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Summary

Inequalities in cancer survival outcomes can partly be explained by prolonged cancer
symptom presentation among socioeconomically deprived groups. This PhD aimed to (1)
understand the barriers to cancer symptom presentation among low socioeconomic groups
and (2) develop a targeted cancer awareness intervention to promote timely symptom

presentation.

The COM-B (Capability, Opportunity, Motivation-Behaviour) model was selected to guide
understanding of the influences on cancer symptom presentation behaviour. Systematic
review and qualitative methods (30 in-depth interviews and six focus groups) were
employed to identify the factors influencing symptom presentation. Findings from these
studies and a scoping review of cancer awareness interventions were used to inform
intervention development, guided by the Behaviour Change Wheel. The intervention was

tested for acceptability with two groups of potential users.

The combination of poor cancer symptom knowledge, fearful and fatalistic beliefs about
cancer, and barriers such as problems associated with obtaining and accessing a primary
care appointment prolonged cancer symptom presentation among low socioeconomic
groups. In addition, the wider social and environmental opportunities available to people
from low socioeconomic groups including economic hardship and negative experiences of

cancer were identified as key influences on behaviour.

An intensive community group based educational session was developed targeted at current
or former smokers and family members of smokers, aged 40 years or over from
socioeconomically deprived communities. Content was developed to increase cancer
symptom knowledge, modify beliefs and enable timely symptom presentation by utilising
strong social networks in the community. Findings from user testing confirmed that group

education was an acceptable mode of intervention delivery.

Understanding the complex interaction between individual psychological characteristics and
the wider environment in which people from low socioeconomic groups live in is essential
for modifying cancer symptom presentation behaviour. Community education could be used
as a strategy to engage low socioeconomic groups in early cancer detection and warrants

further feasibility and pilot testing.
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Chapter 1

Introduction

This PhD aims to achieve an in-depth understanding of the barriers to cancer symptom
presentation among low socioeconomic groups using qualitative research methods and
review methodology. The results will be used to develop a pilot cancer awareness
intervention targeted at socioeconomically deprived communities to encourage timely
presentation with potential cancer symptoms. The current chapter aims to provide an
overview of the context and problem of cancer survival among low socioeconomic groups,
and how the need to reduce socioeconomic inequalities in cancer outcomes is reflected in
policy and initiatives. Encouraging earlier cancer symptom presentation through
interventions will be discussed as a strategy for improving cancer outcomes. The rationale
for a shift in focus for the current intervention content from generic cancer to lung cancer
will be discussed in relation to changes in public policy. Finally, the aims and objectives of

the PhD will be presented.

1.1 Cancer survival in the UK

Overall survival rates for cancer are improving. In the UK, 10 year survival has doubled over
the past 40 years and around half of those living in the UK diagnosed with cancer can expect
to survive for 10 years or more (Cancer Research UK, 2015a). However, there is large
variation across tumour sites, where 10 year survival ranges from 3% in pancreatic cancer to
98% in testicular cancer (Cancer Research UK, 2015a). In addition, when compared with
similar countries within Europe, survival rates for cancer have been consistently lower in the
UK (Sant et al, 2001; Berrino, 2009; Sant et al, 2009; Verdecchia et al, 2009; Coleman et al,
2011; Foot and Harrison, 2011) and may be linked to socioeconomic inequalities in cancer
outcomes (Machenbach et al, 2003; Sant et al, 2003; Rachet et al, 2010; Ellis et al, 2012;
McPhail et al, 2015). It has been estimated that around 5000 deaths from cancer annually
would be avoided if survival in England was comparable to the European average (Abdel-

Rahman et al, 2009; Richards, 2009a).

Through earlier diagnosis of cancer, survival outcomes can be improved (McPhail et al,
2015). Early detection of cancer can be achieved through screening programmes and prompt
symptomatic presentation. Socioeconomic inequalities in cancer screening uptake and the

timeliness of presenting with symptoms to a primary care doctor partly explain poorer



cancer survival outcomes among low socioeconomic groups in the UK, with people from
socioeconomically deprived groups less likely to engage in screening and/or more likely to

prolong symptom presentation (Macleod et al, 2009; McPhail et al, 2015).

1.2 Socioeconomic inequalities in cancer incidence, survival and mortality

People from low socioeconomic groups are more likely to receive a diagnosis of cancer, are
less likely to survive cancer and are more likely to die from cancer compared to those from
high socioeconomic groups (National Cancer Intelligence Network, 2014; Welsh Cancer
Intelligence and Surveillance Unit, 2014; McPhail et al, 2015; Cancer Research UK Statistics,
2015b). Whilst overall survival rates for cancer have improved, the rate of improvement is
much faster amongst high socioeconomic groups, and as a consequence cancer survival
inequalities are widened (Coleman et al, 2004; Lyratzopoulos et al, 2010). One, three and
five year cancer survival is lowest and mortality is highest in the UK among low
socioeconomic groups (Coleman et al, 2001; Rachet et al, 2010; Moller et al, 2012; Cancer

Research UK Statistics, 2015b).

The relationship between cancer outcomes and socioeconomic group is likely to reflect more
advanced stage disease at diagnosis, where access to curative treatment is limited (Macleod
et al, 2000; Shack et al, 2008a; Lyratzopoulos et al, 2013; McPhail et al, 2015). This can partly
be explained by prolonged cancer symptom presentation (Macleod et al, 2009) and a high
incidence of smoking-related cancers such as lung or head and neck cancers among low
socioeconomic groups (Shack et al, 2008b; McDonald et al, 2014; Cancer Research UK
Statistics, 2015c) which are harder to diagnose in the early stages (Birt et al, 2014; Neal et al,
2014; Cancer Research UK Statistics, 2015c). These types of cancer have poor survival
outcomes, with minimal improvement in survival rates in comparison to other cancer sites
such as breast or prostate (Cancer Research UK Statistics, 2015a). Poor outcomes could
reflect difficulties in detecting these types of cancer promptly due to vague and non-specific
symptoms in the early stages, where individuals may perceive symptoms as not serious and

therefore prolong symptom presentation (Birt et al, 2014; Neal et al, 2014).

If inequalities in cancer outcomes were reduced, overall cancer survival could be improved.
By eradicating socioeconomic inequalities at stage of diagnosis, it has been estimated that
5600 patients in the UK annually could be diagnosed with earlier stage disease

(Lyratzopoulos et al, 2013). Studies suggest that 11% of deaths from common cancer in the



UK could be avoided if 3 year survival in low socioeconomic groups matched that in high

socioeconomic groups, accounting for approximately 7122 lives annually (Ellis et al, 2012).

1.3 Characteristics of a low socioeconomic group

1.3.1 Low socioeconomic group: a definition

A low socioeconomic group can be defined as referring to individuals within a group or a
collective group of individuals, who are socially and economically disadvantaged in relation
to others (Kawachi et al, 2002). It is common for researchers to use the terms socioeconomic
gradient, socioeconomic status or socioeconomic position. Such terms could be perceived as
value-laden, therefore throughout this thesis, the terms socioeconomic group or

socioeconomically deprived community will be used.

Socioeconomic group can be measured using individual level indicators such as income,
educational attainment and occupation, where lower annual income, lower educational
attainment and manual or unskilled occupations are defined as representing low
socioeconomic groups. Group level indicators such as postcode data can be used to indicate
area level deprivation and are frequently used to measure socioeconomic group. There are
strengths and limitations associated with the use of group and individual level indicators.
Individual level indicators attempt to capture the assets of the individual and are relatively
simple to measure (Galobardes et al, 2006a). However, some individual level indicators such
as occupation or educational attainment are age relevant, where educational attainment
level varies with different birth cohorts and an older study population is more likely to be
retired, making socioeconomic group classification difficult. In addition, individual level
indicators, particularly when measured in isolation, may not accurately represent an
individual’s current social circumstances (Galobardes et al, 2006a). Therefore, it is important

to measure multiple individual level indicators to overcome these limitations.

Socioeconomic group level indicators are calculated using aggregated measures such as
employment and crime rates in a pre-defined area for a collective group of individuals.
These are usually calculated based on the most recent census or similar data available
(Galobardes et al, 2006b). This can be problematic as the deprivation score assigned to an

individual within the area may not fully represent the individual’s social circumstances: they



might live in a deprived area as defined by the area level indicator but are not experiencing
social or economic hardship, or vice versa. In addition, when the pre-defined area is large,
there is potential for misclassification of the particular area (Galobardes et al, 2006b). A
combination of both individual and group level indicators is likely to overcome some of

these issues and ensure a more complete indication of socioeconomic group.

In Wales, postcode data can be used to generate a Welsh Index of Multiple Deprivation
(WIMD) score, which is an area level socioeconomic group indicator. Wales has been
organised into 1896 Lower Layer Super Output Areas (LSOAs) with approximately 1500
people in each area. Each LSOA was ranked from 1 (the most deprived) to 1896 (the least
deprived) (WIMD, 2011). Their WIMD score reflects this, for example a WIMD score of 1
represents the most deprived LSOA in Wales. Scores are calculated based on employment,
income, educational attainment, health, crime rates, geographical access to services,

housing standards and quality of physical environment within the LSOA (WIMD, 2011).

In an attempt to tackle poverty in Wales, the Welsh Government initiative ‘Communities
First’ was set up. There are 52 Communities First clusters in Wales supporting the most
deprived areas in Wales based on WIMD score. This PhD aims to target individuals within a
low socioeconomic group defined as an individual living in the most deprived quartile (those
with a WIMD score between 1 and 474) and/or those living in a ‘Communities First’ area.
Due to the graded effect of deprivation and its association with cancer survival outcomes,
those within a low rather than lower socioeconomic groups were targeted for this PhD in
order to ensure that those in the most deprived areas were targeted. A low socioeconomic
group is defined as the most deprived quartile, whereas a lower socioeconomic group could

be defined as the lowest two quartiles.

1.3.2 The social gradient in health

Health inequalities can be defined as ‘uneven distributions of health benefits and disease
burdens that are unjust, unfair and avoidable’ (Mabhala, 2014). The social gradient in health
and health outcomes refers to disparities in health in relation to socioeconomic group,
where health decreases with increasing deprivation (Marmot, 2015). Life expectancy is
lower, and there is a higher prevalence of obesity and chronic ilinesses such as heart disease

and diabetes among low socioeconomic groups (Department of Health, 2009; Buck and



Maguire, 2015; Office for National Statistics, 2015). In addition, there is a gradient for
perceptions of health, where those from low socioeconomic groups are more likely to self-
report poor health (Welsh Health Survey, 2015). Socioeconomic inequalities in cancer

outcomes are one example of the social gradient in health.

1.3.3 The social determinants of health

The relationship between socioeconomic group and health is complex, and is likely to reflect
a complex interaction between the environment and the individual. There are various
factors which can directly and indirectly affect health, which have been termed the social

determinants of health.

Lifestyle factors such as smoking, alcohol consumption, poor diet and non-active lifestyles
can directly affect health and are more prevalent in low socioeconomic groups (Fone et al,
2012; Hiscock et al, 2012; Farrell et al, 2013; Welsh Health Survey, 2015). People from a low
socioeconomic group are more than twice as likely to smoke, are less likely to eat the
recommended five pieces of fruit and vegetables per day, and report the highest number of
zero active days compared to high socioeconomic groups (Farrell et al, 2013; Welsh Health
Survey, 2015). One explanation for the high prevalence of smoking and alcohol consumption
in low socioeconomic groups is to buffer individuals against the psychosocial stresses of their
circumstances created by the environment (Wilkinson, 1997). Feelings of disempowerment
as a consequence of a perceived lack of control over daily life are likely to impact health and
present as reluctance to engage in healthy behaviours, or increase the likelihood of
participating in unhealthy behaviours (Pampel et al, 2010). Therefore, it could be argued
that health inequalities and the social gradient in health are a consequence of the
environment and social conditions in which people live (Marmot, 2010). Whist lifestyle
factors can directly affect health, these are generally a product of the environment and any
opportunities afforded to the individual are not always choices made by the individual;

instead, in some cases they reflect a lack of availability of resources and opportunities.

According to The Health Map (Barton and Grant 2006; Figure 1.1), a major determinant of
health is the wider physical, social and economic environment in which an individual lives.
The Health Map takes into account the influence of the immediate environment such as

lifestyle and the broader cultural, political and economic factors as determinants of health.



Unemployment, poor housing conditions, lower levels of educational attainment and higher
levels of crime are all associated with socioeconomically deprived communities and are
likely to influence risk of iliness and health outcomes (Acheson, 1997). For example,
unemployment or low income restricts the financial resources available to the individual,
which can act as a barrier to maintaining a healthy lifestyle due to cost and lack of
availability of ‘healthier’ foods (James et al, 1997; Mabhala, 2014). Whilst these factors are
important in determining health and cancer outcomes, it is not within the scope of this PhD
to explore these, or attempt to change the social determinants of health at these levels. The
focus of this PhD will be to understand the influences on cancer symptom presentation
behaviour among low socioeconomic groups and to design an intervention to encourage
timely cancer symptom presentation at the individual level, whilst being mindful of the

broader social determinants.

Kyis1onNpOR

The determinants of
health and well-being
in our neighbourhoods

Figure 1.1 The Health Map (Barton and Grant, 2006)



1.4 The National Awareness and Early Diagnosis Initiative (NAEDI) and the Model of Pathways

to Treatment (MPT)

1.4.1 The National Awareness and Early Diagnosis Initiative (NAEDI)

NAEDI was launched in 2008 as part of the Cancer Reform Strategy (Department of Health,
2007), led by Cancer Research UK, the Department of Health, NHS England and Public Health
England. NAEDI aims to improve cancer survival outcomes through research and activities
which promote earlier diagnosis of cancer. It outlined seven work streams, including regular
assessment of public cancer symptom awareness and the development of interventions to

promote early symptom presentation.

1.4.2 The NAEDI pathway

The NAEDI pathway was developed in 2009 (Richards, 2009b) and updated in 2015 as a
framework for testing hypotheses related to potentially avoidable deaths from cancer
(Hiom, 2015) (Figure 1.2). According to the NAEDI hypothesis, advanced stage disease
reflects late presentation to secondary care as a consequence of low uptake of cancer
screening or late presentation to a primary care doctor. Low public awareness of cancer,
negative beliefs about cancer, barriers to help seeking and difficulty accessing primary care
are considered likely to contribute to late presentation to a general practitioner (GP) and/or
low uptake of cancer screening. The terms awareness of cancer and cancer knowledge are
often conceptualised as a broad understanding of cancer including knowledge of the
aetiology, prevention and symptoms of cancer; however, throughout this PhD thesis, the
term ‘cancer knowledge’ refers specifically to cancer symptom awareness. In the updated
version of the NAEDI hypothesis, demographic background factors including socioeconomic

group were included as influences on prolonged presentation (Hiom, 2015).
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1.4.3 Empirical evidence underlying the NAEDI pathway

Empirical evidence supports the earlier stages of the NAEDI pathway where cancer
awareness, beliefs about cancer and barriers to help-seeking appear to influence the
decision to present to a primary care doctor with symptoms, or affect cancer screening
uptake. Low cancer symptom knowledge has been associated with reduced likelihood to
engage in cancer screening (Wardle et al, 2000). Poor cancer symptom knowledge
contributes to misattribution of symptoms and attenuates the decision to present to the
doctor with symptoms, because individuals are more likely to perceive symptoms as not
serious and therefore not requiring medical help (Mitchell et al, 2008; Macleod et al, 2009;
Simon et al, 2010; Noonan, 2014; Walter et al, 2012; Whitaker et al, 2014). Poorer
knowledge of the symptoms for cancer and lower suspicion that a current symptom could
indicate cancer has been associated with low socioeconomic groups (Robb et al, 2009; Brain
et al, 2014; Whitaker et al, 2015a) and could contribute to prolonged cancer symptom

presentation among these groups.

Negative fearful and fatalistic beliefs about cancer have been associated with non-uptake of
cancer screening due to fear of undergoing the screening test and fear of test results
(Wardle et al, 2000; Austin et al, 2002; Waller et al, 2009; Miles et al, 2011). Fearful beliefs
about cancer such as fear of receiving a diagnosis of cancer or fear of the treatments for
cancer have also been associated with prolonged cancer symptom presentation (Sheikh and
Ogden, 1998; Bish et al, 2005; Smith et al, 2005; Mitchell et al, 2008; Macleod et al, 2009).
Fatalistic beliefs about cancer such as ‘cancer is a death sentence’ or ‘there is no cure for
cancer’ have been associated with more advanced stage disease at diagnosis (Lyratzopoulos
et al, 2015a), which could reflect the influence of such beliefs on the decision to seek

medical help, where symptom presentation is prolonged.

Fearful and fatalistic beliefs about cancer are more common among low socioeconomic
groups (Niederdeppe and Levy, 2007; Beeken et al, 2011; Miles et al, 2011; Lyratzopoulos et
al, 2015a; Quaife et al, 2015a). Those from a low socioeconomic group have reported lower
perceived value of early detection and higher fear associated with disclosing cancer
symptoms to a primary care doctor (Beeken et al, 2011). Emotions such as fear of cancer are
likely to influence interpretation of symptoms (Whitaker et al, 2015b) and the decision to
seek medical help, where negative fearful and fatalistic beliefs are likely to prolong symptom

presentation (Balasooriya-Smeekens et al, 2015; Sheikh and Ogden, 1998; Bish et al, 2005;



Smith et al, 2005; Mitchell et al, 2008; Macleod et al, 2009) particularly among low

socioeconomic groups.

Barriers such as difficulty making or getting to an appointment for cancer screening have
been associated with a lower likelihood of cancer screening attendance (Maheswaran et al,
2006; Waller et al, 2009). More reported barriers to cancer symptom presentation have
been associated with the longest anticipated times to cancer symptom presentation (Robb
et al, 2009; Simon et al, 2010). The types of barriers reported have been found to vary with
socioeconomic group: emotional barriers such as embarrassment and worry what the doctor
might find were more prevalent among low socioeconomic groups, whereas high
socioeconomic groups were more likely to endorse practical barriers such as ‘being too busy’

(Robb et al, 2009).

Whilst the influences on cancer screening attendance and prompt cancer symptom
presentation to primary care appear to be similar, the prompts preceding screening and
symptom presentation behaviours are different. Those who attend screening are often
asymptomatic, and in most cases receive a letter or screening kit through the post inviting
them to take part in screening. This bypasses the stages of noticing and appraising a
symptom, and deciding whether or not to seek medical help (Walter et al, 2012).
Symptomatic individuals do not receive a prompt or reminder letter to encourage them to
seek help for a symptom and are therefore required to consciously assess their symptom
and decide whether to seek medical help. It is beyond the scope of this PhD to explore both
screening and symptom presentation behaviour, therefore the barriers to cancer symptom

presentation will be the focus of this thesis.

Studies of cancer symptom presentation support the NAEDI hypothesis that poor
knowledge, negative beliefs and barriers to help-seeking contribute to prolonged cancer
symptom presentation. In addition, studies provide an indication of which of these factors
are more prominent in low socioeconomic groups. However, a more detailed understanding
is required regarding the ways in which socioeconomic group influences the relationship
between each of the factors highlighted in the NAEDI hypothesis and symptom presentation
is required. Therefore, the primary focus of this PhD is to explore the barriers to cancer

symptom presentation among low socioeconomic groups.
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1.4.4 The Model of Pathways to Treatment (MPT)

The MPT (Walter et al, 2012; Figure 1.3) was developed from the Anderson Model of Total
Patient Delay (Andersen and Cacioppo, 1995), to conceptualise time between detection of a
bodily symptom and the start of cancer treatment. The MPT outlines four time intervals, the
processes involved during each interval, and suggests patient factors that are likely to
influence each of the time intervals. The first two intervals, representing appraisal and help
seeking, can be conceptualised as the ‘patient interval’, where symptoms are appraised and
the individual decides whether to seek medical help for the detected bodily change (Walter
et al, 2012). This time period is often referred to as patient delay; however this term carries
connotations of blame (Dobson et al, 2014; Weller et al, 2012), therefore the term

‘prolonged’ cancer symptom presentation will be used throughout this PhD thesis.

The factors involved in the NAEDI pathway can facilitate understanding of the processes
involved at each stage which influence the decision to seek medical help for symptoms. The
‘appraisal interval’ refers to the process of appraising a bodily change once detected (Walter
et al, 2012). This requires conscious cognitive processing and an awareness of cancer
symptoms to facilitate appraisal (Scott et al, 2012; Walter et al, 2012). Knowledge of the
symptoms of cancer is considered to be most influential at this stage and emotions such as
fear are likely to influence interpretation of symptoms (Walter et al, 2012). Once the
symptom is appraised, the individual must decide whether to consult a health care
professional (HCP) and arrange an appointment during the ‘help-seeking interval’. The
remaining factors from the NAEDI pathway- beliefs about cancer, barriers to symptom
presentation- are likely to lengthen or shorten the help-seeking interval. Throughout this
PhD thesis, the term ‘cancer symptom’ will be used to refer to bodily changes that are
perceived by the symptomatic individual as unusual, troubling or of potential oncological

significance.

The patient interval has been found to account for the greatest proportion of time in the
pathway from symptom discovery to the start of cancer treatment (Allgar and Neal, 2005;
Ristvedt and Trinkaus, 2005; Lyratzopoulos et al, 2015b), and has been found to lengthen
with increasing socioeconomic deprivation (Macleod et al, 2009). Both the MPT and NAEDI
pathway suggest that patient factors influence the decision to seek medical help; however,

due to their descriptive nature, neither model provides an explanation for how
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socioeconomic factors mediate symptom presentation. A more detailed understanding of
how knowledge, beliefs, barriers and other factors relating to low socioeconomic groups
might influence symptom presentation is required. Through identification of the factors
influencing the appraisal of symptoms and the decision to seek medical help for a cancer
symptom, interventions may be developed to encourage prompt symptom presentation in

low socioeconomic groups in order to reduce inequalities in cancer outcomes.

1.5 Diagnosing cancer in primary care

Primary care doctors face pressure from patients and policy makers to diagnose cancer
earlier and refer to secondary care more promptly, but also pressure from secondary care to
reduce the number of referrals. Each year, a GP will see on average 8 new cases of cancer
per year (Roope, 2015) which is relatively small considering a GP will engage in five to ten
thousand interactions with patients each year. The symptoms that patients present with are
often vague and can be symptoms of many other benign conditions, thus GPs are challenged
with the difficult task of knowing when a referral to secondary care is appropriate (Baughan
et al, 2011; Andersen and Vedsted, 2015; Neal et al, 2015). Patients are often required to
visit the GP multiple times before a referral to secondary care is made which can be
problematic if the patient also prolongs a return visit. For example it takes an average thee
consultations with the GP before a chest x-ray is ordered (Lyratzolplous et al, 2012; Neal et
al, 2015). Although it is beyond the scope of this PhD thesis to explore doctor/patient
interactions within the primary care consultation or the referral behaviour of GPs, the

difficulties of diagnosing cancer in primary care are acknowledged.
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Figure 1.3 The Model of Pathways to Treatment (MPT) (Walter et al, 2012)
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1.6 UK Policy

The need to reduce inequalities in cancer outcomes is consistently reflected in UK policy. In
2000, the National Health Service (NHS) Cancer Plan prioritised the need to improve cancer
outcomes in the NHS (Department of Health, 2000). Its aims were to improve cancer survival
rates in the UK so that they were comparable with the best in Europe by 2010, improve
cancer services and tackle socioeconomic inequalities in cancer survival. A strategy was

outlined to facilitate delivery of these aims.

To build on the progress in relation to cancer survival since the NHS Cancer Plan
(Department of Health, 2000), the Cancer Reform Strategy (Department of Health, 2007)
was developed. It outlined the direction for cancer services in the UK for the next five years,
acknowledging that there were further advances to be made. Its main aims were to save
more lives and reduce inequalities in cancer outcomes. The document outlined various areas
of action to improve cancer outcomes including earlier cancer diagnosis through screening
programmes, improving public awareness of the signs and symptoms of cancer, and
reducing cancer inequalities in incidence, access to services and outcomes according to

various demographic risk factors for poorer cancer survival, including deprivation.

In Wales, the Cancer Delivery Plan (2012) outlined a five year strategic plan to reduce cancer
incidence, improve survival rates and decrease cancer mortality. In the annual updates,
there was an overall increase in cancer survival; however, each report acknowledged areas
for improvement (Welsh Government, 2013). In the 2014 update, it was reported that
survival rates for stomach, lung and kidney cancer were still lower than the European
average, and that socioeconomic inequalities in incidence, mortality and survival remained
(Welsh Government, 2014). In the 2015 update, there was a particular focus on the need to
improve lung cancer outcomes in Wales in response to the National Lung Cancer Audit,
where 5 year lung cancer survival was 6.5%. It was reported that lung cancer accounted for
the highest proportion of cancer related deaths in Wales and almost half of all lung cancer
cases were diagnosed in the advanced stages (Welsh Government, 2015; National Lung
Cancer Audit, 2015; Welsh Cancer Intelligence and Surveillance Unit, 2015). Consequently,
lung cancer and the need to improve lung cancer outcomes were considered a national
priority in Wales in 2015/16 and 2016/17 as part of the Welsh Lung Cancer Initiative (Welsh

Government, 2015).
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In response to these policy developments, the decision to focus the intervention on lung
cancer was made during the course of the PhD. Whilst the primary aim of the thesis is to
understand the barriers to cancer symptom presentation in low socioeconomic groups, the
secondary aim is to develop a lung cancer intervention targeted at low socioeconomic

groups. This change in focus will be reflected in the narrative of subsequent chapters.

1.7 Lung cancer as a priority

1.7.1 Lung cancer statistics

Lung cancer survival is particularly poor. In the UK, 32% of people survive for one year or
more after a diagnosis of lung cancer, 10% survive for 5 years or more and 5% of people
diagnosed with lung cancer survive for 10 years or more (Cancer Research UK Statistics,
2015d). Whilst survival rates for many other cancers have improved, lung cancer survival has
remained stable over the past 40 years (Cancer Research UK Statistics, 2015d). It is the third
most commonly diagnosed cancer in the UK, with around 40,000 new cases each year
(National Lung Cancer Audit, 2015) and is the leading cause of cancer related death in the UK
(Kmietowicz, 2015). In 2012, lung cancer became the second biggest cause of death in men
and the fifth biggest cause of death in women in the UK, where over 35,000 people died
from lung cancer (National Lung Cancer Audit, 2015; Kmietowicz, 2015). In Wales, there are
more deaths from lung cancer each year than deaths from breast and bowel cancer
combined, and it has been estimated that if lung cancer survival in Wales matched that of
the best in Europe in 2012, 113 more women and 77 more men each year might survive at

least five years (Welsh Cancer Intelligence and Surveillance Unit, 2015).

1.7.2 Lung cancer and socioeconomic group

Lung cancer is reported to represent the strongest association with deprivation of all the
common cancers across the UK context (Welsh Cancer and Surveillance Unit, 2015). Lung
cancer incidence and mortality is higher amongst low socioeconomic groups compared to
high socioeconomic groups (Welsh Cancer Intelligence and Surveillance Unit, 2015). Age-
standardised incidence rates for Scotland are 61.3/100,000 for high socioeconomic groups

versus 183.7/100,000 for low socioeconomic groups (Information Service Division Scotland,
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2015b). Similar disparities are observed in Wales where lung cancer is two and a half times
more common among low socioeconomic groups compared with high socioeconomic groups
(Welsh Cancer Intelligence and Surveillance Unit, 2015). This represents an absolute
difference of 79 more new cases of lung cancer per 100,000 of the population per year
between low and high socioeconomic groups, and this incidence-deprivation gap has
widened over the past ten years by 27% (Welsh Cancer Intelligence and Surveillance Unit,
2015). The high incidence of lung cancer among low socioeconomic groups reflects the high
prevalence of smoking, which accounts for 80% of new lung cancer cases each year (Welsh
Cancer Intelligence and Surveillance Unit, 2015; Parkin, 2011) and industrial employment
such as mining among low socioeconomic groups which contributes to increased risk for

lung cancer (Welsh Cancer Intelligence and Surveillance Unit, 2015).

The inequalities in lung cancer mortality follow a similar pattern to the inequalities observed
for cancer incidence. In Scotland, age-standardised mortality rates are 48.3/100.000 for high
socioeconomic groups compared to 148.2/100,000 for low socioeconomic groups
(Information Service Division Scotland, 2015). In Wales, the difference between high and low
socioeconomic groups represents an absolute difference of 61 deaths per 100,000
population (Welsh Cancer Intelligence and Surveillance Unit, 2015). Survival differences by
socioeconomic group in the UK are 1.4% between high and low socioeconomic groups,
which has been estimated to account for around 1300 deaths from lung cancer as a result of
socioeconomic inequalities in cancer outcomes (Coleman, 2004; Cancer Research UK

Statistics, 2015d).

1.7.3 Lung cancer early detection strategies

Low dose computed tomography (LDCT) can be used to screen for lung cancer and is
currently being evaluated in trials across Europe and the US involving high risk individuals
(Aberle et al, 2011; Aggestrup et al, 2012; Rasmussen et al, 2015; van den Bergh et al, 2011;
Brain et al, 2016). Although the results of lung cancer screening trials are promising in terms
of lung cancer mortality (Aberle et al, 2011), the number of false positive results has been
reported to range from 20%-50% (Aberle et al, 2011; O’Connor and Hatabu, 2012) and could
contribute to distress and anxiety among those who take part in screening. LDCT is currently
not available routinely through the NHS to screen for lung cancer. Therefore, lung cancer is

diagnosed on the basis of individuals presenting with symptoms in primary care, or in
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secondary care as an emergency case. It has been reported that around half of lung cancer

cases present through emergency services (Ellis-Brookes et al, 2012).

Due to the vague nature of symptoms of lung cancer (NICE
https://www.nice.org.uk/Guidance/CG121 [accessed 30.09.2016]), particularly in the early
stages, and rapid progression of lung cancer from the early to late stages, patients are faced
with the difficulty of knowing when to present to the doctor with symptoms (Lyratzolplous
et al, 2012; Mitchell et al, 2013). Early symptoms such as a persistent cough or
breathlessness can be symptoms of minor ailments such as a cold or other co-morbid
conditions such as COPD, or attributed to smoking habit. These types of symptoms are often
ignored or dismissed as normal, prolonging cancer symptom presentation (Birt et al, 2014;
Corner et al, 2006; Chatwin and Sanders, 2013). Furthermore, 80% of lung cancer cases are
smoking related (Welsh Cancer Intelligence and Surveillance Unit, 2015) and those who
smoke or are ex-smokers are at the highest risk for developing lung cancer. Smokers are less
likely than non-smokers to go to the doctor with symptoms suggestive of lung cancer
(Friedemann-Smith et a/, 2016). This could reflect worry about being told by their primary
care doctor to stop smoking, or feelings of shame if they associate their smoking habit to be
the cause of their symptoms adding to the perception of lung cancer as a self-inflicted
disease (Corner et al, 2006). Lung cancer is highly stigmatised in comparison to other cancers
such as breast cancer (Marlow et al, 2015), due to the association of lung cancer with
smoking (Chatwin and Sanders, 2013; Chapple et al, 2004a) and low public awareness of
other risk factors other than smoking (Simon et al, 2012). Consequently, individuals with
symptoms of lung cancer are likely to experience feelings of blame and guilt, and not feel
worthy of seeking help or treatment for symptoms (Quaife et al, 2016a). In addition, it has
been reported that smokers are more likely than non-smokers to hold fearful and fatalistic
beliefs about cancer (Quaife et al, 2015b; Quaife et al, 2016a) and more pessimistic beliefs
about early detection (Silvestri et al, 2007; Quaife et al, 2016b). Such beliefs have been
associated with advanced stage disease at diagnosis (Lyratzopoulos et al, 2015a). These and
other factors which potentially prolong symptom presentation will be discussed throughout

the thesis, followed by an outline for an intervention designed to overcome these issues.
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1.8 The Medical Research

Council (MRC) Framework

The MRC framework is a guide for the development and evaluation of complex interventions

(Craig et al, 2008), and will be used to guide intervention development for this PhD. The

MRC framework outlines four phases of development and evaluation (Figure 1.4). During the

first development phase, researchers should identify the evidence base, relevant theory and

model processes and outcomes for intervention development. Studies relating to

intervention development using primary and secondary data will be reported in Chapters 3

to 5. The second MRC feasibility and piloting phase involves preliminary testing of

intervention acceptability and feasibility of recruitment procedures before a full-scale

evaluation is carried out. Intervention acceptability testing will be described in Chapter 8.

The evaluation phase can be used to assess effectiveness and cost-effectiveness of

intervention and to understand change process (Craig et al, 2008). The final MRC phase

refers to implementation if the intervention is feasible and shows evidence of effectiveness,

and requires intervention surveillance and monitoring through long term follow-up.

\ 4

Feasibility and piloting

Testing procedures

Estimating recruitment and retention
Determining sample size

Development

Identifying the evidence base
Identifying or developing theory
Modelling process and outcomes

Evaluation

Assessing effectiveness
Understanding change process
Assessing cost effectiveness

N

N

—

Implementation
Dissemination

Surveillance and monitoring
Long term follow-up

N

Figure 1.4 The key elements of the MRC intervention development and evaluation process

(Craig et al, 2008)
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1.9 The Behaviour Change Wheel

Intervention development will be guided by the Behaviour Change Wheel (Michie et al,
2011). The Behaviour Change Wheel was developed in response to the need for a
comprehensive, theory based framework for intervention development that can be applied
to a wide range of behaviour change contexts. The MRC framework highlights the
importance of theory in intervention development; however, there is a lack of guidance
regarding how to select or use theory when developing behaviour change interventions
(Michie et al, 2005). In an attempt to reduce researcher bias in the selection of theory and
provide a systematic framework for the development of behaviour change interventions, the
Behaviour Change Wheel was developed by Michie and colleagues for use in conjunction
with the MRC framework (Michie et al, 2011; Michie et al, 2014). The Behaviour Change
Wheel is underpinned by the Theoretical Domains Framework (TDF) and the COM-B model
(Capability, Opportunity, Motivation-Behaviour) (Michie et al, 2011). The TDF and COM-B
model provide a potentially useful framework for understanding cancer symptom

presentation behaviour and will be discussed in more detail in the forthcoming chapters.

The COM-B model and TDF are used in the first stage of the Behaviour Change Wheel
process to perform a ‘behavioural analysis’ of the target behaviour. The behavioural analysis
is performed to understand the barriers and facilitators to the target behaviour, which in
this context is cancer symptom presentation behaviour among low socioeconomic groups.
Based on the sources of behaviour identified by mapping barriers and facilitators to the
COM-B model constructs, findings at this stage determine which intervention functions (the
type of intervention) and behaviour change techniques (intervention content) could be used
to bring about change (Michie et al, 2011). Finally, suggested policy categories and mode of
intervention delivery are considered to guide the researcher on how the intervention could
be implemented to bring about behaviour change (Michie et al, 2011). For this PhD, the
Behaviour Change Wheel was used to guide intervention development due to its systematic
nature and theoretical underpinning. All steps involved in the intervention development

process using the Behaviour Change Wheel are described in Chapter 7.
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1.10 Aims and objectives of this PhD thesis

The primary aim of this PhD thesis is to understand the barriers to cancer symptom
presentation among low socioeconomic groups. The contributions of cancer symptom
knowledge, beliefs about cancer and barriers to symptom presentation will be explored
using primary qualitative data (interviews and focus groups) and secondary systematic
review data. This will involve exploration of the wider socio-environmental influences on
cancer symptom presentation behaviour, in order to gain an understanding of how

socioeconomic factors influence knowledge, beliefs and symptom presentation.

Secondary aims are to develop a theory-driven cancer awareness intervention targeted at
low socioeconomic groups, and to pilot test the draft intervention for acceptability with a
group of potential users. This will be guided by the MRC framework for intervention
development and relevant theory to ensure that the mechanisms underlying the behaviour
(cancer symptom presentation) can be understood in terms of a theoretical framework, and
are addressed in the content of the intervention. This is important because theory can be
used to guide intervention content and facilitate the selection of suitable evaluation
measures. The decision to shift the intervention focus away from generic cancer and focus
exclusively on lung cancer awareness was made in response to recent cancer intelligence
data that highlighted particular socioeconomic disparities in lung cancer incidence and
survival, and the subsequent policy drive to reduce inequalities and improve lung cancer

outcomes.

Objective for this PhD are: (1) to identify relevant theory for cancer awareness, beliefs about
cancer and symptom presentation behaviour; (2) to identify studies of cancer symptom
knowledge, beliefs about cancer, barriers to cancer symptom presentation and actual or
anticipated cancer symptom presentation behaviour using systematic review methods; (3)
to identify the factors influencing cancer symptom presentation among low socioeconomic
group using qualitative methods; (4) to identify and review interventions designed to
encourage earlier cancer symptom presentation among low socioeconomic groups; (5) to
develop an intervention to encourage earlier lung cancer symptom presentation among low

socioeconomic groups and examine its acceptability with a sample of potential users.
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1.11 Thesis structure

Chapter 2

Chapter two presents the theoretical underpinning of this thesis. Heath behaviour theories
relevant to cancer symptom presentation behaviour will be described and critically

evaluated. The TDF and COM-B model will be discussed as most relevant in this context.

Chapter 3

This chapter describes a systematic review of the literature up to July 2015 relating to cancer
symptom knowledge, beliefs about cancer, barriers/facilitators to symptom presentation
and time to symptom presentation. It reports the variation of cancer symptom knowledge,
beliefs about cancer and barriers/facilitators to symptom presentation according to
socioeconomic group to consider how these might influence cancer symptom presentation

behaviour.

Chapter 4

The findings from a qualitative interview study with men and women over the age of 50
from a low socioeconomic group are reported in Chapter 4. Individual factors such as cancer
knowledge and the wider socio-environmental factors are explored and discussed in terms

of their influences on cancer symptom presentation behaviour.

Chapter 5

Chapter 5 reports the results of a focus group study with members of public living in
deprived communities and local stakeholders (healthcare professionals and community
partners) who work in deprived communities. It reports findings from a cancer symptom
attribution task and discusses the influence of the wider social environment on

interpretation of symptoms and timely cancer symptom presentation behaviour.

Chapter 6

This chapter describes a scoping review using database and online searches to identify
cancer awareness interventions targeted at low socioeconomic groups. It describes the
type, content and effectiveness (if data available) of cancer awareness interventions and

implications for intervention development in this PhD.
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Chapter 7

Chapter 7 presents the development of an intensive lung cancer awareness group based
educational intervention targeted at individuals living in deprived communities. The
Behaviour Change Wheel was used in combination with findings from studies described in
Chapters 3-6 to facilitate intervention development. The intervention is designed to increase
lung cancer symptom knowledge, break down negative beliefs about cancer and mobilise
social networks to encourage more timely lung cancer symptom presentation for individuals

living in a deprived community.

Chapter 8

This chapter presents findings from an intervention acceptability testing study with a group
of potential users: people over the age of 40 from socioeconomically deprived communities

who were current smokers, former smokers or family members of smokers.

Chapter 9

The concluding chapter summarises the key findings of the thesis and locates the findings
within the wider context of cancer inequalities. Methodological limitations and implications
of findings are discussed. Suggestions for further evaluation and potential for

implementation are provided.

1.12 The Awareness and Beliefs about Cancer (ABACus) study

The focus group study reported in Chapter 6 was conducted as part of an aligned project
“Development of the Tenovus health check: a targeted cancer awareness intervention for
people from deprived communities” funded Cancer Research UK (the ABACus study, Smits
et al, 2016). Focus groups were conducted to understand the influences on cancer symptom
presentation in deprived communities and to offer feedback on the Tenovus health check,
followed by intervention development using the Behaviour Change Wheel. All focus group
data reported in this PhD thesis were analysed by the PhD researcher independently of the
ABACus study. In addition, intervention development for this PhD thesis using the Behaviour
Change Wheel was conducted independently of the ABACus study. The role of the PhD
researcher in the development and conduct of focus groups will be described in more detail

in Chapter 6.
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Chapter 2

Critical evaluation of behavioural and sociological theories relevant to cancer

symptom awareness, beliefs and presentation in low socioeconomic groups

2.1 Chapter overview

The theoretical underpinning of the PhD will be presented in this chapter. Theories and
models of symptom attribution, attitude and belief formation, and the wider social and
environmental influences on behaviour will be described and critically evaluated. A range of
behavioural and sociological theories and models will be used to discuss the influences on
cancer symptom presentation behaviour in the context of socioeconomic deprivation. The
Theoretical Domains Framework (TDF) and COM-B model (Capability, Opportunity,
Motivation-Behaviour) will be discussed as most relevant in the context of cancer symptom
presentation behaviour (Michie et al, 2011). Finally, the role of theory in this PhD thesis and
the development of a cancer awareness intervention using the Behaviour Change Wheel,

which is underpinned by the TDF and COM-B model, will be discussed.

2.2 Introduction

As discussed in Chapter 1, the present PhD is concerned with understanding the barriers to
cancer symptom presentation among people in low socioeconomic groups, to ultimately
develop an intervention targeted at low socioeconomic groups to encourage timely cancer
symptom presentation. The updated National Awareness and Early Diagnosis Initiative
(NAEDI) pathway (Hiom, 2015) outlined in Chapter 1 suggests that low public awareness of
cancer, negative beliefs about cancer, barriers to symptom presentation and socioeconomic
factors are likely to prolong cancer symptom presentation. Whilst the NAEDI pathway
provides a framework for testing hypotheses, it does not attempt to provide detailed
explanations for the influences of awareness, beliefs and barriers on symptom presentation

III

behaviour. Examining theories that are relevant to the “patient interval” component of the
NAEDI pathway, is likely to facilitate a deeper understanding of which factors are most likely
to affect cancer symptom presentation behaviour, and why these might influence behaviour.

Relevant theories can then be used to guide intervention design and evaluation.
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As outlined in Chapter 1, the Medical Research Council (MRC) framework for developing and
evaluating complex behaviour change interventions highlights the importance of identifying
relevant theory in order to guide the researcher to certain aspects of behaviour, and to gain
an understanding of the barriers and facilitators to behaviour (Campbell et al, 2007; Craig et
al, 2008). This is to allow insight into the likely processes underlying the behaviour before

pilot testing, so that intervention content is designed to specifically address these processes,
and suitable evaluation measures can be selected to test for intervention efficacy (Campbell

et al, 2007; Craig et al, 2008).

Theories and models from health psychology textbooks, studies of cancer symptom
presentation behaviour and all theories and models underpinning the Behaviour Change
Wheel were reviewed. A selection of behavioural and sociological theories and models that
were considered to be most relevant to cancer symptom presentation behaviour among low
socioeconomic groups were selected and will be presented in this chapter. The most
relevant theory or model to cancer symptom presentation behaviour will be selected for this

PhD.

It is helpful to understand the distinction between the terms theories and models, since
these terms are often used inter changeably. Theories are explanatory and predictive,
helping to guide selection of appropriate methods for conducting research, and predicting
behaviour to guide intervention development (Gabrenya, 2003). Models are generally
descriptive, showing simplified cause and effect of the key aspects of behaviour, often as

simplified versions of theories (Gabrenya, 2003).

2.3 Relevant theories and models of the influences on cancer symptom presentation

behaviour

2.3.1 The Common Sense Model of lliness Self-Regulation of Health and lliness

The Common Sense Model of lliness Self-Regulation (CSM) (Leventhal et al, 1984) is a model
of illness cognitions, attempting to explain how illness is inferred, understood and acted
upon. The CSM provides a useful framework for understanding how a symptom may or may
not be attributed to cancer and an explanation of which factors influence the decision to

seek medical help. There are three key constructs of the CSM: (1) representation of illness;
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(2) the coping response to the health threat; (3) appraisal of coping efforts after coping
response (Figure 2.1). The model assumes that the individual is an active problem solver,
responding to a health threat through two parallel processes: cognitive processing
(understanding, identifying and responding to the health threat) and emotional processing
(the individual’s feelings towards the health threat, and what steps can be taken cope with

their emotions) (Leventhal et al, 1997).

According to the CSM, when forming representations of illness, an individual makes
common sense interpretations about their bodily signs or symptoms to infer illness.
Interpretations are based on mental representations of illness, formed from previous illness
experiences. The model describes five domains on the cognitive processing pathway which
affect interpretation of symptoms and the decision to act on symptoms: identity (the label
given to the illness or health threat), causes (whether the illness is perceived to be caused by
internal or external factors), timeline (perceptions of how long the iliness will last),
consequences (possible physical and emotional consequences of illness), and
curability/controllability (perceptions of whether the illness could be treated or cured),

(Leventhal et al, 2003; Figure 2.1).
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The five domains of illness representations

Figure 2.1. Common Sense Model of lliness Self-Regulation (adapted from a figure from Leventhal et al, 2003, p50)
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According to the CSM, when a bodily change is detected, an automatic initial (unconscious)
assessment is made. Bodily changes which do not exceed the unconscious threshold for
inferring illness will be dismissed as normal and attributed to part of the body’s normal
function. Bodily changes which exceed the threshold for inferring iliness are perceived as a
symptom, which the individual may interpret as abnormal, depending on the outcome of a
conscious assessment of the symptom. During the conscious assessment of the symptom,
previous illness episodes and schema are used as reference points to explain the current
illness episode. For example, the individual might notice blood in their stools. According to
the CSM, the individual will consciously assess the symptom against previous symptom
episodes, such as bleeding from haemorrhoids and reference points such as ‘blood in poo’
cancer awareness campaigns. In addition, the timeline of the symptom (how long they have
had the symptom or expect the symptom to last) may be used to decide if the symptom is
part of their normal functioning i.e. a symptom of their haemorrhoids, or something

abnormal i.e. bowel cancer.

If bodily changes or symptoms are dismissed as ‘normal’ during the conscious or
unconscious assessments of symptoms, this provides a potential opportunity for prolonged
symptom presentation. If an individual attributes their symptom to normal bodily
functioning such as haemorrhoids, they may decide no medical help is required. If the
individual interprets the symptom as abnormal and thus requiring medical intervention, the
final three domains of consequences, internal and external causes and control are used to
guide action planning and coping responses. The individual uses past experiences and
schema to guide response to the symptom, such as beliefs about cancer treatments causing
unpleasant side effects, beliefs about curative treatment for cancer, or beliefs about the
benefits of early diagnosis of cancer. For example, if the individual with blood in stools
decides the symptom is abnormal, their knowledge of the screening tests for bowel cancer,
any family history of bowel cancer and beliefs about the treatments for bowel cancer would

influence their coping response of whether to seek medical help or not.

In addition to cognitive representations of illness, the CSM posits that an individual makes
emotional representations of their illness. The cognitive and emotional processes are
thought to occur simultaneously. Emotional reactions such as fear or worry guide illness
representations and action, and coping strategies are used to deal with emotions. Finally, all

coping strategies on the cognitive and emotional dimension are appraised. The individual
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evaluates the impact of their coping strategy on illness outcome and their emotional

reaction (Figure 2.1).

Many of the symptoms of cancer are vague, particularly in the early stages, and often go
unnoticed during the unconscious assessment stage, or are misattributed to benign causes
during the conscious processing stage and dismissed as normal (Carter-Harris, 2015; Emery
et al, 2013; Scott et al, 2007). There is evidence of people who received a diagnosis of cancer
where symptoms of cancer were retrospectively recalled, but often misattributed to
symptoms of other health problems such as haemorrhoids or other factors such as ageing
(Andersen et al, 2010; Brandner et al, 2014; Whitaker et al, 2014), which supports the CSM.
In addition, there is evidence of the role of emotions in the decision to seek medical help
once a symptom is perceived as abnormal (Balasooriya-Smeekens et al, 2015), where beliefs
such as cancer fatalism can prolong cancer symptom presentation on the emotional
processing pathway (Bergamo et al, 2013; Chonjnacka-Szwalowska, 2013; Shahid et al, 2009;
Lyratzopoulos et al, 2015a).

The CSM is a useful model for understanding how individuals might notice, interpret and
decide to seek medical help for symptoms of cancer, and is clearly applicable in the current
context. A strength of the model is the inclusion of emotional factors such as fear, worry and
anxiety which are missing from many other behavioural models and theories. However,
certain emotional factors such as embarrassment are currently not represented in the CSM
but have been found to influence cancer symptom presentation (Marlow et al, 2014). In
addition, the CSM does not include the influence of family and friends on illness
representation and the coping response. Finally, testing the predictive validity of the CSM is
challenging due to its complexity (Llwelln et al, 2007) and studies have reported low
predictive power in the context of cancer symptom presentation (Grunfield et al, 2003;

Hunter et al, 2003).

2.3.2 The Health Belief Model

The Health Belief Model (HBM; Rosenstock et al, 1988) was initially developed to explain

risk-related health behaviour. More recently, the HBM has been used to predict other

health related behaviours, in particular screening behaviour for cancer (Austin et al, 2002;

Wardle et al, 2000; Murray & McMillan, 1993) and studies of ovarian cancer symptom
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awareness (Brain et al, 2014; Smits, PhD thesis). According to the HBM, behaviour is
determined by perceptions of the disease and the strategies available to guide health
behaviour (Rosenstock et al, 1988). The model assumes that when faced with a health
threat, an individual will take into account their perceptions of: susceptibility to illness, the
severity of illness, perceived barriers and benefits of behavioural performance (Stretcher
and Rosenstock, 1997). The HBM suggests that these four constructs are influenced by
demographic variables such as age, gender and socioeconomic group, as well as structural
variables such as knowledge of the disease and self-efficacy. In addition, cues to action are
included in the HBM as influences on behaviour. Cues to action include social cues such as
advice from a family member prompting an individual to seek medical help, or system-

related cues such as cancer awareness campaigns in the media (see Figure 2.2).

Perceived susceptibility refers to an individuals’ perception of their risk associated with
acquiring the disease. Greater perceived susceptibility is assumed to motive the individual to
engage in behaviour to minimise the risk. In the context of cancer symptom presentation,
perceptions of risk might influence symptom attributions. For example, if an individual has a
family history of bowel cancer, they might assume they are more susceptible to receiving a
diagnosis of bowel cancer in future. Someone who perceives themselves to be at high risk
for bowel cancer might be more likely to attribute a symptom such as change in bowel habit

to cancer, rather than something benign such as irritable bowel syndrome.

Perceptions of severity of illness are often based on an individual’s medical knowledge and
the beliefs an individual has formed about the disease. Beliefs about the disease severity
include perceptions of what impact a diagnosis of disease could have on their daily life, and
are usually formed from other members of the community or media sources. For example,
an individual may know someone with breast cancer whose treatment was limited to
surgery, where their recovery was good with little disruption to daily life. Conversely, they
may know someone with breast cancer who underwent multiple treatments such as surgery,
chemotherapy and radiotherapy, with a long recovery time and extensive disruption to daily
life during and after treatment. Based on these experiences, an individual would perceive
breast cancer as a more serious disease in the latter example when compared to the first
example. The perceived impact that a diagnosis of cancer would have on daily life is taken
into account when deciding how serious a symptom of cancer is. For example, if an

individual perceives a diagnosis of cancer as disruptive, requiring extensive time off work for
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treatment and recovery, any potential financial difficulties which might arise from
unemployment during this time would guide the individual to perceive cancer as more

serious.

According to the HBM, when the perceived benefits of behavioural performance outweigh
the perceived barriers, the likelihood of action is greater. In the context of cancer symptom
presentation, an individual may understand the benefits of early cancer detection of cancer,
prompting them to seek medical help quickly for a symptom of cancer. However, they might
perceive barriers to symptom presentation such as lack of time to get to a GP appointment.
The HBM suggests that an individual would present with symptoms if the perceived benefits
(their beliefs about the need to diagnose cancer early) outweighed any perceived barriers
(their perceptions of lack of time to get to an appointment). In support of the model, an
ovarian symptom presentation study reported that emotional and practical barriers were

predictors of anticipated delay (Brain et al, 2014).

While aspects of the HBM are potentially useful for understanding how symptoms might be
perceived as a health threat and certain factors which are taken into account when deciding
to seek medical help, there are limitations. Unlike the CSM, the HBM does not include
emotions such as fear and worry which are particularly salient in this context and have been
reported to influence cancer symptom presentation behaviour (Balasooriya-Smeekens et al,
2015). In addition, although demographic variables such as age and gender are taken into
account, environmental or contextual factors are not included in the HBM and are likely to
be important in the context of socioeconomic deprivation. Furthermore, there is evidence to
suggest that the HBM is most useful when applied to higher risk individuals, rather than the

general population (Smits, PhD thesis chapter 4).

30



Individual Modifying Likelihood of

perceptions factors action
Age, Sex, Perceived
Socioeconomic benefits
factors, Relationship > minus
status, knowledge, perceived
self-efficacy barriers
Perce_lv-ef:l Perceived Likelihood of
susceptibility/ —> threat > behaviour
severity

Cues to action

Figure 2.2 The Health Belief Model adapted from Strecher & Rosenstock (1997) in Glanz et al
(2008), p.34.

2.3.3 The Extended Parallel Processing Model

The Extended Parallel Processing Model (EPPM; Witte, 1992) was developed from Protection
Motivation Theory (Rogers, 1975). The EPPM has previously been applied to assess the
impact of health risk information on behaviour. The EPPM is relevant to understanding
behavioural responses to health threats such as a potential cancer symptom, or fear
inducing messages used in cancer awareness campaigns. Similarly to the HBM, the EPPM
posits that a threat is appraised by the individual based on perceived susceptibility (how
likely they are to be affected by the threat) and severity of the threat (how serious they
perceive the threat to be), Figure 2.3. If the threat is perceived to be moderate or high, fear
may be elicited and the individual may re-appraise the threat based on perceptions of self-
efficacy (their ability to respond to the threat) and response efficacy (the likelihood that
their response will be effective). The EPPM assumes that if perceived threat and perceived
efficacy are high, the fear-inducing message is likely to be accepted and the individual is
motivated to change behaviour to avoid the threat, termed ‘adaptive changes’. However, if
perceived threat is high and perceived efficacy is low, the individual may devise fear-
reducing strategies such as denial, as a way of coping with fear, termed ‘maladaptive

changes’ (Witte, 1992).
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In the context of cancer symptom presentation, a fearful response to a cancer symptom is
likely to result is an adaptive response (seeking medical help) if the individual perceives
themselves to have the ability to effectively seek medical help (high self-efficacy). In
addition, beliefs about the benefits of early diagnosis and effectiveness of treatments for
cancer (response efficacy) are likely to promote an adaptive response. For an individual who
responds to a symptom of cancer with fear, but does not perceive themselves able to cope
with the threat (low self-efficacy), or believes the treatments for cancer are ineffective
(response efficacy), symptom presentation may be prolonged or completely inhibited. For
individuals from a low socioeconomic group where fearful and fatalistic beliefs about cancer
are more common (Quaife et al, 2015a), perceptions of self- and response efficacy are likely
to be important when deciding whether to seek medical help for a cancer symptom, and

could potentially explain prolonged symptom presentation.

There is evidence to support the EPPM from a meta-analysis of interventions using fear-
inducing messages in public health campaigns for various target groups, including smoking
cessation messaging and skin cancer messaging (Witte & Allen, 2000). The review found that
public health campaigns were most effective when high fear-inducing messages were
combined with high self-efficacy messages (Witte & Allen, 2000). However, the authors
recommend using fear-inducing messaging with caution, and suggest that certain
demographic characteristics such as age or gender influence how fear appeals are perceived
(Witte & Allen, 2000). Considering fear of cancer is prevalent among low socioeconomic
groups, the use of fear-inducing messages in a cancer awareness intervention should be
avoided. Whilst the inclusion of individual differences is a strength of the EPPM, the model
assumes that fear is the only response to a health threat and that fear is required to initiate
a behavioural response. Other emotional responses such as embarrassment may be relevant
in this context and influence the decision to present with symptoms (Marlow et al, 2014),
but are currently not represented in the model. In addition, there is no representation in the

EPPM for symptom attributions to decide whether the symptom is a health threat or not.
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Figure 2.3 The Extended Parallel Processing Model (adapted from Witte, 1992)
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2.3.4 The Theory of Planned Behaviour

The Theory of Planned Behaviour (TPB; Ajzen, 1991) was developed as an extension of the
Theory of Reasoned Action (Fishbein and Ajzen, 1975). A key assumption of the TPB is that
behavioural, normative and control beliefs influence intentions to perform a given health
behaviour, which in turn influence performance or non-performance of behaviour (Ajzen,
1991; figure 2.4). Behavioural beliefs are defined as beliefs about the likely outcomes of
behaviour, which produce a favourable or unfavourable attitude towards the behaviour.
Normative beliefs result in perceived social pressure and subjective norms, which are
formed as a result of normative expectations of others and the individual’s motivation to
comply with these. Finally, control beliefs result in perceived behavioural control, which
refers to the perceived ease or difficulty of performing a given behaviour. According to the
TPB, performance of a health behaviour is governed by the strength of intention to perform
behaviour. Strong intentions are formed from favourable beliefs about the behaviour and
high perceived behavioural control, which are more likely to translate into behavioural

performance.

According to the TPB, if an individual discovers a symptom of cancer, the strength of
intention to seek medical help is influenced by behavioural beliefs about the consequences
of seeking medical help and undergoing diagnostic testing, normative beliefs such as social
pressure from friends and family to seek medical help, and control beliefs such as
perceptions about how easy or difficult seeking medical help would be. For example, if an
individual believes the diagnostic tests for cancer to be non-invasive (behavioural beliefs),
the individual is faced with social pressure from family members to present to the doctor
with symptoms (normative beliefs), and they predict ease of performing the behaviour
(control beliefs), their intention to visit the doctor would be high, and more likely to result in

symptom presentation.

The TPB has been applied to testicular self-examination (Brubaker and Wickersham, 1990),
cancer screening attendance (Rutter, 2000) and a range of non-health and health behaviours
including self-examination (Armitage and Conner, 2001). The TPB constructs subjective
norms and perceived behavioural control were found to be most influential for self-
examination behaviour (Brubaker and Wickersham, 1990). Subjective norms were more

influential for screening behaviour (Rutter, 2000), and only weakly related to intentions in
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the review of health and non-health behaviour (Armitage & Conner, 2001). However, there
is evidence for an intention-behaviour gap, in that the TPB has been observed to predict
intentions to perform a behaviour (Hunter et al, 2003), but not actual behaviour (Sheeran,
2002). In addition, the role of emotions is not represented in the TPB (Perugini and Bagozzi,
2001), but as previously discussed are important in the context of cancer symptom
presentation behaviour (Balasooriya-Smeekens et al, 2015). Furthermore, the TPB does not
attempt to explain how an individual decides or interprets whether a symptom requires

medical help or not.

Behavioural | Attitud
beliefs titude

Normative Subjective Behavioural _
beliefs norm intention Behaviour
Control Perceived
beliefs control

Figure 2.4 Theory of Planned Behaviour (Armitage and Conner, 2001)

2.3.5 Ecological Model of Health Behaviour

Ecological models take into account the environmental causes of behaviour, assuming that
there are multiple, interacting levels of influence on behaviour (Sallis et al, 2003).
Descriptions and definitions of the levels of influence vary between ecological models, but
generally start with levels of influence closest to the individual such as family members and
friends, and ending with wider societal influences on behaviour, such as policies or cultural

values.

The Ecological Model of Health Behaviour (McLeory et al, 1988) was developed as a

variation of Bronfenbrenner’s ecological model of child development (Bronfenbrenner,
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1977), with a specific focus on health behaviour. The model proposes that there are five
levels of influence on health behaviour (Figure 2.5). The first level, ‘intrapersonal factors’, is
defined as characteristics of the individual such as knowledge, attitudes and self-efficacy.
The second level, ‘interpersonal factors’, is defined as formal and informal relationships
within social networks such as family members friends and work groups. The model suggests
that social relationships at this level are essential aspects of social identity, where social
relationships can provide social support and influence behaviour through social norms. The
third level, ‘institutional factors’, refers to social and organisational institutions that can
influence behaviour such as the work place, neighbourhood organisations and the church.
Organisations at this level provide economic and social resources for the individual, and can
have both positive and negative effects on behaviour. For example, workplaces might
support healthy behaviours by providing health promotion activities or incentives for
smoking cessation. The fourth level of influence, ‘community factors’, is defined as
relationships among organisations and informal networks and relationships within defined
demographic and geographic boundaries. The fifth, and final level of influence described by
the model is ‘public policy’, defined as laws and public policy that influence and restrict

behaviour, for example a ban on smoking in public places.

Although the Ecological Model of Health Behaviour has not been applied specifically to
cancer symptom presentation, it is likely that each level of influence can affect symptom
presentation behaviour. For example, at the interpersonal level, friends and family may have
previously discussed negative experiences in a healthcare setting. These experiences might
influence behaviour at the individual level, where the individual recalls these instances and
decides not to seek medical help based on these negative experiences. In addition, revisions
of policy at the public policy, level such as the need to focus on lung cancer in Wales as a
national priority, are likely to bring about change at the community and institutional levels
through local initiatives and changes in lung cancer services. Initiatives or campaigns at
community and institutional levels have the potential to influence the intrapersonal and
interpersonal levels, for example, awareness campaigns might improve lung cancer

knowledge for people in the community.

The Ecological Model of Health Behaviour has been applied to various health behaviours,

and has been used to create multi-level interventions to successfully reduce socioeconomic

inequalities for various aspects of health (Trickett and Beehler, 2013). In addition, ecological
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models have been used to understand sources of smoking behaviour to aid development of
successful interventions reducing smoking behaviour using a multi-level approach (Fisher,
2004). Using multi-level interventions based around ecological models is considered most
important for low socioeconomic groups, taking into account wider environmental
influences on behaviour and modifying factors at these levels (Trickett and Beehler, 2013;
Hill et al 2005). Most interventions focus on an intervention at a single level, usually at the
individual level, and it has been suggested that interventions designed to target behaviour at
a single level are likely to increase health inequalities between affluent and deprived groups
(Hill et al, 2005) and have short-term effects on behaviour change (Schensul, 2005).
Ecological models are useful to facilitate detailed analysis of the target behaviour across the
various levels of influence and in a specific context, in order to understand the wider
contextual influences on behaviour. However, they do not attempt to offer insight into how
cancer knowledge, beliefs or barriers could influence the decision to seek medical help for a

potential cancer symptom.
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Figure 2.5 Ecological Model of Health Behaviour (McLeory et al, 1988)
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2.3.6 Diffusion of Innovations Theory

Diffusion of Innovations Theory (Rogers, 1983) attempts to explain how an ‘innovation’ (a
new or novel behaviour to the community) is diffused throughout the community, and
adopted or rejected by an individual or social group (Figure 2.6). The theory assumes that
social networks can disseminate information and adoption of the innovation through a
process called diffusion. Diffusion refers to the different ways in which information about
the innovation is communicated over time. According to Diffusion of Innovations theory,
there are two types of communication channels: mass media communication channels
(transmission of a message to a large audience) and interpersonal communication channels
(face-to-face communication). The theory suggests that communication through
interpersonal channels is more effective in adoption of the innovation, especially when the
message is communicated by a peer. The speed with which the innovation is adopted is
termed the rate of adoption. According to the theory, the rate of adoption can be
influenced by the social system, where adoption or dismissal of an innovation may be
dependent on the adoption or rejection of the innovation by an opinion leader (an individual

who is socially accessible, conforms to social norms and has technical ability).

Although Diffusion of Innovations Theory has not been applied to cancer symptom
presentation behaviour, it is likely to be useful for understanding how intervention messages
can be diffused through the community to encourage cancer symptom presentation.
Diffusion of Innovations Theory has been used in peer-led educational sexual health and
school based smoking interventions (Campbell et al, 2008; Hart & Elford, 2003). In these
interventions, well regarded and popular members of a particular social network were
selected and trained as peer educators, to disseminate information about the risks of
unprotected sex or smoking within their social network. Both interventions found a positive
effect on condom use among gay men and smoking behaviour in schools, respectively, and
were effective methods of using social networks to disseminate messages about health
protective behaviour. The school based smoking intervention (ASSIST) was most effective in
clearly defined and close-knit communities, such as the Welsh Valleys (Campbell et al, 2008).
This was assumed to reflect the well-defined and stable relationships between peer
supporters who have regular interpersonal contact (Campbell et al, 2008). This has
implications in the current context as the Welsh Valleys are areas of deprivation, and such a

strategy could be used to guide intervention message communication.
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Although sexual health and smoking interventions provide evidence of the predictive value
of the Diffusion of Innovations Theory, there are limitations. The theory assumes that
adoption of an innovation is a linear process, from the individual who decided to diffuse the
information, to early innovation adopters and finally late innovation adopters. However, in
reality it is unlikely that adoption of an innovation is completely linear. In addition, although
media channels are included in the theory as a type of innovation communication, the
Diffusion of Innovations Theory has been criticised for downplaying the role of media
(Afolayan et al, 2012). Media is considered to create innovation awareness and stimulate
discussion, and is thought to play a bigger role in adoption than that stated by the model
(Afolayan et al, 2012). Finally, Diffusion of Innovations Theory does not attempt to explain
how beliefs or barriers might influence adoption of an innovation and the decision to seek

medical help for a symptom.
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Figure 2.6 The five stages in the Innovation-Decision Process (adapted from Rogers, 1983)
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2.3.7 The COM-B model and Theoretical Domains Framework

The Theoretical Domains Framework (TDF) was developed by a consensus group of experts
in response to the overlapping nature of behaviour change theories, to create one unifying
theory of behaviour change (Cane et al, 2012). In addition, the TDF was intended to
overcome some of the problems associated with selecting theory for intervention
development, providing a framework which could be applied to any behaviour change
context. Eighty three behaviour change theories comprising a total of 122 constructs were

identified, and refined into 14 theoretical domains (Cane et al, 2012), as shown in Table 2.1.

Table 2.1 TDF domain definitions and corresponding COM-B model construct (adapted from
Cane et a/ 2012 and Michie et al, 2014 p88-91).

TDF domain Definition of TDF domain Corresponding
COM-B model
construct

Knowledge An awareness of the existence of an entity or concept e.g. knowledge of | Capability

a health condition

Skills An ability or proficiency acquired though practice e.g. interpersonal

skills

Memory attention and The ability to retain information, focus selectively on aspects of the

decision processes environment and choose between two or more alternatives e.g.

decision making

Behavioural regulation Anything aimed at managing or changing objectively observed or

measured actions e.g. self-monitoring

Social/professional role A set of behaviours and displayed personal qualities of an individual ina | Motivation
and identity social or work setting e.g. social or professional identity

Beliefs about capabilities | Acceptance of the truth, reality or validity about an ability, talent or
facility that a person can put to constructive use e.g. self-efficacy

Optimism The confidence that things will happen for the best or that desired goals
will be attained e.g. unrealistic optimism

Beliefs about Acceptance of the truth, reality or validity about outcomes of a

consequences behaviour in a given situation e.g. outcome expectancies

Intentions A conscious decision to perform a behaviour or resolve to act in a

certain way e.g. stability of interventions

Goals Mental representations of outcomes or end states that an individual
wants to achieve e.g. action planning
Reinforcement Increasing the probability of a response by arranging a dependent

relationship, or contingency, between the response and a given stimulus
e.g. incentives

Emotions A complex reaction pattern, involving experiential, behaviour and
psychological elements, by which the individuals attempts to deal with a
personally significant matter or event e.g. fear

Environmental context Any circumstance of a person’s situation or environment that Opportunity
and resources discourages or encourages the development of skills and abilities,
independence, social competence, and adaptive behaviour e.g.
resources/material resources

Social influences Interpersonal processes that can cause individuals to change their
thoughts, feelings and behaviours e.g. social norms
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The COM-B (Capability, Opportunity, Motivation-Behaviour) model was developed from the
TDF, where each of the TDF constructs fit under each of the COM-B constructs (see Table
2.1). According to the COM-B model, behaviour is influenced through the constructs
‘Capability’, ‘Opportunity’ and ‘Motivation’ (Michie et al, 2011) (Figure 2.7). The COM-B
model suggests that in order for behaviour to occur, an individual must have the ‘Capability’
(physical or psychological capacity of a person to perform behaviour) as well as the
‘Opportunity’ (physical opportunities created by the physical environment or social
opportunities created by the cultural environment) (Michie et al/, 2011). In addition,
‘Motivation’ to engage in the target behaviour must outweigh motivation to engage in
competing behaviours. ‘Motivation’ may be automatic (automatic process e.g. habitual or
emotional responses) or reflective (slower, deliberative processes e.g. conscious decision
making) (Michie et al, 2011). The TDF can be used in combination with the COM-B model to

provide a more granular level of understanding for each of the COM-B model constructs.

The arrows within the COM-B model represent how each construct could influence another
within the system (Figure 2.7). The model assumes that both ‘Capability’ and ‘Opportunity’
can influence ‘Motivation’. The bidirectional nature of the arrows with relation to each of
the constructs and behaviour suggest that ‘Capability’, ‘Opportunity’ and ‘Motivation’ all
influence behaviour, but also that behaviour influences them. The interaction between
‘Opportunity’ and ‘Capability’ is currently not represented in the model, and will be explored

in this PhD. Each COM-B model construct will be described in further detail.

Capability

l Motivation J S — Behaviour

Opportunity

Figure 2.7 The COM-B Model (Michie et al, 2011)
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Capability

The COM-B model construct ‘Capability’ is defined as the individual possessing the
relevant skills or knowledge and capacity to engage in the necessary thought processes
to perform the behaviour (Michie et al, 2011). As shown in, the TDF constructs
‘knowledge’, ‘cognitive and interpersonal skills’, ‘memory, attention and decision
processes’, ‘behavioural regulation’, and ‘physical skills” are represented under the
Capability construct in the COM-B model. In the context of cancer symptom
presentation, knowledge of cancer symptoms and perceptions of interpersonal skills in
relation to presenting to the doctor with symptoms are required. Once a symptom is
appraised using their knowledge of the symptoms of cancer, the individual decides
whether to seek medical help or not (Walter et al, 2012). At this point, perceptions of
whether they hold the interpersonal skills to present to the doctor with symptoms are
likely to influence their decision to present to the GP. If an individual perceives
themselves to not hold the necessary interpersonal skills to discuss symptom concerns

with the doctor, they might prolong cancer symptom presentation.

Motivation

The construct ‘Motivation’ refers to psychological processes that energise and direct
behaviour, conceptualised as automatic and reflective processes. Automatic motivation
is defined as fast, unconscious processes such as emotions, involving automatic impulses
as a result of associative learning. Reflective motivation involves slower, more
deliberative processes, using conscious reflective decision making and goal directed
behaviour involving evaluations and plans. The TDF constructs ‘reinforcement’,
‘emotions’, ‘social/professional role and identity’, ‘beliefs about capabilities’, ‘beliefs
about consequences’, ‘goals’ and ‘intentions’ are represented under the Motivation

construct in the COM-B model (see Table 2.1).

Beliefs about cancer can be used to understand the processes underlying automatic and
reflective motivation. As previously discussed, beliefs about cancer are important in the
context of cancer symptom presentation behaviour among people from a low
socioeconomic group. Studies of beliefs about cancer report that participants often hold
contradictory beliefs about cancer, in which fear of cancer co-exists with positive beliefs
about treatments and cures for cancer (Robb et al, 2014; Quaife et al, 2015a). A study by

Robb et al, (2014) of public perceptions of cancer found that most negative responses
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towards cancer were fast and emotional, representing automatic motivation. However,
for those who expressed positive beliefs about cancer, such as improved survival rates
for cancer, such responses tended to be slower and much less emotional, representing
reflective motivation (Robb et al, 2014). There is evidence to suggest that people from a
low socioeconomic group hold more pessimistic beliefs about cancer and are less likely
endorse statements reflecting positive beliefs about cancer (Quaife et al, 2015). It is
likely that negative beliefs about cancer are represented on both the automatic and

reflective motivation systems to prolong cancer symptom presentation.

Opportunity

Opportunity is defined as ‘all the factors that lie outside of the individual that make the
behaviour possible’ (Michie et al, 2011). The COM-B model distinguishes between two
types of opportunity: those created by the physical environment, such as financial
resources or cues, and those created by the social environment, such as social networks
and the cultural environment. The TDF constructs ‘social influences’, ‘environmental
context and resources’ are represented under the Opportunity construct in the COM-B
model. Whilst many psychological theories neglect to consider the wider physical and
socio- environmental influences on behaviour (Glanz and Bishop 2010), the construct of
Opportunity takes these influences into account. In socioeconomically deprived
communities, where many people are living with economic hardship, poor housing and
limited access to services, opportunity afforded by the environment is likely to impact
on health and medical help seeking behaviour (Steptoe and Feldman, 2001; Ellen et al,
2001). Exploring the wider influences on symptom presentation behaviour is important
in the context of this PhD, due to the focus on symptom awareness, beliefs and

presentation in deprived communities of South Wales.

Although the TDF and COM-B model have not been applied in the current context, they offer

a potentially useful insight into how both individual and socio-environmental factors might

lengthen time to cancer symptom presentation in low socioeconomic groups. As previously

discussed, both individual and environmental factors appear important in the context of

cancer symptom presentation among low socioeconomic groups. Since the COM-B model

and TDF take both individual and environmental factors into account, but other models and

theories focus solely on either individual influences on behaviour or the environmental
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influences on behaviour, the COM-B model and TDF were considered most comprehensive

and relevant in this context.

Furthermore, four of the six theories and models described in this chapter underpin the TDF
and COM-B model, with the exception of the CSM and the Ecological Model of Health
Behaviour. Although the Ecological Model of Health Behaviour (McLeory et al, 1988) does
not formally underpin the TDF and COM-B model, other ecological models applied to a
specific health context such as diabetes (Burnet et al, 2002) were included in the
development of the TDF and COM-B model. Therefore the theoretical constructs from
ecological models are represented under the Opportunity construct of the COM-B model
and associated TDF constructs of ‘social influences’ and ‘environmental context and
resources’. A general ecological model of health (the Ecological Model of Health Behaviour)
was selected and described in this chapter because this was considered most useful in this
context, rather than describing an ecological model adapted to a specific health context. The
CSM attempts to explain how illness is inferred; however, the COM-B model and TDF are not
formally underpinned by this model or a similar model. Therefore, symptom interpretations
are not explicitly represented by the TDF or COM-B model. However, the domains of
‘knowledge’ and ‘memory, attention and decision processes’ are implicitly similar to the
CSM construct of symptom identity and timeline. In addition, the CSM construct of
consequences could be linked to the TDF domain beliefs about consequences. Therefore,
although the CSM does not formally underpin the COM-B model or TDF, there is overlap

between the models.

Since the COM-B model and TDF appear most relevant and comprehensive in the context of
cancer symptom presentation among low socioeconomic groups, they will be used
throughout this PhD thesis. The role of theory will be discussed in further detail later in this

chapter.

2.4 Discussion

This chapter presented the theoretical underpinning of this PhD, which is concerned with

understanding the influences on cancer symptom presentation behaviour in the context of

socioeconomic deprivation. Eight theories and models of symptom attribution, attitude and

belief formation, and the wider social and environmental influences on behaviour were
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described and critically evaluated. A range of psychological and sociological theories
including the Health Belief Model, Theory of Planned Behaviour, the Extended Parallel
Processing Model, Diffusion of Innovations Theory, the Common Sense Model of lliness Self-
Regulation, the Ecological Model of Health Behaviour, the Theoretical Domains Framework,
and the COM-B model were identified as relevant in the current context. The TDF and COM-
B model were considered most useful in the context of cancer symptom presentation
behaviour among low socioeconomic groups, combining both individual and environmental

factors to understand behaviour.

Although the six theories and models presented before the TDF and COM-B model could be
applied to the context of cancer symptom presentation, they were considered to be
potentially limiting if used in isolation. The main limitations were a lack of inclusion of
emotional factors and the wider social and environmental influences on behaviour. For
example, the HBM was useful for understanding how perceptions of severity, susceptibility,
barriers and facilitators, and cues to action could guide behaviour. However, the HBM does
not include emotions or environmental factors, which were discussed as important in this
context (Balasooriya-Smeekens et al, 2015). In addition, the Ecological Model of Health
Behaviour focused entirely on the environmental factors with no detail to guide
understanding of how cancer knowledge and beliefs, or barriers to cancer symptom

presentation could influence behaviour.

The TDF and COM-B model were identified as the most comprehensive of all the theories or
models described in this chapter, and was selected as most relevant to the context and aims
of this PhD. The breadth of the COM-B model and TDF including individual and
environmental factors was considered key a strength. Therefore, the COM-B model and TDF
could offer a potential solution to the limitations of each individual theory or model
discussed, by including individual factors such as cancer symptom knowledge, motivational
factors such as beliefs about cancer, and wider social and environmental factors such as

contextual factors in the community.

However, there are potential limitations associated with reducing 83 behaviour change
theories to a single framework. The main criticism of the TDF and COM-B model is that they
are overly broad and reductionist. There are limitations associated with the wide range of

theories which underpin the COM-B model and TDF, where certain theories are unrelated to
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the context of cancer symptom presentation behaviour. For example, some of the 83
included theories are theories of non-health behaviour, including offending behaviour (e.g.
General Theory of Deviant Behaviour; Kaplan, 1972), and are therefore redundant in the
context of cancer symptom presentation behaviour. Finally, as previously discussed
symptom interpretations are currently not explicitly represented under the COM-B model or
TDF which could potentially limit in depth exploration of how symptoms might be
interpreted. However, using the Common Sense Model of Iliness Self-Regulation for this PhD
thesis would be potentially limiting due to lack of inclusion of certain emotional factors and
environmental influences on behaviour. Although there are limitations of the COM-B model
and TDF, they implicitly or explicitly include all of the factors discussed, and are likely to be
useful for understanding the factors influencing cancer symptom presentation behaviour

among low socioeconomic groups.

2.5 The role of theory in this PhD

The primary aim of this PhD is to explore the barriers to cancer symptom presentation
among low socioeconomic groups, using qualitative interviews and focus group studies. The
gualitative studies will be supported by semi-structured topic guides, and will be developed
in accordance with relevant theory identified in this chapter. Qualitative data analysis will
involve framework analysis based around each of the COM-B constructs, to facilitate
understanding of the influences on cancer symptom presentation behaviour among low
socioeconomic groups. Themes generated from the data will be grouped under each of the

COM-B model constructs, with the TDF used to facilitate grouping of themes.

The Behaviour Change Wheel will be used to facilitate intervention development for the
secondary aim of this PhD. The Behaviour Change Wheel is theoretically underpinned by the
TDF and the COM-B model, which are used to guide intervention development in the first
stage of the intervention mapping process. This first stage involves mapping the barriers and
facilitators of behaviour to the TDF and COM-B model, in order to understand the potential
influences on cancer symptom presentation behaviour among low socioeconomic groups. It
is important to fully understand the theoretical frameworks of the COM-B model and TDF,
since these form the basis of the Behaviour Change Wheel. Basing qualitative data analysis
around the TDF and COM-B model will be an advantage when using the Behaviour Change

Wheel for intervention development, facilitating accurate mapping through an in depth
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understanding of these barriers and facilitators to behaviour. All steps involved in the
intervention development process using the Behaviour Change Wheel are described in

Chapter 7.
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Chapter 3

Systematic review of cancer symptom knowledge, beliefs about cancer,

barriers/facilitators to symptom presentation and time to symptom presentation

3.1 Chapter overview

This chapter presents a systematic review of literature relating to cancer symptom
knowledge, beliefs about cancer, barriers/facilitators to symptom presentation and time to
symptom presentation (McCutchan et al, 2015; Appendix 1). The influences of knowledge,
beliefs, and barriers/facilitators to symptom presentation on actual or anticipated cancer
symptom presentation behaviour are explored. Further analysis of studies which include
measures of socioeconomic group and lung specific studies were undertaken to allow insight
into barriers to symptom presentation specific to certain socioeconomic groups or lung
cancer, respectively. Finally, the evidence was critically appraised to explore the strength of

evidence in relation to the research question for this systematic review.

3.2 Introduction

As outlined in Chapter 1, the Model of Pathways to Treatment (Walter et al, 2012)
conceptualises the period of time between noticing a symptom and the start of cancer
treatment into various intervals. The National Awareness and Early Diagnosis Initiative
(NAEDI) framework provides a potentially useful insight into the factors influencing cancer
symptom presentation behaviour, and suggests poor knowledge, negative beliefs and

barriers can prolong the decision to seek medical help.

Knowledge of cancer symptoms is likely to be important during the appraisal stage, with
potential misattribution of symptoms attenuating the decision to present (Low et al, 2015;
Whitaker et al, 2015b). Beliefs about cancer are considered to be important in both the
appraisal and help-seeking stages, where emotions such as fear might influence
interpretation of symptoms (Whitaker et al, 2015b) and the decision to seek medical help
(Bish et al, 2005; Macleod et al, 2009; Mitchell et al, 2008; Sheikh & Ogden, 1998; Smith et
al, 2005). Barriers such as competing life events and ease of getting a medical appointment
are thought to prolong symptom presentation during the help-seeking interval (Walter,

2012). However, a more detailed understanding of the psychosocial influences on cancer
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symptom presentation is needed, in particular its relation to socioeconomic deprivation.
Such insight is essential for developing behavioural interventions designed to promote
timely symptom presentation and reduce socioeconomic inequalities in cancer outcomes.
Previous reviews have focused on tumour site-specific delay factors (Bish et a/, 2005;
Mitchell et a/, 2008; Ramirez et al, 1999) or common cancers only (Macleod et al, 2009), or
have been restricted to qualitative studies (Smith et al, 2005) and patients with cancer
(Macleod et al, 2009; Mitchell et al, 2008; Smith et al, 2005). The current review is the first
to systematically examine the relationship between cancer symptom knowledge, beliefs
about cancer, barriers/facilitators to symptom presentation and actual or anticipated cancer
symptom presentation across all tumour sites, with a particular focus on socioeconomic

deprivation.

3.2.1 Aims of present review

The present systematic review was conducted to:

e |dentify literature relating to the domains of interest (cancer symptom knowledge,
beliefs about cancer, barriers/facilitators to cancer symptom presentation, and time
to symptom presentation).

e Provide insight into the relationship between cancer symptom presentation
behaviour and cancer symptom knowledge, beliefs about cancer, and
barriers/facilitators to symptom presentation.

e Gain insight into relationship between the domains of interest and socioeconomic
group.

e Identify gaps in the literature and assess the quality of studies.

e Identify lung specific studies to explore how the domains of interest outlined above

might influence lung cancer symptom presentation.

3.2.2 Systematic review methods

A systematic review involves using a clearly defined, prospectively developed research
guestion, and explicit methods at each stage of the search, study selection, critical appraisal
of studies and data analysis (Khan et al, 2003). All stages of the systematic review method
are double checked by an independent coder to reduce any potential bias during study

selection, critical appraisal and data analysis (Khan et al, 2003). Consequently, systematic
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reviews are regarded as the highest level of evidence, due to measures taken to reduce bias

and explicit, transparent methods utilised (Khan et al, 2003).

A systematic review differs from other types of review methods such as scoping review
mainly due to the types of literature searches performed and the stages involved for the
methodology (Davis et al, 2009). For example, a scoping review does not formally require
the researcher to perform quality assessments of studies, or involve an independent coder
to double check each stage of the methodology. In addition, the research question can be
adapted throughout a scoping review, whereas for a systematic review, the research
guestion remains fixed and should be formally registered prospectively on a systematic
review protocol register. Finally, systematic reviews typically involve searches of multiple
academic databases, where grey literature searches are optional. Whereas for a scoping
review, a mixture of sources such as academic databases and grey literature (e.g. Google and
key organisation websites) are searched for potential studies for inclusion in the review
(Cacchione, 2016). Grey literature searches are performed to identify studies which have not
formally undergone peer-review, and to allow the inclusion of smaller scale local studies. A
systematic review method was considered most appropriate for the present review due to
the high number of studies on the topic of cancer symptom presentation behaviour
published in academic journals. Using systematic review method was considered to limit any

potential bias at all stages of the review, and provide high strength of evidence.

3.3 Method

This systematic review followed the PRISMA guidelines for conduct of systematic reviews
(Moher et al, 2009). The protocol was registered on PROSPERO which is an international
prospective register for systematic review protocols (CRD42014013220; McCutchan et al,
2014) and is available on the NIHR HTA programme website (www.hta.ac.uk). At all stages of
the search, data extraction and quality appraisal, 10% of studies were double checked for

consistency by another PhD student. All discrepancies were resolved through discussion.

3.3.1 Search Strategy

The literature was searched up to July 2015 on the electronic databases of MEDLINE,
PsycINFO, EMBASE and CINAHL. The de-duplicate function was used on Ovid and CINAHL
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before reviewing abstracts. Manual searches of reference lists of included studies were
performed. No grey literature was searched due to the high number of peer reviewed
articles available for the topic of barriers to cancer symptom presentation. Smaller scale
studies, potentially of lower quality, were therefore considered irrelevant for this review.
A SPIDER (Sample, Phenomenon of Interest, Design, Evaluation, Research type) search
strategy tool was used for retrieval of studies (Appendix 2; Cooke et al, 2012). Other search
tools such as PICO (Population, Intervention, Comparison, Outcomes) were considered;
however, the ‘Intervention’ element in other search tools such as PICO was redundant
because the present review was not concerned with outcomes of an intervention.
Therefore, SPIDER was selected as most relevant in this context. Databases were searched
using terms relating to symptom presentation, cancer symptom knowledge, beliefs about

cancer, perceived barriers and facilitators to symptom presentation (Appendix 2).

3.3.2 Inclusion criteria

Included publications reported data from two or more of the following domains: symptom
presentation, knowledge, beliefs and perceived barriers/facilitators. Definitions for each
domain were:

e ‘Symptom presentation’: studies which measured actual symptom presentation
(retrospectively recalled) or anticipated symptom presentation (hypothetically
estimated) measured as continuous (time to presentation) or binary (did/did not
present) variables. Studies of actual symptom presentation examined time to
symptom presentation using a timeline for participants awaiting a diagnosis for
suspected cancer symptoms or those who had previously received a diagnosis of
cancer. Studies which examined anticipated time to symptom presentation asked
participants to predict the length of time it might take for them to present to their
doctor with a symptom. Studies which did not report duration of time to symptom
presentation reported whether symptomatic participants did/did not present or
asked asymptomatic participants to anticipate if they would/would not present with
symptoms.

e ‘Knowledge’: studies which assessed knowledge for the symptoms of cancer through
recall e.g. “‘What symptoms of cancer can you list?’ or recognition methods e.g.
‘Which of these are symptoms of cancer?’, or through retrospective recall of

symptom interpretation and attributions at the time of symptom discovery.
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o ‘Beliefs’: studies which explored any positive (e.g. beliefs about the benefits of early
diagnosis and curability) or negative (e.g. fear and fatalism) beliefs surrounding
cancer.

e ‘Perceived barriers/facilitators’: studies which assessed any actual or anticipated

barriers or facilitators to symptom presentation.

There were no restrictions on date of publication or study methodology. Only English
language studies from high income countries as classified by Organisation for Economic Co-

operation and Development (OECD) membership (OECD, 2014) were included.

3.3.3 Socioeconomic group

Further analysis was undertaken for studies which measured socioeconomic group.
Measures for socioeconomic group included individual or group level indicators such as
education, income, postcode data, occupation, employment, or area level indicators such as
postcode. Where measured and reported, the association between the domains of interest

and socioeconomic indicator was described and the relevant statistics were extracted.

3.3.4 Lung cancer

Additional analysis was undertaken for studies examining lung cancer due to the change in
focus of the proposed intervention (described in Chapter 1). Studies relating to lung cancer
were further analysed to explore the influences of the domains of interest on lung cancer

symptom presentation.

3.3.5 Exclusion criteria

Studies not relating to cancer and those that did not measure two or more of the domains of
interest were excluded. Studies of self-examination behaviour, efficacy of interventions,
genetic risk, healthcare professionals’ perspective, cancer prevention, treatments for cancer
or living with cancer, and studies involving children were excluded. Studies not written in
English, review papers or conference abstracts were excluded. Studies of screening
behaviour and studies using participants with screen detected cancer were excluded as the

barriers to presenting to the doctor with self-detected symptoms are likely to be different to
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the barriers experienced in a potentially asymptomatic sample, prompted with a letter
reminding them to engage in screening. Studies from low/middle income countries were
excluded as the barriers to presentation are likely to be different in low income countries

where healthcare provision is poor (Figure 3.1).

3.3.6 Data extraction and synthesis

Data were extracted onto a template using the following headings: method, sample
characteristics, tumour site, symptom presentation, knowledge, beliefs, perceived
barriers/facilitators, socioeconomic group measure, statistical association between variables
of interest and socioeconomic measure. Headings were selected based around the NAEDI
framework outlined in Chapter 1. Typically, systematic reviews involve a meta-analysis;
however, due to the heterogeneity of included studies a meta-analysis was precluded, and a

narrative synthesis was performed using guidance outlined by Popay et a/ (2006).

Data from the narrative of qualitative and quantitative articles were extracted and entered
onto an Excel spreadsheet under each heading outlined above. Where reported, statistical
associations between the variables of interest were entered onto the spreadsheet. The
spreadsheet was subsequently used to explore relationships within and between studies to

identify similar and disparate themes (Popay et al, 2006).

3.3.7 Critical Appraisal

The methodological quality of all included studies was examined using a Critical Appraisal
Skills Programme tool (CASP, 2014) appropriate for the study design. Quality was assessed
according to each domain on the CASP checklists: rationale of study, methodology, design,
recruitment, data collection, data analysis, ethical issues, reporting of findings and
contribution to research. The CASP tool was adapted to assess contribution of research to
the specific research question to include quality assessments on timeliness of study post
diagnosis, use of theory, socioeconomic variation within sample etc. (see Appendix 3 for
adapted CASP tool). For example, if lung cancer patients were interviewed 12 months post
diagnosis, the sample would be biased due to poor lung cancer survival rates. Overall quality

was categorised as good, medium or poor.

55



g Records identified through Additional records identified
P database searching through other sources
= (n = 2346) (n = 42)
c
B
& J A 4 \ 4
. Records after duplicates removed Records excluded (n = 1309)
(n=1536) Not about topic of interest
(n=253)
& Screening behaviour (n=226)
S Cancer prevention (n=195)
g Y Not about cancer (n=147)
@ Records screened Genetic risk (n=101)
(n = 1536) ™ Treatments for cancer (n=98)
__J Self-examination behaviour
(n=87)
Living with cancer (n=76)
Healthcare professionals’
— perspective (n=61)
Studies involving children
(n=40)
E Conference abstract (n=16)
:.gn Review paper (n=9)
=
Full-text articles assessed
for eligibility Full-text articles excluded (n =
I (n =227) > 121)
Did not measure all variables of
interest (n=67)

Focus on underdeveloped
countries (n=34)
) Studies involving children (n=10)

Efficacy of interventions (n=8)
Full article not in English (n=2)

°

]

>

S \ 4

<

Included studies
(n =106)

Figure 3.1 PRISMA flow chart

56



3.4 Results

The search returned a total of 1536 studies after 810 duplicates had been removed. A total
of 1309 studies were excluded based on title and abstract, leaving 227 studies to be read in
full. A total of 106 studies met the inclusion criteria (Figure 3.1). Twenty-two of these studies

were found through hand searching reference lists.

Included studies employed qualitative methods (n=36), quantitative methods (n=61) and
mixed methods (n=9). Quality of studies was good (n=21), medium (n=72) and poor (n=13).
Limitations of lower quality studies included measuring but not reporting socioeconomic
group differences for all outcome measures, leaving a long period of time between cancer
diagnosis and participation in the study, and recruitment of samples biased towards higher
socioeconomic groups. The overall combined percentage agreement between raters (GM
and RR) for inclusion/exclusion of studies, critical appraisal and data extraction was 87%.

A total of 70 studies examined time to symptom presentation, 14 studies reported
presentation behaviour (if participants did/did not present or anticipate presenting to their
doctor with reported symptoms), 66 studies retrospectively measured actual time to
symptom presentation, 17 studied anticipated time to symptom presentation, 82 studies
assessed knowledge for cancer symptoms, 54 studies explored beliefs about cancer and 83
studies examined perceived barriers/facilitators to symptom presentation. Studies by
tumour site included: breast (n=30), any cancer/multiple tumour sites (n=29), colorectal
(n=12), skin (n=10), oral and pharyngeal (n=7), lung (n=5), ovarian (n=4), prostate (n=3)
gynaecological (n=2), testicular (n=2), lymphoma (n=1) and endometrial (n=1) (Table 3.1).

Results are presented according to domain headings.

3.4.1 Symptom presentation

Studies examining anticipated symptom presentation reported shorter time to symptom
presentation compared with studies that examined actual time to symptom presentation. In
the former, most participants anticipated seeking medical help within one week (Brain et al,
2014; Forbes et al, 2011; Hunter, 2003) or within one month (Cooper et al, 2013; Low et al,
2013; Quaife et al, 2014; Robb et al, 2009), in contrast to real-world studies where it was

more common for patients to have waited over two months before seeking medical help
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(Blum et al, 1999; Cassileth et al, 1988; Chonjnacka-Szwalowska, 2013; Corner et al, 2005;
Crosland & Jones, 1995; Emery et al, 2013; Freidman, 2006; Gascoigne et al, 1999; Gould,
2010; Henderson, 1965; Kakagia et al, 2013; Lund-Nielsen et al, 2011; Oliveria, 1999;
Ristvedt, 2014; Roncoroni et al, 1999; Schmid-Wendtner et al, 2002; Scott et al, 2009; Scott
et al, 2008; Siminoff et al, 2014; Trivers et al, 2011; Walter et al, 2014). The most prompt
actual and anticipated symptom presentation was reported for lumps (Burgess et al, 2001;
Burgess et al, 2006; Burgess et al, 1998; Caplan, 1995; Chapple et al, 2004b; Coates et al,
1992; de Nooijer et al, 2001; Emery et al, 2013; Freidman, 2006; Grunfeld et al, 2003; Lauver
et al, 1995; Meechan, 2003; O'Mahony & Hegarty, 2009; Quaife et al, 2014; Sheikh & Ogden,
1998) or bleeding (Birt et al, 2014; Cooper et al, 2013; Corner et al, 2005; de Nooijer et al,
2001; Hale et al, 2007; McCaffery et al, 2003; Quaife et al, 2014; Robb et al, 2009; Sheikh &
Ogden, 1998; Simon et al, 2010; Smith & Anderson 1985; Trivers et al, 2011; van Osch et al,
2007; Waller et al, 2009). Studies examining participants who reported experiencing a
potential symptom of cancer in the past three months found that between 41% and 75% of
participants had consulted a doctor about their symptom (Cameron & Hinton, 1968;

Cockburn, 2003; Courtney et al, 2012; Simon et al, 2010; Whitaker et al, 2014).

Disparity between actual and anticipated symptom presentation relating to socioeconomic
group was observed. In five studies, shorter anticipated time to symptom presentation was
observed in lower compared to higher socioeconomic groups (Brain et al, 2014; Low et al,
2013; Quaife et al, 2014; Robb et al, 2009; van Osch et al, 2007). Conversely, in two studies,
longer anticipated time to symptom presentation was reported in those from lower
socioeconomic groups compared with higher socioeconomic groups (Facione et al, 2002;

Fitzpatrick et al, 1998).

Studies which measured actual time to symptom presentation reported the longest times to
symptom presentation among individuals with lower educational attainment (Cameron &
Hinton, 1968; Coates et al, 1992; Cockburn, 2003; Facione, 2006; Goldsen et al, 1957;
Kakagia et al, 2013; Ristvedt, 2014; Tomlinson et al, 2012), lower annual income (Goldsen et
al, 1957; Samet et al, 1988), lower occupation and employment (Burgess et al, 2001;
Goldsen et al, 1957; Lam, 2003) and those from deprived areas (Forbes et al, 2014; Scott et
al, 2008). This effect was also observed in studies of actual symptom presentation where
multiple socioeconomic indices were reported (Caplan, 1995; Coates et al, 1992; Goldsen et

al, 1957; Kakagia et al, 2013; Li et al, 2012; Rauscher et al, 2010). In addition, later stage
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cancer was associated with lower annual income (Lannin et al, 1998) and higher tumour
thickness was associated with lower educational attainment (Baumert et al, 2007). Twenty-
three studies found no group differences for socioeconomic group indicators and time to
symptom presentation (Brouha et al, 2005; Burgess et al, 1998; Burgess et al, 2000; Carter-
Harris, 2015; Chonjnacka-Szwalowska, 2013; Esteva et al, 2013; Greer, 1974; Hunter, 2003;
Loehrer et al, 1991; Magery et al, 1977; McCaffery et al, 2003; Meechan, 2003; Mor, 1990;
Oliveria, 1999; Richard et al, 2000; Ristvedt, 2014; Rozniatowski et al, 2005; Siminoff et al,
2014; Simon et al, 2010; Temoshok, 1983; Tomlinson et al, 2012; Trivers et al, 2011).

3.4.2 Knowledge

Knowledge of symptoms based on recall methods was generally lower than in studies that
used recognition methods. Lump symptoms were the most recalled and well-recognised
potential cancer symptom (de Nooijer et al, 2001; Facione et al, 2002; Forbes et al, 2014;
Grunfeld et al, 2002; Hvidberg et al, 2014; Marlow et al, 2014; McCaffery et al, 2003; Niksic
et al, 2015; Phillips & Taylor, 1961; Quaife et al, 2014; Robb et al, 2009; Sheikh & Ogden,
1998; van Osch et al, 2007; Waller et al, 2009). This was supported by retrospective studies
where patients presenting with a lump were most likely to have attributed their lump
symptom to cancer (Burgess et al, 2001; Burgess et al, 1998; Gould, 2010; Mor, 1990;
O'Mahony et al, 2011).

Knowledge was generally poor for non-specific symptoms of cancer. Symptoms such as
fatigue or unexplained weight loss were poorly recalled or recognised as potential symptoms
of cancer (Brain et al, 2014; de Nooijer et al, 2001; Forbes et al, 2011; Hvidberg et al, 2014;
Low et al, 2013; Marlow et al, 2014; Tod & Joanne, 2010; Waller et al, 2009). In retrospective
studies, patients experiencing non-specific symptoms recalled attributing them to other
benign causes or life stresses (Andersen et al, 2010; Brandner et al, 2014; Brouha et al,
2005; Carter-Harris, 2015; Cochran et al, 1986; Gascoigne et al, 1999; Li et al, 2012; Siminoff
et al, 2014; Smith & Anderson 1985; Tod et al, 2008; Tod & Joanne, 2010; Whitaker et al,
2015c; Whitaker et al, 2014) or not recognising the seriousness of their symptoms (Andersen
et al, 2010; Brouha et al, 2005; Burgess et al, 2001; Burgess et al, 2006; Burgess et al, 1998;
Cameron & Hinton, 1968; Coates et al, 1992; Cockburn, 2003; Facione & Giancarlo, 1998;
Fitzpatrick et al, 1998; Grant et al, 2010; Greer, 1974; Henderson, 1965; Howell et al, 2008;
Larkey et al, 2001; Li et al, 2012; O'Mahony & Hegarty, 2009; Oliveria, 1999; Richard et al,
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2000; Ristvedt, 2014; Ristvedt & Trinkaus, 2005; Roncoroni et al, 1999; Schmid-Wendtner et
al, 2002; Siminoff et al, 2014; Smith & Anderson 1985;Tomlinson et al, 2012; Whitaker et al,
2015c; Whitaker et al, 2014) resulting in patients prolonging symptom presentation
(Brandner et al, 2014; Brouha et al, 2005; Gould, 2010; Henderson, 1965; Howell et al, 2008;
Roncoroni et al, 1999; Siminoff et al, 2014; Smith & Anderson 1985) or experiencing later

stage at diagnosis (Carter-Harris, 2015).

There was a tendency to normalise symptoms, attributing symptoms to ageing (Brandner et
al, 2014; Burgess et al, 2006; Corner et al, 2005; Emery et al, 2013; Howell et al, 2008) or
other benign causes such as haemorrhoids (Brandner et al, 2014; Chapple et al, 2004b;
Cooper et al, 2013; Courtney et al, 2012; Emery et al, 2013; Ramos et al, 2009; Roncoroni et
al, 1999) before interpreting symptoms as potentially serious (Cassileth et al, 1988; Cooper
et al, 2013; Courtney et al, 2012; Scott et al, 2009; Scott et al, 2008). Two studies found that
symptom interpretations were influenced by perceptions of cancer risk. Individuals who
perceived themselves as low risk for cancer, were less likely to attribute symptoms as
potentially indicative of cancer and consequently prolonged symptom presentation

(Andersen et al, 2010; Emery et al, 2013).

Four studies examined the relationship between knowledge and symptom presentation.
Good cancer symptom knowledge was associated with appropriately timed intentions to
seek medical help (de Nooijer et al, 2003; Grunfeld et al, 2003; Ruiter et al, 2008; Sheikh &
Ogden, 1998).

Poorer cancer symptom knowledge was associated with low socioeconomic group when
measured by educational attainment (Brain et al, 2014; Cockburn, 2003; Facione et al, 2002;
McCaffery et al, 2003; Quaife et al, 2014; Schmid-Wendtner et al, 2002), occupation
(Grunfeld et al, 2002; Waller et al, 2009) and multiple indicators (Brain et al, 2014; Hvidberg
et al, 2014; Lannin et al, 1998; Niksic et al, 2015; Rauscher et al, 2010; Robb et al, 2009;
Scanlon et al, 2006). These findings were consistent across site-specific and non site-specific
studies, suggesting poor general cancer symptom knowledge in low socioeconomic groups
regardless of cancer type. One study found that people from low socioeconomic groups
attributed poor cancer knowledge to reluctance to talk about cancer in the community

(Scanlon et al, 2006).
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3.4.3 Beliefs about cancer

In most studies, beliefs were formed from participants’ past experiences of cancer, usually
witnessing friends or family with the disease (Burgess et al, 2001; Chonjnacka-Szwalowska,
2013; Facione, 2006; Henderson, 1965; Marlow et al, 2014; O'Mahony & Hegarty, 2009;
O'Mahony et al, 2011; Shahid et al, 2009). Positive beliefs were identified in nine studies
(Blum et al, 1999; Burgess et al, 2001; Cameron & Hinton, 1968; Chonjnacka-Szwalowska,
2013; Cockburn, 2003; Hunter, 2003; Marlow et al, 2014; O'Mahony et al, 2011; van Osch et
al, 2007) and tended to focus on the effectiveness of modern cancer treatments, where
participants expressed trust in doctors and the medical system and endorsed the benefits of
early diagnosis (Blum et al, 1999; Cameron & Hinton, 1968; Facione, 2006; Grunfeld et al,
2003; Hunter, 2003; Marlow et al, 2014; Scanlon et al, 2006) or acknowledged that cancer
can be cured (Marlow et al, 2014; Scanlon et al, 2006). Such beliefs tended to encourage
timely symptom presentation to a primary care physician (Cameron & Hinton, 1968; Facione,
2006; Grunfeld et al, 2003; Hunter, 2003; Lauver et al, 1995; Marlow et al, 2014; O'Mahony
et al, 2011; Scott et al, 2009). Two studies found that those with low educational attainment
were less likely to endorse positive beliefs about the benefits of early detection (Cockburn,

2003; Quaife et al, 2015a).

Negative beliefs tended to manifest in fear or fatalism regarding cancer. Fear was frequently
reported across all studies examining beliefs. This included fear of diagnosis (Cameron &
Hinton, 1968; Chapple et al, 2004b; Facione, 1995; Gould, 2010; Hale et al, 2007; Henderson,
1965; Kakagia et al, 2013; Lam, 2003; Larkey et al, 2001; Lauver et al, 1995; Lyubomirsky et
al, 2006; Mor, 1990; Tod et al, 2008; Tod & Joanne, 2010; Whitaker et al, 2015c), fear of
treatment (Burgess et al, 2001; Cameron & Hinton, 1968; Chapple et al, 2004b; Facione,
1995; Facione, 2006; Fitzpatrick et al, 1998; Greer, 1974; Grunfeld et al, 2003; Hunter, 2003;
Lyubomirsky et al, 2006; Marlow et al, 2014), and fear of dying (Facione, 1995; Facione,
2006; Marlow et al, 2014; Sheikh & Ogden, 1998). Fatalistic beliefs were a common theme
throughout studies, but were expressed only by a minority of participants per study
(Chapple et al, 2004b; Chonjnacka-Szwalowska, 2013; Coates et al, 1992; Facione et al, 2002;
Facione, 1997; Facione, 2006; Goldsen et al, 1957; Kakagia et al, 2013; Marlow et al, 2014;
O'Mahony et al, 2011; Price, 1993; Sheikh & Ogden, 1998). Fearful and fatalistic beliefs
about cancer were more likely to be expressed by individuals from low socioeconomic

groups based on educational attainment (Chonjnacka-Szwalowska, 2013; McCaffery et al,
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2003; Quaife et al, 2015a), or multiple indices (Coates et al, 1992; Loehrer et al, 1991,
Scanlon et al, 2006). People from low socioeconomic groups were more likely to hold
negative beliefs around cancer survival (Grunfeld et al, 2002) or wrongly estimate five-year

cancer survival (Hvidberg et al, 2014) based on occupation and multiple indices respectively.

When considering time to symptom presentation, fearful beliefs about cancer appeared to
operate at the two extremes of immediate or prolonged symptom presentation (de Nooijer
et al, 2001). For participants whose fearful beliefs encouraged immediate (actual or
hypothetical) presentation to doctors (Burgess et al, 2001; Burgess et al, 1998; Cameron &
Hinton, 1968; de Nooijer et al, 2001; Facione, 1997; Facione, 2006; Goldsen et al, 1957;
Marlow et al, 2014; Mor, 1990; O'Mahony et al, 2011; Ramos et al, 2009), a visit to the
doctors was used to alleviate anxiety associated with the symptom (Burgess et al, 2001;
Cameron & Hinton, 1968; de Nooijer et al, 2001; Facione, 2006; Goldsen et al, 1957; Lund-
Nielsen et al, 2011; Marlow et al, 2014; O'Mahony & Hegarty, 2009; Richard et al, 2000;
Rogers et al, 2011; Scott et al, 2009). This was usually coupled with the participant
expressing trust in the medical profession and positive beliefs surrounding early diagnosis

(Burgess et al, 2001; Facione, 2006; Scott et al, 2009).

For individuals whose fearful beliefs led to prolonged symptom presentation (sometimes
years) (Burgess et al, 2001; Burgess et al, 2006; de Nooijer et al, 2001; Freidman, 2006;
Goldsen et al, 1957; Gould, 2010; Greer, 1974; Grunfeld et al, 2003; Hale et al, 2007; Hunter,
2003; Kakagia et al, 2013; Lannin et al, 1998; Lauver et al, 1995; Marlow et al, 2014; Mor,
1990; O'Mahony & Hegarty, 2009; O'Mahony et al, 2011; Ramos et al, 2009; Scanlon et al,
2006; Smith & Anderson 1985; Tod & Joanne, 2010), denial of or ignoring symptoms initially
alleviated anxiety associated with the symptom (Brouha et al, 2005; Chapple et al, 2004b; de
Nooijer et al, 2001; Facione, 2006; Freidman, 2006; Gould, 2010; Greer, 1974; Hale et al,
2007; Henderson, 1965; Lauver et al, 1995; Magarey et al, 1977; Marlow et al, 2014;
O'Mahony & Hegarty, 2009; O'Mahony et al, 2011; Shahid et al, 2009; Sheikh & Ogden,
1998). Such beliefs were usually combined with fatalistic beliefs such as ‘cancer cannot be
cured’ (Facione, 2006; Goldsen et al, 1957; Lannin et al, 1998; O'Mahony et al, 2011; Scanlon
et al, 2006; Tod & Joanne, 2010), and were associated with the longest times to symptom
presentation or were expressed by those with advanced stage disease (Bergamo et al, 2013;

Chonjnacka-Szwalowska, 2013; Facione et al, 2002; Facione, 1997; Facione, 2006; Shahid et
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al, 2009). This is likely to reflect a lack of perceived benefit in presenting to doctors due to

the belief that ‘nothing can be done’ (Facione, 2006; Marlow et al, 2014).

3.4.4 Barriers to symptom presentation

Some participants reported service barriers relating to concerns about wasting doctors’ time
(Burgess et al, 2001; Forbes et al, 2011; Hale et al, 2007; Kakagia et al, 2013; Low et al, 2013;
Robb et al, 2009; Scott et al, 2009; Tod et al, 2008; Tod & Joanne, 2010; Walter et al, 2014;
Whitaker et al, 2015c; Whitaker et al, 2014), lack of continuity with their primary care doctor
(Coates et al, 1992; Emery et al, 2013; Whitaker et al, 2015c) or difficulties with accessing
and making an appointment (Burgess et al, 2006; Facione et al, 2002; Forbes et al, 2011;
Freidman, 2006; Hale et al, 2007; Kakagia et al, 2013; Li et al, 2012; Marlow et al, 2014;
Quaife et al, 2014; Scanlon et al, 2006; Tod & Joanne, 2010; Waller et al, 2009; Whitaker et
al, 2015c; Whitaker et al, 2014). Low general health service utilisation for acute or long term
conditions lengthened time to cancer symptom presentation (Burgess et al, 2001; Cameron
& Hinton, 1968; Coates et al, 1992; Cooper et al, 2013; Corner et al, 2005; Facione, 1997;
Fitzpatrick et al, 1998; Goldsen et al, 1957; Greer, 1974; Kakagia et al, 2013; Lannin et al,
1998; Larkey et al, 2001; Marlow et al, 2014; Rauscher et al, 2010; Richard et al, 2000;
Ristvedt & Trinkaus, 2005; Rozniatowski et al, 2005; Tod et al, 2008). In addition, a poor
relationship with the doctor (Bergamo et al, 2013; Henderson, 1965; Larkey et al, 2001) or
the belief that the doctor could not do anything to treat their symptoms prolonged

symptom presentation (de Nooijer et al, 2001; Shahid et al, 2009).

Practical barriers such as being ‘too busy to make an appointment’ prolonged symptom
presentation (Burgess et al, 2001; Gould, 2010; Low et al, 2013; Marlow et al, 2014; Mor,
1990; Richard et al, 2000; Schmid-Wendtner et al, 2002; Simon et al, 2010) and such barriers
were more frequently reported in high socioeconomic groups (Robb et al, 2009). Other
practical barriers reported included work and family commitments (Andersen et al, 2010;
Chapple et al, 2004b; de Nooijer et al, 2001; Emery et al, 2013; Lauver et al, 1995; Scott et
al, 2009) or ill health of another family member (Brandner et al, 2014; Lund-Nielsen et al,
2011), prolonging symptom presentation due to time constraints. Those from a low
socioeconomic group based on multiple indices were more likely to report problems with

transportation to get to an appointment (Niksic et al, 2015; Scott et al, 2009).
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Emotional barriers included embarrassment or fear associated with undergoing intimate
diagnostic tests (Emery et al, 2013; Fitzpatrick et al, 1998; Forbes et al, 2011; Hale et al,
2007; Henderson, 1965; Kakagia et al, 2013; Larkey et al, 2001; Low et al, 2013; Marlow et
al, 2014, Price, 1993; Robb et al, 2009; Shahid et al, 2009; Siminoff et al, 2014; Simon et al,
2010; Tod & Joanne, 2010; Whitaker et al, 2015c) or embarrassment associated with
disclosing symptoms to the doctor (Cameron & Hinton, 1968; Chapple et al, 2004b; de
Nooijer et al, 2001; Gascoigne et al, 1999; Hale et al, 2007; Henderson, 1965; Shahid et al,
2009; Sheikh & Ogden, 1998). Worry about being perceived as a hypochondriac (Chapple et
al, 2004b) and worry about what the symptoms might be were also reported as barriers to
symptom presentation (Crosland & Jones, 1995; Tod & Joanne, 2010). Stoicism in men
prolonged symptom presentation, where seeking medical help was perceived as a sign of
weakness (Chapple et al, 2004b; Emery et al, 2013; Hale et al, 2007; Scanlon et al, 2006).
People from low socioeconomic groups based on multiple indices were more likely to report
embarrassment, being too scared, or worry what the doctor might find as barriers to
symptom presentation (Niksic et al, 2015). One study found that those with low education
attainment were more likely to report not wanting to know if they had cancer (Quaife et al,

2015a).

One study reported that confidence in the ability to communicate symptoms was a barrier
to symptom presentation in low socioeconomic groups based on multiple indices (Niksic et
al, 2015). In countries where patients pay for their healthcare, those with lower annual
income were more likely to report the cost of consultation as a barrier to symptom

presentation (Cooper et al, 2013; Freidman, 2006; Lam, 2003; Lannin et al, 1998).

3.4.5 Facilitators of symptom presentation

The most common facilitator of symptom presentation was disclosure of symptoms to a
family member or friend (Andersen et al, 2010; Brandner et al, 2014; Brouha et al, 2005;
Burgess et al, 2001; Burgess et al, 2006; Burgess et al, 1998; Crosland & Jones, 1995; de
Nooijer et al, 2001; Emery et al, 2013; Esteva et al, 2013; Facione & Giancarlo, 1998;
Facione, 1997; Goldsen et al, 1957; Gould, 2010; Hale et al, 2007; Howell et al, 2008; Kakagia
et al, 2013; Li et al, 2012; Marlow et al, 2014; O'Mahony & Hegarty, 2009; O'Mahony et al,
2011; Pedersen et al, 2011; Ramos et al, 2009; Richard et al, 2000; Rogers et al, 2011,

Rozniatowski et al, 2005; Scott et al, 2009; Tod & Joanne, 2010; Trivers et al, 2011; Walter et
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al, 2014; Whitaker et al, 2015c; Whitaker et al, 2014). For some participants, symptom
disclosure acted as a facilitator when symptoms were re-evaluated as potentially serious
(Andersen et al, 2010), or acted as a cue to action (de Nooijer et al, 2001) when participants
were encouraged to seek help by family members and friends (Andersen et al, 2010; Burgess
et al, 2006; Gascoigne et al, 1999; Trivers et al, 2011). In some cases, disclosure of symptoms
reduced time to symptom presentation by half (Chonjnacka-Szwalowska, 2013) or by six
times (Burgess et al, 1998). However, one study found that symptom presentation was
sometimes prolonged following disclosure of symptoms, as friends and family confirmed
beliefs about the benign nature of symptoms or reinforced fears of diagnostic tests (Emery
et al, 2013). One study found that individuals from a low socioeconomic group who
disclosed their symptom to a family member or friend took longer to seek medical help

compared to those from a high socioeconomic group (Li et al, 2012).

The appearance of a new symptom (Brouha et al, 2005; Burgess et al, 2001; Carter-Harris,
2015; Cooper et al, 2013; de Nooijer et al, 2001; Facione, 1995) or persistence of the current
symptom(s) (Brouha et al, 2005; Burgess et al, 1998; Carter-Harris, 2015; Cooper et al, 2013;
Courtney et al, 2012; Facione, 1997; Gascoigne et al, 1999; Ramos et al, 2009; Scott et al,
2009; Whitaker et al, 2015c) facilitated decisions to seek medical help. When symptoms
interfered with daily life (Brandner et al, 2014; Emery et al, 2013), were painful (Cameron &
Hinton, 1968; Scott et al, 2009) or opposed the ideal body image held by patients, this often
triggered symptom presentation (Brandner et al, 2014). In eight studies, participants waited
until they developed another health complaint or tagged their cancer symptom on to the
end of a consultation which provided an opportunity to disclose the cancer symptom during
the consultation (Burgess et al, 1998; Cameron & Hinton, 1968; Coates et al, 1992; Courtney
et al, 2012; Grant et al, 2010; Greer, 1974; Howell et al, 2008; Whitaker et al, 2015c).

3.4.6 Lung cancer specific studies

Nine studies reported data relating to lung cancer symptom presentation. One study found
that those with lung cancer were more likely to be diagnosed with advanced stage cancer
when compared to participants with breast or colorectal cancers (Mor, 1990). Six studies
retrospectively examined lung cancer symptom attributions. Many participants reported
experiencing vague and non-specific symptoms such as a cough or fatigue prior to diagnosis

(Andersen et al, 2010; Carter-Harris, 2015; Emery et al, 2013; Mor, 1990; Tod et al, 2008;
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Tod & Joanne, 2010). Participants often prolonged presenting with such symptoms,
dismissing them as not serious (Andersen et al, 2010; Emery et al, 2013; Mor, 1990), or
attributing them to acute conditions such as a cold, symptoms of other chronic conditions
such as COPD (Andersen et al, 2010; Carter-Harris, 2015; Emery et al, 2013; Tod et al, 2008;
Tod & Joanne, 2010) or smoking habit (Carter-Harris, 2015). Participants reported a
reluctance to seek help for vague and non-specific symptoms due to worries about wasting
the doctor’s time (Tod et al, 2008; Tod & Joanne, 2010). Such barriers were reinforced by
cultural messages encouraging patients to reduce consultation behaviour (Tod et al, 2008).
Three studies found that participants who perceived themselves as low risk for developing
lung cancer were more likely to provide benign explanations for symptoms, further
prolonging symptom presentation (Andersen et al, 2010; Emery et al, 2013; Tod et al, 2008).
This was particularly salient in never and ex-smokers who perceived their risk for developing

lung cancer as nil or low (Tod et al, 2008).

Four studies reported that fearful and fatalistic beliefs about lung cancer were related to
prolonged medical help seeking (Mor, 1990; Tod et al, 2008; Tod & Joanne, 2010) or later
stage lung cancer (Bergamo et al, 2013). Two studies found that negative beliefs were
formed by media campaigns associating lung cancer with death (Tod et al, 2008; Tod &
Joanne, 2010). The stigma surrounding lung cancer and its association with smoking
attenuated the decision to present with symptoms (Corner et al, 2005; Tod et al, 2008; Tod

& Joanne, 2010), even in those who had never smoked (Tod et al, 2008).

Haemoptysis prompted the fastest symptom presentation (Corner et al, 2005; Tod & Joanne,
2010). When symptoms persisted, worsened or new symptoms developed, medical help was
sought (Carter-Harris, 2015). Family members facilitated symptom presentation, legitimising
the need to seek medical attention for symptoms (Tod et al, 2008; Tod & Joanne, 2010). In
addition, family members helped with making an appointment with the doctor and
accompanying participants to an appointment (Tod et al, 2008; Tod & Joanne, 2010),

overcoming previously reported barriers.

66



Table 3.1 Table of included studies

Study Method Sample Country | Tumour Socio- Measures: Knowledge (K), Beliefs (B), Perceived Measure of association between Quality
site economic barriers (PB), Perceived facilitators (PF), and socioeconomic indicator Appraisal
measure Symptomatic Presentation (SP)
Andersen et | Retrospective, 30 men (n=16) and Netherl- Lung, K: Symptom interpretation N/A Medium
al (2010) Qualitative women (n=14) ands Malignant PB: Competing life priorities, holiday booked
Melanoma, PF: Symptom disclosure, worsening of symptoms,
Colon symptoms interfering with daily life
Arnold- Hypothetical, 503 men. Mean age: | Australia Prostate Education K: Recognition (best for difficulty urinating, impotence, K: NR Poor
Reed et al Quantitative 62 years chronic groin pain) B: NR
(2008) B: ‘Prostate cancer will cause rapid death’ (58%)
Baumert et Retrospective, 217 men (n=101) Germany | Melanoma Education K: Knowledge pre-diagnosis (no, n=17.5%; yes, n=82.5%) K: NR Poor
al (2007) Quantitative and women SP: Sought medical help within 1 month (16.1%); tumour SP: Lower education associated with
(n=116). Mean age: thickness thicker tumours (MR 1.53, 95% Cl: 1.11-
54.7 years 2.11, p<0.05)
Bergamo et | Retrospective, 357 men (n=252) us Lung Education, K: Recognition K: NR Medium
al (2013) Quantitative and women (n=105) employment, B: Fatalism B: NR
from minority health PB: Medical mistrust PB: NR
groups (n=142, insurance,
mean age: 64.5 annual
years) or non- income
minority groups
(n=215, mean age:
66 years)
Blum et al Retrospective, 429 men (n=184) Germany | Melanoma B: 82% understood the benefits of early diagnosis N/A Medium
(1999) Quantitative and women PB: Misdiagnosis from physician on first visit
(n=245). Median PF: Symptoms noticed by another person
age: 52 years SP: Mean time to symptom presentation (61 days)
Brain et al Hypothetical, 1043 women. Aged Wales Ovarian Postcode, K: Recognition (mean, 6.85) K: Lower education associated with Good
(2014) Quantitative 50 years and over education B: Cancer worry lower knowledge (F(5, 1005)=8.23,
PB: Emotional and practical barriers p<0.001); higher deprivation (postcode)
SP: Sought medical help in under 3 weeks (n=898) associated with lower knowledge
(F(3,886)=2.82, p<0.05)
B: NR
PB: NR
SP: Higher education associated with
longer time to SP, (OR=2.64, p<0.001);
NS difference between deprivation by
postcode and anticipated delay (Xz(a):
6.73, p>0.05) NS
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Brandner et | Retrospective, 42 women. Mean Germany | Ovarian K: Symptom interpretations (symptoms normalised) N/A Medium
al (2014) Qualitative age: 57 years PB: Competing life priorities, symptom disclosure

PF: Symptom interfering with daily life, symptom opposed

specific body image, social responsibilities
Brouha et Retrospective, 189 men and Holland Oral and Education, K: Symptom interpretation (‘cancer’, n=2) K: NR Medium
al (2005) Quantitative women. Mean age: Pharyngeal income PB: Symptom did interfere with daily life PB: NR

59 years PF: Persistence of symptom, development of new symptom | PF: NR
SP: Mean time to symptom presentation (pharyngeal, 45 SP: Education and income not
days; oral, 28 days) associated with time to SP (statistics
NR)

Burgess et Retrospective, 185 women. Mean UK Breast Occupation K: Symptom interpretation (46% thought their symptom N/A Medium
al (1998) Qualitative age: 54 years indicated cancer)

B: Fear

PF: Symptom disclosure, appearance of new symptoms,

appointment booked with GP for another reason

SP: Waited over 3 months to seek medical help (19%)
Burgess et Retrospective, 158 women. Mean UK Breast Occupation PB: Life events N/A Medium
al (2000) Qualitative age: 53 years SP: Waited over 3 months to seek medical help (18%)
Burgess et Retrospective, 46 women UK Breast Occupation K: Symptom interpretation (‘lump’ most attributed to N/A Medium
al (2001) Qualitative cancer)

B: Consequences of treatment

PB: Not wanting to bother the doctor, poor health service

utilisation, competing life priorities

PF: Symptom disclosure, change in symptom

SP: Waited over 3 months to seek medical help (n=31)
Burgess et Retrospective, 69 women. Aged 65 UK Breast K: symptom interpretation (‘cancer’, n=27) N/A Medium
al (2006) Mixed years and over B: Fear

PB: Competing life priorities, reservations about seeing GP

PF: symptom disclosure

SP: Waited over 3 months to seek medical help (n=29)
Cameron Retrospective, 83 women UK Breast Education, K: Symptom interpretation K: NR Poor
and Hinton Quantitative occupation B: Fear, worry B: NR
(1968) SP: sought medical help within 1 month (61%) SP: Higher education associated with

shortest time to SP for lump
symptoms(x2=6.6, p<0.05); Higher
social group (husband’s occupation)
associated with shortest time to SP
(x2=3.02, p<0.01)

68




Caplan Retrospective, 162 women us Breast Income, PB: Fluctuating symptoms, relationship with GP PB: NR Poor
(1995) Quantitative education, SP: Waited over 2 months to seek medical help (n=27) SP: Lower socioeconomic group
employment (various indices) associated with longer
time to SP, but NS: High vs low income
(OR 2.56, 95% Cl: 0.68-8.64*); High vs
low education (OR 1.07, 95% CI: 0.41-
2.77*); Working vs non-working (OR
0.72,95% Cl: 0.27-1.99%)
Carter- Retrospective 11 men (n=4) and us Lung Education, K: Symptom interpretations (one participant was alarmed N/A Medium
Harris et al Qualitative women (n=7). Age employment at symptoms)
(2015) range: 40-76 years PB: Vague and intermittent nature of symptoms
PF: Worsening of symptoms, good relationship with GP
SP: Immediate (n=1)
Cassileth et | Retrospective, 275 men (n=148) us Melanoma Occupation, K: Symptom interpretation (interpreted as ‘cancer’, 13%) K: NR Poor
al (1988) Mixed and women health SP: Mean time to symptom presentation (8.6 months) SP: NR
(n=127). Median insurance
age: 45 years
Chapple et Retrospective, 45 men. Age range UK Testicular Employment K: Symptom interpretation N/A Good
al (2004b) Qualitative 21 to 55 years B: Fear, fatalism
PB: Machoism, embarrassment, competing life priorities
PF: Symptom disclosure
SP: Waited over 3 months to seek medical help (n=11)
Chonjnacka Retrospective, 301 men (n=186) Poland All Education K: Recall, mean: 1.51 K: NR Medium
- Quantitative and women B: Fatalism and cancer curability B: NR
Szawlowska (n=115). Mean age: SP: Mean time: 6 months and 10 days SP: NS correlation between education
etal, (2013) 42.3 years and stage of cancer (statistics NR)
Coates et al | Retrospective, 735 women (410 us Breast Education, K: Symptom interpretation K: NR Good
(1992) Quantitative black and 325 occupation, B: Fatalism B: NR
white). Aged range: income PB: Symptom disclosure, other comorbid conditions, PB: NR
20to 79 appointment with doctor booked for another reason SP: Higher education associated with
SP: Median time to symptom presentation (black women, shorter time to SP (Mantel-cox 1.43,
16 days; white women, 14 days) 95% Cl: 1.11-1.86, p<0.05); Low
deprivation (poverty index) associated
with shorter time to SP (Mantel-Cox
1.24,95% Cl: 1-1.54, p<0.05)
Cochran et Retrospective, 37 women. Median us Endomet- Employment, K: Symptom interpretation (interpreted as ‘cancer’, n=3) N/A Poor
al (1986) Qualitative age: 64 years rial education PB: Perceived lack of emotional support, low social support
SP: Median time to symptom presentation (28 days)
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Cockburn et | Retrospective, 1332 men (40%) and | Australia Colorectal Education K: Recall (25% could not recall any symptom), symptom K: Higher education associated with Medium
al (2003) Quantitative women (60%). Aged (Bowel) interpretation higher K of symptoms (PR 0.93, 95% Cl:
40 years and over B: Benefits of early diagnosis 0.89-0.96%)
SP: 306 had experienced a symptom, 31.9% did not seek B: Higher education more likely to hold
medical help positive beliefs about the benefits of
early diagnosis (statistics NR)
SP: NR
Cooper et Hypothetical, 15 focus groups us Gynaecolog | Education, K: Which symptoms would cause most concern (bleeding= N/A Medium
al (2013) Qualitative with 132 women. ical employment, most concern)
Age range: 40 to 60 income, PB: Lesion not visible, tendency to ignore health, cost
years health SP: Range in time to symptom presentation (immediate to
insurance years). Changes in the skin on vulva= most timely and
consistent response.
Courtney et | Retrospective, 1085 men (n=508) Australia Colorectal Education K: Symptom interpretation K: NR Medium
al (2012) Quantitative and women PB: Watchful waiting PB: NR
(n=577). Age range: PF: Persistence of symptom, appointment booked for PF: NR
56 to 88 years another reason SP: NR
SP: 41% had experienced a symptom, 18% of those with
rectal bleeding and 37% of those with a change in bowel
habit (37%) waited overl month to seek medical help
Corner etal | Retrospective, 22 men (n=12) and England Lung Occupation K: Symptom interpretations N/A Good
(2005) Qualitative women (n=10). PB: Self-medication, stigma
Median age: 68 PF: symptoms interfering with daily life
years SP: Median time to symptom presentation (12months)
Crosland Retrospective, Postal survey: 1200 UK Colorectal K: Symptom interpretation (‘cancer’, n=42) N/A Good
and Jones Mixed methods | men and women. Of PF: Symptom disclosure, pain, embarrassment,
(1995) these, 150 men and appointment booked for another reason, worry symptom
137 women might be something serious
experienced ‘blood PB: Worry symptom might be serious
in stools’. Of these, SP: 41% had sought medical advice for symptom, median
24 men and 36 time to symptom presentation (2 months)
women were
interviewed
de Noojer Retrospective, 23 men (n=10) and Netherla Breast, K: Recall (1 or more symptoms, n=17) and symptom N/A Medium
et al (2001) Qualitative women (n=13). Age nds colon, interpretation
range: 32-75 years Melanoma, B: Fear
Testicular PB: Embarrassment, perception doctor could not do
anything

PF: Symptom disclosure, worsening of symptoms,
appearance of new symptoms
SP: Immediate to several years.
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de Noojer Hypothetical 588 men (n=135) Netherla All Education K: Recognition (good, mean 8.4) K: NR Medium
et al (2003) Quantitative and women nds PB: Anticipated regret, social norms, self-efficacy PB: NR
(n=453). Mean age:
47 years
Emery et al Retrospective, 66 men (n=28) and Australia Breast, B: Fear K: NR Medium
(2013) Mixed methods | women (n=38). Colorectal, PB: Intermittent and mild symptoms, machoism in men, PB: NR
Mean age: 60.5 prostate, holiday booked, symptom disclosure, distance to get to PF: NR
years lung surgery, competing life priorities SP: NR
PF: symptom disclosure
SP: Mean time to symptom presentation: breast (33 days),
colorectal (135 days), lung (37 days), prostate (320 days)
Esteva etal | Retrospective, 795 men and Spain Colorectal Social class, K: Symptom interpretation (interpreted as ‘not serious’, K: NR Medium
(2013) Quantitative women education 65.6%) SP: NS association between social class
PF: Symptom disclosure, good relationship with GP (trust) and time to SP (statistics NR), NS
SP: Median time to symptom presentation (19 days) association between education and
time to SP (statistics NR)
Facione and | Retrospective, 28 women. Mean us Breast Income, K: Symptom interpretation N/A Medium
Facione Qualitative age: 42.34 years education, B: Fear, fatalism, benefits of early diagnosis
(2006) health PB: Worry about losing relationship with partner if
insurance diagnosed with cancer
PF: Symptom disclosure
SP: Waited over 3 months to seek medical help (n=15)
Facione and | Retrospective, 80 women into 16 us Breast Income, K: Symptom interpretation (best for lump symptoms) N/A Medium
Giancarlo Qualitative focus groups. Aged employment, B: ‘Cancer is a bad word’, fatalism
(1998) 20 years and over education PB: Stoicism, not wanting to bother the doctor, use of
alternative therapies, embarrassment, influence of male
partner, cost
PF: Symptom disclosure, good relationship with doctor
Facione et Hypothetical, 669 women. Mean us Breast Income, K: Recognition (10% recognised all or all but one K: Higher education associated with Good
al (2002) Quantitative age: 46.95 years education, symptoms) higher symptom recognition
health care B: Fatalism (F3,600=32.32, p<0.001)
insurance PB: Difficulties with access, prejudice in health care, B: NR
concerns about deportation, use of alternative therapies PB: NR

SP: Likely to delay (23.7%).

SP: Lack of insurance associated with
longer time to SP (Cramer’s V = 0.187,
p<0.001); Lower education associated
with longer time to SP (Cramer’s V =
0.288, p<0.001); Lower income
associated with longer time to SP
(Cramer’s V =0.291, p<0.001)
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Facione et Hypothetical, 352 African us Breast Income, B: Fear, fatalism B: NR Medium
al (1997) Quantitative American or Black Education, PB: Poor health service utilization PB: NR
women. Mean age: Employment SP: 11.6%= strong disposition to SP. SP: Stronger disposition to SP
38.6 years associated with lower education
(r=0.19, p<0.01) and lower income
(r=0.32, p<0.001)
Facione and | Retrospective, 39 women. Mean us Breast Income, K: Symptom interpretation N/A Medium
Dodd Qualitative age: 49.6 years education B: Fear
(1995) PB: Competing life priorities
PF: Appearance of new symptom, worsening of symptomes,
symptom disclosure
SP: 59% sought medical help within 1 week
Fitzpatrick Hypothetical, 280 men. Mean age: | Ireland Prostate Health B: Fear B: NR Good
et al (1998) Quantitative 53.7 years insurance, PB: Poor health service utilisation, dislike of doctors, PB: NR
occupation embarrassment SP: Non-manual social class associated
SP: 81% would seek medical help if developed urinary with higher willingness to attend GP
symptoms with symptoms (OR 1.8, p<0.05**)
Forbes et al | Hypothetical, 1515 women from UK Breast Postcode K: Recognition (18% recognised 5 or more non-lump K: Differences between ethnic groups Good
(2011) Quantitative various ethnic symptoms) for cancer awareness not due to IMD
groups (White, PB: self-efficacy, worry what the doctor might find, score or lower level of education
South Asian, Black). embarrassment, worry about wasting doctors time, (statistics NR)
Aged 30 years and difficulty getting an appointment PB: Differences between ethnic groups
over SP: would seek help within 1 week (73%) for PB not due to IMD score (statistics
NR)
SP: NR
Forbes et al | Retrospective, 1999 men (n=1077) UK All Postcode K: Symptom interpretation B: NR Good
(2014) Quantitative and women PB: 48% of patients reported at least one barrier PB: NR
(n=922). Aged 50 or SP: Delay over 3 months (n=21%) SP: Lowest socioeconomic group
over associated with longest time to SP
(1.51, 95% Cl: 1.18-1.88*)
Freidman et | Retrospective, 124 women. Mean us Breast Employment, B: Fear B: NR Medium
al (2006) Quantitative age: 44.3 years education PB: Worry what the symptom might be, difficulty gettingan | PB: NR
appointment, cost, denial SP: Lower education associated with
SP: Mean time to symptom presentation (9 months) longest time to SP (Fishers Exact test,
p<0.01**)
Gascoigne Retrospective, 16 men Wales Testicular K: Symptom interpretation (‘cancer’, n=1) N/A Medium
and Qualitative B: Fear
Whitear PB: Previous misdiagnosis, symptoms manageable,
(1999) embarrassment

PF: symptom disclosure (wife), worsening of symptoms
SP: Range in time to symptom presentation (6-52 weeks)
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Goldsen et Retrospective, 727 men and us All Income, K: Symptom interpretation (20% thought symptoms K: NR Medium
al (1957) Quantitative women education indicated cancer) B: NR
and B: Cancer worry, fatalism PB: NR
occupation PB: Poor health service utilization, poor noticeability of PF: NR
symptom SP: Lower income, education and
PF: Symptom disclosure occupation associated with longest time
SP: 51.3% sought medical help under 30 days to SP (statistics NR)
Gould et al Retrospective, 14 women. Aged Canada Breast Education, K: Symptom interpretation (poor for non-lump symptoms) N/A Medium
(2010) Qualitative range: 30 to 69 employment, | B:Fear
years income PB: Previous benign disease, watchful waiting, competing
life priorities
PF: Symptom disclosure, already have another
appointment booked.
SP: All women waited 8+ weeks
Grant et al Retrospective, 15 men (n=7) and Scotland Oral Postcode K: Symptom interpretation N/A Medium
(2010) Qualitative women (n=8). Aged PB: Self medication
45 years and under PF: Already had an appointment booked
SP: Sought medical help within 8 weeks (n=8)
Greer Retrospective, 160 women with UK Breast Social Class K: Symptom interpretation K: NR Poor
(1974) Quantitative stage | or stage Il B: Fear, fatalism B: NR
cancer. Aged 70 PB: Embarrassment PB: NR
years and under SP: 64% sought medical help within 1 month SP: NS difference between time to SP
and social class (statistics NR)
Grunfield et | Hypothetical, 996 women. Mean UK Breast Occupation K: Recognition (mean, 5.3 symtpoms) K: ‘Unskilled workers’ or ‘never worked’ | Medium
al (2002) Quantitative age: 47 years B: Beliefs about treatment, cancer survival outcomes associated with poorer recognition
(F(4,109)=10.43, p<0.001)
B: ‘Professional’ and ‘intermediate’
skilled workers more likely to hold
positive beliefs about cancer survival
(x2=25.30, d.f.=4, p<0.01)
Grunfield et | Hypothetical, 546 women. Mean UK Breast Occupation PF: Easy to speak to doctor PB: NR Medium
al (2003) Quantitative age: 47 years SP: Most likely to seek prompt medical help for lump SP: NR
symptoms
Hale et al Retrospective, 20 men. Age range: UK Prostate Social class, K: Symptom interpretations (poor) N/A Medium
(2007) Qualitative 51 to 75 years education B: Fear

PB: Embarrassment, machoism, medical mistrust
PF: Symptom disclosure (wife), symptoms interfering with
daily life
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Henderson Retrospective, 50 men (n=2) and Scotland Breast, K: Symptom interpretation (39.4% thought Symptom not N/A Medium
(1966) Quantitative women (n=48). Age Cervix, serious)
range: 26-67 years Bowel. B: Fear
PB: Embarrassment, financial constraints
SP: Wait over 3 months to seek medical help, n=38
Hvidberg et | Hypothetical, 3000 men (n=1341) Netherla Bowel, Education, K: Recognition (median 9/11). Most recognised were K: Fewer symptoms recognised for Medium
al (2014) Quantitative and women nds breast, occupation, change in mole (97.2%) and lump (94.3%). Least recognised | those with lower education (PR 1.57,
(n=1659) over the ovarian, income were night sweats (15.6%) and sore that does not heal 95% Cl: 1.39-1.78, p<0.01), those
age of 30. lung (67.8%) outside the labour force (PR 1.27, 95%
B: Beliefs about cancer survival. Correctly estimated 5-year Cl: 1.11-1.46, p<0.01) and lower income
survival (% participants): Bowel (42%), breast (49%), (PR 1.33, 95% Cl: 1.15-1.54, p<0.01)
ovarian (9%), lung (19%). Survival overestimated for B: Participants outside the labour force
ovarian (86% participants) and lung (78% participants). were more likely to wrongly estimate
survival for breast cancer (PR 1.15, 95%
Cl: 1.01-0.31), p<0.01); Lower income
was associated with wrongly estimated
survival for bowel cancer (PR 1.18, 95%
Cl: 1.05-1.33, p<0.01)
Howel et al Retrospective, 32 men (n=12) and England Lymphoma K: Symptom interpretation (non-lump symptoms poorly N/A Medium
(2008) Qualitative women (n=20). attributed to cancer)
Aged 65 years and PB: Intermittent nature of symptoms, competing life
over priorities, poor general health service utilisation
PF: Worsening of symptoms, symptom disclosure
Hunter et al | Hypothetical, 546 women. Mean UK Breast Occupation K: Recognition (good, mean 6.65) K: NR Medium
(2003) Quantitative age: 47 years B: Beliefs about treatment NR: NR
SP: 58.6% would seek immediate medical help. SP: Socioeconomic group not associated
with time to SP (F(1s15 = 0.29, p>0.05)
Kakagia et Retrospective, 513 men (n=56.5%) Greece Skin Education, K: Symptom interpretation K: NR Poor
al (2013) Quantitative and women ethnicity, B: Fear, fatalism B: NR
(n=43.5%). Mean area of PB: Other serious comorbidities, poor health service PB: NR
age: 67.5 years residence utilisation, dislike of doctors and hospitals, transport issues, | PF: NR

worry about wasting docs time, embarrassment, competing
life demands

PF: Symptom disclosure, active encouragement to seek
medical help

SP: Mean time to symptom presentation (3.9 months)

SP: Longer time to SP associated with
lower socioeconomic group (OR 1.89,
95% Cl: 0.9-3.8. p<0.001*****) and
lower education (OR 3.01, 95% Cl: 1.6-
5.6, p<0.001)
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Lam et al Retrospective, 37 women. Age Hong Breast Employment, K: Symptom interpretation N/A Medium
(2009) Qualitative range 20-81 years Kong education B: fear, fatalism
PB: Watchful waiting, poor general health service
utilisation, cost, competing life priorities, embarrassment
PF: Persistence of symptoms, appearance of new symptom,
symptom disclosure, symptom interfering with daily life,
appointment booked for another reason
SP: Waited over 3 months to seek medical help (n=14)
Lannin et al Retrospective, 540 women from us Breast Education, B: Fear, fatalism, folk beliefs, beliefs about treatment K: Higher knowledge associated with Medium
(1998) Quantitative ethnic minority income, PB: Cost, poor general health service utilisation higher income and higher education
groups (30%) or health SP: Advanced stage cancer (17.4%) (statistics NR)
majority groups insurance PB: NR
(70%) SP: NS association with higher
education and earlier stage cancer
(OR1.6, 95% Cl: 0.9-2.7, NS). Higher
income associated with earlier stage
disease (OR 3.7, 95% Cl:2.1-6.5)**- p
value NR
Larkey et al | Hypothetical 11 Focus groups: 90 us All Occupation, K: Symptom interpretation K: NR Medium
(2001) (focus group) men (n=56) and income PB: Practical barriers, cost, emotional barriers, previous PB: NR
and women (n=34). negative experiences with health services PF: NR
retrospective Mean age: 39 PF: Trust in medical system, symptom disclosure
(questionnaire) Questionnaire: 132
Mixed men and women.
Mean age:44.7years
Lauver et al Retrospective, 138 women. Mean us Breast Education, B: Fear N/A Medium
(1995) Qualitative age: 37.5 years occupation, PB: Competing life priorities, cost, transport
annual family PF: 50% reported no barriers
income, SP: Waited over 3 months to seek medical help (23%), 38%
health sought medical help within 1 week
insurance
Lietal Retrospective, 425 women. Mean Hong Breast Employment, B: Fear B: NR Good
(2012) Quantitative age: 51.97 years Kong education PB: cost, gender of doctor, unsure where to seek medical PB: Symptom disclosure for women

help, competing life priorities, no history of breast
problems

PF: Symptom disclosure

SP: Median time to symptom presentation (14 days)

with lower education less likely to
translate into immediate SP (x%=6.4,
d.f.=2, p<0.05)

PF: NR

SP: Longer time to SP associated with
higher education (OR 3.35, 95% CI:1.19-
9.42, p<0.05) and full time employment
(OR 2.52, 95% Cl: 1.18-5.36, p<0.05)
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Loehrer et Retrospective, 128 men (n=33)and | US All Employment, B: Curability of cancer, cancer is contagious, surgery causes N/A Medium
al (1991) Qualitative women (n=95). income, cancer to spread
Mean age: 63 years education SP: Poor for non-specific symptoms
Low et al Hypothetical, 1000 women. Mean | UK Ovarian Education, K: Recall (poor, mean 0.6) and recognition (good, mean 6.3) | K: NR Good
(2013) Quantitative age: 47 years car PB: Mean number of barriers endorsed (2.2), emotional, PB: NR
ownership, practical and service barriers SP: Higher socioeconomic group
home SP: Varied by symptom, most would seek help under 2 associated with longer time to SP
ownership weeks (beta=0.12, SE 0.05, p<0.001**)
Lund- Retrospective, 17 women. Median Denmark Breast Education B: Fear, beliefs about treatment N/A Medium
Nielson et Qualitative age: 69 years PB: Competing life priorities, lack of resources
al (2011) SP: Median time to symptom presentation (24 months)
Lyubomirsk | Hypothetical Study 1 us Breast Occupation, Study 1 K: NR Poor
yetal and (hypothetical): 147 education K: Recognition of lump symptoms B: NR
(2006) Retrospective, women. Age range: B: Fear PB: NR
Quantitative 18 to 61 years PB: Cost, personality type (ruminators vs non ruminators) SP: NR
Study 2 Study 2
(retrospective): 139 PB: Personality type (ruminators vs non ruminators)
women. Age range SP: Median time to symptom presentation (Ruminators,
32-86 years 52.5 days; non-ruminators, 13.9 days)
Magarey et Retrospective, 64 women Australia Breast Education PB: Denial, anxiety PB: NR Poor
al (1977) Qualitative SP: Sought medical help within 2 weeks (n=35) SP: Education not associated with time
to SP (statistics NR)
Marlow et Hypothetical, 54 women from UK Breast and Employment, K: Recall (good for lump/ bleeding, poor for other N/A Medium
al (2014) Qualitative ethnic minority Ovarian education, symptoms)
groups living with a living B: Fear, fatalism, benefits of early diagnosis
comparison of white arrangement PB: Poor relationship with GP, emotional barriers, practical
women. Age range: barriers, competing life priorities
25-64 years
McCaffery Hypothetical, 1637 men (n=763) UK Colorectal Education K: Recall (poor) K: Higher education associated with Good
et al (2003) Quantitative and women B: Fear higher symptom recall (x2[4]=73.98,
(n=874). Age range: SP: 92.8% would anticipate seeking medical help if noticed p<0.001)
16-74 years blood in stool for more than 2 weeks. B: Lower education associated with
most negative beliefs (x2[4]=74.96,
p<0.001)
SP: NS association with education and
SP intentions (statistics NR)
Meechan et | Retrospective, 85 women. Mean New Breast PB: Having a family member with cancer, low emotional PB: NR Medium
al (2003) Mixed age: 38.9 years Zealand response to symptom PF: NR

PF: High emotional response to symptom
SP: Median time to symptom presentation (14 days)

SP: NS association between education
and time to SP (t(83)=-1.26, p>0.05)
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Mor (1990) Retrospective, 700 patients. Age us Lung, Education, K: Symptom interpretation (best knowledge breast cancer K: NR Medium
Qualitative range: 45 to 90 Breast and housing, patients) B: NR
years Colorectal income, B: Fear (16.8% of delayers) PB: NR
education PB: “thought it would go away”’ (60.5% of delayers), too SP: NS relationship between
busy (8.4% of delayers) socioeconomic group and time to SP
SP: Waited over 3 months to seek medical help: lung (statistics NR)
(54.9%), breast (56.2%), colorectal (87.6%)
Niksic et al Hypothetical, 49270 men (55%) UK All Education, K: Recognition (mean: 7.2/9). Most recognised was lump K: Lowest knowledge associated with Good
(2015) Quantitative and women (45%). employment, (94%); least recognised was cough/hoarseness (68%) and lowest education, highest area income
Aged 54 and under postcode sore that does not heal (68%) deprivation and unemployment for all
(62%) and 55 and (area income B: Mean barriers endorsed= 1.8. Most highly endorsed symptoms (OR, p<0.001)***
over (33%), missing deprivation) barrier was ‘worry what the doctor might find (30%), least B: Strongest association for emotional
(5%) endorsed barrier was difficulty arranging transport (6%) barriers group (lower socioeconomic
groups endorsed more emotional
barriers): ‘Too embarrassed’ associated
with most deprived quartile (postcode,
OR 1.22,99% Cl: 1.08-1.39, p<0.001),
lower education (OR 1.20, 99% Cl: 1.09-
1.33, p<0.001) and unemployment (OR
1.23,99% Cl: 1.11-1.35, p<0.001); ‘too
scared’ associated with lower education
(OR 1.24, 99% Cl: 1.13-1.35, p<0.001)
and unemployment (OR 1.15, 99% Cl:
1.06-1.26, p<0.001); ‘not confident to
talk’ associated with lower education
(OR 1.39, 99% Cl: 1.22-1.58, p<0.001)
and unemployment (OR 1.30, 99% Cl:
1.16-1.46, p<0.001); ‘worry what the GP
might find’ associated with most
deprived quartile (postcode, OR 1.12,
99% Cl: 1.02-1.27, p<0.001), lower
education (OR 1.16, 99% Cl: 1.05-1.27,
p<0.001) and unemployment (OR 1.13,
99% Cl: 1.04-1.22, p<0.001)**** NR
Oliveria et Retrospective, 255 men and us Melanoma Education, K: Recognition (poor) K: NR Medium
al (1999) Quantitative women. Aged 18 insurance SP: Mean time to symptom presentation (2 months) SP: Education not associated with time

years and over

to SP (statistics NR)
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O’Mahony Retrospective, 99 women. Mean Ireland Breast Employment, K: Symptom interpretation K: NR Medium
and Quantitative age: 40 years education PB: Competing life priorities, emotional reactions to PB: NR
Hegarty symptom (afraid, scared, unsure) PF: NR
(2009) PF: Symptom disclosure, anxiety SP: Higher education associated with
SP: Waited over 1 month to seek medical help (n=26) longer time to SP (statistics NR)
O’Mahony Retrospective, 10 women. Mean Ireland Breast Education, K: Most aware that a lump was a symptom N/A Medium
et al (2011) Qualitative age: 40 years Employment B: Fatalism, curability of cancer, fear
PB: Denial, competing life priorities
PF: Symptom disclosure, good perceived access to GP, good
relationship with GP
SP: Sought medical help within 1 month (n=6)
Pedersen et | Retrospective, 901 men (n=423) Denmark | All Education PF: Symptom disclosure, good partner support PF: NR Medium
al (2011) Quantitative and women SP: Median interval: 12 days SP: NS association between education
(n=487). Mean age: and time to SP: Lower secondary
61.8 years education and long SP (>55 days) (RRR
0.79, 95% Cl: 0.36-1.74, p>0.05);
tertiary education and long SP (>55
days) (RRR 1.30, 95% Cl: 0.55-3.08,
p>0.05)
Phillips and Hypothetical, 2000 women. Aged Canada All Occupation K: Recall and recognition (best for ‘lump’) K: NR Poor
Taylor Quantitative 20 and over B:‘Cancer is the country’s biggest killer’ (44%); cancer is the | B: NR
(1961) most serious disease’(30%);‘cancer cannot be cured’(27%)
Price (1993) | Hypothetical, 500 men (n=250) us Colorectal Income, car K: Recognition (poor, n=310; good, n=190) K: NS association between education Medium
Quantitative and women (n=250) ownership, B: Curability of cancer (‘incurable’, 90%), perceived severity | and knowledge (p>0.05**)
from disadvantaged type of of cancer B: Lower education associated with
backgrounds. Mean dwelling, PB: Practical barriers perceiving cancer as more serious
age: 59.9 years education (p<0.05**)
PB: NR
Quaife etal | Hypothetical, 6965 men (n=4330) UK All Education K: Recognition (best for ‘lump’) K: Lower education associated with Good
(2014) Quantitative and women PB: Poor access health services lower recognition for all 3 symptoms

(n=2635). Aged 50
and over

SP: Would wait 2+ weeks: (cough, n= 48.1%; breast change,
n= 8.2%; rectal bleeding, n=7.4%)

(x2, p<0.05**)

PB: NR

SP: Lower education associated with
shorter time to SP for cough (OR 0.61,
95% Cl: 0.54-0.68, p<0.001) and breast
changes (OR 0.68, 95% Cl: 0.52-0.89,
p<0.001). NS association with education
and time to SP for rectal bleeding (OR
0.83, 95% Cl: 0.67-1.03, p>0.05)

Higher education associated with longer
time to SP
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Quaife etal | Hypothetical, 6965 men (n=2635) UK All Education B: Beliefs about curability of cancer, treatment side effects, B: Participants with lower education Medium
(2015a) Quantitative and women early diagnosis less likely to endorse ‘with cancer can
(n=4330). Aged 50 PB: 12% ‘l would not want to know if | have cancer’ expect to continue with normal
and over, mean age: activities’ (OR 0.67, 95% Cl: 0.45-0.98,
63 years p<0.05), ‘going to the doctors quickly
increases the chances of surviving
cancer’ (OR 0.31, 95% Cl: 0.11-0.82,
p<0.05). NS association with education
and ‘cancer can often be cured’ (OR
0.78, 95% Cl: 0.52-1.16, NS). Lower
education more likely to endorse
‘cancer is a death sentence’ (OR 1.94,
95% Cl: 1.43-2.63, p<0.001) and ‘cancer
treatment is worse than the cancer’ (OR
2.64, 95% Cl: 2.04-3.43, p<0.001)
PB: Those with lower education more
likely to endorse ‘I would not want to
know if | had cancer’ (OR 2.66, 95% Cl:
1.69-4.18, p<0.001)
Ramos et al | Retrospective, 12 men (n=7) and Spain Colorectal Education, K: Symptom interpretation N/A Medium
(2010) Qualitative women (n=5). Age Occupation PB: Fear
range 45 to 82 years PF: Changes to symptoms, persistence of symptom:s,
symptom disclosure, development of another health
complaint (men only)
Rauscher et | Retrospective, 438 women. Age us Breast Education, PB: Poor general health service utilisation K: Lower income and education Medium
al (2010) Quantitative range: 30 to 79 household SP: Waited over 3 months to seek medical help (16%) associated with more breast lump
years income, misconceptions (x?, p<0.001**)
health PB: NR
insurance SP: Longer time to SP associated with
status lower education (x2, p<0.05**) and
lower income (x?2, p<0.05**)
Richard et Retrospective, 590 men (n=250) France Melanoma Residence, K: Symptom interpretation (‘not serious’, 34.8%) K: NS Medium
al, (2000) Quantitative and women social level, B: Fear B: NS
(n=340). Mean age: education PB: No symptoms, competing life priorities (work and PB: Those with higher education more
51.2 years family commitments) likely to self-detect melanoma (x?,

PF: Active encouragement from family
SP: Sought medical help within 2 months (51.9%)

p<0.01**)

PF: NR

SP: NS association with and time to SP
and socioeconomic group (statistics NR)
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Rozniatows Retrospective, 100 men (n=84) and | France Head and Education, PB: Low anxiety, poor general health service utilisation K: NR Medium
ki et al Quantitative women (n=16). Neck occupation PF: Symptom disclosure, active encouragement from PB: NR
(2005) Mean age: 57 years partner to seek help SP: NS association between
SP: The majority of patients waited over 1 week to seek socioeconomic group and time to SP
medical help (statistics NR)
Ristvedt et Retrospective, 112 men (n=55)and | US Colorectal Income, area K: Symptom interpretation (70.5% thought symptom K: NR Medium
al (2014) Quantitative women (n=57). of residence, serious within 13 weeks post onset) SP: NS association between
Mean age: 59.3 education, SP: Median time to symptom presentation (10 weeks) socioeconomic group (education and
years health household income) and time to SP
insurance (statistics NR)
coverage
Ristvedt Retrospective, 69 men (n=42) and us Colorectal Education K: Symptom interpretation (‘not cancer’, 71%) K: NR Medium
and Quantitative women (n=27). PB: Personality (low trait anxiety), poor health service PB: NR
Trinkhaus Mean age: 61.3 utilisation SP: Lower education associated with
(2005) years SP: Mean time to symptom presentation (25 weeks) longer time to SP (Kaplan-Meier:
median 15 weeks, 95% Cl: 9.0-26.0%);
higher education associated with
shorter time to SP (Kaplan-Meier:
median 8 weeks, 95% Cl: 4.0-15.0%)
Robb et al Hypothetical, 2216 men (n=968) UK All Education, K: Recall (poor, mean=2.2) and recognition (good, K: Higher socioeconomic group Good
(2009) Quantitative and women occupation mean=7.2) (occupation) associated with highest
(n=1240) PB: Emotional and service barriers most endorsed knowledge (F(2,2015)=20.31, p<0.001)

SP: Most would seek medical help within 2 weeks

PB: Lower socioeconomic group
(occupation) associated with more
emotional barriers endorsed: ‘worry
what the doctor might find’
(x?%(1,1989)=17.08, p<0.001), ‘too
embarrassed’ (x2(1,1993)=20.74,
p<0.001), ‘not confident to talk about
symptom’ (x2(1,1992)=4.77, p<0.05),
NS association with ‘too scared’
(x%(1,1977)=1.82, p>0.05); Higher
socioeconomic group (occupation)
associated with more practical barriers
endorsed: ‘too busy’ (x2(1,2005)=59.0,
p<0.001), ‘other things to worry about’
(x?%(1,1996)=15.34, p<0.001), difficult
to arrange transport’
(x%(1,2010)=11.13, p<0.001);NS
association between socioeconomic

group (occupation) and service barriers:
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‘difficult to make appointment’
(x?(1,1983)=0.41, p>0.05), ‘worried
about wasting the doctors time’
(x2(1,1995)=1.44, p>0.05), ‘difficult to
arrange transport’ (x%(1,1938)=1.15,
p>0.05)

SP: Lower socioeconomic group
(occupation) associated with shorter
time to SP for unexplained bleeding
(x2(1,1991)=5.82, p<0.01), difficulty
swallowing (x2(1,1987)=28.41,
p<0.001), lump (x2(1,1988)=21.26,
p<0.001), change in mole
(x%(1,1967)=24.24, p<0.001),
unexplained pain (x2(1,1965)=20.24,
p<0.001), sore that does not heal
(x%(1,1977)=35.84, p<0.001), change in
bowel/bladder habits
(x?%(1,1982)=56.87, p<0.001), cough
(x2(1,1984)=48.32, p<0.001),
unexplained weight loss
(x2(1,1963)=77.73, p<0.001)

Rogers et al | Retrospective, 44 men (n=26) and UK Oral and K: Symptom interpretation (‘serious’, 13%) N/A Medium
(2011) Mixed women (n=18) Pharyngeal B: Fear

PB: More than 1 barrier endorsed (46%), difficulty with

access, difficulty getting an appointment, cost

PF: anxiety, worry, the need to resolve uncertainty, active

encouragement by someone else

SP: Sought medical help within 1 month (n=29)
Roncoroni Retrospective, 100 men (n=48) and | Italy Colorectal K: Symptom interpretation (‘cancer’, n=12) N/A Medium
et al (1999) Quantitative women (n=52). PF: Symptom disclosure

Mean age: 65 years SP: Mean time to symptom presentation (10.8 weeks)

Rutier et al Hypothetical, 193 men (n=87 and Netherl- All Education K: Recognition K: NR Poor
(2008) Quantitative women (n=106). ands SP: Well-known symptoms lead to best adaptive coping SP: NR

Mean age: 49.2
years
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Samet et al Retrospective, 800 men (n=396) us All Education, PB: Poor general health service utilisation, poor access PB: NR Medium
(1988) Quantitative and women income SP: Most sought medical help within 2 months SP: Longer time to SP associated with
(n=404). Mean age: lower income for breast and colorectal
72.2 years cancer (x2, p<0.05**) and lower
education for all tumour sites (x?,
p<0.05**)
Scanlon et Hypothetical, 115 Irish (n=58) and UK All Employment, K: Recall (poor) N/A Medium
al (2006) Qualitative white British (n=57) housing B: Positive (early detection) and negative (silent cancers),
men (n=47) and tenure, fear, fatalism, shame, stigma, cancer should be hidden.
women (n=70) in 25 occupation PB: Machoism, denial, never talk about health concerns,
focus groups poor access to health services, long waiting times, rushed
appointments, worry about being perceived as a
hypochondriac, cost
Schmid- Retrospective, 233 men (n=109) Germany | Melanoma Education B: Fear K: Higher education more likely to have Medium
Wendter Quantitative and women PB: Lesion not visible, too busy knowledge about melanoma (x?2,
(2002) (n=124). Mean age: SP: Sought medical help within 1 month (15.5%) p<0.001**)
54.5 years B: NR
PB: NR
SP: NR
Scott et al Retrospective, 57 men (n=11) and UK Oral Education K: Symptom interpretation (‘cancer’, 30%) N/A Medium
(2007) Qualitative women (n=46). PF: Persistence of symptoms, development of new
Mean age: 54 years symptom
Scott et al Retrospective, 80 men (30%) and UK Oral Postcode K: Symptom interpretation K: NR Medium
(2008) Quantitative women (70%). Education PB: Competing life priorities, poor access to health care PB: NR
Mean age: 53 years SP: Mean time to symptom presentation, 71.2 days SP: NS association between education
and time to SP (OR=0.55, 95% CI=0.23-
1.36, p>0.05) longer time to SP for
those living in deprived areas (OR=1.05,
95% CI=1.01-1.09, p<0.05)
Scott et al Retrospective, 57 men (n=11) and UK Oral Education K: Symptom interpretation N/A Medium
(2009) Qualitative women (n=46). B: Benefits of early diagnosis
Mean age: 54 years PB: Not wanting to bother the doctor, watchful waiting,
previous bad experiences with health care system,
competing life priorities
SP: Mean time to symptom presentation (71.5 days)
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Shahid et al | Retrospective 37 Aboriginal men Australia All Area of K: Symptom interpretation (poor) N/A Medium
(2009) and (n=8) and women residence B: Cancer is a curse, fatalism, shame, fear, cancer is
Hypothetical, (n=29). Aged 30 contagious, stigma
Qualitative years and over. PB: Mistrust in the medical system, use of traditional
Cancer diagnosis, medicines
(n=14), family
members of people
with cancer (n=16)
and health service
providers (n=7)
Sheikh and Hypothetical, Questionnaire: 400 UK All Education K: Recognition (fair, lumps most recognised) K: NR Medium
Ogden Mixed methods | men and women B: Fear and fatalism B: NR
(1998) (Quantitative) PB: Embarrassment SP: NR
Interviews: 20 men SP: Most timely for lumps/ thickening
(n=6) and women
(n=14). Age range:
17-70 years
Siminoff et Retrospective 252 men (n=132) us Colorectal Education, K: Symptom interpretation (39.7% did not think symptom K: NR Medium
al (2014) Mixed methods and women Employment, was serious) PB: NR
(n=120). Mean age: Income PB: Financial barriers (28.6%), fear of diagnostic tests SP: NS association between time to SP
58 years (range 25 (24.3%), embarrassment (11.9%) and socioeconomic group (statistics NR)
to 94 years) SP: Mean appraisal delay (4.8 months)
Simon et al Retrospective, 2208 men (n=968) UK All Occupation K: Recognition (better knowledge if experienced a K: NS association between symptom Good
(2010) Quantitative and women symptom previously) interpretation and socioeconomic
(n=1240). 11.4% PB: Emotional and practical barriers group (statistics NR)
(n=236) had PB: NR
experienced a SP: NS association between SP and
symptom in the past socioeconomic group (statistics NR)
3 months
Smith and Retrospective, 82 women. Age us Ovarian Income, K: Symptom interpretation (‘cancer’, 10%) K: NS association between symptom Medium
Anderson Quantitative range: 20 to 54 education, B: Fear interpretation and socioeconomic
(1985) years occupation PB: Previous benign disease group (statistics NR)
SP: Median time to symptom presentation (4 weeks) B: NR
PB: NR
SP: NR
Temoshok Retrospective, 106 men and us Melanoma Education, B: Melanoma not a serious disease K: No association with knowledge and Poor
et al (1983) Quantitative women. Age range: occupation PF: Lesion visible (face and neck) occupation (statistics NR)
18 to 72 years. SP: Mean time to symptom presentation (4 months) B: NR
PF: NR

SP: No association with time to SP and
occupation (statistics NR)
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Tod et al Retrospective, 20 men (n=12) and UK Lung Occupation K: Symptom interpretation (poor, symptoms usually N/A Good
(2008) Qualitative women (n=8) interpreted as acute conditions)
B: Fear, fatalism
PB: If previously given up smoking (thought risk of lung
cancer was nil), worry about the wasting doctors time,
previous bad experiences with health system, blame,
stigma, stoicism, poor health service utilisation
PF: Active encouragement from family member
SP: Range in time to symptom presentation (0 to 24
months)
Tod and Hypothetical, 25 men (n=15) and UK Lung K: Recall (poor) N/A Medium
Joanne Qualitative women (n=10). B: Fear, fatalism
(2010) Aged 50 years and PB: Expectation of symptoms to be extreme, stigma, blame,
over denial, self-medication, vague nature of symptomes,
competing life priorities, too busy, don’t like to bother the
doctor, difficulty getting an appointment
PF: Symptom disclosure, active encouragement from a
family member
Tomlinson Retrospective, 87 men (n=56) and Canada Colorectal Education K: Symptom interpretation K: NR Medium
et al (2012) Quantitative women (n=31). PB: Self medication PB: NR
Mean age: 65 years SP: Waited over 1 month to seek medical help (51%) SP: NS association between education
and time to SP (x2, p>0.05**)
Trivers et al | Hypothetical, 2991 women. 65% us Gynaecolog | Education, B: Concern about developing gynaecological cancer B: NR Medium
(2011) Quantitative were aged 45 years ical Income PB: Being premenopausal PB: NR
and over SP: 50% of women would seek help for most symptoms SP: NS association between SP
intentions and socioeconomic group
(statistics NR)
Tyler et al Retrospective, 176 men (n=93) and | Canada Melanoma B: Benefits of early diagnosis N/A Medium
(2005) Quantitative women (n=83). PB: Previous misdiagnosis
Median age: 54 PF: Symptom disclosure, active encouragement by wife,
years cosmetic appearance of lesion
SP: Median time to symptom presentation (4 months)
Van Osch et | Hypothetical, 459 men (49%) and Netherla All Education K: Recognition (low to moderate, mean: 6.2) K: NR Good
al (2007) Quantitative women (51%) over nds B: Benefits of early detection B: NR

the age of 55. Mean
age: 68.6 years.

SP: Fair. Inconsistent for urgent symptoms, good for
prolonged symptoms

SP: Lower education associated with
shorter time to SP (F(2,436) =6.084,
p<0.01)
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Waller et al | Hypothetical, 1500 men and England All Occupation K: Recall (poor, mean: 1.2) and recognition (poor, mean: K: Higher socioeconomic group Good
(2009) Quantitative women from 4.7) associated with higher recall (F(1,1487)
various ethnic PB: Worry what doctor might find (most endorsed) =6.12, p<0.01) and higher recognition
minority groups SP: African and Caribbean groups anticipated fastest time (F(1,1487)=5.45, p<0.05)
to symptom presentation PB: NR
SP: NR
Walter et al | Retrospective 63 men (n=31) and UK Melanoma Education K: Symptom attributions (initially attributed to benign skin N/A Good
(2014) Qualitative women (n=32). Age conditions or normal life changes)
range: 29-93 years. PB: Worry about wasting the doctors time, service barriers,
competing life priorities, reassurance following symptom
disclosure
PF: Family history of melanoma, perceptions of high risk,
symptom disclosure, symptom noticed by another person
SP: Range 1-303 weeks
Whitaker et | Retrospective 1724 men (n=789) England All Postcode, K: Symptom interpretations (2% thought symptom was K: Unemployment associated with Medium
al (2014) Quantitative and women (n=921) education, cancer, highest interpretation for ‘unexplained lump’), higher perceived seriousness of pain

over the age of 50°.
Mean age: 64.4
years.

employment

perceived seriousness of symptoms

SP: Symptom experience (53% experienced at least 1
symptom in past 3 months). 59% contacted GP about
symptom

(OR 2.26, 95% Cl: 1.17-4.35, p<0.05),
tiredness (OR 2.11, 95% Cl:1.23-3.64,
p<0.05), sore throat (OR 3.56, 95% Cl:
1.10-11.45, p<0.05) and chest pain (OR
3.56, 95% Cl: 1.10-11.45, p<0.05).
Lower education associated with higher
perceived seriousness cough (OR 2.25,
95% Cl: 1.10-4.56, p<0.05), tiredness
(OR 2.46, 95% Cl:1.44-4.21, p<0.05),
headaches (OR 3.80, 95% Cl: 1.63-8.89,
p<0.05), shortness of breath (OR 2.34,
95% Cl: 1.11-4.97, p<0.05), sore throat
(OR 4.16, 95% Cl: 1.14-15.22, p<0.05)
and chest pain (OR 4.16, 95% Cl: 1.13-
15.22, p<0.05)

SP: NR
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Whitaker et | Retrospective 48 men (n=23) and England All Education, K: Symptom interpretations (symptoms normalised or N/A Good

al (2015c) Qualitative women (n=25) over employment associated with cancer)
the age of 50. Mean PB: Stoicism, fear of diagnostic tests, worry about wasting
age: 64.4 years. doctors time, service barriers, negative attitudes towards

HCPs, medical mistrust

PF: Development of new symptoms, persistence of
symptoms, symptom disclosure, fear

SP: Varied per symptom: 33.3% contacted GP with
‘persistent cough’, 100% contacted GP with ‘unexplained
bleeding’

K: Cancer symptom knowledge; B: Beliefs about cancer; PB: Perceived barriers to cancer symptom presentation; PF: Perceived facilitators to cancer
symptom presentation; SP: Symptom presentation; NS: Non-significant; NR: Not reported; * p-value not reported; ** other statistics not reported;
***aggregate ORs not reported, see Table 2 in paper; ****see table 3 in paper for other aggregate statistics; *****p-value reported in Table 3 in paper;
however, due to Cl including 1, the quality of paper has been lowered,; *reason for disparity between participant frequencies not reported.
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3.5 Discussion

The present review was the first to systematically explore how knowledge, beliefs and
barriers/facilitators to symptom presentation affect actual or anticipated cancer symptom

presentation, across all tumour sites and in relation to socioeconomic group.

3.5.1 Summary of evidence

Poor knowledge of non-specific cancer symptoms such as fatigue and weight loss prolonged
medical help seeking due to misattribution of symptoms to benign conditions such as stress
or a cold. In contrast, lump and bleeding symptoms were most frequently recalled and
recognised, and prompted the fastest symptom presentation. A knowledge gradient was
observed, where poorer cancer symptom knowledge was associated with low
socioeconomic group based on multiple indices. The combination of fearful and fatalistic
beliefs about cancer was associated with prolonged symptom presentation. There was some
evidence to suggest that those from a low socioeconomic group were more likely to hold
fearful and fatalistic beliefs about cancer and less likely to endorse positive beliefs about the
benefits of early diagnosis. In addition, emotional barriers to symptom presentation such as
embarrassment or worry what the doctor might find were more likely to be endorsed in low
socioeconomic groups. Such poor knowledge, prevalent beliefs and emotional barriers to
symptom presentation might account for the long actual symptom presentation times and
later stage cancers diagnosed in low socioeconomic groups. There was some evidence to
suggest that social norms around symptom presentation behaviour were barriers to seeking
medical help, particularly for vague and non-specific symptoms of lung cancer. However,
when seeking medical help for a symptom was sanctioned by a family member or friend
following symptom disclosure, this facilitated in the decision to seek medical help, although
there was some evidence to suggest that symptom disclosure acted as a barrier in low

socioeconomic groups.

3.5.2 Findings in the context of current literature

The findings of the current review confirm that failure to appreciate the seriousness of

symptoms (Macleod et al, 2009; Mitchell et al, 2008) and non-disclosure of symptoms (Bish
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et al, 2005; Macleod et al, 2009) lengthened time to symptom presentation, representing
Capability in the COM-B model. Findings accord with previous studies in which negative
beliefs (Quaife et al, 2015a), longer time to actual symptom presentation (Macleod et al,
2009) and low suspicion for cancer symptoms (Whitaker et al, 2015a) were associated with
low socioeconomic group (Macleod et al, 2009). The current findings support Mitchell et al’s
(2008) (Mitchell et al, 2008) review of colorectal cancer patients, in which fear of cancer
either lengthened or shortened time to symptom presentation, representing Motivation in
the COM-B model. Such findings might be explained by Type | and Type Il information
processing systems. Type | processing is a fast and automatic system, which represents an
individual’s ‘gut reaction’ to an event (automatic Motivation), whereas Type Il is a slower,
more thoughtful and deliberative system (Reflective Motivation) (Epstein, 1994). Whilst
most people initially experience fear in reaction to a worrying symptom (Type | processing),
cognitions during Type Il processing may influence the decision to seek medical help since
these are slower and may help someone to rationalise the situation (Epstein, 1994). If an
individual has had time to reflect on the benefits of seeking medical help, and based upon
their previous beliefs about early diagnosis, such beliefs may override the Type | fear
response. There was evidence to suggest a higher prevalence of fearful and fatalistic beliefs
in low socioeconomic groups and some evidence for fewer positive beliefs surrounding the
benefits of early diagnosis in low socioeconomic groups. This suggests that Type | beliefs
may not be overridden by Type Il responses relating to the benefits of early diagnosis due to
lower knowledge or higher emotive responses. As a consequence this may prolong symptom
presentation. Findings relating to symptom disclosure suggest that people use the ‘lay
system’ of healthcare (consulting family and friends) before making the decision to access
formal healthcare (Edwards, 2013; Low et al, 2015; Pescosolido & Boyer, 1999) representing
Opportunity in the COM-B model. However, among individuals from low socioeconomic
groups, disclosing symptoms to someone with equally poor knowledge and Type | negative
automatic beliefs about cancer may encourage false reassurance in the benign nature of

symptoms and consequently no urgency to seek medical help.

3.5.3 Quality of studies

Most included studies were of medium quality. In many studies, socioeconomic group was

measured but only reported for selected or none of the outcome variables. Most studies
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only reported socioeconomic group differences for symptom presentation. Twenty-nine
studies reported socioeconomic group differences for the other outcome measures:
knowledge, beliefs and barriers/facilitators to symptom presentation. One poor quality
study reported a statistically significant association between socioeconomic group and time
to symptom presentation; however, because the confidence interval includes 1.0 the
association should not reach statistical significance. Methodological limitations included a
long duration between cancer diagnosis and participation in retrospective studies, and
samples biased towards high socioeconomic groups. In some studies, socioeconomic

variation was insufficient to perform statistical analysis on all outcomes.

There are methodological limitations associated with retrospective (actual symptom
presentation) and hypothetical (anticipated symptom presentation) designs. Whilst
retrospective studies are affected by recall bias, hypothetical studies rely on intentions
which may not translate into actual presentation behaviour (Gollwitzer, 1993). This was
observed in the variation between actual and hypothetical time to symptom presentation,
where participants anticipated prompt symptom presentation but in reality reported longer
symptom presentation times. Study designs exploring actual symptom presentation
behaviour in a population sample are likely to reduce some of the limitations associated
with retrospective and hypothetical symptom presentation study designs. In such study
designs, participants disclose actual symptoms experienced in the past three months, usually
prompted by a list (without any mention of cancer), and reasons for not consulting a doctor

explored (Cockburn, 2003; Simon et al, 2010; Whitaker et al, 2015a; Whitaker et al, 2014).

3.5.4 Strengths and limitations of review

Checklists such as AMSTAR (A Measurement Tool to Assess Systematic Reviews;
www.amstar.ca, accessed 08.02.2016) can be used to assess the quality of a systematic
review. According to the AMSTAR checklist, the present review was of good quality because
an ‘a priori’ design was used, studies for the present review were selected and data
extracted by two independent reviewers, multiple databases were searched, studies were
assessed for quality, and study characteristics were tabulated. Although appropriate

methods (a narrative synthesis) were used to combine study findings, a meta-analysis was
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precluded by the wide range of qualitative and quantitative data collection methods and
outcome measures of included studies, and is a limitation of the review.

Other limitations of this review include problems relating to retrieval of studies and analysis
of the evidence. Due to poor indexing of studies under the MeSH indexing in this topic area,
a high proportion of studies (n=22) was found through hand-searching. Finally, other factors
such as age, gender and ethnicity can affect symptom presentation (Hiom, 2015; Macleod et
al, 2009). However, interactions between these domains and socioeconomic group was

considered to be beyond the scope of this review.

3.5.5 Implications for policy and practice

Cancer awareness interventions should be carefully developed to target those who are most
likely to present with advanced stage disease: low socioeconomic groups with low symptom
knowledge and fearful and fatalistic beliefs about cancer. Development of interventions
targeted at people living in socioeconomically deprived communities should aim to consider
the wider societal influences on symptom presentation behaviour including social norms
around medical help seeking. The results of this review suggest that it is important to
highlight the significance of vague and non-specific symptoms as potentially indicative of
cancer, along with advice on an appropriate time in which an individual should seek medical
help and how to access such help (Dobson et al, 2014). This should be coupled with
information outlining the benefits of early diagnosis and improved effectiveness of modern
treatments for cancer, in an effort to counter negative beliefs surrounding cancer. The
current results suggest that such an intervention could potentially utilise an individual’s

social networks to facilitate distribution of information (Rogers, 1983).

3.6 Conclusion

The present review found evidence to suggest the presence of poor cancer symptom
knowledge (Capability), high negative beliefs about cancer and emotional barriers to cancer
symptom presentation (Motivation) in low socioeconomic groups. These factors in
combination are likely to explain prolonged cancer symptom presentation and later-stage
disease at diagnosis in low socioeconomic groups; however, the quality of evidence was

limited due to the lack of socioeconomic variation within study samples. Subsequent
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chapters will explore knowledge, beliefs and barriers to cancer symptom presentation in low
socioeconomic groups within Wales using qualitative methods. Such insight is essential to
understand the barriers to symptom presentation in order to develop interventions to

encourage more timely symptom presentation in socioeconomically deprived groups.
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Chapter 4

Understanding the barriers to cancer symptom presentation among low

socioeconomic groups: a qualitative interview study

4.1 Chapter overview

This chapter reports findings from a qualitative interview study with thirty participants over
the age of 50 from low socioeconomic groups based on multiple individual and group level
indicators (McCutchan et al, 2016). Cancer knowledge, beliefs about cancer, barriers to
actual or hypothetical cancer symptom presentation, and the wider social and
environmental factors influencing actual or anticipated cancer symptom presentation were
explored. Data were analysed using a framework approach based around the COM-B model.
This chapter reports findings from the study and how they were used to facilitate
understanding of the barriers and facilitators to cancer symptom presentation among
people from low socioeconomic groups. Implications for a cancer awareness intervention
targeted at people from socioeconomically deprived groups and the usefulness of the COM-

B model in this context will be discussed.

4.2 Introduction

As outlined in Chapter 1, people from low socioeconomic groups are more likely to prolong
cancer symptom presentation and consequently receive a diagnosis of cancer in the later
stages of disease where treatment options are limited and the chances of survival are
reduced (Macleod et al, 2009; Lyratzopoulos et al, 2013). The reasons for prolonged cancer
symptom presentation among low socioeconomic groups are not fully understood. An in-
depth understanding of this phenomenon is essential for the development of targeted
cancer awareness interventions to promote timely symptom presentation among people

from low socioeconomic groups.

As outlined in Chapter 1, the updated National Awareness and Early Diagnosis Initiative
(NAEDI) framework provides a descriptive framework for suggested reasons for prolonged
symptom presentation including poor cancer symptom knowledge, negative beliefs about
cancer, barriers to help seeking and difficulty accessing primary care (Hiom, 2015). In the

most recent version, socioeconomic group was included as a risk factor for prolonged cancer
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symptom presentation (Hiom, 2015). However, due to the descriptive nature of the NAEDI
framework, it is unclear how knowledge, beliefs and barriers might contribute to the
decision to seek medical help for a symptom of cancer in the context of socioeconomic
deprivation. Findings from the systematic review in Chapter 3, provide support for the
assumptions of the NAEDI framework, and begin to provide insight into which factors are
most salient among low socioeconomic groups where poorer knowledge, higher negative
beliefs, and emotional barriers such as fear of a diagnosis of cancer were more prevalent
(McCutchan et al, 2015; Appendix 1). However, evidence regarding the influences of
symptom presentation has mainly been restricted to quantitative methods, involving
samples with low socioeconomic variation and often relying on a sole socioeconomic group
indicator. In addition, studies have typically focused on individual barriers rather than taking
into account the wider social and environmental factors on behaviour (McCutchan et al,
2015; Appendix 1). A detailed examination of the mechanisms underlying prolonged cancer
symptom presentation in deprived communities is required. This will involve gaining insight
into the formation of beliefs and knowledge of cancer and an examination of the wider
contextual influences on symptom presentation behaviour. The use of qualitative interview
methods enables a deeper understanding of how both individual and socioeconomic factors

might lengthen time to cancer symptom presentation.

4.2.2 The COM-B model

As discussed in Chapter 2, the COM-B model offers a potentially useful insight into how the
decision to present with a potential symptom of cancer might be influenced through the
constructs of ‘Capability’, ‘Opportunity’ and ‘Motivation” and their underlying theoretical
domains (Michie et al, 2011). Where many other theories neglect the wider social influences
on behaviour, the COM-B model takes these and other individual level constructs into
account, and was selected to aid analysis and interpretation of the data. According to the
COM-B model (Michie et al, 2011), in order for behaviour to occur, an individual must have
the ‘Capability’ (physical or psychological capacity of a person to perform behaviour; having
the knowledge and skills to direct the behaviour) as well as the ‘Opportunity’ (physical
opportunities created by the physical environment or social opportunities created by the
cultural environment). In addition, ‘Motivation’ to engage in the target behaviour must
outweigh motivation to engage in competing behaviours (Michie et al, 2011). ‘Motivation’

may be automatic (Type 1 innate, unconscious processes e.g. habitual or emotional
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responses) or reflective (Type 2 deliberative, slower processes e.g. conscious decision

making) (Michie et al, 2011).

4.2.2 Qualitative methods

A qualitative methodology was selected to gain an in-depth understanding of how individual
and socioeconomic factors might influence cancer symptom presentation, understand the
formation of cancer knowledge and beliefs, and identify barriers to cancer symptom
presentation. Through qualitative methods, the wider social and environmental influences
on health behaviour can be explored, which as described in Chapters 2 and 3, are likely to
affect cancer symptom presentation among low socioeconomic groups. A semi-structured
topic guide was developed based on the results of Chapter 3 and guided by relevant theory
identified in Chapter 2. However, issues of importance which emerge can be explored during
the interviews due to the nature of qualitative research. Additional themes could be
explored and the topic guide developed should they become salient. The findings were used
to build upon the results of existing studies described in Chapter 3, attempting to
understand how socioeconomic group factors influence knowledge, beliefs and barriers to

cancer symptom presentation.

4.2.3 Aims of the qualitative study

To date, no study has sought to understand the barriers to cancer symptom presentation
from an in-depth qualitative perspective with participants from low socioeconomic groups
based on multiple individual and group indicators. This study aimed to explore cancer
symptom knowledge, beliefs about cancer, the wider social determinants and barriers to
cancer symptom presentation in a sample of participants from low socioeconomic groups
using qualitative interview methods.

4.3 Methods

4.3.1 Interview topic guide

Development of the topic guide was guided by the results of systematic review findings and

relevant theory outlined in Chapter 2. The systematic review described in Chapter 3 helped
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to identify any gaps in the evidence base and guide which topics required further
exploration, in order to understand the formation of beliefs about cancer. Theory was used
to identify the constructs which could potentially determine intentions to perform

behaviour.

The main topics covered at interview were: cancer knowledge, beliefs about cancer (e.g.
treatments for cancer and survival outcomes), any barriers and/or facilitators to presenting
with actual or hypothetical symptoms to a healthcare professional (HCP), any previous
symptom experiences (including symptom attributions, if they sought medical help or not
and any barriers/facilitators experienced), hypothetical symptom episodes (including
whether the participant would seek medical help or not and why, anticipated
barriers/facilitators), symptom disclosure (who they would or have previously spoken to
about health concerns), a description of the community and suggestions for a cancer
awareness intervention (see Appendix 4 for topic guide). In an attempt to gain insight into
perceived community norms associated with all previous topics, questions such as ‘thinking
about people in your community, do you think they know the symptoms of cancer?’ were

asked.

The topic guide was developed with lay involvement from a member of the Tenovus Cancer
Care Patient Advisory Group, a group of lay members of the public who have previously
been affected by cancer. In addition, the topic guide was presented to 12 qualitative
researchers at the Division of Population Medicine qualitative research group meeting at
Cardiff University. Amendments to the topic guide were made following comments, and

piloted on two postgraduate students at Cardiff University.

Changes to the topic guide following these piloting activities included adaptation of wording
to ensure simple language was used and leading questions were not asked. The topic guide
was adapted for any participants who disclosed a previous diagnosis of cancer during the
interview. The recruitment strategy originally intended to capture members of the public
who had not received a diagnosis of cancer, because it was thought that a previous diagnosis
of cancer might bias cancer knowledge and beliefs. On further reflection, it was considered
unethical to terminate an interview immediately after an individual disclosed a previous

diagnosis and to exclude that participant. Therefore, anyone who disclosed a previous
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diagnosis of cancer was interviewed using additional questions in the topic guide (see
Appendix 4), in which questions were based on actual symptom presentation experiences,

any barriers/facilitators and community level norms.

4.3.2 Participant recruitment

Participants were initially recruited through the International Cancer Benchmarking
Partnership (ICBP) Welsh database (Forbes et al, 2013) which is a database of people who
took part in the ICBP study in 2011. The ICBP study was conducted in five high income
countries with comparable health care systems and was designed to capture population
level data on cancer knowledge, beliefs, barriers and intentions to seek help for cancer
symptoms in people aged over 50 years using the Cancer Awareness Measure (Forbes et al,
2013). Demographic data including educational attainment and postcode were collected as
measures of socioeconomic group (Forbes et al, 2013). Participants in the ICBP study were
contacted by telephone using random digit dialling and invited to take part in the survey
study over the phone (Forbes et al, 2013). At the end of the study, participants were asked if

they would like to be contacted to take part in future research (Forbes et al, 2013).

Participants for the present study were initially recruited from the ICBP Welsh database if
they consented to be contacted for future research studies at the time of the ICBP study.
Participants were selected based on Welsh Index of Multiple Deprivation (WIMD) score and
educational attainment to ensure that those from a low socioeconomic group were invited
to take part in the current study. Those residing in the most deprived quartile (a WIMD score
less than 496 based on postcode; WIMD, 2011) and those with the lowest educational
attainment (‘finished school before age 15’ or ‘no qualifications or left school at age 16)
were invited to take part in the study. Due to low response rates, additional participants
were recruited using snowball sampling or were identified through Communities First
partners. Communities First is a Welsh Government initiative designed to tackle poverty by
supporting people who live in the most deprived areas of Wales. They employ Communities
First partners to help delivery of government initiatives and provide face-to-face support for

those living in the communities.

The original aim of the present study was to capture the perceptions and beliefs of people

who had not received a diagnosis of cancer in order to understand the barriers to
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anticipated cancer symptom presentation. However, as previously described, some
participants disclosed a previous diagnosis of cancer during the interview, whereas some
participants reported previous symptoms which could indicate cancer, and others reported
no previous cancer symptoms. All participants were included to allow insight into the

barriers and facilitators to symptom presentation based on a range of symptom experience.

4.3.3 Procedure

Potential participants were introduced to the study via telephone using a script tailored to
their recruitment method (Appendix 5 and 6). Those who expressed interest in taking part
were posted an invitation letter and study information sheet tailored to recruitment method
(Appendix 7 and 8). Potential participants were contacted by telephone a week later to
answer any questions about the research study, and a time and date for interview was
arranged for those who were interested in participating in the study. All recruitment
materials and written information were developed with lay involvement from a member of
the Tenovus Cancer Care Patient Advisory Group and were tested using a readability formula
to ensure that information was easy to read. Upon request, written information was

available in Welsh.

Participants were offered a face-to-face interview in their own homes or at a place of their
choosing. Telephone interviews were offered to some participants due to geographical
factors, suspicion associated with a researcher coming into their home to talk about cancer,
or physical disability. At the time of interview, participants were offered the opportunity to
ask any questions and completed a written consent form. Participants interviewed over the
telephone were posted the consent form for completion to be returned in the post, and also
verbally consented over the telephone prior to commencement of the interview. Upon
completion of the interview, additional demographic data were collected: age, occupation,
car ownership, home ownership. If the interview took place somewhere other than their
home, participants were reimbursed for any travel expenses incurred. Response rates for
taking part in research are usually lower among people from low socioeconomic groups,

therefore participants were offered £10 in cash as an incentive to participate in the study.
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Semi-structured qualitative interviews were conducted, informed by the topic guide to allow
for additional topics to be explored using probes and prompts during interview. Interviews

were audio-recorded with permission and transcribed verbatim.

4.3.4 Ethical issues

Ethical approval for this interview study was sought from Cardiff University School of
Medicine Research Ethics Committee (ref 14/01; Appendix 9). Two amendments were
submitted and approved for changes to participant recruitment methods, first for snowball
sampling and second for recruitment through community partners. There were a number of

ethical issues encountered before and during the interview study.

4.3.4.1 Talking about cancer

Cancer is an emotive subject and there were some ethical issues around discussing cancer
with participants. Most participants could recall losing someone close to them to cancer and
some participants became very upset recalling these accounts, especially as they had not
spoken about it at such length before. In cases where the participant became upset during
the interview, the recorder was stopped and permission was sought from the participant
before recommencement of the interview and participants were reminded of their right to
withdraw. In all cases, participants requested to carry on the interview and some
participants described the process as cathartic. There are issues around recalling these
memories, and although all participants were given the contact details for the researcher
and a free helpline number for the cancer charity ‘Tenovus Cancer Care’, those who became
very upset were encouraged to seek help via the helpline number. The Tenovus Cancer Care
helpline is run by volunteers and offers a free support line for people to talk about cancer
worries. The staff are trained to signpost people to other services such as counselling

services if they need further support.

Building rapport and gaining the trust of participants, particularly when interviewing
individuals about cancer, is imperative due to highly emotive and often personal topics.
Once an individual agrees to take part in a qualitative interview, although strict
confidentiality and data protection procedures are followed to ensure no one outside of the

research team will know they took part in the study, an individual is no longer anonymous to
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the researcher. They might feel vulnerable as they discuss personal and emotional topics
with someone who is in effect a stranger. Therefore, the researcher must be flexible with
regard to the topics discussed and remind participants that they do not need to answer
guestions which make them feel uncomfortable. The interview topic guide was carefully
designed to start with more factual knowledge of cancer, using questions designed to
encourage the participant to talk and feel comfortable in a qualitative interview scenario.
The topic guide then progressed onto the more emotive and personal topics later on in the
interview. In most interviews, participants bought up previous upsetting experiences of
cancer within their social network therefore the interview was guided by the participant.
Building rapport was particularly challenging for those interviews conducted via telephone;
however, efforts were made to engage in general conversation with the participant before
commencement of the interview. For face-to-face interviews, rapport building was easier
where general conversational questions, such as how long they had lived in the community
or talk about recent sporting events, were used to engage participants whilst making a drink
before the interview. Prior to the start of the interview, participants were reminded of
confidentiality and permission to audio record was obtained to build trust. Body language
and listening skills were important to encourage the participant to feel comfortable and be

able to talk openly.

4.3.4.2 Telephone interviews

Telephone interviews were offered to four participants in situations where a face-to-face
interview was not possible for reasons of geographical distance, physical disability or
suspicion around talking about cancer in their home. For example, one participant needed to
be in a horizontal position due to disability and requested a telephone interview to enable
participation in the interview study whilst lying in bed. Another participant reported
superstition associated with talking about cancer at length in the house and requested a
telephone interview. Following discussion with supervisors about the ethical implications of
interviewing someone with such strong superstitions, it was considered acceptable to
interview this participant over the phone as the participant had requested a telephone

interview.

There are particular ethical issues associated with gaining informed consent over the

telephone and difficulties building rapport in a telephone interview. Participants were
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posted an information sheet and a consent form prior to the arranged interview time, asked
to read both documents, fill in, and return the consent form in a pre-paid envelope. At the
time of the interview, the researcher reminded the participant of what their participation in
the interview involved and other ethical issues such as right to withdraw according to the
information sheet. The researcher read through the consent sheet again to receive verbal
informed consent over the phone. As previously discussed, it is more difficult to engage
participants over the phone, when compared to a face-to-face interview. However, as the
PhD researcher had spoken to the individual at least twice before the interview over the
phone, making conversation to build rapport was easier, compared to speaking to someone

for the first time.

4.3.4.3 Symptom advice

Participants were reminded at the start of the interview that the PhD researcher was not
medically trained and therefore could not offer advice on symptoms, but could signpost
participants. There were a few participants who disclosed worrying symptoms or asked
advice on symptoms. All participants with symptoms were encouraged after the interview to
seek help from their GP. A few participants requested more information about the
symptoms of cancer as they were unsure where to get symptom information from, or their
reason for taking part was to learn more about cancer. All participants who requested more
information were posted a variety of Cancer Research UK leaflets containing advice about

symptoms of various cancers.

One participant disclosed a diagnosis of early stage dementia and discussed committing
suicide, including details of his suicide plan if his memory became worse as he did not want
to burden anyone with advanced stage dementia. Imnmediately after the interview, the
participant was encouraged to go to the doctor to discuss all of the issues raised. Follow up
phone calls were made to the participant in the weeks following the interview to ensure he

had been to the doctor to discuss concerns.

4.3.4.4 Researcher values and relationship to participants

In qualitative research it is important to reflect upon personal values of the researcher and

the relationship between the researcher and the participant. The researcher should have an
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awareness of these how these might influence responses and during an interview situation

and interpretation of findings.

| am a white English middle class female with a good education. | have been given every
opportunity to reach maximum potential socially and academically. | have an interest in the
social determinants of health and believe we should live in a more equal society and that a
society where people are living below the poverty line is unjust and barbaric, especially
when the system fails to support those most in need. Although | made effort to understand
the contextual factors in deprived communities, as | have not experienced living in a
socioeconomically deprived community first hand | may never fully understand the wider

social and environmental factors on behaviour.

Going into interviews, | was very conscious of my social standing as a middle class English
female and how there was a potential for a power imbalance. | was aware of how this might
influence rapport, trust and openness from the participant during the interview and made
every effort to make the participant feel comfortable through dressing appropriately and
engaging in conversation to break down any potential power imbalance. In addition, | was
aware participants might be suspicious of someone from a university asking them to take
part in research. For example, one participant during an interview disclosed the belief that
the researcher was working undercover from the Government to assess his disability benefit

and realised during the interview that | was actually a student from Cardiff University.

4.3.5 Analysis

Participants were interviewed until data saturation was achieved, to ensure that adequate
data were collected and the views of the target population were represented. Data
saturation was considered to have occurred when no new themes emerged for at least the
final three participants (no new themes emerged from participant numbers 27 to 30).
Transcripts were analysed using a framework approach (Richie and Spencer, 2002; Green
and Thorogood, 2011 p.208) based around each of the COM-B model constructs (Capability,
Opportunity, Motivation - Behaviour) (Michie et al, 2011). The Theoretical Domains
Framework (Cane et al, 2012) was used to facilitate grouping of themes under the COM-B

model constructs.
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Each transcript was read and re-read and themes were generated from the transcripts (see
Appendix 10 for coding framework). Themes were grouped under each of the COM-B model
constructs according to the definitions outlined previously. Grouping of themes was double
checked by another member of the research team to reduce potential bias, and
amendments made accordingly. Data were managed using the qualitative analysis software
package NVivo (NVivo, 10). Two other members of the research team double coded two
transcripts (four in total were double coded). Discrepancies were resolved through
discussion between the PhD researcher and coders. Discussing discrepancies was useful to

reduce subjectivity associated with coding and to facilitate interpretation of findings.

Individual participant views were summarised and charted under each of the relevant
themes of the COM-B model constructs, supported by Microsoft Excel (see Appendix 11 for
an example of one charting spreadsheet). Data were analysed and charted according to
reported cancer symptom experience and patient ID. Separate charts were produced for
those who reported no symptom experience, previous cancer symptom experience or a

previous diagnosis of cancer.

The primary focus of this PhD thesis was to understand the factors underlying prolonged
cancer symptom presentation among low socioeconomic groups. The topic guide and
interview findings reflect this. However, as the PhD evolved, lung cancer was selected as an
exemplar of prolonged cancer symptom presentation and poor survival in deprived
communities (see Chapter 1). For this reason, additional analysis was undertaken for

findings associated with lung cancer and presented after each of the COM-B constructs.

4.4 Results

4.4.1 Response rate

Thirty participants were interviewed between June 2014 and March 2015. Face-to-face
interviews (n=26) or telephone (n=4) interviews were conducted with 13 men and 17
women, with a mean age of 66 years (range 52 to 88 years). Three interviews were
conducted with two people at the same time due to restrictions on space precluding the
ability to interview participants in separate rooms. Interviews were between 45 minutes and

2.5 hours duration (mean 72 minutes).
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Twenty participants were recruited from the ICBP Welsh database, eight participants were
recruited through snowball sampling and two through Communities First partners (see Table
4.1). Of the 126 names and telephone numbers extracted in total from the ICBP Welsh
database according to WIMD score, educational attainment and permission to be re-
contacted, verbal contact was made with 84 potential participants to invite them to take
part in the study. No verbal contact was made with the remaining 42 individuals either
because they did not answer the telephone after multiple attempts (n=23), their phone line
was disconnected (n=15), the number was incorrect (n=2) or the individual had died (n=2).
Of the 84 individuals who were invited to participate after initial verbal contact was made,
20 participants consented to interview (24% response rate). Reasons for non-participation in
the study were: did not want to talk about cancer (n=31), too busy to take part (n=29), too ill
to take part (n=12), did not want to take part in research (n=9), recent death in the family
(n=3). Response rate data was unavailable for participant recruitment through snowball

sampling and community partners.

4.4.2 Sample characteristics

All participants were in the most deprived quartile based on WIMD score calculated using
postcode data. As shown in Table 4.1, all participants were of low educational attainment.
Most participants were employed or retired from low skilled manual occupations such as
factory work, or were entitled to receive job seeker allowance or disability benefit. The
majority of participants did not own their own car, and rented their house or lived in a
council owned property or sheltered housing. Although six participants owned their own
house, they had lived in their home or community their entire lives and had inherited the

family home.
Five participants disclosed a previous diagnosis of cancer at interview, 16 reported a

previous symptom episode during the interview and nine participants reported no prior

cancer symptom experience.

103



Table 4.1: Sample characteristics

Characteristics Participants

Recruitment source ICBP Welsh database (n=20; 24% response
rate calculated as a proportion of those
eligible for the study after verbal contact
was made)

Snowball sampling (n=8)

Communities First partners (n=2)

Gender Female (n=17)
Male (n=13)
Age 50-60 years (n=10)

61-70 years (n=13)
71-80 years (n=5)
81-90 years (n=2)

Symptom experience Previous diagnosis of cancer (n=5)
Reported cancer symptoms (n=16)
No cancer symptom experience (n=9)

Educational attainment Finished school before age 15 (n=15)
No qualifications or left school at age 16
(n=15)

Main source of household income Wages or salary (n=3)

Pension (n=18)
Benefits (n=8)
Other (n=1)

Home ownership Owns home (n=6)"

Privately rented housing (n=11)

Housing association or sheltered housing
(n=7)

Council owned property (n=6)

Car ownership Owns car (n=9)
Does not own car (n=21)

These participants had inherited the family home, where they had lived their entire lives

4.4.3 Interview themes

Key themes identified are presented under each construct of the COM-B model, with quotes
as examples. Square brackets within the quotes represent inserted text to allow for
clarification of the topic content. Where irrelevant, text was removed from quotes and

denoted by “...".
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4.4.3.1 Capability

Key themes relating to psychological capability were: cancer symptom knowledge,
knowledge of the causes of cancer and communication with HCPs. No themes for physical

capability were identified.

4.4.3.1.1 Cancer symptom knowledge

Knowledge for ‘red flag’ symptoms of cancer including blood in urine and lumps was good.
Participants also thought that community level cancer symptom knowledge was restricted to
lumps and sometimes bleeding. Knowledge for blood in stools was also good; however, most
participants attributed blood in stools to benign causes such as piles in the first instance,
therefore anticipated symptom presentation was prolonged. Most participants intended to
seek immediate medical attention for a lump. This was reflected in those who had previously
experienced actual lump symptoms describing how they sought medical help immediately.
These participants were able to override any reported barriers to symptom presentation,
seeking medical help immediately and usually requesting an emergency appointment. For
bleeding, action planning was not quite as consistent, with the urgency to seek medical
attention dependent on the source of bleeding. Bleeding from the bowels was often

attributed to other causes, whereas blood in urine was considered much more serious:

“I think the knowledge is there about bleeding from your back passage, lumps that
knowledge is out there for everybody... If you bleed through the back passage you
[think] is it piles? | suppose you’d leave it go a week or two, but if it didn’t stop
you’d [go]... a lump you automatically [go].” (Female, age 67, previous diagnosis of

cancer)

“If | see there’s anything wrong with my prostate and there’s blood coming in my
pee, | will be straight down the doctors.” (Male, age 72, reported previous cancer

symptom)

A few participants knew of other, non-specific symptoms such as weight loss or fatigue.
Knowledge for these symptoms was usually acquired from retrospectively recalling
symptoms experienced by family members and friends in the lead up to a diagnosis of

cancer. However, non-specific symptoms were often attributed to existing co-morbid
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illnesses which were highly prevalent in this group such as diabetes, or participants were
unaware that these non-specific symptoms could indicate cancer. There was no perceived
urgency to seek medical help for non-specific symptoms and all of those with a previous
diagnosis of cancer reported attributing symptoms to ageing or pre-existing comorbidities.
These participants reported being surprised upon learning their symptoms were signs of

cancer when they went to their GP to discuss their symptoms:

“I- When you were having your problems with going to the toilet a lot, did it ever
cross your mind that it might’'ve been cancer?

P- Nuh, not in a million years because | never even heard of that there’s something
wrong with your prostate, | didn’t even know what the prostate was...I was thinking

about going to the toilet all the time?” (Male, age 75, previous diagnosis of cancer)

“All my symptoms, because I've got diverticulitis, that’s one of the things, I've got
acid reflux that’s another thing so | mean to say all these things could say I've got

cancer so if | thought that I'd be thinking ‘I’'m gonna die every day’.” (Female, age

66, reported previous cancer symptom)

A minority of participants knew the rarer and more advanced stage symptoms of cancer,
such as pancreatic cancer symptoms, which is likely to reflect the high prevalence of these
types of cancer among low socioeconomic groups. There was a common misconception that
cancer is always painful and is likely to reflect seeing people in the community with
advanced stage cancer, therefore it is likely that painless symptoms are misattributed to
other benign causes. Some participants expressed anxiety around the belief that some
cancers were symptomless. A few participants wanted to learn more about cancer but were

unsure where to seek information from and this often motivated participation in the study:

“The thing is how do you know when you’ve got [cancer] anyway? You know what |

mean? You don’t know really, until it reacts with you know what | mean?” (Male,

age 80, reported previous cancer symptom)
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4.4.3.1.2 Knowledge of the causes of cancer

Most participants discussed potential causes for cancer that were beyond their control and
therefore expressed a reluctance to change ‘risky’ behaviours due to a perceived lack of
benefit. Many participants thought “we’re all born with cancer in us” (Female, age 62, no
cancer symptoms reported), lying dormant until trauma such as a bump, psychological
stress, or chemicals used in food cans was required to “trigger [cancer] off” (Female, age 66,
reported previous cancer symptom). Such beliefs were usually reinforced by people they
knew who had previously received a diagnosis of cancer. Luck associated with developing
cancer was discussed by many participants and is likely to contribute to the belief that
cancer is beyond one’s control. One participant requested a telephone interview for
superstitious reasons, due to worry that he would jinx himself if the PhD researcher came
into the house to discuss cancer at length. Some participants discussed family members or
friends who received a diagnosis of cancer as “unfair” because the individual concerned was

a “good person” (Female, age 58, reported previous cancer symptom):

“1 think too much [cancer] is made of the food though, | really do, there are a lot of
additives and stuff that are put in foods that can cause problems...They’re spraying
all these, it’s definitely man-made | think with all the chemicals that’s my way of
thinking, definitely. | think it’s food, | think it’s in the air, and | also think it’s caused
by knocks, you know if you bump, give yourself a hard knock?...Now my cousin she
swears that years ago when she was playing tennis, her opponent accidently hit her
with a tennis racquet on the shoulder and that shoulder she said “left her in pain”
she always had pain with it and she swore [the cancer] came from that.” (Female,

age 69, reported previous cancer symptom)

“You can’t stop [cancer], once it’s in you, it’s in you and everybody’s got a little bit of
cancer in them and it only takes something to knock you to trigger it, to start it off.”

(Male, age 56, no reported cancer symptoms)

“[Cancer is] in everything we eat...using different fertilisers to make [food] grow to
keep the flies and that away...You read all this in the paper, eat this, eat that, it’s
healthy for you, but it’s the sales patter to sell it I'm sure, because it’s not doing

anyone any good...| say “eat what you like, eat it, if you like it eat it”...[cancer is] in
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what we eat, but you’ve got to eat, it’s as simple as that.” (Male, age 72, reported

previous cancer symptom)

Most participants understood that smoking was a cause of cancer, although around a third
were sceptical of the link between smoking and cancer. Current smokers and those who
smoked throughout the interview tended to hold the latter belief that smoking was
unrelated to cancer risk. Such claims were usually supported with examples of people they
knew who had never smoked but were diagnosed with cancer. Some smokers recalled
instances when they were ‘told off by the doctor’ for their smoking habit and perceived that
HCPs used smoking to blame their symptoms rather than treating the health problem. This is

likely to result in a reluctance to visit the doctor for symptoms in the future:

“Smoking don’t cause cancer it doesn’t do you any bloody good at all, they say it
gives you cancer and that is a lie, it does not give you cancer.” (Male, age 65,

previous diagnosis of cancer)

“I disagree with you because they put [cancer] down to cigarettes and yes, it does
cause a lot of problems in health and one thing and another, my mother died of
[cancer] and never had a smoke, his mother never smoked, she had [cancer] and
there’s a lot of people in my family that don’t smoke that have got [cancer]...”

(Female, age 57, no cancer symptoms reported)
Some other participants who currently smoke were reluctant to give up smoking as they
reported smoking to be the last piece of enjoyment left, although they fully understood the
links between smoking and cancer:
“When | go down [to the doctor] and she’ll say “I know you’re not drinking, but how
about smoking?” and | say “do you want me to cut my throat?”” (Male, age 67,
reported previous cancer symptom)

4.4.3.1.3 Communication with Healthcare Professionals (HCPs)

Some participants perceived themselves as having the capacity to effectively communicate

symptoms to a HCP, sometimes using prompts such as lists to facilitate discussion and aid
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memory recall. In addition, they felt confident about actively participating in a discussion
with a HCP around healthcare and treatment options or would present to their GP with their
self-diagnoses. For these participants, effective communication was perceived as important

for access to optimal healthcare provision:

“l' used to go to the doctor, and I'd go to the doctor and I'd tell them and they’d tell
me and I'd trust them, you know I'd think they know they’re the doctor at the end of
the day. Now | don’t ask them anymore | tell them, because you’re wasting your
time if you just sit there, you’re wasting your time.” (Female, 66, reported previous

cancer symptom)

“Don’t be afraid of the GPs pooh-poohing you. Usually you know your body better
than anyone else, so you know when it’s not right. Go to your GP, and don’t be
pushed off with “oh just take this couple of tablets you’ll be alright”. If you don’t feel
like that push and push and push and unfortunately with GPs a lot of them, you’ve
got to do that today...l always say to people “when you go to the doctors, write a
list, take it with you’’ because you're in there and you come out and you think “oh |
didn’t ask so and so, or | should’ve said so and so”’- too late then.” (Female, age 68,

no cancer symptoms reported)

“I’'m the type of person, | question something, [my husband] will accept it more than
I will, he’ll say “oh well I've been told, listen now they’ve told me and that’s the end
of it” [I say] “no it’s not the end of it, you disagree with it or you don’t believe it,

question it again.” (Female, age 57, no cancer symptoms reported)

Other participants preferred to take a more passive role in their healthcare, expressing
frustration when invited to participate in a discussion with a HCP about a potential diagnosis
and management for symptom(s). These participants perceived this approach used by
doctors to engage patients in shared decision making or discussion about treatment options
as disinterest in them as a patient, which is likely to put people off going to the doctors in
the future. A passive approach to healthcare was perceived as the norm within the
community, where people in the community preferred to present with symptoms and
receive a diagnosis with little participation in discussion about potential causes. Some

participants described a lack of confidence when communicating symptoms, getting to an
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appointment and forgetting what to say, or struggling to ask questions during an
appointment with a HCP. Problems with communication during an appointment were
perceived as the norm within the community, and are likely to reflect literacy issues among
low socioeconomic groups and/or a power imbalance where participants reported that
people in the community were often “in awe of their GP” (Female, age 52, no cancer

symptoms reported):

“[The doctors] say to you “what do you think?” and as | say to them, “I’'m not the
doctor how do | know?” If it comes to diagnosing yourself why bother going to
them? You know, what’s the point?” (Female, age 66, reported previous cancer

symptom)

“My brother insists that [my daughter] comes to the hospital with me, | don’t listen
to the doctor | don’t, you know. Instead of me listening to him, she was there so she

knew what he was saying.” (Male, age 75, previous diagnosis of cancer)

4.4.3.2 Motivation

Key themes relating to automatic and reflective motivation were: fearful and fatalistic
beliefs about cancer, and beliefs about the treatments for cancer and early diagnosis, and

emotional barriers to symptom presentation.

4.4.3.2.1 Fearful and fatalistic beliefs about cancer

When participants were asked for their initial, automatic reactions to the word cancer, their
reactions were all highly emotive and fearful, where participants described cancer as “evil”
or “terrible”. There was an overall fear of receiving a diagnosis of cancer. Participants
reported fear of the treatments for cancer and fear of dying from cancer especially as they
associated the treatments of cancer with unpleasant and nasty side effects, and pain during
the end stages of cancer where death was often the outcome. A diagnosis of cancer was
feared more than other life threatening conditions, such as heart disease, due to the belief
that cancer was a slow and painful death. There was a perception that cancer was a “dirty
disease” (Male, age 80, reported previous cancer symptom) which is likely to contribute to

the stigma attached to cancer. Some participants expressed cancer specific fatalistic beliefs
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such as the belief that death was inevitable after receiving a diagnosis of cancer. These
participants believed that there was no cure for cancer and treatment was used to prolong
life rather than cure cancer. Such beliefs were usually based on witnessing family members
or friends who suffered, and in most cases died, from cancer or stories of celebrities who

had died of cancer:

“I- How would you describe cancer as an illness?
P- ((sighs)) evil, terrible, terrible yes.” (Female, 58, reported previous cancer

symptom)

“If you have cancer, you think you’re gonna die....don’t you? You know that, that’s
the most, that’s what you think, | don’t care who you are, that’s what you’re gonna
think, they might be a chance these days, it is remote that you'll survive it, but that’s
the first thing, if anybody has been told that they’ve got cancer, that’s the first thing

that goes through their brain.” (Male, age 80, reported previous cancer symptom)

“All I know is that once you get it, that’s your lot, as far as | know there is no cure
..it's a dirty disease isn’t it? That’s the description of cancer, it’s a dirty disease...you
start thinking the worst and to be honest with you the worst is cancer! No one
thinks of heart attacks, or fits, or strokes, the first thing is cancer. Phone the funeral

III

director I've got cancer!” (Male, 80, reported previous cancer symptom)

For some participants, fear prompted immediate actual or anticipated symptom
presentation for symptoms suggestive of cancer. This was usually when fearful beliefs were
combined with an awareness of the benefits of early diagnosis of cancer. Fear of the
consequences of a late diagnosis of cancer prompted or would prompt participants to seek
help quickly, and those reporting actual symptoms (usually lump) often requested
emergency appointments. For other participants, fearful beliefs about cancer - especially
when combined with fatalistic beliefs about cancer - were the biggest barrier to cancer
symptom presentation. This was perceived to be the norm within the community and some
participants could recall people they knew who were too scared to go to the doctor with
symptoms. One participant discussed a family member who entered the healthcare system
as an emergency case and died in intensive care two days later from a brain tumour, but had

not been to the doctor about his symptoms. It was reported that he “put his life in order”
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(Female, age 67, reported previous cancer symptom) for his wife before his death as the
participant thought he was aware his symptoms were cancer but was too scared to go to the

doctor:

“It took me a long time to go [to the doctor] | know that, | was terrified...I was
terrified of the answers...what | don’t know | can’t worry about can I?” (Female, age

88, previous diagnosis of cancer)

| — “What do you think is stopping people from going [to the doctor]?

P- Afraid | think it is to find out the truth, they know there’s something wrong,
they’re just afraid to actually hear the doctor come out and say the word
‘cancer’...They’re afraid to go to the doctor’s in case they actually say “yes, you have
got cancer” and a lot of people are afraid to hear that word you know...so a lot of
them will just sort of put it off until they’re so ill they’ve got to go.” (Female, age 52,

no cancer symptoms reported)

“I' had a lump under my arm | was straight to the doctors | was absolutely petrified,
but it was only a blocked um oh tube...” (Female, age 58, reported previous cancer

symptom)

4.4.3.2.2 Beliefs about treatments and early diagnosis for cancer

Most participants were fearful of treatments for cancer and some believed the treatments
to be worse than the cancer itself. Side effects such as sickness and hair loss were the most
prominent deterrents for accepting cancer treatment. Some participants would anticipate
refusing treatment if diagnosed with cancer and/or recalled family members or friends who
had refused cancer treatment in the past. Some participants believed that air getting to
cancer from operations caused the cancer to spread, and gave accounts of people they knew
who died from cancer shortly after an operation to investigate or remove the cancer. Beliefs
about air causing cancer to spread could put people off receiving treatment for cancer. For
some participants there was confusion between potentially curative treatments for cancer
and palliative or end of life care, where participants often mistook pain relief such as
morphine for an intervention to treat cancer. This could reflect the vicious circle of

participants having been exposed to people in their social network who were diagnosed at a
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late stage. They might therefore have received less effective treatment, and were then
moved directly into palliative care, and failing to understand the negative correlation
between cancer stage and treatment effectiveness. In addition, low health literacy in this
group or problems associated with communication and comprehension of medical
information are likely to contribute to misunderstanding of the difference between

therapeutic options and contribute to negative beliefs about cancer treatment:

“My sister she had radio, whatever you call it....on her throat and that when she had
the throat cancer and when we went to see her, she was burned inside and outside,
and it makes them ill and sick and whatever. Well a lot of people with cancer would
rather die from the cancer than go through the treatment.” (Female, age 52,

reported previous cancer symptom)

“IMy friend with cancer] said “I'm not, I’'m not having treatment, | can’t cope with it”
she said and within a week she was dead.” (Female, age 57, reported previous

cancer symptom)

“It is horrendous | think for a woman, when your hair goes, it’s terrible, terrible and
being sick, she used to have this injection on the end of the month, so right she had
it at the end of the month, she’d be sick for 2 weeks after that, then she’d sought of
have 1 week and she would be okay and then we’d go again oh! It was awful that

was.” (Female, age 68, reported previous cancer symptom)

As each interview evolved, many participants appeared to understand the benefits of early
diagnosis, even after expressing previous fearful beliefs about cancer. These participants
understood that detecting cancer in the early stages through prompt medical help seeking
could enable access to less invasive treatments and potentially cure “good” (Female, 69
years old, reported previous cancer symptom) cancers such as breast and prostate. These
contradictory beliefs are likely to reflect a deep-seated fear of cancer. However, participants
thought that people in the community were generally unaware of the benefits of early
diagnosis. Beliefs about the benefits of early diagnosis were usually reinforced by people
they knew in the community who were diagnosed and had survived cancer, or from news
items. For those who understood the benefits of early diagnosis, the urgency to get cancer

diagnosed quickly was a source of anxiety and as a consequence some participants were
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hypervigilant about symptoms and worried about cancer as a probable cause of symptoms.
For others, anxiety stemmed from the belief that certain cancers were asymptomatic in the
early stages. This may reflect the high prevalence of cancers in the community which are
harder to diagnose in the early stage and have worse outcomes, such as lung or pancreatic
cancer. As a consequence, although these participants understood the benefits associated
with a diagnosis of cancer in the early stages, they felt that early diagnosis was beyond their

control:

“I suppose | know people who've survived it. | think it used to be, once you heard
that somebody had cancer that was their lot, but | can’t say that these days you
know and they reckon more people survive cancer now than, than, you know you’ve
got a good chance of surviving now.” (Female, age 69, reported previous cancer

symptom)

“It all depends on what cancer it is, if it was breast cancer | think you’ve got a good
chance, if you got it early enough, bowel cancer is a good cancer to have if you've
got to have cancer, cos they tend to be able to treat that.” (Female, 69 years old,

reported previous cancer symptom)

“Well hopefully they can catch it at an early stage where it hasn’t spread and then
you’ve got more, they can remove it...[my friend] was very lucky they just removed
it, he didn’t even have to have any chemotherapy after it, because it hadn’t spread it
was early stages, but then | know other people who have had it and theirs had
already spread, it’s already started to spread so that it, the quicker you get it the
better isn’t it? But there again how do you know when you’ve got it?” (Female, 71,

no cancer symptoms reported)

In contrast, some participants believed there was no cure for cancer, and provided
anecdotal accounts of family members or friends who died from cancer. A few participants
believed that the government had found a cure but was withholding it in order to generate
revenue for the NHS by keeping people who work in cancer services in employment. Some
participants reported that they had seen press releases and campaigns about cures for
cancer in the media, but struggled to believe them. This is likely to reflect repeated exposure

to cancer-related death in the community where they saw little firsthand or ‘real’ evidence
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of people in their community surviving cancer. This could contribute to or reinforce lack of
trust and suspicion towards government and health services, where participants believed

that cancer was being used as an ulterior motive:

‘You'll never get rid of it and it’s just one of those things you know. They’re on about
“we’ve got cures for this, cures for that”, | think it’s just a big money making thing to
be honest, | think that it’s a case of they got it and “we ain’t sharing it because
there’s too much money going in....These cancer things, like | said, nuh there’s never
going to be a cure...| don’t know | don’t hear of many that are cured, what | suppose
they do, | think they get an extension to their life, but | don’t think they actually get

cured, no....” (Male, age 56, no cancer symptoms reported)

“As soon as you mention the ‘C’ word people will lie down and die, because they
think there’s no cure me... what am | supposed to do?” (Female, age 70, reported

previous cancer symptom)

4.4.3.2.3 Emotional barriers to symptom presentation

Some participants reported embarrassment associated with disclosure of symptoms to a
HCP, particularly when an examination of an intimate area was required such as a breast
lump or the participant was required to disclose symptoms such as blood in faeces.
Participants perceived embarrassment as a key barrier to cancer symptom presentation in
the community, particularly among men. Many participants reported denial as a barrier to
cancer symptom presentation in the community. For some participants, denial was
conceptualised as individuals who believe themselves to be at low risk for cancer and have
the attitude that ‘cancer will not happen to them’ so are reluctant to seek help for
symptoms or change ‘risky’ behaviour such as smoking. For some participants, denial of
symptoms was conceptualised as complete ignoring and repression of symptoms due to a
deep-seated fear of cancer and the belief that a diagnosis of cancer would be too much to

cope with, thereby prolonging or completely inhibiting cancer symptom presentation:
“I think it depends where you think you’ve got cancer as well, some people are too

embarrassed to go to the doctor aren’t they?” (Male, age 81, previous diagnosis of

cancer)
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“They think you know [cancer is] not gunna happen to them, I’'m okay.” (Male, age

64, reported previous cancer symptom)

4.4.3.3 Opportunity

Key themes relating to physical and social opportunity were: facilitators to cancer symptom
presentation, barriers to cancer symptom presentation, experience of cancer, a lay system

of healthcare, and social environment.

4.4.3.3.1 Facilitators to symptom presentation

Some participants reported a good relationship with their GP, where they felt their doctor
was interested in them as a patient, listened and was easy to talk to. These participants felt
confident in presenting to their doctor with potential cancer symptoms to discuss concerns
and perceived this as a key facilitator. Some participants had help from family members or
friends to book an appointment or help with transportation to an appointment. In addition,
some participants benefited from family members or friends who would accompany them to
an appointment to help with communication and listening during an appointment, which

facilitated symptom presentation:

“I've been lucky up till now because I've always had a lift down, there’s always been
somebody that goes out of their way to take me, but, other than that no, [the
surgery is] really difficult to get to.” (Female, age 62, reported previous cancer

symptom)

“I've got a very good doctor..my GP walks on water...he makes out that he’s
interested | you, you know what | mean?” (Male, age 80, reported previous cancer

symptom)

“I think if you can get a good GP you’re half way there, you know? | really do think
90% it’s down to your GP. There’s some awful GPs out there and there’s some
brilliant ones you know? I've got a good one here now in my practice...| would feel
confident to go to him with any misgivings about anything.” (Female, age 60, no

cancer symptoms reported)
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4.4.3.3.2 Barriers to symptom presentation

Continuity of care was described as a barrier to symptom presentation because participants
reported often seeing a different GP on every visit. Most participants reported a preferred
GP within their practice; however they were required to book an appointment up to three
weeks in advance to see their preferred doctor. Participants weighed up the problems with
seeing a different doctor on every visit, where they were required to repeatedly explain the
same problem against waiting two to three weeks for an appointment with their preferred
doctor. Many participants thought the receptionist at the GP practice often played a
gatekeeper type role, where perhaps the receptionists did not understand the seriousness of
certain symptoms and refused to issue them with an earlier appointment. For some
participants who worked unpredictable shift patterns, planning and scheduling an
appointment was difficult especially when they were required to book in advance. In
addition, loss of earnings due to attending an appointment during work hours was a barrier
to cancer symptom presentation. For some participants, the practicalities of getting to an
appointment were barriers to symptom presentation because of a lack of transportation,
work commitments and physical disabilities. Potential loss of earnings and difficulty getting
to an appointment are likely to prolong presentation with symptoms that are perceived as

non-urgent, such as vague or non-specific symptoms:

“In fact the last 3 times I've been now I've seen 3 different doctors, but I've been
going for results of blood tests and that you know. | suppose if | was prepared to
wait uh | could see the same one like, cos you phone up and [say] “can | see Dr so
and so...?” “Oh they’re not here this week they’re somewhere else”’, so you see

anybody then, you know.” (Male, age 81, previous diagnosis of cancer)

“Well they made an appointment you’ve got to wait 3 weeks! You’d be dead by
then, and they say you go to them like me, |, | struggle down, you go down and what
did they do? Nothing! No different to went you walked in, only annoyed.” (Female,

age 66, reported previous cancer symptom)

“They don’t pay you to go to the doctor, you know you’ve got to clock in and clock
out | mean I said “no | can’t afford to lose time off work’” and | don’t drive for
another thing, so | said “where it would take 10 minutes to get down to you, I've got

to wait for a bus, get down on the bus, and then go back to work which would take
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me an hour, which would only take somebody else | said 15 minutes.” (Female, age

57, reported previous cancer symptom)

Time limited appointments and ‘one appointment, one problem’ policies prohibited the
disclosure of more than one symptom. This was frustrating for participants, especially when
they took time off work, waited a few weeks for an appointment or overcame the challenges
associated with getting to an appointment. Consequently, participants perceived there to be
“little point” (Female, age 66, previous cancer symptom experience) in going to the doctor,
which has the potential to stop or delay a future visit to the doctor. The pressure of a time
limited appointment is likely to increase anxiety or prohibit full disclosure of symptoms for
those who struggle with communication during an appointment. For participants with
potentially embarrassing or worrying symptoms such as blood in stools, other symptoms or
health complaints may be used to ‘test the water’, before disclosure of a symptom which
might indicate cancer. Therefore, policies that preclude the disclosure of more than one

health complaint may prohibit presentation of the cancer symptom:

“If you don’t specifically book a week before or fortnight in advance to see a certain
doctor you get to see a locum which, when you go in there they say “I can only see
you about 1 thing, I've got 5 minutes” and | just looked at her and | thought well it’s
a waste of space | said “It is literally just a waste of space coming to see you...cos it’s
all related”...I just looked at her and | thought “oh forget it”, | just went out and |
said, | told them exactly “she’s a waste of space, she’s useless.” (Female, age 57,

reported previous cancer symptom)

“I went in there with a complaint and he’s seven minutes. | said | got something else
and he said “you’ve already come for the one complaint, you’ll have to make
another appointment to see me again.” (Male, age 80, reported previous cancer

symptom)

4.4.3.3.3 Experience of cancer

To support beliefs about cancer or demonstrate knowledge of the symptoms and causes of
cancer, participants almost exclusively drew upon anecdotal accounts of people they knew

with cancer in the community, which were generally negative. Some participants reported
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that their entire immediate family or many close family members had suffered and died
from cancer, and were often involved in nursing them in the end stages. For some
participants, recalling these details was upsetting and the interview was paused. One
participant produced a list of 25 people in the local community who had recently died of
cancer and other participants could recall numerous local community members or friends
who had died of cancer. Such high exposure to death from cancer and seeing family
members and friends suffer is likely to contribute to the formation of fearful and fatalistic

beliefs about cancer:

“I've had 17 in the family die of it [cancer].” (Male, age 56, no cancer symptoms

reported)

“[My father] died in agony. | was there and he was, I'll never forget it on [date] |
watched him die in agony, like | watched my wife [die from cancer], through

incompetence you know...” (Male, age 72, reported previous cancer symptom)

Some participants knew one or two people in the community who survived cancer, but who
had kept their diagnosis a secret due to perceived stigma, or perhaps due to fear of being
treated differently or rejected by the community. In addition, the only cancer-related media
coverage that most participants could recall was about celebrities who died from cancer.
Some participants reported how TV soaps and films often use cancer to ‘kill characters off’
which is likely to further reinforce negative beliefs about cancer and its association with
death. It is unlikely that this was the only media coverage about cancer that participants had
seen; however, these were the most salient to participants and are likely to reinforce

negative beliefs about cancer:

“[My friend] never said nothing [about his diagnosis of cancer]. All he just said was “I
haven’t had a hard on because | had prostate cancer” and that’s all he said, and
that’s the only way | know he had cancer...and as far as | know he’s cured.” (Male,

age 80, reported previous cancer symptom)

4.4.3.3.4 Lay system of healthcare

Seeking advice for symptoms from family members or friends before visiting doctors was the

norm for participants, usually from someone they perceived as ‘knowledgeable’ such as
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someone with cancer or the local ambulance driver who, although had received no formal
medical training, was perceived to be knowledgeable because of regular contact with the
hospital. A lay system of healthcare was used to seek reassurance that an appointment with
the GP was necessary. This is likely to reflect the various practical and service barriers
previously mentioned, such as problems receiving or accessing an appointment with the GP.
It is likely that symptom disclosure would act as a barrier or facilitator depending on the
quality of advice given. Some participants discussed people within the community asking
them for advice on symptoms, or recalled noticing symptoms in others and advising that

they seek medical help:

“Well the first person I'd talk about [a symptom] to is my mate because she’s had a
couple of scares and fortunately thank god she hasn’t got cancer and then the next
person | would go and see is my doctor.” (Female, age 70, reported previous cancer

symptom)

“If [my husband] had a fear or thought that he might have the cancer or anything
like that, he would either keep it to himself or confide in me, but he wouldn’t be to

the doctors.” (Female, age 70, reported previous cancer symptom)

“[My friend] had been complaining that she wasn’t well before Christmas but she’s
so stubborn that she wouldn’t go to the doctors and we kept on saying to her “go
<name of friend>, it’s not normal to lose this amount of weight in such a short time”,
and she said “oh I'll go now” and she did go now mind.” (Female, age 57, reported

previous cancer symptom)

4.4.3.3.5 Social environment

For many participants, health was not perceived to be a priority. Instead, day-to-day
problems took precedence such as finding money for food and heating the house.
Maintaining a healthy lifestyle was challenging when financial resources were limited, for
example eating the recommended five pieces of fruit and vegetables per day was difficult
with limited income. It is likely that symptoms are potentially dealt with once they start to
impact on daily life rather than when they are first noticed. This could reflect competing

priorities associated with fulfilling daily basic needs such as eating and staying warm. There
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was a perceived general lack of control over daily life where many factors were discussed as
beyond their control. For example, participants discussed new housing developments within
the community that were out of their control, and were concerned with the impact of new
people coming in to the community on primary care and other health services that were
perceived to be already overrun. Housing was also described as a problem for those who
lived in council owned properties or social housing, where participants had little or no

control over who their neighbours were:

“Your health goes because myself right, | need £10 for the gas and I've got £20 in my
purse to last me the week, but it’s gonna cost me £15 to get fresh veg, meat and
fruit. Then | would leave the fruit aside and the veg, to make sure that I’'ve got my

gas to keep warm.” (Female, age 57, no cancer symptoms reported)

“In this [housing association] block you keep yourself to yourself because there’s a
bit unsavoury characters...[one] was having parties all hours of the morning. He
wasn’t very pleasant- you’d keep out of his way because he’d be quite rude you
know. Then downstairs in the next block there are always gangs of boys back and
forth always and there always [drunk]...so | have put in for a transfer but | don’t

know how long it’ll take. (Female, age 52, no cancer symptoms reported)

Many participants reported suspicion and a lack of trust associated with the government,
reflected in statements about the government withholding the cure for cancer, or the
government ‘playing God’ with cancer treatment postcode lotteries where access to certain
cancer treatments was determined by the area of residence. Some participants discussed
feeling victimised or forgotten by the government. Competing priorities, a lack of resources
available for a healthier lifestyle and perceived lack of control over daily life are likely to

impact on medical help seeking behaviours:

“They’re on about we’ve got cures for this, cures for that, | think it’s just a big
money making thing to be honest, | think that it’s a case of they got it and we ain’t
sharing it because there’s too much money going in....” (Male, age 56, no cancer

symptoms reported)
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“l get angry because they cut everybody else’s money back except the politicians
and they get money and some of these have got three and four houses, cars, I'm
thinking alright, why do you need all those houses?” (Female, age 52, no cancer

symptoms reported)

“A government thing, yes they have cameras that watches the people coming in
going out right...and when they wanted to take [her disability benefit] off her they
right, they watched her coming in, and they watched her coming out.” (Male, age

71, reported previous cancer symptom)

4.4.3.4 Lung cancer and smoking behaviour

Lung cancer was described as a ‘bad’ cancer. Lung cancer was often described as a “cruel”

|II

(Male, age 71, previous diagnosis of cancer) and “painful” (Male, age 71, reported previous
cancer symptom) type of cancer resulting in death, often soon after diagnosis. This
perception was supported by people they knew who had been diagnosed with lung cancer.
One participant described lung cancer as a “silent killer” (Male, age 71, reported previous
cancer symptom), perhaps reflecting the belief that lung cancer is a symptomless disease
due to the vague and non-specific symptoms in the early stages. Some participants referred

to lung cancer as a male disease, which has implications for women with symptoms as they

may perceive themselves at low risk for lung cancer:

“I think people are afraid of you know, it’s not a very nice disease like is it? Like |
said, it’s a cruel disease, my father in law then he died with cancer as well, um, |
think he had, he had uh, lung cancer and it was cruel.” (Male, age 71, previous

diagnosis of cancer)

“You've got lung cancer, it’s death isn’t it, but which is the most painful?” (Male, age

71, reported previous cancer symptom)

Most participants understood that smoking was a major cause of lung cancer and discussed
people in the community who were smokers with a diagnosis of lung cancer. However, this
was often qualified with statements such as “but she was a heavy smoker” (Female, age 66,
reported previous cancer symptom), potentially reflecting blame around smoking and stigma

towards lung cancer. A few participants were unsure of the link between smoking and lung
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cancer, giving examples of people they knew with a diagnosis of lung cancer who had never
smoked or used to smoke, and demonstrating a lack of understanding of the risks associated

with being an ex-smoker:

“One of my mates have died from [lung cancer], but he wouldn’t quit his drinking, or
his smoking so it’s partly his fault....” (Male, age 58, reported previous cancer

symptom)

“l used to smoke, but | used to think well she never smoked and she had cancer of
the lungs, why do they say it’s always you know cigarettes that do it? | thought
because they say | don’t know whether it’s true, it’s there in everybody, but it sort of
it gives it something for it to come out a knock, or an illness, or something you know
to bring it out in you, | don’t know whether that’s true, | don’t know whether that’s
a myth? People say these things, but no that’s what | thought well, my father
smoked up until he was 80, didn’t do him anything like that.” (Female, age 58,

reported previous cancer symptom)

| — “Do you know what might have caused the lung cancer?

P- With my mother we put it down, she was in an accident and they say it takes a
knock to bring it out, but | honestly don’t really know what can cause it, they say it’s
smoking | know, but | honestly, I've known people who have smoked you know, all
their life and | mean they’re still going at 90 years of age, so | really don’t think they
can put it down to just smoking | think it’s gotta be something else as well

| — Did your parents smoke as well?

P- They did, but my mother had given up and my father had given up. They’d given
up for years and yet they both got it...” (Female, age 62, reported previous cancer

symptom)
4.4.3.5 Suggestion for intervention
Participants suggested various interventions to encourage people in the community to visit
the doctor with symptoms of cancer. Many participants suggested talks within the

community at local coffee mornings, community centres, sheltered housing, in local clubs or

schools. A few participants suggested leaflets containing cancer information or integrating a
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storyline into a TV soap where one of the characters survives cancer to overcome fear
associated with cancer as a death sentence. Participants thought the intervention should
include information about the symptoms of cancer and to include information to overcome
fear of cancer using positive language to “be careful not to frighten people” (Female, age 60,
no cancer symptoms reported). A few participants suggested using someone who had been

diagnosed and survived cancer as part of the intervention:

“l don’t know, leaflets? | would just say general symptoms, you only have to, you
could put various types of cancer on a leaflet and put their symptoms down
underneath them and that’s it, that could help.” (Female, age 71, no cancer

symptoms reported)

“l don’t see why they shouldn’t have a community centre where once a month
somebody came along to tell you about cancer. | think people would be interested in
that, because they’d be treated to teas and coffee there and cakes and they’d say
‘I'm having a day out’.” (Female, age 70, reported previous cancer symptom)

“Just to talk about it, try to reassure people, try to reassure them... if you done one
here and then send a few leaflets around and say we’re having a meeting in the
centre in the coffee morning everyone is welcome to come and have a talk about

it... know my friend would turn up.” (Male, age 58, reported previous cancer

symptom)

4.5 Discussion

This study was the first to explore cancer symptom knowledge, beliefs about cancer and
barriers/facilitators to cancer symptom presentation using qualitative methods among
people from a low socioeconomic group based on multiple indicators. There was evidence to
suggest that knowledge of cancer (Capability), and fearful and fatalistic beliefs (Motivation),
where participants associated cancer with inevitable death, were usually formed and
reinforced by witnessing family and friends suffer and often die from cancer (Opportunity).
The combination of fearful and fatalistic beliefs (Motivation) was reported to prolong cancer
symptom presentation among low socioeconomic groups. In contrast, those who held
positive beliefs about the benefits of early diagnosis (Motivation) could quickly overcome

any reported practical and service barriers for ‘red flag’ symptoms following accurate
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symptom appraisal (Capability). However, non-specific symptoms were not recognised by
most participants as symptoms of cancer and were usually attributed to symptoms of other
co-morbid illnesses (Capability). For those with non-specific symptoms, priorities such as
work commitments (Opportunity) were often more influential on the individual’s decision
about whether to seek help with these symptomes, in turn prolonging symptom presentation.
Using the lay system of healthcare (Pescosolido and Boyer, 1999) to discuss symptoms with
family members or friends before visiting the doctor was the norm for participants, and was
considered common within the community (Opportunity), to decide whether a medical
appointment was necessary. Disclosure of symptoms could prolong or prompt symptom

presentation, depending on the nature of advice received (Opportunity).

Findings from this qualitative interview study confirm those of previous studies which
involved participant samples with varied socioeconomic characteristics reported in a
systematic review in Chapter 3 (McCutchan et al, 2015; Appendix 1). In addition, findings
from this study support the assumptions of the NAEDI framework (Hiom, 2015) and offer
insight into how the factors identified by the NAEDI framework might influence the
relationship between socioeconomic group and prolonged cancer symptom presentation.
Poor knowledge of non-specific cancer symptoms (Low et al, 2013; Brain et al, 2014), fearful
and fatalistic beliefs about cancer (McCaffery et al, 2003; Chonjnacka-Szwalowska et al,
2013) and emotional barriers to cancer symptom presentation (Robb et al, 2009; Simon et
al, 2010; Low et al, 2013) were identified as more prevalent among low socioeconomic
groups in the systematic review (McCutchan et al, 2015; Appendix 1) and are supported by
the findings from this study. Through using qualitative methods, insight and possible
explanations for these findings were gained by exploring the wider social context
(Opportunity) that is specific to low socioeconomic groups, and how this might influence
cancer symptom presentation. General fatalistic attitudes were common, with individuals
believing themselves to have little control over daily life or their fate, and are likely to
contribute to feelings of helplessness or disempowerment. Consequently, there was a
reluctance to change risky health behaviours, and the potential for individuals to deny or
ignore health problems. For some, this extended to cancer-specific fatalism in which
symptom presentation was prolonged because cancer was always believed to be a fatal
disease. Experiences of cancer in the community were more influential on the formation and
maintenance of such beliefs than media items, despite campaigns and news items

promoting advances in treatments and improved cancer survival. Witnessing poor cancer
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outcomes among family members and friends in the immediate social environment which
counter media claims, combined with mistrust of official information sources, may
contribute to the prevalence of fatalistic beliefs in deprived communities (Lyratzopoulos et

al, 2015a; Quaife et al, 2015a).

Lung specific findings suggest that lung cancer is conceptualised as a ‘bad’ cancer, where
treatment options are limited and ineffective. Such beliefs are likely to contribute to fear of
a diagnosis of lung cancer and reluctance to present to the GP with symptoms. Findings from
a lung screening study suggested that smokers from a low socioeconomic group commonly
hold the belief that the lungs cannot be removed, as they are a vital organ, and are therefore
untreatable (Quaife et al, 2016a), which could explain findings relating to beliefs about
treatment. There was evidence of the stigma attached to lung cancer, where a diagnosis of
lung cancer was qualified with statements around smoking behaviour, suggesting diagnosis
in smokers was self-inflicted. Stigma surrounding lung cancer is likely to prolong cancer
symptom presentation (Chatwin and Sanders, 2013; Corner et al, 2005; Corner et al, 2006;
Tod et al, 2008; Chapple et al, 2004). In addition, there was confusion about risk associated
with smoking and lung cancer, where participants appeared to misunderstand that ex-
smokers were at heightened risk for lung cancer, which has the potential to prolong

symptom presentation.

Wider community influences on behaviour could indicate issues that are specific to low
socioeconomic groups and have the potential to explain the disparities in cancer outcomes
among socioeconomic groups through prolonged cancer symptom presentation. For
instance, people from a high socioeconomic group are less likely to experience economic
hardship in a similar way to people from a low socioeconomic group, such as choosing
between heating the house and feeding the family. Competing priorities such as the
stresses of day-to-day living and work commitments, particularly when employed on a zero
hours contract where no pay can be received for sickness or going to the GP, are likely to be
more salient among low socioeconomic groups. When symptoms are vague or dismissed as
normal in the context of other pre-existing co-morbidities, these competing priories are

likely to take precedence over a visit to the GP.

Once an individual has overcome the barriers associated with getting to an appointment,

there was evidence of further obstacles to full and effective disclosure of symptom concerns
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at a service and organisational level. Not being able to communicate symptom concerns
effectively (Capability) in a time limited appointment, and reported policies that preclude
discussion of more than one symptom during a consultation (Opportunity), are likely to limit
presentation of a cancer symptom. This is especially likely for those who present with
another health complaint to ‘test the water’ before disclosure of a worrying or embarrassing

symptom, potentially prolonging disclosure of symptoms (Andersen and Vedsted, 2015).

Findings relating to beliefs about cancer translating into either immediate or prolonged
symptom presentation might be explained by Type | and Type Il responses to symptoms
(Khaneman, 2011; Epstein, 1994). All participants experienced an initial fearful, highly
emotive response when asked to think about cancer as a disease (Type | response;
Automatic Motivation), potentially reflecting a community wide response to cancer.
However, after consideration, some participants expressed positive beliefs about the
benefits of early diagnosis, which could represent participants using their slower, more
conscious appraisal processes (Type Il response; Reflective Motivation). The latter response
may prompt symptom presentation, with fear of a late diagnosis of cancer and perceptions
of self-efficacy around knowing what to do with a symptom and the ability to discuss
concerns motivating the individual to seek medical help quickly (Robb et al, 2014).
Consulting family and friends to discuss symptoms before visiting the doctor was perceived
to be the norm in the community. A previous study found that those from lower
socioeconomic groups were more likely to prolong cancer symptom presentation after
disclosure of symptoms to a family member or friend (Li et al, 2012). There was evidence of
poor knowledge and negative beliefs about cancer among low socioeconomic groups.
Therefore it is likely that people from a low socioeconomic group who seek symptom advice

from family or friends could receive poor quality advice and prolong symptom presentation.

4.5.1 The COM-B Model

The COM-B model (Michie et al, 2011) appeared highly applicable in the context of cancer
symptom presentation behaviour, allowing exploration of how individual cognitive and
affective processes and the wider social context influence behaviour. The model currently
represents a bi-directional influence of Capability, Opportunity and Motivation on Behaviour
and suggests that both Capability and Opportunity influence Motivation. However, this study
also found that knowledge of the causes of cancer and symptoms of cancer (Capability) was

influenced by the experiences of other people within their social network who have had
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cancer (Opportunity) (Michie et al, 2011). This interaction is not currently represented in the
COM-B model, and could be explored in future research into the social determinants of

cancer help seeking behaviour.

As discussed in Chapter 2, although the COM-B model was selected as the most
comprehensive of all the theories and models identified, it was not underpinned by the
Common Sense Model of lliness Self-Regulation (CSM; Leventhal et al, 1980). Since the CSM
is a model of illness representations, the COM-B model does not explicitly attempt to explain
how symptoms are attributed and illness inferred, although the TDF domains underpinning
the Capability construct of the COM-B model are implicitly linked to symptom
interpretations. Therefore, analysis of symptom interpretations was potentially restricted

and is a limitation of the model.
4.5.2 Strengths and limitations of the study

This study used in-depth qualitative interview methods which enabled a rich insight into the
influences on cancer symptom presentation among people from low socioeconomic groups.
In addition, this study used multiple individual and group level indicators of socioeconomic
group to overcome some of the issues associated with reporting single group or individual
level indicators. However, although participants in the present study were representative of
a low socioeconomic group, they were sampled from a database of participants who had
previously engaged in research about cancer and the study was framed around cancer.
Therefore those who agreed to take part in the study may not be representative of a
community who are fearful of cancer and more likely to prolong symptom presentation. To
overcome these limitations, questions were asked about community norms to gain an
understanding of knowledge, beliefs and barriers to symptom presentation from a
community perspective. Eight participants were recruited through snowball sampling due to
low response rates through the ICBP database. Snowball sampling is often criticised for
problems associated with representativeness through selection bias (Van Meter, 1990),
however it is commonly used as a method to engage ‘harder to reach’ populations (Faugeier
and Sargeant, 1997). Snowball sampling and recruitment of participants through community
partners were useful methods for engaging a group of individuals who might otherwise not
have engaged in this research study. However, there were no data available for the numbers

of individuals approached, therefore response rate or reasons for refusal are unavailable.

There are limitations associated with telephone interviews due to problems of building

rapport and depth of analysis, since there was no opportunity to see the context in which
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the participant lives. Interviewing two people at the same time also has its limitations,
where certain information may be withheld by participants, particularly for a sensitive
subject such as cancer, or one participant may dominate the interview (Kendall, 2009).
However, telephone and dual person interviews were conducted only when necessary due
to superstitions, disability, geographical distance or lack of space in the house. Without the
flexibility of allowing individuals to participate on the phone or be interviewed as a pair,

these individuals could not have been included in the study.

There are limitations in the use of retrospectively recalled barriers to cancer symptom
presentation, where memory might bias recall, or hypothetically anticipated barriers, where
intentions might not reflect actual symptom presentation behaviour. Study designs
exploring barriers to symptom presentation in a community sample who disclose symptoms,
without mention of cancer, could overcome these limitations (Low et al, 2015; Whitaker et

al, 2015).

Finally, when approached to take part in the study, participants were unaware that they
were being selected on the basis of socio-demographic group indicators. Following
discussion with supervisors and ethical committee review, the decision to remove any
information from study materials to indicate that participants were being selected because
of area of residence and educational attainment was made. However, there are ethical
implications associated for withholding information about why participants were being
selected for the study, in relation to the extent to which participants can provide full

informed consent.

4.5.3 Implications for a cancer awareness intervention

Findings from the systematic literature review (McCutchan et al, 2015; Chapter 3) and
qualitative interviews (McCutchan et al, in press) have allowed a greater understanding of
the barriers to cancer symptom presentation, aiding the development of a targeted
intervention to encourage earlier presentation in people from deprived communities. An
intervention targeted at low socioeconomic groups should take into account the wider
influences on symptom presentation behaviour within social networks to encourage earlier
cancer symptom presentation. Such interventions could use the strong social networks
within the community to increase community wide knowledge about non-specific cancer
symptoms, challenge negative beliefs surrounding cancer, and reinforce positive messages
about the benefits of early diagnosis and advances in modern treatments. An intervention

should seek to empower people, perhaps through offering strategies to overcome reported
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barriers to symptom presentation and an aid for communication problems during a
consultation. This could be delivered through a community based educational programme or

leaflet based intervention.

4.5.4 Conclusion

Cancer symptom presentation behaviour among low socioeconomic groups is influenced by
both individual and wider socio-environmental factors. Interventions which aim to improve
symptom knowledge (Capability), modify negative beliefs (Motivation) and take into account
the wider influences on behaviour (Opportunity) might be able to encourage earlier cancer
symptom presentation behaviour among socioeconomically deprived groups. The following
chapter will report findings from a focus group study with members of the public and local
stakeholders who live or work in deprived communities. The study aims to provide
additional insight into community norms and the wider socio-environmental influences on

cancer symptom presentation behaviour.
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Chapter 5

Factors influencing cancer symptom presentation in deprived communities: a focus

group study with members of the public and local stakeholders

5.1 Chapter overview

This chapter reports the results of a focus group study with members of public and local
stakeholders (healthcare professionals and community partners) who live or work in
deprived communities. The focus groups explored the influence of the wider social
environment and other factors which might influence timely cancer symptom presentation
in deprived communities. In the public focus groups, a cancer symptom attribution task was
used to understand in greater detail how symptom interpretations might influence an
individual’s decision to seek medical help. Findings from the focus groups and the

implications for a cancer awareness intervention will be discussed.

5.2 Introduction

Understanding the factors which influence timely cancer symptom presentation is essential
to developing effective interventions designed to overcome the barriers to symptom
presentation and facilitate timely cancer symptom presentation, ultimately to promote
earlier diagnosis of cancer. This is particularly important in socioeconomically deprived

communities where cancer is often diagnosed at an advanced stage.

Findings from a systematic review (McCutchan et al, 2015, Appendix 1) and qualitative
interviews (McCutchan et al, 2016) described in Chapters 3 and 4 support the assumptions
of the NAEDI hypothesis outlined in Chapter 1. These studies begin to offer useful insights
into how knowledge, beliefs, and barriers to symptom presentation influence the decision to
present to the doctor with a symptom of cancer. In addition, the influence of socioeconomic
factors on symptom presentation behaviour was explored in these studies to understand the
factors underlying prolonged cancer symptom presentation among low socioeconomic
groups. Lower cancer symptom knowledge, a higher prevalence of fearful and fatalistic
beliefs about cancer, and barriers such as difficulty with communicating symptoms during a
consultation and problems with getting to an appointment were found among low
socioeconomic groups in the studies described in Chapters 3 and 4. These factors in
combination were considered to prolong cancer symptom presentation in low

socioeconomic groups.

131



In the qualitative interview study described in Chapter 4 (McCutchan et al, 2016), there was
an indication that opportunities afforded by environmental circumstances in low
socioeconomic groups were associated with the formation of knowledge and beliefs about
cancer. In addition, there was evidence to suggest that environmental opportunity was likely
to create some of the reported barriers to cancer symptom presentation such as lack of
transport to an appointment. Furthermore, there was evidence to suggest that social
networks had the potential to attenuate or facilitate the decision to seek medical help for a
symptom, where discussing symptoms with family members and friends was the norm.
Good advice was considered to prompt symptom presentation, whereas poor quality advice
was likely to prolong symptom presentation. However, it remains unclear how symptoms
are discussed within the community, what advice is given, and how the quality of advice
might influence the decision to seek medical help. In addition, a broader understanding of
the day-to-day environmental issues in deprived communities is required, and how these

might influence symptom presentation among individuals living in deprived communities.

To date, all studies in this PhD have focused on symptomatic or asymptomatic individuals
seeking medical help for actual or hypothetical symptoms. All papers included in the
systematic review described in Chapter 3 were from the patient perspective, and the
gualitative interviews described in Chapter 4 were carried out with members of public from
low socioeconomic groups. Local stakeholders who work closely with people in deprived
communities are likely to offer an alternative perspective and could confirm previous
findings, or provide new insights and explanations for mechanisms underlying prolonged
cancer symptom presentation behaviour. It was therefore considered useful at this stage to
involve local stakeholders (healthcare professionals and community partners) who work in
deprived communities reflecting on barriers to cancer symptom presentation. In addition,
how symptoms are attributed and evaluated by members of the community and the speed
at which medical help might be sought for symptoms is unclear. Therefore, members of the
community were included to understand these and other factors influencing cancer

symptom presentation in a focus group setting.

5.2.1 The Awareness and Beliefs About Cancer study

The focus groups were conducted as part of an aligned study funded by Cancer Research UK,

the Awareness and Beliefs About Cancer study (ABACus; Smits et al, 2016). ABACus is an

ongoing study at Cardiff University involving the development and evaluation of the Tenovus
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health check intervention. The health check is a touch screen questionnaire, designed to
modify cancer risk behaviours, raise awareness of the symptoms of cancer and pick up any
cancer symptoms the individual may have. The health check asks a series of questions about
lifestyle factors such as smoking and diet, followed by symptom questions such as ‘Have you
noticed any blood in your poo?’. Following completion of the health check, the individual is
given their results both printed and verbally in a one-on-one session with a trained lay
health check advisor. The individual is encouraged to visit the doctor with any reported
symptoms and given information on what symptoms to look out for in future including

advice on what to do should they have a symptom in the future.

Tenovus Cancer Care is a Welsh based cancer charity committed to supporting those with
cancer in the community who are in greatest need and working with work communities to
develop and deliver innovative cancer prevention programmes. Much of their work is
focused in deprived communities in Wales, such as Communities First areas. The Tenovus
health check is one example of this. Focus groups were conducted for the ABACus study with
healthcare professionals and community partners working in deprived communities and
members of the public living in deprived communities. The aim of the focus groups was to
understand the influences on cancer symptom presentation in deprived communities and to
offer feedback on the Tenovus health check. The PhD researcher supported the Research
Associate on the ABACus study in the development of the topic guide for the local
stakeholder focus groups (healthcare professionals and community partners) and co-
moderated the local stakeholder focus groups. The PhD researcher developed and refined
the topic guide for the members of public focus group, recruited participants into the
members of public focus groups and lead moderated the members of public focus groups.

All data were analysed by the PhD researcher independently of the ABACus study.

5.3 Focus group methodology

A focus group is designed to facilitate discussion around a certain topic in an informal
manner, replicating an everyday conversation (Green and Thorgood, 2011 p.127). Typically,
a group of six to twelve participants who have not previously met are selected according to
inclusion criteria, and invited to take part in a focus group. During the focus group, a
facilitator guides participants through a list of topics using open ended questions, prompting

participants to discuss topics as a group. The facilitator should endeavour to create an
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environment where everyone feels comfortable to participate in discussion. In health
research, focus groups are most commonly used for evaluating health interventions,
although they have been used as a method for understanding cultural norms around health-

seeking behaviour (Larkey et al, 2001).

Whilst one-on-one interviews are useful to understand individual views and stories,
particularly when discussing a sensitive topic like cancer, focus groups can be beneficial to
gain insight into the views of multiple participants in a relatively short space of time. The
overall aim of a focus group is to reach group consensus about a certain topic (Wilkinson,
1998), and can also be helpful to identify incongruent views within the group. Gaining
multiple views and assessing the group dynamic through the extent to which participants
agree or disagree with one another can be useful to understand the cultural norms of a
group. Focus groups are considered one of the best methods for accessing and collectively
teasing out shared group norms (Bloor et al, 2001, p.6), and can be used alongside
qualitative interviews to clarify previously discussed topics. Therefore, focus groups were
selected to build upon the findings from the individual qualitative interviews described in
Chapter 4 to gain further insight and clarity regarding the factors affecting cancer symptom

presentation in deprived communities.

Although there are benefits of using group discussion to understand group norms, there is
the potential for discussion during a focus group to be dominated by a certain participant(s)
within the group. When participants are from different socioeconomic groups, those from a
higher socioeconomic group are more likely to dominate discussion (Green and Thorgood,
2011 p.137). Therefore, for this study, separate focus groups were conducted with
healthcare professionals, community partners and members of public to facilitate a relaxed

atmosphere and discussion among participants.

5.4 Method

5.4.1 Participant recruitment

Six focus groups were conducted across two health boards in South Wales (Cwm Taf and
ABHUB). Focus groups were conducted with people living or working in deprived

communities, defined as ‘Communities First’ area.

Three focus groups were conducted in each health board and were grouped by members of
public (males and females over the age of 40 living in a Communities First area), healthcare

professionals (General Practitioners, GP practice nurses, GP practice managers, community
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pharmacists and public health consultants working in a Communities First area) and
community partners (housing association workers, Communities First workers and other

community-based workers working in a Communities First area).

Potential healthcare professional and community partner focus group participants were
identified by two of the ABACus study collaborators working within in each of the health
boards. Healthcare professionals and community partners who were interested in taking
part in the study were contacted by telephone or email with information about the study,
and were invited by the Research Associate to take part in the study. A date and time for the

focus group was arranged for those who wanted to take part in the study.

Participants for the members of public focus groups were identified through the participants
who took part in the community partner focus groups. Those who took part in the
community partner focus groups were contacted by the PhD researcher and asked to
identify potential participants to take part in the study. Recruitment procedure varied per
community partner. Some community partners identified members of public and requested
permission for their contact details to be passed on to the PhD researcher, where potential
participants were contacted by telephone and invited to take part in the study. Written
information was posted to those who were interested in taking part and a time and date for
the focus group was arranged. Other community partners preferred to personally invite
people to take part in the study according to the inclusion criteria using a pre-arranged date
and time for the focus group. In this case, written information was posted to the community

partner and they were asked to pass it on to potential study participants.
5.4.2 Procedure

The study was ethically approved by the National Research Ethics Committee (NRES)
Research Ethics Committee (REC reference no 14/NW/1104, see Appendix 12). All
participants provided written informed consent to take part in the study and were reminded

about group confidentiality. All focus groups were audio-recorded with permission.

The first half of the focus group involved exploring the influences on cancer symptom
presentation in deprived communities. In the second half, participants were given a
demonstration of the Tenovus health check, and asked for their feedback on the health
check. A semi-structured topic guide was used to facilitate discussion of similar topics across
groups and allow issues of importance to emerge. The PhD researcher co-moderated the

local stakeholder focus groups and lead moderated the member of public focus groups.
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Participants were reimbursed for their time or were offered a high street shopping voucher
to thank them for taking part in the study. All travel expenses were reimbursed. Following
each focus group, a summary of the main points was sent to participants for approval (see

Appendix 13 to 18 for summaries).
5.4.3 Topic guide

Topic guide development for the first half (influences on cancer symptom presentation) was
guided by findings from the systematic review described in Chapter 3 and the qualitative
interviews with people from deprived communities in Chapter 4 to identify which topics
required further exploration. Focus group topics were aligned with each of the COM-B
(Capability, Opportunity, Motivation Behaviour) model constructs (Michie et al, 2011) to
facilitate analysis of data. Topics included: health and cancer as a priority in the community,
cancer symptom presentation behaviour, barriers/facilitators to prompt cancer symptom
presentation, symptom disclosure within the community and current cancer awareness

campaigns in the community. Please see appendix 19 and 20 for topic guides.

For the local stakeholder focus groups, participants were asked to discuss each topic in
relation to the local community. The topic guide was modified for the members of public
focus group to reflect the focus on the individual rather than the community. In the
members of public focus groups, participants were asked to collectively recall any symptoms
of cancer they knew and their responses were written onto individual flash cards to be used
later in the focus group for a symptom attribution task. During the symptom attribution task,
participants were asked to rank the symptoms in order of how long it would take them to
seek medical help for the symptom from the fastest to the slowest. Participants were asked
to discuss why they would seek help in this time frame and what they might consider the
symptom to be in the first instance. In the second half of the focus group, participants
viewed a demonstration of the health check, and were asked for their feedback on the
health check. The PhD researcher supported the development of the topic guide for the local
stakeholder groups and initially developed and refined the topic guide for the members of

public focus groups.
5.4.4 Analysis

Data relating to the health check intervention evaluation were not analysed as this was not
directly relevant to the aims of the PhD. Data relating to influences on cancer symptom

presentation behaviour among deprived communities in the first part of the focus group
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were analysed using framework analysis (Ritchie & Lewis, 2003). Framework analysis was
selected as most appropriate in this context due to the data charting stage and depth of
analysis. Whereas other qualitative data analysis method such as thematic analysis do not
include charting of data, framework analysis involves production of a matrix which
summarises focus group data per theme, and was considered a key benefit to the PhD
researcher to facilitate comparisons of data across focus groups. Furthermore, framework
analysis provides a deeper level of analysis in comparison to thematic analysis which was
useful for this study. In addition, the framework can be developed around existing theory,
unlike other qualitative analysis methods which take a more inductive approach such as
grounded theory (Charmaz, 2006, p.2). As discussed in Chapters 2 and 4, the COM-B model
was identified as useful for understanding cancer symptom presentation among low
socioeconomic groups, and will be used with the Behaviour Change Wheel to guide
intervention development. Therefore, the analytical framework was based around each of
the COM-B model constructs to aid interpretation of findings and intervention mapping

using the Behaviour Change Wheel (Michie et al, 2011).

Themes were generated from the transcripts and grouped under each of the COM-B model
constructs (Capability, Opportunity and Motivation) (see Appendix 21 for coding
framework). The Theoretical Domains Framework (TDF; Cane et al, 2012) was used to
provide a more granular level of understanding of each of the COM-B model constructs to
facilitate grouping of themes. Once themes were grouped, supervisors checked the
framework to ensure themes were placed under the appropriate COM-B model construct.
Coding of data was managed using the qualitative analysis software package NVivo 10
(NVivo 10, 2012). Summaries of the content of each theme per focus group were charted
under each of the COM-B model constructs, supported by Microsoft Excel (see Appendix 22
for an example). Framework analysis typically involves charting of data per participant;
however, for this focus group study, data were charted according to focus group rather than
for each individual participant. Data were charted in this way because themes were rarely
discussed by all participants within the group; therefore, comparisons across groups rather
than individual were considered to be most useful. In addition, the present study was
concerned with understanding views across three different groups of individuals: members
of public, healthcare professionals and community partners. Therefore, themes were
summarised per focus group to facilitate analysis and interpretation of data analysis

according to participant group.
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5.5 Results

The focus groups were conducted between November 2014 and March 2015 and ranged

from 64 to 82 minutes in length. A total of six focus groups were conducted in total: two

with healthcare professionals (n=6 participants and n=8 participants), two with community

partners (n=8 and n=6) and two with members of public (n=6 and n=8). See Table 5.1 for

focus group characteristics.

Table 5.1 Focus group characteristics

Health board 1

Health Board 2

Healthcare professionals (n=8)
(3 GPs, 1 GP Clinical Director, 1 community
pharmacist, 1 practice manager, 1 Public

Health Wales Consultant, 1 nurse)

Healthcare professionals (n=6)
(2 GPs, 1 Neighbourhood Care Network
(NCN) lead, 2 Public Health Wales

Consultants, 1 nurse)

Community Partners (n=6)
(3 Housing Association, 2 Communities First
health leads, 1 Public Health Wales

Screening)

Community Partners (n=8)

(2 Housing Association, 2 Communities First
health leads, 2 Communities First staff, 1
Community development worker, 1 adult

community learning project coordinator)

Members of public (n=8)
(6 female, 2 male aged 40+)

Members of public (n=6)

(4 female, 2 male aged 40+)

Key themes are presented under each of the COM-B model constructs (Capability,

Opportunity and Motivation), with quotes as examples. Themes included: symptom

attributions, communicating symptom concerns, appointment policies, crisis point care, a lay

system of healthcare, heath norms and expectations, community interventions, fear and

avoidance, and cultural barriers. Square brackets within the quotes represent inserted text

to allow for clarification of the topic content. Irrelevant speech has been removed from the

text for brevity, denoted by “...".

5.5.1 Capability

5.5.1.1 Symptom attributions

A few of the members of public could not recall any symptoms of cancer and some

participants only knew lumps and bleeding as symptoms of cancer. Other participants could
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recall many symptoms of cancer. Rare or vague symptoms such as skin like orange peel and
headaches were discussed in terms of family members or friends who had experienced
these symptoms prior to a diagnosis of cancer. The healthcare professionals and community
partners thought that knowledge in the community for the non-specific symptoms of cancer
such as tiredness was poor and was often dismissed as nothing serious or completely

disregarded, thereby prolonging symptom presentation.

Findings during the symptom attribution task reflect longer anticipated symptom
presentation times for non-specific cancer symptoms (Figure 5.1), where lumps and bleeding
were associated with the most prompt symptom presentation for both members of public
groups. Non-specific symptoms such as headaches or tiredness were associated with the
longest times to cancer symptom presentation. Discussion about these symptoms suggested
that non-specific symptoms are often normalised and would be attributed to benign causes
or other pre-existing co-morbidities such as diabetes or asthma. The members of public
discussed rationalising symptoms and attributing them to acute conditions before
considering more serious explanations. Symptoms which worsened or were completely
unexplained were considered more serious and would prompt more timely presentation
behaviour. Some of the symptoms associated with lung cancer were discussed by both of
the members of public focus groups, but were discussed in terms of general symptoms for
cancer rather than specific to lung cancer. The frequency and prevalence of coughs in the
community was high, where having a cough is likely to be perceived as normal and was
considered to be a symptom of other benign health problems, which is likely to prolong
symptom presentation. Difficulty swallowing and coughing up blood were mentioned by one
group and would prompt a visit to the doctor sooner, as these were perceived as more

serious.

“Mod: A cough

P3- That’s low down too, most people cough on a regular basis.

P5- We get so many coughs don’t you, you live with it ...

P2- You would, if that’s the timeline it’s going to be 4 weeks before you bother isn’t
it, so it’s going to be lower down. If | had difficulty swallowing I’'d be more likely to
go to the doctor quicker than | would if | coughed.” (Health board 1, members of

public)
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Fastest/ Fastest/ Quick changes Lumps Coughing up Difficulty

immediate Lump immediate blood swallowing
Passing blood in urine
or bowels
Difficulty passing urine
Weight loss
Skin like orange peel
Pneumonia Cough
Anaemia Skin colour Breathlessness
Increase in passing urine
Unexplained Skin Weight Changes in
Vomiting changes lesions loss digestive system
Hair loss
Dizziness/double vision
Tiredness
No symptoms Headaches Cough
Slowest Slowest
Health board 1 Health board 2

Figure 5.1 Symptom attribution task. Participants in the members of public focus groups were asked to rank the previously recalled symptoms of cancer in terms of the
time in which they would anticipate seeking medical help for the symptom. Symptoms at the top of the figure are those which participants would anticipate seeking medical

help most promptly for. Symptoms at the bottom of the figure are those which participants would anticipate seeking medical help slowest for.
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Healthcare professionals and community partners thought that most cancer symptom
knowledge was gained from people within the community who had been diagnosed with
cancer, and a limited amount of cancer knowledge was gained from media cancer awareness
campaigns. A community partner thought it was unlikely that people in their community
were interested in watching TV programmes with cancer related content such as Panorama
or the news, so cancer knowledge was almost exclusively gained through family members

and friends in the community who in most cases died from cancer.

“If you are maybe an illiterate or virtually illiterate, you may have no interest
whatever watching a news programme. A lot of this kind of stuff, what's good,
what's bad, is linked to news programmes and Panorama, those kinds of week in,
week out. And if you are not watching them, you might never realise.” (Health board

2, community partner)
5.5.1.2 Communicating symptom concerns

The healthcare professionals described that patients would rarely communicate concerns
that their symptom might indicate cancer unless prompted to do so by the doctor. This was
considered to reflect the patient’s hope that they might seek reassurance regarding the
benign nature of symptoms. Healthcare professional participants who were GPs reported
that patients would usually present with a cancer symptom as part of another consultation,
often disclosing their symptom as they were leaving the consultation. This was referred to as
the ‘door handle diagnosis’. It was felt that patients would present with another health
complaint to assess whether they trust the doctor enough to disclose their cancer symptom
at the end of the consultation. This reflects the community partners’ observations, where
they discussed that people in the community were worried they would not be taken

seriously or dismissed by the doctor if they presented directly with cancer symptoms.

“P7- A few years ago, | had a gentleman come in with his blood pressure and we did
a blood pressure review on him. Just as he was going, he said, "Can you just have a
look at this on my back?" He had a massive lesion, a huge lesion, and it was only as a
side thing and lots of them do that. They are worried underneath, but they just
can't bring it out in the first bit.

P8- I think they're testing you out as well to see whether they can trust you with
their more important concerns, so they test you out with something really quite

simple to see what they think of you and whether they can trust you, I think, and
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whether they want to then tell you more personal things or whether they'll save

those for somebody else.” (Health board 1, healthcare professional)

The community partners reported that people in the community found doctors difficult to
talk to and struggled to communicate symptom concerns effectively, especially during a time
limited appointment. They recalled occasions where they or their colleagues had previously
offered to attend an appointment with members of the community to help communicate
symptoms. Some of the members of public reported using prompts during a consultation

with the doctor, such as lists, to aid memory for discussion of symptoms.

“[It’s] ten minutes per consultation. Well, the reality is some people might need
longer than that because perhaps...they might struggle to explain themselves or
need longer and they don't have that time. So they feel rushed and pressured which

III

| think has a bearing on things as well.” (Health board 2, community partner)

5.5.2 Opportunity
5.5.2.1 Appointment policies

Some GP surgery appointment booking procedures made accessing an appointment
challenging for some members of the community. Community partners reported that some
people in the community do not own a phone or were busy taking the children or
grandchildren to school around the time when you are required to ring to book an
appointment. These issues and long wait times for an appointment with their preferred
doctor were considered to prolong symptom presentation, especially for non-specific
symptoms which were often perceived as not serious. Community partners reported
occasions when they had phoned the GP surgery on behalf of someone in the community to
book them an appointment or to get an appointment quicker than originally booked, and
could reflect problems with communication when booking an appointment. GP surgeries
which opened for one or two evenings a week were described as helping with scheduling of

an appointment.

“P5- I think with the surgery I'm in, you've got to either be there or ring at 8.30 am.
And | think a lot of our tenants, for whatever reasons, they won't be up and be in a
position where they can be ringing in or visiting a surgery at 8.30 am to get an
appointment. It's just not possible for some of them.

P4- Some of them don't have telephones.

142



P5- Exactly. They take the children to school or...
P4- Pr they can’t get up in time or...

P5- It’s very restrictive.” (Health board 1, community partner)

Polices which preclude the discussion of more than one symptom during a consultation and
time limited appointments were considered to prolong cancer symptom presentation for
those who present with another health complaint to ‘test the water’ before disclosing a
cancer symptom. These policies were also considered to inhibit disclosure of a cancer
symptom for those who require an appointment with the doctor in order to receive their
benefits, for example employment and support allowance (ESA). This is likely to take
precedence over a symptom which might be perceived as nothing serious, and as a

consequence it is unlikely these symptoms will be discussed.

“We've got very, very high levels of ESA [Employment and Support Allowance] and
they tend to go to doctors just to make sure they stay signed off. So they go with the
one issue. And as you said, you can't go with multiple issues. You've got that
timeslot and you know, I'll be fine, kind of thing, until it all blows up.” (Health board

1, community partner)

5.5.2.2 Crisis point care

Health was not perceived to be a priority or concern among the community, particularly for
younger people, and was dealt with at the point of crisis. The healthcare professionals and
community partners considered health in the community to be more about firefighting than
prevention, where health problems are addressed in the short term once they become a
problem, rather than through long term maintenance of health through lifestyle choices. The
community partners discussed how health and maintenance of health is low in priority
compared to some of the higher priority issues faced by people in the community, such as
paying the bills, debt and housing problems. They suggested that people engage in
unhealthy behaviours such as smoking to cope with the adversity of day-to-day living in

deprived communities.

“P4- | think [for] most of the people, health is not a concern for a lot of the time
unless it immediately becomes a massive concern...So a lot of the time we can
struggle to get people to engage with their health and take responsibility about their

health. It is frustrating quite often, their health is perhaps seen as not a problem or
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is our problem...But then something will happen and all of a sudden, they will
become very, very concerned.

P5- I think you also find we have a lot of them worried as well, so if anything is going
on, they'll be the first to do it. But you often find the people you really want to
target won't take anything on until there is something seriously wrong with them.
But that's a big problem with us.

P3- I think there's a difference between maintaining health and when people come
and see a doctor or a nurse, it's where they develop symptoms. So sometimes it's a
bit too late for them...So as [name] was saying, there is a lot of worried well out
there. Butit’s probably is driven by anxiety. “Oh, my mother had cancer of the
ovaries. l've got it too.” It's a lot of fear about that. So health in general, people are
not maintaining health. They come in when they've got symptoms, sometimes
when it's too late. And a lot are driven by anxiety, really.

P2- I'd agree with that. | think that it varies as well between different groups.”

(Health board 2, healthcare professional)

“P1-I think a lot of people, health is at the bottom of the pile because actually paying
the bills and the housing and all the other things come first and they don't realise
how that impacts on their health. Do you know what | mean? For whatever reason.
P4- | think they deal with their health problems when it becomes a crisis rather than
looking at prevention, than dealing with the problem, basically. Then look for
assistance.

P3- And it's constantly firefighting, isn't it? It's not sort of saying, well, | need to go
for a check-up. We don't see that happening very often in the community.” (Health

board 1, community partner)

5.5.2.3 A lay system of healthcare

Consulting friends, family members and support workers for advice on symptoms before

visiting the doctor was described as the norm in the community. Members of public

reported seeking advice from individuals who were perceived as trusted and/or

knowledgeable, such as elders or their spouse. The community partners and healthcare

professionals suggested that this served the function of seeking reassurance about a

symptom. They proposed that the quality of advice given was shaped by the advice givers’

previous experiences within the health service, where negative past experiences such as
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pain or embarrassment during diagnostic testing were relayed to the individual seeking
advice, and in turn prolonged their symptom presentation. Positive experiences within the
health service resulted in good quality advice, and pressure from family members and
friends to seek medical help following symptom disclosure was thought to accelerate the
help seeking process. Sometimes the advice giver would falsely reassure the individual that
there was nothing to worry about in order to minimise anxiety about symptoms, so

symptom presentation was prolonged.

“I'd say most of our tenants who've caught cancer early have been ones with
support in place where there has been that support worker who's noticed subtle
changes in behaviour... “Let me make an appointment for you, I'll come with
you”...And that has pushed it along. | think left to their own devices, a lot of our
tenants, particularly the men...particularly older gentlemen who don't have family
around, are on their own. And quite often, I've found, in sheltered, is that they
reach quite advanced stages of cancer before [diagnosis].” (Health board 2,

community partner)

“Mod- Do you think there is anywhere else they go with concerns about potential
symptoms, other than to the GP?

P- Their mother.

P- The family. Family and friends.

Mod- Do you think that people would go to family and friends and then call it a day
there?

P- Sometimes.

Mod- And do you think that's a problem?

P- Yes. Because you always get the one member who always knows, whatever test
“It was horrendous. Needle that big. They do this to you and they do that to you.”
You never hear the people who had the tests or the operations, | came through it
lovely. Had a good time. You always have eight or nine, had the most horrendous
time. “l wouldn't do that, | wouldn't have that done. Not for the life o