that the initial
research question might be shaped by a variety of sources including the literature and the
personal/professional experience of the researcher. Therefore, as no researcher can truly
enter the field naively it is important to acknowledge anything that may have influenced the
study. This was also recognised by Charmaz (2014) who concluded that an initial literature
review forms part of a Constructivist Grounded Theory Study but that the purpose of this and

its relationship to other forms of knowledge needs to be made clear.

Within a constructivist study the primary role of prior knowledge is to identify ‘sensitising
concepts’that help to shape the initial ‘foreshadowed questions’ (Rodwell 1998) that guide the
study at the outset. Charmaz (2012) describes sensitising concepts as a broad term that
captures the influences that inform, but not determine, the initial direction of a study. Such
concepts do not provide a theoretical framework that is imposed upon the data, but they may
be drawn upon in later analysis. Sensitising concepts may be derived from the published
literature, but also from a wide variety of other sources, including the researcher themselves
(Charmaz 2012). As her writings exerted a considerable influence on my thinking | felt it
essential to make clear any role that my own prior knowledge/experience played. Furthermore,
‘reflexivity’ is now widely recognised as a key component of any constructivist study (Gentles
et al. 2014) and a more detailed discussion of its role within this study can be found in the

methods and discussion chapters.
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Moreover, in the current social and healthcare context patients and carers are not seen as
passive recipients of care but rather as active players in shaping their own experience.
Therefore, any patient and carer knowledge that might influence the study also needs to be

considered. It was this inclusive approach to prior knowledge that informed this study.

The initial overview of the existing knowledge in this chapter therefore not only included the
above sources but also the published research and professional literature. For the purposes
of this study sources of professional and research knowledge were seen to emanate from
published papers, textbooks, policy documents and the grey literature. Patient and carer
knowledge were held to come primarily from leaflets produced by healthcare organisations or
charities concerned with their condition but other potential sources such as websites, blogs
and online support groups were also included. A description of the way in which these sources

were identified is provided later.

Having stated my position on the definition and role of existing knowledge, attention is now
turned to the various forms of knowledge that played a part in shaping the initial direction of

the study, beginning with my own.

3.2 SOURCES OF MY PRIOR KNOWLEDGE AND THEIR POTENTIAL INFLUENCE

The sources of my own prior knowledge are varied and arise from both professional and
personal experience. Probably the most influential were those arising from my professional
background and prior studies for two Master’s degrees. This was described briefly in the

introductory chapter and is elaborated upon below.
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My knowledge of melanoma arises primarily from my experience of working with patients. This
informed me that melanoma brings uncertainty to professionals and patients alike as it may
behave aggressively or be relatively benign, may respond to treatment or not. Although
patients look to healthcare professionals (HCPs) for knowledge and expertise we cannot
always provide the definitive answers and reassurance that patients seek. In my role as a
Research Nurse | often spent time talking to patients and carers and this led me to question
whether their support needs are always acknowledged. Moreover from my experience
members of the skin cancer MDT often seemed to hold pre-conceived ideas about patients

that may influence their views on the type and amount of support required.

Such emerging concerns influenced the development of my second Masters dissertation
focussing on the support needs of melanoma patients and how these could best be met. The
literature review preceding that study indicated that there was little prior work in this field with

most advice being drawn from the literature on cancer generally.

At the heart of the findings from my study was the core category entitled ‘Melanoma related
worry’. This highlighted a number of the concerns of melanoma patients, particularly in the
early stages about death and later about the possibility of recurrence. My study suggested

that three factors could reduce such worries. These were:

e The extent to which patients’ concerns were acknowledged and responded to,
especially at the pre-diagnostic stage, with a good GP being vital
e Someone to share their worries and support them. This was most often a partner but

a relationship with their CNS was also important
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e Patients’ efforts to try and avoid recurrence. These revolved mainly around sun-

avoidance and self-examination.

Building on my professional experience and my findings | increasingly realized that melanoma
was rarely a solitary experience. Rather others, especially family members and HCPs, play a
key role. The extent to which patients’ concerns were acknowledged and addressed seemed

to turn largely on the quality of their relationships with others.

Such themes also emerged from the published literature and played an important part in

shaping the initial foreshadowed questions for my study.

Whilst my professional experience clearly influenced my thinking, personal experiences of
contact with the health care system, both in relation to myself and my father also played a

part.

Shortly before starting my PhD | had urgent investigations and treatment for suspected thyroid
cancer. A partial thyroidectomy was carried out but the worst part was awaiting the results of
the biopsy and final histology. Time seemed to stand still and days felt like months, causing
me considerable anxiety. To minimise concern amongst family and colleagues during this
period | played down my own fears using humour. This reinforced for me the difficulties that

many melanoma patients must have in fully sharing their concerns with others.
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Supporting my mother caring for my father (who had a cardiac condition over a 15 year period)
was far more protracted and further reinforced my increasing belief that the role and support

needs of carers are not fully recognised in the current health care system.

Having highlighted the part played by my own prior knowledge/experience | now consider

sources of patient and carer knowledge.

3.3 SOURCES OF PATIENT AND CARER KNOWLEDGE

Given the active role now accorded patients, and to a lesser extent carers, within the health
care system, | was clear that these groups should play an active part in my study. It also
seemed likely that before | interviewed them, my participants would have been exposed to
various forms of knowledge that may have shaped their understanding of melanoma. |
therefore wanted to explore major sources of such knowledge for potential sensitising

concepts.

Patients and carers probably gain much of their knowledge from information leaflets provided
by HCPs after diagnosis. Leaflets relating to melanoma from prominent UK healthcare
organisations and charities were therefore seen as important. Newspapers are also a common
source of information and so efforts were made to explore how melanoma is portrayed in the
popular press. Patients also increasingly turn to the internet for advice and the popular search
engines Google and Yahoo were searched using the term ‘melanoma’. These three searches

are detailed below.

28



3.3.1 PATIENT INFORMATION LEAFLETS

All patient and carer information booklets produced by Cancer Research UK (CRUK),
Macmillan Cancer Support (MCS), the British Association of Dermatologists (BAD) and
National Health Service (NHS) Choices were included up to June 2013. Leaflets from Cancer
Bacup, the leading provider of cancer patient information in the UK until 2008 when it merged
with MCS, were also included. In 2011 the local teaching hospital stopped producing and
updating its own patient information for cancer in favour of using the resources produced by
MCS. The most prominent source of information was therefore MCS who have produced six
separate guides for patients with melanoma. Information sources regarding other cancers,
general effects of cancer or non-melanoma skin cancer were excluded from the search.
Information from BAD may have been given to patients by Skin Cancer CNSs working in
peripheral dermatology clinics. These were therefore included. Patients would most likely
access CRUK and NHS choices information via the internet owing to their predominantly
electronic format. These sources were therefore included in the internet search to avoid
duplication. The main patient information leaflets/booklets included were therefore those

produced by MCS and BAD as listed below with examples in Appendix 1.

MCS:

e Understanding melanoma

e Understanding melanoma: treatment with local surgery

¢ Understanding melanoma: lymph node assessment and treatment
¢ Understanding melanoma: adjuvant treatments after surgery

e Understanding melanoma that has come back in the same area

e Understanding advanced melanoma
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BAD:

e Stage 1 melanoma
e Stage 2 melanoma
e Stage 3 melanoma

e Stage 4 melanoma

3.3.2 NEWSPAPERS

The British Newspaper Archive did not yield any results after 2000 so was not used as recent
articles were not available. Individual popular national newspaper archives were therefore
searched for the term ‘melanoma’for the previous 10 years (2003-2013) to see how melanoma
was presented in the popular media. Publications included The Daily Mail, The Independent,
The Guardian, The Sun and The Telegraph as these were the newspapers with the largest
readership (Hollander 2013). Searches of individual newspaper archives using the term
‘melanoma’ revealed articles from 1999. The content was scanned backwards chronologically
from the most recent in 2013 to the oldest and the decision made to stop retrieval at January
2003 when no new information was forthcoming. Articles not relating to melanoma were
excluded. Where the terms ‘melanoma’ and ‘skin cancer’ were used interchangeably articles
were read carefully to determine whether melanoma or non-melanoma skin cancers were
being referred to. Articles discussing both melanoma and non-melanoma skin cancer were
included but those discussing non-melanoma only were excluded. Articles relating to
melanoma were then screened to focus on those reporting the patient or carer experience.
Those that only concerned tanning behaviour, melanoma prevalence or risk, detection

methods, research into melanoma development or research into new treatments were
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excluded. Data were extracted from personal accounts of having melanoma to discover
themes relating to the experience. The Guardian, the Times, the Sun and the Telegraph did
not have searchable archives that were free to use so articles found from the Daily Mail, the
Independent and the Express were used as a representative sample of newspaper headlines

during the time period chosen. The selection of newspaper articles is shown in Figure 3.1:
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Figure 3.1: Selection of Newspaper Articles

Number of articles found Daily Mail Independent Daily Express
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Daily Mail | i
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Daily Mail Independent Daily Express
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Daily Mail Independent Daily Express
Number of melanoma
papers included 312 45 101
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¥

Included - Personal accounts of
experiencing melanoma

83

3.3.3 INTERNET SEARCH

The popular search engines Google and Yahoo were searched for information published in
the UK between January 2003 and June 2013 mirroring the dates of the newspaper search.

While UK versions of the search engines were used and UK sources specified in the search,
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some international results were returned by the search engines. These were therefore
included as patients may have accessed them. To make the search manageable, results were
then considered for the first two pages only as the majority of internet users do not go past
the first page (Chitika 2013, Petrescu et al. 2014). Websites rather than webpages were
considered as the unit of analysis for extract data. All pages relating to melanoma in humans
were included with those relating to melanoma in animals being excluded. A description of

the websites included can be found in Appendix 2.

How these sources were analysed is considered later in this chapter. | will now consider

professional sources of knowledge.

3.4 SOURCES OF PROFESSIONAL KNOWLEDGE

Professional knowledge was held to come primarily from the published research literature,
textbooks and the grey/policy literature. There is no widely accepted ‘core’ text on skin
cancer/melanoma so the National Institute for Health and Care Excellence (NICE) guidelines

were used. These are therefore considered below.

NICE published guidelines for the care of patients with skin cancer in 2006 following a review
of the extant literature (NICE 2006a). This revealed a dearth of evidence on the needs of this
group and a qualitative survey was therefore commissioned (NICE 2006b). The review
identified twelve studies including one systematic review of good quality, nine observational
studies of fair quality, one observational study of poor quality and one expert review of fair

quality. Of these papers five focused on melanoma. Overall the quality of the evidence was
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found to be poor, based on the presumption that RCTs provide the most robust evidence. The
conclusion reached was that patients with skin cancers have diverse needs that differ from
those of patients with other cancers (NICE, 2006a). However, the needs of melanoma patients
were not considered separately and the needs of carers were not considered at all. Reviews
on patient information needs, the needs of patients with disfigurement, psychological
interventions, patient satisfaction surveys, clinical trial participation, protocol driven care and
palliative and supportive care were undertaken separately, reflecting how HCPs view patients’

needs individually rather than holistically.

As the above review represented a comprehensive consideration of the, admittedly limited,
literature up until 2006 | only considered work after that date until the start of the study (June
2013). Separate searches were performed to find papers published on 1) the experience and
needs of patients with melanoma 2) the experience and needs of the carers of patients with

melanoma. Details of the databases and search terms used can be found in Appendix 3.

Studies identified were then screened via the title and those that appeared to meet the criteria
detailed in Appendix 4 were screened via the abstract. Full text versions of the relevant studies
were retrieved to ascertain whether they met the requirements of the review. As this was not
intended to be a systematic review but rather a broad conceptual overview of the main ideas
about melanoma, influential studies were not excluded on the basis of ‘quality’ using tools
such as the Critical Appraisal Skills Programme checklists (CASP 2017). The selection of

papers can be seen in Figure 3.2.
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Figure 3.2: Selection of professional papers
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As indicated in the figure above, on completion of the search and application of the selection
criteria 55 papers were included in the review. A table of study characteristics can be found in

Appendix 5.

The maijority of the studies were descriptive rather than testing an intervention or determining
causality. Most used a cross-sectional survey design where measurement tools were self-
completed by respondents. Fifty-eight separate tools were identified, including measures of
HRQOL, cancer symptoms, melanoma specific measures, psychological coping or distress
and 