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ABSTRACT

This work stems from an increased effort to improve cancer survival rates through
earlier diagnosis, which itself may be achieved through prompt medical help-seeking for
symptoms. This thesis focuses on responses to symptoms potentially indicative of a
gynaecological cancer; a group of cancers that pose a significant threat to women, and

yet are under-represented in the literature.

Four studies were conducted. Studies One and Two (n=1392 and n=1000, respectively)
were population-based surveys of women, measuring awareness of cervical and ovarian
cancer risk factors and symptoms, respectively. Study two also measured hypothetical
help-seeking. Study three was a survey of a nationally-representative sample of women
(n=911), which explored responses to real symptoms that were potentially indicative of a
gynaecological cancer. Building on study three, study four explored responses to
symptoms at a deeper level, through in-depth, one-to-one interviews with women who
had recently, or were currently, experiencing a symptom potentially indicative of a

gynaecological cancer.

Awareness of symptom and risk factors for cervical and ovarian cancer was low overall.
Women anticipated seeking help promptly for symptoms of ovarian cancer, however,
when faced with real symptoms, outside of the context of cancer, help might not be
sought as promptly. | found that women with symptoms respond in many different ways.
Mapping my findings onto the Model of Pathways to Treatment, | identified a number of
different influences which may be more important at the appraisal stage, including what
can be expected as part of being a woman and those which may be more important at

the help-seeking stage, such as feeling justified in seeking help.

More education is needed about the symptoms and risk factors for gynaecological
cancers. Further, campaigns encouraging women to seek help for symptoms should
include messages which target those variables that may lead women to wait longer

before seeking help, such as misattribution of symptoms.
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CHAPTER ONE - GYNAECOLOGICAL CANCERS IN THE UNITED KINGDOM

1.1 Overview

Recent European and global publications have demonstrated that one-year survival
rates for many cancers, including some gynaecological cancers (a group of cancers
consisting of ovarian, cervical, uterine, vaginal and vulval cancers) are lower in the
United Kingdom (UK) than they are in comparable countries (Coleman et al., 2011; De
Angelis et al., 2014). One-year survival rates are a proxy for stage at diagnosis as lower
one-year survival rates suggest that the disease has been growing for some time before
being diagnosed, and higher one-year survival rates suggest that the disease was
detected earlier in its progression. As such, early diagnosis of cancer is thought to play a
key role in survival rates, and consequently in the reduction of mortality rates. A major
part of the remit of global and national government policies on cancer (discussed below)
is to improve survival rates through earlier diagnosis, and it is thought this may, in part,
be achieved through education about the risk factors and symptoms of cancer and

through encouraging prompt help-seeking in symptomatic individuals.

Throughout this thesis, | have aimed to answer the following questions:

1. How much do women in the United Kingdom currently know about gynaecological
cancer symptoms and risk factors?

2. What variables predict time to hypothetical help-seeking for symptoms of ovarian
cancer?

3. How do women respond both behaviourally and emotionally to symptoms which
may indicate a gynaecological cancer?

4. What factors explain the different behavioural and emotional responses women may

have to an experienced symptom of a gynaecological cancer?
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1.2 Definition of early diagnosis

This thesis is concerned with encouraging prompt help-seeking, which may increase
earlier diagnosis and, in turn, improve UK survival rates for gynaecological cancers.
Throughout this thesis, | have used the term, ‘earlier diagnosis’. This term is
polysemous, potentially meaning that a cancer is diagnosed soon after patient
presentation, or that the cancer is diagnosed earlier in its clinical progression. In the
medical literature this term usually means the latter, and it is this definition that | have
used in my thesis. | have also referred to the term, ‘help-seeking’ within this thesis,
which refers to seeking medical attention (usually from a GP) following detection of a
symptom or a bodily change, which may be indicative of a gynaecological cancer, as
opposed to non-symptomatic help-seeking (for example, attending screening for pre-

cancerous cells or early cancers).

1.3 The importance of the early diagnosis of cancer

The latest available UK statistics (covering the period from 2008 to 2010) reveal an
average of over 320,000 registrations of newly diagnosed cases of cancer per annum in
the UK, of which just under 160,000 were in women. Over the same period, there was
an average of just under 75,000 cancer deaths in women (156,244 in total) (Office for

National Statistics, 2012a).

A number of studies in the past few years have shown that survival rates in the UK are
falling behind those observed in countries with similar spending and similar cancer plans
for many cancers, including some gynaecological cancers (Coleman et al., 2011; De
Angelis et al., 2014). It has been argued that, if Britain equalled the mean European
survival rate for cancer during the period 1985 to 1999, up to 7000 deaths a year that
occurred within five years of diagnosis could have been avoided; if we matched the
highest European survival rates, this figure could have been 13,000 in the period from

1985 to 1994 and 11,500 in the period from 1995 to 1999 (Abdel-Rahman, Stockton,
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Rachet, Hakulinen, & Coleman, 2009). Although the authors of the report that made this
estimate did not differentiate between the proportion of avoidable deaths attributable to
different stages of the diagnostic and treatment pathway (such as time to diagnosis or
delays in treatment), it is likely that earlier diagnosis of a number of cancers could

considerably increase survival rates in the UK.

Currently screening only exists at national levels for breast, cervical and bowel cancer
(Public Health England, 2013), although feasibility trials are currently being carried out
for stratified ovarian cancer screening, which are discussed in more detail below. The
bowel screening programme aims to detect asymptomatic early stage cancers and
bowel polyps, which may develop into cancers. The breast screening programme aims
to detect a cancer that has already begun, albeit in the early stages, whereas the
cervical screening programme aims to prevent abnormal cells from developing into
cervical cancer, rather than detecting existing cancers. However, for the many other
types of cancer for which there is no screening programme (including (currently)
ovarian, vaginal, vulval and uterine cancers), early diagnosis achieved through prompt

patient help-seeking and diagnosis is key. Again, this is discussed further below.

1.4 Cancer policies and NAEDI

Reducing cancer incidence and mortality and improving outcomes in cancer patients (for
example through increasing patient quality of life) is a global issue, and guidance for, as
well as publications on, international cancer policies are directed and coordinated by
The World Health Organisation® (WHO) (within the United Nations system). These
policies and guidance are informed by findings from global research on cancer via the

WHO'’s specialised cancer agency, the International Agency for Research on Cancer’

! http://www.who.int/about/en/

2 http://www.iarc.fr/en/about/index.php
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(IARC), who are responsible for promoting international collaboration in cancer

research.

WHO recommends that each nation should have a cancer plan that sets goals to
improve cancer outcomes through reducing incidence and mortality and increasing
quality of life in cancer patients (World Health Organization, Geneva, 2002). These
cancer plans may vary between nations, due to different needs, resources and health
systems, although WHO advises that, for all cancer plans, the aim should be to lower
cancer incidence and improve the lives of cancer patients, irrespective of resource
constraints within any given nation (World Health Organization, 2014). To support
nations (and in particular lower and middle income countries), between 2006 and 2008,
WHO published a series of six modules offering advice on the implementation of cancer
control programmes, including a guide for early detection, which states that the two

strategies for such are early diagnosis and screening (World Health Organization, 2007).

In keeping with the above recommendations, all four of the constituent countries of the
UK have their own cancer plans. The most recent cancer plan in England is the
‘Improving Outcomes: A strategy for cancer (Department of Health, 2011b) document.
In Wales, the most recent plan is the document, ‘Together for Health — Cancer Delivery
Plan’ (Welsh Government, 2012), in Northern Ireland it is ‘A Cancer Control Programme
for Northern Ireland’ (Northern Ireland Cancer Network, 2008) and in Scotland it is,

‘Better Cancer Care, An Action Plan’ (NHS Scotland, 2008).

Each of these plans explicitly mentions the importance of earlier diagnosis of cancer, for
example, in the document, ‘Improving Outcomes: A strategy for cancer’ (Department of

Health, 2011Db), it is stated that,

“later diagnosis in England is a major explanation for poorer survival rates
and, if patients were diagnosed at the same earlier stage as they are in other

countries, up to 10,000 deaths could be avoided every year. We know that
18



95% of patients present with symptoms and that nearly a quarter of all
cancers are diagnosed through an emergency route. The scale of the
challenge is clear” (p. 42).

Moreover, each of these plans sets out specific targets for increasing the number of
earlier diagnoses, and in turn reducing mortality. For example, the latest ‘Improving
Outcomes: A strategy for cancer progress report (NHS England, 2013) revealed
promising improvements in early diagnosis, partly through the ‘Be Clear on Cancer

programmes run both nationally and regionally (NHS Choices, 2013a).

Some of these cancer plans have led to, or have been informed by, initiatives and
strategies to promote earlier diagnosis. For example, as part of the prioritisation of
diagnosing more cancers earlier, the Cancer Reform Strategy in England (Department
of Health, 2007), which precedes the current plan, announced the establishment of the
National Awareness and Early Diagnosis Initiative (NAEDI) (Cancer Research UK,

2013g).

In 2008 NAEDI was formally launched as a partnership between the Department of
Health (DoH), the National Cancer Action Team (NCAT) and Cancer Research UK
(CRUK). The aim of the initiative is to support research that seeks to increase earlier
diagnoses of cancer in England. Within NAEDI there are four work streams, namely:
‘Achieving early presentation by public and patients’, ‘Optimising clinical practice and
systems’, ‘Improving GP (General Practitioner) access to diagnostics’, and ‘Research,
evaluation and monitoring’. Work stream 1 (‘Achieving early presentation by public and
patients’) is concerned with achieving prompt patient presentation with symptoms to
primary care, which includes increasing awareness of the symptoms of cancer. The full

NAEDI pathway can be seen in Figure 1.1, below.
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Low public awareness and/or
negative beliefs about cancer

Difficulty
accessing >
primary care ¥ X v
Late presentation Low uptake Emergency
toaGP of screening presentations

Delays in
primary care

A4 v v

Late presentation to hospital services

Delays in secondary care >

A 4

More advanced
disease at diagnosis

| Poor survival rates |

l

I Avoidable deaths |

Figure 1.1. The NAEDI pathway (source: Richards, 2009)

As part of work stream 1, the Cancer Awareness Measure (CAM) (Stubbings et al.,
2009) was developed. This tool measures cancer awareness (including warning signs
and symptoms and risk factors) and can be used in research to help identify
relationships between awareness and barriers to help-seeking and intention to seek
help. Since the introduction of the CAM, several site-specific CAMs have been
developed and implemented in research on awareness in various cancers (for example,
Power, Simon, Juszczyk, Hiom, & Wardle, 2011; Simon, Wardle, et al., 2012). Two of
these site-specific measures were used to collect data in two of the studies presented in

this thesis (studies one and two), and can be seen in Appendices 1 and 2.

1.5 The importance of a focus on early diagnosis of gynaecological cancers
The importance of early diagnosis of cancer has been demonstrated above. In my thesis
| have attempted to identify factors that may influence the early diagnosis of this group

of cancers, with a particular focus on patient help-seeking for symptoms that may
20



indicate a gynaecological cancer. Below | have discussed why increasing earlier

diagnosis of gynaecological cancers is a worthy research topic.

1.6 Gynaecological cancer incidence in the United Kingdom

Gynaecological cancers (uterine, vaginal, cervical, ovarian and vulval cancers) as a
group are a considerable burden in the UK, accounting for around 12% of new female
cancer diagnoses annually (Cancer Research UK, 2013e, 2013f; Office for National
Statistics, 2012a). Put in context, gynaecological cancers are equal in incidence to lung
cancer and are second only to breast cancer (which accounts for 31% of new female
cancer diagnoses (Office for National Statistics, 2012a)). Gynaecological cancers are
also responsible for 9% of female cancer deaths, making them the fourth most lethal
malignancy in UK women after lung (21%), breast (16%) and colorectal cancers (10%)

(Cancer Research UK, 2013e, 2013f; Office for National Statistics, 2012a).

1.6.1 Trends in incidence

The most recent data available for vaginal cancer in UK women shows an incidence
level of 0.6 per 100,0000 women in 2011, a figure that has remained unchanged since
2004 (Cancer Research UK, 2014b). Incidence of vulval cancer has marginally (but
steadily) increased over the last few years, from 2.3 to 2.6 per 100,0000 women over

the same period (Cancer Research UK, 2014c).

Latest available data on incidence in the UK (Office for National Statistics, 2007, 2012a)
show an increase in incidence of cervical cancer from 8.5 per 100,000 in 2001-2003 9.3
in 2008-2010. However, these figures are presented as three yearly averages (to reduce
the effects of random variation in small numbers over time), and the 2008-2009 period
covers the period during the well-publicised cervical cancer diagnosis and subsequent
death of a young reality television star, Jade Goody in 2009, which led to an increase in

screening, follow-up and colposcopy attendances (known as ‘the Jade Goody effect’),
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and likely resulted in an increased number of diagnoses in that year (Lancucki, Sasieni,

Patnick, Day, & Vessey, 2012).

Data from Cancer Research UK supports this explanation for the overall increase in
incidence during 2008-2009. For example, in 2008 incidence was 8.8 per 100,000, in
2009 it was 10.3 and in 2010 it dropped again to 8.4 (Cancer Research UK, 2014a).
However, there is evidence that in some UK populations, incidence has increased,
independently of the rise attributable to ‘the Jade Goody effect’, and independent of a
possible effect of the increase in the age at first cervical screening from 20 to 25 years in
2003 (National Health Service Cervical Screening Programme, 2003) (which could have
potentially led to more incident cases of cervical cancer). For example, Patel et al.
(2012) found evidence of an increase in incidence of cervical cancer in women aged 20-
29 in the North-East of England (NE) after excluding cases from 2009 (the period during
which ‘the Jade Goody effect’ was most evident). Moreover, data from Wales (where the
age of first screen has not increased, and remains at 20 years), showed a significant
and similar increase in incidence to the data from the NE, suggesting that the increase
in incidence observed in the latter may not have been a result of the increase in age at
first screen. This finding is further supported by analyses carried out by Sasieni,
Castanon, and Cuzick (2009), which showed that screening women aged 20-24 has little
to no impact on invasive cervical cancer rates in women under 30 years old. Patel et al.
(2012) conclude that the rise in incidence in the NE may be the result of an increase in
exposure to background risk factors, such as the Human Papillomavirus (HPV), leading
to an increase in high grade cervical intraepithelial neoplasia. There is evidence then,
that in some UK populations, incidence of cervical cancer may be increasing. However,

in the UK as a whole, it seems that incidence is reducing.

Incidence of uterine cancer has increased in recent years, from 15.4 per 100,000
women in 2001-2003 to 19.1 in 2008-2010 (Office for National Statistics, 2007, 2012a).

This increase may largely be down to an increase in obesity in British women. In 2007,
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Reeves et al. explored cancer incidence in relation to body mass index (BMI) in a
sample of over one million women, as part of the Million Women Study®. They found that
the relative risk (RR) for endometrial cancer (the most common type of uterine cancer
(American Cancer Society, 2013)) increased almost three fold for each 10 point increase
in BMI after adjusting for other potentially influential factors such as age, geographical
region, socioeconomic status (SES), age at first birth, parity, smoking status, alcohol
intake, physical activity, and, where appropriate, time since menopause and use of
Hormone Replacement Therapy (HRT). Given that the proportion of obese women in
England rose from 16.4% in 1993 to 25.9% in 2011 and the proportion of overweight
women rose from 48.6% to 58.4% in the same period (Health and Social Care
Information Centre, 2013), this explanation of the increase in incidence of uterine cancer

seems likely.

Conversely, ovarian cancer incidence has actually reduced steadily (although
marginally), from 18 cases per 100,000 UK women in 2001-2003 to 16.6 cases in 2008-
2010 (Office for National Statistics, 2007, 2012a). One possible reason for this decrease
in incidence is an increase in contraceptive pill use. Behaviours that interrupt the
ovulation process, such as oral contraceptive use, have been shown to have a long
lasting protective effect for ovarian cancer. For example, in their 2008 study, the
Collaborative Group on Epidemiological Studies of Ovarian Cancer obtained and
reanalysed original data exploring oral contraceptive use and ovarian cancer risk from
45 epidemiological studies carried out in 21 countries. The reanalysis included data from
23,257 women diagnosed with ovarian cancer and 87,303 women without. The authors
found that the overall relative risk of ovarian cancer decreased by a fifth (20%) for every
five years of oral contraceptive use, and that the protective effects can last for decades.
Furthermore, there is evidence that just under 20% of incident ovarian cancers in the UK

are attributable to reproductive factors (Parkin, Boyd, & Walker, 2011).

3 s
www.millionwomenstudy.org
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It should be noted, however, that the drop in ovarian cancer incidence in recent years
amounts to only one case in every 100,000 women and it remains that almost 7,000
women a year are diagnosed with this malignancy. Given the overall burden of
gynaecological cancers, and the increase in incidence for some of them, it is important
to strengthen efforts to reduce incidence and increase survival rates. The most recent

available incidence data for all of the gynaecological cancers can be seen in Table 1.1.

Table 1.1 Latest available statistics on incidence of gynaecological cancers in the

UK

Cancer type Incidence rate per 100,000 Dates covered
Uterine cancer 19.1* 2008-2010
Ovarian cancer 16.6* 2008-2010
Cervical cancer 8.4 2010
Vulval cancer 2.6 2011
Vaginal cancer 0.6 2011

*Three yearly average, per annum

1.7 Gynaecological cancer survival rates and stage at diagnosis

1.7.1 One-year survival rates in the UK and comparison with other countries
The most recent available data for the UK (2004—2007) show that the net one-year
survival rate for ovarian cancer is 68.6% (Maringe et al., 2012). For cervical cancer it is

87%, for uterine cancer it is 91%, for vulval cancer it is 85% and for vaginal cancer, it is

70% (Elleray, 2013b). These rates can be seen in Table 1.2.
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Table 1.2 Latest available statistics on one-year survival rates for gynaecological

cancers in the UK

Cancer type Survival rate Dates covered
Uterine cancer 90.7% 2005-2009*
Cervical cancer 87% 2005-2009*
Vulval cancer 85% 2005-2009*
Vaginal cancer 70% 2005-2009*
Ovarian cancer 68.6% 2004-2007

* Followed up to 2010

Logically, any survival rate below 100% would suggest that more could be achieved.
However, it is unlikely that any cancer will reach 100% survival at one year in the near
future. A better way of determining whether or not there is a realistic probability of
improving survival rates for any given cancer in the UK is to compare survival rates to
other countries with similar cancer plans. If the UK falls short, this indicates that there
may indeed be room for improvement. In 2009, Sant et al. published the results of such
a comparison. They reported survival rates across European countries and compared
these with the European average one-year survival rates for each cancer in patients
diagnosed in 1995 to 1999. The authors found that one-year survival rates across UK
countries for ovarian cancer were considerably lower than the European rate (60%-61%
versus 67% respectively). This finding was also reflected in more recent data from the
International Cancer Benchmarking Partnership, which also reported lower one-year
survival rates for ovarian cancer in the UK compared to other countries with similar

cancer plans (Coleman et al., 2011).

The cervical cancer one-year survival rate was also lower than the European average
(78%-81% versus 84%). For vaginal and vulval cancers (77%-83% versus 79%) and

uterine cancers (86%-92% versus 90%), there were no real differences (Sant et al.
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2009). However, more recent data have shown that one-year uterine cancer survival
rates in England (60%) are significantly lower than the European average (67%). This
data also confirmed that one-year survival rates for both cervical (81%) and ovarian
cancer (60%) were significantly lower than the European average (84% and 67%
respectively) (Thomson & Forman, 2009). Although there appears to be no real
difference in survival rates between UK countries and Europe for vaginal and vulval
cancers, reported survival rates are still noticeably lower than the highest rates observed
in Europe at that time (95% in Iceland) (Sant et al. 2009). These data suggest that better
survival rates could be achieved for gynaecological cancers in the UK. Earlier, |
demonstrated the importance of earlier diagnosis of cancers in terms of achieving
improved survival rates, and below | have discussed how we might improve survival

through earlier diagnoses of gynaecological cancers.

1.7.2 Survival by FIGO stage and stage distribution at diagnosis

At diagnosis, gynaecological cancers are categorised by FIGO (International
Federation of Gynecology and Obstetrics) stage. Staging enables clinicians to determine
how advanced the cancer is and what treatment would be most appropriate. It is also
used to provide an indication of the likelihood of survival overall and at one-year or five-
years. Earlier stage diagnoses (stages | or Il) are generally associated with better
prognoses than later stage diagnoses (stages Ill and V). Consequently, increasing the
proportion of earlier stage diagnoses of cancer is frequently posited as a way of
increasing survival rates. For example, ovarian cancers diagnosed at FIGO stage | have
a survival rate of 92% compared to those diagnosed at stage IV, which have a survival
rate of just 6% (Cancer Research UK, 2013c). It follows that countries with poorer
survival rates may have a higher proportion of cancers diagnosed at later stages than

comparable countries with better survival rates.
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Data on stage distribution (the proportion of cancers diagnosed at each FIGO stage)
could confirm the hypothesis that countries with poorer one-year survival rates have
higher rates of later stage diagnoses than countries with better survival rates. However,
in the UK there is an acknowledged lack of national cancer staging data for many
different cancers (House of Commons Committee of Public Accounts, 2011; Welsh
Government, 2012), with national staging information only available for around 40% of
diagnosed cancers in 2010 (Department of Health, 2011a) (although at least in some
areas this is improving (for example, London Cancer Alliance, 2012; NHS Wales,

2013)).

UK gynaecological cancer incidence by stage data could only be found for ovarian
cancer (Maringe et al.,, 2012). For cervical cancer, | could only locate these data
individually for Northern Ireland (Donnelly, 2013), Wales (White, 2013), and England
(NHS Cancer Screening Programmes, 2012). For uterine cancer, stage distribution data
is only available for parts of England covered by the Eastern Cancer Registration &
Information Centre (Norfolk, Suffolk, Cambridgeshire, Essex, Bedfordshire and
Hertfordshire) (The National Cancer Registration Service (NRCS) Eastern Office, 2013),
Wales (White, 2013) and Northern Ireland (Donnelly, 2013). No stage distribution data
exist for vulval and vaginal cancers, which is likely to be the result of the rarity of these

cancers (Elleray, 2013a). All available data can be seen in Table 1.3 below.
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Table 1.3 Proportion of diagnoses by stage in the UK (and by country)

Ovarian cancer Cervical cancer Uterine cancer

%t Year* %t Year* ot Year*
England* Stage | 33.6 73.4 71.7
Stage Il 3.3 14.5 9.1

2009 2010-2011 2009
Stage lll  42.7 5.6 8.1
Stage IV 10.7 4.7 55
Northern  Stage | 21.1 56.4 55.6

Ireland
Stage Il 6.6 10.1 9.8
2007-2010 2007-2010 2007-2010

Stage |l 35.3 18.4 9.5
Stage IV 16.9 7.1 4.2
Wales Stage | - 51.9 63.6
Stage Il - 135 8.3

- 2011 2011
Stage |l - 135 9.9
Stage IV - 12.8 4.1

Scotland  Stage | - - -
Stage Il - - -
Stage Il - - -
Stage IV - - -

United Stage | 30.5 - ]

Kingdom  giage 1l 56 ; i

1995-2007 - -
Stage Il 37.8 - -

Stage IV 26.1 - -

Note: stage distribution data are not available for some cancers either in England or
in the UK. Available data are shown.

*Most recent data available, TSome missing data, where stage was not known or not
recorded

*Data shown for England for ovarian and uterine cancers relate to data from the parts
of England covered by the Eastern Cancer Registration & Information Centre
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In the UK, 64% of ovarian cancers are diagnosed at stages Ill or IV (Maringe et al.,
2012), where five-year survival rates are 22% and 6% respectively (Cancer Research
UK, 2013c). In England, over 10% of cervical cancer diagnoses in 2010/2011 were
made at stages Il and IV (NHS Cancer Screening Programmes, 2012). In Wales and
Northern Ireland, this figure was 26% (Donnelly, 2013; White, 2013). At these later
stages, five-year survival rates are between 30-50% for stage Ill and 20% for stage IV
(Cancer Research UK, 2012b). However, it should be noted that there are some cases
of cervical cancer that were not staged (around 8% in Wales and Northern Ireland
(Donnelly, 2013; White, 2013) and 14% in England (NHS Cancer Screening
Programmes, 2012)). This could be a result of the cancers being very early stage, which
were not recorded, or it could be a result of very late stage cancers that were
immediately treated in palliative care and were consequently not a priority for staging (as
it would not have informed the patients’ care at this stage). Alternatively, missing stage
information may be due to procedure within regional registries; some regions complete
their audit process before all of the staging data have become available for that period,
whilst others may wait until all of these data are available, and consequently delay the

audit process (NHS Cancer Screening Programmes, 2012).

In the areas covered by the Eastern Cancer Registration & Information Centre, Wales
and Northern Ireland, 14% of uterine cancer cases were diagnosed at stages Il and IV
(Donnelly, 2013; The National Cancer Registration Service, Eastern Office, 2009; White,
2013), where five-year survival rates are around 45% for stage Ill and 25% for stage IV
(Amant et al., 2005). However as with cervical, there were some unstaged cases (14%
in Wales, 21% in Northern Ireland and 6% in Eastern England (Donnelly, 2013; The
National Cancer Registration Service, Eastern Office, 2009; White, 2013)), which may
possibly have increased the proportion of later stage diagnoses. Moreover, with wide
differences in survival from early stage (stage I: around 85%) to late stage (stage IV:
around 25%) (Amant et al., 2005), any improvements in the number of women

diagnosed in the early stages of uterine cancer could be beneficial.
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The higher rate of earlier stage diagnoses for uterine cancer compared to the other
gynaecological cancers may be a result of the appearance of easily recognisable
symptoms (i.e. post-menopausal bleeding) early in disease progression (Amant et al.,
2005)). For example, Barak et al. (2013) found that of 220 women diagnosed with
endometrial cancer in their study, 81% had reported bleeding symptoms, of whom 86%
were diagnosed at stage | and 14% were diagnosed at stage Il or IV. As mentioned
above, there is a possibility that these unstaged cases may increase the proportion of
later stage diagnoses if they were to be staged. It should also be noted that data on
survival rates come from areas that are relatively affluent when compared to the rest of
the UK, and survival rates are known to be adversely affected by deprivation (Rachet et
al., 2010). Consequently the rates reported here may actually be higher than those in
the UK overall. Irrespective, given the differences in survival rates between early and
late stage uterine cancer, any increase in earlier stage diagnoses is likely to improve

outcomes.

As discussed, staging data are not available in the UK for many diagnosed cancers
(House of Commons Committee of Public Accounts, 2011), including vaginal and vulval
cancers. The lack of staging data for these cancers in particular may be due to their
relative rarity compared to other cancers (in 2010 there were 281 cases of vaginal
cancer in the UK (Cancer Research UK, 2013e) and 1,157 cases of vulval cancer
(Cancer Research UK, 2013f)), which results in a lower demand for this information. For
vaginal cancer in particular, lack of accurate staging data may also be affected by the
complexity of the processes involved in diagnosing these cancers as ‘true’ vaginal
cancers and not an extension of an undetected cervical cancer (Greenberg, 2013).
Moreover, historically, UK cancer registries have not been mandated to collect data on
stage for gynaecological cancers (other than for cervical cancer), although data capture

is improving (Elleray, 2013a).
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Where stage distribution data are not available, one-year survival rates can be used as
a proxy for later stage diagnoses, as mentioned above (National Cancer Intelligence
Network, 2010). Given that there are no data available for vaginal and vulval cancers,
we are reliant on these one-year survival rates to provide an indication of whether these

cancers are mostly being diagnosed at the later or earlier stages.

As | detailed earlier, the most recent data available show that the one-year UK survival
rates for vaginal cancer and vulval cancer are 70% and 85%, respectively (Elleray,
2013b). This would appear to suggest that vaginal and vulval cancers are mostly
diagnosed in the earlier stages. However, as this is only an indication, it is not possible
to definitively say that the majority of these cancers are diagnosed at the earlier FIGO
stages (I and II). For example, data from non-UK countries (including the USA, Canada,
Germany, France, Sweden and Australia) suggest that the majority of vulval (55%) and
vaginal (67%) cancers are diagnosed at FIGO stages I+, where one-year survival
ranges from 39.5% to 87.8% (Beller et al., 2003b) and 44.4% to 82.1% (Beller et al.,
2003a) respectively. These data may provide some indication of the stage distribution
for these cancers in the UK. In this context, despite the lack of staging data for vaginal
and vulval cancers, it may be wise to err on the side of caution and aim to look at ways
of encouraging earlier stage diagnoses; particularly given that the difference in survival
rate between earlier and later stage cancers is wide (85% for Stage 1 and 25% for
Stage IV (Cancer Research UK, 2013d)), and any increase in earlier diagnoses could

save lives.

The evidence discussed above shows that the UK has poorer one-year survival rates
when contrasted with other, comparable European countries for uterine, cervical and
ovarian cancers (Coleman et al., 2011; Sant et al., 2009; Thomson & Forman, 2009),
and that this may be the result of an unfavourable stage distribution in the UK for these
cancers. Rebalancing the stage distribution in the UK may lead to better outcomes for

most of the gynaecological cancers.
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For ovarian cancer, however, there has been a strong argument against this conclusion.
Recent data show that despite poorer one—year survival rates, the proportion of early
stage diagnoses in the UK is comparable to other countries, meaning that differences in
survival rates between countries cannot be explained by an unfavourable stage
distribution in the UK. In their 2012 study, Maringe et al. looked at cancer registration
data collected by the International Cancer Benchmarking Partnership (ICBP*) from
Australia, Canada, Denmark, Norway and the UK. Just over 20,000 women with a
diagnosis of ovarian cancer were included in the study. Age standardised one-year net
survival was lowest for UK women (69%) and higher in Denmark (73%), Canada (74%),
Norway (74%) and Australia (75%). However, 31% of women in the UK were diagnosed
at stage | (after imputation for missing data), compared to 22% in Norway and Canada,
and 20% in Denmark. FIGO stage data were not presented for Australia, although
SEER’ summary staging data (Young, Roffers, Ries, Fritz, & Hurlbut, 2001) for all
countries was presented. These data showed that 23% of diagnoses in Australia, 14% in
Canada, 12% in Denmark and Norway and 22% in the UK were localised disease
(limited to the organ of origin (National Cancer Institute, 2013)), which is generally
equivalent to FIGO stage | (confined to the organ of origin, Odicino, Pecorelli, Zigliani,
and Creasman, 2008). Although fewer women were diagnosed as having SEER defined
localised disease than were diagnosed as having FIGO stage | ovarian cancer, the
pattern remained broadly the same, with the UK having a higher proportion of earlier
stage diagnoses. The disparity in the proportions of early diagnoses between stage |
and localised disease is surprising, given the almost identical definitions for both stages.
This disparity does not seem to be a result of missing data, as the same amount were
missing for both SEER and FIGO staging for all countries (expect Norway, where 9% of

FIGO stage data were missing compared to 4% of SEER data). The differences in the

* The ICBP is a global partnership of clinicians, academics and policymakers across the UK, Canada,
Australia, Denmark, Norway and Sweden, founded to determine why and how cancer survival rates differ
between countries or jurisdictions. See http://www.cancerresearchuk.org/cancer-info/spotcancerearly/ICBP/
> The Surveillance, Epidemiology, and End Results program of the National Cancer Institute in the United
States, which groups cancer sites into localised, regional and distant stage, as opposed to the FIGO staging
(stages I, 11, lll, IV) system for gynaecological cancers.
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proportions of women diagnosed at stage | and those diagnosed as having localised
disease are therefore likely to be due to differences in classification processes between
the FIGO and SEER systems (for example, the FIGO system broadly has four stages,

whereas the SEER system has three).

These findings suggest that the lower one-year survival observed in the UK for ovarian
cancer when compared to the other countries in this study is not attributable to a lower
proportion of women being diagnosed with early stage disease; rather, it may be a result
of poorer management of the women diagnosed at more advanced stages. However,
there were a substantial amount of missing data in this study, which was most evident in
the UK registry data (32% of FIGO staging data were missing, compared to 25% in
Canada, 23% in Denmark and 9% in Norway). The large amount of missing data in the
UK is unsurprising, given the acknowledged deficiency in stage recording in the UK

described above (Department of Health, 2011a).

The authors used multiple imputation by chained equations to deal with the missing
data, which reduced the proportion of stage | diagnoses in the UK from 33% to 31%,
although the proportion was still considerably higher than the proportion of earlier stage
diagnoses in the other countries. Although it could be argued that such a large
proportion of missing data in the UK may well have led to an overestimation of the
proportion of earlier stage diagnoses in that country, even if we were to assume that all
of the missing cases were later stage diagnoses, the UK still would have a favourable
stage distribution compared to the remaining countries (for example, if all missing cases
were stage 1V, this would still mean that 26% of cases were stage I, which is still higher

than the proportion found in the remaining countries).

Nevertheless earlier diagnosis could still improve outcomes for ovarian cancer. For
example, the majority of high-grade serous ovarian cancers (HGSCs) (which are

included in Type Il epithelial ovarian cancers; responsible for the majority of all ovarian
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cancer mortality (Brown & Palmer, 2009)) originate outside the ovaries (possibly in the
fallopian tubes (Hunn and Rodriguez, 2012)), spreading to the ovaries as they progress
(Gilbert et al., 2012). This results in these tumours becoming advanced-stage earlier in
their development (Cho & Shih, 2009). For Type Il ovarian cancers, prognosis is
influenced by tumour volume, not stage (Kurman et al., 2008), and moving the focus of
early diagnosis for ovarian cancer from earlier stage to detection of low volume disease
in Type Il cancers, or earlier diagnosis of HGSCs, could substantially improve outcomes

(Gilbert et al., 2012).

1.8 Increasing earlier stage diagnoses

In light of the evidence that it may be possible to increase the proportion of earlier stage
diagnoses (or in the case of ovarian cancer, lower volume disease diagnoses in Type Il
cancer) for some gynaecological cancers in the UK, which would ultimately improve

outcomes, it is necessary to determine how such an improvement might be undertaken.

1.8.1 Screening programmes

In 1988, the NHS introduced the national cervical cancer screening programme, a call-
recall programme designed to detect potentially cancerous or pre-cancerous
abnormalities in the cervix, which led to a considerable drop in cervical cancer incidence
(Peto, Gilham, Fletcher, & Matthews, 2004). In 2008, in a further bid to reduce incidence
of cervical cancer, the NHS introduced the HPV vaccination programme, designed to
protect women against infection with HPV types 16 and 18, which are known to jointly
cause up to 71% of cervical cancer cases (Mufioz et al., 2004). The vaccine is offered
to girls aged 12-13 in a bid to protect against HPV infection before they engage in
sexual activity, whereby they might contract the virus, although it was also offered to
girls aged up to 18 as a catch-up programme (NHS Cervical Screening Programme,

2013).
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However, even with the existence of a highly effective screening programme, there were
still an average of 951 deaths attributable to cervical cancer annually in the UK during
2008-2010 (Office for National Statistics, 2012a). One possible reason for this is the
failure of the programme to reach full coverage; the most recent available statistics show
that 27% of women aged 30-34 and 24% of women aged 35-39 (the highest incidence
age groups (Cancer Research UK, 2013b)) are not up-to-date with screening (Health &

Social Care Information Centre, 2012).

Further, attendance in these age groups has started to show a slight downward trend in
recent years, from 72.8% in 2010 and 2011 to 72.7% for women aged 30-34, and from
76.9% in 2010 and 76.5% in 2011 to 76.1% in 2012 for women aged 35-39 (Health &
Social Care Information Centre, 2012). Recent data show that the majority of
unscreened women who were diagnosed with a cervical cancer in the age groups 20-34
and 35-49 were diagnosed at later stage of cervical cancer (FIGO stage IB+) (NHS
Cancer Screening Programmes, 2012). In never-screened women aged 20-29, 80% of
those diagnosed with cervical cancer were diagnosed at stage 1B+, including 32%
diagnosed at stage Il+ (Castanon, Leung, Landy, Lim, & Sasieni, 2013). Although the
data show that the stage distribution is favourable for cervical cancer, with most cases
diagnosed in the earlier stages, there is still opportunity for improvement in the number

of earlier diagnoses in women who do not attend screening.

Moreover, although the HPV vaccination programme will likely reduce incidence further,
including in unscreened women, the effects of this vaccine will not be seen until the first
vaccinated cohort in England reaches the age group at which cervical cancer begins to
peak in incidence (i.e. age 30-39 years (NHS Cancer Screening Programmes, 2011)).
The HPV vaccination programme aimed to protect all girls born on or after 1990 (NHS
Cervical Screening Programme, 2013). Consequently, a reduction in incidence will not
be seen until around 2025, although we should start to see a drop in abnormal cytology

earlier than this date.
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Currently there are no national gynaecological cancer screening programmes except for
cervical, although trials exploring the feasibility of introducing a screening programme for
post-menopausal women and for women with a significant family history are underway.
These are the UKCTOCS (UK Collaborative Trial of Ovarian Cancer Screening) (UCL
and UCLH NHS Foundation Trust, 2008) and UK FOCSS (UK Familial Ovarian Cancer

Screening Study (UCL and UCLH NHS Foundation Trust, 2011) respectively.

UKCTOCS is a large, randomised controlled trial with a primary outcome measure of
ovarian cancer mortality at seven years from baseline in 202,638 post-menopausal
women aged 50-74 years. The trial has three arms; a control group (n=101,359), a
group where participants are offered annual screening with serum CA125 as the primary
test and CA125 and transvaginal ultrasound scans (TVSs) as the secondary test
(n=50,640) and a group where participants are given an annual TVS as the primary test
and repeat TVS in 6-8 weeks as the secondary test (n=50,639). Initial findings are

promising in terms of feasibility, but final results are awaited (Menon et al., 2009).

UK FOCSS is a slightly smaller trial, with a single arm, but two phases. The primary
outcome is the sensitivity, specificity and positive predictive value for the detection of
primary epithelial ovarian and fallopian tube cancer in women with a minimum lifetime
risk of ovarian cancer of 10% (based on family history or predisposing mutations).
Phase | of the trial comprised annual TVSs and CA125 measurements. Phase Il of the
trial comprised CA125 screening every four months and annual TVS. From the Phase |
data, the authors concluded that more frequent screening (<one year between screens),
strict adherence to screening schedules and fast responses to abnormal results may
increase the proportion of earlier stage diagnoses (Rosenthal et al., 2013), although the

results from Phase Il are still awaited.

Both the UKCTOCS and UK FOCSS trials are important in determining whether it is

feasible to carry out screening for ovarian cancer, both in older women and in women
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who have a higher predisposition to the disease. However, at present, it is not possible

to say whether screening for ovarian cancer will be a possibility.

1.8.2 Help-seeking

In the absence of effective national screening strategies for most gynaecological
cancers, early diagnosis is reliant upon timely patient help-seeking and appropriate
action by healthcare professionals at patient presentation (i.e. appropriate investigations
and/or referral to secondary care). In the literature, ‘patient delay’ is defined as the
period from first detection of a symptom to the point at which medical attention is sought
(de Nooijer, Lechner, & de Vries, 2001). In this thesis, the phrase ‘time to help-seeking’
has been used where possible, as opposed to the term ‘patient delay’, except where

discussing literature that has used the latter term.

Although widely used in the literature, the term, ‘patient delay’ is problematic for a
number of reasons. For example, it assumes a conscious decision not to seek help,
inferring that blame for any delays in help-seeking should be placed on the patient, and
ignores other factors which may have led to a longer time to help-seeking such as
access to a healthcare provider (Coates et al., 1996). It has been suggested that the
term, ‘patient delay’ should be abandoned altogether and replaced with the terms,
‘appraisal interval’ (the time taken to interpret bodily changes or symptoms) and ‘help-
seeking interval’ (the time taken to act upon these interpretations and to seek help)
(Weller et al.,, 2012). These terms are also used in the most recent model of help-
seeking behaviour, the Model of Pathways to Treatment (Walter, Webster, Scott, &

Emery, 2012), which is discussed in detail in Chapter Two.

Another criticism of the term, ‘patient delay’ is that the term is inconsistently used (Scott
& Walter, 2010). Although it is generally understood that ‘patient delay’ refers to the time

period between first noticing a symptom and seeking medical help for that symptom (for

37



example, Facione, Miaskowski, Dodd, and Paul, 2002), the length of time that
constitutes ‘delay’ has not always been clear or well-defined. The majority of the
literature has traditionally used Pack and Gallo’s often-cited seminal research paper to
determine the period of ‘patient delay’ (Pack & Gallo, 1938). This paper argues that it is
reasonable for a patient to take up to three months to seek help for a symptom that may
indicate cancer, but a longer period of time taken to seek help would be deemed
‘undue’, although these time periods appear to be arbitrary, do not appear to be based
on any clinical evidence, and may not be appropriately applied across all patients, all
symptoms and all illnesses (for example, Andersen, Vedsted, Olesen, Bro, &
Sendergaard, 2009; Bish, Ramirez, Burgess, & Hunter, 2005; Burgess et al., 2006).
However, some of the literature has defined ‘patient delay’ as having occurred after

much shorter periods of time (Hunter, Grunfeld, & Ramirez, 2003).

Although an inconsistency with regards to what period of time should be referred to as
‘delay’ has been noted within this body of literature, perhaps it may be more appropriate
to explore what influences a longer time to help-seeking. For example, not all cancer
tumours behave in a similar manner; speed of tumour growth and symptom progression
can vary (Ford & Mitchell, 1999), meaning that it may be appropriate to seek help
sooner for some tumour types than for others. Exploring a longer time to help-seeking
then, rather than exploring what influences having waited for longer than a specific time-

point may be more appropriate.

Although there is currently a national screening programme for cervical cancer, it is still
important to explore reasons for a longer time to help-seeking for this gynaecological
cancer, given that not all eligible women are attending and there are still a considerable
number of both incidences and deaths from this cancer, as discussed above.
Encouraging timely patient help-seeking is particularly important when considering the
proportions of women diagnosed with a gynaecological cancer through emergency
presentation or by death certificate only (for example, 33% of ovarian and 8% of uterine

cancers in 2006-2008, Elliss-Brookes et al., 2012). However, research suggests that
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women do not always seek help in a timely manner, nor do they always receive a timely

diagnosis (for example, Evans, Ziebland, and McPherson 2007).

We know that at least for some of the gynaecological cancers, there are detectable
symptoms in the earlier stages. For example, in ovarian cancer, the evidence shows that
abdominal and pelvic pain may be present in over half of women with earlier stage
disease (Hamilton, Peters, Bankhead, & Sharp, 2009) and that urinary symptoms are
more likely in earlier stage disease than in later stage disease (Webb et al., 2004).
Given the existence of detectable, earlier stage symptoms, we need to understand why
some women may wait longer before seeking help for symptoms which may be

indicative of a gynaecological cancer.

1.9 Summary

The above has established that there is room for improvement in survival rates for
gynaecological cancers in the UK, and that this may be achieved through increasing the
proportion of lower volume tumour diagnoses in ovarian cancer and increasing earlier
stage diagnoses for the remaining gynaecological cancers. Increasing the proportion of
earlier stage or lower volume tumours in these cancers may be realised through

encouraging prompt help-seeking upon symptom presentation.

In the next two chapters | have explored the literature on variables associated with time
to help-seeking for female cancers and the literature on models of health behaviour or
help-seeking. This will increase understanding of the help-seeking process, and where
the associated variables may be most influential. In Chapter Four, | have laid out the
aims of the following chapters (Chapters Five, Six, Seven and Eight) which will report on

new data and analyses.
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CHAPTER TWO - MODELS OF HEALTH BEHAVIOUR AND HELP-SEEKING

2.1 Introduction
2.1.1 Background

In the previous chapter, | discussed the importance of early diagnosis of gynaecological
cancers, and how this might be achieved through encouraging prompt help-seeking
once symptoms appear. | concluded that by encouraging prompt help-seeking, it may be
possible to increase the proportion of earlier stage diagnoses of these cancers, and, as
such, improve survival rates. However, in order to encourage prompt help-seeking, it is
important to understand the processes and stages that women may experience and

move through respectively, on the pathway from detection of a symptom to action.

As mentioned in the previous chapter, a longer time to help-seeking (patient delay) is
defined in the literature as the time period between becoming aware of a symptom and
seeking medical attention for the symptom (de Nooijer et al., 2001). However, this
pathway is complex, and many different variables can influence how an individual
moves through it. The factors that influence help-seeking behaviour are discussed in-

depth in the next chapter.

The idea that a symptom may be perceived and evaluated differently and acted upon (or
not), depending upon different factors (such as the socio-demographic characteristics of
the person experiencing that symptom) has previously been defined as fillness
behaviour’ (Mechanic & Volkart, 1960). More recent research has expanded on this, and
has demonstrated that medical help-seeking is not necessarily a linear or simple
process (Corner & Brindle, 2011). Individuals may choose routes other than seeking out
a medical practitioner, such as self-management or looking for advice on the internet.
Models of heath behaviours aid our understanding of the complex processes involved in
deciding that one is ill, that one needs help, and how one might go about accessing that

help.
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2.2 Models of patient delay (help-seeking)

Within the health psychology literature, several models have been widely used to
provide frameworks within which we can understand or predict responses to a health
threat or utilisation of health services. These models often describe a number of different
factors that may interact to determine a health behaviour. However, despite the
development of models developed specifically to understand ‘patient delay’, such
models have not been used consistently within the literature (Scott & Walter, 2010;
Walter et al., 2012). This makes it difficult to determine an overall picture of the variables
or factors which are most influential in the decision process to either seek help or not,
how one might seek help, as well as the time taken to decide and act on one’s decision.
Using models when researching time to help-seeking for symptoms of cancer allows
comparative research to emerge and a better overall picture of which factors are most
influential at what point in time in the process of deciding to seek help. The more
prominent models used within the health psychology literature are discussed below,

followed by a discussion of the models designed to aid understanding of ‘patient delay’.

2.2.1 The Socio-Behavioural Model and the Health Belief Model

Earlier, dominant models of health service utilisation include the Socio-Behavioural
Model (SBM) (Andersen, 1968) and the Health Belief Model (HBM) (Maiman & Becker,
1974; Rosenstock, 1974). The SBM describes predisposing factors’ (including
demographic, social and cultural variables), ‘enabling factors’ (including knowledge and
ability to seek care) and ‘the need for care’ (which may be influenced by the severity of
the symptoms experienced) which influence the likelihood of health care utilisation. Later
revisions of the model acknowledged the role of the healthcare system, social support
and personal health practices and incorporated the outcomes of having sought health
care (including consumer satisfaction, evaluated health status and perceived health
status), which may then influence subsequent perceived need for health services and

predisposing factors (Andersen, 1995).

41



Unlike the SBM, which focuses more specifically on illness behaviour and the utilisation
of health care services at a societal level, the HBM focuses on the social psychology of
the individual; the likelihood of health behaviours (such as utilising health services) or
prevention behaviours (such as ceasing to smoke) are influenced by individual
perceptions and beliefs. Earlier versions of the HBM consisted of four dimensions which
accounted for an individual’s readiness to act: ‘perceived susceptibility’, ‘perceived
severity’, ‘perceived benefits’ and ‘perceived costs (or barriers)’. A further dimension,
‘cues to action’ (which can be internal, such as symptom characteristics or external,
such as advice from others and mass media campaigns) are said to convert readiness
into action. Later, ‘health motivation’ (Rosenstock, Strecher, & Becker, 1988) and ‘self-
efficacy’ (Rosenstock et al., 1988) were added to reflect differences in the degree of
concern about health matters and confidence in the ability to carry out the health
behaviour, respectively. Within the HBM, demographic, sociopsychological and
knowledge factors all act to modify perceptions and consequently can indirectly

influence behaviour.

Both the SBM and the HBM were influential models in health utilisation research during
the 1960’s, which was dominated at that time by sociology, rather than health
psychology (Pescosolido & Kronenfeld, 1995). However, as stated above, the HBM was
originally developed in the field of social psychology, whereas the roots of the SBM
appear to lie in medical sociology. The differences in the focus of the models, then, can
perhaps be explained by these roots. The SBM cannot adequately explain individual
responses to a symptom, as it is assumed that the only options are to either utilise
health services or not. Alternatives, such as self-management, which may be
appropriate, are not considered. Further, the model does not consider the influences of
symptom attribution, nor emotional responses to symptoms in the process of seeking

help or not.

The HBM has been used more widely within health psychology, which, again, is likely to

be a result of its stronger focus on the individual and its roots in psychology. However,
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this model too has been criticised. For example, as with the SBM, the HBM cannot
account for the influence of emotional factors on the likelihood of a health behaviour.
Further, despite the wide use of the HBM, it is rare that all of the components of the
model are explored (Jones, Smith, & Llewellyn, 2014), making it difficult to investigate
the overall usefulness of the model, and to determine which variables may hold the most
predictive value. Finally, there is evidence that the HBM may not be that useful in
predicting future health behaviours. For example, a review conducted in 1992
demonstrated significantly larger effect sizes for some of the HBM components in
retrospective studies than in prospective studies (Harrison, Mullen, & Green, 1992).
Consequently, the HBM may not be as useful as other models in predicting future help-

seeking for symptoms of a gynaecological cancer.

2.2.2 The Theory of Reasoned Action / Theory of Planned Behaviour

The Theory of Reasoned Action (TRA) was developed by Ajzen and Fishbein (1980) to
predict health actions, based on the premise that individuals will consider the
consequences of their behaviour before carrying it out (or not). As with the HBM, the
model was developed within the field of social psychology. The model assumes that
behaviour is a function of intention which is influenced by attitudes towards a particular
behaviour and subjective norms (i.e. how an individual perceives that the behaviour will
be responded to by others important to that individual). Broadly, strong intentions to
carry out a behaviour will result from a positive attitude towards the behaviour and a
belief that others will respond positively to that individual carrying out that behaviour,
although both attitudes and subjective norms will have weights assigned to them by the

individual, meaning that either variable may influence intention more than the other.

Although there has been evidence for the predictive value of the TRA (Sheppard,
Hartwick, & Warshaw, 1988), the model has been found to be lacking in the ability to
explain situations where the behaviour in question may not completely be under an

individual’s volitional control. As such, the model was revised (and renamed the ‘Theory
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of Planned Behaviour’ or TPB, Figure 2.1) to account for actual control over a behaviour
(i.e. an individual's ability to carry out a behaviour based on availability of resources and
opportunities) as well as ‘perceived behavioural control’ (Ajzen, 1985, 1991). Perceived
behavioural control describes an individual's perception of how easy or difficult carrying
out a particular behaviour would be. The TPB posits that behaviour is a function of both

intention and perceived behavioural control.

Attitude
toward the
behavior

Subjective
norm

Perceived
behavioral
control

Figure 2.1 The Theory of Planned Behaviour, from (Ajzen, 1991)

However, although there is evidence for the useful application of the TPB in predicting
health behaviours (for example Gerend & Shepherd (2012)), this model is only useful in
explaining predictors of intention to perform a behaviour and predictors of performing the
behaviour itself (Hunter et al., 2003), and there is evidence that intention cannot fully
predict behaviour (Sheeran, 2002). It would be difficult, then to explain the whole
pathway from initial detection of a bodily change to the response one will have to this

new somatic information. Again, as with the models described above, the TPB does not
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adequately describe the role of emotions, the inclusion of which may increase the

predictive power of the model (Perugini & Bagozzi, 2001).

Finally, the TPB assumes that a health threat already exists, and fails to explain how
one determines whether there is a health threat or not. Given that our bodies are
constantly processing both internal and external sensations, bodily changes may be
perceived regularly, and it is important to understand how these are interpreted, either

as a health threat or not.

The SBM, HBM and TPB are less applicable to the work undertaken in this thesis for a
number of reasons. The SBM'’s sociological roots make it difficult to explain individual
behaviours. Further, it focuses on healthcare utilisation or not, rather than allowing for
other, perhaps more appropriate, responses to a symptom. Evidence suggests that the
HBM may not be useful in predicting future behaviours, which means that it is less
relevant for research attempting to determine factors that may influence potential future
help-seeking in women with symptoms. Finally, as described above, the main limitations
of the TPB are the evidence for an intention-behaviour gap and its failure to explain how

a health threat may come to be appraised as such.

2.2.3 The Common Sense Model of Self-regulation of Health and lliness

The Common Sense Model of Self-regulation of Health and lliness (CSM) (Leventhal,
Meyer, & Nerenz, 1980), shown below in Figure 2.2, is an extension of Leventhal’s
parallel process model (Leventhal, 1970). The three main constructs of this model are
the representation of the illness experience, the coping response (or planning of action)

and performance of this coping response, and finally an appraisal of the coping efforts.
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Figure 2.2. The Common sense Model of Self-regulation of Health and lliness

(Leventhal et al., 1980)

Unlike the TPB, the CSM aims to explain how an individual processes and responds to a
threat to their health (or an illness threat). The model assumes that an individual will be
an active problem solver, and describes the active parallel cognitive (the nature of the
health threat and how one can respond to it) and emotional processes (how one feels
about the health threat, and how one can cope with those emotions) involved in

regulating a response to a health threat.

Within the cognitive pathway, there are five domains that all contain specific semantic
and perceptual information; ‘identity’ (i.e. symptoms and names), ‘timeline’ (i.e. how long
the health threat is expected to last), ‘consequences’ (i.e. what will happen as a result of
this health threat) ‘internal and external causes’ (i.e. whether the health threat was
caused by something external to the individual or whether it was caused by something
internal), and ‘control’ (i.e. whether the health threat is something that the individual has
control over, whether it was preventable and whether or not it is curable). In the context
of the current research, an individual who believes that the symptom is indicative of
cancer, that it will last for a long time, that it may cause pain, disability and eventually
death and that the symptom is not something that the individual has control over, but is
curable, may be more likely to seek medical attention as a coping strategy. The five

domains described are shown below, in Figure 2.3.
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Figure 2.3 The Five Domains of illness representations (based on a figure from
Leventhal, Brissette, and Leventhal, 2003)

Further, more recently, ‘rules of thumb’ or ‘common sense’ heuristics which influence the
interpretation of a symptom, and the response to it (for example, whether a symptom
warrants medical attention or not) have been described. These heuristics can reflect
basic understandings of human anatomy, learnt information through universal somatic
experiences, or can be based upon social comparisons (Leventhal, Forster, &
Leventhal, 2007) (see Table 2.1). In turn, these rules of thumb lead to a cognitive

representation of the health threat (or symptom).

The CSM can clearly be applied to help-seeking research, as it describes how an
individual processes a cognitive representation of the health threat (for example, a
symptom may be interpreted as being indicative of cancer or another iliness) and allows
for decisions around how one might respond to this, which may or may not include
seeking medical attention. Further, unlike the TPB, the CSM explicitly describes the role
of emotion through the inclusion of a regulation of emotional control (for example, a
feeling of fear, or anxiety, which may be alleviated by seeking medical attention). The
model also allows for the influence of social and cultural factors (Diefenbach &
Leventhal, 1996; Leventhal et al., 2003), and there is evidence for the influence of these
factors specifically in the literature investigating help-seeking for cancer symptoms (for

example, Burgess et al., (2006)).
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Table 2.1 Rules of thumb (heuristics) for understanding a somatic change

Heuristic Description of heuristic
Symmetry Symptoms require labels, and labels need symptoms
Pattern How the symptom behaves influences interpretation
Location The location of the somatic change influences interpretation
The speed at which the somatic change progresses (for example, a
Rate of . ; .
change change that gets worse quickly may lead to an interpretation that

Response to
care

Novelty

Duration

Stress-illness

Age-illness

Gender

Similar
exposure

Similar
vulnerabilities

Prevalence

something is wrong)

If a symptom responds to self-medication, this may indicate that it is not
serious

If the symptom is unusual, this may lead to an interpretation that it is
worthy of further investigation, potentially from a health care
professional

If a symptom lasts a short period of time it may be interpreted as less
serious than a symptom that lasts for a longer period of time

A belief that the somatic change is caused by stress, and therefore
nothing can be done medically

A belief that the somatic change is caused by age, and therefore it is
just part of the normal bodily processes

An individual's gender may influence interpretation. For example, if
there is a history of heart disease through the male family line, heart
pain may be interpreted as serious by a male, but potentially not by a
female

If an individual experiences stomach pains following a meal, and others
who ate the same meal experience the same pains, this somatic
change may be interpreted as non-serious and due to the meal eaten

An individual who smokes and experiences a cough may be more likely
to interpret this as indicative of a serious illness if they know another
person who smoked, had a cough and was diagnosed with cancer

Rarer symptoms may lead to an increased concern, and, in turn, an
interpretation that they are serious

Note: Based on a Table from (Leventhal et al., 2007)
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The influence of perceived risk is also explained within this model. For example, the
stimulus for a perception of a health threat may come from a media campaign about risk
factors for development of an illness, such as cancer. If an individual recognises that
they are at a higher perceived risk (for example, because they have a history of breast
cancer), this in itself may act as a health threat. Alternatively, an individual may be
encouraged to perceive a breast change which had been previously dismissed as

nothing serious as a health threat in response to this additional information.

Despite the clear usefulness of the CSM when applied to symptom appraisal and
responses to symptoms (which may include medical help-seeking), this model does
have some limitations. For example, some authors have argued that the complexity of
the model make testing it fully a difficult task; Llewellyn, McGurk, and Weinman (2007)
found it difficult to determine the dynamics of how and when outcome changes occurred
over time and what factors were specifically related to those changes. Further, it has
been argued that the interaction between the emotional representations of a health
threat and cognitive factors require more investigation (Diefenbach & Leventhal, 1996),
and that the role of emotion is often only considered in terms of anxiety, worry or fear in
relation to the meaning of the health threat (Wyke, Adamson, Dixon, & Hunt, 2013). In
the context of this thesis, other emotions may be important, such as embarrassment (for
example, Marlow, McGregor, Nazroo, and Wardle (2013)) around seeking medical
attention. This model is less well equipped to explain this, as it only describes the
emotional response to the health threat and how coping with these emotions may
involve help-seeking. However, the emotions associated with help-seeking itself are not

considered.

Importantly, again in the context of this thesis, studies which have explored the
predictive value of the CSM in help-seeking behaviour for female cancer symptoms
have found that the model predicted less than a third (7-27%) of the variance (Grunfeld,
Hunter, Ramirez, & Richards, 2003; Hunter et al., 2003). Further, the mechanisms by

which social or cultural influences influence the development of health representations
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and coping mechanisms are not clearly defined within the model. Given that individuals
may be influenced by these factors when interpreting a bodily change (for example,

(Taib, Yip, & Low, 2011)), it is important to consider them.

2.2.4 The lllness Action Model and the Network Episode Model

The lliness Action Model (IAM, Dingwall, 1976) and the Network Episode Model (NEM)
(Pescosolido & Boyer, 1999) are both rooted in sociology. Bodily changes are
experienced within the individual’'s social networks and a decision to seek help for a
symptom is both a product of social influence, cultural beliefs and individual choice. In a
similar fashion to the CSM, these models allow for a more dynamic and iterative
progression through the processes of symptom detection and the decision to seek help,
influenced by many smaller decisions. Both the IAM and the NEM focus on how

individuals come to feel unwell and what the responses they have to this.

In Dingwall’s model, a symptom or bodily change may cause the person experiencing it
to perceive a disruption in the stable relationship they have with their body. This
perception, and how these bodily changes are interpreted can be influenced by new
external knowledge (for example, an increase in prevalence of a disease, which may
then lead an individual to feel at increased risk). Upon experiencing a bodily change, an

individual will seek to restore equilibrium.

The model allows for the influence of interpretive work by lay others (within the social
context), health professionals and by the individual experiencing the symptom, which
may lead to a belief that the symptom is normal or abnormal. If one decides the
symptom is normal, no action will be taken. If the symptom is deemed to be abnormal,
one may ignore the symptom, self-medicate, seek formal medical attention or informal
care (for example from an individual deemed knowledgeable); decisions which are

guided by knowledge about oneself, the world around an individual and possible

50



responses, which in turn may be influenced by personal experience and what is

culturally available.

As mentioned above, the IAM is iterative and dynamic, for example, if the decision is
made to wait and see, one will move back to interpretive work, which then may lead to a
different course of action. This model then is perhaps a little more relevant than the
CSM to the research in the current thesis, as, although the CSM describes coping
behaviour and appraisal of this coping behaviour, the IAM is explicit about what this may
involve, allowing for numerous responses to a bodily change, including seeking formal

medical attention or not.

The IAM also explicitly describes the potential for immediate or delayed interpretation of
a bodily change, which is clearly relevant in the context of this thesis. However, why
interpretation may be immediate or delayed is not adequately explained. Understanding
why delays in interpretation, and ultimately why longer times to help-seeking occur, is an
integral part of the research undertaken in this thesis. Without a framework for

understanding how this may occur, it is difficult to apply this model here.

As with the 1AM, the NEM places help-seeking within the context of social networks and
influence, and assumes that all health behaviours are social actions. It is constructed of
four basic components including ‘the iliness career’, ‘social support system’, ‘treatment
system’ and ‘social context’. According to this model, individuals will approach and
respond to others upon symptom presentation. An individual may be encouraged to
seek help or discouraged from the idea that their symptom is an inference of illness
through their social networks and interactions. The NEM explains how (in a dynamic
fashion) an individual may travel through the ‘illness career’, whilst constantly being
influenced by aspects of their social networks, such as their strength of ties to, and the

size of the network. This model puts help-seeking in a social context, rather than
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attempting to explain the decision to seek help as one made solely by an individual, with

no external influences.

As with the 1AM, however, the NEM does have its limitations. For example, within the
illness career, key entry and exit points are both described. Although these may be
influenced by the social support and the treatment system, there is no real explanation
of at what point these influences may occur. Further, both the CSM and the 1AM are
explicit about the purpose of a response to a health threat, such as a symptom, whereas
the NEM is not. However, both the IAM and the NEM acknowledge and describe the role
of social and cultural factors within the response and appraisal of a symptom or threat,
whereas the CSM does not offer an explicit and detailed description of the influence of

these factors.

The CSM describes the importance of regulation of the emotional response to a health
threat, and appraisal of the efficacy of coping with this emotional response, neither the
NEM nor the 1AM explicitly mention the role of emotion at an individual level (Wyke et
al., 2013). This may reduce the appropriateness of using these models to explain help-
seeking within the context of this thesis, given that it is likely that the experience of a

potential cancer symptom would involve an emotional response.

Finally, both the CSM and the 1AM describe how a stimulus may come to be interpreted
as a symptom. For example, within the CSM, there are a number of heuristics which
influence the interpretation of somatic information, and within the IAM, an individual
must decide whether or not a bodily change is normal (i.e. not a symptom) or abnormal
(i.e. indicative of iliness). However, the NEM assumes that this interpretive or appraisal

work has already been undertaken.

2.2.5 The General Model of Total Patient Delay (‘Andersen’s model’)

A newer, prominent and widely used model explaining time to help-seeking for
symptoms is The General Model of Total Patient Delay or ‘Andersen’s model’
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(Andersen, Cacioppo, & Roberts, 1995). This model was a development and expansion
of an earlier, three stage model proposed by Safer, Tharps, Jackson, and Leventhal,
1979). Unlike the earlier models described above, Andersen’s model (Figure 2.4)
consists of stages of delay (longer time to help-seeking) through which one progresses.
These include, ‘appraisal delay’ (time between detecting a bodily change and deciding
that it is indicative of iliness), ‘illness delay’ (time between inferring iliness to deciding
that medical help is needed), ‘behavioural delay’ (time between deciding to seek medical
help and making an appointment), ‘scheduling delay’ (time between making an
appointment and medical consultation) and finally, ‘treatment delay’ (time between
seeking help and beginning of treatment). These stages of decision making and action
describe the complexity of the help-seeking process: it is not simply a matter of noticing

a symptom and going to see one’s GP.

Within the context of Andersen’s model, the main stages of interest in the current
projects are ‘appraisal delay’, ‘illness delay’, ‘behavioural delay’ and ‘scheduling delay’
as they determine the process from detecting a symptom to attending a GP
appointment. Research has identified the most important stage of delay to be the
appraisal stage for gynaecological tumours, contributing to around 79% of the total delay
time (Andersen et al., 1995) and the most important factor influencing appraisal delay

has been found to be the nature of the symptom experienced (Walter et al., 2012).

Given that with some gynaecological cancers the symptoms of early stage disease can
be vague and easily attributed to other, benign illnesses, this is certainly applicable to
the current research. For example, Kirwan (2002) found that around half of the women
who experienced a delay of three months or more between seeking help and referral
(n=36) who were later diagnosed with ovarian cancer were initially misdiagnosed with
irritable bowel syndrome (IBS). This was likely to be due to the gastrointestinal nature of
the early symptoms for this cancer (bloating and abdominal/pelvic pain may be present
in between 50 to 55% of early stage ovarian cancer cases (Hamilton et al., 2009;

Rossing, Wicklund, Cushing-Haugen, & Weiss, 2010)). Although this study investigated
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referral time, the finding that even health professionals can misattribute symptoms of
ovarian cancer to a benign condition suggests that this may be a common occurrence in

lay women.
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Figure 2.4 The General Model of Total Patient Delay (Andersen et al., 1995)

As a stage model, Andersen’s model allows for different influences and different
decisions at different points of the help-seeking journey, allowing interventions to focus

on these stages, rather than exploring factors which influence time to help-seeking
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overall. This more targeted approach may increase the success of such interventions,
and there is evidence to support a staged pathway from detection of a bodily change to
medical help-seeking (for example, Hedges et al. (1998)). However, the stages in this
model are rigid; each patient is believed to only pass through each stage once, and in
the same order, which may not reflect the true appraisal and help-seeking process (for
example, Moloczij, McPherson, Smith, and Kayes (2008)). Although the CSM, IAM and
NEM are not stage models, they do allow for iterative processes in appraisal and

responses to a health threat or symptom.

A further limitation of Andersen’s Model is that it does not adequately explain in detail
the role of emotion, such as fear or anxiety, or alternatives, such as embarrassment, a
criticism which also applies to the CSM, NEM and IAM (although the CSM does
acknowledge the importance of emotion, it is not detailed and only relates to the
emotional response to a symptom, not help-seeking). Further, Andersen’s Model also
fails to completely describe the influence of social factors, again a criticism also levelled
at the CSM. Finally, in a similar fashion to the NEM, Andersen’s model cannot explain
how a bodily change may come to be interpreted as a symptom, unlike the IAM and

CSM, which both describe this process.

2.2.6 The Model of Pathways to Treatment

In 2010, Scott and Walter critically appraised Andersen’s Model, highlighting areas for
improvement. Some of the suggestions included a bi-directional relationship between
detection of a bodily change and interpretation of this and an allowance for the option
that those experiencing a symptom may decide to respond in a manner other than help-
seeking (such as self-medication). The subsequent year, Walter et al. (2012) proposed a
revision of the model, following a review of its application in cancer diagnosis, namely
the Model of pathways to treatment (referred to as the MPT from this point onwards, see
Figure 2.5). The changes included combining ‘appraisal delay’ and ‘illness delay’ into

one stage (‘appraisal interval’), combining ‘behavioural delay’ with ‘scheduling delay’
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(‘help-seeking interval’), adding a ‘diagnostic interval’ (the time between first
appointment and formal cancer diagnosis) and including a final ‘pre-treatment interval’
(to describe the time between formal cancer diagnosis and treatment commencement).
The authors also drew on relevant domains and heuristics from the CSM. Again, given
the focus of the current research, the ‘appraisal interval’ and the ‘help-seeking’ interval

are the intervals of interest.

’ Perceives reason First
Detectl'on of o dieis . ) . Start of
Events bodily > consultation Diagnosis
symptom with 5 treatment
change(s) HCP with HCP

Patient

Decision to HCP appraisal,

Planning and

Processes appraisal and consult HCP investigations, scheduling
self- and arrange referrals and of eabneit
management appointment appointments

PATIENT FACTORS
(e.g. demographics, co-morbidities, psychological, social, cultural, previous experience)

Contributing HEALTHCARE PROVIDER & SYSTEM FACTORS
factors (e.g. access, healthcare policy & delivery)

DISEASE FACTORS

(e.g. site, size, growth rate)

Figure 2.5 The Model of pathways to treatment (Walter et al., 2012)

Walter et al.’s (2012) proposed model of help-seeking may be more applicable to time to
help-seeking research in gynaecological cancers than the other models described
above. For example, Andersen’s model describes rigid stages through which one
moves; there is no iterative process whereby an individual may move backwards or
forwards, depending on new information or amendments to bodily change attributions,
whereas the MPT is more fluid. The model allows for movement between the stages in a
bi-directional manner, which is perhaps more reflective of normal life, where we may

receive new information or influences on a daily basis.



As with the Andersen stage model, the MPT also allows researchers to focus on specific
areas of the pathway to help-seeking, and as such, allows us to identify which variables
may be most influential at which point and consequently allows for the development of
targeted interventions. Further, it explicitly allows for responses other than medical help-
seeking, such as self-management, which again may be more reflective of real life. For
example, if one detects a symptom (referred to as a bodily change) and has inferred
illness, but then decides that there is no need to discuss their symptom with a
healthcare professional, they would remain in the appraisal stage. The model explains
the processes of how this might occur (for example influences such as access to
healthcare) and alternative actions that may have been taken (such as self-

management).

As described above, the CSM, NEM, IAM and Andersen’s model could all be applied to
the research within this thesis. However, the MPT may be more appropriate for a
number of reasons. A stage model may be more helpful in understanding the influences
on or barriers to help-seeking, and when these are most powerful. The finding that the
appraisal stage may be most influential in the help-seeking pathway highlights the
importance of breaking down help-seeking by interval. However, the static nature of

Andersen’s model may not reflect real life, and as such, it is less appropriate here.

The main limitations of the CSM are its complexity, which would make it difficult to apply
the whole model to the research in this thesis, and its low predictive power for help-
seeking behaviour for symptoms of female cancers. However, the authors of the MPT
did draw on the CSM when developing their model, and as such, the MPT has allowed
for those parts of the CSM which may be applicable specifically in the area of patient
delay. Further, although the model explains that there are influences, such as social,
cultural and psychological influences at all points of help-seeking (and even prior to
detection of the bodily change itself), there is no detailed explanation of how these

contributing factors may influence each interval.
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The NEM too, would be less appropriate than the MPT here, as it does not allow for
interpretation of a bodily change and how this might influence the help-seeking process.
Finally, the IAM states that interpretation of a bodily change may be delayed (which may
ultimately impact upon time to help-seeking), yet how or why this occurs is not
adequately explained, whereas the MPT explicitly describes the processes which may
impact upon a longer time to help-seeking, including those which may influence

appraisal.

2.3 Approach of this thesis

As detailed, there are a number of models which describe how and why one might seek
help for a symptom, the processes by which this occurs, the variables which encourage
or discourage help-seeking and the length of time one takes to do so. The MPT is the
most appropriate model in the context of this thesis. It was specifically designed to
explore factors that may influence time to diagnosis and treatment, including time to
help-seeking. As such, this model has been used to direct the research within this

thesis, and | have drawn on the model in the study described in Chapter Eight.
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CHAPTER THREE - PREDICTORS OF HELP-SEEKING IN WOMEN WITH
SYMPTOMS OF FEMALE CANCERS: A REVIEW OF THE LITERATURE

3.1 Introduction

Within the help-seeking literature for female cancers, the focus has largely been on
breast cancer, with the focus on gynaecological cancers comparatively small. One
explanation for this is the difference in incidence rates between female breast cancer
and gynaecological cancers, which may have led to a much higher research interest in
the former; the latest available data show that there were over 41,000 incidences of
female breast cancer in England in 2011, compared to just over 16,000 incidences of

gynaecological cancers as a group (Office for National Statistics, 2013a).

Although the symptoms of breast cancer are different to those of gynaecological
cancers, the factors that influence help-seeking behaviour for these types of cancers
may well be similar. For example, there is evidence that there are commonalities across
many cancers in terms of barriers to seeking medical attention, and that gender may
play a role (Smith, Pope, & Botha, 2005). Furthermore, both gynaecological and breast
cancers are associated with sexuality and femininity (Emilee, Ussher, & Perz, 2010;
Howell, Fitch, & Deane, 2003; Lindau, Gavrilova, & Anderson, 2007) and occur within
intimate body parts, and there is evidence that women feel embarrassment about help-
seeking for symptoms of both cancers due to this (Marlow, McGregor, et al., 2013).
Consequently, the literature on predictors of help-seeking for breast cancer may be
useful in furthering our understanding of the variables that may influence help-seeking or

abstinence from help-seeking for gynaecological cancer symptoms.

3.1.1 Methodological approaches to exploring help-seeking

3.1.1.1 Prospective studies

Ideally responses to symptoms would be measured prospectively. This would mean
following patients from the moment a bodily change is noted, through the appraisal and

attribution process, to the response (which may involve seeking help from a healthcare
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professional or an alternative response, such as self-medicating). Measuring responses
to symptoms prospectively would allow data to be collected on the full patient pathway,
including influences at different points in the pathway, without the bias of knowing
whether the symptom is indeed indicative of an illness or not. A prospective study would
also be able to investigate those variables which lead to either seeking medical attention
for a symptom potentially indicative of a gynaecological cancer or not, and, for those
individuals who do seek medical attention, the factors that influence the time taken to do

SO.

Although some studies have attempted to measure responses to symptoms using a
prospective method (discussed below), such research designs are difficult in this area.
For example, a prospective study would require a very large sample size to detect
significant differences (Weller et al., 2012), given the number of potential outcomes
(including monitoring a symptom, ignoring it, seeking advice from friends or family,
seeking advice online, self-medicating or seeing a medical professional). These large
sample sizes can lead to vastly inflated costs when compared to other methods.
Moreover, it would be unethical to prospectively follow women with symptoms that may
indicate a gynaecological cancer without intervening and advising them to seek medical

attention. Consequently this methodology is not often used in the literature.

3.1.1.2 Retrospective studies

It has previously been noted that most studies in the help-seeking or ‘patient delay’
literature for cancer symptoms employ a retrospective method of collecting data (Walter
et al., 2012; Weller et al., 2012). This method might involve asking patients with a
diagnosis of cancer to recall what happened when they discovered a symptom, and how
they responded to it (including information on when their symptom started and when
they sought help), or may involve the use of patient medical notes to determine key
time-points, or sometimes a combination of the two. Retrospective studies require
smaller sample sizes than prospective studies (as the response to the symptom, and the

outcome is known) and can therefore be easier and more cost-effective to run compared
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with prospective studies. However, these types of studies do have associated
limitations. It may be very difficult to retrospectively identify and recruit patients who
experienced a symptom but never sought help, meaning that it is difficult for these types
of studies to explore alternatives to help-seeking, and what factors might influence an
individual to fail to seek help at all. Further, studies investigating help-seeking in those
women diagnosed with a cancer rely upon accurate patient disclosure. However, some
patients with a diagnosis of cancer who waited before seeking help may not want to
reveal that they had waited or may not wish to divulge the reasons for waiting if they do

not deem those reasons to be valid (in the context of their eventual diagnosis).

Furthermore, even if patients do wish to fully and accurately disclose their journey and
experiences, there remains the most common criticism of retrospective data, namely the
potential for collecting inaccurate data as a result of patient recall bias (Neal & Allgar,
2005; Weller et al., 2012). The time period between first noticing a symptom and
diagnosis can be a long one, and consequently patient recall of dates and influences on
help-seeking may well be inaccurate. The effect of the passing of time on recollection of
cancer symptoms was demonstrated by Fransson (2005). He asked prostate cancer
patients to report their symptoms (using a short form of the validated Prostate Cancer
Symptom Scale) before commencing treatment and then asked them to recall the
symptoms experienced at that time 12 months later. Patients reported an average
(mean (M)) of 1.81 (standard deviation (SD)=1.49) urinary symptoms and 0.55 bowel
symptoms (SD=0.86) at baseline, but when asked to recall these baseline symptoms a
year later, they reported having had significantly more symptoms (M=2.19 (SD=1.81)
urinary symptoms and M=0.88 (SD=1.26) bowel symptoms, p<0.001)) than they had

done originally.

Collecting data from patient notes removes the reliance upon accurate recall and
disclosure as these data are not collected from patients, and are recorded at the time
the patient sought medical help. However, it is recognised in the literature on diagnosis

of gynaecological cancers that, as data in patient medical notes are not collected for
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research purposes, they therefore may not contain the level of detail and accuracy of
recording required to draw conclusions about medical help-seeking for symptoms of a
gynaecological cancer (Tate, Martin, Murray-Thomas, Anderson, & Cassell, 2009). For
example, it may be difficult to determine the full patient pathway (such as how long a
patient had taken to interpret a change in their bodies as a symptom that may require

medical attention, and from that point, how long it took to seek medical help).

Finally, retrospective methodologies may fail to take into account the social and cultural
context in which the symptoms were experienced (Andersen et al., 2009), which may be
an important part of understanding symptom appraisal and attribution, as well as the
help-seeking process for symptoms of cancer (Andersen, Paarup, Vedsted, Bro, &
Soendergaard, 2010). Both the NEM (Pescosolido & Boyer, 1999) and the IAM
(Dingwall, 1976), discussed in Chapter Two, explicitly highlight the importance of the
social and cultural context within which a symptom is experienced, and the MPT (Walter
et al., 2012) describes how social and cultural influences can act on how an individual
processes a bodily change, and ultimately whether they move forward through the
pathway to help-seeking. Although it is possible to ask patients about the context in
which their symptoms occurred, as above, these data are limited to recall and full patient

disclosure.

It may be possible to mitigate some of the limitations of retrospective research, however.
For example, collecting data from patients very soon after diagnosis is likely to reduce
inaccurate patient recall, as events will be fresh in the patient’'s mind. However, it may
not always be ethical to approach cancer patients at this point in time. Another possible
option is to combine retrospective patient report and data from medical notes. Doing so
may help to provide a more accurate, less subjective dataset. However, again, these

data may still be limited in accuracy and completeness.
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3.1.1.3 Hypothetical help-seeking studies

Another less commonly used method for collecting data on help-seeking or ‘patient
delay’ involves measuring intention to seek help for a hypothetical symptom. Such
studies usually take the form of surveys or questionnaires. Hypothetical studies may
reduce ethical issues associated with prospective and retrospective studies by avoiding
the emotional distress potentially caused by discussing a personal cancer diagnosis and
by avoiding discussing actual experienced symptoms. However, there is an
acknowledged gap between intention and behaviour (Sheeran, 2002), which may make
it difficult to apply findings from hypothetical help-seeking studies to actual behavioural
responses to real symptoms. Further, as discussed above, the context in which
symptoms are experienced may influence help-seeking, and it may be difficult for
participants in studies exploring hypothetical help-seeking to imagine the context in

which those symptoms might occur.

3.1.2 Chapter aims and methods

The aim of the present chapter was to explore the literature on help-seeking for
symptoms of female cancers, with a particular focus on the evidence for predictors of
help-seeking and time to help-seeking. This allowed me to identify gaps in the literature

that warranted further research.

In order to identify relevant papers, | conducted a literature search using the EMBASE,
MEDLINE and PsychINFO databases. | searched for abstracts or titles of journal papers
published in English, where the full text was available, and where methods were
adequately described. Although I did not limit the publication time period, as | wanted to
identify all relevant papers, all of the papers | identified as appropriate were published
from 1967 onwards. My initial search used the terms, ‘gynaecological’, ‘gynecological’,
‘female’, ‘vulva’, ‘vulval’, ‘vulvar’, ‘womb’, ‘uterine’, uterus, ‘endometrium’, ‘endometrial’,
‘endometrioid’ ‘ovarian’, ‘ovaries’, ‘ovary’, ‘vaginal’, ‘vagina’, ‘cervix’, ‘cervical’ or ‘breast’.
I combined these individual search findings with those from a second search, using the

terms, ‘cancer’ or ‘carcinoma’. These first two searches allowed me to identify journal
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papers covering gynaecological or breast cancers. | then carried out a third search using
the terms, ‘help-seeking’, ‘help seeking’, ‘helpseeking’, ‘care-seeking’, ‘care seeking’,
‘careseeking’, ‘patient delay’ or ‘delay’, and combined this search with the already
combined results from my first two searches. This allowed me to identify papers that had

explored help-seeking for symptoms of a gynaecological or breast cancer.

| read the abstracts or titles of all the papers identified during the literature searches to
identify relevant studies. Any papers with abstracts which were deemed to be relevant to
the interest of the review were read in full. Papers were deemed to be relevant if they
had explored variables that predicted, or were associated with, help-seeking or time to
help-seeking for symptoms of a gynaecological cancer or of breast cancer. | also
searched the reference lists of all relevant articles for additional articles of interest.
Finally, |1 searched for published research from well-known authors within the field. All

relevant articles identified are discussed below.

The literature exploring help-seeking for symptoms of a gynaecological cancer has been
discussed first, followed by the literature exploring help-seeking for symptoms of breast
cancer. Although there may be similarities in the influences on these types of cancers,
as stated above, investigating the literature in this way allowed any differences to be
teased out. As this thesis focuses on gynaecological cancers, it is important to
determine whether there may be any variables influencing help-seeking which are

specific to this group of cancers.

3.2 Help-seeking for symptoms of gynaecological cancers

As mentioned above, the literature exploring variables that are associated with, or
predict, medical help-seeking for symptoms of gynaecological cancers is narrow. Most
of the studies that have been published in this disease area concentrate on ovarian
cancer, although there has been some research investigating help-seeking for uterine
and cervical cancers and on gynaecological cancers as a whole (discussed below).
Nearly all of these studies have been retrospective, in patients with a diagnosis of a
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gynaecological cancer, although some have employed a hypothetical or prospective
research design. Given the different limitations and strengths associated with each of

these methods, | have structured the literature discussed below by methodology.

3.2.1 Studies exploring hypothetical help-seeking for symptoms potentially
indicative of a gynaecological cancer

To my knowledge, at the time | reviewed the literature (other than the publication of the
study described in Chapter Six), only two studies had previously explored hypothetical
help-seeking for symptoms of a gynaecological cancer (Cooper, Polonec, Stewart, &
Gelb, 2013; Marlow, McGregor, et al., 2013) (Cooper et al. also included women with
actual symptoms). Recently, however, another study was published (Brain et al., 2014).
Brain et al. and Marlow et al. both carried out their studies with British women, whereas

Cooper et al. conducted their study in the United States (US).

Cooper et al. (2013) conducted fifteen focus groups with 132 women, some of whom
had a symptom potentially indicative of a gynaecological cancer, and some of whom did
not. The findings related to women with hypothetical symptoms are discussed below,
where possible, as the authors did not always distinguish between those women who
actually had a symptom, and those who were asked to imagine that they did. The
findings relating to experienced symptoms in Cooper et al.’s study are discussed later in

this chapter (see section 3.2.1.4).

Women were given a list of symptoms associated with each of the five gynaecological
cancers. However, they were not told that these symptoms could indicate a
gynaecological cancer and the word ‘symptom’ was not used on the list. Participants
were then asked to indicate whether any of the symptoms would concern them and what
they would attribute the symptoms to if they had experienced them. Time to real or
intended help-seeking was defined as appropriate if it was within two weeks of symptom
onset, in line with guidance from the Centers for Disease Control and Prevention

information on gynaecological cancers (Centers for Disease Control and Prevention,
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2012). Any women not having sought or intending to seek help within this time period

were deemed to have delayed seeking care.

A range of intended times to help-seeking was observed, influenced in some cases by
the symptom the participants had imagined experiencing. For example, when asked
about their hypothetical response to changes in the skin of the vulva, no women
reported that they would wait longer than a couple of weeks before seeking help,
whereas for the remaining symptoms, women reported a range of anticipated times to

help-seeking, from immediately to never.

Although the authors did distinguish between women with real and hypothetical
symptoms for the findings related to time to help-seeking, they did not do so for the
findings related to influences on time to help-seeking. Women reported that they had or
would seek help within a two-week period if they were concerned that the symptom may
be indicative of a serious underlying condition, worsening of a current condition or the
recurrence of a past condition, if they had a personal tendency to seek care promptly or

if they were in pain.

Reasons for waiting (or anticipating waiting) longer than two weeks included a belief that
the symptom was indicative of a benign condition, a personal tendency to delay,
concerns about the cost of medical treatment and a lack of or a tolerable level of
discomfort. Although the participants typically stated that they had or would see a
primary care physician or a specialist in response to the symptoms under investigation,
women also mentioned using the internet, self-treating or seeking advice from those

close to them either alongside medical help-seeking or instead of it.

Cooper et al.’s study is important, as it is currently the only study that has explored
hypothetical responses to symptoms potentially indicative of all five gynaecological

cancers. Further, the authors explored this in women who had not received a diagnosis
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and outside of the context of cancer, or even illness, which may be similar to what
occurs in the real world. Moreover, the authors’ use of qualitative focus groups means
that they were able to investigate any previously unknown influences on help-seeking

and time to help-seeking.

However, the study does have some limitations. The authors did not always clearly
differentiate between women who had anticipated help-seeking for a hypothetical
symptom and those who had experienced actual symptoms (nor did the authors provide
information about how many symptoms were hypothetical and how many were real).
This makes it difficult to isolate the influences on help-seeking for women with actual
symptoms. Further, the study was conducted in the US, which has a different healthcare
system to the UK and perhaps other cultural differences in attitudes to help-seeking. For
example, cost considerations are unlikely to act as a barrier to help-seeking in the UK,

as healthcare is free at the point of delivery.

Brain et al. (2014) also explored hypothetical help-seeking for symptoms of ovarian
cancer in a sample of 1,043 Welsh women. Data were collected using the Awareness
and Beliefs about Cancer-Ovarian measure (ABC-0), adapted from the Awareness and
Beliefs about Cancer measure (ABC) (Simon, Forbes, et al., 2012), the Cancer
Awareness Measure (CAM) (Stubbings et al., 2009) and the ovarian specific version of
the CAM (Simon, Wardle, et al.,, 2012). The authors also used the Ovarian Cancer

Worry Scale (Andersen et al., 2007).

Most women in the study reported that they would seek help within two weeks (72%),
with almost half (49%) stating that they would seek help immediately. Significant
predictors of anticipated delay of more than three weeks were being educated to degree
level or higher, perceiving more practical barriers, having a lower level of confidence in

detecting symptoms of ovarian cancer and anticipating more emotional barriers.
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Brain et al.'s (2014) study is subject to the limitations befalling research exploring
hypothetical help-seeking for symptoms of cancer, as described above. The authors
also suggest that the use of the ABC-O may have led to a dilution of the effects of
symptom awareness on anticipated delay, as a function of its adaption from three
different measures, as they did not find the relationship between these two variables that
has been demonstrated in previous studies (Robb et al., 2009). One of the strengths of
this study was the definition of delay. The authors defined delay as having occurred if
women had anticipated waiting for more than three weeks before seeking help (based
on guidelines relating to symptom frequency and persistency, and a sensitivity analysis
that showed that a three week threshold reflected anticipated delay better than a two or
one week threshold), rather than using the arbitrary, standard period of three months or

more, commonly used in the literature, as discussed above.

Finally, in 2013, Marlow et al. used a qualitative interview methodology to investigate
hypothetical help-seeking in a sample of ethnically diverse women from London. The
researchers interviewed 54 women about their anticipated responses to experiencing
symptoms of either breast or cervical cancer and about factors that might either
facilitate, or act as barriers to, help-seeking. The researchers did not specify a delay

period, but did state that no women anticipated waiting for longer than three months.

Common barriers to help-seeking were fear of a cancer diagnosis, perceived setrvice,
emotional or practical barriers including having a negative attitude towards a GP, not
wanting to seek help because of past experiences in the healthcare setting (such as
having spent long periods of time in hospital as a child) or being too busy. Specifically
relating to a cervical or breast cancer symptom, a few women mentioned that they would
feel embarrassment about seeking help because of the personal nature of the location
of the symptom, practical barriers, such as being too busy, or having competing

priorities such as weddings or holidays which they would put before help-seeking
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Marlow et al. also identified some variables that the women anticipated would
encourage them to seek help for a symptom of either cervical or breast cancer.
Interestingly, although many women stated that fear would act as a barrier to help-
seeking, some felt that it would encourage them to seek help quickly. For some this was
because they would want to seek reassurance that their symptom was not indicative of a
cancer. Perhaps linked to this, many of the women interviewed said that they would
seek help quickly because they were aware of the importance of early diagnosis, which
itself was, in some cases, influenced by having known someone who had either been

diagnosed early and survived or diagnosed late and died.

As with Cooper et al.’s (2013) study, use of a qualitative, semi-structured interview
methodology in Marlow et al.’s (2013) study allowed new themes to emerge, which may
not have been considered previously, and may not have been identified using a
guantitative methodology. However, it is subject to the limitations of hypothetical
research, discussed above. Further, the sample of women in this study was much more
ethnically diverse than the UK population (86% of the population in England and Wales
are from a White ethnicity (Office for National Statistics, 2013b), compared to 20% in
Marlow et al.’s study), all were from London, and all were highly educated. Although the
aim of the study was to explore anticipated help-seeking in an ethnically diverse sample

of women, the findings here may not apply to British women in general.

3.2.2 Studies exploring retrospective help-seeking for symptoms potentially
indicative of a gynaecological cancer

As discussed above, the majority of research on help-seeking for symptoms of a
gynaecological cancer is in ovarian cancer. | did not identify any studies which had
retrospectively explored help-seeking specifically for symptoms of vaginal or vulval
cancers. However, | did find a number of studies which looked at all of the

gynaecological cancers combined.
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The considerably higher incidence of ovarian cancer compared to vaginal and vulval
cancers (see Chapter One) is a possible explanation for the higher volume of research
in help-seeking for symptoms of ovarian cancer. Moreover, the wide availability of
cervical screening, and the introduction of the HPV vaccination means that the majority
of potential cervical cancers are prevented, again reducing the need for research
exploring help-seeking for this cancer in comparison to the need for such research in

ovarian cancer.

Uterine cancer incidence is currently higher than that of ovarian cancer, and is
increasing (see Chapter One for all incidence data). It is unusual, then that there is a
very small body of research exploring time to help-seeking for symptoms of uterine
cancer. One explanation for this may be that, unlike ovarian cancer, there is evidence
that uterine cancers are mostly diagnosed at an early stage (Donnelly, 2013; The
National Cancer Registration Service, Eastern Office, 2009; White, 2013), leading to a
lower perceived need to increase prompt help-seeking for this cancer. However, as
discussed in Chapter One, 14% of these cancers are still diagnosed at the later stages
and there is a possibility that this number may be higher, given the proportion of missing
staging data (21% in some areas of the UK). Further, wide variation in survival rates
between early and late stage disease suggest that any improvement in the proportion of

earlier stage diagnoses could be beneficial.

3.2.1.4 Uterine cancer

The most common type of uterine cancer is endometrioid adenocarcinoma (American
Cancer Society, 2013), and as such some of the literature on uterine cancer only
focuses on this type. For example, in their 1986 study, (Cochran, Hacker, & Berek,
1986) interviewed 37 women in the US diagnosed with endometrial cancer. They
explored variables that may be associated with a longer time to help-seeking for
abnormal bleeding (which is the most frequent symptom of uterine cancer (Amant et al.,
2005)). The authors found that women typically reported having waited between one

and four months before seeking medical attention. Women who attributed the bleeding
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to the menopause reported having waited longer before seeking help, while those who
reported feeling alarmed by their symptom were more likely to have sought help
immediately. Lower levels of social support also acted to increase the time taken to seek

help.

In another qualitative interview study conducted in the US ten years later, Coates et al.
(1996) explored whether ethnicity could influence time to help-seeking for symptoms of
uterine cancer in a population-based sample of 99 Black women and 232 White women
who had been diagnosed with uterine cancer. Participants asked about the period

between first noticing a symptom and seeking medical attention.

The authors found no evidence that ethnicity influenced time to help-seeking in this
sample of women. Both groups of women reported having sought help very soon after
noticing a symptom; 38% of White women and 38% of Black women both stated that
they had sought help within one week of recognising a symptom, and over 60% in both
groups reported having done so at one month. However, the authors did note other
characteristics that were associated with a longer time to help-seeking. They found that
older women reported having sought help more quickly than younger women, that
women with higher grade disease sought help a little quicker than women with lower
grade disease, and that women who had experienced vaginal bleeding had sought help
faster than women with no bleeding and less identifiable symptoms. This study suggests
that women may benefit from a higher awareness of symptoms of uterine cancer which

do not involve bleeding.

In a more recent UK-based study, Johnson et al., (2011) carried out a local audit in the
South-West of England between March and May 2009, collecting data on all cases of
uterine cancer diagnosed during that time. As part of the audit, data relating to time to
help-seeking from symptom onset was collected retrospectively. The largest proportion
of the patients had waited up to a month before seeking help (49%), although some

women reported having waited more than 6 months (12%). Reflecting Cochran et al.’s
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findings, women commonly reported having waited because they had not attributed their
symptoms to a possible cancer. Other less common reasons for potentially delaying
seeking medical attention included feeling scared about the possibility of cancer and
experiencing service barriers, such as finding it difficult to access the GP, not being able
to see their own GP or not being able to see a GP because work hours coincided with

the GP surgery opening hours.

This audit does have some limitations, however. For example, the authors are unclear
about what was asked, and how, in the questionnaire given to participants. Further,
although the authors collected data about why women may have waited longer to seek
medical help, they were not clear about which period of time they had defined as ‘delay’,
nor why. It was also difficult to determine the exact number of women who had
responded to the questionnaire about reasons for waiting longer before seeking medical
attention for their abnormal bleeding, as different denominators were given for each
reason given, without explanation. Finally, this was a local audit, rather than a research
study, and as such, the data are not generalisable. Despite this, the findings do reflect
the literature on help-seeking for cancer symptoms generally with regards to reasons for
a longer time to help-seeking (for example, Macleod, Mitchell, Burgess, Macdonald, and

Ramirez, 2009; Robb et al., 2009; Smith et al., 2005).

3.2.1.4 Cervical cancer

There is very little literature exploring retrospective help-seeking for symptoms of
cervical cancer; much of the literature focuses on exploring barriers to screening
attendance, rather than barriers to help-seeking following discovery of a symptom.
There are, however, some studies in developing countries, such as Africa and India
(Dhamija, Sehgal, Luthra, & Sehgal, 1993; Kidanto, Kilewo, & Moshiro, 2002; Sarkar,
Konar, & Raut, 2011; van Schalkwyk, Maree, & Dreyer Wright, 2008). However, due to
the vast differences in healthcare and culture between these countries and the UK, it
would be difficult to generalise the results. As such, these studies are not discussed

here.
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3.2.1.3 Ovarian cancer

As discussed above, the majority of the literature exploring help-seeking for symptoms
of a gynaecological cancer is retrospective, and focuses on ovarian cancer. However,
even though this gynaecological cancer is the most researched in the help-seeking
literature, | could still only identify six relevant studies, half of which collected qualitative
data and half of which collected survey data. Further, only two of the six studies were
conducted in the last ten years, highlighting that even this area may need more

investigation.

The earliest study was conducted in 1985, by Smith and Anderson. They used
guestionnaire data to investigate characteristics of symptoms, the perceived cause of
those symptoms and time taken to seek medical attention in 83 US women with a
diagnosis of ovarian cancer. The authors also collected data on stage, grade and
histologic features of the ovarian cancer at diagnosis (using the SEER population-based
cancer registry), in order to explore whether there was an association between patient

reported factors and clinical factors at diagnosis.

Women who reported having symptoms before diagnosis were asked about which of the
symptoms they experienced had encouraged them to seek medical attention. Abdominal
swelling and abdominal pain were the symptoms most likely to have convinced the
women in this study to seek help. Women aged 40 years or older were significantly
more likely to have reported that they had a symptom which convinced them to see

medical attention.

On average, the women in this study reported having waited for a month (Median=four
weeks) before seeking medical attention for their symptoms, although more than half
reported having sought help within one month (53%). The most common reasons for a
longer time to help-seeking (defined in this study as more than one week between first

recognition of symptom(s) and the date at which medical attention was sought) were
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fear (23%), repeat appearance of a previously experienced benign condition (23%) and
interpreting symptoms as ‘non-serious’ (18%). However, using logistic regression, the
authors found no association between any of these variables and delay in help-seeking,
nor between fear and delay in help-seeking. The lack of significant associations may
have been a result of the unusually short period of time referred to as ‘delay’ (more than
one week) or a result of the small sample size, which may have meant that significant
differences could not be detected. For example, Chan, Ng, Lee, Ngan, and Wong (2003)
also explored help-seeking in just 80 Hong Kong women with ovarian cancer. They
explored time to help-seeking and associated variables, reporting that most women had
sought help within two weeks, and that there were significant associations between any

of the variables measured (symptom type and coping styles) and time to help-seeking.

Flam, Einhorn, and Sj6vall (1988) had a much larger sample size (n=362) in their study
conducted in a secondary care oncology department with women diagnosed with
ovarian cancer in Sweden. However, only descriptive statistics were reported; the
authors only assessed how long women had taken to seek help and what had prompted
them to do so, rather than exploring associations with time to help-seeking. Further, the
methods of data collection were unclear, as the authors only stated that they had ‘asked
women specific questions concerning their initial symptoms and those leading to
medical consultation’. The majority of women reported having sought help within three
months of symptom detection (>70%). The main symptoms prompting help-seeking for
women with both early and advanced disease were abdominal pain (24% and 23%

respectively) and abdominal swelling (18% and 28% respectively).

The more recent studies conducted in this area have used qualitative methodologies to
explore the factors that may influence help-seeking behaviour for symptoms of ovarian
cancer, possibly in response to the lack of strong evidence supporting any influences in
the previous literature. In 2002, Fitch, Deane, Howell, and Gray interviewed 18 women

in Canada with a diagnosis of ovarian cancer about their experiences of diagnosis,
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treatment, and follow-up care. The women reported that, in some part, delays in their
diagnoses were due to a lack of symptom awareness and the vagueness of the
symptoms experienced (although no period of delay was specified). For example, the
women in the study described often dismissing their symptoms as being part of, or
related to, normal bodily functioning, such as childbirth, menopause or responses to
stress. As the symptoms of ovarian cancer, such as abdominal bloating and distension
are common (for example, Pitts et al., 2011; Sandler, Stewart, Liberman, Ricci, and&
Zorich, 2000) and can be similar to those of other, benign conditions including irritable

bowel syndrome (Jiang et al., 2008), this finding is unsurprising.

In the only UK-based study | found, Evans, Ziebland, and McPherson (2007) conducted
telephone interviews with 43 women who had received a diagnosis of ovarian cancer.
Women were asked about their experiences, including pre-diagnostic symptoms. The
main focus of this study was to explore delays in diagnosis related to the period between
seeking medical attention and a diagnosis (often referred to in the literature as
‘practitioner delay’), within the context of Andersen’s Model of Total Patient Delay
(Andersen et al., 1995). As such, although the authors recorded ‘patient-attributable
delays’, they did not provide any further information. Delays reported to be attributable to
the patients were a misattribution of the symptom to stress, the menopause or previous
benign conditions (such as bowel problems, irritable bowel syndrome and pelvic

inflammatory disease) or due to a lack of recognition of symptoms as serious.

The finding that women who attribute their symptom to the menopause tend to wait
longer before seek help reflects the findings for influences on delay for symptoms of
uterine cancer, discussed above (Cochran et al, 1986), and in other studies
investigating delay in help-seeking for ovarian cancer symptoms (Fitch et al., 2002).
Misattributions to benign conditions or stress have also been found to influence help-

seeking in the literature discussed above (Fitch et al., 2002; Smith & Anderson, 1985).
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The most recent study was conducted in 2011 in Denmark (Seibaek, Petersen,
Blaakaer, & Hounsgaard, 2011). The authors used registry data covering primary and
secondary care in a sample of 666 women who had been diagnosed with either a
borderline ovarian tumour, ovarian cancer, or cancer of the fallopian tubes, alongside
interview data from 19 women who had been newly diagnosed with ovarian cancer
during 2008 — 2009. This study mostly focused on the number of healthcare touch-
points (GP or secondary care visits) the women had had before being referred or
diagnosed and on symptom interpretation, rather than time to help-seeking. However,
during analysis of the interviews, the authors identified three sub-themes, including
‘bodily sensations’, ‘from bodily sensations to symptom’ and ‘health seeking and
treatment start’. The data within the latter theme showed that women with a higher SES
and a higher level of education were more likely to have reported seeking help sooner
and more likely to have asked their GP for referral to a specialist or secondary care than

women from a lower SES, and with lower levels of education.

One strength of this study was the combination of two interviews with the women, both
in the hospital setting and in their own homes, pre-surgery and post-surgery
respectively. Further, although most of the women interviewed were at stage llI+, the
sample also included three women who were diagnosed at stages IA-IC. As symptoms
may vary, depending upon how advanced the cancer is (for example, Hamilton et al.,
2009), the inclusion of women at both earlier and later stages might help to understand
the factors that influence help-seeking for women with both early and late stages
disease. Moreover, the healthcare systems in Denmark and the UK are very similar (The
Commonwealth Fund, 2013), and as such, the data from this study is useful in
understanding risk factors for delayed presentation for symptoms of ovarian cancer in a
UK population. However, the focus of this study was not to explore the reasons why
women might have waited longer before seeking medical attention, and the semi-
structured interview guide did not specifically ask women this question. As such, the

data on this topic may have been limited. For example, although the authors state that
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women from a higher SES were more likely to have sought help sooner, there was no

description of the time periods that the women had mentioned.

3.2.1.4 All gynaecological cancers

Earlier, | discussed Cooper et al.'s (2013) study, which included both hypothetical and
actual help-seeking for symptoms of all of the gynaecological cancers (Cooper et al.,
2013). | discussed the study methods and results relating to hypothetical help-seeking
above (see section 3.2.1), and have discussed the findings relating to actual symptoms

here.

The women who had experienced symptoms reported a range of times to help-seeking,
from a few days to never. As discussed above, when reporting their findings relating to
influences on time to help-seeking and from whom advice was sought, the authors did
not differentiate between those women who had anticipated seeking help and those who
had actually done so. Consequently, the findings reported in section 3.2.1 for this study

are also applicable here.

Above, | discussed the strengths and limitations of this study. An additional strength in
the data from women with actual symptoms is that these data are even more likely to
reflect what happens in real life, as these women were describing their actual responses

to real symptoms outside of the context of cancer or illness.

| also identified one other study which had explored help-seeking for gynaecological
cancers retrospectively, and one study which had explored this in a number of different
cancers (including gynaecological cancers). In a much earlier study than Cooper et al.’s,
(Andersen et al., 1995) also explored time to help-seeking in all five gynaecological
cancers, in a total sample of 34 US women with a recent diagnosis (within two weeks of
recruitment to the study) of a gynaecological cancer (14 women with cervical cancer, 11

women with endometrial cancer, six women with vulval cancer, two women with ovarian
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cancer and one woman with vaginal cancer). Andersen et al. asked the women to
identify the dates at which they travelled through the five stages (appraisal, illness,
behavioural, scheduling and treatment delay) of Andersen’s Model of Total Patient
Delay (Andersen et al., 1995), which is described in detail in the previous chapter. They
were then interviewed about their experiences. The authors also collected demographic
and clinical information about the women from participants themselves, their medical

records and their doctors.

Women reported having waited an average (Mean) time of 97 days between first
detecting a symptom and first receiving medical attention. The majority of this (77 days,
79%) was attributed to the time taken to appraise a symptom. The authors found
evidence for a significant relationship between the number of ‘cancer explanations’ (a
belief that a symptom may have been caused by cancer) reported by patients prior to
diagnosis and ‘appraisal delay’ and ‘total patient delay’ (i.e. all stages of the model
combined), and also between the total number of general, non-specific symptoms

experienced initially and appraisal.

This study demonstrates that attributions and the type of symptom experienced can
affect time to help-seeking for gynaecological cancer symptoms. This study is valuable
in understanding the pathways women travel through prior to diagnosis, and rare by the
use of a model to guide the study design and interpret the findings. Further, aside from
the potential ethical issues involved in asking women to talk in detail about the events
leading up to their diagnosis of cancer so soon after receiving it, this method may have
led to an underestimation of the different stages of delay, and inaccurate recall or
representation of the events that influenced the women’s actions due to the emotions

likely experienced as a function of the recentness of their diagnosis.

Finally, Risberg, Sgrbye, Norum, and Wist (1996) explored the use of alternative

medicine, delays involved in diagnosis, treatment and any psychological distress caused
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by a delay in diagnosis in 252 Norwegian patients diagnosed with a cancer. The sample
included 122 women, of whom 13 had been diagnosed with a gynaecological cancer.
Although the authors did not stratify the results by cancer type, they did report that 33%
of the female patients reported having sought medical attention less than a week after
symptom onset, and 65% within one month. The authors reported no significant
differences overall in time to help-seeking by age, level of education or other patient
specific factors. Given that the results were not stratified, and the study included both
men and women diagnosed with more than 11 different types of cancer, it is impossible
to make any conclusions about help-seeking related specifically to gynaecological

cancers here.

3.2.3 Predictors of a longer time to help-seeking or a longer anticipated time to
help-seeking for symptoms potentially indicative of a gynaecological cancer

The definition of ‘delay’ varied by the different studies discussed above. Many of the
studies reported the proportion of women who waited for longer than three months,
although most did not specify a particular time-point at which women had ‘delayed’. Two
of the three studies that did specify a time-point (Brain et al., 2014; Cooper et al., 2013)
justified having done so. The literature that did not specify a particular cut-off explored
those variables which were associated with a longer time to help-seeking. This is
reassuring, given the lack of a consensus about what constitutes a ‘delay’ in having
sought medical attention for a symptom of cancer, and the argument made earlier that it
may not be appropriate to apply one period of ‘delay’ to all types of cancer. Further,
using a specific time cut-off may mean that some variables that may have been
significantly associated with another time cut-off are missed (for example, Smith and

Anderson, 1985).

There was evidence for a difference in the variables associated with hypothetical ‘delay’
and actual ‘delay’. Part of this difference may be explained by the intention-behaviour

gap, discussed earlier. For example, it may be difficult for women to anticipate those
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factors which would actually influence their time to help-seeking, whereas women who
have had a symptom and have sought help are able to state what they believed actually

influenced their behaviour.

Factors that women believed would lead them to wait longer before seeking help
included having a belief that the symptom was indicative of a benign condition, having a
personal tendency to delay, having concerns about the cost of medical treatment, a lack
of (or tolerable level of) discomfort, perceiving more service barriers (such as finding it
difficult to make an appointment with a doctor), emotional barriers (such as a worry
about what the doctor might find or embarrassment), and practical barriers (such as
being too busy or having competing priorities). Women who had a lower confidence in
their ability to detect a symptom and women who had higher levels of education were
also more likely to anticipate delay. Finally, having a fear of a cancer diagnosis was

associated with anticipating waiting longer before seeking medical help.

A fear of cancer was also associated with anticipating seeking help promptly. Some
women expanded on this, stating that seeking help promptly would alleviate their
concerns. Women also anticipated seeking help promptly if they had concerns that the
symptom may be indicative of a serious condition, worsening of a current condition or
recurrence of a previous condition. Other women anticipated seeking help promptly if
the symptom was causing them pain, or because they were aware of the importance of
the early diagnosis of cancer, often through knowing someone who had been diagnosed
with cancer. Finally, women with a personal tendency to seek help promptly or to be

conscientious about their health were more likely to anticipate seeking help promptly.

Women who had had symptoms and sought help were more likely to have waited longer
before doing so if they had attributed their symptom to something other than cancer, and
usually to something that they may have had little concern about. For example, these

women reported having attributed their symptom to the menopause, something non-
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serious, normal bodily functioning, such as stress or a previous benign condition.
Further, having had a fear of cancer or alarm about the symptom were associated with
having waited longer before seeking help. Part of this misattribution may have occurred
because of the perceived ambiguity of the symptom. For example, some women
reported having waited longer before help-seeking because the symptom was vague or
non-specific. Moreover, women with lower grade disease were also found to have
waited longer for symptoms of uterine cancer (Coates et al., 1996). It is possible that
symptoms associated with lower grade disease may be less painful or alarming and

easier to attribute to something benign.

There was some evidence that older women may seek help more quickly than younger
women. For example, Coates et al. (1996) reported this finding. However, given that this
was a qualitative study, no statistical analyses were undertaken to determine whether
this relationship was significant. Further, Smith and Anderson (1985) reported that
women aged 40 years or older were more likely to have a symptom that convinced them
to seek medical attention for ovarian cancer, however, this finding may simply reflect the

differences in symptoms experienced.

As with intention to wait longer, service barriers also acted to negatively influence time
to help-seeking in women with actual symptoms. Interestingly, although symptom
awareness wasn’'t associated with hypothetical help-seeking, | did find evidence that it
was with actual help-seeking. This may be a result of the differences in the time periods.
For example, most of the women in Brain et al.'s (2014) study anticipated seeking help
within two weeks, with almost half saying that they would do so immediately, whereas
the data from most of the retrospective studies showed that women had waited longer

(Cochran et al., 1986; Johnson et al., 2011; Smith & Anderson, 1985).

Again, as with hypothetical help-seeking, there were a number of factors associated with

prompt help-seeking. Women who had experienced a bleeding symptom, abdominal
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pain or abdominal swelling reported having sought help more promptly or had reported
that these were the symptoms that encouraged them to seek help at all. Further, women
who attributed more ‘cancer explanations’ were less likely to spend longer appraising
their symptom (appraisal delay has been argued to account for the longest period of
‘total delay’ (Andersen et al., 1995)). Women with a higher SES and women who were
educated to higher level were also more likely to have sought help promptly. This finding
may be a result of an increased knowledge of symptoms, or potentially an increased

confidence in seeking medical attention.

3.3 Help-seeking for symptoms of breast cancer
3.3.1 Help-seeking for symptoms of breast cancer (including literature published

between 1975 and 2004)

As discussed above, the body of literature exploring help-seeking for symptoms of
breast cancer is considerably larger than that exploring help-seeking for symptoms of
gynaecological cancers. As a result of this much larger research interest in the former,
there have been a number of reviews of the literature. In the literature below, | have
discussed these reviews, along with original research papers not included in the
reviews, and more recent papers. Again, as mentioned above, there may be similarities
in the factors that influence a longer time to help-seeking for symptoms of
gynaecological cancers and breast cancers. In examining the breast cancer literature
below, | aimed to identify all possible factors that may influence a longer time to help-
seeking for symptoms of gynaecological cancers. When discussing the literature relating
to gynaecological cancers above, | stratified by research design (studies exploring
hypothetical help-seeking and studies exploring retrospective help-seeking). The breast
cancer literature discussed in the reviews below mostly relates to retrospective data, in
patients with a diagnosis of cancer. Where hypothetical help-seeking data is discussed,

this has been made clear.
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In 1993, Facione published a critical review of the literature on help-seeking for
symptoms of breast cancer, and calculated a frequency weighted average of the time
taken to seek medical attention for the women in these studies. This calculation showed
that around 34% of the women in the literature had waited for three months or more
before seeking help. When applying this frequency weighted average to the studies
carried out in Britain (Adam, Horner, & Vessey, 1980; Macarthur & Smith, 1981; Nichols,
Waters, Fraser, Wheeller, & Ingham, 1981), Facione reported that the proportion of

women who had waited longer than three months was lower (24%).

In her review of the literature, Facione included both studies that explored intention to
seek help and actual, retrospective help-seeking. The studies investigating intention to
seek help supported an association between a longer time to anticipated help-seeking
and having negative beliefs about the consequences of a breast cancer diagnosis and

social normative influences (such as perceived social role demands).

In the literature exploring time help-seeking retrospectively in women diagnosed with
breast cancer, Facione found support for possible associations between a longer time to
help-seeking and attribution of a symptom to a benign process (such as previous benign
breast disease), the presence of symptom other than a lump, fear (expressed as fear of
dying, of discovering the cause of the symptom and of mastectomy), being from a non-
White ethnicity and possibly being older. Facione also reported that economic factors
(such as no having medical insurance) may also be associated with time to help-seeking
in patients diagnosed with breast cancer, although this finding would not be applicable in
the UK, where healthcare is free at the point of delivery, as mentioned earlier. The
literature was unclear about whether the attribution of a lump symptom to cancer

increased the time taken to seek help, or reduced it.

Facione’s review demonstrates evidence for some of the potential influences on both

intention to seek help for symptoms of breast cancer, and actual help-seeking. However,
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there were some limitations. For example, Facione reported that the majority of the
studies included in the review had extracted data from patient medical notes or tumour
registries, rather than patient report. | have discussed the limitations of using data from
patient medical records to determine time to help-seeking above (see section 3.1.1.2).

Similar issues apply to the use of registry data.

During 1996 and 1998, Ramirez et al. (1999) carried out a systematic review of factors
predicting delay in help-seeking for symptoms of breast cancer in the literature from
1960 onwards (and therefore covering some of the literature discussed in Facione's
(1993) review) to identify factors that may be relevant in modern times. The authors
identified 19 papers including original data on risk factors for delayed presentation
attributable to breast cancer patients. The literature only showed strong evidence for an
effect of older age and strong evidence against marital status as predictors of delay in
help-seeking for breast cancer. There was moderate evidence for having fewer years of
education, being from a non-White ethnicity, discovery of a symptom other than a breast
lump, non-disclosure of symptoms to others and misattribution of the symptom to

something other than breast cancer.

The most recent review focusing on factors associated with delay in help-seeking for
breast cancer symptoms | identified was carried out by Bish et al. (2005). This review
covered the literature discussed in the previous reviews, as well as newer literature (the
authors did not describe the time periods from which they reviewed the newer literature,
although the most recent study cited was published in 2004). Combining the findings of
the reviews described above (Facione, 1993; Ramirez et al., 1999) with newer literature,
the authors concluded that older age, reduced knowledge of symptoms, less than
prompt disclosure to another person and treatment concerns were all associated with
either a longer time to help-seeking for symptoms of breast cancer or an intention to wait

longer.
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Finally, in 2009, Macleod et al. also reviewed some of the literature relating to a longer
time to help-seeking for a number of different cancers, including breast and
gynaecological cancers, reporting results from two previous systematic reviews, one
focusing one breast cancer (Ramirez et al., 1999, discussed above) and one focusing
on a number of different cancers, including breast and gynaecological (Macdonald et al.,
2004). Relevant papers relating to gynaecological cancers have been discussed earlier.
The review here mainly reported the findings relating to breast cancer reported by
Ramirez et al. However, the authors did consider some newer literature (Burgess,
Hunter and Ramirez, 2001, discussed below), which used a qualitative methodology to
investigate delay in help-seeking for symptoms of breast cancer in women with newly

diagnosed breast cancer.

Burgess et al. (2001) interviewed 46 women using semi-structured interview guides,
eight weeks after diagnosis. The women were purposively selected from a larger study
(Burgess et al.,, 1998), to represent both women who had waited for a longer (>3
months) and a shorter (2 weeks) period of time before seeking help. The authors found
evidence that women who had waited for a shorter period of time had recognised the
seriousness of the symptom more quickly than those who had waited longer, which was,
in turn, influenced by the nature of the initial symptom, and how well it matched the
individual's expectations of what a breast cancer symptom was. The researchers also
reported that women who waited longer were more concerned about bothering the
doctor than those who did not. Other factors more commonly mentioned by women who
had waited longer included fears about cancer treatments (possibly influenced by past
experiences of loved ones with cancer) and competing priorities (such as family, work
and holidays). A change in the symptom or disclosure to others seemed to act as a

facilitator to recognition of symptom seriousness.

Although this was a qualitative study, and no statistical differences could be determined

between those women who waited longer and those who did not, this study is useful in
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understanding the complexities of the help-seeking process. Further, this study was
conducted two months following diagnosis, which may have led to greater recall on the
part of the women involved, without being too soon after to cause increased levels of

distress.

3.3.2 Help-seeking for symptoms of breast cancer (including literature published
after 2004)

The literature discussed below was published since the reviews described above were
carried out. As these are individual papers, | have discussed them by methodology, as |
did with the gynaecological cancer literature, above. Some of the literature exploring
influences on a longer time to help-seeking or intention to wait longer before help-
seeking focuses on very specific groups of women or were carried out in countries with
very different health systems or cultures to the UK (for example, Facione, Giancarlo, &
Chan, 2000; Facione & Giancarlo, 1998), which would be difficult to apply to a UK

population. As such, these studies are not discussed here.

3.3.3 Studies exploring hypothetical help-seeking for symptoms potentially

indicative of breast cancer

| identified three studies which explored intention to seek help for a symptom of breast
cancer (Facione et al., 2002; Forbes et al., 2011; Hunter et al., 2003). In 2002, Facione
et al. investigated a likelihood to delay seeking medical attention for a symptom of

breast cancer in a convenience sample of 699 asymptomatic US women.

The authors used a number of different measures in this study, including the J-Delay
scale (the Judgement to Delay scale), to measure likelihood to delay. The authors
conducted a logistic regression analysis to determine factors significantly associated
with anticipated time to help-seeking. The model explained 34% of the variance in

likelihood to delay help-seeking for symptoms of breast cancer (correctly predicting 41%
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of those likely to delay). Black and Latino women were around twice as likely to delay
compared to White women. Being more likely to self-care for breast symptoms,
perceiving more role constraints, having more fatalistic views about cancer, being a
lower user of health services, and being less likely to engage in complex problem

solving were also all significant predictors of an increased likelihood to delay.

This study measured many different variables associated with a likelihood to delay, and
showed that many of these predicted a likelihood to delay. Some of these variables,
such as ethnicity, symptom awareness and perceived role demands have been explored
in the literature discussed above. However the relationships between help-seeking
(perceived or real) and cancer fatalism, health services utilisation habits, self-care of
breast symptoms and disposition to engage in complex problem solving have been less

well explored in the area of time to help-seeking for female cancers.

The role of fatalism in intention to seek help for symptoms of cancer generally, however,
has been explored previously. Beeken, Simon, Wagner, Whitaker, and Wardle (2011)
explored the effects of fatalism on intention to seek help in a population-representative
sample of 2,018 British adults, reporting that fatalism was significantly associated with
being less positive about early detection of cancer and with being more fearful about
help-seeking for a suspicious symptom. There is evidence that fatalism may be more
influential on time to help-seeking in lower SES and non-White ethnic groups (Beeken et

al., 2011; Dein, 2004).

Self-care of symptoms, perceived access to healthcare services and a lower use of
healthcare services may have been influenced by cost considerations in the sample in
Facione et al.’s (2002) study. However, the study was carried out in the US, where
healthcare is not free at the point of delivery, and these considerations may not be

applicable in the UK. Further, although these variables were not included in the final
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model, the authors did report that women who scored higher on the J-Delay scale were

significantly more likely to have no health insurance or to have lower income levels.

Between 2009 and 2010, Forbes et al. (2011) explored help-seeking for symptoms of
breast cancer, using the Breast Cancer Awareness Measure (Linsell et al., 2010) in an
ethnically diverse group of 1515 women in East London, UK. Similar to the findings with
the generic Cancer Awareness Measure (Robb et al., 2009), they found that participants
reported an intention to seek help quickly (73% reported an intention to seek help within
one week). The most common barriers to help-seeking were a worry about what the
doctor might find (47%), embarrassment (38%), a concern about wasting the doctor’s

time (37%) and finding it difficult to make an appointment (35%).

Although there were no ethnic differences in anticipated time to help-seeking, there were
ethnic differences in endorsement of anticipated barriers to help-seeking. South Asian
women were significantly more likely to report emotional barriers (such as a worry about
what the doctor might find), embarrassment and lack of confidence in talking about
symptoms than White women. Further, South Asian and Black women were significantly
less likely to report that they were worried about wasting the doctor’s time than White

women.

Although it is interesting to explore the barriers to help-seeking that women anticipate,
and in particular, which groups of women this may affect, the authors did not explore the
relationship between these anticipated barriers and anticipated time to help-seeking.
Further, the authors did not explore the relationship between breast cancer awareness
and anticipated help-seeking. This makes it difficult to determine whether symptom
awareness and perceived barriers would actually influence anticipated time to help-

seeking.
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Unusually in the literature on help-seeking for symptoms of cancer, Hunter, Grunfeld,
and Ramirez (2003) used theoretical models (the self-regulation model (Leventhal et al.,
1980) and the theory of planned behaviour (Ajzen, 1985, 1991)), which were both
discussed in Chapter Two) to underpin their research. More than half (59%) of the 546
UK women who completed postal questionnaires for the study stated that they would
seek help immediately for a breast symptom, and over a third (38%) said they would
within a month. Just 3% said that they would wait for two months or more before seeking
help. The authors classed any women who anticipated waiting for a period of time
before help-seeking as potential delayers, and found that older age was a significant

predictor of intention to seek help.

The authors entered the two models into a hierarchical multiple regression, which
revealed that the self-regulation model explained 22% of the variance in intention to
seek help, and the theory of planned behaviour increased the variance explained to
29%. Identity, attitude towards help-seeking and perceived behavioural control were all
significant predictors in the model. Potential delayers scored significantly lower on the
identity scale than those who intended to seek help immediately, suggesting that those
who anticipated seeking help promptly had accurately identified more symptoms.
Prompt help-seekers were more likely to have positive attitudes towards help-seeking

and greater perceived behavioural control about seeking help for a symptom.

The findings here fit with the research discussed above, which also demonstrated an
association between recognition and attribution of symptoms and help-seeking. The
findings in relation to greater perceived control in seeking help and having a positive
attitude about seeking help also reflect some of the findings above. For example, Forbes
et al. (2011) found that over a third of the women in their sample had anticipated finding
it difficult to make an appointment as a barrier to help-seeking, suggesting a lower level
of control over their ability to seek help. The relationship between lower levels of

perceived control were also reflected in Facione et al’s (2002) study, which
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demonstrated that women who perceived more constraints and reported more fatalistic

views were more likely to delay seeking help.

3.3.4 Studies exploring retrospective help-seeking for symptoms indicative of

breast cancer

There were many more studies exploring help-seeking for symptoms of breast cancer
retrospectively, in women who had been diagnosed, than studies exploring intention to
seek help. As with the body of research investigating an intention to wait for a longer
time before seeking help, some of the literature here involved very specific groups of
women, or women from very different cultures, which would make the research findings
difficult to apply to a UK population (for example, Montazeri, Ebrahimi, Mehrdad, Ansari,
& Sajadian, 2003; Norsa’adah, Rahmah, Rampal, & Knight, 2012). Again, these studies

are not discussed here.

Since the reviews discussed above were conducted, a number of studies have been
published exploring help-seeking for symptoms of breast cancer. These will now be
discussed, in order to achieve an understanding of the most recent evidence for factors

which influence delay.

Freidman and colleagues (Freidman et al., 2006) explored help-seeking in women who
had been referred to a medical oncology breast surgery clinic, but who had not been
diagnosed with cancer. They collected data at one time-point, asking 99 mostly Hispanic
(57%) women to complete a number of questionnaires while waiting for their
appointment. The authors explored symptoms, time to help-seeking, risk perception,

spirituality, barriers to help-seeking and initial emotional response to the symptom.

Analyses showed that the women had reported waiting a mean of nine months from

symptom onset to help-seeking, and that almost half (45%) of the women had waited for
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more than three months. The most common reason for delay (defined here as three
months of more between symptom onset and help-seeking) was a worry that the
symptom might indicate cancer, endorsed by 39% of the women. Other common
reasons, cited by around a quarter of the women were difficulty making an appointment

(28%) and cost (24%).

Although education level alone was not predictive of number of months to help-seeking,
there was a ‘lump by education’ interaction. Having a non-lump symptom was a
significant predictor of number of months to help-seeking, but only in women with a low
education. This interaction explained 13% of the total variance in number of months to
help-seeking. Additional predictors were cost (11.5%), lower perceived risk (7.4%) and
lower levels of spirituality (6.5%). The total model explained 38.4% of the total variance

in number of months to help-seeking.

The authors also used a logistic regression to explore time to help-seeking as a
dichotomous variable, dichotomising number of months into <3 months and >3months.
Again, the overall model was significant, with younger age, less education, perceived
risk and endorsing cost as a barrier to treatment all significant predictors of having

waited longer than three months from symptom onset before seeking medical attention.

Freidman et al.'s (2006) study was the only other study | found (alongside Cooper et al.,
2013) that had explored time to help-seeking in women who had symptoms, but had not
yet received a diagnosis. As discussed above, most of these retrospective studies
explored help-seeking in women who had been diagnosed with breast cancer. However,
these women had probably seriously considered the likelihood that they would have
such a diagnosis, given their referral to an oncology centre. As such, it is likely that the
results here would have been similar to those found in studies exploring retrospective

help-seeking in women with a diagnosis of cancer. For example, these women may still
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have felt that they did not want to divulge how long they waited before seeking help from

symptom onset, given their referral to an oncology centre.

As stated above, most of the literature characterises ‘patient delay’ as having waited for
three months or more before seeking medical attention. Although the authors in this
study also do this, their inclusion of the analysis of variables that may predict number of
months waited before seeking help is unusual. Interestingly, the predictor variables were
different in both models. For example, although cost, perceived risk and education level
played a significant role in both models, education alone only predicted waiting for more
than three months before help-seeking. The effect of education on number of months
taken to seek help was only significant if women experienced a non-lump symptom.
Further, although age was a significant predictor of whether women took longer than
three months to seek help, it was not a predictor of number of months taken to seek
help, and although level of spirituality was a significant predictor of a higher number of
months taken to seek medical attention, it was not a predictor of having waited more
than three months. Again, as mentioned earlier, for some cancers, it may be important
to seek help sooner than three months. As such, the results relating to a specific time
period (i.e. three months or more) may be less relevant than the results exploring

predictors of longer to help-seeking.

A number of studies that have explored predictors of (or variables associated with) a
longer time to help-seeking for breast cancer have done so in groups of women who
may be at a higher risk. For example, Burgess et al. (2006) focused on women aged 65
years and older (45% of new cases of breast cancer diagnosed in 2011 occurred in this
age group (Office for National Statistics, 2013a)). Burgess interviewed 69 women 4-8
weeks post-diagnosis, and delay was defined as having waited for three months or more

from symptom onset to help-seeking.
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Less than half of the women (42%) reported having waited for three months or longer
before seeking medical attention for their symptom. Women were significantly more
likely to have waited for three months or more before help-seeking if the first symptom
experienced was a non-lump symptom, if they had attributed their symptom to nothing or
a vague cause, if they had reservations about seeing their GP or if they had fears about
the consequences of the diagnosis and treatment of cancer. Women who had disclosed
their symptom to someone else within a week of discovery were significantly more likely
to have sought help within three months, as were women who were self-motivated to

seek help (as opposed to being prompted by another).

In 2010, Rauscher et al. (2010) examined factors associated with a longer time to help-
seeking in a population-based sample of 436 women diagnosed with breast cancer. The
authors reported that 16% of the women said that they had waited for more than three
months before seeking medical attention. Logistic regression analyses showed that
women with a greater number of misconceptions about breast lumps were significantly
more likely to have reported waiting for three months or more, as were women who had
a history of benign breast problems, women who did not have a regular health provider,

and women who had a lower score on the recency of care scale.

The authors did not report any demographic differences between women who had
waited longer and women who had waited for a shorter time before help-seeking.
However, they did note that the participant response rate was 56%, and analyses
showed that non-responders were significantly different in terms of ethnicity and age to
responders. Although the authors did use analytic weights in their models to adjust for
ethnicity, it is possible that age and ethnicity could have been significant predictors of a
longer time to help-seeking (particularly as there is evidence for the effects of these
variables in the literature described above). Some of the findings here would not be
relevant in a UK population (such as having medical insurance). It was interesting,

however, that misconceptions about breast symptoms were predictive of a longer time to
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help-seeking. In the research discussed above, it is a common finding that attributing a
symptom to something non-serious is likely to lead to a longer time to help-seeking.
Misconceptions, such as believing that a lump should only be checked out if it is painful
or growing, may suggest that women do not believe that these symptoms are indicative

of something serious unless they exhibit these characteristics.

A study conducted by (Taib et al., 2011) reflected some of the findings in the studies
discussed directly above (Burgess et al., 2006; Rauscher et al., 2010). The researchers
gualitatively explored the experiences of 19 women who had been diagnosed with
breast cancer using semi-structured interviews. Although not explicitly stated, delay
appeared to have been defined again, as three months or more. The authors found
evidence of symptom non-recognition (both for lump and non-lump symptoms). As with
the women in Rauscher et al.'s (2010) study, Taib et al. found evidence that women
appraised non-painful symptoms (including a lump) as being harmless. Women also
believed that family history needed to be present in order to be at risk of breast cancer,
suggesting that they felt at lower risk if they had a symptom, but no family history of
breast cancer. Again, women believed that breast cancer would present as a lump, and
consequently did not attend to non-lump symptoms. There was also evidence here that
women felt at lower risk of developing breast cancer if they had had previous symptoms

which had been benign.

Marcus, Lunda, and Fernandez (2013) investigated factors associated with having
waited for three months or longer before seeking medical attention from symptom onset
in 103 women presenting with a diagnosis of stage Ilb or higher breast cancer. The
authors performed two logistic regressions to demonstrate the significant predictors of
either having sought help within three months versus three to six months or having
sought help within three to six months versus having sought help more than six months
after symptom discovery, as the authors felt that the variables which influence a longer

time to help-seeking may vary by periods of time. Only having had a previous history of
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cancer was a significant predictor of having waited for less than three months versus
three to six months, with women more than three times as likely to seek help within
three months if they did have a previous history. This was also a significant predictor of
having waited for between three and six months (compared to more than six months) as
well as age (women aged 55-64 were almost three times as likely to have waited
between three and six months before seeking help than younger women). The authors
also reported that having a secondary education or higher and being aged 45-54 were
significant predictors of waiting for less than six months (but more than three). However,
these predictors were significant at the 0.10 level, which is not usually accepted as
statistically significant in the literature. A level of 0.05 is typically the highest level at

which a finding is argued to be significant (for example, Coolican, 2014).

The authors acknowledge that their findings may have been different if women with
more localised disease had been included in the sample. However, they do suggest that
the observed relationship between having had an experience of cancer and having
sought help promptly may indicate a higher awareness of signs of cancer in these
women. As many women who discover symptoms may not have had an experience of
cancer, the authors recommend that those who have, share their experiences with other

women in a bid to encourage them to seek help more promptly.

More recently, O’Mahony, McCarthy, Corcoran, and Hegarty (2013) developed a

conceptual framework, based on a review of the literature exploring variables that may

influence time to help-seeking for symptoms of breast cancer (Figure 3.1).
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Figure 3.1, A conceptual framework of ‘factors potentially influencing women's help-seeking behaviour on self-discovery of a breast symptom
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The aim of their study was to explore women’s help-seeking behaviour within the
Republic of Ireland, and the variables that may influence this, as depicted in Figure 3.1.
The authors underpinned their research with the common sense model (described in
Chapter Two), using a cross-sectional survey design to collect data from 449
symptomatic women who were visiting a hospital for the first time, but who had not yet

had a diagnosis.

As described above, it is usually not possible to determine alternatives to help-seeking
when exploring responses to symptoms retrospectively in women with a diagnosis of
cancer, as all of the women in these studies have participated by virtue of their
diagnosis, made after seeking medical attention. However, O’Mahony et al. (2013) did
attempt to explore alternatives, finding that just under 80% of women had monitored
their symptom, 43% had listened to the advice of others about visiting the GP, and the
same proportion had prayed to God about their symptom. Although this information is
interesting and important, and it is admirable that the authors collected these data, it
must be noted that all of these women had eventually sought help, as they were
recruited from a hospital setting. It is still important to explore the influences on women
who never seek help. Knowledge relating to breast symptom identity (for example, a
presenting symptom of ‘nipple indrawn/changes’), a belief in a longer symptom duration
and a belief in ‘ignoring the symptom and hoping it would go away’, as opposed to
seeking medical attention were all significant predictors of having waited for three
months or more before seeking help. Prompt help-seeking was associated with being

afraid upon symptom discovery.

Again, as with some of the research discussed above, the authors found no relationship
between any of the socio-demographic variables and time to help-seeking, nor any
relationship between awareness of symptoms and time to help-seeking. However, the
presence of a breast lump was associated with prompt help-seeking, whereas the

presence of a non-lump symptom, such as nipple inversion or breast pain, were
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associated with a longer time to help-seeking. This suggests that knowledge does play a

part in time to help-seeking, in line with the research described above.

Interestingly, the authors found evidence for an association between a belief that
symptoms would last longer and a longer time to help-seeking. This finding is converse
to expectations. The authors offer a number of possible explanations, including that
these women may have had a more fatalistic, pessimistic outlook, leading them to a
resignation that their symptom would be prolonged or that they believed that the
symptom was due to a long-term condition, such as breast cancer, and consequently
were likely to delay. Alternatively, women may have just wanted to monitor their
symptoms and wait and see what happened. Having a pessimistic or fatalistic outlook
seems to be the most likely explanation. Perhaps the women here felt that breast cancer
would be a death sentence, and so there was little point in seeking medical attention,
although they eventually did. Wanting to monitor the symptom seems like an unlikely
reason for delaying seeking help if one believes that the symptom will last a long time,
as monitoring implies that one is waiting to see whether the symptom continues or

worsens.

It was unsurprising that a belief in ignoring the symptom and hoping it would go away
was a significant predictor of a longer time to help-seeking. This may have been driven
by fear or by competing priorities (Facione, 1993). Fear has been found to be related to
both prompt and delayed help-seeking, suggesting that other factors may mediate this
relationship. The finding that disclosure of a symptom to another is associated with
prompt help-seeking has been reflected in the research described above. Perhaps
disclosure of a symptom may encourage discussion around possible causes, and lead
to a deeper level of consideration of the symptom. Further, disclosure of a symptom to
another person may lead to a sanctioning of help-seeking, which has also been found to

be related to prompt help-seeking.
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3.2.5 Predictors of a longer time to help-seeking or a longer anticipated time to
help-seeking for symptoms potentially indicative of breast cancer

As with the literature exploring factors associated with help-seeking for symptoms of
gynaecological cancers, the time periods defined as ‘delay’ varied between studies
exploring factors associated with help-seeking for symptoms of breast cancer, although
the majority of research defined ‘delay’ as having waited for three months or more.
Again, there were also some differences in the variables associated with an intention to
wait longer before seeking help and actual time to help-seeking in women who had a
diagnosis of breast cancer. A longer time to help-seeking in women with a diagnosis
was associated with misattribution of a symptom (usually to something benign, vague or
nothing at all). Women also reported non-recognition of their symptom, particularly if the
symptom was a non-lump symptom. Given that reduced knowledge of symptoms was
also associated with a longer time to help-seeking, this was unsurprising. Similarly,
women who had had a history of benign breast problems were more likely to have
waited longer. This is probably due to a reassurance built up by the non-seriousness of

their previous symptoms.

Other factors associated with a longer time to actual help-seeking were having
competing priorities, a belief in ignoring the symptom and hoping it goes away, and non-
disclosure, or less than prompt disclosure of a symptom to someone else. Women with
less education, no recent health checks (including mammography or breast health
checks), those who did not have a regular healthcare provider, women from a non-White
ethnic background and older women were all more likely to have waited longer before
seeking help. A couple of service barriers also acted to negatively influence time to help-
seeking (difficulty in making an appointment to see a doctor and being concerned about
bothering the doctor). In a few of the studies described above, fear of discovering the
cause of the symptom, of dying and of treatment were all associated with a longer time

to help-seeking.

99



As with symptoms of gynaecological cancers, fear also acted to influence prompt help-
seeking, as did having had a history of cancer, being self-motivated to seek help, and a
change in the symptom. As non-disclosure of a symptom acted to influence a longer
time to help-seeking, disclosure acted to reduce this time, as it helped women to

recognise the seriousness of a symptom.

Intention to wait longer was also associated with older age, being from a non-White
ethnic background, reduced knowledge of symptoms, non-disclosure to another person,
treatment concerns, concern about wasting the doctor's time and perceived role
demands. Additional influential factors were having negative beliefs about the
consequences of a breast cancer diagnosis, embarrassment and concern about what
the doctor might find. Individual factors such as being more likely to self-care, having a
lower use of health services, and being more likely to engage in complex problem
solving were all associated with a longer time to help-seeking. Intention to seek help
promptly was associated with having more positive attitudes towards help-seeking and

perceiving greater behavioural control about seeking help.

3.4 Summary of the literature exploring variables associated with help-seeking for
symptoms of female cancers

In section 3.1, | discussed the possibility that the factors which were associated with a
longer time to help-seeking for gynaecological cancers may be similar to those
associated with a longer time to help-seeking for breast cancers. There seemed to be
some evidence of this, as there were many variables associated with both hypothetical
and actual help-seeking for all of these cancers. However, there were some variables
that seemed to be specific to a longer time to help-seeking for gynaecological cancers,

such as attributing the symptom to stress or the menopause and being younger.
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There were also a number of interesting findings applicable to all of these cancers. For
example, fear seems to act both to encourage prompt help-seeking and to delay it,
which may be a product of what the fear relates to. For example, if women feared a
cancer diagnosis, they seemed to be more likely to wait longer, although some women
wanted to or had sought help sooner in order to receive reassurance. The idea,
however, that these women would seek help sooner to seek reassurance suggests that
they may not believe that their symptom is cancer as strongly as those women who
would not seek help due to a fear of a cancer diagnosis. Interestingly, women in the
breast cancer literature were afraid of the treatment for this cancer, which acted to
elongate the time taken to seek care, whereas this was not a factor in the
gynaecological cancer literature. This may be a result of a higher awareness of the

treatment for breast cancer due to the much larger levels of incidence.

3.4.1 Model of Pathways to Treatment

In Chapter Two, | discussed the MPT (Walter et al., 2012; see page 57), which is the
most recent model to be applied to the help-seeking literature. In this model patients go
through processes to move through intervals in the help-seeking pathway. The model
also mentions contributing factors which may influence the transition from one interval to
another. Within my thesis | am interested in the processes involved in detection of a

bodily change, appraisal and help-seeking.

Although none of the literature discussed above has used this model to explore time to
help-seeking for either breast or gynaecological cancers, two studies (Andersen et al.,
1995; Evans et al., 2007) did underpin their research with the General Model of Total
Patient Delay (‘Andersen’s Model’) (Andersen et al., 1995). However, Evans et al.
(2007) only used the model to explore those ‘delays’ attributable to practitioners,

whereas Andersen et al. (1995) explored influences on the full model.
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As mentioned above, the majority of the time taken to seek help occurred in the
appraisal stage, which is also evident in the MPT. A number of variables were identified
in this review which could affect the time taken to appraise a symptom potentially
indicative of a gynaecological cancer. For example, there was evidence for a
relationship between a longer time to help-seeking and the influence of patient factors
such as attributing the symptom to the menopause, something non-serious or benign
(such as the menopause or stress, which may be influenced by previous experience or
comorbidities) and a lack of symptom awareness. Disease factors also play a role, as
women with a lack of (or tolerable level of) discomfort (which may have led women to
misattribute their symptom to something benign) were more likely to wait longer,
whereas women experiencing alarming symptoms such as bleeding or abdominal pain

were more likely to seek help promptly.

Variables which may affect the time taken to seek help, once a symptom has been
appraised as potentially requiring medical assistance or advice, seemed to also include
some disease factors, such as fear of a cancer diagnosis or alarm about the symptom.
Patient factors also play a part, with feeling embarrassed, being younger, having a
higher level of education and a personal tendency to delay all being associated with a
longer time to help-seeking. There was evidence for the contribution of healthcare
provider and system factors, as women who perceived or anticipated more service
barriers (such as not wanting to bother the GP), emotional barriers (such as a worry
about what the doctor might find) and practical barriers (such as being too busy or

having competing priorities) were more likely to wait longer before seeking help.

3.5 Summary and links to next chapter

The literature exploring help-seeking behaviour for symptoms of gynaecological cancers
demonstrates a lack of consensus about the time period defined as ‘delay’. Most studies
investigate variables associated with a longer time to help-seeking, although | did find

some studies that did use a specific time-point at which ‘delay’ was deemed to have
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occurred. Reassuringly, two of the three studies that did this justified having done so
(Brain et al., 2014; Cooper et al., 2013). It may be more appropriate to explore time to
help-seeking, rather than defining ‘delay’ as having occurred at a specific time-point. As
discussed above, one period of ‘delay’ may not always be appropriate for all cancers, or
indeed, all types of illness. It may be more appropriate to determine whether a patient
has ‘delayed’ seeking help within the context of different cancers or illnesses, and at
what time-point from symptom onset it becomes harmful to have waited. Further,
different factors may be associated with different periods of delay, for example, Marcus
et al. (2013) found that a number of variables influenced seeking help within three to six
months (compared to six months or more), which did not influence help-seeking in less
than three months (compared to three months or more). In assigning an arbitrary cut-off

at which one is deemed to have delay, potentially influential factors may be missed.

This review has highlighted the scarcity of research exploring help-seeking for
symptoms of gynaecological cancers. In Chapter One | highlighted the importance of
improving the proportion of earlier diagnoses in these cancers, and that the absence of
a national screening programme for all but cervical cancer creates a need for prompt
help-seeking in women who develop symptoms and prompt action on the part of the
healthcare professional from whom help is sought. As such, it was surprising to discover
the dearth of research investigating the factors associated with prompt help-seeking, or

those associated with a longer time to help-seeking.

It is clear that more research is needed in this area, particularly for cervical, uterine,
vulval and vaginal cancers. Many of the variables which influence a longer time to help-
seeking seem to be related to misattribution, non-recognition of symptom seriousness or
lack of awareness of symptoms, and there is evidence that a higher awareness of
cancer symptoms can increase the likelihood of help-seeking for that cancer (Quaife et
al., 2014). Further, GPs have reported that, from their experience, the most common

reason for a longer time to presentation for gynaecological cancer symptoms is low
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symptom awareness, which results in women failing to understand the significance of
symptoms when they arise (Evans et al., 2014). However, to my knowledge, at the point
| began research on this thesis, there were no studies which had explored symptom
awareness and the relationship between this and time to help-seeking for symptoms of
gynaecological cancers. Exploring this relationship may be most important in ovarian
cancer, as this is the most lethal gynaecological malignancy (see Chapter One), and
there is potential for increasing survival rates through earlier detection of low volume
disease. However, it is also necessary to determine levels of awareness before efforts to
increase awareness are made. With this in mind, Chapters Five and Six will explore
symptom awareness for cervical and ovarian cancers. The data in these chapters were
collected prior to my commencement of this PhD. As such, | was only able to explore the
relationship between symptom awareness and help-seeking for ovarian cancer. Data
were also collected for risk factor awareness for both these cancers, and these data are

discussed further in Chapters Five and Six.

The studies reported in Chapters Seven and Eight discuss data collected during my
PhD. They explore responses to symptoms potentially indicative of the five
gynaecological cancers quantitatively (Chapter Seven) and qualitatively (Chapter Eight).
In Chapter four, | have described the four novel studies carried out and reported as part

of this thesis.
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CHAPTER FOUR - THESIS AIMS AND RESEARCH QUESTIONS

In Chapter One | determined that survival rates for gynaecological cancers could be
improved in the UK. It may be possible to achieve an improvement through increasing
the proportion of earlier FIGO stage diagnoses (stages | and Il) for uterine, cervical,
vaginal and vulval cancers, and by reducing the proportion of high grade serous ovarian
cancers, possibly through earlier diagnosis or increasing diagnoses of low volume
tumours. | established that this may be realised though increasing prompt help-seeking

in symptomatic women.

In Chapter Two | discussed the existing models of health behaviour and help-seeking.
The most recent model, the MPT (Walter et al., 2012), was developed from the General
Model of Total Patient Delay or ‘Andersen’s Model' (Andersen et al., 1995), which itself
was an extended and expanded version of an older model, proposed by Safer et al.
(1979). | established that Andersen’s Model is the most widely used model in the time to
help-seeking literature. However, the recently developed MPT aimed to address some of
the limitations of Andersen’s Model, and as such | have used this model to underpin the
research described in Chapters Seven and Eight, and | have explored how this model
might help explain help-seeking specifically for symptoms of a gynaecological cancer in

Chapter Nine.

In Chapter Three, | explored the literature on help-seeking for female cancers. The aim
of this chapter was to underpin the research in Chapters Seven and Eight. Although the
data had already been collected for the studies described in Chapters Five and Six, prior
to the commencement of my PhD, the literature discussed in Chapter Three helped to

guide the analysis and discussion within these chapters.
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To reiterate the questions | laid out in Chapter One, | have addressed the following

guestions within this thesis, using original data and analyses:

1. How much do women in the United Kingdom currently know about gynaecological
cancer symptoms and risk factors?

2. What variables predict time to hypothetical help-seeking for symptoms of ovarian
cancer?

3. How do women respond both behaviourally and emotionally to symptoms which may
indicate a gynaecological cancer?

4. What factors explain the different behavioural and emotional responses women may

have to an experienced symptom of a gynaecological cancer?

| have addressed question one in Chapters Five and Six, and question two in Chapter

Six, building on the literature discussed in Chapter Three. Questions three and four are

addressed in Chapters Seven and Eight.
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CHAPTER FIVE - CERVICAL CANCER SYMPTOM AND RISK FACTORS
AWARENESS (STUDY 1°)

5.1 Introduction

5.1.1 Background

In Chapter Three | established that two of the biggest influences on help-seeking
behaviour symptoms of female cancers were symptom misattribution and non-
recognition of symptom seriousness (for example, O’Mahony, McCarthy, Corcoran, &
Hegarty, 2013; Seibaek, Petersen, Blaakaer, & Hounsgaard, 2011), which may be the
product of low symptom awareness. Risk factor awareness is also important as it allows
women to make informed lifestyle choices and to modify any behaviours that may
increase risk, such as not attending cervical screening appointments (Cancer Research
UK, 2012a). Awareness of risk factors might also allow women who are at increased risk
due to non-modifiable factors (such as age (Cancer Research UK, 2013b)) to be more
sensitive to changes in their bodies. For example, as discussed in Chapter Three, there
is evidence that women who perceive themselves to have a lower risk of developing
breast cancer are more likely to intend to wait for a longer period of time before seeking

medical attention for symptoms (Bish et al., 2005).

The influence of risk factor awareness on help-seeking can also be understood in the
context of the models discussed in Chapter Two. For example, within the 1AM, new
external knowledge, such as knowledge about risk factors for a disease, can influence
interpretation of a bodily change and within the CSM, the representation of a health
threat may also be influenced by an increased perceived risk. Further, the MPT
describes how the influence of previous experience, psychological, social and cultural
factors can all influence help-seeking or appraisal, and perceived risk certainly fits within
these variables (for example having previously had a cancer may make an individual
more likely to perceive themselves at risk of a future cancer). This suggests that by
increasing awareness of symptoms and risk factors for cervical cancer, it might be

possible to increase prompt and appropriate help-seeking.

® A version of this chapter has been published elsewhere and can be found in Appendix 3 (Low, Simon,
Lyons, Romney-Alexander, & Waller, 2012)
107



However, before attempting to increase awareness, it is necessary to establish current
levels of awareness. In doing so, it will be possible to determine areas of poor
knowledge (such as specific risk factors or symptoms) and demographic groups who

may benefit from targeted health education programmes.

5.1.2 Existing literature on cervical cancer symptom awareness

In 2010 the Department of Health launched their key messages for cervical cancer (NHS
Choices, 2011). The messages include information about symptoms and risk factors for
cervical cancer, with unusual bleeding (particularly post-coital or post-menopausal
bleeding) and blood stained or unpleasant smelling discharge highlighted as the most
common symptoms. Other symptoms include pain during sex, blood in the urine or stool,
unexplained weight loss, changes in bowel habits (including persistent diarrhoea) and
lower back or pelvic pain (Cancer Research UK, 2013b; A. Neal & Hoskin, 2009;
Turkington & Edelson, 2005).

There has not yet been not been a systematic attempt in the UK to assess population
levels of cervical cancer symptom awareness, either for established common symptoms
such as unusual vaginal bleeding or for less common ones, such as pain or discomfort
during sex (NHS Choices, 2012a). However, there is evidence that cancer symptom
awareness in general is low in British women (for example, Robb et al., 2009)). As such,

it is likely that a low level of awareness will also be found in the current study.

The lack of research in this area may be a result of the dramatic reduction in cervical
cancer mortality and incidence in the UK overall in recent years, as described in Chapter
One, which in turn is a result of the establishment of a national screening programme in
1988 (Sasieni & Adams, 1999). In the context of declining incidence of cervical cancer
and a national screening programme, it seems logical that symptom awareness may be
a less important area of research. However, again, as described in Chapter One, the
latest data show there are still almost 1000 deaths attributable to this cancer in the UK
annually (Office for National Statistics, 2012a) and that incidence may still be rising in
some groups (Patel et al., 2012). Consequently, it is necessary to attempt to encourage

prompt help-seeking through increasing awareness of symptoms.
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5.1.3 Existing literature on cervical cancer risk factor awareness

There are a number of established factors that increase the risk of developing cervical
cancer (Parkin et al., 2011). These mostly include factors related to sexual activity,
including having many sexual partners, early sexual debut (Appleby et al., 2009), early
age at first pregnancy (Louie et al., 2009) increasing parity, taking the contraceptive pill
and HPV infection (Berrington de Gonzalez, Green, & International Collaboration of
Epidemiological Studies of Cervical Cancer, 2007), as well as number of previous
sexual partners of partner (Burk et al., 1996), unprotected sex or contracting a sexually
transmitted infection or disease (STI/STD) or virus (Binswanger, Mueller, Clark, &
Cropsey, 2011) including Chlamydia (Dahlstrém et al., 2011). There are also some
factors unrelated to sexual activity that may increase the risk of developing cervical
cancer such as smoking, not attending regular cervical screening (Berrington de
Gonzélez et al., 2007), having a weakened immune system (Sun et al., 1997) and family
history of cervical cancer (possibly as a function of shared genetic susceptibility or
lifestyle factors, rather than direct heritability) (de Freitas, Gurgel, Chagas, Coimbra, &

do Amaral, 2012).

Although there is evidence that all of the above increase the risk of developing cervical
cancer, some of these factors are associated with a higher risk than others. It is now
accepted that HPV is the most important risk factor for cervical cancer, with evidence
that this virus is present in almost 100% of invasive cervical carcinomas (Walboomers et
al., 1999), and that 100% of cases can be attributed to infections in the UK (Parkin et al.,
2011). As HPV is sexually transmitted, the sexual behaviours discussed above could
also be classed as having a higher risk than non-sexual behaviour risk factors, as they
increase the chances of HPV infection (Burk et al., 1996; Dunne et al., 2007). Research
suggests that risk factors unrelated to sexual behaviour, such as smoking (which may
only be related to 7.2% of cervical cancers (Parkin et al., 2011)), may aid the transition

of HPV-infected epithelia to cervical pre-cancer (Luhn et al., 2013).

In contrast to symptom awareness, there has been a larger research interest in
awareness of cervical cancer risk factors, although this has been slow-growing. In 2003

Adlard and Hume conducted a literature review exploring cancer knowledge literature in
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the British population between 1982 and 2002. They found just eleven studies, of which
only two had explored cervical cancer risk factor awareness (Wardle, Waller, Brunswick,
& Jarvis, 2001; Yu & Rymer, 1998), although neither study primarily aimed to determine

cervical cancer risk factor awareness specifically.

The first of these studies (Yu & Rymer, 1998) investigated awareness of cervical cancer
and attitudes towards screening in 650 UK women aged between 15 to 75 years as part
of a cross-sectional survey at two hospitals in London. Women were presented with a
list of possible risk factors and asked which they thought increased the risk of cervical
cancer. Awareness was highest for having many sexual partners (44%) and smoking
(37%), but endorsement of the remaining risk factors was lower. Just under a fifth of
participants endorsed genetic causes (inherited risk) (19%) and bad luck (12%). A small
number of participants believed that alcohol (6%), lack of exercise (3%) and pollution

(2%) were risk factors.

The second study (Wardle et al., 2001) investigated prompted awareness of risk factors
for a number of different cancers, including three risk factors related to cervical cancer
(having many sexual partners, a virus or infection and smoking) in a population
representative sample of men and women aged 16 years and older. Awareness that
having many sexual partners could increase the risk of cervical cancer was higher in the
female participants in this study than was reported in Yu and Rymer’'s (1998) study
(67%), although awareness of the link between cervical cancer and smoking was lower
(28%). Awareness of virus or infection was low in female participants (31%). This
suggests that although many women knew about the link between cervical cancer and
sex, they did not understand the role of HPV in the relationship, particularly as the
awareness reported in this study reflects knowledge of the link between a generic virus
or infection and cervical cancer, not specifically the link between HPV and cervical

cancer, which may have been lower still.

The differences in awareness between Wardle et al.'s (2001) study and the findings
presented by Yu and Rymer’'s (1998) could be the result of the timing of the studies. For

example, Wardle et al.’s study was conducted more recently than Yu and Rymer’s
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study. It may be the case that awareness of the potential health implications of risky
sexual behaviour had increased during this time. Secondly, women may have been
more likely to endorse smoking as a risk factor in Yu and Rymer’s study due to their
presence in a healthcare environment at the time they were asked about their
knowledge of risk factors. It is possible that these women had been exposed to health
messages regarding smoking at the time they were asked about risk factors for cervical
cancer (due to their immediate environment), which led them to endorse this risk factor

more than the women in Wardle et al,’s study, who participated from within their homes.

Since Adlard and Hume’s (2003) review was conducted, there has been an increase in
studies exploring cervical cancer risk factor awareness. This is possibly in line with the
increased interest in ensuring that girls and women are aware of the relationship
between sexual activity, HPV and cervical cancer with the advent of HPV testing and the

availability of the HPV vaccination in the last decade.

In 2003 Philips and colleagues (Philips, Johnson, Avis, & Whynes, 2003) asked female
university students aged 18-23 about their knowledge of a number of risk factors for
cervical cancer using a multiple-choice questionnaire. Again, as with previous research,
participants demonstrated high levels of awareness for the role of sexual activity, with
79% of the sample aware that multiple sexual partners and 56% aware that early sexual
debut act as risk factors, but lower awareness of HPV (51%). Just under half of the

sample (49%) identified smoking.

Awareness of both multiple sexual partners and HPV as risk factors for cervical cancer
was higher in this study than in Wardle et al.’s (2001) (compared to awareness of a virus
or infection). However, the pattern of awareness was similar: women were more aware
of the relationship between sexual activity and cervical cancer, but less aware of the
processes involved in that relationship (i.e. infection with a virus (HPV)). Awareness of
smoking was also considerably higher. It should be noted however, that while 51%
endorsed HPV as a risk factor, the authors reported that only 31% said that they had
heard of HPV, suggesting that 20% of the participants who endorsed HPV as a risk also

said they had not heard of it. The high level of endorsement of HPV as a risk factor may
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have been because the framing of the question effectively prompted agreement in

participants.

This study was the first to investigate awareness of other variables related to sexual
activity which can increase the risk of developing cervical cancer. The researchers found
that the majority of women in their study could identify early sexual debut (56%), but
found lower awareness for the link between the contraceptive pill (48%), Chlamydia
(43%), increasing number of pregnancies (31%) and early first pregnancy (29%) and

cervical cancer risk.

The higher awareness of having many sexual partners, HPV (compared to virus or
infection) and smoking observed in this study compared to previous research (discussed
above) may have been reflective of the high level of education of the participants (all
were university students). Further, due to their age and surroundings, these students
may have been given information on general and sexual health, including information on
smoking, STIs and STDs when they started university, which may have increased their
awareness compared to the general population. Finally, this study focused specifically
on cervical cancer, whereas Wardle et al.’s (2001) focused on a number of different
cancers. This focus may have led participants to consider their knowledge about cervical

cancer in a bit more depth.

Waller, McCaffery, and Wardle (2004a) were the first group to explore unprompted
awareness of cervical cancer risk factors in a British population consisting of 846 men
and 1091 women aged 216 as part of the Office for National Statistics (ONS) monthly
omnibus survey. Participants were asked about what they thought either increased or
reduced the risk of cervical cancer. Just under half of the women in the study mentioned
any link with sex, STIs (sexually transmitted infections) or condom use (46%), 41%
mentioned sexual activity, 30% identified many sexual partners, 13% knew that early
first intercourse was a risk factor, and 5% mentioned frequent sexual activity. Very few
women mentioned HPV (<1%), although more explicitly mentioned STI, STD or lack of
condom use (9% mentioned ‘STD’ or named an STD, 6% said ‘STI/STD’, 15% said ‘STI

or not using condoms’, 5% named an STl and 7% stated ‘Not using condoms’).
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Awareness of risk factors related to sexual activity was considerably lower in this study
than in previous studies (for example, Philips et al., 2003; Wardle et al., 2001), as was
awareness of smoking (15%). This was likely to be a function of the open question used
in this study, compared to the prompted questions used in previous research. It is well
established that recall and recognition scores vary widely, with studies using the latter
method reporting considerably higher awareness scores (for example, Power et al.,
2011; Simon, Juszczyk, et al., 2012). However, despite the lower awareness, as with
previous research, participants were still most aware of the influence of having many

sexual partners.

In 2005 Philips et al. conducted a self-complete questionnaire study with 1244 women in
east-central England aged 20-64, exploring awareness of the same risk factors as those
investigated by Philips and colleagues (2003), as well as awareness of unprotected sex.
Women eligible for cervical screening were invited to complete the questionnaire while
attending a GP consultation (not related to screening) or when being called for
screening. Participants were shown twelve risk factors and asked to label them as a

major risk, minor risk or no risk for cervical cancer, or to state that they did not know.

Awareness of smoking as a risk factor (either minor or major) was considerably higher
(79%) than had been observed in previous studies (15% to 49%) (Philips et al., 2003;
Waller et al., 2004a; Wardle et al., 2001; Yu & Rymer, 1998), although the proportion of
women identifying smoking as a major risk factor was comparable (46%). Endorsement
of sexual behaviours as risk factors varied, with 77% reporting many sexual partners,
73% reporting unprotected sex and 63% stating early sexual debut. The majority of
women believed that having unprotected sex and early first intercourse were either
minor risk factors, posed no risk or they did not know (61% and 64% respectively), but

that having had many sexual partners was a major risk factor (56%).

Few women believed that reproductive or contraceptive factors were major risk factors
(17% said using the contraceptive pill, 12% said early first pregnancy and 7% reported
number of pregnancies). Around a third of the women in the sample knew that HPV was

a major risk factor (33%) (51% endorsed HPV as either a major or a minor risk factor),
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which was similar to the proportion of women who endorsed Chlamydia (35%). The
findings in relation to HPV compared to findings from previous studies appear to show
that awareness is steadily increasing for this risk factor, although there is perhaps room
for education about the significance of it, given the lower endorsement of HPV as a
major risk factor here, and the finding that almost half (47%) of the women said that they
did not know whether HPV was a risk factor at all. Despite the apparent increase in
awareness, however, it still appears that the relationship between sexual behaviour,
HPV and cervical cancer was not fully understood in the sample, as although most
women endorsed having many sexual partners as a major risk factor, the majority did
not do so for other sexual behaviours explored here. Further, although the percentage of
women endorsing HPV as a risk factor was the same as it was in Philips et al.’s (2003)

(51%), fewer women in this study knew that HPV was a major risk factor.

In 2007, Marlow et al. tested unprompted recall of several risk factors for cervical cancer
(including not going for regular screening) and prompted recognition of HPV in a
population-representative sample of women aged 16-97 years. The findings in this study
were analysed along with the data from Waller and colleagues’ study (Waller et al.,

2004a), collected in 2002, to analyse change in knowledge over time.

Marlow et al found that recall was low for all of the risk factors, including HPV (3%) and
not going for regular screening (5%) and even when prompted, only 24% of participants
endorsed HPV, although 7% were aware that an STD or STI could act as a risk factor
for cervical cancer when unprompted. Few women were able to spontaneously identify a
risk factor associated with sexual activity (14% said that having many sexual partners
was a risk factor, 7% said young age at first intercourse, 5% said unspecified sexual
activity, 3% identified not using a condom and 3% mentioned having more frequent sex).
There were significant improvements in awareness between 2002 and 2007 for HPV
and for all the risk factors associated with sexual activity except unspecified sexual
activity. However, although unprompted awareness of HPV had improved since 2002
(3% vs. 1%), prompted awareness was lower in this study compared to previous studies
using prompted questions, which may have been a result of participant characteristics.

For example, although the prompted awareness of HPV was higher in Philips et al.’s
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(2007) study and in Philips et al.’s (2005) study, the samples in these studies were not

representative of the British population.

5.1.3.1 Existing literature on HPV awareness

The studies discussed above explored awareness of various risk factors related to
cervical cancer. However, more recently a number of studies have concentrated
exclusively on awareness of HPV. In 2008, Klug and colleagues (Klug, Hukelmann, &
Blettner, 2008) completed a systematic literature review which aimed to summarise
awareness of HPV in a number of different groups (the general public, students, patients
and health professionals). They identified six studies in the UK (Philips et al., 2005,
2003; Pitts & Clarke, 2002; Waller et al., 2003, 2004a; Wardle et al., 2001) (five of which
explicitly explored HPV risk factor awareness, and one of which (Wardle et al., 2001)
explored awareness of ‘virus or infection’). Pitts and Clarke (2002) and Waller et al.
(2003) were the first studies to explore HPV awareness in more depth, including
awareness of how the virus is contracted and awareness of factors that might increase

the risk of contracting it.

Pitts and Clarke’s study (2002) explored understanding and knowledge of HPV as a risk
factor for cervical cancer in 400 English women aged 19-64, using a questionnaire.
Their sample consisted of female staff at a university in the North West of England. The
majority of women in their study (70%) had not heard of HPV. Of those who had, 38%
knew that cervical cancer was a possible long-term effect of HPV, meaning that overall
only 11% of the women in this study both were aware of HPV and knew that it was a risk

factor for cervical cancer.

In 2003, Waller et al. explored HPV awareness in 1032 women aged 16 years and older
who had attended an NHS well woman clinic in central London using a questionnaire.
Again, around a third of women (31%) had heard of HPV. Of those women, 65% knew
that HPV was sexually transmitted and 40% knew that it was the main cause of cervical
cancer. These findings showed a slight increase in the proportion of women who were
both aware of HPV and aware that it is a risk factor for cervical cancer (12%), compared

to data collected a year earlier (Pitts & Clarke, 2002).
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In 2009, Marlow, Wardle, Forster, and Waller explored ethnic differences in the
awareness of HPV in 950 women (750 of whom were from ethnic minority
backgrounds). Women were asked whether they had heard of HPV prior to the study,
with 39% of White British women saying that they had. Awareness was much lower in
the minority ethnic groups. It might be expected that awareness would have risen
between this study and the previous one (Marlow et al., 2007), as in the interim the HPV
vaccination was introduced in Britain, which this study demonstrates in White women.
However, caution must be taken when interpreting these findings, as, again, the sample

was not population-representative.

The most recent study exploring cervical cancer risk factor awareness (specifically HPV)
was conducted in 2013 by Marlow and colleagues (Marlow, Zimet, McCaffery, Ostini, &
Waller, 2013), with 2409 participants aged 18-70 recruited from the UK, US and
Australia. HPV awareness was the highest recorded in studies with British women at
62%, and awareness that HPV can cause cervical cancer was very high in those women
who had heard of the virus (86%). It is likely that the increased awareness observed in
this study compared to previous studies may be a result of the ongoing awareness

campaigns for the national HPV vaccination programme.

Across the above literature, it seems that women are most aware of the risks for cervical
cancer associated with sexual activity (in particular, having multiple sexual partners) and
smoking. Awareness appears to be much lower for the main risk factor, HPV, across the
board. Overall, it appears that risk factor awareness was not particularly high, especially
when considering risk factors which were not related to sexual activity. Even when
considering these risk factors, the highest levels of awareness (79% for having had
many sexual partners) would still mean that 20% of women were not aware of this risk

factor.

Almost all of the previous studies using recognition to measure awareness of risk factors
have not done so in a population-representative sample; instead exploring awareness in

students (Philips et al., 2003) or university staff (Pitts & Clarke, 2002), women attending
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a well woman clinic (Waller et al., 2003) or in patients from one GP practice in one area
of England (Philips et al., 2005). Those in education or in an academic institution may
have higher levels of knowledge than the population at large due to their higher
education levels or exposure to more information on STDs/STIs or cancer through
literature available in their surroundings. Women attending a well woman clinic may
naturally have a higher level of interest in sexual health, and may be prone to looking for
information relating to this. Similarly, a population from one GP practice is unlikely to be

representative of the population.

As they explored awareness in a population representative sample, Marlow et al.’s
(2007) findings may be closer to the actual level of cervical cancer risk factor awareness
in the British population when unprompted. However, these data were collected in 2006
and consequently may not be reflective of current awareness. Moreover, while recalled
awareness was measured across a number of risk factors, recognition awareness was

only tested for HPV.

5.1.4 Factors associated with awareness of cervical cancer risk factors and
symptoms

As may be expected, given the proximity of the disease, a personal or family history of
cancer has been associated with higher awareness of cancer in general (Adlard &
Hume, 2003), as has a higher SES (Robb et al.,, 2009). Higher awareness of some
cervical cancer risk factors has also been found in women with higher levels of
education and income (associated with a higher SES) (Marlow et al., 2007; Waller et al.,
2004a). This is possibly because women who are more educated have a propensity to
seek out health information more than those who are less educated (Tu & Hargraves,

2003).

Higher awareness of HPV in particular has been found in women from a White ethnic
background, which may be due to a reluctance to discuss topics related to sexual
activity (Marlow et al., 2009) or an avoidance of places where one might be exposed to
such information in women of a non-White ethnic background. Research exploring age

differences in awareness of a number of different cervical cancer risk factors has found
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that while participants aged 16-24 were significantly more likely to be aware of not
attending for regular cervical screening than the oldest age group (75 and over), they
fared poorly in awareness of most other risk factors compared to the other age groups in
the study (Waller et al., 2004a). However, other research has found the opposite, that
younger women displayed a higher awareness of HPV than older women (Marlow et al.,
2009). This would appear to contradict Waller et al.’s (2004a) findings. However, Marlow
et al (2009) only recruited women to their study, whereas Waller et al. (2004a) recruited
both men and women and did not stratify awareness by both age and gender, making it
impossible to determine awareness in women by age group. The evidence relating to
awareness by age then suggests that younger women would be more aware of at least

some of the cervical cancer risk factors.

I was unable to find any literature exploring predictors of symptom awareness for
cervical cancer symptoms specifically. However, there is evidence that predictors of
higher symptom awareness for cancer in general include older age, White ethnicity and
higher SES (Robb et al., 2009). There is also evidence that having known close family
members or friends who have experienced cancer can increase awareness of some

symptoms of cancer (Adlard & Hume, 2003).

A higher awareness of cancer symptoms in general in older women compared to a lower
awareness of cervical cancer symptoms in older women may be a result of health
promotion campaigns. Given that cervical cancer occurs most commonly in younger
women (incidence is highest in women aged 30-34 years at 17.7 per 100,000 women,
but is almost as high in women aged 25-29 at 17.4 per 100,000 (Office for National
Statistics, 2012b)), it is likely that risk factor awareness literature would be aimed at
these groups. Further, medical knowledge about cervical cancer risks factors was much
lower when the older women were younger than it is today and consequently these
women may have never been targeted by health campaigns aimed at increasing cervical

cancer risk factor awareness.

The higher awareness of symptoms observed in older women in the literature exploring

generic cancer symptom awareness may be a function of the inclusion of a number of
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different cancer types. Generally cancer is much more common in older people, and
consequently this may have led to a higher level of awareness in older participants

through targeted health literature.

5.1.5 The current study

As mentioned above, there has not yet been any research which has attempted to
determine awareness of a number of known cervical cancer symptoms in a population-
representative sample of English women. Although some research has attempted to
explore risk factor awareness, much of this research tends to involve samples which are
not population-representative, making it difficult to apply these findings to the population.
Research which has recruited a sample representative of British women has tended to

focus on HPV awareness, rather than other known risk factors.

The present study aimed to explore awareness of both symptoms of and risk factors for
cervical cancer in a population representative sample of English women. Both open and

closed questions were used to measure recall and recognition respectively.

5.1.6 Hypotheses

i. Risk factor awareness will be low, particularly for HPV

ii. Symptom awareness will be low

iii. Both higher symptom and risk factor awareness will be associated with higher
education level, having a personal or close experience of cervical cancer and
White ethnicity

iv. Older age will be associated with symptom awareness, while younger age will
be associated with risk factor awareness

v. Higher occupational social class will be associated with higher risk factor and

symptom awareness
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5.2. Methods

5.2.1 Recruitment

English women aged =16 years were recruited through the social research agency,
BMRB (now TNS BMRB’) using random location sampling. The sample was stratified by
ACORN characteristics (CACI, 1975) and region. Respondents were then selected from
a small group of homogenous streets with probability proportional to population.The
survey (the Cervical Cancer Awareness Measure (Cervical CAM)® (Simon, Wardle, et
al., 2012) formed part of BMRB’s omnibus survey. This survey runs weekly and consists
of different modules from various clients merged into a common questionnaire. Just
under 1400 (1392) women completed the Cervical CAM survey module in the omnibus.
Women self-completed the Cervical CAM (a site-specific version of the generic CAM;
Stubbings et al., 2009), at home using Computer Assisted Personal Interviewing (CAPI)

in the presence of fully trained interviewers.

The study was exempt from ethical approval as no identifiable information was collected
from participants, and data were completely anonymous. This is in line with the UCL
Research Ethics Committee Exemptions guidelines, which state that ‘Research involving
the use of non-sensitive, completely anonymous educational tests, survey and interview
procedures when the participants are not defined as "vulnerable" and participation will
not induce undue psychological stress or anxiety’ is exempt (UCL Research Ethics

Committee, 2013).

Data were collected between November and December 2009, prior to the
commencement of this PhD. All background literature discussion, analyses and

discussion of the findings were undertaken as part of this PhD thesis.

7 www.tns-bmrb.co.uk

® The full Cervical Cancer Awareness Measure can be download from the NAEDI website at
www.naedi.org.uk
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5.2.2 Measures

5.2.2.1 Participant characteristics

Ethnicity was dichotomised into ‘White’ or ‘non-White’. White non-British women were
included in the ‘White’ category. A level of spoken English adequate to understand the
survey was a pre-requisite for participation. Age was measured as a continuous
variable. Education was grouped into ‘low-level/none’ (women educated to ONC, BTEC,
O Level/GCSE A-G and those with no formal education), ‘mid-level’ (women educated to
A-Levels/Highers, Higher education below degree and those who answered ‘Other’ or
were still studying) and ‘high-level’ (degree level or higher). The small number of women
who answered ‘other’ (N=48) were placed into the ‘mid-level’ education group. Analysis
of variance showed that these women were not able to recall or recognise significantly
more symptoms or risk factors than any of the other education categories, suggesting
that these women were not significantly different to any of the other education
categories. However, Table 5.1 shows that, at face value, the mean awareness for risk
factors and symptoms for women who endorsed ‘other’ was most similar to the ‘mid-

level’ education group, overall.

Table 5.1 Mean recall and recognition for risk factors and symptoms by education group

(n=1392)

Recalled Recognised Recalled risk  Recognised
symptoms symptoms factors risk factors

M (D) M (SD) M (SD) M  (SD)

Low-Level/None 0.52 (0.70) 5.88 (3.00) 0.45 (0.70) 4.78 (2.60)

Mid-Level 0.56 (0.73) 6.22 (2.67) 0.56 (0.75) 4.87 (2.40)
High-Level 0.84 (0.91) 659 (2.56) 0.77 (0.99) 554 (2.30)
Other 0.62 (0.84) 537 (2.91) 055 (0.79) 4.99 (2.36)
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SES was measured using the National Readership Survey (NRS) social grading system
(National Readership Survey, 2007). In this system, social grade is divided into six
different classifications (see Figure 5.1) based on occupation of the chief income earner
(CIE) for each household. Income is not used to determine social grade within the NRS
system. For the analyses in the current study, participants were dichotomised into those
with a high-level occupation (A, B, and C1) and those with a low-level occupation (C2,
D, and E), as is the convention in the literature (for example, Waller et al., 2009).
Further, this dichotomy allows professionals and non-professionals to be analysed

separately.

| decided to analyse the data using two markers of SES: education and occupation
(measured using the NRS system, as described above) rather than one or the other as,
although there is evidence that the two are correlated, there is an argument that these
two variables measure different phenomena and that they may each be better predictors
of different types of health outcome (for example, Geyer, Hemstrom, Peter, & Vagero,
2006). In order to explore all effects on risk factor and symptom awareness, | deemed it
appropriate to explore the relationship between both education level and occupation and

awareness.

Finally, respondents were asked whether they had had cervical cancer and/or whether

they had known a close family member or friend with cervical cancer. Respondents

scored ‘1’ if they had and ‘0’ if they had not.
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% of population
(NRS 2010)

A Higher managerial, administrative and professional 4

B Intermediate managerial, administrative and professional 22

o1 Supervisory, clerical and junior managerial, administrative and 29
professional

C2 Skilled manual workers 21

D Semi-skilled and unskilled manual workers 15

£ State pensioners, casual and lowest grade workers, unemployed 8

with state benefits only

Figure 5.1. National Readership Survey (NRS) social grading system (source:

www.nrs.co.uk/lifestyle-data)

5.2.2.2 Awareness of cervical cancer risk factors

Risk factor awareness was measured with both open and closed questions. The open
guestion (presented before the closed question to reduce bias) measured recall and
read, ‘What things do you think affect a woman’s chance of developing cervical
cancer?’. Respondents were given a blank space to freely respond. The closed question
(measuring recognition) read, ‘The following may or may not increase the chance of
getting cervical cancer. How much do you agree or disagree that the following can
increase the chance of getting cervical cancer?’. Participants were presented with 10
cervical cancer risk factors (see Table 5.3) and the response options, ‘strongly agree’,
‘agree’, ‘neither agree nor disagree’, ‘disagree’ or ‘strongly disagree’. A refusal to

answer was coded as ‘missing’.

For the open question, the responses were dichotomised into ‘recalled’ (mentioned) or
‘not recalled’ (not mentioned) and for the closed question responses were dichotomised
into ‘recognised’ (response ‘strongly agree’, ‘agree’) or ‘not recognised’ (responses
‘neither agree nor disagree’, ‘disagree’ or ‘strongly disagree’). Scores from the open and
closed questions were each summed to create an overall score for recall and for

recognition (range for both questions = 0-10).
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5.2.2.3 Awareness of cervical cancer symptoms

As with the risk factor questions, awareness was measured using both open and closed
guestions. Symptom recall was measured using the open question: ‘There are several
warning signs and symptoms of cervical cancer. Please type in as many as you can
think of'. Participants were presented with a blank space for responses and were also
given the option of answering ‘Don’t know’ or ‘Refuse’. Again, recognition was measured
with a closed question: ‘The following may or may not be warning signs for cervical
cancer. We are interested in your opinion’. Participants were presented with 11
symptoms of cervical cancer (see Table 5.5) and offered response options ‘Yes’, ‘No’,
‘Don’t know’, as well as the option to refuse to answer the question. If participants chose
this option, their data were coded as ‘missing’. Responses to the closed question were
dichotomised into ‘recognised (response ‘yes’) or ‘not recognised’ (responses ‘no’/‘don’t
know’) and responses to the open question were dichotomised into ‘recalled’

(mentioned) or ‘not recalled’ (not mentioned).

Each recognised or recalled risk factor or symptom was given a score of ‘1’. For each
risk factor or symptom which wasn’t recalled or recognised, a score of ‘0’ was given.
Scores were summed for both recognition and recall of both symptoms and risk factors
to give overall four overall scores (ranging from 0-10 for risk factors and 0-11 for
symptoms). A full list of the risk factors and symptoms measured can be seen in Tables

5.3 and 5.5 respectively.

Responses to the open questions for risk factor and symptom awareness were coded by
the BMRB interviewers according to a coding frame developed during the interview
stage. Coding was verified by another BMRB team member, allowing any errors or
inconsistencies to be corrected. To allow comparisons between levels of recalled and
recognised awareness, | have reported all those responses from the open risk factor
guestion that corresponded with the closed question list of risk factors. In addition, |
have reported awareness of ‘virus/STI/STD/infection’, ‘unprotected sex’ and
‘hereditary/genetics/in the family’. Although these risk factors did not match the closed

guestion responses, they are not incorrect. In a similar manner, | have reported

responses from the open question for symptom awareness that directly corresponded
124



with the closed question responses, as well as a number of responses that are not

incorrect (‘unusuallirregular bleeding’, ‘spotting’ and ‘bleeding (no detail)’).

5.2.3 Analyses

Data were analysed using SPSS version 19 (IBM Corporation, 2010). Two multiple
linear regressions’ were run; firstly to determine independent predictors of awareness
(recognition) of symptoms and secondly to determine independent predictors of risk
factor awareness. Recognition score was used in the regression as opposed to recall
score as both recall and recognition of cancer symptoms have been shown to have
similar correlates; however, recognition levels are usually considerably higher than recall
(for example Power et al., 2011; Robb et al., 2009; Simon, Juszczyk, et al., 2012). |
decided to use recognition scores rather than recall scores to determine group
differences in the regression analyses, as an overall floor effect was observed in the
recall scores, with many symptoms achieving a recall rate of zero. Further, in their 2009
study of generic cancer symptom awareness using the Cancer Awareness Measure,
Robb et al. (2009) reported that symptom recognition scores were an independent

predictor of time to help-seeking.

To determine those variables which were significantly associated with either the total
symptom recognition score or the total risk factor recognition score (shown in the results
section) before entering those variables into the two linear regressions using the forced
entry method, | performed a number of bivariate analyses. | tested the relationship
between age and awareness of both risk factors and symptoms using a Pearson’s
correlation. To explore differences in awareness between education and occupational
groups, | used analysis of variance and t-tests respectively. | also used t-tests to explore
differences in awareness between ethnic groups and those who had had a close
experience of cancer or not. These analyses (reported below) allowed me to identify the

predictive value of each of the variables independently.

° Linear regression is appropriate when both the predictor variables and the outcome variables
are continuous data.
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For both regression models, age, ethnicity, education level, occupation and experience
of cervical cancer were entered as predictor variables. Although ethnicity and
experience of cervical cancer were not associated with risk factor recognition score in
bivariate analyses, the literature suggests that these variables may be related to risk

factor awareness and so they were kept in the model.

As HPV is the most important risk factor for cervical cancer, and previous research
seems to suggest that there is a lack of understanding of the relationship between
sexual activity and HPV (for example, Waller et al., 2004a), | explored whether those
who were aware that sexual activity was a risk factor were also aware that HPV was a

risk factor.

5.2.3.1 Weighting

Weights were provided by BMRB. Data were weighted using a rim weighting technique,
in which target profiles were set for five separate demographic variables (occupational
status, parity, age group, social grade and geographical region) to achieve a
demographic profile within the sample which was representative of women aged 16 and
over in England. Weighting had the biggest effect on occupational social class (with 51%
of the unweighted sample in the C2DE group, compared to 43% in the weighted sample)
and on the 25-39 years age group (with 11% of the unweighted sample in this age
group, compared to 15% in the weighted sample). Smaller effects were observed in all

of the other demographic variables (see Table 5.2).

5.2.3.2 Missing data

Although each question in the survey offered participants the option to refuse to answer,
there were few missing data. The highest amount of missing demographic data were
observed for the education variable, where 0.9% of data were missing. There were a
very small amount of missing data for ethnicity (0.2%) and no missing data for
experience of cervical cancer or age. For each of the risk factor and symptom
awareness closed questions, less than 0.02% were missing. Where a case was missing

data, | excluded that case from any analyses in which the missing value would have
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been required. Given the small amount of missing data it is unlikely that this would have

affected the findings.

5.2.3.3 Parametric assumptions

Data were tested for normality and homogeneity of variance to be certain that any
significant results were down to genuine group differences in means. Linear regressions
were used as the skewness and kurtosis of the outcome variables (number of symptoms
participants were aware of and number of risk factors participants were aware of) were

both within normal distribution ranges (-1 — 1+).

5.3. Results

5.3.1 Participant characteristics

The sample consisted of 1392 women. Participants were aged 16-94, with a Mean age
of 47 years (range=16-94, SD=18.70). Most were from White ethnic backgrounds (91%),
which meant that the number of non-White women was very small. Consequently these
women were grouped together into the ‘non-White’ category. Women from a non-White
ethnic background were slightly over-represented compared to the female population in
England and Wales (9.2% versus 12%, respectively) (Office for National Statistics,
2014b). Most women either had no formal education or were educated to a low level
(51%) and fell into the higher SES group (ABC1) (57%). Although the women here were
similar to the British population in terms of SES (56% of the British population fall into
this group (Ipsos MediaCT, 2009)), the highest education group was under-represented
when compared to the female population of England and Wales (21% compared to 36%,
respectively) (Office for National Statistics, 2014a). However, the data from Office for
National Statistics is only presented as a combination of males and females.
Consequently, it is difficult to state how different the population here were compared to
the female population in England. It is likely that, the weights applied by BMRB were
applied to all of the participants who took part in the whole survey, and not just the
Cervical CAM module, and this may explain the demographic differences in the sample

here compared to the British population.
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The majority of participants had not had cervical cancer themselves, nor had they known
anyone close to them who had (85%). A more detailed description of the sample
characteristics can be found in Table 5.2 (which presents both weighted and unweighted

data).

Table 5.2. Sample Characteristics (Weighted/Unweighted n=1392)

Unweighted Weighted
N %* N %*
Age
16-24 158 114 208 14.9
25-39 425 30.5 343 24.7
40-59 416 29.9 431 30.9
60 + 393 28.2 410 29.5
Ethnicity
White 1240 89.1 1261  90.6
Non-White 149 10.7 128 9.2
Education
High-Level 256 184 285 20.5
Mid-Level 230 26.9 233 27.9
Low-Level/None 749 53.8 705 50.7
Socioeconomic status
ABC1 687 49.4 794 57.0
C2DE 705 50.6 598 43.0
Close experiences of cancer
No-one 1171  84.1 1179  84.7
At least one person 221 15.9 213 15.3

* where %<100%, this is due to missing data

5.3.2 Awareness of cervical cancer risk factors

Two-thirds of respondents (65%, n=905) were unable to recall any of the target risk
factors (M=0.44, SD=0.67), but when open responses ‘virus/STI/STD/infection’ (and
‘unprotected sex’ were included, this figure dropped to 764 (55%). The remainder
correctly recalled at least one (n=487 35%, and n=628, 45% respectively). ‘Having many

sexual partners’ was the most recalled target risk factor (20%, n=272). The least
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recalled were ‘having many children’ (<1%, n=3) and ‘having a weakened immune
system (for example, because of HIV/AIDS, immunosuppressant drugs or having a
transplant)’ (<1%, n=2). Mean recall score was slightly higher (M=0.52, SD=0.78) when
open responses ‘virus/STI/STD/'infection’ (recalled by 1%, n=20) and ‘unprotected sex’

(recalled by 7%, n=101) were included. See Table 5.3.

Just under a third (28%, n=392) of the sample were able to recall at least one of the risk
factors relating to sexual activity (starting to have sex at a young age; having many
sexual partners; unprotected sex or having a sexual partner with many previous
partners). Although | attempted to explore whether women who recalled a sexual activity
risk factor were significantly more likely to endorse HPV as a risk factor than those who
did not, the numbers of women in these groups were too small for a meaningful

difference to be detected using statistical analyses (n=12 and n=3, respectively).

Overall awareness was substantially higher when measured by recognition (with 95%
able to identify at least one risk factor), however on average women still only correctly
identified half of the risk factors presented (50%, M=4.96/10, SD=2.50). The most
recognised risk factors were ‘Not going for regular smear (Pap) tests’ (75%) and ‘Having
many sexual partners’ (64%). The least recognised was ‘having many children’ (12%)

(Table 5.3).

When prompted, 1029 (74%) of the women were able to recognise at least one risk
factor relating to sexual activity. As with recall, women who recognised at least one risk
factor relating to sexual activity were significantly more likely to also endorse HPV
(n=563, 55%) than women who did not recognise any risk factors related to sexual

activity (n=79, 23%) (x* (1,1375)=106.73, p<0.001).

In bivariate analyses, older age was significantly correlated with a higher knowledge of
risk factors when prompted (r(1377)=.10, p<0.001). Those with a higher level of
education were able to recognise significantly more risk factors (M=5.54) than those with

a mid (M=4.88) or lower level of education (M=4.78) (F(2, 1371)=9.67, p<0.001), as
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were those in the occupational group ABC1 (M=5.15) compared to those in the

occupational group C2DE (M=4.72) (t(1377)=-3.19, p=0.001).

There was no difference in recognition of risk factors between the women who had had
cervical cancer or had known someone with cervical cancer and those who had not.
Similarly, there was no difference in risk factor recognition between White and non-

White groups.

Table 5.3. Number of recalled and recognised cervical cancer risk factors (weighted
n=1392)

Recalled Recognised
Risk factor

(n % (n %
Having many sexual partners 272 195 884 63.5
Hereditary/genetics/in the family 177 127 - -
Smoking any cigarettes 121 8.7 706 50.7
Starting to have sex at a young age 1112 8.0 758 54.4
Unprotected sex 101 7.3 - -
Not going for regular smear (Pap) tests 78 5.6 1046 75.2
Infection, STI/STD or virus 20 1.4 - -
Infection with Chlamydia 19 14 748 53.7
Infection with HPV 15 11 643 46.2
Long term use of the contraceptive pill 4 0.3 460 33.0
Having a sexual partner with many previous partners 4 0.3 740 53.1
Having many children 3 0.2 167 12.0
Having a weakened immune system 2 0.1 692 49.7

When risk factor recognition score was regressed onto the demographic and cancer
experience variables the model accounted for a small but significant proportion of the
variance (Adj. R?=0.03, F(5,1365)=7.94, p<0.001). Older age and a higher level of

education significantly predicted higher awareness of cervical cancer risk factors in the
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model, whereas ethnicity, SES and cancer experience did not. The standardised beta
for age (beta=0.12, p<.001) and education level (beta=0.11, p<.001), were similar

suggesting a roughly equal influence on risk factor awareness (Table 5.4).

Table 5.4 Regression for predictors of cervical cancer risk factor knowledge

(recognised) (weighted n=1372)

Beta' SE p
Constant - 0.32 <.001
Age 0.12 <.0001 <.001
Ethnicity -0.03 0.24 0.28
Occupation 0.04 0.15 0.18
Education 0.11 0.09 <.001
Cancer experience 0.04 0.18 0.14

Adj R*= 0.03, p<.001. "Standardised

Note: Ethnicity, occupation and cancer experience are categorical variables, coded as Non-
White=0, White=1, 0=Group C2DE, 1=Group ABC1 and 0=no-one, 1=Me or someone close,
respectively. Education is an ordinal variable, coded as Low-level=1, Mid-level=2 and High-
level=3.

5.3.3 Awareness of cervical cancer symptoms

Two thirds of the women were unable to recall any of the target symptoms (75%,
n=1049). This figure was lower (55%, n=764) when responses ‘irregular
bleeding’/’spotting’/‘non-specific  bleeding’ were included (M=0.59, SD=0.77).
Recognition of the target symptoms was better than recall, with 93% (n=1287) correctly
recognising at least one symptom of cervical cancer. On average however, women only

recognised just over half of the symptoms (55%, M=6.08/11, SD=2.85).

Although not on the target list, unusual vaginal bleeding (including responses: ‘irregular
bleeding’/‘spotting’/‘non-specific bleeding’) was the most recalled symptom of cervical

cancer (29%), followed by ‘persistent, abnormal or unusual vaginal discharge’ (15%).
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Patterns were different when women were asked to recognhise symptoms, with
recognition highest for ‘vaginal bleeding between periods’ (73%), and ‘persistent pelvic
pain’ (70%). Few women knew that ‘persistent diarrhoea’ was a symptom of cervical
cancer as it was both the least recalled (0%) and recognised (12%) symptom (Table

5.5).

Table 5.5. Awareness of cervical cancer symptoms (weighted n=1392)

Symptom Recalled Recognised
(n) % (n) %
Unusual vaginal bleeding* 397 28.5 - -
gg::s}isatrzrglabnormallunusual vaginal 202 145 861 61.9
Vaginal bleeding between periods 61 4.4 1020 73.3
Heavier/longer periods than normal 46 3.3 723 52.0
Vaginal bleeding during/after sex 32 2.3 886 63.7
Pain/discomfort during sex 28 2.0 864 62.0
Persistent pelvic pain 20 1.4 971 69.8
Unexplained weight loss 14 1.0 778 55.9
Blood in stool/urine 12 0.9 598 43.0
Persistent lower back pain 11 0.8 602 43.3
Vaginal bleeding after the menopause 4 0.3 923 66.3
Persistent diarrhoea 0 0.0 164 11.8

*Includes any reference in the open responses to non-specific vaginal bleeding, including
‘unusual/irregular bleeding’, ‘spotting’ and ‘bleeding (no detail)’ that did not match with the
target symptoms in the closed question

In bivariate analyses, an older age was significantly correlated with a higher knowledge
of symptoms when prompted (r(1379)=.07, p<0.01). Those with a higher level of
education were able to recognise significantly more risk factors (M=6.59) than those with
a lower level of education (M=5.88) (F(2, 1372)=6.37, p<0.01), as were those in the
occupational group ABC1 (M=6.35) compared to those in the occupational group C2DE
(M=5.71) (t(1379)=-4.17, p<0.001). Women from a White ethnic background (M=6.22)
were able to recognise significantly more symptoms than women from a non-White

ethnic background (M=4.76) (t(1376)=-5.61, p<0.001), as were women who had had a
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close experience of cancer (M=6.56) compared to those who hadn’t (M=5.99) (1(1379)=-
2.70, p<0.01).

The multiple linear regression model explained 4% of the variance in symptom
recognition (Adj R?=0.04, F(5,1366)=1.7128, p<.001). A White ethnic background, being
in the occupational group ABC1, a higher level of education and having a close
experience of cervical cancer all predicted higher cervical cancer symptom recognition.
The standardised beta value was highest for ethnicity (beta=.15, p<.001). Occupation
(beta =.08, p<.01), education level (beta =.09, p<.01) and having a close experience of
cervical cancer (beta =.07, p<0.01) all had lower beta values, suggesting that they have

a weaker influence on risk factor awareness than ethnicity (Table 5.6).

Table 5.6. Regression for predictors of cervical cancer symptom recognition
(weighted n=1373)

Beta' SE P
Constant - 0.36 <.001
Age 0.05 <.0001 0.072
Ethnicity 0.15 0.26 <.001
Occupation 0.08 0.16 0.008
Education 0.09 0.10 0.002
Cancer experience 0.07 0.21 0.005

Adj R°= 0.04, p<.001. 'Standardised

Note: Please see note under Table 5.4

5.4. Discussion

This was the first study to explore cervical cancer symptom awareness in an English
female population-based sample, and to attempt to determine predictors of symptom
awareness. It was also the first study to explore cervical cancer risk factor awareness
(including awareness of HPV) in this sample, along with predictors of awareness,
following the introduction of the HPV vaccination, Cervarix® in 2008, although since this

study was conducted, further research exploring awareness of HPV has been conducted
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(Marlow, Zimet, et al., 2013). Further, the data in the current study were collected just
prior to the launch of the Department of Health’s key messages on cervical cancer in
2010 (NHS Choices, 2011). Measuring awareness at this unique point in time and using
a validated measure (the Cervical CAM), allows for a comparison of awareness
following the introduction of these messages, therefore enabling a measurement of the
impact of the key messages, particularly as no formal evaluation of the impact of these

key messages has been undertaken.

Women demonstrated very poor knowledge of symptoms and risk factors for cervical
cancer when they were not prompted, with most unable to recall any. Awareness was
much higher for both when prompted; although even then women were only able to
recognise around half of the symptoms and risk factors presented. These findings are
reflective of existing research that has used both recall and recognition questions to
explore awareness of cancer symptoms (for example, Power et al., 2011; Simon,
Juszczyk, et al., 2012; Waller, McCaffery, & Wardle, 2004b). That these two types of
measurement produce different results in the present study highlights the differences in
the cognitive processes involved in recall and recognition. Not only was recall much
lower, but the patterns of those risk factors and symptoms for which participants were
most and least aware of was different when the two different measurements were used.
For example, the most recalled risk factor was having many sexual partners, whereas

the most recognised risk factor was not going for regular smear tests.

Recalled knowledge is an active retrieval of memory, whereas recognition could be
argued to be more passive and less taxing in terms of cognitive processes. There is
even evidence that the two processes are dealt with by different brain areas (Rugg &
Yonelinas, 2003). However, whilst recall could be argued to be a more accurate
measure of ‘true’ memory, given that no prompting is required to elicit this information,
these measurements should be assessed in the context of this research. With
symptoms in particular, the symptom itself would act as a prompt to recognise that this
may be a sign of cervical cancer. Again, with risk factors, the act of risky behaviour itself

may act as a prompt to recognition. Therefore recognition may actually be a more
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ecologically valid measure of awareness in this particular study and other similar

studies.

Although the most recognised risk factor was ‘not going for regular smear (Pap) tests’
(>75%), a quarter of women were not able to identify this risk factor even when
prompted. It has been suggested that lack of awareness of the function of the cervical
cancer screening programme can negatively affect attendance (Hansen et al., 2011).
Currently around 20% of eligible women are not participating in screening and coverage
for women in the higher risk age group (25-49 years) is falling (Health and Social Care
Information Centre, Screening and Immunisations team, 2012). Increasing awareness
that the cervical screening programme can reduce the risk of cervical cancer may help

to increase attendance, resulting in lower incidence and consequently lower mortality.

Recognition of ‘smoking’ (51%) and ‘infection with Chlamydia’ (54%) as risk factors for
cervical cancer appears to have improved in this study compared to earlier research
(Philips et al., 2005), with over half of respondents able to recognise each. It was
disappointing however, that unprompted awareness of HPV in particular was very low
(1%) and that, despite the introduction of the HPV vaccine in 2008 and the associated
publicity, unprompted awareness of this risk factor was similar to that recorded in 2004
(<1%) (Waller et al., 2004a) and lower than it was reported to be in a survey carried out

in 2006 (2.5%) (Marlow et al., 2007).

Previous studies have highlighted the apparent lack of understanding about the link
between cervical cancer and sex and the mechanism for this (i.e. HPV infection) (for
example, Marlow et al., 2007). In the current study | attempted to explore whether
women were significantly more likely to mention HPV if they also mentioned a risk factor
related to sexual behaviour than if they did not. This analysis would have been
interesting, as it would have provided an indication of whether the relationship between
sexual activity, HPV and cervical cancer is now better understood than it has been in the
past (Waller et al., 2004a). However, it was not possible to carry out these analyses due
to the small numbers of women in each group. However, even if the results here had

shown an increased understanding, there is still more work to be done as a substantial
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amount of those who endorsed a sexual activity risk factor either when prompted (45%)
or unprompted (97%) did not endorse HPV. Previous research on public understanding
of the link between cervical cancer and smoking has highlighted the importance of
having a coherent model linking a risk factor to an outcome (Hall, Weinman, & Marteau,
2004), and future research might investigate ways of helping women understand the role

of sexual activity in cervical cancer aetiology.

In contrast to my hypothesis, | found that younger, not older women had lower
awareness of risk factors for cervical cancer. This is concerning, as incidence is highest
in women aged 30-34 (NHS Cancer Screening Programmes, 2011; Office for National
Statistics, 2012b) and there is evidence that younger women may be more vulnerable to
some risk factors such as infection with Chlamydia (Health Protection Agency, 2010).
One explanation for these findings may be the use of a composite risk factor score,
whereas previous research has investigated awareness of individual risk factors for
cervical cancer (for example, Marlow et al., 2007) or cancer risk factors in general
(Adlard & Hume, 2003). A composite score may lead to higher awareness in older
women as younger women may be more aware of specific risk factors (such as HPV

(Marlow et al., 2009)) but less aware of risk factors overall.

The most recalled symptoms were ‘unusual vaginal bleeding’ (29%) and
‘Persistent/abnormal/unusual vaginal discharge’ (15%). This was particularly reassuring
given that they are the most common symptoms of cervical cancer and are highlighted
in the Department of Health’s Key Messages (NHS Choices, 2011). However, less
reassuring was the fact that most women were unable to recall any symptoms and even

for these common symptoms recall was still quite low.

Recognition was good for the ‘bleeding’ and ‘pain’ symptoms (Table 5.5), reflecting
earlier findings that, when participants were presented with symptoms of cancer more
generally, two of the three most recalled symptoms were bleeding and pain symptoms
(Robb et al., 2009). This suggests that women think of cervical cancer symptoms as
relatively alarming or dramatic. As they are not necessarily so, it may be useful to raise

awareness of the less dramatic or vaguer symptoms of cervical cancer, such as
136



‘unusual vaginal discharge’ as recognition was not as high for this common symptom
(62%) as it was for the bleeding symptoms. Studies of help-seeking behaviour support
this conclusion; women are more likely to seek help promptly for gynaecological cancers
if they perceive their symptom to be alarming (for example bleeding) or serious (for
example pain) and are less likely to do so for cancer symptoms in general if they
experience a symptom which is perceived as more common or vague (Macleod et al.,
2009). These findings can be explained within the MPT, described in Chapter Two,
which posits that ‘contributing factors’ can explain how an individual moves from the
‘appraisal interval’ to the ‘help-seeking interval. Patient or disease factors may
contribute towards the appraisal of a symptom as alarming, serious, common or vague.
For example, if an individual knows of a humber of other women who have experienced
a similar symptom which was found to have a non-serious cause, they may be less likely

to appraise their own symptom as serious.

As expected, White ethnicity, having a higher level of education, working in a higher
level occupation group and having had a close experience of cervical cancer all
predicted higher recognition of symptoms, reflecting earlier research for cancer
symptoms in general (Robb et al., 2009). We know that lower SES and non-White
women have poorer outcomes when diagnosed with cancer (Jack, Davies, & Moller,
2009; Rachet et al., 2010). We also know that GPs are less likely to refer these groups
of women to secondary care (Morris, Sutton, & Gravelle, 2005). If women are unaware
of the symptoms for cervical cancer, they may be less likely to insist on referral for
further investigation. Increasing awareness in these groups could ultimately affect
survival rates by increasing confidence when seeking help for symptoms, and thus

increasing referrals for these women.

5.4.1 Strengths and limitations

This study was strengthened by the use of a validated tool to systematically measure
both risk factor and symptom awareness for cervical cancer. Further, these data were
collected just prior to the launch of the cervical cancer key messages; using the
validated cervical CAM to assess awareness again in the future may give an indication

of the impact of these key messages on awareness.
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As the sample was population representative, the proportion of non-White participants
was inevitably small (in 2011 approximately 12% of the population of was non-White
(Office for National Statistics, 2011)). Given that women from non-White backgrounds
had lower symptom awareness than White women, future research may explore ethnic

differences in samples with a higher proportion of non-White women.

Another limitation of this study was the small amount of variance explained by each
model, suggesting that there are other, stronger influences on awareness that were not
measured. Further work should be carried out to identify these variables. Further, one of
the aims of the study was to explore awareness of symptoms and risk factors. However,
the structure of the question exploring risk factor awareness in particular may have
meant that personal opinion was tapped into, rather than awareness that each risk factor
was related to cervical cancer. Awareness was measured using a Likert scale, which
gave women the option of agreeing or disagreeing on a sliding scale about whether an
option was a risk factor or not. This may have led to women who had heard of a
particular risk factor, but did not agree that it increased the chances of developing
cervical cancer disagreeing. This would then incorrectly be measured as a lack of
awareness. It is recommended that in future research, wording of questions designed to

measure awareness is considered carefully.

A number of potential risk factors for cervical cancer were not explored in this study;
namely early age at first pregnancy, family history of cervical cancer and unprotected
sex. Although early first pregnancy also indicates early sexual debut, which is a known
risk factor, and was explored here, there is some evidence that suggests that a shorter
period between age at sexual debut and first pregnancy may increase the risk of cervical
cancer over and above that posed by a younger age at sexual debut alone (Louie et al.,
2009). As such, future research might explore awareness of this as a separate risk

factor to early sexual debut.

The role of family history of cervical cancer is not yet fully understood and the genes
associated with this process are not yet clear (de Freitas et al., 2012). However, there is

evidence that risk factors for developing cervical cancer associated with lifestyle may
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run in families. For example, Fidler, West, Jaarsveld, Jarvis, and Wardle (2008) found
that children with just a non-biological parent who smoked (i.e. their biological parent did
not smoke) when they were aged 11-12 were almost three times as likely to be smokers
themselves between the ages of 11 and 16 compared to those who had neither a
biological or non-biological parent who smoked. Future versions of the Cervical CAM
might include family history or cervical cancer as a risk factor once this relationship

becomes clearer.

Finally, the literature exploring protective effects of condom use was far from consistent
at the time the Cervical CAM was developed (Manhart & Koutsky, 2002), and as such,
awareness of this risk factor was not included. However, a recent review has concluded
that there is evidence for a partial, but good level of protection against HPV associated
with condom use (Lam et al., 2014). Again, future versions of the Cervical CAM might

include this risk factor.

There were a small proportion of missing data (<1%) for education and ethnicity, and
those cases with missing data were removed from analysis. However, the size of the
missing data meant it was very unlikely that removing these cases would have affected
my overall findings. As such, | feel it was not necessary to run sensitivity analyses.
Finally, | was unable to accurately report a response rate for this survey as TNS do not

record the number of addresses they attempt to recruit from.

5.4.2 Conclusions

Awareness of both risk factors and symptoms of cervical cancer is low in English
women. Future research in this area should investigate awareness of the link between
sexual behaviour, HPV and cervical cancer as it was not possible to explore this

relationship here.

Some population subgroups may benefit from more education on risk factors and
symptoms in general — including younger women, ethnic minorities, those from a lower

SES and those with less education. It is hoped that by improving awareness in these
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groups, prompt help-seeking will be encouraged, reducing the chances of a poor

outcome.

The study discussed in the present chapter provides useful information about data gaps
and where additional education may be needed. Further, as discussed in Chapter Two,
perceived risk and symptom awareness may play a part in time to help-seeking. For
example, the CSM aims to explain how an individual appraises and responds to a threat
to their health, and then attempts to cope with this threat. If an individual believes
themselves to be at risk of an illness, a coping strategy may involve seeking medical
help. Again, within the MPT, perceived risk may be influenced by contributing factors
within the model, which in turn may lead to movement from the appraisal interval to the
help-seeking interval. Further, it is important to identify those factors that may influence
levels of awareness. In Chapter Three, | also discussed the lack of literature exploring
help-seeking for symptoms of female cancers. In the next chapter, therefore, | have
explored symptom and risk factor awareness, and the relationship between these two

variables and anticipated time to help-seeking for symptoms of ovarian cancer.
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CHAPTER SIX - OVARIAN CANCER SYMPTOM AWARENESS AND ANTICIPATED

TIME TO HELP-SEEKING FOR SYMPTOMS (STUDY 2)*°

6.1 Introduction

6.1.1 Background

In Chapter Three | discussed the literature exploring predictors of help-seeking for
symptoms of female cancers. The literature revealed a strong evidence base for the
negative effects of symptom misattribution and non-recognition of symptom seriousness
on help-seeking for symptoms of female cancers, including ovarian cancer. | also found
inconclusive evidence for the effects of age and fear. Factors that may encourage
prompt help-seeking include fewer perceived barriers to help-seeking (Robb et al., 2009)

and a personal experience of cancer (Macleod et al., 2009).

In Chapter Five | discussed how increasing awareness of symptoms for cervical cancer
might lead to a higher level of symptom recognition, and therefore increase the
likelihood of accurate symptom attributions, leading to appropriate and timely help-
seeking. However, although | explored symptom and risk factor awareness in Chapter
Five, | did not investigate this in relation to help-seeking, as | was limited by the data
produced by the Cervical CAM (collected prior to this PhD), which only included the
question, ‘If you had a symptom that you thought might be a sign of cervical cancer how
soon would you contact your doctor to make an appointment to discuss it?’, rather than
asking women about each symptom. Given the evidence that help-seeking may be
influenced by symptom type (as discussed earlier), | did not use this data and therefore,

I was unable to explore influences on help-seeking for cervical cancer symptoms.

19 A version of this chapter has been published elsewhere and can be found in Appendix 4 (Low, Waller, et
al., 2013)
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Given my conclusions in Chapter Three, | would expect that higher levels of awareness
of symptoms of ovarian cancer may lead to a reduced chance of symptom misattribution
and consequently a reduced time to help-seeking. As the existing data for this chapter
(collected in 2009, prior to the commencement of my PhD) included awareness of
symptoms and anticipated help-seeking for hypothetical symptoms of ovarian cancer, |
was able to test the relationship between awareness of symptoms and anticipated time
to help-seeking. As discussed in the previous chapter, before awareness can be

increased, current levels of awareness must be established.

6.1.2 Existing literature on ovarian cancer symptom awareness

As mentioned above, higher symptom awareness may play a part in time to help-
seeking for symptoms of ovarian cancer, although in Chapter Three | only found the
effects of this in actual help-seeking, and not in intention to seek help. Nevertheless,
given that the area is under-researched, and that there is evidence that symptom
awareness may influence actual help-seeking for symptoms of ovarian cancer and
intention to seek help for other cancers (for example, Quaife et al., 2014), it is worth

investigating this relationship.

To my knowledge, there was very little literature that had explored awareness of
symptoms of ovarian cancer, and none that had done so in the UK, prior to the
undertaking of the study reported here. The two studies that | did find were both
published in the US (Cooper, Polonec, Stewart, & Gelb, 2013; Lockwood-Rayermann,
Donovan, Rambo, & Kuo, 2009). Since a version of this chapter has been published,

however, one study was published in the UK (Brain et al., 2014).

Lockwood-Rayermann et al. (2009) surveyed 1,211 US women in 2006 to determine
their awareness of ovarian cancer, including symptoms. They found that very few
women felt familiar with the symptoms (15%). Women were most familiar with ‘pelvic

and/or abdominal swelling, bloating and/or feeling of fullness’ (47%), ‘ongoing unusual
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fatigue’ (36%), and ‘unexplained weight gain or weight loss’ (36%). Women were least
familiar with ‘unexplained changes in bowel habits’ (28%) and ‘frequency and/or urgency
of urination in the absence of an infection’ (26%). However, women were prompted, as
they were presented with symptoms and asked to identify them. Unprompted awareness

may have been lower still.

In Chapter Three, | discussed the focus group study findings presented by Cooper et al.
(2013). A second study was published using data from the same women, collected at
the same time. Although, again, all five gynaecological cancers were investigated, |
have only discussed the findings related to ovarian cancer here. Reflecting Lockwood-
Rayermann et al.'s (2009) findings, Cooper et al. (2013) found that the majority of
women in the focus groups had heard of ovarian cancer, although overall, women were
mostly unaware of all of the symptoms. Overall then, prior to the commencement of this

study, the existing research indicated that awareness was generally low.

In a similar fashion to Lockwood-Rayermann et al.'s (2009), Brain et al. (2014) surveyed
1043 Welsh women about their knowledge of ovarian cancer (the findings relating to
help-seeking have been discussed in Chapter Three), asking them to identify symptoms
from a list. The mean awareness score was 6.85 of the 11 symptoms investigated.
Women were most aware of abdominal bloating (72%), increased abdominal size (69%)
and back pain (68%) and least aware of difficulty eating (36%), and a change in bladder
habits (32%). Interestingly, these levels of awareness were considerably higher than
those reported by Lockwood-Rayermann et al.'s (2009). This is likely to be a result of
varying levels of awareness in these different populations, which may also explain the
differences in levels of awareness for individual symptoms. Low awareness of urinary

frequency does seem to be a particular problem in both samples, however.
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6.1.3 Existing literature on ovarian cancer risk factor awareness

A number of factors may increase the chances of developing ovarian cancer, and just
over a fifth (20.2%) of incident ovarian cancer cases in the UK may be attributable to
lifestyle and environmental factors (Parkin et al., 2011). For example, there is evidence
that the risk of ovarian cancer increases along with an increase in BMI (Reeves et al.,
2007) and with smoking status (Gram et al., 2012). Some research has suggested a link
between talcum powder use and increased risk of ovarian cancer, although this
relationship is not clear (Huncharek, Geschwind, & Kupelnick, 2003; Wu, Pearce,

Tseng, Templeman, & Pike, 2009).

Evidence also suggests a role for increasing number of ovulatory cycles (or factors
which reflect longer exposure to ovulation) and increased ovarian cancer risk (Cramer,
2012). For example, rates of ovarian cancer have been found to be higher in women
who are nulliparous or have fewer children (Merritt et al., 2013), have undergone IVF
(van Leeuwen et al., 2011) and hormone replacement therapy (HRT) (Tsilidis et al.,
2011). The increased risk associated with HRT may increase the risk of ovarian cancer
in menopausal and post-menopausal women (along with the increase in incidence with
age (94% of incident cases registered in 2011 in women aged 245 years, compared to

just 11% (n=632) in women under 45 years (Office for National Statistics, 2013a)).

Unsurprisingly, given the known risks associated with inheriting the BRCA1 and BRCA2
genetic mutations for both breast and ovarian cancer (Welcsh & King, 2001), having a
close relative who has also had ovarian cancer is a risk factor for developing the disease
(Stratton, Pharoah, Smith, Easton, & Ponder, 1998), as is having a history of breast
cancer (Bergfeldt et al., 2002). Finally, conditions that cause damage to the reproductive
system have also been associated with an increase in risk of developing ovarian cancer,

such as ovarian cyst removal surgery and endometriosis (Borgfeldt & Andolf, 2004).
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Although there is a large body of literature exploring risk factors associated with ovarian
cancer, the literature on awareness of these risk factors is small. In fact, | could only find
one paper that had explored this area. In 2010, Fallowfield et al. asked a large sample of
women (n=21,715) aged 50-74, who were patrticipating in the UKCTOCS trial (UCL and
UCLH NHS Foundation Trust, 2008, see Chapter One) to complete a number of
measures exploring awareness of ovarian cancer risk factors, anxiety levels, general
emotional health, and sexual activity. A high percentage of women were aware of the
association between a family history of ovarian cancer and increased risk of the disease
(87%), but not between a family or personal history of breast cancer and risk of ovarian
cancer (27% and 20% respectively). Less than half of the women in this study were
aware of the increased risks associated with being post-menopausal (38%), nulliparous
(14%) or having had a benign ovarian cyst (20%). The authors also explored awareness
of having refrained from breast-feeding (6.2%) and awareness of false risk factors, such
as having had an abnormal smear (37%) and having taken the contraceptive pill (26%).

Fallowfield et al. (2010) reported that awareness was higher in women who were
younger, more educated and who had had more than one relative with breast cancer,

Versus none.

Whilst the study described above is useful in understanding levels of risk factor
awareness for ovarian cancer, the authors do acknowledge that these levels of
awareness may have been inflated by the pre-recruitment information provided to these
participants, as part of their participation in the UKCTOCS trial. Further, the women
were given a list of the potential risk factors, and were consequently prompted for their
answers. As evident in my previous chapter, levels of recognition of risk factors are
considerably higher than levels of recall. However, the sample was similar to that of the
general UK population, and may reflect at least the risk factors which were most

commonly endorsed, if not the level to which they were endorsed.
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6.1.4 The current study

As described above, there has been very little research which has attempted to explore
awareness of ovarian cancer symptoms or risk factors in a population-representative
sample of English women. None of the research published on symptom awareness prior
to the undertaking of this study was conducted in the UK. Although I did identify one
study which had explored awareness of risk factors, the study sample consisted of
women who were participating in a larger trial exploring the feasibility of screening for
ovarian cancer, and may have consequently received information which could have

increased their awareness above what would have normally been expected.

The present study aimed to explore awareness of both symptoms of and risk factors for
ovarian cancer in a population representative sample of English women. Both open and

closed questions were used to measure recall and recognition respectively.

6.1.5 Hypotheses

Given the literature discussed in Chapter Three and in section 6.1, here, | tested the

following hypotheses:

i.  Risk factor awareness will be low

ii. Symptom awareness will be low

ii.  Lower symptom awareness, a personal experience of cancer or having known
someone close with cancer (such as a close friend, partner or family member),
and more perceived practical barriers to help-seeking will be associated with a

longer anticipated time to help-seeking for symptoms of ovarian cancer

I was unsure of the direction of the relationship between age and help-seeking and fear
(measured here as an emotional barrier to help-seeking) and help-seeking due to
inconsistent or inconclusive previous findings. Consequently | made no specific
hypotheses with regard to these variables. As the incidence of ovarian cancer begins to
rise at around age 45 (Cancer Research UK, 2013c), | tested the above hypotheses

both in a population-based sample of women aged 16 years and over, and in a
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subgroup of women aged 245. Finally, the relationship between awareness of risk
factors for ovarian cancer and time to help-seeking has not been explored in the
literature. As such, although | explored this relationship below, | had no hypotheses

relating to this factor.

6.2 Method

6.2.1 Recruitment

As part of the Target Ovarian Cancer Pathfinder Study (Target Ovarian Cancer, 2009),
females aged =16 were recruited via Synovate (a global market research company)
using random digit dialling. Quotas (i.e. target recruitment numbers for specific
demographic groups) were used to achieve a population-based sample of women from
different age groups, regions and working statuses. 1000 women were interviewed
over the telephone by Synovate interviewers, using landlines only. Respondents were
interviewed for approximately 15 minutes using the Ovarian Cancer Awareness
Measure (Ovarian CAM) (Simon, Wardle, et al., 2012). The Ovarian CAM is a site-
specific version of the generic Cancer Awareness Measure (Stubbings et al., 2009). The
Ovarian CAM was specifically designed and validated to be used for both telephone and
face-to-face surveys (Simon, Wardle, et al., 2012); in the current study, telephone
interviews were conducted as opposed to face-to-face interviews as this allowed faster

and relatively inexpensive data collection.

The study was exempt from ethical approval as no identifiable information was collected
from participants, and data were completely anonymous. This is in line with the UCL
Research Ethics Committee Exemptions guidelines (UCL Research Ethics Committee,

2013). See page 121.

! Synovate does not record the number of people approached in order to fulfill quota samples.
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6.2.2 Measures
6.2.2.1 Awareness of ovarian cancer symptoms

Respondents were asked one open question and a set of closed questions to measure
awareness of ovarian cancer symptoms. The open question (which was asked before
the closed question to avoid bias) measured recall and read: “There are several warning
signs and symptoms of ovarian cancer. Please name as many as you can think of”. The
closed questions measured recognition and read: “The following may or may not be
warning signs for ovarian cancer. We are interested in your opinion”. Respondents were
read a list of 10 known symptoms of ovarian cancer (see Table 6.1) taken from the
Department of Health’s (DoH) Key Messages for ovarian cancer for health professionals
(Department of Health, 2009). Response options to each symptom were ‘yes’, ‘no’ and
‘don’t know’. If participants refused to answer, this was recorded as ‘missing’. Each open
question response was dichotomised into ‘recalled’ (mentioned) or ‘not recalled’ (not
mentioned) and each closed question response was dichotomised into ‘recognised’

(response ‘yes’) or ‘not recognised’ (responses ‘no7‘don’t know’).

6.2.2.2 Awareness of ovarian cancer risk factors

Awareness of risk factors was measured in the same way as symptom awareness, with
both open and closed questions. The open question read: “What things do you think
affect a woman’s chance of developing ovarian cancer?” with the aim of again, eliciting
recalled knowledge. The closed question, again used to measure recognition of risk
factors listed 12 known risk factors for developing ovarian cancer (see Table 6.3), which
were generated using the scientific literature, cancer information materials and websites
available at the time the measure was developed (Simon, Wardle, et al., 2012) and
asked participants to identify those they believed were risk factors with the question,
“These are some things that can increase a woman’s chance of developing ovarian
cancer. How much do you agree that each of these can increase the chance of
developing ovarian cancer?”. Response options were ‘strongly disagree’, ‘disagree’, ‘not

sure’, ‘agree’, and ‘strongly agree’. As with the symptoms data, each open question
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response was dichotomised into ‘recalled’ (mentioned) or ‘not recalled’ (not mentioned)
and each closed question response was dichotomised into ‘recognised’ (responses
‘agree’ or ‘strongly agree’) or ‘not recognised’ (responses ‘not sure’, ‘disagree’ or

‘strongly disagree’). Again, refusal to respond was recorded as ‘missing’.

Participants were given a score of ‘1’ for each recognised or recalled symptom or risk
factor, otherwise they were given a score of ‘0’. Scores were summed to give overall
scores for risk factor recall and recognition (range 0-12 for both) and symptom recall and
recognition (range 0-10 for both). The full list of ovarian symptoms and risk factors
included can be seen in Tables 6.1 and 6.2, respectively. For both the open risk factor
and symptom questions, responses were recorded verbatim and coded into a framework
by Synovate interviewers. Coding accuracy was verified by a separate Synovate team
who specialise in coding interviews. For ease of analysis, and to allow comparisons
between numbers of recalled and recognised symptoms and risk factors, | have only
reported those responses from the open questions that corresponded with those from

the closed questions.

6.2.2.3 Barriers

Respondents were read a list of ten barriers and the question, “Sometimes people put
off going to see the doctor, even when they have a symptom that they think might be
serious. These are some of the reasons people give for delaying. Could you say if any of
these might put you off going to the doctor?”. Responses were dichotomised into ‘yes’
(responses ‘Yes sometimes/‘Yes often’) and ‘no’ (responses ‘Don’t know?7'No’). As
previously described (Robb et al., 2009), barriers were grouped into emotional, service
and practical barriers (Table 6.4). Responses were summed to give total scores for each
group of barriers. Scores ranged from 0-4 for emotional barriers, 0-3 for service barriers

and 0-3 for practical barriers.
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6.2.2.4 Anticipated time to help-seeking

For each symptom from the closed list, respondents were asked, ‘how soon would you
contact your doctor to make an appointment to discuss it?’. There were ten response
options on an ordinal scale ranging from ‘1-3 days’ to ‘never’. For ease of analysis |
coded each time period in ascending order from O to 10 to measure anticipated time to
help-seeking. | dichotomised the sample into those who anticipated waiting more or less
time before help-seeking for each symptom. To do this, | calculated the median
anticipated time to help-seeking for each symptom (using the scale from 0-10) and then
dichotomised responses into a ‘longer anticipated time to help-seeking’ (>median;
score=1) and a ‘shorter anticipated time to help-seeking’ (smedian; score=0). | used a
dichotomous, as opposed to a continuous variable as the increments in time periods

were unequal, making it an ordinal rather than an interval scale.

Dichotomising the sample in this way allowed me to identify those women who were
likely to wait longer than average before seeking help for each of the symptoms, rather
than focusing on the length of time to help-seeking, as | acknowledge that responses
may not reflect actual responses to symptoms. Further, | discussed the benefits of
avoiding using a specific time cut-off in Chapter Three. Scores for each symptom (1 or
0) were summed to create a scale of anticipated time to help-seeking (range 0-10). A
higher score indicated that the respondent would anticipate waiting longer than the

median before seeking help for a greater number of symptoms.

6.2.2.5 Participant characteristics

Age was measured as a continuous variable. | created a subgroup of women aged 245
years for analysis who were at high risk of developing ovarian cancer due to their age
(incidence of ovarian cancer begins to increase at this age (Cancer Research UK,
2013c)). SES was categorised into low (score=0-1), mid (score=2) and high (score=3)

based on a combined index incorporating education level, car ownership and home
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ownership. This index was used as it is recommended for a sample including older,
retired respondents (Wardle et al., 1999). One point is given for owning a home, having

a car and having any formal education (score range 0-3).

As only 7.1% of respondents were non-White, these ethnicities were grouped together
and the sample was dichotomised into ‘White’ or ‘non-White’. Respondents were asked
whether they had known a close family member, close friend or partner with cancer.
Responses were dichotomised into ‘yes’ (score=1) or ‘no/don’t know’ (score=0) and
summed to give a score of ‘cancer experience’ (range 0-3). Respondents were also

asked whether they had experienced cancer themselves (‘no’ or ‘yes’).

6.2.3 Analyses

Data were analysed using SPSS version 19 (IBM Corporation, 2010). | carried out
bivariate analyses (using ANOVA, t-tests and correlations) to determine those
demographic variables which were significantly associated with either risk factor or
symptom awareness. To select variables for the multivariate models, | first used
bivariate analyses and analysis of variance (ANOVA) to test for significant associations
between anticipated time to help-seeking and my hypothesised predictor variables as

well as demographic factors (reported below).

Demographic variables (SES, ethnicity and age) and variables that were significantly
associated with anticipated time to help-seeking were entered into two multiple linear
regressions (using the sample as a whole and the subgroup of women aged 245 years)

to identify significant independent predictors of score on the scale.

6.2.3.1 Weighting
Small sampling weights were provided by Synovate and were applied to adjust for non-
response bias in terms of government office region, age and occupational status to
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achieve a population-based sample of women. Weighting had the biggest effect on the
25-38 age group, but even this effect was very small. Although there were effects of
weighting observed in the other demographic characteristics, these effects were all
smaller than 1% (see Table 6.1 for the weighted and unweighted sample

characteristics).

6.2.3.1 Missing data

Despite the option to refuse to answer for each of the questions in the Ovarian CAM,
there were amount small amounts of missing data for some of the variables. The highest
amount of missing demographic data (3%) were in the homeowner variable (which was
used to create the SES variable). The other two variables used to create the SES
variable were also missing small amounts of data (both the education and homeowner
variables were missing 2% of data). For the time to help-seeking questions, the biggest
amount of data were observed when women were asked about how long it would take
them to seek help for passing more urine than usual (4.6%), although all of the
guestions were missing small amounts of data. There were no missing data for any of
the closed symptom or risk factor questions, any of the emotional, service or practical

barrier questions or age.

As with the missing data observed in Chapter Five, where a case was missing data, |
excluded that case from any analyses in which the missing value would have been
required. Again, given the small amount of missing data it is unlikely that this would have

affected my findings.

6.2.3.2 Parametric Assumptions

Data were tested for normality and homogeneity of variance. As the skewness and
kurtosis of the outcome variable (number of symptoms participants anticipated waiting
longer for) were both within normal distribution ranges (-1 — 1+), linear regressions were

appropriate here.
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6.3 Results

6.3.1 Participant Characteristics

The sample consisted of 1000 women. The mean (M) age of the women who
participated was 47 years (range=16-91, SD=18.56). Most respondents were White
(93%) and around half had a high SES (54%). Although, as in Chapter Five, non-White
women were under-presented here, compared to the female population in England and
Wales (7.1% versus 12%, respectively) (Office for National Statistics, 2014b), the
proportion of women with a high SES was similar to the levels of British people who fall
into the higher ABC1 category according to the NRS saocial grading system (56%) (Ipsos
MediaCT, 2009; National Readership Survey, 2007). As with the data in Chapter Five,
the differences observed between the sample here and the British population are likely
to be a result of the application of weights to the whole survey sample, and not just

those that completed the Ovarian CAM module.

Almost two-thirds of the women (63%) in the sample overall had known someone close
with any type of cancer, but few (5%) had experienced cancer themselves. The
subgroup of women aged 245 years (n=510) had a mean age of 62 years (range 45-91).
Again, most were White (97%) and high SES (60%). Nearly three quarters (72%) had
known someone with cancer, and 8% had had cancer themselves. See Table 6.1 for

participant characteristics.
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Table 6.1 Sample Characteristics (Weighted/Unweighted n=1000)

Unweighted Weighted
N (%*) N (%*)

Age

16-24 154 (15.4) 150 (15.0)

25-39 231 (23.1) 244 (24.4)

40-59 320 (32.0) 312 (31.2)

60 + 295 (29.5) 294 (29.4)
Age Groups

>45 515 (51.5) 510 (51.0)

<45 485 (48.5) 490 (49.0)
Ethnicity

White 928 (92.8) 928 (92.8)

Non-white 71 (7.2) 71 (7.1)
Socioeconomic status

High 513 (51.3) 515 (51.5)

Mid 325 (32.5) 324 (32.4)

Low 108 (10.8) 108 (10.8)
Close experiences of cancer

Someone close 633 (63.3) 632 (63.2)

Personal experience 49 (4.9) 49 (4.9)

* where %<100%, this is due to missing data

6.3.2 Symptom Awareness

Symptom recall was low, with 58% (n=582/1000) of the whole sample and 54%
(n=275/510) of the subgroup of women aged 245 years unable to recall any of the 10
symptoms listed in Table 6.2 (M=0.6/10 for the whole sample, SD=0.8 and M=0.6/10,
SD=0.9 in the older subgroup). ‘Pain in the abdomen’ was the most commonly recalled
symptom in both the sample overall and in the subgroup (24% and 26% respectively).
‘Feeling full’ was the least recalled overall (<1%) and in the subgroup it was ‘difficulty

eating on most days’ (<1%). Recognition scores were much higher with almost all (99%)
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able to identify at least one of the 10 symptoms in the overall sample (M=6.3/10,

SD=2.2) and in the subgroup (M=6.1/10, SD=2.2). Recognition was lowest for ‘difficulty

eating’ (25% in the overall sample; 21% in the subgroup) and highest for ‘pain in pelvis’

(87% in the overall sample; 84% in the subgroup) (Table 6.2).

White women were able to recognise significantly more symptoms than non-White

women (M=6.35/10, SD=2.16 versus M=5.65/10, SD=2.35, p<0.01). Women from a

higher SES knew significantly more symptoms when unprompted (M=0.69/10, SD=0.63)

than women from a mid-level SES (M=0.43/10, SD=0.71) and women from a low SES

(M=0.42/10, SD=0.64) (F(2, 943)=13.14, p<0.001). There were no other significant

demographic differences in symptom awareness.

Table 6.2. Recalled and recognised ovarian cancer symptoms

Overall sample Subgroup*
(n=1000) (n=510)
Recalled Recognised Recalled Recognised
n (%) n (%) n (%) n (%)
Persistent pain in abdomen 238 (24) 837 (84) 132 (26) 409 (80)
Persistent pain in pelvis 96 (10) 867 (87) 55 (11) 431 (84)
Persistent bloating 91 (9) 683 (68) 57 (11) 329 (65)
Extreme fatigue 35 (4) 703 (70) 17 (3) 359 (70)
Increased abdominal size 28 (3) 790 (79) 19 (4) 393 (77)
Back pain 28 (3) 706 (71) 21 (4) 368 (72)
Changes in bowel habit 24 (2) 569 (57) 16 (3) 280 (55)
Passing more urine than usual 9(<1) 450 (45) 4 (<1) 205 (40)
Feeling full persistently 6 (<1) 450 (45) 5(1) 253 (50)
Difficulty eating on most days 8 (<1) 247 (25) 3 (<1) 105 (21)

*Subgroup of women aged 245 years
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6.3.3 Risk factor Awareness

Risk factor recall was lower than symptom recall both in the overall sample and in the
subgroup of women aged 245 years, with 80% (n=796/1000) of the whole sample and
84% (n=427/510) of the subgroup of women aged 245 years unable to recall any of the
12 risk factors listed in Table 6.3 (M=0.2/12 for the whole sample, SD=0.5 and
M=0.2/12, SD=0.4 in the older subgroup). Recall was highest for the risk factor ‘having a
close relative with ovarian cancer’ both in the overall sample and in the subgroup (15%
and 14% respectively), closely followed by ‘being a smoker’ (recalled by 14% of the
whole sample and 10% of the subgroup). Women were least aware of the risk factor
‘having endometriosis’ in both the overall sample and the subgroup, with no women

recalling this risk factor in both.

As with knowledge of symptoms, awareness of risk factors was considerably higher
when women were prompted. Almost 100% (97%, n=970/1000) of the total sample and
96% (n=489/510) of the subgroup of women recognised at least one of the risk factors
listed in the Ovarian CAM measure. On average, women recognised just under half of
the risk factors (M=5.1/12, SD=2.5 in the overall sample and M=4.8/12, SD=2.5 in the
subgroup). Recognition was lowest for ‘going through the menopause’ (16% in the
overall sample; 14% in the subgroup) and ‘using talc on genitals’ (16% in the overall
sample; 19% in the subgroup). In both the overall sample and the subgroup, women
most commonly recognised ‘having a close relative with ovarian cancer’ (77% and 69%

respectively).

Women from a higher SES knew significantly more risk factors (M=0.29/12, SD=0.55)

than women from a mid SES (M=0.19/12, SD=44, p<0.05), when unprompted. There

were no other significant demographic differences in risk factor awareness.
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Table 6.3. Recalled and recognised ovarian cancer risk factors

Overall sample Subgroup*

(n=1000) (n=510)

Recalled Recognised Recalled Recognised

n (%) n (%) n (%) n (%)

Having a close relative with ovarian 154 (15) 771 (77) 70 (1) 3560 (69)

cancer
Being a smoker 141 (14) 661 (66) 52 (10) 320 (63)
Being overweight 37 (4) 551 (55) 16 (3) 279 (55)
Not having children 22 (2) 197 (20) 11 (2) 96 (19)
History of breast cancer 12 (1) 529 (53) 2 (<1) 265 (52)
Using HRT 8 (<1) 384 (38) 4 (<1) 183 (36)
Having ovarian cysts 5 (<1) 666 (67) 0 (0) 317 (62)
Using talc on genitals 2 (<1) 159 (16) 2 (<1) 97 (19)
Being over 50 3 (<1) 366 (37) 2 (<1) 185 (36)
Having IVF 6 (<1) 156 (16) 5(<1) 69 (14)
Gone through the menopause 3 (<1) 287 (29) 1(<1) 142 (28)
Having endometriosis 0 (0) 338 (34) 0 (0) 163 (32)

*Subgroup of women aged 245 years

6.3.4 Barriers

Respondents endorsed few barriers to help-seeking (M=2.2/10, SD=2.2 for the sample
overall; M=1.6/10, SD=1.8 for the subgroup). A quarter of the overall sample (26%)
anticipated no barriers, whilst the figure was higher (34%) for women aged 245. The
most endorsed barrier was worry about what the GP might find (34% for the sample
overall; 29% for the subgroup) and the least endorsed was difficulty arranging transport

to the GP (5% for the sample as a whole; 4% for the subgroup) (Table 6.4).
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Table 6.4. Endorsement of barriers to seeking medical help for a symptom that might be

serious
Overall (n=1000) Subgroup™
Barrier (n=510)
n %* n %*
Emotional barriers
Worry what the GP might find 343 (34) 145  (29)
Too scared 209 (21) 77 (15)
Too embarrassed 138 (14) 38 (8)
No confidence in talking to GP about symptom 127 (13) 37 (7
Practical barriers
Too busy 296 (30) 102 (20)
Too many other things to worry about 267 27) 116  (23)
Difficult to arrange transport to GP 48 (5) 22 (4)
Service barriers
Difficult to make an appointment with GP 315 (32) 135 (27)
Wasting GP time 303 (30) 120 (24)
GP difficult to talk to 131 (13) 44 9)

*Respondents were able to endorse more than one barrier

** Subgroup of women aged 245 years

6.3.5 Anticipated time to help-seeking

Median anticipated time to help-seeking varied by symptom. Women anticipated waiting

the longest for extreme fatigue, persistent bloating, back pain, persistently feeling full

and changes in bowel habit. The shortest anticipated time was for persistent abdominal

158



pain. Patterns were the same for the overall sample and the subgroup (Figure 6.1 shows

median time to help-seeking by symptom for the sample overall).

Never 7
12months
6 months
3 months
6 weeks -

1 month -

2 weeks -
1week -
4-6days -

Persistent  Passing Increased Difficuty Persistent Extreme  Persistent Back pain Persistently Changesin

Median anticipated time to help-seeking

painin  more urine abdominal eatingon  painin fatigue bloating feeling full bowel habit
abdomen thanusual size on  mostdays  pelvis
most days

Figure 6.1 Median anticipated time to help-seeking for symptoms of ovarian cancer

In the sample as a whole, bivariate analyses showed that women from a White ethnic
background anticipated taking longer to seek help for more symptoms than women from
a non-White ethnicity (M=3.93, SD=3.28 versus (vs.) M=2.83, SD=2.72, p<0.01). This
was also true in the subgroup of older women (M=4.00, SD=3.25 vs. M=2.04, SD=1.83,
p=0.001). Analysis of Variance revealed that there was also significant difference in
anticipated time to help-seeking (F(2,943)=8.55, p<0.001) between women from
different SES groups. Post-hoc analysis using the Tukey HSD test showed that women
from a high SES (M=4.28, SD=3.32) would wait longer for significantly more symptoms

than women from a mid SES (M=3.49, SD=3.12) or a low SES (M=3.20, SD=3.21).
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There were also significant differences between SES groups in the subgroup of women
aged 245 years (F(2,462)=11.04, p<0.001). The post-hoc analyses showed the same
pattern, with women from a high SES anticipating waiting longer for more symptoms
(M=4.53, SD=3.30) than women from a mid SES (M=3.41, SD=3.00) or a low SES

(M=2.65, SD=2.99).

Finally, there was a significant correlation between number of symptoms women
anticipated waiting longer for and both number of service barriers (r(998)=.14, p<0.001)
and practical barriers (r(998)=.20, p<0.001) in the sample as a whole, and between the
number of service barriers (r(508)=.21, p<0.001), practical barriers (r(508)=.21, p<0.001)
and emotional barriers (r(508)=.11, p<0.05) in the subgroup of women aged =45 years.
Symptom knowledge (recalled or recognised), risk factor knowledge (recalled or
recognised) and cancer experience (either personal or experience with someone close)
showed no association with time to help-seeking in either the sample as a whole or in

the subgroup.

The regression model for the sample overall explained 6% of variance in scores on the
scale of anticipated time to help-seeking (Adj R*=.06, F(5,940)=13.53, p<.001).
Endorsing more practical and service barriers and having a higher SES were significant
predictors of a higher score on the scale (i.e. longer anticipated time to help-seeking for
more symptoms). The standardised beta was largest for practical barriers (beta=.16,
p<.001) and slightly smaller for SES (beta=.12, p<.001) and service barriers (beta=.10,
p<.01), suggesting that perceiving more practical barriers to help-seeking has the

strongest influence on anticipated time to help-seeking.

The regression model for the subgroup explained 11% of the variance in scores on the
scale of anticipated time to help-seeking (Adj R®=.11, F(6,458)=10.56, p<.001).
Endorsing more practical and service barriers, having a higher SES and being of a

White ethnicity all significantly predicted a higher score. The standardised beta was
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largest for SES (beta=.22, p<.001) and smaller for service barriers (beta=.17, p=.001),

practical barriers (beta=.13, p<.01) and ethnicity (beta=.12, p<.01), suggesting that, in

the subgroup of women aged 245 years, SES has the strongest influence on anticipated

time to help-seeking. See Table 6.5 for both regressions.

Table 6.5. Multiple linear regression analyses showing predictors of longer time to help-

seeking

Overall sample (n=946)* Subgroup (n=504)*

Beta' S.E. p Beta  S.E. p
Constant - - .014 - - .529
Age .06 .03 .064 .01 .05  .802
Ethnicity .07 .04 .075 12 .04 .008
SES 12 .05 <.0001 22 .05 .0001
Practical Barriers .16 .04 <.0001 13 .05 .008
Service Barriers .10 .05 .005 A7 .05 .001
Emotional Barriers - - - .04 .05 413

TStandardised *Sample sizes are smaller due to missing data

Overall sample Adj R?=.06, p<.001, Subgroup Adj R°=.11, p<.001.

Note: Ethnicity is a categorical variable, coded as Non-White=0, White=1 and SES is an ordinal

variable, coded as Low =0, Mid=1 and High=2.
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6.4 Discussion

To my knowledge, this study was the first to systematically measure anticipated time to
help-seeking for ovarian cancer symptoms and to identify variables associated with a
longer time to help-seeking specifically for this cancer in a UK sample. In Chapter One |
discussed the importance of early detection of ovarian cancer, which may be achieved

through prompt help-seeking.

This is also the first study that has attempted to measure awareness of a
comprehensive list of ovarian cancer symptoms and risk factors in a UK population and
to identify those that are more, versus less, well-known. Given the evidence discussed
in Chapter Three, which showed that misattribution of symptoms and non-recognition of
symptom seriousness may play a part in a longer time to help-seeking, it is important to
determine the current levels of awareness in order to identify areas for improvement in
knowledge. Further, the influence of perceived risk (which may result from awareness of
risk factors) can be explained by many of the models described in Chapter Two, and
there is evidence for the effects of this within the literature on help-seeking for female
cancers (Freidman et al., 2006). As such, it is important to also explore awareness of

risk factors in order to identify areas for improvement.

Ovarian cancer symptom recall was very low (overall M=0.6/10; subgroup M=0.6/10),
whereas recognition was considerably higher, reflecting previous findings using recall
and recognition to measure gynaecological cancer symptom awareness, including the
findings reported within Chapter Five and findings within other cancer groups (Robb et
al., 2009; Simon, Juszczyk, et al., 2012; Waller et al., 2009). Nevertheless, on average
women were still only able to recognise just over half of the symptoms when prompted
(overall M=6.3/10; subgroup M=6.1/10), a figure that does not seem to have improved

considerably in the following years (Brain et al., 2014).
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These findings suggest a need for interventions to increase awareness of symptoms of
ovarian cancer. Moreover, as symptoms for ovarian cancer can be non-specific
(Department of Health, 2009; National Institute for Health and Clinical Excellence
(NICE), 2005) it might be pertinent for any interventions designed to increase awareness
to focus on the characteristics of the symptoms experienced as well as their presence.
For example, there is evidence that symptoms such as abdominal pain, pelvic pain,
bloating, constipation, and increased abdominal size are significantly more severe and
frequent in women with ovarian cancer than in women in a general clinic population

(Goff, Mandel, Melancon, & Muntz, 2004).

Symptoms for which the lowest recognition was observed were frequent urination
(overall=45%; subgroup=40%), feeling full (overall=45%; subgroup=40%) and difficulty
eating (overall=25%; subgroup=21%). Research suggests that these symptoms (as well
as abdominal and pelvic pain) are present in earlier stage ovarian cancers (Goff et al.,
2007; Hamilton et al., 2009; Lataifeh, Marsden, Robertson, Gebski, & Hacker, 2005;
Olson et al., 2001) (although more recent evidence suggests that the specificity of these
symptoms may be lower than originally thought (Lim et al.,, 2012)). Consequently
consideration of these symptoms as potential ovarian cancer symptoms could aid earlier
diagnoses. That awareness was lowest for these symptoms, then, is concerning. On
average a GP will only see one case of ovarian cancer every five years (NHS Choices,
2012b; Office for National Statistics, 1999), which may reduce the likelihood of GP
consideration of ovarian cancer in a patient presenting with such symptoms. However, if
awareness were higher in women overall, this could increase the chances of the patient
herself considering ovarian cancer, and therefore being able to highlight this to her GP

upon presentation.

Overall risk factor awareness was also not very high in this sample, again with recall
being much lower than recognition; even when prompted, women were able to identify

less than half of the risk factors for ovarian cancer (M=5.1, SD=2.5 in the overall sample
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and M=4.8, SD=2.5 in the subgroup). It was promising, however, that over two thirds of
the overall sample and the subgroup of women recognised the relationship between
having had a close relative with ovarian cancer and risk of developing the disease, and
that, although a much lower proportion of women were aware of this risk factor when
unprompted (14% and 15% in the overall sample and subgroup respectively), it was the
most recalled risk factor. Given the evidence that around 10% of ovarian cancer cases
may be attributable to an inherited genetic susceptibility to the disease (through the
inherited BRCAL1 and BRCAZ2 genes) (Claus, Schildkraut, Thompson, & Risch, 1996) , it
is important that women are aware of this risk factor. The genetic, inherited risk of these
genes in relation to breast cancer has been highlighted in the media recently, with a
number of celebrities (notably, American film actress Angelina Jolie and UK pop star,
Michelle Heaton) opting to have mastectomies due to this risk. This has no doubt raised
awareness of the risk for breast cancer, however, it seems there may be more work to
be done in raising awareness of the risk for ovarian cancer, although around half of the

women here did recognise the association between breast and ovarian cancer.

More than half the women here also recognised the risks associated with being a
smoker, being overweight and having ovarian cysts. Again, however, recall was
considerably lower for these risk factors. Both smoking and weight are modifiable
factors, and just under 10% of ovarian cancers have been argued to be attributable to
tobacco (Parkin et al., 2011), whilst increasing weight has been shown to increase the
relative risk by 1.14 for each 10 unit increase in BMI (Reeves et al., 2007). These risk
factors are also applicable to most other cancers (Parkin et al., 2011). Increasing
awareness of these risk factors, then may encourage women to make healthier lifestyle

choices to reduce their risk of developing any cancer.

In contrast to my hypothesis, | found no association between symptom awareness and
anticipated time to help-seeking. This finding does not necessarily mean that symptom

awareness has no influence on time to help-seeking, however. Symptom awareness
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may influence attribution or appraisal behaviour (which has been shown to be related to
time to help-seeking (Macleod et al., 2009)), rather than having a direct relationship with
time to help-seeking. This is evident within the MPT, described in Chapter Two. Within
this model, an individual will appraise the change they have detected within their body. It
is this appraisal process and the success of any self-management techniques
undertaken which determines whether the individual decides to seek medical attention.
Although an awareness of cancer symptoms likely plays a part in this appraisal process,
it is perhaps insufficient to determine help-seeking behaviour in isolation. The
complexities of this relationship should be explored further to aid understanding of help-

seeking behaviour for ovarian cancer symptoms.

It was promising that women anticipated seeking help quickest for persistent abdominal
pain as this is one of the three most important symptoms highlighted to health
professionals in the DoH’s Key Messages on ovarian cancer (Department of Health,
2009), and has been found in up to 49% of early stage (I/ll) invasive epithelial ovarian
cancer cases (Rossing et al.,, 2010) (90% of ovarian cancers are this type (Cancer
Research UK, 2012c)). Previous research exploring symptom presentation in primary
care found that abdominal pain was one of the most common symptoms reported (Goff
et al., 2004). Further, women with abdominal pain are encouraged to seek help promptly
for this symptom (Smith and Anderson, 1985). This finding, taken together with the
results shown here, suggests that women may feel comfortable presenting with
abdominal pain and consequently may not anticipate a reason to wait before seeking

help for this symptom.

Both women in the sample overall and the subgroup at increased risk (those aged 245
years) anticipated waiting the longest for extreme fatigue, persistent bloating, back pain,
persistently feeling full and changes in bowel habit. All of these symptoms are
mentioned in the DoH’s Key Messages (Department of Health, 2009), which highlight

persistent bloating and persistently feeling full as two of the three most important
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symptoms. Abdominal bloating and loss of appetite (represented here as persistently
feeling full) have been found to have Positive Predictive Values (PPVs) for ovarian
cancer of 0.3% and 0.6% respectively. When paired, these two symptoms have a PPV
of 3.3%, second only to the pairing of loss of appetite and abdominal distension
(PPV>5%) (Hamilton et al., 2009). Although these PPVs are not high (possibly owing to
a high frequency of these symptoms in the general population (Agréus, Svardsudd,
Nyrén, & Tibblin, 1994; Pitts et al., 2011)), bloating or feeling full have been found to be

present in over 44% of early stage disease (Rossing et al., 2010).

Further, Olson and colleagues (Olson et al., 2001) found that 71% of ovarian cancer
patients reported experiencing bloating and/or fullness in the six to twelve months prior
to diagnosis; similar results to those reported by Goff et al. three years later (Goff et al.,
2004). Consequently, if a patient presents with both symptoms, it may help a GP to
more accurately either diagnose or refer (particularly if the patient is aged 245 years,
given that these symptoms are more likely to be associated with ovarian cancer with
increasing age (Cancer Research UK, 2013c)). Encouraging earlier help-seeking for
these two symptoms specifically, particularly in older women, may impact on diagnoses

of less advanced disease.

The amount of variance explained by the regression models was relatively small,
suggesting that there are other factors that are important in anticipated time to help-
seeking. However | did identify some important predictor variables. In the overall sample
and in the subgroup, more perceived practical barriers predicted a higher score on the
scale of anticipated time to help-seeking (indicating a longer time to help-seeking for
more symptoms), supporting previous research exploring help-seeking for ‘generic’
cancer symptoms (Simon, Waller, Robb, & Wardle, 2010). In contrast to the findings in
the latter research, | also found that endorsing more perceived service barriers was a
significant predictor of a higher score on the scale of anticipated time to help-seeking,

whereas endorsing more emotional barriers was not. This finding may be due to the low
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awareness that these symptoms could be indicative of ovarian cancer, leading women
to assume that these symptoms were not significant enough to merit the difficulty of
arranging a doctor’s appointment. Further, previous findings in the literature discussed in
Chapter Three has been inconclusive about the effects of one of the emotional barriers,
‘fear’. The complex relationship between fear and help-seeking may have influenced the
findings relating to emotional barriers here. Future research might explore this emotional

barrier separately.

An interesting finding was that women from lower SES and non-White ethnic groups
anticipated seeking help earlier for more symptoms of ovarian cancer than those from
higher SES and White ethnic backgrounds. This finding reflects earlier research
(Adamson, Ben-Shlomo, Chaturvedi, & Donovan, 2003; Robb et al., 2009) and there is
evidence that these relationships between ethnicity and SES and
help-seeking also apply to actual help-seeking behaviour (Morris et al., 2005). However,
women from lower SES and non-White ethnic backgrounds are more frequently
diagnosed with later stage cancer compared to those from higher SES and White

backgrounds (Downing et al., 2007; Morris et al., 2010; Schwartz et al., 2003).

The disparity in primary care help-seeking and stage of diagnosis between White and
non-White ethnicities may be a result of GP time to referral and diagnosis (Morris et al.,
2005), which in turn may be a product of the lower ovarian cancer incidence rates
observed in Asian and Black ethnicities when compared to the White ethnic group
(National Cancer Intelligence Network & Cancer Research UK, 2009). Ovarian cancer
cases are rare in primary care (NHS Choices, 2012b; Office for National Statistics,
1999); if few of those cases are in women of non-White ethnicities, this may lead to a
much reduced possibility that a GP will even consider an ovarian cancer diagnosis in
these women even if they present promptly with symptoms. In contrast, however, no

such difference has been observed in incidence for ovarian cancer between SES groups
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(National Cancer Intelligence Network, 2009). Consequently, the disparity in SES

groups warrants further investigation.

6.4.1 Strengths and limitations

As with Chapter Five, this study was strengthened by the use of a validated tool to
measure awareness and anticipated help-seeking behaviours. If this tool is utilised in
future research, it will allow researchers to identify shifts or differences in patterns of
help-seeking by accurately comparing these data with other time periods or other
countries. Although the sample was not population representative, data were collected
from a range of women from different age and demographic groups, and consequently,
it is likely that the relationships found in the results in the present study would apply to

the UK population.

A potential limitation of this study is the measurement of help-seeking intention for a
hypothetical symptom as opposed to actual help-seeking behaviour for an existing
symptom (the limitations of which | have discussed earlier). A second limitation is that
guestions were asked within the context of ovarian cancer and it is likely that women
anticipated faster help-seeking than would occur in a real life situation where the
symptom might not be appraised as a warning sign of cancer. For example, the longest
median anticipated time to help-seeking was two weeks. However, | limited the impact of
this issue by looking at median time to help-seeking for each symptom and thus
explored the relative speed of help-seeking behaviour for each symptom, than the time
period itself. Further, DoH guidelines for patients (NHS Choices, 2012b) do not give
advice on how long women should wait before seeking medical help for symptoms
potentially indicative of ovarian cancer. Although the DoH (Department of Health, 2009)
and NICE (NICE, 2011) guidelines mention persistency as a key feature for health
professionals to look for, for a number of symptoms (such as pelvic or abdominal pain,

abdominal distension and difficulty eating or feeling full quickly), they do not define
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‘persistency’, therefore making it difficult to say how long women should wait before

seeking help for these symptoms.

A further limitation applicable to this study was the lack of data relating to the frequency,
severity or novelty of hypothetical symptoms. As such, | was unable to explore the
impact of these variables on intention to seek help. Doing so would have been
interesting, as symptoms that are frequent, severe and novel are more likely to indicate
ovarian cancer (Department of Health, 2009; Goff et al., 2007, 2004; Macleod et al.,
2009; NICE, 2011). Finally, coding of the open recall items was carried out by Synovate
researchers, and as some symptoms could potentially be viewed as being similar (for
example ‘persistent bloating’ and ‘increased abdominal size’), it is possible that there
was some coding error. This may have resulted in the estimates of knowledge found

here being too conservative.

Quota sampling was used because it is an efficient and practical method of collecting
data. However, this method limits the generalisability of the findings. Despite this, the
study was well-powered and novel and it provides an indication of the factors which may
influence time to help-seeking, as well as an idea of the relative levels of awareness of

different ovarian cancer symptoms in a UK female population.

6.4.2 Conclusions

This study suggests that there is low awareness of ovarian cancer symptoms in this
population and variation in anticipated help-seeking behaviour for these symptoms.
Women anticipated waiting longest for persistent bloating and persistently feeling full,
symptoms which are both associated with ovarian cancer, and have been found in just

under half of early stage cases.

Although barriers may be important in predicting help-seeking, there may be more
important variables involved that were not measured here, or the complexity of the
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relationship between individual barriers and help-seeking may need to be understood
further. Consequently, there is a need for more in-depth, exploratory research to identify

these factors.

In the next chapter, | have explored responses to symptoms potentially indicative of a
gynaecological cancer, including ovarian cancer in women who are currently
experiencing these symptoms. Building on one of the limitations in the present study, |

also explored responses to symptoms which are frequent and/or severe.
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CHAPTER SEVEN - EXPERIENCE OF SYMPTOMS [INDICATIVE OF

GYNAECOLOGICAL CANCERS IN UK WOMEN (STUDY 3%

7.1. Introduction

7.1. Background

In Chapter Three | discussed the work undertaken by Cooper et al. (2013), who
explored women’s responses to symptoms across all five of the gynaecological cancers.
Notably, there were some symptomatic women who had waited years to seek medical
help or had never done so. One of the main limitations of this study was the lack of a
complete distinction between women who had hypothesised having a symptom and
those who actually did. Given the differences in hypothetical and actual help-seeking, it
may be the case that some of the relationships found were not as applicable in real life.
It is likely that in the UK, as in the US, there are also many more women who are
experiencing symptoms who do not currently seek help from their GP. Although these
symptoms are unlikely to be cancer, encouraging help-seeking could not only increase

earlier cancer diagnoses, but also aid detection of other potentially treatable conditions.

To my knowledge, there have been no assessments of the population prevalence of
symptoms encompassing all gynaecological cancers, nor responses to these symptoms
in women experiencing them in a UK sample. In the studies described in Chapters Five
and Six, it was made explicit to participants that they were being asked about symptoms
of ovarian and cervical cancer. This is also true of previous research exploring symptom
awareness and anticipated help-seeking for cancer symptoms in general (Robb et al.,
2009), and research on awareness of specific cancer types (for example, Forbes et al.,

2011).

12 A version of this chapter has been published elsewhere and can be found in Appendix 5 (Low, Simon,
Waller, Wardle, & Menon, 2013)
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7.1.1 ‘Symptom’ versus bodily change’

Symptoms do not necessarily begin as ‘symptoms’ (i.e. associated with illness or
disease (Cathcart, Wilson, & May, 2012)), rather as sensations or changes within our
bodies that may come to be interpreted as such. Hay (2008) offers a clear distinction
between a ‘sensation’ and a ‘symptom’, describing the former as “felt experience” and
the latter as a “constructed and socially informed cognitive interpretation that indexes”.
As discussed, in Chapter Two, this is also the stance that the most recent models
attempting to explain help-seeking (‘Andersen’s Model’ and the MPT) take; both assume

that a bodily change is first experienced, before illness is inferred.

However, only those bodily sensations or changes that are attended to may be
subjected to an interpretive process, and not all sensations are attended to. As
mentioned previously, bodily sensations are constantly being processed, although the
vast majority are not processed consciously (Pennebaker, 1982). Even those sensations
that are processed consciously may be dismissed as part of ‘the everyday'. For
example, Halkowski (2006) describes ‘the patients’ problem’; i.e. how a person, upon
experiencing a new sensation or change in their body, may consider whether it is just
part of the normal, everyday sensations and changes that come with having a body, or

whether it is a threat to health.

In 2012, Cathcart et al. published the findings of a qualitative study exploring the
transition from bodily sensation to symptom in catarrh sufferers. They concluded that, at
the time of help-seeking, a person is not at the beginning of their ‘symptom story’. To
describe the process of how a sensation becomes a symptom, they devised a ‘symptom

evolution pathway for physiological body sensations’ (Figure 7.1, below).
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Asymptomatic Symptomatic

Zone 1 Zone 2 Zone 3 Zone 4
Symptom experienced, but not Symptom deemed to require
deemed to be problematic medical attention

AN

Changes in body sensation Emotional effect Response drawn Health-seeking
« Quantitative « Social behaviour

« Qualitative « Frustration

e Temporal « Threat to well-being

Figure 7.1 Symptom evolution pathway for physiological body sensations (Cathcart et

al., 2012)

Zone one describes the existence of a bodily sensation, before a person has become
consciously aware of it. Zone two describes the period when a person becomes aware
of their bodily sensation because there has been, or there is a perception that there has
been, a change. Cathcart described the change from Zone one to Zone two as being
caused by an awareness of the bodily sensation, which had previously been present
(Zone one), but inconspicuously so. In his catarrh patients, these changes were
gualitative (change in the consistency of the mucus), quantitative (change in flow rate)

and temporal (an increase in the length of time the sensation has persisted).

The transition from Zone two to Zone Three (when the sensation becomes a symptom,
but one has decided that help is not yet required) occurs when a more sinister, deeper
meaning is attributed to the changed bodily sensation, which then is perceived to be a
social inconvenience, frustrating and/or a threat to well-being. Finally, a symptom will be
deemed to require a response, which Cathcart et al. argue may be passive or active,
negative or positive and mild, moderate or strong, allowing for individual differences in
symptom response and external influences. Cathcart et al. conclude that once an
individual has acknowledged a bodily sensation and deemed it to be in need of action,

the sensation has become a symptom.
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Given the above, it is important when exploring help-seeking (either hypothetical or real)
not to frame a symptom or symptoms in the context of illness, by using the term
‘symptom’. In doing so, the individual is moved along the pathway of interpretation of a
bodily sensation as a symptom. The idea that a symptom does not begin as such is also
reflected in the MPT (Walter et al., 2012) on page 57. The model (which is discussed in
more detail in Chapter Two) describes the detection of a ‘bodily change’ and the
subsequent evaluation that occurs to determine a) whether the change is indeed a
symptom (i.e. indicative of illness or disease) and, if so, b) does it require medical

attention.

In attempting to explore and understand how a bodily change or sensation comes to be
perceived as a symptom (if indeed it does), it is necessary to avoid the term ‘symptom’.
If we consider the pathways described here, it is clear that by using the term, ‘symptom’,
a research participant will be ‘moved forward’ in the pathway from bodily sensation to
symptom, to symptom requiring medical attention. It then becomes impossible to explore

what influences may have led to that occurrence naturally.

7.1.2 Frequency and Severity of symptoms

In Chapter Six, | noted that a limitation of the Ovarian CAM was the lack of exploration
of the impact of frequency and/or severity of the symptoms explored and whether asking
women about a frequent or severe symptom may have affected the findings in relation to
anticipated time to help-seeking. It is important to explore this, as there is evidence that
symptoms which are frequent, severe and novel are more likely to indicate ovarian
cancer (Department of Health, 2009; Goff et al., 2007, 2004; Macleod et al., 2009; NICE,
2011). Further, generically, it is advised that, for some symptoms, frequency or severity
may indicate an increased chance of cancer (Cancer Research UK, 2009). However, to
my knowledge, there is no published research that has explored the relationship
between frequency and severity of symptoms and help-seeking behaviour for symptoms

of gynaecological cancers.
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7.1.3 The current study

This is the first study to assess the prevalence of symptoms potentially indicative of a
gynaecological cancer, the frequency and severity of symptoms, and current help-
seeking behaviour in response to symptoms. Therefore no specific hypotheses were

made for this study.

7.2. Methods

7.2.1 Recruitment

As part of their omnibus survey (which included modules from different contributors, on
a range of non-health topics) | commissioned the market research agency, TNS Global®™
(London) to approach 2173 women (aged 216 years) using stratified random location
sampling. Women were invited to complete my survey module using Computer Assisted
Personal Interviewing (CAPI) in the presence of trained interviewers in their own homes,
in July 2011. Before deciding whether to participate, potential respondents were given
written information about the study due to the sensitive nature of the questions (see
appendix 6). The information explained that the survey contained questions about bodily
changes experienced in the last three months, including changes in the reproductive
system. It made clear that the module was anonymous and confidential and that
respondents who decided to take part were free to withdraw at any time. The interview
was conducted in English and therefore any women who were not fluent in English were
excluded. The study was approved by the UCL Research Ethics Committee (ref:

1122/005, see appendix 7).

7.2.2 Measures
7.2.2.1 Participant characteristics
Respondents were classed as higher or lower SES (A, B, C1 vs. C2, D, E categories)

using the National Readership Survey social grading system (National Readership

13 .
WWWw.tns-ri.co.uk
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Survey, 2007, described in detail in Chapter Five) as is the convention in the literature
(for example, Waller et al., 2009). Further, by dichotomising the sample in this way, |
was able to analyse data from participants in manual and non-manual occupations
separately. Ethnicity was dichotomised into ‘White’ or ‘non-White’, with White, non-
British women included in the ‘White’ category. It was a requirement of participation that
women must possess a level of English adequate to understand the survey. | collected
data on exact age at the time of completing the survey, and dichotomised age at 45
years, because 85% of all new cases of gynaecological cancers in the UK are in women

aged 245 years (Cancer Research UK, 2012g, 2013b, 2013c, 2013d, 2013e).

7.2.2.2 Symptom reporting

Women were presented with a list of 13 symptoms (see Table 7.2 in the ‘Results’
section for the full list) potentially indicative of a gynaecological cancer (sourced from
NHS Choices (NHS Choices, 2013c)), and asked, “In the past three months, have you
experienced any of the following [symptoms]? (please answer each item with ‘yes’, or
‘no’. If you are not sure, or if the item does not apply to you, answer no’)”. A three month
reporting time-frame was selected as some symptoms could only be detected following
at least two menstrual cycles (for example inter-menstrual bleeding). In the analyses, it
was not possible to stratify symptoms by gynaecological cancer type as many of the

symptoms of these five gynaecological cancers overlap.

7.2.2.3 Symptom frequency and severity

Respondents reporting a symptom were asked, “Please tell us (as far as you remember)
how often you experienced [symptom] in the past three_months”. Response options
included, ‘Once’, ‘twice’ (both recoded as ‘infrequent’) ‘several times’ and ‘all the time’
(both recoded as ‘frequent’). They were then asked: “Using the 5-point scale below,
please tell us how bad the [endorsed symptom] was on the worst day you had it”. If it

was as bad as you could imagine it could be, score 5. If it was not bad at all, score 1.
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Please remember you can score any number from 1 to 5”. Reponses were recoded into
‘not severe’ (scores 1-3) or ‘severe’ (score 4 or 5). The frequency and severity questions
were repeated for each symptom the respondent reported. For some analyses, | divided
respondents into two groups: i) with a symptom that was severe (score 4 or 5), frequent
(‘several times’ or ‘all the time’) or both, and ii) with a symptom that was neither frequent
nor severe (see Figure 7.2). These questions were similar to those used in other studies
exploring frequency and severity of symptoms potentially indicative of a cancer (for

example, Goff et al., 2004).

Figure 7.2 Participant groups by frequency and severity of symptoms

Not severe Severe Infrequent Frequent

Not severe - - Group | Group Il

Severe - - Group Il Group Il
Infrequent Group | Group Il - -
Frequent Group Il Group Il - -

7.2.2.4 Help-seeking

To measure help-seeking, | asked, “Please tell us from the following what, if anything,
you did about your [symptom]”. Response options were: seeking advice from a
pharmacist (chemist); a practice nurse; a GP; going to A&E (the hospital emergency
department); asking for advice from a friend/relative; looking for advice on the internet;
asking/looking for advice somewhere else; using an own remedy/treating it themselves;
and waiting to see if it went away/got worse. For each response option, respondents
answered ‘Yes’ or ‘No’. Women were only asked about help-seeking for one randomly

computer system-selected symptom, referred to here as the ‘index symptom’. The study
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was designed in this way to avoid the survey becoming so time-consuming that it would

be off-putting to participants. A copy of the full survey can be seen in Appendix 6.

7.2.3 Analyses

Data were analysed using SPSS version 18 (IBM Corporation, 2009). To assess
demographic differences between survey responders and non-responders, | used t-tests
and x° tests. | used x” tests to identify significant demographic differences in symptom
reporting and group differences in help-seeking behaviour. | did not perform any
regression analyses on the help-seeking data in this study as the small group sizes

would mean that these analyses would likely be underpowered (Field, 2009).

7.2.3.1 Weighting

Weights for the data were provided by TNS. Data were weighted through an interlocking
matrix by region (North/Midlands/South), age (16-24; 25-44; 45-64; =65 years) and
social grade (ABC1/C2/DE) to achieve a nationally representative sample of women in
the UK. Weighting had the biggest effect on SES (48% fell into the ABC1 group in the
unweighted data, whereas 60% did in the weighted data) and on symptom reporting,
with 55% reporting at least one symptom in the unweighted data, compared to 44% in
the weighted sample. The differences observed are likely to have been a result of a
weighting applied to all of the participants who completed the whole survey, and not just
those who completed my module. See Table 7.1 for a comparison of the weighted and

unweighted data.

7.2.3.2 Missing data

There were no missing data in the demographic, symptom reporting (including
frequency and severity) or help-seeking data in those women who had a symptom and

had agreed to participate in the survey module.
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7.2.3.3 Parametric assumptions

As in the previous data chapters, data were tested for normality and homogeneity of
variance to be certain that any significant results were down to genuine group
differences in means. | also repeated these tests with the demographic data here. As
the variables were outside of normal distribution ranges (-1 — 1+) when testing

skewness and kurtosis, non-parametric x* tests were used.

7.3. Results

7.3.1 Sample characteristics

Of the 2173 women who took part in the overall TNS omnibus survey, 911 (42%)
completed my survey module. Although this is not a true response rate (as TNS do not
record how many addresses they attempt to recruit from), it at least provides an
indication of a response rate to my survey. Respondents were aged 16-98, with a mean
age of 45 years, SD=17.09). When age was dichotomised, 442 women were aged =45
years and 469 were aged <45 years. Most women were White (93%) and had a high
SES (60%). Only a very small number of women (7%) reported minority ethnicities, so
they were grouped together and the sample was categorised as ‘White’ or ‘non-White’,
as discussed in the methods section. Responders to the symptom survey module were
significantly younger, had a higher SES, were more likely to have a White ethnicity and
were more likely to be married or living as a couple than those who refused to complete

the module (see Table 7.2).
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Table 7.1 Sample Characteristics (Weighted/Unweighted n=911/ n=882)

Unweighted Weighted
N (%*) N (%*)
Age (mean (SD)) 45 (17.2) 45 (17.1)
Socioeconomic status
ABC1 (higher) 424  (48) 543 (60)
C2DE (lower) 459 (52) 368 (40)
Ethnicity
White 823 (93) 848 (93)
Non-white 59 (7 62 (7)
Marital Status
Single 219 (25) 204 (22)
Married/living as a couple 502 (57) 558 (61)
Widowed/divorced/separated 161 (18) 149 (16)
Reported Symptoms
At least one 395 (55) 398 (44)
None 488 (45) 513 (56)
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Table 7.2. Socio-demographic characteristics of responders and non-responders to the
symptom module (weighted data, overall n=2173)

Responders ~ Non-responders®

(n=911) (n=1262) x> (df)
n % n %

Age (mean (SD), t-test) 45 (17) 49 (20) 5.61**
Socioeconomic status

ABC1 (higher) 543 (60) 674 (53)

C2DE (lower) 368 (40) 588 47) 8.25 (1)*
Ethnicity

White 848 (93) 1097 (88)

Non-white 62 (7) 154 (12) 17.69 (1)**
Marital status

Single 204 (22) 294 (23)

Widowed/divorced/separated 149 (16) 283 (22)

Married/living as a couple 558 (61) 676 (54) 15.10 (2)**
Reported symptoms

At least one 398 (44) - - -

None 513 (56) - - -

*Significant at the .01 level, **significant at the .001 level

®These women took part in the omnibus survey but opted out of the symptom module

7.3.2 Symptom reporting

Just under half the respondents (44%, 398/911) reported at least one of the 13
symptoms in the survey (M=1.2, range=0-9), with ‘pain in the abdomen, lower back or
pelvis’ (19%, n=173), ‘increased abdominal size’ (17%, n=154) and ‘increased need to
go to the toilet’ (15%, n=138) being the most common (Table 7.3). The median number
of symptoms endorsed was 0 (56%, n=513), with 11% reporting one symptom (n=103),
12% reporting two symptoms (n=108) and 21% reporting three symptoms or more
(n=187). The highest number of symptoms experienced was nine, reported by five
women (0.5%). Of those women who reported a symptom (n=398), the majority had

between one and three (72.4%, n=288). Overall, women were more likely to report a
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symptom indicative of a gynaecological cancer if they were younger (50% of those
under 45 vs. 37% of those aged 45 and over, x* (1,910)=14.87, p<0.001), lower SES
(49% vs. 40% in the higher SES group, x? (1,911)=7.58, p<0.01) and non-White (58%

vs. 43% in White participants, x*(1,910)=5.64, p<0.05).

7.3.3 Frequency and severity of symptoms

Overall, 35% (n=317/911) of respondents reported a symptom that was frequent and/or
severe, and 9% (78/911) had a symptom that was neither frequent nor severe. Less
than a third (132/442, 30%) of women aged =45 reported a frequent and/or severe
symptom; 14% of the total sample (n=132/911) (Table 7.4). Individual symptom
endorsements by age and frequency and/or severity of symptom are reported in Table

7.3.

As stated above, women were only asked about their response to one index symptom in
order to keep the survey to reasonable length. As the symptoms were randomly
selected, it is possible that women may have been asked about a mild, infrequent
symptom, when they also had a frequent, severe symptom, which they may have
responded differently to. To assess how many women this applied to, | calculated the
proportion of women who had an index symptom which was mild and infrequent and the
proportion of these women who also had a non-index symptom that was frequent and/or
severe. These calculations showed that just 7% of the total sample (n=911) had a mild

or infrequent index symptom, as well as a frequent and/or severe non-index symptom.
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Table 7.3 Gynaecological symptoms reported by all respondents (n=911), and by age and frequency and severity

<45 years (n=469) 245 years (n=442)

Symptoms endorsed Whg:igsﬂ? e Frequent Not frequent F;en%L;srn t frezllcjfant
and/or severe or severe severe or severe
N @[ n ) N @) [ n_ () n_ (%)

Pain in abdomen/lower back/pelvis 173 (29) 81 a7 27 (6) 55 (12) 10 (2
Increased abdominal size 154 a7 62 (13) 26 (6) 45 (10) 21 (5)
Increased need to go to the toilet 138 (15) 60 (13) 13 3) 51 (12) 13 (3)
Increased wind or constipation 121 (13) 42 ©)] 15 3 46 (10) 17 (4)
Difficulty eating/feeling full quickly 116 (13) 53 (1) 14 3) 40 (9) 7 (2)
Heavier/longer periods 107 (12) 52 (11) 24 (5) 23 (5) 7 (2)
Pain/discomfort during sex 83 (9) 39 (8) 26 (6) 11 (3) 5 (1)
Itching, pain or soreness of vulva 64 (7) 24 (5) 17 (4) 18 (4) 4 (<)
Bleeding between periods 49 (5) 17 (4) 20 (4) 7 (2 4 (<1)
Discharge that smells unpleasant or is blood stained 44 (5) 22 (5) 15 3) 7 (2) 1 (<1
Bleeding during/after sex 31 (3) 10 (2) 13 3) 1 (<1) 6 (1)
Growth/lump/sore/ulcer on skin of vulva 26 3) 5 Q) 11 (2) 1 (<1) 8 (2)
Bleeding after menopause 10 1) 1 (<1 3 (<1) 0 ©) 6 (<1

*Respondents were able to select more than one symptom, hence the total percentage will exceed 100%.
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Table 7.4. Symptoms reported by age group (n=911)

Total Women Women

sample aged <45 aged 245

(n=911) (n=469) (n=442)
N (%) N (%) n (%)
Did not report symptoms 513 (56) | 235 (50) | 278 (63)
Reported at least one symptom 398 (44) | 234 (50) | 164 (37)
At least one frequent and/or severe symptom 317 (35) | 186 (40) | 132 (30)
No frequent or severe symptoms 78 (9) 46 (10) | 32 @)

7.3.4 Help-seeking behaviour

Respondents were asked about help-seeking for a single index symptom. The selection
rate for each symptom (expressed as the number of times the symptom was selected as
a proportion of the number of times that symptom was endorsed) was fairly similar
across symptoms (see Table 7.5), and consequently, all endorsed symptoms were
equally likely to be endorsed as the index symptom. Just over a third (36%, 142/398) of
respondents who reported a symptom had seen a health care professional (HCP)
(pharmacist, GP, practice nurse, A&E) about their index symptom, with most (30%,
120/398) having seen a GP. Of the subset of women aged 15-29 (n=111/398, 28%)),
21% reported having seen a GP for their index symptom. In symptomatic women, the
most common response to the index symptom was to monitor it (54%, 216/398) and the
least common response was to go to A&E (6%, 24/398). In the sample as a whole, 16%
(n=142/911) of women had seen a HCP about at least one of the symptoms under

investigation and 13% had seen a GP (n=120/911).
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Table 7.5. Chance of selection as an index symptom for all symptoms

(n=398)

Chance of selection over

Symptoms endorsed number of endorsements

N (%)*
Pain in abdomen/lower back/pelvis 64/173 (37)
Increased abdominal size 63/154 (41)
Increased need to go to the toilet 46/138 (33)
Increased wind or constipation 44/121 (36)
Difficulty eating/feeling full quickly 49/116 (42)
Heavier/longer periods 34/107 (32)
Pain/discomfort during sex 23/83 (28)
Itching, pain or soreness of vulva 23/64 (36)
Bleeding between periods 17/49 (35)
Discharge that smells unpleasant or is blood stained 9/44 (20)
Bleeding during/after sex 13/31 (42)
Growth/lump/sore/ulcer on skin of vulva 11/26 (42)
Bleeding after menopause 2/10 (20)

*Respondents were able to select more than one symptom, hence the total percentage will
exceed 100%.

Of the older (245 years) symptomatic women, 37% (n=60/164) had seen a HCP and
33% (54/164) had seen a GP. The most common response to a symptom was to
monitor it (49%, 81/164) and the least common response was to visit the A&E
department (2%, 4/164). Older women were significantly less likely to have asked a
friend or relative for advice (14% vs. 28%, x° (1,399)=11.36, p=0.001) or to have gone to
A&E (2% vs. 9%, x* (1,398)=6.47, p<0.05) than younger women. The behaviour
patterns remained the same for women with a frequent and severe symptom, although

more women had sought medical help, with 42% having seen a HCP (135/317).
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Table 7.6. Help-seeking for one index symptom among respondents who reported a
symptom by risk group (n=397)

Higher risk  Lower risk

Response to symptom Eﬁngg) Eﬁgr;gg) X2 (df)
N (%) n (%)
Monitored symptom 69 (63) 147 (55) 0.28(1)
Used own remedy/self-treatment 59 (45) 104 (39) 1.08(1)
Sought help from GP 50 (88) 71 (27) 5.11(1)*
Sought help from internet 32 (25) 79 (30) 1.26(1)
Sought help from friend or relative 21 (16) 67 (25) 4.34 (1)
Sought help from pharmacist 21 (16) 33 (12) 0.90(1)
Sought help from practice nurse 18 (14) 35 (13) 0.02(1)
Sought help from somewhere else 14 (11) 30 (11) 0.05(1)
Sought help from A&E 4 (3) 20 (8) 3.17(1)

Higher risk = women aged 245 years with a frequent and/or severe symptom. Lower
risk = women aged <45 years and women with no frequent or severe symptoms.

*Significant at the .05 level

*Respondents were able to select more than one response, so total % sometimes exceeds
100%.

Among the older women (245 years) with an index symptom that was frequent and/or
severe (i.e. the most high-risk group), 43% (n=56/132) had seen a HCP and 38%
(n=50/132) had seen a GP. These women were most likely to have monitored their
symptom (53%, 69/132) and least likely to have visited A&E (3%, 4/132). Older women
with frequent and/or severe symptoms were significantly more likely to have seen a GP
(38% vs. 27%, x* (1,397)=5.11, p<0.05), but significantly less likely to have asked a
friend or relative for advice (16% vs. 25%, x° (1,396)=4.34, p<0.05) than women who did

not fall into this group (see Table 7.6).

7.4. Discussion

Just under half (44%) the women in my sample reported a symptom that may indicate a
gynaecological cancer, and for a third (35%), the symptom was frequent and/or severe.

The rates of GP consultation for potential gynaecological cancer symptoms found here
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(13% of the women in the total sample, n=120/911) are somewhat lower than have been
found in in a previous study exploring primary care consultation rates for gynaecological
symptoms (Stapley & Hamilton, 2011) (20%). However, Stapley and Hamilton only
explored consultation rates in women aged 15-29, and when | explored consultation
rates in a sub-sample of the participants in my study aged 16-29, | found similar rates

(21%).

Interestingly, previous research exploring intention to seek help for some of these
symptoms in a UK population found that 65-89% of women said that they would go to
their GP within two weeks if they had one of these symptoms (Target Ovarian Cancer,
2013). This again highlights the differences in exploring hypothetical symptoms and
intention to seek help and actual responses to real symptoms. The current survey
suggests that, although just under half of British women may currently have a symptom
potentially indicative of a gynaecological cancer (n=398/911, 44%), only around a third
of these (n=120/398, 30%) have sought advice from a GP. This percentage is
considerably lower than the percentage of women who said that they would seek help
promptly for similar symptoms. This suggests that actual help-seeking may be much
lower than anticipated help-seeking and adds weight to evidence that intention may not
be translated into behaviour (Sheeran, 2002), as discussed as a limitation of the TPB, in

Chapter Two.

This disparity between intention and behaviour in help-seeking may be due to the
influences on help-seeking behaviour in response to an actual symptom (Andersen et
al., 2009) that participants may not consider in a hypothetical situation. For example, in
Chapter Three, | explored the influences on intention to seek help and actual help-
seeking for gynaecological and breast cancers. Although there were some similarities,
not all of the influences on intention to seek help were applicable in a real life situation

(see Chapter Three).
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The findings described here suggest that many more women in the UK have symptoms
potentially indicative of a gynaecological cancer than seek help for them. Any successful
intervention which encourages women with these symptoms to seek help at primary
care level could lead to a considerably increased pressure on the primary care system,
and there is evidence that GPs may be concerned about the impact of such
interventions (Evans et al., 2014). However, evidence from other campaigns aimed at
increasing awareness of cancer symptoms and encouraging prompt help-seeking have
demonstrated that the increased work load may be manageable. For example, a report
published in 2011 explored the impact on primary care presentations for lung cancer in
the Midlands area of the UK, following a campaign in the local area to promote
awareness and early diagnosis of lung cancer. The report reveals that, although
presentations for a cough that has lasted for three weeks or more increased by 23%,
this equated to less than three additional presentations per practice, per week (Mayden,
2012). Further, in Evans et al.'s (2014) study, a quarter of the GPs had already
implemented systems to encourage women to seek help promptly for potential
symptoms of a gynaecological cancer, suggesting that the impact may be smaller still,

as it may only apply to those practices who have not yet done so.

Moreover, it may not be appropriate to encourage all women with these symptoms to
seek help immediately; for some women it may be advisable to monitor the symptom in
the first instance. It is likely that the majority of symptomatic women in the current
sample did not have a gynaecological cancer, based on incidence rates for these
cancers in the UK population. In the highest risk age groups for cervical cancer (30-34
and 35-39) only one case in every 5650 and 6173 women respectively would be
expected. In the highest risk age groups for uterine, ovarian, vulval and vaginal cancers
(70-74, 80-84, 85+ and 85+ respectively) one would only expect to see one case in
every 1101, 1437, 4082 and 23,810 women in the UK respectively (Office for National
Statistics, 2012b). These incidence rates mean that, statistically, 1 would expect to find

less than one case of a gynaecological cancer in this sample of 911 women.
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Encouraging all of the women in the current sample to seek help then may not be
appropriate, and an alternative course of action may be to target higher risk groups in
any intervention aimed at encouraging women with symptoms to seek help. However,
encouraging all women with a symptom they report as frequent and/or severe to seek
medical help (whether this symptom indicates cancer or a more benign condition) is
likely to be of benefit to the patient in terms of receiving treatment and ameliorating

discomfort.

Just over a third of the women in this study (35%) reported a symptom potentially
indicative of a gynaecological cancer that was frequent and/or severe. As some of the
symptoms explored here are more likely to indicate a gynaecological cancer if they have
such characteristics (Goff et al., 2004; Olson et al., 2001), women with these types of
symptoms may be at higher risk of a gynaecological cancer. Furthermore, younger
women were more likely to report a symptom, whereas most symptoms are more likely
to be indicative of cancer in older women (Cancer Research UK, 2012g, 2013e; Office
for National Statistics, 2012b). For example, abdominal distension, loss of appetite,
abdominal pain and urinary frequency all have higher positive predictive values (PPVSs)
for ovarian cancer in women aged =55, compared to younger women (Rossing et al.,

2010).

If interventions are not only targeted at women with a frequent and/or severe symptom,
but also at those who are older, the increase in consultations could be minimised. For
example, my data showed that only 14% of the women surveyed (n=132/911) were both
older (=45 years) and had a frequent and/or severe symptom, but 5% (n=50/911) had
already seen a GP, so around 9% (82/911) of the total sample could be characterised as
needing to see their GP urgently. Targeting interventions in this way should ensure that
consultations occurring as a result of encouraging earlier help-seeking would be more

likely to lead to a cancer diagnosis. In terms of trying to increase earlier stage diagnoses
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of gynaecological cancers, this relatively modest increase in consultations as a result of

any successful intervention could potentially be worthwhile.

7.4.1 Limitations

Over half (58%) the women who completed the overall omnibus survey did not agree to
complete the questions; which raises the issue of whether the results reflect the true
prevalence of possible gynaecological cancer symptoms in the population. However, the
final sample was broadly representative of the British female population in terms of
ethnicity and SES (Ipsos MediaCT, 2009; Population, Ethnicity, Religion and Migration
(PERM), 2009), despite demographic differences between respondents and non-
respondents. Feedback from the interviewers indicated that the reason women gave for
refusing or withdrawing was often being embarrassed by the survey content, despite the
assured anonymity and the ability to self-complete the survey, suggesting that the data
may not be missing at random. It would be difficult to overcome this limitation in any self-

report survey with similar content.

Because it is not clear whether embarrassment would be more or less common in
women with symptoms, | am unable to speculate about the direction of any possible
bias. However, to estimate the impact of the missing data on my findings, | extrapolated
the number of women with at least one symptom from my sample (h=911) to a sample
including my sample and the non-responders (n=2173) using the demographic
information | had for the non-responders (age, SES and ethnicity). This showed that the
number of women that | would expect to report at least one symptom, (based on the
demographic structure of the sample including the non-responders) ranged from 43% to
45%; very similar to the findings in the final sample (44%, n=398/911). Of course, these
estimations do not take into account alternative reasons for non-response, such as

having a symptom and feeling too embarrassed to talk about it.
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Due to the small humbers of women endorsing each symptom, | analysed all the
symptoms together, rather than individually or by cancer type. This meant that | did not
report findings on help-seeking for individual symptoms or by gynaecological cancer.
However, any frequent or severe symptom would be of concern, and it was therefore

important to explore help-seeking responses to all symptoms combined.

The exploration of help-seeking for only one randomly selected index symptom was
necessary to reduce the overall length of the survey, but may have meant that help-
seeking was explored for a symptom that was neither frequent nor severe, when that
participant may also have had a symptom that was either frequent, severe or both.
However, | determined that this only applied to a very small proportion of the total

sample.

| felt that it was important to explore the help-seeking behaviour for all symptom types,
including the seemingly less serious symptoms, as this helps to provide a picture of
whether people seek help appropriately. However, | acknowledge that it would have
been interesting to have had help-seeking data for all of the symptoms endorsed. This

could be a consideration for future research.

Finally, the survey did not go through any rigorous reliability and validity testing.
Wherever possible the items drew on previous published work. For example, the
frequency and severity questions are similar to those used in a previously published
study exploring ovarian cancer symptoms (Goff et al., 2004). However, future studies
using similar measurements may benefit from carrying out psychometric testing prior to

use.

7.4.2 Conclusions

There is a clear indication that the occurrence of gynaecological symptoms potentially

indicative of cancer in women in England is substantially higher than recorded in primary
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care. The findings presented here suggest that the most likely alternative to help-
seeking may be to monitor the symptom. However, it may not be appropriate to

encourage all women with symptoms to seek help at the primary care level immediately.

Older women were less likely to report a symptom than younger women. Evidence that
symptoms are more likely to be indicative of a gynaecological cancer if frequent and/or
severe and that gynaecological cancers are more common at older ages, suggests that
targeting interventions towards older women who have a symptom that is frequent or
severe could promote appropriate help-seeking without increasing consultations with the

‘worried well’.

The results in the present study are helpful in understanding how many women may
have a symptom potentially indicative of a gynaecological cancer, and how most women
may respond to such symptoms. However, the questionnaire design did not allow for an
in-depth exploration of why the women who may be in most need of medical advice had
not sought it out. In the next chapter | aim to explore symptom interpretations and
responses using a qualitative methodology to attempt to understand these processes in

more depth.
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CHAPTER EIGHT — WOMEN’S DETECTION OF BODILY CHANGES, INTERPRETATION
AND RESPONSE TO SYMPTOMS POTENTIALLY INDICATIVE OF A GYNAECOLOGICAL

CANCER

8.1 Introduction

8.1.1 Background

In the preceding chapters | established that intention to seek help was high in women
who anticipated having a symptom of a gynaecological cancer (see Chapter Six), but
actual help-seeking was lower in women with symptoms that may indicate a
gynaecological cancer (see Chapter Seven). Further, my findings in the previous
chapter showed that there are potentially many more women in the population with
symptoms than are seeking help for them, although only a small percentage of those
women might be classed as needing to see their GP urgently. | concluded that
interventions may be most effective if they are focused upon these higher-risk women.
However, the research in Chapter Seven did not explore how and why women respond
to bodily changes. An exploration of this kind could help understand why so many
symptomatic women do not seek help and, as such, be informative in determining the

content of any intervention.

In both the previous chapter and in Chapter Three, | described a qualitative focus group
study published in 2013 by Cooper, Polonec, Stewart and Gelb. This study was novel in
its exploration of both hypothetical and actual help-seeking across all five
gynaecological cancers, outside of the context of illness or cancer. The majority of
research in this area has focused on just one gynaecological cancer type, and has
tended to be retrospective or just hypothetical (see Chapter Three). However, the study
does have some limitations; the authors did not always clearly differentiate between
women who had anticipated help-seeking for a hypothetical symptom and those who
had experienced actual symptoms (nor did the authors provide information about how
many symptoms were hypothetical and how many were real). This makes it difficult to

isolate how women with real symptoms felt about their symptom, what they attributed it
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to and how they responded to it. Moreover, the study was conducted in the US, which
has a different healthcare system to the UK and perhaps other cultural differences in
attitudes to help-seeking. Consequently, not all of Cooper et al.'s findings may be

applicable here.

8.1.3 The Model of Pathways to Treatment

With appropriate help-seeking for symptoms that may indicate a gynaecological cancer
at a low level, it is necessary to identify the processes and influences involved in a help-
seeking response. In doing so, it may be possible to identify areas where interventions
to encourage appropriate help-seeking could be most effective. The use of a model to
underpin research exploring time to help-seeking has also been recommended by the

Aarhus Statement (Weller et al., 2012).

The MPT, (Walter et al., 2012, see page 57), which was discussed in detail in Chapter
Two, is novel amongst help-seeking models as it includes the process of detecting a
change in one’s body, deciding that the change is a symptom and then deciding upon a
response to the symptom. As mentioned in Chapter Two, the help-seeking process is

complex and not necessarily linear.

8.1.4 The present study

This study was undertaken to further investigate the process of detection of a bodily
change, interpretation of the bodily change as a symptom, attributions and responses to
the symptom. | focused the topic guide around the first two intervals (appraisal and help-
seeking) of the MPT (Walter et al., 2012), avoiding the terms ‘cancer’ and ‘symptom’ in
order to achieve a level of ecological validity, in line with previous research (Cooper et

al., 2013) and the study described in Chapter Seven.

The present study was novel in its exploration of current symptom and response
experiences, only in women who were currently or had recently experienced a symptom
that may indicate a gynaecological cancer using a qualitative methodology. Exploring
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current or recent symptom experiences in these women eliminated any recall bias
associated with retrospective studies. Further, as with Cooper et al.'s (2013) study, there
was no context of illness or cancer (achieved through avoiding the terms ‘symptom’ and
‘cancer’), which reduced any reporting bias that may have occurred if participants had
been aware that | was concerned with potential cancer symptoms. In order to achieve
the above, | used in-depth interviews to explore symptom experiences and responses to
symptoms. The rationale for adopting a qualitative methodology in this study is

explained below.

8.1.5 Qualitative research methods

The previous chapters within this thesis have explored help-seeking and symptom
awareness using quantitative methodologies. These methods, which are concerned with
hypothesis testing through collection and statistical analysis of humerical data (Clark-
Carter, 1999), are useful in determining awareness of symptoms indicative of
gynaecological cancers and anticipated help-seeking in a large group of women and for

determining where statistical differences lie.

Conversely, qualitative research is concerned with the study of phenomena in a
naturalistic setting using an interpretive approach and focusing on the meanings that
participants assign to these phenomena (Fossey, Harvey, Mcdermott, and Davidson,
2002). Qualitative data are non-numerical and are usually collected via participant
observation, interviews, document analyses or focus group. Qualitative research has
been steadily growing in popularity within health research (Pope and Mays, 2009), as
the value of such research in terms of understanding the complex area of health beliefs
or exploring research areas for which there is little knowledge (Pope and Mays, 1995)

has become more widely recognised.

As discussed, the vast majority of research exploring delay for help-seeking for
symptoms potentially indicative of female cancers has explored hypothetical symptoms,

rather than actual experienced symptoms. In Chapter Seven | aimed to explore the level
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of symptoms potentially indicative of a gynaecological cancer and responses to these
symptoms in women with actual symptoms. However, although it is important that we
have an idea of how many women may be experiencing these symptoms and what the
most common responses are, the study in the previous chapter did not capture the lived
experiences of these women. Women’s actual experiences of these symptoms and real
world responses to them are likely to be complex and potentially influenced by a number
of different factors; some of which may not have been considered when using
guantitative research designs. For example, perceived barriers, low awareness or
knowledge of symptoms and demographic variables are all thought to play a part in
seeking help for symptoms of cancer, however, | found evidence in Chapter Six that
help-seeking for symptoms that may be indicative of a gynaecological cancer cannot

entirely be explained by these variables.

A qualitative methodology allowed me to explore the intricacies of meanings, thoughts
and feelings that are part of this potentially sensitive experience. Quantitative
methodologies such as questionnaires and surveys may not be sensitive enough to
capture this level of detail. This deeper exploration enabled me to develop a much richer
understanding of how women experience a symptom potentially indicative of a
gynaecological cancer in the context of their lives, and to truly understand the lived

experience of these women.

8.1.6 Aims of this chapter

a) To understand the processes involved in the detection of a bodily change and
how that change comes to be perceived as a symptom in women with symptoms

that may indicate a gynaecological cancer

b) To understand the processes involved in deciding to seek help or take alternative

action in response to a symptom that may indicate a gynaecological cancer
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c) To explore help-seeking responses to a symptom which may be indicative of a

gynaecological cancer, outside of the context of cancer

8.2 Methodology

8.2.1 Study design

The current study consisted of in-depth telephone and face-to-face interviews with 26
women aged thirty years and over. The interviews were carried out during June and
November 2012. The study was approved by the UCL Research Ethics Committee

(reference: 2734/001, see appendix 8 for the approval letter).

8.2.2 Sampling

| aimed to use a purposive method of sampling to guide recruitment in the present study
in order to achieve a demographically diverse sample. The original target sample was
40 women aged over thirty who had experienced a symptom that may indicate a
gynaecological cancer in the three months prior to their recruitment. | chose this age cut-
off as women below this age are far less likely to be at risk of a gynaecological cancer
(Cancer Research UK, 2011, 2012d, 2012e, 2012f, 2013a). As in Chapter Seven, a
three month cut-off for symptom experience was chosen so that symptoms and
responses would still be fresh in participants’ minds, but enough time had passed to
allow a symptom to be detected (for example, heavier or longer periods might only be

detected after two or more menstrual cycles).

| aimed to recruit women to four different groups, each consisting of 10 participants.
Group 1 was to include women who reported a frequent symptom(s) and who sought
help; Group 2 was to include women with a frequent symptom(s) who hadn’t sought
help; Group 3 was to include women who had an infrequent symptom(s) who had not
sought help and finally, Group 4 was to include women who had an infrequent
symptom(s) who had sought help. These groups were selected to enable me to identify
factors involved in appropriate help-seeking (Groups 1 and 3) and inappropriate help-

seeking (Groups 2 and 4). These groups were based on the results in Chapter Seven,
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which showed that women with a frequent and/or severe symptom responded differently
to those with a mild and infrequent symptom. | did not ask about severity in the
screening questionnaire as, although both frequency and severity are important (for
example, Goff et al., 2004; Olson et al., 2001), | wanted to avoid a lengthy screening
guestionnaire in case participants decided that they did not want to be interviewed or
they were ineligible, which would make their data redundant. | did, however, explore
both frequency and severity in-depth in the interviews (described below). | aimed to
recruit women from a range of ethnic and socioeconomic backgrounds (using education,
home ownership and car ownership as markers), and also asked women whether they
were registered with a GP or not, as | wanted to interview only women who would have

the option of seeing a GP.

8.2.3 Recruitment

To achieve my purposive sample, | developed a screening questionnaire. The screening
guestionnaire (appendix 9) asked women for demographic information (age, ethnicity,
education, car ownership and housing tenure), which symptoms they had experienced in
the prior three months (they were provided with a list of symptoms, all of which could
indicate a gynaecological cancer, which was the same list of symptoms that was used in
Chapter Seven), how often they had experienced each symptom reported (once or
twice, several times or all the time) and whether they had sought help or not. | used
several methods to recruit women to my study in order to increase the chances of filling
each of the quotas that | had set (discussed above). These methods are described

below.

8.2.3.1 Online recruitment
An electronic version of the screening questionnaire was developed to be used onlineg,

via the website Surveymonkey'’. An advertisement explaining the study, along with the

link to the screening questionnaire was published on a number of websites in June

14
www.surveymonkey.com
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2012, including the National Federation of Women's Institutes online edition
newsletter, Hilingdon Women’s Centre'®, Harringayonline”’, Mumsnet® and
Streetlife.com™. Further, information regarding the study and the link to the screening
guestionnaire were emailed to all employees at Santander in the Bluewater shopping
centre in Kent and Citywire Financial Publishers, based in Vauxhall, London via the
branch manager and the online producer respectively. The online advertisement and

text used in the emails can be seen in appendices 10 and 11.

8.2.3.2 Offline recruitment
In addition to the online advertisements directing women to the web-based version of

the screening questionnaire, | also created posters advertising the study, with removable
tabs. The web address for the screening questionnaire was printed on these removable
tabs, so that interested women were able to take the tabs home and access the
screening questionnaire at a convenient time. These posters were placed in various
locations around London, including the Job Centre in Angel, Regent’s Park Library, the
West London Community Association, Hopscotch Asian Women’s Centre, Curves Gym

in Bromley and the HPod centre.

Potential participants were asked to complete the online screening questionnaire, and
were told that they would be asked questions about their current health. At the end of
the questionnaire, participants were asked whether they would like to be contacted
about an interview, which would involve discussing their recent health in more detail.
They were informed that they would be reimbursed for their time and any expenses

incurred to attend an interview. If women indicated that they would be interested and

> www.thewi.org.uk/become-a-member/structure-of-the-wi/england/nottinghamshire/news/federation-

newsletter
16 .11
www.hillingdonwomenscentre.org.uk

17 . .
www.harringayonline.com/

18
www.mumsnet.com

19 .
www.streetlife.com

199


http://www.thewi.org.uk/become-a-member/structure-of-the-wi/england/nottinghamshire/news/federation-newsletter
http://www.thewi.org.uk/become-a-member/structure-of-the-wi/england/nottinghamshire/news/federation-newsletter

met the quotas discussed above, they were asked for their contact details and to specify
a convenient time at which to contact them. | called or emailed these women to confirm
interest and arranged a time for interview, if relevant. Women were offered either a
telephone or face-to-face interview at UCL premises (1-19 Torrington Place, London),

depending upon their preference.

8.2.4 Interview topic guide

The interview topic guide was underpinned by the MPT (Walter et al., 2012, page 57),
as discussed above. | developed a semi-structured topic guide that allowed women to
deviate from the structure and discuss their experiences, which may be outside of the
context of the MPT. | structured the guide so that women were first asked about what
bodily changes they had experienced, then about their responses to these changes and
finally whether they had any other conditions or illnesses or were worried about or felt at
risk of any. The topic guide was structured in this way to avoid mentioning illness until
after the participant had discussed their own attributions and responses to the bodily
change. Once a first draft had been written, this was then reviewed by one of the
researchers involved in the development of the MPT (Dr. Suzanne Scott), and feedback
was provided. | amended the interview topic guide following feedback and a final draft

was drawn up (see appendix 12).

8.3.5 Analysis

All interviews were recorded using an electronic recorder. An external company (Devon
Transcription®®) transcribed 23 of the 26 interviews verbatim. To ensure that | was fully
immersed in the data, | interviewed all participants, coded all of the resulting transcripts
and transcribed 10% of the transcripts (three interviews). Once transcription was

finished, | also read and re-read the transcriptions of the interviews.

20 http://www.devontranscription.co.uk
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| analysed the interviews using framework analysis; a widely used method of qualitative
analysis which uses a matrix to allow classification and organisation of data according to
overarching and sub-themes (Ritchie & Spencer, 1994)). This analysis was aided by the
NVivo software package (version 10, a software package designed to aid qualitative
data analysis) (QSR International Pty Ltd., 2012). The transcripts were uploaded into the

software in preparation for coding.

To code the interviews, following my initial reading and re-reading, | identified potential
themes, and developed an initial thematic framework within which these initial themes
were placed. Once the initial framework had been developed, | tested it against a subset
of transcripts. As this was an initial framework, a number of additional themes emerged

following my initial testing, and the framework was adapted accordingly.

Using the initial, revised framework, | carried out an initial coding of all of the transcripts.
This involved selecting parts of the text within the transcripts and assigning codes to
them. More than one code could be assigned to the same piece of text if applicable.
This initial coding was at a very detailed level, to allow me to identify all of the relevant
information. During coding of the later interviews, some codes emerged that had not
been noted in earlier interviews. In order to ensure that all interviews were coded with all
of the identified codes, all interviews were recoded after the initial coding was

completed.

After this second round of coding, | identified 10 main themes (appendix 13), all of which
had sub-themes. Once an initial coding frame had been identified, a second researcher

(MS) coded two un-coded transcripts (OLO1** and OL43) using the themes already

2 Initially, I had aimed to recruit some women online and some women through visiting some of the
locations described in the recruitment section (section 8.2.3). As such, | had anticipated that some
women may complete paper-based versions of the screening questionnaire (see Appendix 9) (and would
have an ID prefix of ‘PB’) and some women would compete an online version of the screening
questionnaire (and would have an ID prefix of ‘OL’). However, all of the women were recruited online,
and as such, all had the prefix ‘OL’.
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identified. Once this was completed, the coding for the two transcripts by MS and myself
were compared in NVivo using Kappa, which revealed a range of agreement between
82.97% and 99.97%. Although this methodology of coding validation could be argued to
simply show how well the second coder has learned the coding frame developed by the
first coder, | attempted to overcome this limitation by asking MS to identify any additional
codes that she felt did not fall within the coding frame | had developed. MS did identify
20 additional codes, however, upon further discussion with MS, it was agreed that all of
these codes would actually come under the existing coding frame, and so no novel

codes were added.

This framework was refined a total of eight times. Many of the themes, while interesting,
were not relevant to the specific area of interest; they did not add to my understanding of
the processes involved in the detection of a bodily change and how a bodily change
comes to be perceived as a symptom in the group of women under investigation, nor did
they aid understanding of the processes involved in deciding to seek help or take
alternative action in response to a symptom that may indicate a gynaecological cancer.
As these themes were not useful within the context of this research study, they were not
included in the analyses reported here. Further, during the refinement process, it
became clear that some of the overarching themes and sub-themes were similar; as

such, these were merged.

During the refinement process, advice was sought from two other researchers (JW and
GB). Once no more themes could be merged and | was left with themes that were all
relevant to the focus of the research, | created the final framework. Within this
framework, three broad themes were identified: ‘detection and interpretation of bodily
changes’, ‘symptom attributions’, and ‘responses to symptoms’. Within these broad

themes, a number of sub-themes were identified, which can be seen in Figure 8.1.
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Following identification of the final thematic framework, | began analysing relationships
and links between themes, which enabled me to look for explanations of the variations in
responses to symptoms across the women in my sample. To do this, | initially read
through all the quotes that were coded within each theme. This process allowed me to
identify where links between themes may lie, and allowed me to immerse myself in each
theme. Once | had identified where relationships between themes may lie, | used the
guery function within NVivo to explore those relationships in more depth. The query
function allows quotes which lie across one or more themes to be identified, which in
turn can reveal how one or more themes may influence another. For example, | was
able to explore the relationship between a number of different variables (such as family
history of illness and experiences of, or advice from, others) and responses to
symptoms (such as the decision to self-manage, learn to live with their symptoms,
ignore the symptom or decide that nothing can be done). This process allowed a deeper

level of analysis.

8.3 Results

8.3.1 Sample of women for interview

As described above, | aimed to recruit 40 women, which comprised four groups of ten
women representing inappropriate and appropriate help-seeking. | also aimed to
achieve a sample of women from a range of socioeconomic and ethnic backgrounds.
This sampling method was designed to capture the experiences of a range of women

and experiences.

The final sample consisted of 26 women. Although over 120 women responded to the
screening questionnaire (n=123), the majority (n=97) of respondents fitted a quota that
was already filled (most women who responded were educated to a mid- or high-level,
(i.e. ‘A’ Level or Scottish Highers and above and were White British) or were ineligible
(for example they did not have one of the symptoms of interest or did not give their
consent to be contacted for interview). All of the women interviewed were registered with

a GP. Please see Table 8.1 for demographic information relating to the women who
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responded to the screening questionnaire (including both those who were interviewed
and those who were not). Upon recruitment, | found that it was not possible to achieve
the distinct ‘symptom frequency’ groups | had aimed to, as almost all (n=22, 85%) of the

eligible women interviewed (n=26) had more than one symptom.
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Table 8.1 Demographic information of women who were interviewed (n=26) and
those who responded to the screening questionnaire, but were not interviewed
(n=44~).

Women Women not
interviewed interviewed
n %** N 0/0**
Age group
30-39 9 35 18 19
40-49 6 23 13 13
50-59 5 19 6 6
60-69 6 23 7 7
Ethnicity
White British 22 85 33 34
White Other 4 15 7 7
Non-White 0 0 4 4

Education level

Degree or higher degree 16 61 25 26
Higher education qualification below degree level 2 8 7 7
A-levels or Highers 2 8 3 3
ONC/BTEC 2 8 0 0
O Level or GCSE equivalent 3 11 8 8
No formal qualifications 0 0 0 0
Other 1 4 1 1
Car ownership
None 7 27 12 12
One or more 19 73 32 33
Home ownership
Own outright 7 27 12 12
Own with mortgage 12 46 16 17
Rent from Local Authority/Housing Association 2 8 3 3
Rent privately 4 15 12 12
Other (e.g. living with family/friends/squatting) 1 4 1 1
Symptoms reported***
Pain in abdomen/lower back/pelvis 14 54 11 11
Increased abdominal size 12 46 21 22
Increased need to empty bladder more often/urgently 13 50 18 19
Increased wind or constipation 12 46 19 20
Difficulty eating/feeling full quickly 6 23 8 8
Heavier/longer periods 11 42 12 12
Changes in bowel habit 10 38 11 11

Pain/discomfort during sex 7 27 17 18
Itching, pain or soreness of vulva 7 27 21 22
Bleeding between periods 6 23 9
Discharge that smells unpleasant or is blood stained 7 27 7
Bleeding during/after sex 6 23 7
Growth/lump/sore/ulcer on skin of vulva 7 27 7
Bleeding after menopauset 0 0 0

o~~~ ©

*53 women responded to the questionnaire, but declined to divulge any demographic
information either because they were ineligible, and as such were not asked to provide this
information or they declined to be contacted for interview and did not want their information
recorded. Therefore no data for these women are provided here.

**Most participants had more than one symptom and consequently the % for symptoms will
be >100%

***Symptom data were taken from the interviews for those women who participated, as this
was the most up-to-date information at the time. Symptom data for women who responded to
the screening questionnaire, but who were not interviewed were taken from the screening
questionnaire.

tDespite inclusion in the survey, none of the women interviewed reported this symptom.
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For women with more than one symptom, the frequency of each symptom often varied,
as did the response to the symptom, meaning that each woman would fit into more than
one, if not all groups, depending upon the symptom under discussion. Instead, |
explored frequency itself as a variable that may influence the process of detecting a
bodily change, attribution, and the response. This is discussed in the thematic

framework below.

Further, although | aimed to recruit women from a variety of socioeconomic
backgrounds using car and home ownership and education as markers, | was unable to
recruit any eligible women with no formal qualifications. However, | did recruit women
with a range of housing situations, including some women who owned their houses
outright and some who were renting from their local authority, and women who either
had one or more cars or none at all. Consequently this indicates that there was some
variation in the SES of the women interviewed. Similarly, | was unable to recruit any
women who were not from a White ethnic background. Although four of the women who
responded to the survey were not White (see Table 8.1), none consented to being

contacted for an interview.

None of the women interviewed reported post-menopausal bleeding, although five
women reported being post-menopausal during the interview process. Many women
reported more than one symptom in the screening questionnaire although specific
symptoms reported sometimes varied from the screening questionnaire to those
reported in the interview (possibly due to the time passing between completing the
guestionnaire and completing the interview). Despite this, a range of symptom
experiences were achieved, with at least six participants reporting each symptom, bar

post-menopausal bleeding (see Table 8.1).
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8.3.2 Thematic framework

8.3.2.1 Theme One: ‘Detection and interpretation of bodily changes’

The sub-themes discussed below fit within the ‘detection of bodily change(s) event in
the MPT (Walter et al., 2012) and act to help understand how women detect changes

within their bodies and how they interpret those changes.

8.3.2.1.1 Prompts to detection and interpretation

This sub-theme comprises women’s experiences of perceiving a change in their bodies,
including how that might occur, how they interpret these changes and influences on the
detection of a bodily change. This broad theme in particular was difficult to draw out, as
the act of asking women whether they had experienced the bodily changes within the
study led to some women noticing a change for the first time, when they may not have
otherwise noticed it. However, there was evidence that bodily changes may remain
outside of conscious detection until attention is drawn to them by another person in real
life situations as well. For example, one woman mentioned that she had only noticed the
change in her body after her sister mentioned that she had also been experiencing the
same change.

“ think, well, my sister said that she noticed that and I, kind of, thought, oh, actually, so

have |.” (OL10, unpleasant smelling vaginal discharge, age 39, White British, High
SES)

8.3.2.1.2 Bodily change fits into part of normal bodily functioning or ‘the expected’
For other women, although they appeared to be aware of the change in their bodies on
some level, they did not pay it much attention as, for them, it fitted into their normal life
or their expectations of what was normal.

“It's not something | have particularly paid attention to; it’s just one of those things that,

you know, are there.” (OL31, increased abdominal size, age 62, White British, High
SES)
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CHART 1. PARTICIPANT INFORMATION

Study ID number

1. Age

2. Ethnicity

3. Education level

3. Car ownership

4 Home ownership

5. Symptoms experienced

6. Symptom severity

7. Sympom frequency

8. Symptom duration

9. Other medical conditions (either myself or
someone close)

CHART 2. DETECTION AND INTERPRETATION

OF BODILY CHANGES

Identifier

1. Prompts to detection and interpretation

2. Bodily change fits into part of normal bodily
functioning or ‘the expected’

3. Detection is overridden by other symptoms
or distractions

4 Frequency, persistency or impact of bodily
change

CHART 3. SYMPTOM ATTRIBUTIONS

Identifier

1. Concurrent or past known medical condition,
surgery or injury

2. Part of 'the everyday', ageing, or part of being
awoman

3. Hereditary or genetic

4_Contraception or medication

5. Don't know or nothing

6. Possibly new iliness

7. Something | have done or am doing

8. Influences on attributions

CHART 4. RESPONSES TO SYMPTOMS

Identifier

1. Saw a healthcare professional

2. Self-manage, monitor, learn to live with or ignore
symptoms or nothing can be done

3. Sought advice or information from lay sources or
health websites

Figure 8.1 Final thematic framework for analysis

8.3.2.1.3 Detection is overridden by other symptoms or distractions

A few of the women interviewed mentioned that they had not paid attention to a bodily

change or had not noticed it because they either were distracted by other things

happening in their lives or by another, more severe symptom.

“l had a really catastrophic back injury, so | was in so much pain in general anyway, |
mean ... you can't tell?” (OLO1, pain during sex, age 50, White British, Mid SES)
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8.3.2.1.4 Frequency, persistency or impact of bodily change

For some women, although they had detected their bodily change when it was
happening, its behaviour, (for example frequency, persistency or having a minimal
impact on their life), meant that they did not pay any attention to it, or their detection did
not go further than a brief awareness.

“To be honest, | have not particularly noticed. | mean, it's just not something | have

thought about, really. They are not things you dwell on unless it’s really, really affecting
your life, do you?” (OL31, changes in bowel habit, age 62, White British, High SES)

8.3.2.2 Theme Two: ‘Symptom attributions’

8.3.2.2.1 Concurrent or past known medical condition, surgery or injury

Most women, across symptoms, attributed their symptom to an existing or past
condition, illness, disease, surgery or injury. These attributions suggest that women will
attempt to fit" arising symptoms to existing illness heuristics, or explain them within that
context; at least in the first instance.

“I probably blame the fibroids ... These things are, kind of, crowding me out, | can't
eat, | can’t hold my urine, | can’t do anything, I'm heavy, I'm bloated. So | guess the
fibroids are what | would, kind of, blame logically first” (OL0O4, heavier or longer periods
than normal, increased abdominal size, discomfort in the abdomen, increased need to

empty bladder more often or urgently and difficulty eating, age 46, White British, High
SES)

For some women, fitting their symptom to an existing condition required them to make
assumptions. For example, one woman mentioned that she had sensitive skin on the
outside of her body, and consequently reasoned that she would have sensitive skin
elsewhere on her body, including the skin in her vaginal wall, which could have led to
vaginal bleeding during sex. The woman added further weight to her attribution when
she later explained that she often bled from her nose when irritating it (for example, by
blowing it).

“I think skin sensitivity, | honestly do. | feel that this is minor bleeding on the inside of
the vagina. | ... have excessively sensitive skin on the outside and also in my nose and
I know that sounds weird but it seems to me that if you're kind of sensitive on the

outside, why might you not be on the inside?”
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“You know, if | blow my nose here, it will bleed. | mean, | often get blood there. Not nose
bleeds, but just blood. It's, so going back to vaginal bleeding, you can see why it's not
something that would disturb me unduly.” (OLO1, bleeding during sex, age 50, White
British, Mid SES)

8.3.2.2.2 Part of ‘the everyday’, ageing, or part of being a woman

A number of women attributed their symptoms to something that is part of who they are,
or ‘how their body works’. For some women, the pattern of the bodily change or
symptom acted to confirm their attribution. If the bodily change acted in a way that fitted
with how they expected their body to work, or with their idea of their own natural
rhythms, or even with simply being female, women were able to attribute the changes in

the body to something expected or normal for them.

‘that’s probably, again, linked to my periods because it's worse at certain times of the
month ... I've just always thought that maybe it’s, kind of, diet and, kind of, linked with
my periods. A lot of my friends ... complain a bit as well so | just, kind of, think that it’s
something that’s fairly common ... It was just, kind of, one of those things that you just
think, well, that’s part of being a woman, really. (OL02, abdominal bloating, age 46,
White British, High SES)

However, if that view was challenged by experience or new information, attributions
could change. For example, one woman described believing that her vaginal discharge
was normal until her sister mentioned that she had sought medical attention and been
given treatment for the same symptom. This new information caused her to reassess

her own attribution.

“l just ... ignored it ... thinking it was normal and then she said, “Oh, I've gone to the
doctor and got a medicine for this,” and I, kind of, thought, well if you've got a medicine
for that, does that mean it’s not normal? Whereas before | think I'd just assumed it was
normal”. (OL10, vaginal discharge that smells unpleasant, age 39, White British, High
SES)

Another common attribution was for women to put the changes in their bodies or their
symptom down to ageing or to part of the ageing process, such as the menopause.

Given that over 40% of the women interviewed were at an age where they would be

expected to be peri-menopausal, menopausal or post-menopausal (the average age for
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menopause is 52 in the UK, (NHS Choices, 2013d), it is not surprising that the
menopause was one of the attributions women made here, and it is quite probable that
this attribution was correct. For some women, that they were going through a big change
in their bodies anyway, made it difficult for them to isolate their symptom, in much the

same way as women who had another symptom found it difficult, as discussed above.

“I'm right in the process of kind of menopausing ... periods are getting less and less
and less and less. So | think they're sort of departing. They may even have gone by
now, | may actually have had the last one. So it's a very.. it's actually really difficult to
discern kind of what's bleeding and what's period residue.” (OLO1, bleeding after sex,
age 50, White British, Mid SES)

8.3.2.2.3 Hereditary or genetic
Another common attribution for symptoms was that they were caused by something
that was a hereditary or genetic condition. This attribution was often accompanied by

an explanation that there was a family history of this condition.

“l think it's hereditary, you see, because my mother had this problem as well” (OLO1,
Increased need to empty bladder, age 50, White British, Mid SES)

For some women, although they did not disclose that a diagnosis had ever been made
medically, the symptom had been experienced by many women within their family and
subsequently a sophisticated explanation had been developed. For example, one
woman who reported pelvic pain around the time of her period disclosed that dizygotic
twins ran in her family. In this context, she believed that the pain was caused by the
release of two eggs during ovulation. This attribution was then further cemented by

information from her grandmother.

“my nan reckons that eggs are released from both sides or a double egg comes from
one side every other month ... She says that’s why twins run in the family ... everybody
was really surprised when | was pregnant that | ... didn’t have twins because ... | had
got those pains ... That’s why | have been told that | get those pains, because | get a
bad pain on my left-hand side every other month.” (OL26, pelvic pain, age 34, White
British, Mid SES)
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Some women argued that, although the symptom had never been attributed to a
specific medical cause, this was not a problem as their family members who had the

same symptom had lived with it without any complications.

‘Just like my mum and my auntie, we are all a bit of a likeness that way. My auntie is
not known as Windy Wendy for no good reason ... But it’s also one of those things that
... because members of your family have experienced the same sort of problem as
they have got older and it hasn’t meant anything, you know, there’s been no problem
associated with it, you think, oh I'm just getting older and it's a family thing and | don't
worry about it.” (OL33, Increased wind, age 60, White British, Mid SES)

8.3.2.2.4 Contraception or medication

For many women, their symptom occurred alongside taking medication or being on
contraception (including the contraceptive pill or the coil). They therefore attributed their
symptom to that issue.

“I guess | have experienced ... heavier periods and bleeding between periods in the
last three months, more than what | would consider to be normal for me. And | have
definitely attributed both of those things to the fact that | have been doing fertility

treatment and having exciting fake hormones.” (OL07, heavier or longer periods than
normal and bleeding between periods, age 33, White other, Mid SES)

One explanation for this attribution may have been that these women applied
parsimony; the taking of medication or being on contraception was a change in their life
that they could easily attribute the change in their bodies to. One woman even talked
about how the symptoms she experienced were obviously caused by the medication or

contraception.

“l have a contraceptive implant which can cause irregular bleeding and | have had it
since April. It never caused me any trouble and suddenly all this. So that could be one
of the reasons. That would be the obvious reason.” (OL37, heavier or longer periods
than normal, age 30, White Other, Low SES)

In these cases a number of women had already been warned that their symptom may
be a side effect of the medication they were taking. Therefore, when they did

experience that symptom, it was logical for them to attribute it to the medication.
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“l suppose the word on the street really was that if you have a normal coil put in ... the
non-hormonal one, that there is a tendency for your periods to be heavier and so | just
assumed that that was.” (OL16, heavier or longer periods than normal, age 41, White
British, Low SES)

8.3.2.2.5 Don’t know or nothing

Not all women had made an attribution for their symptom, and there were a number of
reasons for this. For many women, the symptom seemed to resolve itself, which led
them to believe that it had not been indicative of anything serious. These women also
expressed a lack of concern about their symptoms (for example, see OL06’s quote

below, in section 8.3.2.2.6), which may have influenced their lack of attribution.

“So I just thought to myself I'll give it a couple of weeks, it doesn't feel as though it's
anything... it feels literally just under the skin. So | thought I'd give it a couple of weeks
or so and see if it went, and it did. So that was it really, nothing particularly exciting.”
(OLO06, lump on vulva, age 34, White British, Mid SES)

Other women appeared to have just questioned why their symptom was happening,
without coming to a conclusion. They had considered reasons for the symptom, but, as
the reasons did not fit with their idea of how their body worked, they could not decide
upon an attribution. For example, one woman talked about how the bloating and
abdominal pain she was experiencing did not fit with what she may have otherwise
attributed her symptom to (her menstrual cycle), because it did not happen when she

might have expected it to.

“My stomach was completely bloated and | was just, like, not due to get my period right
then, so that didn’t make any sense and anyway it wasn't the right, kind of, cramping. |
was constipated and | was just, like, why is this happening? | still haven’t worked it out,
no.” (OLO7, Increased wind, constipation, increased abdominal size and abdominal
pain, age 33, White British, Mid SES)

For some women, the perceived normality or low impact of the symptom meant that they

had not considered what might have caused it.
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“It happens. Ooh, it's happened. It’s not offensive, it’s not a particular... it’s just a little
blow-off of wind. Now, I've never sat and thought, is this associated with what | am
doing, what I'm eating, what I'm drinking. I've never really considered it.” (OL33,
Increased wind, age 60, White British, Mid SES)

8.3.2.2.6 Possibly new illness

Although | attempted to avoid the context of cancer and illness, some women did
mention that they had thought about illness, including cancer when they had attempted
to attribute their symptoms. However, despite the consideration of cancer, women did
not appear to have been overly concerned or to truly believe that the symptom could
indicate a cancer. For example, the woman below mentions that perhaps she should
have seen a doctor, but she wasn’t sure, despite considering stomach cancer. This
woman appears to dismiss the idea of stomach cancer partly because her symptom
seems to have improved, leading her to consider other, benign causes, and partly

because she does not want to see her GP more than she deems is necessary.

“I don’t know, if | have stomach cancer or, | don’t know, anything like that, because
everything seemed to be getting better and I, kind of, thought it was probably to do with
the uterus and the fibroids. Whether | should have gone and spoken to the doctor about
things as well? | don’t know. | don't like going to the doctor more than | need to.” (OL04,
increased abdominal size, discomfort in the abdomen, age 46, White British, High SES)

In the example below, the participant has considered cervical cancer, but again, almost
seems to dismiss this as over-reaction to her symptoms, referring to herself as a

‘worrywart’.

“l am either going through the menopause or | have got cervical cancer. And then, for
some reason, | decided that | could possibly have chlamydia, not that that’s got
anything to do with your periods or the fact that | was at risk of getting it but I'm just,
erm, a bit of a worrywart, really.” (OL16, heavier or longer periods than normal, age 41,
White British, Low SES)

A lump is often described in the literature as a classic sign of cancer (for example,
Robb et al., 2009; Smith, Pope, and Botha, 2005), and there is evidence to support the

idea that this is by far the most well-known symptom (Robb et al., 2009). However, only
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a couple of the six women?®* who reported a lump even considered cancer as a possible
cause. Most believed that their lump was something benign, such as a cyst, ingrown
hair or blocked gland. The lack of serious consideration of cancer in these women may

have been a result of the location of the lump, as illustrated by the woman below.

“l wasn’t particularly concerned about it ... if | find a lump in my breast, then alarm bells
start ringing and you start going, oh my gosh, I've got to see the doctor straight away...
it maybe fleetingly went through my mind that it would be something that ... needed
investigation, yeah, a bad lump, a cancerous lump or something like that ... it'’s not
causing any problems ... it hadn’t made alarm bells ring in my mind so | just want to see
what happens to it, rather than rushing to the doctor and freaking out.” (OL06, lump on
vulva, 34, White British, Mid SES).

Believing symptoms were caused by thrush seems to be a common attribution amongst
women who reported unpleasant smelling vaginal discharge or itching or soreness of the
vulva. For the woman below, this attribution was made following a conversation with her

friend, who offered a simple explanation.

“It’'s quite funny really. | phoned up my friend and | said, “I've got some stuff, | don’t know
what it is,” and she said, “What is it?” and | told her and she went, “You have got thrush,
love.” (OL26, unpleasant smelling vaginal discharge, age 34, White British, Mid SES)

8.3.2.2.7 Something | have done or | am doing

A number of women attributed their symptom or bodily change to something they were
doing, such as drinking alcohol or eating certain foods, or to something that they had
done, including causing themselves an injury or damage. For example, the woman
below attributed her increased frequency and urgency to urinate to damage she
believed that she had caused by holding her urine for long periods of time during a busy
time at work. Her language suggests that she had to search quite hard for this attribution

(“if I really, really thought about it”).

22 . .
In Table 8.1, seven women are reported as having a growth, lump, sore or ulcer on skin of vulva,
including six women who reported a lump and one woman who reported an ulcer.
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“I was working on this ... project last year and | literally maybe got to pee, maybe,
maybe once a day as a special treat to myself ... | was working for, like, 60 or 70 hour
weeks and it was just mental. And if | really, really thought about it, | would probably
say it was probably that | did some sort of damage during that period ... which
eventually will probably work itself out.” (OL7, Frequent and urgent urination, age 33,
White Other, Mid SES)

Another woman attributed her bleeding during and after sex to her rigorous sex life.

“The last three months, on one occasion there was bleeding during or after sex but, as |
said, that’s down to what we are doing.” (OL14, bleeding during or after sex, age 40,
White British, Mid SES)

8.3.2.2.8 Influences on symptom attributions

The women in this study described a number of ways in which the attributions they
made for their symptoms were influenced. One of the most common influences on
attributions was a previous experience of the symptom or of something else (such as a
surgery or problems in a similar physiological area). For example, the woman below
describes how the somatic information she received when she had pelvic inflammatory
disease was similar to that which she was receiving at the point of interview. It was
therefore easy for her to attribute her current bodily change to a previously experienced

condition.

‘I was pretty convinced it was gynaecological because in the past | had pelvic
inflammatory disease when | was a lot younger ... the feeling that | had reminded me of
the feeling when | had that many years ago. So that’s what | thought.” (OLO6,
abdominal pain, age 34, White British, Mid SES)

Women also talked about seeking help via what has been described as the ‘lay system
of care’ (Pescosolido & Boyer, 1999), which includes family, friends and others that an
individual may come into contact with, such as colleagues. Some women described how
the experiences of others influenced their appraisals. For example, the woman below
had suspected that her irregular bleeding was caused by the contraceptive implant she
had had fitted, and described seeking advice from a friend who also had this

contraceptive device fitted.
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“l spoke to my friend who had it as well and she said, “Oh, just take [the contraceptive
implant] out, it will stop.” So it has, hopefully.” (OL37, heavier or longer periods than
normal, age 30, White other, low SES)

Although the ‘lay system of care’ described above describes help sought from social
connections, | did find evidence that women may use the information they obtain
through this system of care differently, depending upon whose advice is sought. For
example, although women talked about incorporating the experiences of others into the
appraisal of their own symptoms, this was particularly useful when the advice was
sought from a relative. This type of advice perhaps gives more depth to the appraisal
and potential consequences of a bodily change or symptom over and above
experiences of non-relatives because of the shared genes between close relatives. For
example the woman below talked about the importance of seeking advice from close

relatives so as to gauge the level of threat to health that her bodily change poses.

“l talked to my mum and my sister about it and my mum said, oh yeah, it's cystitis,
cystitis. And | said, it's not ... | think it's hereditary ... | just tend to think that it's always
worth asking your mother and your sister about these things because a lot of these
things are quite similar within families and if they appear to have the same thing and
they're still alive, why should | not be?” (OLO1, Increased need to empty bladder, age
50, White British, Mid SES)

Another common influence on attributions was how the symptom behaved. For many
women, the symptom appeared to occur in patterns around their menstrual cycle, or
around pre-held beliefs of what illness is, which then made it easy for them to attribute
the symptom to part of that. This attribution then reduced any worry they might have,

had the symptom behaved differently.

“you know, if | had had it and then it didn’t turn into a period then I'd be worried but, you
know, I'd, sort of, have it for a day and then my period comes and then it tails off and |
suppose it’s just the tail end and the beginning, | suppose.” (OL02, blood stained vaginal
discharge, White British, Mid SES)
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One woman interviewed talked about how having a lump on her vulva influenced a
consideration that she may have cancer, because of the association between a lump
and cancer. However, interestingly, for most of the other women with the same

symptom, cancer was not a consideration (as described above).

“I didn’t believe it was cancer ... It's really weird but that didn’t worry me at all. Whereas
I think when you do have a little lump, you think, oh is that... [cancer]? Yes, | think
there’s an element of that... | hope | haven't got it. | haven't had it checked. But it’s in
the back of your mind, of course. Cancer is the thing, whether it’'s breast or whatever.”
(OL28, lump on skin of vulva, age 57, Mid SES)

For other women, when the symptom did not behave in a way that they thought it should
to fit with an attribution, they then considered alternatives. For example, one woman had
increased wind and constipation, which she usually put down to an intolerance of raw
onions. However, when an occasion arose where she experienced those symptoms

when she had not had raw onions, she came up with an alternative attribution.

‘nothing else was out of the ordinary; you know, everything else was completely like
something | would normally eat. So then I just, kind of, thought, well that’s just weird,
presumably this could just be stress related.” (OLO7, increased wind and constipation,
age 33, White Other, Mid SES)

8.3.2.3 Theme Three: ‘Responses to symptoms’
Women reported a number of different responses to their symptoms, including
monitoring them or waiting to see what happened, seeing a healthcare professional or a

non-medical professional.

8.3.2.3.1 Saw a healthcare professional

Almost all of the women interviewed reported having visited at least one healthcare
professional (HCP) (a GP, a Genitourinary Medicine (GUM) clinic, a pharmacist, an
osteopath, the hospital accident and emergency (A&E) department, a consultant or a

specialist) for at least one of the symptoms | asked about.
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Women identified a number of different issues which influenced their decision to seek
medical help for their symptom(s). The most common influences on help-seeking were
related to the behaviour of the symptom itself. Almost all of the women in the study
stated that they had sought help, or would seek help if their symptom(s) worsened,
recurred, or changed. For example, women would be prompted to seek help if a new

symptom appeared alongside the original symptom or if the symptom persisted.

“‘maybe if it was associated with the sores or if the skin was broken, if it was like there
was a possibility of infection ... or if it was persistent, you know, and lasted for longer. All
of those things, yeah ... if it did actually combine with, you know, more severe, more
time and maybe other symptoms.” (OL31, vulval soreness, age 62, White British, High
SES)

One woman, who was only in her late thirties described waiting until her need to

frequently and urgently urinate were really quite debilitating before she would seek help.

“It would have to go on for a lot longer and be a lot more urgent ... And if | was wetting
myself or, you know, partially wetting myself then | would be conscious of smelling or
things like that. | wouldn’t, sort of, suffer in silence but perhaps having to get up every
hour in the night or ... if it’s twice a night then | can put up with it.” (OL10, increased
need to urinate more frequently and urgently, age 39, White British, High SES).

Another woman had a tipping point of frequency for her symptom; she determined that if
her symptom occurred a third time, then she would seek help.

“Once the pain has gone, you just tend to think, well, okay, there’s not really any point. If

| get it again, the third time will definitely be the cut-off and | will go and see if they can
refer me on.” (OLOZ2, lower back pain, age 46, White British, Mid SES)

Other women who had initially decided to self-manage, or would initially consider self-
management, revealed that if their management of the symptom(s) did not work, they

would then go, or would consider going to their GP.

“l know my own body much better now so if it goes over three days then | would eat lots
of liquorish, eat some prunes and drink lots of water and if that didn’t work then | would
probably go to see my GP.” (OL35, constipation, age 64, White British, Low SES)
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Another, perhaps unsurprising influence on help-seeking was fear, concern or worry
about what the symptom may indicate. For some women this fear or worry was related
to an attribution that the symptom was indicative of something serious, which was

related to an awareness of a family history of illness.

“l had read that if you get bloating and it doesn’t go away, that is usually a sign maybe
that’s cancer. If it went down, which happens to me, it probably isn't ...There is quite a
history of cancer in my family ... | was frightened so it prompted me... | think | am
probably like a lot of people who think, oh it will go away, it will be fine, don’t worry, but it
didn't and ... | got scared.” (OL43, persistent bloating, age 64, White British, Low SES)

Another common influence on medical help-seeking was being in pain or discomfort,
with almost half of the women interviewed mentioning that this would prompt them to
seek help. The woman below emphasised just how bad the symptom would need to be
before she would seek help (“If it was painful or really, really bad”).

‘it depends how bad it was. If it was painful or really, really bad, then yes, obviously, but

if it was just a bit of an odour, then, no, | probably would just wait and see.” (OL10,
vaginal discharge that smells unpleasant, age 39, White British, High SES).

A number of women talked about feeling justified in seeking help. This feeling of
justification came in a number of different forms. For some women, the simple presence
of the symptom was sufficient justification. One woman reasoned that she would go to
her GP if her symptom occurred again because, “you are getting that for a reason”
(OL02, lower back pain, age 46, White British, Mid SES). For others, however, the
presence of the symptom was not enough to prompt them to seek medical attention, and
they needed further justification. For example, in the quote above from participant OL43,
this woman describes how her family history, along with the behaviour of the symptom
and the fear this caused led her to seek help. This need for further justification is
possibly linked to a concern that the symptoms weren’t serious enough, and that there

was a possibility of wasting the doctor’s time. This is illustrated in the quote below.
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“I felt, silly enough, it justified me going to the GP because I'd had the background. ...
it’s quite old-school thinking - you don’t bother a doctor until you are nearly dying. But
that justified... yes, there is... it didn’t need justification but that made me think | can go
now, which is stupid ... Yeah, it was stupid that | thought oh now I've got that they won't
think that | am just... which is stupid.” (OL43, persistent bloating, age 64, White British,
Low SES)

A couple of women talked about initially believing that their symptoms were something
that every woman experienced. However, after investigating their symptoms online, and
reading about the experiences of other women, they realised that perhaps their
symptom wasn’t normal, and consequently they felt justified in seeking medical

attention.

“ ... saw other people’s experiences and that ... persuaded me that mine was bad
enough to actually do something about it and that | wasn'’t just making a fuss about
nothing ... I, sort of, realised yes, it probably is quite bad ... that was probably a factor in
doing something about it as well.” (OL03, heavier or longer periods than normal, age 34,
White British, Mid SES).

Women perceived a number of different barriers to help-seeking. Two of the most
common reasons were a lack of worry about the symptom or perceiving the symptom to
be minor or not serious enough and believing that there was no point, or not enough
justification (see above) to seek medical attention. Some women believed that there was

no point in seeking help because they felt that what they were experiencing was just

something that ‘happens’.

“I guess | have not thought enough to be able to actually go and get it sorted out or, you
know, speak to anybody about it, | just, kind of, assumed, you know, that might be what
happens.” (OL24, bleeding between periods, age 35, White British, High SES).

For one woman, her lack of concern about her symptom led to her feeling that she was

not bothered enough to seek medical attention.

“I'd say not [severe] enough to bother to do anything about it. “ (OL27, pain and
discomfort during sex, age 52, White British, high SES)
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Other common reasons for avoiding seeking help included not prioritising help-seeking
or putting it off. One woman talked about having help-seeking ‘in the back of her mind’,
and her language is quite flippant, suggesting a lack of real concern, despite considering

that she may have either cervical or ovarian cancer.

“I mean in the back of my mind ... is, | really must do something about it to make sure |
haven't got cervical cancer. And there was a minor ovarian cancer scare for a few days.”
(OLO01, vaginal bleeding after sex, age 50, White British, Mid SES)

Other reasons for putting off seeking medical attention or for putting it off included
having other illnesses or more urgent health needs, needing or wanting to put others
first, having a holiday booked, believing that the symptom was a one-off, or judging the
symptom by previous experiences. For example, one woman had previously
experienced severe pancreatitis. This previous experience of a very painful and severe

illness coloured her judgement of later symptoms, whether they were similar or not.

“I have been with the pancreatitis, that was drastic ... obviously, that's immediate.
Whereas this isn’t quite immediate and | think, actually, that's a bad thing for me
because | tend to judge everything by that previous experience, say, well if it’s not like
that, it's not as urgent, it's not as important, which isn't a good thing ... | have been
blowing it off a bit.” (OL14, heavier or longer periods than normal, age 40, White British,
Mid SES).

A few women described previous bad experiences with a doctor, which then put them off
considering going in the future. For one woman, her negative experiences with her GP

led to her decision to seek private medical health care in the future.

“So that’s the end of it, really. | don't know, | don't think | will bother going to NHS
doctors, really, with this again. I'm thinking of going private. Private costs but at least
they will actually listen to you.” (OL37, bleeding after sex and pain during sex, age 30,
White other, low SES)

A number of women reported service barriers to seeking help, namely a difficulty in

getting an appointment, or not having enough time with the GP once an appointment

was made.
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“It would have to be easier to get an appointment with the GP. It really is that, that is
such a bloody drama. And you get you know, thirty seconds with you GP and you're
allowed to talk about one thing.” (OLO1, vaginal bleeding after sex, age 50, White British,
Mid SES)

Another service barrier that women mentioned in the present study was a concern about
wasting GP time. For most of these women this seemed to stem from a belief that
perhaps their symptoms weren’t serious enough, or there wasn’t adequate justification

to ‘bother the doctor’.

“I would do. I'm sensible. I'm not going to be stupid about it, but, on the other hand, |
don’t want to bother people because there are people who are really ill.” (OL28, itching,
pain or soreness of vulva, age 57, Mid SES).

In much the same way that persistency or frequency of a symptom would influence help-
seeking, a lack of persistency or frequency for some women acted as a barrier to help-
seeking, although again, this did seem to be linked with a concern about bothering the

GP unnecessarily, or wasting their time.

“I think it would have to be more persistent and last for longer for me to think it was
worthwhile to bother the GP. You always feel apologetic when you see a GP.” (OL31,
constipation, age 62, White British, High SES)

For a number of women, the gender of their GP acted as a barrier to help-seeking. Most
of these women said that they would prefer a female GP as they would feel

embarrassed about talking to a male GP about the symptoms in this study.

“I think it would have to become really bad. Because he’s the male GP as well and |
would feel a bit embarrassed talking to him in a way.” (OL36, increased wind, age 53,
White British, Mid SES)

223



Finally, one woman talked about a lack of trust as a reason why she would not want to

go to her GP with intimate female health issues.

“l think there is a real problem with clinics, that there’s nobody... you go into your GP,
there’s nobody specific who knows who you are, or cares, you are just a number, and |
know it may be more efficient but | think for female health and particularly things about,
you know, vagina or sex or this stuff, you need to have somebody that you trust and you
can go to.” (OL28, Pain/discomfort during sex, ltching, pain or soreness of vulva,
Growth/lump/sore/ulcer on skin of vulva, age 57, Mid SES).

8.3.2.3.2 Self-manage, monitor, learn to live with or ignore symptoms or nothing
can be done

The majority of women interviewed reported having at least one symptom that they
decided to live with or self-manage, rather than seek medical help, although the reasons
or justifications they gave for these decisions varied. The language used by some
women suggested that they viewed their symptoms with a ‘stiff upper lip’, deciding that
they shouldn’t let it interfere with their lives, even if it was causing them discomfort or

concern.

“l would say in my mid-40s it started to bother me. | mean, it is a bother but, you know,
you just put up with it, don’t you?” (OL21, increased wind, age 62, White British, Mid
SES)

Other women described self-management as a way of ruling things out, or deciding

whether medical attention was needed.

“l took some motilium and, kind of, moved on with my life and, sort of, figured if it went
on for any longer then | probably would go and see my GP because that would be
worrying.” (OLO7, increased abdominal size that does not go away (including bloating),
age 33, White other, Mid SES)

Some of the women who used self-management as a way of ruling things out or

deciding whether medical attention was needed had an idea about what might have

caused their symptoms, which appeared to influence their response to it.
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“I think I'd probably try and sort myself out first with eating and say, right, okay, that’s
enough of dairy ... and then I'd see how it went from there and then if | thought | needed
to go to my GP, I'd head off there.” (OL27, increased abdominal size, age 52, White
British, high SES)

For a few women, their decision to put up with their symptom or ignore it seemed to be

related to the impact it had on their lives.

‘it's not frequent enough, it doesn’t give me any trouble, so, as | say, I'm inclined just to
ignore it.” (OL33, increased wind, age 60, White British, Mid SES)

One of the most common non-medical self-management techniques that women
mentioned was to manage their symptoms with food or drink remedies, including
avoiding certain foods or drinks or introducing others into their diets. Women who
reported using these self-management techniques mostly reported experiencing
changes in their bowel habits, including constipation and a persistently increased
abdominal size, including bloating. This suggests that women believed that their
symptoms were related to their digestive system, and that they could be resolved by
altering their eating or drinking habits. For a couple of women, using food or drink

remedies was preferable to using medication.

“I don't take laxatives or anything like that. | try to do it through what | eat, through
roughage. | don’t know whether it's a lazy gut or whatever because sometimes it can be
violent.” (OL43, changes in bowel habit, including constipation, age 64, White British,
Low SES)

Although this form of self-management was mostly reported by women who had
changes in their bowel habits or an increased abdominal size, some women with other
symptoms also reported using food or drink remedies to manage their symptoms. Three
women with difficulty eating or feeling full quickly also mentioned attempting to make
changes to their diets, including reducing their portion sizes, eating a variety of foods

and eating higher fat foods for energy.
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‘in order to really make sure that I've eaten lots of good solid food that's going to keep
me strong and keep me moving around, cos | walk and .. | do a lot of stuff. | really do
rely on fairly kind of high fat stuff.” (OLO1, difficulty eating, age 50, White British, Mid
SES).

Some women mentioned using remedies involving food or drink for symptoms that aren’t
directly related to the digestive system. For example, one woman mentioned eating
probiotic yoghurts to combat the unpleasant smelling vaginal discharge that she was
experiencing, whilst another considered drinking nettle tea to help stop the heavy

periods she was experiencing, as she believed that this would be effective for her.

“l was considering ... nettle tea, it’s a very effective blood-stopping herb... it’s not very
tasty but | believe if it doesn’t stop I'll have to start drinking it. But that's what |
considered. | didn't actually have to do it in the end.” (OL37, heavier or longer periods
than normal, age 30, White other, low SES)

Women who were experiencing an increased need to empty their bladders managed
their symptoms in a number of ways. Some mentioned ensuring that they always went
to the toilet just before they left their homes. Other management methods included

avoiding drinking too much or at all before leaving the house or at night.

“I cannot have a drink before | come out. I've got an hour ... train journey. It’s the
inconvenience. Because you want to go ... | know every toilet in every shop. You are
gearing where are the loos, that’s the first thing you do and it’s just peeing me off, to be
quite honest.” (OL43, increased need to empty bladder, age 64, White British, Low SES)

Three of the women experiencing pain during sex reported managing their symptom by
either avoiding penetrative sex, either altogether or during certain times of the month,

when the pain increased or by using lubricant and ‘taking things slowly’.

“So it’s just managing it and, sort of, finding the time in the month when it’s going to be
okay. But | appreciate that that will probably get worse and then we’ll have to think about
other ways of lubrication and stuff. I'm not quite there yet.” (OL02, pain during sex, age
46, White British, Mid SES).
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Two women who were experiencing pain in the lower back managed their symptom by
making changes to their lifestyle or surroundings. For example, one woman mentioned
that she had been a keen runner, but had read that running was bad for her, so she
stopped running and found that her back pain improved. Another woman found that

walking around, rather than lying down was the best way to manage her back pain.

“The best thing | can do when | have got a bad back is... don'’t stay in bed, you get up
and you walk. That was just a natural thing that I felt that | had to do because I think if I'd
have stayed in bed | would never have got up again.” (OL35, lower back pain, age 64,
White British, Low SES)

Finally, some women reported self-medicating with over the counter medications; again,
the medications used varied by symptom. One woman reporting constipation mentioned
that, although she preferred to use non-pharmaceutical methods to manage her

symptoms, she would also use laxatives when she felt that her symptoms might worsen.

“sometimes | buy a laxative when | feel like | will blow up and | have tried liquorish,
sometimes different things. So if | change my diet it can help. And | was given loads of
fibre something, a laxative you make up into a drink by my GP and | really, really don’t
like it; I'd much rather take a tablet. But | would rather not do anything.” (OL35,
constipation, age 64, White British, Low SES)

Half of the women interviewed said that they would monitor or wait and see what
happens with at least one of the symptoms they reported. This behaviour either seemed
to be influenced by a concern over seeking help prematurely, when the symptom may
resolve itself or not being particularly worried about the symptom, or a hope that the

symptom would resolve itself and not require medical attention.

“Then | had a little feel, | thought, oh s**t, I've got a lump. And then you think [gasps],
there’s always a moment of [gasps] oh gosh, oh gosh, and then | take a deep breath
and think, well it will probably go away and if it doesn’t then I'll do something. That's my
psychological, kind of, pattern.” (OL28, lump on vulva, age 57, Mid SES).

Some women again wanted to gather information before seeking medical help, which

involved monitoring the symptom.
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‘I like the wait and see approach because then, you know, you are gathering more
data, so to speak, so if it does actually really become a problem, you can go to the GP
and say, look, this has been going on for x amount of time, this has happened, that’s
happened, this is happening, I'm not happy there is something wrong. Rather than
rushing off and going, oh, I've Googled it, I'm dying, kind of thing, which is wrong.”
(OL14, heavier or longer periods than normal, age 46, White British, High SES)

Two women talked about having time limits for how long they would wait and watch their
symptom for, or limits on how many times the symptom had occurred before they would

stop monitoring their symptom and seek medical help.

“actually, my behaviour would be that if it was something that | thought, oh my God, it’s
something really bad, and then to calm down for a bit and think, oh no, it’s not, it’s just
one of those things. And then just to see how things went and after a week or two if it
was still going on, to actually go and see the GP.” (OLO5, heavier or longer periods than
normal, itching, pain or soreness of the vulva, changes in bowel habit, age 46, White
British, Mid SES).

Other women believed that their symptoms were not indicative of anything serious, and

therefore felt that monitoring them was the best thing to do.

“I wasn’t particularly concerned about it. | mean, | suppose, if | find a lump in my breast,
then alarm bells start ringing and you start going, oh my gosh, I've got to see the doctor
straight away. So | just thought to myself I'll give it a couple of weeks, it doesn't feel as
though it’s anything.” (OLO6, lump on vulva, age 34, White British, Mid SES)

8.3.2.3.3 Sought advice or information from lay sources or health websites

Some women opted to seek advice from a source other than a healthcare professional,
including looking for information online, usually on sites such as NHS Direct”. Other
women sought advice or information from lay sources, including their friends, family or

colleagues and online, on non-medical sites, including Mumsnet™.

2 www.nhsdirect.nhs.uk

24
www.mumsnet.com
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A few women saw searching online for information as a precursor to seeing the doctor.
One woman discussed how this enabled her to try to ‘suss out’ what was going on
before she saw her GP. Another described being proactive about seeing her doctor, but

stated that she sought information from the internet and NHS Direct before doing so.

“The first port of call is usually the internet, the second port of call would be NHS Direct,
the third port of call would be go and see the GP.” (OL30, constipation, age 32, White
Irish, Low SES)

For other women, however, the internet was used as the sole manner of diagnosis,
rather than in addition to, or before seeking medical help. Using the information or
advice they received online, women then self-diagnosed and took action accordingly to

the diagnosis they had made.

“l tried to stick to the NHS sites actually when | was looking because | thought | could
trust the advice on those. The one thing that... kept seeming to come up? ...
[Endometriosis] ... that's come up a few times and that slightly concerned me, and that’s
why | probably felt | best leave that for now because | can think about that another time.”
(OL24, heavier or longer periods than normal and bleeding between periods, age 35,
White British, High SES).

For one woman, the internet was a place to obtain additional information, alongside that

given by a doctor.

“Then | went to see the doctor and she said she didn’t think | was peri-menopausal but
referred me for a scan and then | just Googled what that would all mean and what the
implications were.” (OLO5, heavier or longer periods than normal, age 46, White British,
Mid SES).

Although these women may have felt that the internet was a useful tool when arming
themselves with information or ruling things out before visiting the GP, some women
found looking on the internet unhelpful because they felt that they would always be told

that they were seriously ill.

229



“I do remember Googling these things, and they always come out, you know, with all this
terrible melodramatic stuff and you think, I'm going to drop dead tomorrow.” (OLO1,
difficulty eating or feeling full quickly, age 50, White British, Mid SES)

Although many women did seek advice on the internet, some also sought advice or
information from those around them. For some, this then influenced whether they would

go on to seek medical help or not.

“A friend of mine ... is a doctor and I, sort of, said, “Oh, it’s all been a bit horrible,” and
he was just like, “You are fine,” ... | find the thing that if you have a lot of friends who are
doctors and you do, sort of, say, “I feel a bit ugh,” and they are like, “Yeah?” ... What do
you want me to do about it? ... It gives you a slightly ... robust approach to whether or
not | am actually going to go to the doctor.” (OLQO7, constipation, increased abdominal
size and abdominal pain, age 33, White other, Mid SES)

8.4 Discussion

8.4.1 Overview of findings

This study is, to my knowledge, the first to explore how British women attribute changes
in their bodies potentially indicative of a gynaecological cancer and responses to them in
women with real symptoms, using a qualitative methodology. Building on the previous
chapters, | aimed to explore the processes involved in the detection and interpretation of
bodily changes. | also explored influences on interpretation, attributions and responses

to symptoms through semi-structured interviewing.

The design of the study was underpinned by reference to the first two intervals
(‘Appraisal’ and ‘Help-seeking’) of the MPT (Walter et al., 2012, see Figure 2.5 on page
57), and the events and processes that surround transition from one interval to the
other. Overall, my findings map broadly onto the MPT, as | found evidence for the
influence of patient factors in the appraisal process (such as having a previous
experience of a symptom or something similar) and disease factors (such as having
preconceptions about what a cancer symptom is) (see Figure 8.2). | did not find
evidence for the influence of healthcare provider or system factors on appraisal, which is

unsurprising as women may not have considered seeking help at the appraisal interval. |
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also identified a number of patient factors which influence help-seeking (such as feeling
justified or worrying that a symptom might be serious) and some that acted as barriers to
help-seeking (such as experiencing other, more pressing health issues or social
conflicts). Being able to see a female was one of the healthcare provider and system
factors which acted to encourage help-seeking, whereas concern about wasting GP time
acted as a barrier. Further, | also found evidence for the influence of disease factors,
such as a worsening, change or recurrence of a symptom which acted to encourage
help-seeking and having an infrequent or non-severe symptom, which acted as a

barrier.

| found evidence that women may not always choose to seek medical attention, and will
sometimes seek advice elsewhere, such as on the internet or through engagement in
the ‘lay system of care’ (Pescosolido & Boyer, 1999). As such, | added this option to the
processes within the appraisal interval in Figure 8.2, below. My findings are discussed in
more detail below, with my discussion broadly organised in relation to the MPT.

Detection of
Events bodily
change(s)

Perceives reason
to discuss
symptom with
HCP

First
consultation

with HCP

P Patient appraisal .
and self- Decision to
Processes management or consult HCP and
\ ) alternative advice Clclield Diagnosis
appointment and start of

seeking
treatment

PATIENT FACTORS
* A failure of self-management
Worry or a perception that the symptom is serious
Feeling justified
PATIENT FACTORS Health or social conflicts
« Expectations associated with being a woman Lack of time to seek help

« Seeking advice from the ‘lay system of care’

HEALTHCARE PROVIDER AND SYSTEM FACTORS
DISEASE FACTORS * Service barriers (concern about wasting GP time/difficulty in
getting an appointment)

Contributing
factors

o Expectations of what a cancer symptom is

» Previous experience of the symptom (or something similar) * Previous negative experiences with a GP
» GP gender

DISEASE FACTORS

» A worsening/change or recurrence of a symptom
* Pain or discomfort

« Frequency or persistency

Figure 8.2 Mapping of influences on appraisal and help-seeking found in the present

study onto the MPT
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8.4.2 Detection of a bodily change

During the interview process, | found that it was difficult to truly explore the natural
process of the detection of a bodily change. The action of asking women about their
bodily changes prompted some women to pay attention to changes that they may not
have previously or otherwise noticed. | also found evidence in this study (both in the
artificial interview situation and from real life) that some bodily changes remain in the
background, outside of explicit detection (and therefore the interpretive and appraisal
process) until attention is drawn to them. Given that our bodies are constantly
processing sensations at the most basic level (for example, internal processes) it is

understandable that not all can, or should, be attended to.

8.4.3 Appraisal

Once bodily changes have been attended to, they will then be subject to an interpretive
process, resulting in a belief that the bodily change is either a symptom or threat to
health, or it is not (Halkowski, 2006; Walter et al., 2012). The majority of ‘delay’ in a
diagnosis of cancer is attributed to the appraisal stage (for example, Andersen et al.,
1995; de Nooijer et al., 2001; Walter et al., 2012). As such, it is of vital importance that
we are able to develop a solid understanding of the appraisal process in women with

bodily changes that may be indicative of a symptom of a gynaecological cancer.

Evidence from the present study suggests that bodily changes may be appraised on
different levels, and that a lower level (or lack of) processing and interpretive work is
linked to the context within which the change was experienced or the behaviour of the
bodily change. If bodily sensations were congruent with what they expected to happen,
or they were not very different to what may be expected to happen as part of being a
woman, or of ‘the everyday’ (such as vaginal bleeding), they were not interpreted as
symptoms. For example, bodily changes that occurred during the menopause (or for one
woman, the In Vitro Fertilisation process) were easily attributed to that, when a higher
level of cognitive processing may have occurred outside of that context. Further, | found

evidence that if a symptom is not in an ‘expected’ location (i.e. the breast), even the
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‘classic’ cancer symptom of a lump (for which there is evidence of high levels of
awareness, (Robb et al., 2009)) can be dismissed as being something benign. This
process fits with the ‘location’ heuristic, described in the CSM (Leventhal et al., 1980)
(see Chapter Two, and Table 2.1), which was used in the development of the MPT

(Walter et al., 2012).

This finding also fits with previous research showing that women with atypical symptoms
take longer to seek help, suggesting that they are less likely to be appraised as cancer,
(Ramirez et al., 1999). Further, this can also be explained within the context of the CSM,
described in Chapter Two. The CSM describes an ‘identity’ domain (i.e. symptoms and
labels), which may influence the coping response (i.e. whether one seeks help or not),
as an individual who believes that the symptom is indicative of something serious may
be more inclined to seek medical attention. Evidence from the breast cancer literature
shows that an inability to correctly identify a range of symptoms, measured on an
‘identity scale’ significantly predicts an intention to wait longer before seeking help

(Grunfeld et al., 2003).

The findings around the influence of the behaviour of a bodily change and the context
within which it occurs are supported by Pennebaker and Epstein's (1983) research,
which posits that we hold beliefs about the way in which we expect our bodies to
function and other research that asserts that symptoms (or bodily changes) will be
interpreted within an individual's social (Ajzen, 1985, 1991; Diefenbach & Leventhal,
1996; Dingwall, 1976; Pescosolido & Boyer, 1999) and cultural context (Andersen et al.,
2010). As many of the symptoms in the study are not occurrences that would be far
removed from those women might expect as part of their normal lives (for example,
every woman of child-bearing age will be used to vaginal bleeding as part of their
monthly periods, and it may be the case that, on occasion, those periods are heavier or
longer with no sinister cause), this tendency towards an attribution to ‘the everyday’ is
not surprising.
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| found evidence that women seek out lay advice within their lay system of care here,
with women describing seeking advice from friends and family members, as described in
the 1AM (IAM, Dingwall, 1976), discussed in Chapter Two. However, my findings
suggest that social influence may be more complex than simply seeking advice from
one’s friends. For example, some of the women in the present study discussed seeking
advice from family members, but in doing so were also given information about their
family history that may have explained their symptoms; in turn this may have influenced
attributions. It may be important for future research to distinguish the difference between
lay advice from friends and family, as the experiences of close relatives may hold more
weight than the experiences of friends due to the possibility of an inherited

predisposition shared with a family member.

8.4.4 Responses to bodily changes and symptoms

A common response to the symptoms experienced in the present study was to self-
manage or put up with a symptom, rather than to seek medical advice. This was
consistent with my finding in Chapter Seven that the most common response to a
symptom was to monitor it, and also consistent with Cooper et al.'s (2013) findings,
reported earlier. For some women this response was borne out of a decision that they
did not want the symptom to interfere with their lives, even if it was worrying or causing
discomfort. That a ‘stiff upper lip’ attitude may influence help-seeking for symptoms of
cancer has been previously explored (for example, Forbes et al., 2013). However, often
this stoicism is thought to be a male trait, rather than a female one (for example Barsky,
Peekna, and Borus, 2001), and has been explored in the literature on male cancers as a
possible reason for a delay in seeking medical attention (Mason and Strauss, 2004).
The findings in the present study suggest that this is not an exclusively male trait, and
perhaps warrants further exploration as an influence on female help-seeking for

potential cancer symptoms in the literature.
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For other women here, the decision to put up with or self-manage their symptom was
the result of a belief that they knew what had caused it. These women wanted to rule out
benign causes or felt that their symptom did not have a large enough impact on their
lives; as such, they felt that they could either manage the symptom themselves or put up
with it (again consistent with the findings reported by Cooper et al. (2013)). However, a
number of women did mention a ‘tipping point’ at which they could no longer manage or
put up with their symptom, or at which their initial attribution had been ruled out and they
would consider seeking medical attention. For some women this tipping point was quite
concrete and specific. For other women, however, the tipping point wasn’t specific or
concrete, and was influenced by an increase in persistency, severity or a change in the
symptom (including the addition of new symptoms). Some of the literature and media
campaigns encouraging help-seeking for symptoms potentially indicative of cancer
(including ovarian) do highlight time-points at which one should seek help (NHS
Choices, 2013a), and it seems that this may be beneficial in encouraging help-seeking
for symptoms of gynaecological cancers. Further, Leventhal's CSM (Leventhal et al.,
1980) posits that symptoms which last longer are more likely to be perceived as serious
than those that last for shorter periods of time (see Table 2.1), which in turn may lead to

an increased likelihood for seeking medical attention.

Fear of what a symptom might mean (including whether it may indicate a cancer) is
often cited as a barrier to seeking medical attention (Smith et al, 2005; and Chapter Six).
My findings in the present study, however, suggest that the relationship between fear
and help-seeking may be more complex than this. Reflecting my summary of the
literature on help-seeking for female cancers in Chapter Three, in the present study |
found evidence that, for some women, when a consideration of cancer was coupled with
fear, it acted to prompt help-seeking, whereas a consideration of cancer without fear
(mainly because the consideration was not a serious one) seemed to act as a barrier to
help-seeking. The discrepancy between my findings here and those in Chapter Six and
in some of the literature on help-seeking for symptoms of gynaecological cancers (for

example, Smith and Anderson (1985) may be due to the methods used in these
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previous studies. For example, in Chapter Six, women were asked about their intended
response to hypothetical cancer symptoms, and as previously discussed, intention does
not always predict behaviour. Further, although some of the literature does involve
patients who have had a diagnosis of cancer, these accounts are retrospective (the

limitations of this type of literature is discussed earlier in the thesis, see Chapter Three).

A number of the women in the present study described seeking help only when they felt
justified in doing so. This may be linked to the ‘stiff upper lip’ attitude and a subjective,
perceived ‘tipping point’. Women may continue to put up with their symptoms, even
when they are quite severe up until the point that they feel justified in seeking help,
which may be linked to a worry about wasting the doctor’s time. A couple of women
mentioned feeling justified because they had heard of other women with similar
symptoms who had sought help, or perhaps had a diagnosis of iliness, or because they
had a family history of an illness, which added weight to an attribution of illness for their
current symptoms. In their qualitative synthesis of studies reporting help-seeking for
symptoms of cancer, Smith et al. (2005) also found that sanctioning of help-seeking
(sometimes by friends and family members) added legitimacy to the decision to seek
help, encouraging symptomatic individuals to do so. Taib et al., (2011) described the
importance of others in the need to be sanctioned as sick or ill in order to interpret
symptoms of breast cancer as serious. Moreover, there is evidence in the literature that
marital dissatisfaction and a lack of emotional support may contribute to a longer time to
help-seeking for symptoms of a gynaecological cancer (Cochran et al., 1986),
suggesting that a lack of individuals who may help to sanction the decision to seek help
may reduce the likelihood of doing so. Finally, the effects of sanctioning in seeking
medical help can be described within the IAM (Dingwall, 1976) and the NEM
(Pescosolido & Boyer, 1999) (see Chapter Two). The IAM assumes that interpretive
work will be undertaken not only by the individual, by also by others within their social
networks, which may lead to a belief that a symptom is normal or abnormal, and

consequently may lead to help-seeking or not. Within the NEM, again, help-seeking is
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placed within the context of social networks and influences. The model posits that an
individual may be encouraged or discouraged from interpreting a bodily change as a
symptom or help-seeking, depending upon the interactions they have had with others

within their social network.

Women also mentioned some of the service barriers (including not being able to get an
appointment with a GP and a concern about wasting the GP’s time) and practical
barriers (such as not having time to see a GP or having too many other things to worry
about) explored in Chapter Six and in other literature exploring help-seeking for

symptoms of cancer (for example, Robb et al. (2009); Waller et al. (2009)).

Unsurprisingly, given the nature of the symptoms explored in the current study, some
women expressed a preference for a female GP, and suggested that the lack of
availability of a female GP may contribute to a longer time to help-seeking. One woman
also mentioned the need for a trust-based relationship with a GP for intimate female

health problems.

8.4.5 Strengths and Limitations

This qualitative study was the first to explore the experiences of British women with
symptoms that may indicate one of the five gynaecological cancers, and to do this
outside of the context of cancer. The qualitative approach proved to be successful at
examining influences on attributions and interpretations, as well as responses to
symptoms on a deeper level than may have been achievable using a quantitative

methodology.

Two of the main limitations within the present study relate to the sampling and the
exploration of how women detect a bodily change. | attempted to achieve a diverse
sample in terms of ethnicity, education and SES by recruiting from a number of different
companies and agencies. Although there was some variation in housing situations and

car ownership, my final sample was not as diverse as | had aimed for, as all of the
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women were from a White ethnic background (although not all were British) and all had
a formal education. The aim of qualitative research is not to generalise to a larger
population, and as such does not need to achieve a population representative sample.
However, my findings in Chapters Five, Six and Seven showed that there were
differences in symptom and risk factor awareness, anticipated time to help-seeking and
symptom reporting between different ethnic and SES groups. It may be the case that
some of the themes identified here may not be applicable to women with a lower SES or
those from non-White ethnic background. Moreover, had my sample been more
heterogeneous, additional themes may have emerged, that were not identified here,
although 1 did reach data saturation within my relatively homogenous sample.

Nonetheless, similar research focusing on these groups of women may be beneficial.

Similarly, | initially aimed to purposively sample four groups of women to represent those
who may have been more likely to have engaged in appropriate help-seeking and those
who may have engaged in inappropriate help-seeing. This was not achievable as the
majority of women had a number of symptoms that may have spanned a number of
different groups. However, my final sample included women with a range of symptom
and help-seeking experiences. As such, it is not anticipated that the findings here will

have been influenced by the lack of these four distinct groups.

8.4.6 Conclusions

| found evidence here that, once bodily changes have been attended to, they are not
always subject to the same level of processing. The level at which a bodily change or
symptom is processed may be influenced by the socio-cultural context within which it is
experienced. It seems that if a symptom or bodily change is congruent with what is
expected, or can be attributed to part of the normal bodily processes one experiences,

individuals will apply a lower level of appraisal.

In particular, it should be noted that women hold a number of expectations about what it

means to be a woman, such as experiencing vaginal bleeding or going through the
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menopause. These anticipated processes may not always be very different to symptoms
that may indicate a gynaecological cancer, which may make it difficult to make an
attribution outside of these boundaries, and easier for women to normalise or minimise

their symptoms.

Women in the present study mentioned a concern about wasting GP time and about
needing to feel justified in seeking help, or reaching a ‘tipping point’. Part of this seemed
to be influenced by a tendency towards a ‘stiff upper lip’, which may not always be seen
as a female trait, and a need for their decision to seek help to be sanctioned by others
either directly or indirectly (through learning of the experiences of others or by learning
of a potential genetic predisposition to certain conditions). This ‘stiff upper lip’ seems to
be under-explored in the current literature on help-seeking for symptoms of female
cancers, and should be considered when developing interventions encouraging women

to seek help.

Women specifically mentioned a need for trust, and for some, a female GP, when they
did decide to seek help. This is understandable given the intimacy of the symptoms
explored in the current study. Having the availability of a female GP may encourage
help-seeking in this group of women, as well as being able to seek help in an empathetic

and trusting environment.

Finally, | demonstrated that there are a number of patient, disease and healthcare
provider and system factors that influence the appraisal and help-seeking interval within
the MPT. Future studies might test the predictive power of these variables in relation to

the first two intervals of the MPT.
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CHAPTER NINE — GENERAL DISCUSSION AND CONCLUSIONS

9.1 Summary of thesis rationale

The research in this thesis was undertaken in response to an increased effort to improve
survival rates for cancers in the UK (Department of Health, 2011b; NHS Scotland, 2008;
Northern Ireland Cancer Network, 2008; Welsh Government, 2012), an effort likely to
have been driven by evidence in recent years that the survival rates for many cancers
are falling behind those observed in other European countries (Coleman et al., 2011; De
Angelis et al., 2014; Sant et al., 2009; Thomson & Forman, 2009). In particular, |
focused on gynaecological cancers, as this group of cancers poses a significant threat
to women (see Chapter One), and yet, are under-represented in the early diagnosis and
help-seeking literature, as demonstrated in Chapter Three. Consequently,
gynaecological cancers are worthy of a research focus aimed at encouraging prompt

help-seeking for symptoms.

9.2 Thesis aims and research questions

The overarching aims of this thesis were to understand current levels of awareness of
gynaecological cancers and the processes involved in help-seeking behaviour (including
which variables may be most influential on help-seeking behaviour), and to explore,
using the MPT, when these variables may be most influential. In Chapter Four, | laid out
four research questions that | aimed to answer in my thesis. Below | have summarised

my findings in relation to these questions.

9.2.1 How much do women in the United Kingdom currently know about
gynaecological cancer symptoms and risk factors?

In studies one and two (presented in Chapters Five and Six) | explored awareness of
symptoms and risk factors for cervical and ovarian cancer in women in England using
the Cervical CAM and the Ovarian CAM, respectively (Simon, Wardle, et al., 2012).

Although | measured both recalled (unprompted) and recognised (prompted) awareness
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levels, in Chapter Five | argued that measures of recognition may be more appropriate

in the area of research under investigation in this thesis.

9.2.1.1 Study one findings

Study one (presented in Chapter Five) explored awareness of risk factors and
symptoms of cervical cancer in a population-based sample of 1392 English women. On
average, there was evidence for a need to increase awareness, as women were only
able to recognise around half of the risk factors and symptoms presented, even when

prompted (50% and 55%, respectively).

Knowledge of some risk factors (smoking and infection with chlamydia) appears to have
improved in recent years, but knowledge of the biggest risk factor, HPV, has largely
remained the same, compared to previous findings (Philips et al., 2005; Waller et al.,
2004a). Also in line with previous research, my findings suggest that few women are
aware of the mechanism for the link between sexual activity and cervical cancer (i.e.

HPV infection), despite the launch of the HPV vaccination and associated publicity.

Women were most aware of the two most common symptoms of cervical cancer
(unusual vaginal bleeding and persistent, abnormal or unusual vaginal discharge),
although awareness was still low even for these (29% and 15%, respectively).

However, these data were collected just prior to the launch of the Department of
Health’s key messages on cervical cancer in 2010 (NHS Choices, 2011), which includes
information about risk factors and symptoms. As such, it is possible that awareness may
now be higher, and future research might measure the impact of these key messages

using the Cervical CAM for comparison.

9.2.1.1 Study two findings

Study two (presented in Chapter Six) also demonstrated a low awareness of risk factors

and symptoms for ovarian cancer in a population-based sample of 1000 English women.
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On average, women recognised 63% of the ovarian cancer symptoms (reflecting
findings from a more recent study exploring symptom awareness, Brain et al., 2014).
Awareness of risk factors was lower, with women recognising less than half of the

symptoms (43%).

Campaigns focusing on increasing survival rates and reducing incidence of ovarian and
cervical cancer tend to focus on symptoms and risk factors respectively (for example,
the NHS ‘Be Clear on Cancer: ovarian cancer campaign (NHS Choices, 2013b) and a
campaign run for the NHS raising awareness of HPV in 2011 (Behance, 2011)). This is
likely to be a result of the lower survival rates and lack of screening programme for
ovarian cancer increasing the importance of symptom recognition and prompt medical
presentation and existence of the cervical screening programme which has reduced
symptomatic presentation of this disease, as well as the discovery that almost all

cervical cancers result from HPV infection (Walboomers et al., 1999).

As discussed in Chapter One, there are still nearly 1000 deaths attributable to cervical
cancer each year (Office for National Statistics, 2012a), and there is evidence that
attendance in higher risk age groups may be falling (Health & Social Care Information
Centre, 2012). Further, those who do not attend screening may be diagnosed at a later
stage (Castanon et al., 2013). These women, may benefit from awareness of the
symptoms of cervical cancer in order to present to a health care professional in a timely
manner. This, coupled with the findings from study one suggest that there is a need to

educate women about the symptoms of cervical cancer, as well as the risk factors.

It is also suggested that women would benefit from efforts to increase awareness of
ovarian cancer risk factors. The findings in this thesis show that awareness is low, and
the models of help-seeking described in Chapter Two highlight the importance of an
awareness of risk for disease. Both the CSM and the IAM can describe how new
information can increase an individual’s perception of risk for a disease. For example,
within the CSM, new information (such as that obtained from a media campaign about

risk factors), can lead to a bodily change that was previously dismissed as not serious,
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being reassessed as serious. Within the IAM, symptom interpretation can also be
influenced by external knowledge, such as an increase in the prevalence of a disease. If
women are able to identify that they are at risk of ovarian cancer, this may then increase

the likelihood of prompt help-seeking.

9.2.2 What variables predict time to hypothetical help-seeking for symptoms for

ovarian cancer?

In study two, as mentioned above, | also reported data on anticipated time to help-
seeking for symptoms of ovarian cancer. This built on the findings reported in study one,
exploring not only awareness of risk factors and symptoms, but also whether this and
other demographic variables might predict time to help-seeking for a gynaecological
cancer. Further, | also analysed a subgroup of the overall sample, who were at higher

risk of ovarian cancer due to their age (245) (Cancer Research UK, 2013c).

The findings showed that there were a number of predictors of hypothetical time to help-
seeking for ovarian cancer, including endorsing more service and practical barriers, and
having a higher SES in the overall sample as well as in the subgroup, along with having
a White ethnicity. These findings are similar to those reported by Brain et al. (2014), who
also found that being educated to degree level (which may be indicative of a higher
SES) and endorsing more practical barriers were significantly associated with
anticipated delay for symptoms of ovarian cancer. However, my full model only
predicted 6% of the variance in anticipating a longer time to help-seeking in the overall
sample and 11% in the subgroup, suggesting that there are other variables associated

with a longer time to help-seeking which were not measured here.

The findings from study two highlight subgroups within the population who may be at
risk of delaying help-seeking for symptoms indicative of ovarian cancer, and as such

may allow interventions to be focused on addressing those groups who may be most
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likely to wait longer before seeking help. In particular, the predictors of time to help-
seeking in women aged 245 years may be important, given that these women are more
at risk of ovarian cancer. Future campaigns or programmes to encourage earlier

diagnosis for ovarian cancer might focus more on this group of women,

9.2.3 How do women respond both behaviourally and emotionally to symptoms

which may indicate a gynaecological cancer?

In study two | explored predictors of hypothetical help-seeking, and identified some
variables which may predict hypothetical help-seeking. Building on this, in study three, |
explored responses to symptoms in 911 English women, and broadened my research to
explore this in all five gynaecological cancers. Further, | wanted to explore whether
responses to symptoms may be different when outside of the context of cancer, and as

such | avoided using the term, ‘cancer’ within this study.

As with study two, in order to investigate symptom reporting and help-seeking in women
who may be at higher risk of developing a gynaecological cancer, | created a sub-
sample of women whose symptoms may have been more likely to indicate a
gynaecological cancer, as they were both aged 245 years and had a symptom which
was frequent and/or severe (which may be more indicative of a gynaecological cancer,
for example, Department of Health, 2009; Goff et al., 2007, 2004; Macleod et al., 2009;

NICE, 2011).

The most common response to a symptom in the overall group and the subgroup to a
symptom was to monitor it (54% and 53%, respectively). Reassuringly, given their
higher risk, a higher proportion of the women in the subgroup had seen a healthcare
professional (HCP) (pharmacist, GP, practice nurse or A&E) than in the overall sample
(43% versus 36%), with the majority having seen a GP (38% and 30%, respectively).

The higher risk women were significantly more likely to have seen a GP, but significantly
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less likely to have asked a friend or relative for advice than women who did not fall into
this group. This suggests that higher risk women may be more likely to seek medical
attention, rather than ask their friends or family for advice, whereas women with less
severe and frequent symptoms are happy to seek advice from the latter. Given the
increased likelihood that frequent and/or severe symptoms may be indicative of a
malignancy in older women, these findings suggest that at least 43% of women may be
acting appropriately, which is reassuring. It still remains, however, that the majority of
these women are not help-seeking appropriately. My findings also suggest that there are

many more women in the UK with symptoms than are seeking help for them.

9.2.4 What factors explain the different behavioural and emotional responses

women may have to an experienced symptom of a gynaecological cancer?

In study three, | explored responses to symptoms, and identified groups of women in
which responses such as medical help-seeking or an alternative may be more likely.
However, | did not explore the processes which may lead to one response or another.
Although | did explore predictors of anticipated help-seeking in study two, as mentioned
above, my findings suggested that there are other factors which may be more influential

on time to help-seeking, which were not measured.

To build on the findings in study three and to explore the factors which influence help-
seeking behaviour in women who have symptoms which may be indicative of a
gynaecological cancer, in study four | interviewed 26 women about their experiences,
using a semi-structured interview guide. Again, | avoided the words ‘cancer’ or
‘symptom’ during the interview. As with study three, study four was also underpinned by

the MPT.

| found evidence that the level at which women process their bodily changes or

symptoms is influenced by the socio-cultural context within which bodily changes are
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experienced; if bodily changes are congruent with what is expected or can be attributed
to normal bodily processes, they may be subject to a lower level of appraisal. This may
be particularly important for female cancers, as women hold a number of expectations
about what it means to be a woman, including experiencing vaginal bleeding as part of
their regular bodily processes, which may make distinguishing a symptom from these

difficult.

The non-specific nature of gynaecological cancers symptoms has been noted
(Department of Health, 2009; National Institute for Health and Clinical Excellence
(NICE), 2005), and there is evidence that the number of non-specific symptoms
experienced initially is significantly associated with a longer time taken to appraise
gynaecological cancer symptoms (Andersen et al., 1995). However, there is also
evidence that symptoms indicative of a gynaecological cancer may be significantly
different from those which are benign or part of normal bodily functioning (for example,
(Hamilton et al., 2009), and that combinations of symptoms may be more likely to be
indicative of disease (for example, (Goff et al., 2004; Olson et al., 2001). As such, there
may be an opportunity to educate women about the differences between serious and

less serious symptoms.

Many women described feeling worried about wasting GP time, a barrier to help-seeking
for symptoms of cancer which is frequently cited in the literature (for example, Johnson
et al., 2011), and which was found to influence time to anticipated help-seeking in study
two. Perhaps linked to this, was a need for help-seeking to be sanctioned, described by
many women and a ‘stiff upper lip’ attitude to help-seeking. Interestingly, this does not
seem to be a trait often reported in females (for example Barsky, Peekna, and Borus,
2001), rather, it is seen as a barrier to help-seeking for male cancers (Mason and
Strauss, 2004). Women also mentioned a need for trust, which may translate as a
requirement for access to a female GP when presenting with an intimate symptom.

Reflecting the findings in study three, which demonstrated a higher level of medical
246



help-seeking for women with a frequent and/or severe symptom, the women here also
described seeking help if their symptom had occurred a number of times or if it was

painful.

Overall, study four demonstrated that there are specific patient, healthcare provider and
system, and disease factors which may influence both the appraisal and the help-
seeking process, including the time taken in both of these intervals of the MPT
(presented graphically in Chapter Two, page 57). However, although | attempted to
explore influence on detection of a bodily change, | acknowledge that truly measuring
how women detect symptoms is difficult, as the act of asking women about these

symptoms may have caused them to attend to them.

9.3 Contribution to the Literature

Prior to the research undertaken in this thesis, there had been no literature published
that had explored symptom awareness for cervical cancer. Although a body of research
existed that had explored risk factor awareness, hardly any of the previously published
research had done so in a population-based sample of women. Instead, awareness was
tested in women who may be likely to have a higher level of awareness, as they were

recruited via academic institutions or healthcare settings.

Again, prior to the research undertaken here, there was very little literature exploring
symptom awareness for ovarian cancer, and none that had been conducted in a UK
population of women. | could only find one study that had explored awareness of risk
factors for ovarian cancer, despite the clear evidence for a number of factors which
increase risks for the disease. However, as with the literature exploring cervical cancer
risk factors, this study was undertaken in a group of women who were likely to have a
higher level of awareness by virtue of their participation in a trial testing the feasibility of
ovarian cancer screening.
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The research undertaken here, then, enables not only current levels of awareness for
symptoms and risk factors for ovarian and cervical cancer in UK women to be
understood, it also identifies areas of knowledge that require further investigation. This
information may be important when designing interventions or campaigns to increase
awareness, which may in turn reduce the chances of misattribution, non-recognition of

symptom seriousness and increase awareness of personal risk for these cancers.

The research undertaken in study three was completely novel for a number of reasons.
Firstly, | found no literature that had attempted to explore the prevalence, frequency and
severity of symptoms potentially indicative of a gynaecological cancer in the UK, nor
women’s responses to these symptoms when actually experienced. Further, this study
explored responses to symptoms outside of the context of cancer, which may have
consequently reflected real life responses. Understanding how common these
symptoms are is important when considering future campaigns to encourage help-
seeking, as these data provide an idea of the likely impact of any such campaigns on
the primary care workload. Moreover, by exploring frequency and severity of symptoms,
it was possible to explore when help-seeking or not may have been less or more
appropriate in this population, given the evidence that frequent and/or severe symptoms

may be more indicative of a gynaecological cancer.

Although one qualitative study had been published exploring responses to
gynaecological cancer symptoms (Cooper et al., 2013), this was published in the US,
which has a different healthcare system to the UK. Further, Cooper et al.’s study
explored both hypothetical and actual responses to symptoms, but did not always
differentiate between the two, and the study design and analysis was not underpinned
by any theoretical models. The study described in Chapter Eight was the first to explore
attributions for and responses to symptoms in UK women with actual symptoms, and to

map these findings on to a model (the MPT (Walter et al., 2012)), as recommended by
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the Aarhus statement for improving the design and reporting of studies on early cancer

diagnosis (Weller et al., 2012).

9.4 Overview

When considering my research findings presented in this thesis as a whole, it is possible
to begin to unravel the intricate processes and decisions involved in a response to a
symptom which may indicate a gynaecological cancer. It is clear that levels of
awareness of symptoms of gynaecological cancers in UK women are low. There is
some evidence that symptom awareness may play a part in time to help-seeking,
although it may not be simply a process of informing women what the symptoms are. My
gualitative research demonstrates that the appraisal process is complex, and that other
variables, such as the socio-cultural context in which a symptom is experienced, play a
role, above and beyond symptom awareness. Further, the non-specific nature of
symptoms, and in some cases, the similarity to normal processes (Department of
Health, 2009; National Institute for Health and Clinical Excellence (NICE), 2005) makes
symptom interpretation difficult, which may lead to a failure to recognise the seriousness
of the symptom. Educating women about the subtle differences between normal bodily
function and potential symptoms, and about the increased likelihood of gynaecologic
malignancy with certain combinations of symptoms may help women to distinguish

between the two.

Although there may be concerns about the increases in primary care workload following
awareness campaigns and interventions designed to encourage prompt help-seeking for
gynaecological cancers (Evans et al., 2014), evidence from other campaigns aiming to
achieve this in lung cancer have shown that these fears may be unfounded (Mayden,
2012). Further, if interventions are aimed at those women who are most likely to be at
risk from developing a gynaecological cancer, these increases may be further

minimised, as study three showed that this group of women may be very small.
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The findings presented in this thesis begin to aid our understanding of how women
appraise symptoms and respond to them, and our understanding of those variables
which are influential on these processes in women who have experienced symptoms.
This information may be used to inform interventions aimed at increasing prompt help-
seeking, which ultimately may help to increase earlier stage or lower volume disease,

which in turn may positively influence survival rates.

9.5 The Model of pathways to Treatment

The aim of Chapter Three was to discuss and summarise the existing literature on
factors associated with a prompt time to help-seeking for symptoms of female cancers,
and to explore how these variables may fit into the MPT (Walter et al., 2012). Although
the literature exploring factors associated with time to help-seeking for symptoms of
gynaecological cancers is sparse, | was able to identify a number of factors which may
influence help-seeking at the appraisal interval, including patient factors and disease
factors and factors which may influence the help-seeking interval, including patient

factors, healthcare provider factors and disease factors.

In study four | explored the appraisal and help-seeking intervals of the model, and
identified a number of different variables which may influence the total time taken to
seek help from symptom onset. In Figure 8.2, | expanded the MPT to show those

variables which may be influential in the first two intervals.

I found evidence that expectations associated with being a woman (such as the
familiarity of vaginal bleeding) may influence the appraisal process, and this would be a
unique process in the appraisal of female cancer symptoms. Some of the other
influences may be more likely in women (such as a concern about the GP gender), but
are not exclusive, and may apply to other cancers. However, it is likely that most of the
variables | found (such as the frequency or severity of a symptom or expectations of

what a cancer symptom is) would apply across a number of different cancers.
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9.6 Strengths and limitations

The main limitations applicable to studies five and six were related to the exploration of
hypothetical help-seeking, rather than actual help-seeking. However, retrospective
research with women diagnosed with cancers also has its limitations, and a prospective
study (following women who had symptoms to note their responses) would have ethical
and cost implications, making such a design impossible within the time and funding
limitations of my PhD. Further, study two placed help-seeking in the context of ovarian
cancer, which may have influenced the times women reported intending to seek help in.
In fact, most of the women did report that they would seek help very soon after symptom
onset. These findings may not therefore reflect real responses to symptoms. In order to
overcome this limitation, in study three | explored responses to symptoms in women

who had recent experience of actual symptoms.

It would have been interesting to explore predictors of help-seeking for symptoms of
cervical cancer, as well as for the other gynaecological cancers. Future work could build
on this research, exploring levels of awareness for uterine, vaginal and vulval cancers. A
further limitation applicable to studies one and two was the small amount of variance
explained within the regression models, suggesting that there were more influential
variables that were not measured. | attempted to explore what these may be in study
four. Future research could use this information to explore the influence of these
variables in a larger sample of women, to determine those that are statistically

significant predictors of help-seeking behaviour for gynaecological cancers.

In study two, my sample was not population representative, and the use of quota
sampling may have limited the generalisability of my findings. However, data were
collected from a range of women from different socio-demographic groups, and
consequently it is likely that the relationships observed would be the same as those
observed in a population representative sample. Studies one and two both had a
proportion of missing data, which is common in these types of surveys. However, the
amount of missing data was low in both studies (less than 1% for each variable
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measured in study one and less than 4% for any variable in study two), meaning that it

was unlikely that my findings would have been different if these data had been included.

| was unable to calculate the response rates in studies one and two, as the companies
who collected the data used in these studies do not record the number of addresses
they attempt to recruit from. This is a common limitation associated with outsourced data
collection. Future researchers might liaise with these companies before data collection
to see whether the number of individuals approached could be recorded, or could select
a research agency that does record these data. Alternatively, a proxy measure of
response rate could be determined when a survey module is part of a larger survey, by
measuring the number of respondents to the whole survey, and to the individual module,

as demonstrated in study three.

In study three, only 42% of the women who completed the whole also completed my
module, which raises questions regarding generalisibility of my findings. Extrapolation of
the number of women with at least one symptom from my sample to a sample including
my sample and the non-responders using the demographic information | had for the
non-responders showed that my findings would have been similar had this group of
women been included. Further, the sample was broadly representative of the UK
population in terms of ethnicity and SES, and so this may not have affected my findings

by a huge degree.

The main strength of study four was the novelty of the research. Study two indicated that
a large part of what influences women to wait longer before seeking help for a symptom
of a gynaecological cancer was unexplained. Using a qualitative methodology in study
four was appropriate, as it allowed novel factors to be identified, and the complexity of
the help-seeking process for these cancers to be understood at a higher level than was

previously possible.
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Sampling issues were also experienced in this study, as | did not achieve the diversity
within the sample which | had aimed to. However, there was some variation in some of
the socio-demographic variables, and the aim of qualitative research is not to be

generalisable.

9.7 Secondary analysis of data within this thesis

The studies presented in Chapters Five and Six were designed prior to the
commencement of my PhD, and the data were collected in 2009, again, prior to the
commencement of my PhD. As such, | was not involved in the design of these studies
nor the data collection process. However, the raw data were made available to me, and |
undertook data cleaning, recoding, all analyses and interpretation of the findings for
these two studies within this thesis. | designed the remaining studies presented as part
of this thesis, with guidance from my supervisors, Dr Jo Waller and Dr Alice Simon and

from Dr Suzanne Scott.

Although there were some limitations to the design of these studies and the data
produced (as described above), some of these were only clear after the data had been
analysed, and in fact, identifying these limitations allowed me to avoid the same
limitations in the studies that | did design. Designing and collecting data for these
studies would have taken a considerable amount of time, and the use of these data in
this thesis meant that | had the time and resources available to build on the findings
from these studies, and attempt to overcome some of the limitations in my subsequent
studies. However, as | was not involved in the design and collection of data for these
studies, it was still necessary for me to become very familiar with both prior to, and
during analysis, with support from my supervisors, Alice Simon and Jo Waller, who were
both involved in these studies from conception. Further, the fact that these studies were
not designed as part of this PhD meant that, while they provided interesting data, they

were of limited use in exploring the MPT.
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9.8 Future research suggestions

9.8.1 The influence of different variables on the appraisal and help-seeking
intervals of the MPT

My qualitative work in study four identified a number of factors which may influence the
appraisal and help-seeking processes. It would be interesting to explore the
complexities of these relationships in a larger quantitative study, to determine the
strongest predictors of appraising a symptom as a cancer and medical help-seeking.
Initially this research may be retrospective, in women who have experienced symptoms,

or would explore hypothetical help-seeking via a survey, in a larger sample of women.

9.8.2 Development of an intervention to increase awareness of symptoms and risk
factors and encourage both accurate appraisal and timely help-seeking for

symptoms potentially indicative of a gynaecological cancer

Studies one and two demonstrated a need for education on risk factors and symptoms
for cervical and ovarian cancers, which in turn, may aid accurate appraisal. In particular,
there may be a need for more information about those symptoms which may be more
likely to indicate a serious illness. Any intervention aiming to increase awareness of
these cancers could also be broadened to include the remaining gynaecological
cancers, in order to ensure that women who may be at higher risk are aware of what
may be normal and what may not be within their reproductive system, and can act
accordingly. Study three demonstrated that there may be many more women with
symptoms than are seeking help. Although it may not always be appropriate to seek
help immediately for some of these symptoms, there is a clear need for those women

with higher risk symptoms, who are not seeking help, to be brought into primary care.

Finally, using the results from study four, | extended the MPT to show specific factors
that may affect appraisal and time to help-seeking, some more likely to occur in women.
Future campaigns might address these factors when encouraging women to seek
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medical attention for a symptom potentially indicative of a gynaecological cancer, and
might target those women who have higher risk symptoms and are less likely to seek

help promptly.

As described above, the work undertaken within this thesis provides an evidence base
to support the need for interventions which may improve outcomes for women with
symptoms of a gynaecological cancer. As such, it would sit within the ‘Development’
stage of the complex intervention development-evaluation-implementation process in
the updated Medical Research Council’s guidance for developing and evaluating
complex interventions (Craig et al., 2008), which involves identifying the evidence base

and identifying/developing theory.

9.8.3 Study to identify the true prevalence of symptoms potentially indicative of a
gynaecological cancer

The research described in Chapter Seven made an attempt to explore prevalence of
symptoms potentially indicative of a gynaecological cancer in a UK population. However,
almost 60% of the women approached did not respond. It would be difficult to overcome
this limitation, as feedback from the interviewers suggested that women felt too
embarrassed to answer the questions. Another way of measuring prevalence may be to
access GP READ codes and measure symptoms which may indicate a gynaecological

cancer.

9.9 Final comments

Gynaecological cancers as a group are a significant threat to female health, and for
most of these cancers, incidence levels are rising, suggesting that the threat may
increase over time without intervention. Lower one-year survival levels in the UK
compared to countries with comparable health systems suggest that improvements are
possible. By increasing prompt help-seeking in symptomatic women, it is believed that

survival rates can improve, through earlier clinical diagnosis.
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The research in this thesis demonstrates that symptoms potentially indicative of a
gynaecological cancer are common, and that differentiating them from those bodily
processes which are part of being a woman is difficult. | identified a number of factors
that may encourage help-seeking or act as barriers, and which influence the appraisal
process, which adds to our understanding of the complexity of the help-seeking process.
It is clear that there is a strong need for interventions aimed at increasing not only
awareness, but understanding of the symptoms and risk factors for gynaecological

cancers, and that those women who are clinically most at risk should be targeted.
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Appendix 1. Questionnaire used in study one

Cervical Cancer
Awareness Measure

(Cervical CAM)

Toolkit

This survey instrument (the Cervical CAM) was developed by the UCL Health Behaviour Research
Centre, in collaboration with the Department of Health Cancer Team and The Eve Appeal, with funding
from The Eve Appeal. It forms part of the Cervical Cancer Awareness and Symptoms Initiative
(CCASI). It is based on a generic CAM developed by Cancer Research UK, University College
London, King's College London and Oxford University in 2007-08.

eve
appeal

Working in partnership with

m \Dm L“:Iul;::’,r,
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Do you think vaginal bleeding between periods
could be a sign of cervical cancer?

Do you think a persistent vaginal discharge that
smeﬂs'l;rpleasentcouldbeasignofcemcel'
cancer

Do you think menstrual periods that are heavier or
longer than usual could be a sign of cervical
cancer?

Do you think vaginal bleeding after the menopause
could be a sign of cervical cancer?

Do you think vaginal bleeding during or after sex
could be a sign of cervical cancer?

Do you think unexplained weight loss could be a
sign of cervical cancer?
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3. If you had a symptom that you thought might be a sign of cervical cancer how soon would you
contact your doctor to make an appointment to discuss it?

4. In the next year, who is most likely to develop cervical cancer in the UK?

a) Awoman aged 20 to 29 years

b} Awoman aged 30 to 49 years

c) A woman =ged 50 to 69 years

d) A woman aged 70 or aver

gjg|ojg|o

) Cenvical cancer is unrelatad to age
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6. The following may or may not increase a woman's chance of developing cervical cancer. How
much do you agree that each of these can increase a woman'’s chance of developing cervical

cancer?

Infection with HPV (human
papillomavirus)

Smoking any cigarettes at all

Having a weakened immune system
(e.g. because of HIV/AIDS,
immunosuppressant drugs or having
a transplant)

Long term use of the contraceptive
pill

Infection with Chlamydia (a sexually
transmitted infection)

Having a sexual partner who is not
circumcised

Starting to have sex at ayoung age
(before age 17)

Having many sexual partners
Having many children

Having a sexual partner with many
previous partners

Not going for regular smear (Pap)
tests

Strongly
disagree

[

O OO0O00OooOo0g O Od

Disagree

0

O OO0O00OooO0O0g O Od

Not sure

]

O O0Oo0oooO0oooOoogo 0o d

Agree

O Oooooood o oaod

Strongly
agree

]

O O0o0oo0oooOoogo 0o d

301



302



Appendix 2. Questionnaire in study two

Ovarian Cancer
Awareness Measure
(Ovarian CAM)

This survey instrument (Ovarian CAM) was developed by Ovarian Cancer Action, The Eve Appeal,
Ovacome and Target Ovarian Cancer. It is based on a generic CAM developed by Cancer Research
UK, University College London, Kings College London and Oxford University in 2007-08.

303



304



2. The following may or may not be warning signs for ovarian cancer. We are interested in your

opinion:

Do you think a persistent pain in your abdomen could be
a sign of ovarian cancer?

Do you think a persistent pain in your pelvis could be a
sign of ovarian cancer?

Do you think persistent bloating could be a sign of
ovarian cancer?

Do you think increased abdominal size on most days
could be a sign of ovarian cancer?

Do you think feeling full persistently could be a sign of
ovarian cancer?

Do you think difficulty eating on most days could be a
sign of ovarian cancer?

Do you think passing more urine than usual could be a
sign of ovarian cancer?

Do you think changes in bowel habit could be a sign of
ovarian cancer?

Do you think that extreme fatigue could be a sign of
ovarian cancer?

Do you think that back pain could be a sign of ovarian
cancer?

3. If you had a symptom that you thought might be a sign of ovarian cancer how soon would you
contact your doctor to make an appointment to discuss it?

Yes

PR OmElE O pEE [ sl O el [

No

BR O s O sl O sl O el O

Don't know

B O s O EER O el O el O
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6. These are some things that can increase a woman's chance of developing ovarian cancer. How

much do you agree that each of these can increase the chance of developing ovarian cancer?

Having a close relative with ovarian
cancer

Having a past history of breast
cancer

Using HRT (Hormone Replacement
Therapy)

Being overweight (BMI over 25)
Having endometriosis
Having ovarian cysts

Using talcum powder in the genital
area

Being over 50 years old
Having IVF treatment
Not hawving children

Having gone through the
menopause

Being a smoker

Strongly
disagree

O

i D O s (gl O sy O i

O

BN [ NSs O] msi O sl (] gsy O e

Disagree Not sure

O

BN OS8O N O 8 O O e

Agree

N O sy Clpisn (sl O pse [ gl O

Strongly
agree

O

Y [ sy (] phsly (O sl () sl (] il
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Appendix 5. Published paper using data from study three

FULL PAPER

Kaywords: gynancdiogeal cancer symptoms; halpseeiong: symptom survey

Experience of symptoms indicative of
gynaecological cancers in UK women
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Gyuaecolgial cancers (werine, vaginal cervical, ovarian and
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UK, 0123, 20028; Office for Nasonal Szeistcs 2012a) equalling
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et al, 005, Thomson and Forman, 2006). Recent data from the
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Specific sug-duabanan figares for usrine cancer in the UK are
ako not immediedy awailible, @8 mast canes are dignosed
in the cawly zages This coudd be beawse of the appearance
of easlly recognisable symgaoms (Le, post-menopaaal bleeding)
carly in disease progression (Amant of ol 2005). Despine this, gven
thae the diffexnce In survival rate between carly- and laesug

*Comaporducs D A8 Semor; E-mal Alos Seoce 180y ok

Recwived 21 Rebruncy D13, mvised 27 Jorm 2013 wcceprted 1 Juy 2013, publabed onliine 23 Juy 2013

© 2013 Carcme Ruswr s UK. AL figg M rvssery sed 000 - 092010 3

326



Symptoms indicative of gynasalogial ancers in UK women

BRITISH JOURNAL OF CANCER

canes & wde (B% for Suge 1 and 23 for Suge IV (Cancer
Rescarch UK, 013b)) & & argued the any increase in carlier
diagnaokes may be beneficl

For cervical cancer, the sug digrbagon favours cardy stage
diagnosia, with 75% of wamen in the UK diagnosed & FIGO zage
1. This & Mkely 1o be @obamble 1o e organ ised popalagion based

encompassing &l gmascologed cances in UK waomen, nor hawe
the feguency or sewrity of spnpsoms or hedp-sesking respones
been inwstgued b & imporunt not only © dentify spmpomsa
epperinced and responses o these sympiormas bt also to consider
mﬁqmyndﬂqdwmuwm hat are

screening  progamme Swough which the majority of sug |
cervical cancers In women aged <45 years are dugnosed (NHS
Cancer Screening Programmes, 2002). Howewr around a quares
of women (26%) in the highst Incdence age goup (30-3
{Cancer Research UK, 201X )) ax not up o dawe with screening
(Health & Socid Care Infarmagion Cente, 212} and the majarity
of anscreened women in the age groups D-34 and 3549 are
dagnored with a laer smge of cervical cancer (FIGO suge 1B +)
(NHS Cancer Swening Programmes 2012, As with werine
cancey, given the differences in aunivd raes benween cardy- and
koo sug cervaal cancens (over 9% atstage Ll and 46% at aage
IVh) (Beneder o ol 003} redu the number of lger-gage
diagnoses in unscreened women & 0 IMProve OuK oM.

Recent dam for omarkan cancer show hat dspite poorer 1-yeu
survival rates, ghe proportion of carky-sug dagnoes in the UKk
comparable 10 other countries (Maringe of al, 2002). Therefore, n &
wguad dutdhe bowerobsewed 1-yewr surviva rges ax maore bikely
o be a resdt of poarer management of the women diagnosed at
more adwnced suges Shan higher numbers of L dignoses
Neverdhdeos, ardy dignosis could 2l improwe outcomes for
ovarian cancer. For example, $he majority of high-gmde serous
ovartan cancers (HGSCs) (which are induded intype |l epithelid
ovarian cancers; sesponsible for the majority of all ovarian cancer
martaity {Bronen and Palmer, 2008) ) arignate owd de the ovaries,
spreading © the owrks as they progres {Gibert etal, 2002 This
results in these mumours becoming advanced-sug carly in theyr
devdopment (Cho and Suih, 2009). For type 11 ovarian cancers
prognosis s mBasnced by mumour wlume, not stage (Kurman
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ovarian cancer ax awared Menon of & 2005). Meanwhile,
encourgging women with sympoms © consult thelr general
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caner dagnoes (Naiond Cancer Inafligence Neowark
2000)). Encoursgement 5 seck help could baing these groups ino
primary care

Howewy encouraging promge sympiun presenmton and
Inceasing conuntion rges might bawe a sgnificant impact on
e primary care workload Although Shere & some ewdence on
which 1o base estimases of GP consudtason kewels for grnascolo-
gical conditions (Sapleyand Hamilton, 011}, &t &s bikdy sutthere
& 2 wader group of women with sympaoms who do not currencly
seck help from thetr GP. Alhough Shese symptoms are unbikedy o
be cancer, encoumging hap-seelang could not only increase earlier
cancer bt aso aud in desction of other

diagnoaes porenmally

There has been some qualitaiwe wacarch in the United Suws
examining gmaxologcad cancs sympoom  awareness and
WO 'S TESpOn e 1o spmptom s acros @l fie of e cancer fypes
{Cooper ¢t @l 2012} and ome reearch in e quhnng
spnpoom  awwensss  for  individaal
(Low et al, 2012, 2013). m:.nwhmmm
been no amesanents of the populaion prewmience of sympoms

Sallowing fsymgeoms]?

or severe ax more lkdy © indiar a
cua(okm eral 201, Goff er al, 2004). This &s the firstsaady o

aseess the prevalence of symptoms posentally ndicahe of a
gynaecological cmncer, as well the fraquency and severity of
symgroms and curremt help-sedking beduviowr In response to
Sympeoms.

MATERIALS AND METHODS

Recruitment. As part of Sher amnbas surey (which induded
modudes fom different comdbunrs, on 2 range of non-headdh
togics) we commi sioned the maket ressurch agency, TNS Global
(wwwemssicouk, mxmwzxnm(* >16
years) wing smasfied randam location sampling. Women were
inwred to complee our suney modae wing Computer Assised
Persomal Insrviewing (CAFI) in the presence of trained inter-
viewers in Shelr own homes, in July 2001, Before daciding whether
to particpax, potentid respondents were gven wrizen informa-
tion dhout e ody due o the sensithe noare of the gosstions
The information expluned $ha the survey contained qusssionsa
aboas bodily changes experiencad in the kit 3 mongs, indading
changes in ®e reproductve syseem. 1t made clear St the modale
was and confidential, and e wspondens who
decided © ule pam were free 1o vathdraw at any ame The
Interview wascondoced in English, and Sherefore any women who
were not flaent in Englich were exdoded The 2udy was g prowd
by ghe UCL Research Brhics Commimee (ref 1122005).

Measures

Demagraphics Respondents were dasified as having a higher or
lower socosconom i suns (SES) (A B, C1 s C2, D, E ctegories)
udng e Nasonal Raadershlp Suwey socid gading sysem
(Natiora) Readeship Survey, 2007} Only 7% of respondents
reporsd minority ethnicites, 50 Shey were groupad mgesher and
the sample was caegoried as “‘Whis" or non-Whae. We
dichosom ised age ar 45 yewrs because 35% of ol new cases of
cancers in the UK are in women aged 45 years
(Cancer Research UK, 20122, 2125, 2013, 13, 013d).

Symprom reporting Women were presented with a st of 13
symgeoms (e Table 2), poensally indicagve of a grnaecodogical
cancer ourced from NHS Chokes (NHS Choices 2003)) and
asked, Ta the pea 3 months, have you experienad any of the
@tawer each e with ‘yes’, or ‘w0
You are nat sure, or if the Isem does nat apply 10 you, answer ‘no').
A 3mongh repoting ame frame was sdeced as ome spopoms
could anly be desecand following at least two menstraal cydes (eg,
insr-mersormal bleeding). In e amalyes, it was not possible to
stranfy sympaoms by grmescological cancer fype as many of e
symproms owerkeg.

Symprom frequoncy and seventy. Respondenm reporting a
sympeam were asked, Please wll w (a5 for & you remember)
how ofen you experiewed [symptom] in e pez 3 mouths.
Repome opoons incloded Onee’, “nwice’ (Boch recoded as
“infrequent’), “severd dmes” and “dl the ame’ both wonded as
“frequant). They were then asled Udng the Spoint scale below,
plecse wll us how bad the e dorsed symptom] was on the warst day
you had it If it wasas bad & you could i magine it could be, xore 5.
If it was not bad at all xore 1. Phase wmember you can score asty
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numler fom 1 10 5°. Reporses were recoded o not severe’
(scores 1-3) or “sesere’ (scave 4 or 5} mﬁquerqmdmny
quastions wee repasd for exh symp the t
reparted. For some m)rzxvedmd:dmpmdanmm
goups (1) with a spmpeom S was sewer (score 4 or 5), fraqoent
(sewenl ames” or 28 S time’) or both and (M) wigh a symgptom
that was neither fraquent nor severe. Thase quastions were sim far
o Shore wied in other smdies exploring fraquency and severnty of
sympaoms potend ally indicerne of acancer (eg, Goff e al 04}

Help-secking. To measure help-secking, we asked, Ploe ol us
from due following what, If amphing you did about your
[sympiom]” Reaporse opmons induded seeling adwee from a
pzlnmdﬂ (chemist} & pracice nurse a GP, going © ASE {the
hospitd emergency deparmment), asking for advice fram a friend)
réanve looking for advice on the internet aslinglooking for
adwce somewhere ehe; wing an own remedyfrexing it Sem-
sdves, and waiting © see if It went avaygor worse For each
option, de s arswered ‘Yo' a No! Women were
oﬂynhdéalkbc&lqﬁlmenlﬂmﬁm:md
sympaom, referred © here as e “index sympanm”. The snady wis
designed In this way 10 awid $he survey becoming so time.
conaming Sat it would be off puming © parscipants

Analyses Data were weighted by regon, age and SES o achieve 2
mtonally represennave fmake sample and were andyed wing
SPSS version 18.0 (SPSS Inc, Chicago, IL, LSA) SPSS, 2009). We
waessed demagraphic differences benween survey respondes and
nonyesponders wiing fest and yF tam We wed yF wam o

Tabde 1. Socodemographic chasctsation of mapancdes and ron-
msponces o e symptom sy mockde (weighted date,

overad]

den afy significant demograph i di flere nces tn symptom reportng
and group differences in hap-seeldng behaviour.

RESULTS

Samgle characteristicn. Of ?he 2173 women who 0ok partin the
overdl TNS omnibas sarvey, 911 (£%) comphesd our surey
module Respondenss were aged 16-98 with a mean (M) age of £
yews When age wis dichommn ised, 442 women were aged 246
yous and 465 were gged <45 pars Most women were White
{8%), marfedfiving as 2 couple (67%) and had a hyh SES(60%)
Respond ers © our surey modale were significantly younger, had a
higher SES, were more Ukedy 1o have a White ecthnicity and were
more My o be marrisd or Iiving a5 2 couple ghan Sose who
refued © comples the modale (see Table 1)

Symptom reporting. Just under haf of She respondens (44%,
354911} repared & least one of e 13 sympeams in our suney

(M =12, range =0-9), wigh "pain in the dbdomen, bower back or
paivis’ (9%, n =173}, ‘incredsed dbdomingd sz’ (I7%, 4 ~ 154
and “increased nead to g © the wdler (15%, 4~ 138) baing the
most common (Table 2). The median number of sympams
endored was 0 (n~ 513, 36%), with 11% reparting ane symgeam
(a=203), 12% reporang two sympoms (u-— 108} and 2%
reparting Swee sympeons or more {4 = 187} The highes mamber
of symptoms experienced was nine, reporesd by five women
(Q3%). Women were mare likely 1o report a symprom indicazve of
2 gmascological cancer of they wequa(mdtheunda
451537% of thase aged 45and over, y* (1,910) = 1437, P-:omu.
tad a lower SES (49% v5 40% in the higher SES group, y°

(1, 911)= 758, P<Qol} and were non-Whie (58% 45 43% iIn
White participants, y (1 920) = 5564, P«0.05).

Frequency and severity of symplons. Overadll, 35% (0 ~317511)
of wapondent repored 4 spopiom S was fraquene andior
severe, and 9% (7/911) had a symptom Sat was neither fraquent
nor ewre Less Shan a Siird (137442, 30%) of women gged 2 &6
reported a frequent andor severe symprom, 14% of e wed

LAl
B el R
%
AP maan, (30, t-2m “on ”en aa-
543 w0y aMy
a0 SEan axsm”
N TCV7 (5%
am 1002 wa eyt
A 2 My
— e
. re) FLiIFA]
Mataclivng s a ©upie 83 e arase 410 (3~
Ac lamz com EL R N - —
Neanw 513 gw) - —
CThae ainnan tick (e I T g Gy tas optad Gar of (ad WWECT RAN
miokle
“dgrine & e 0001 el
“Sankcan u te 00 lant

sample (a=132511) (Table 3). There were no significam
demographic diffyences betwesn e two frequencySewnty
groupa. Individad symptom endorsemenss by age and frequency
and/or sewerity of symptam are repared in Table 2

Hdp-sceking belaviowr. Respondents were asked adbouwr help.
secking for a singe index symprom. The alaction raze for each
symptom {expressed 5 the number of ames She symptom was
sedocted a4 a proportion of $i¢ samber of ames thar sympaom was
endorsed) was fairdy similar across symproms (see Table 2). Ja
over a tird (36%, 1420358 of repondent who repored 4
symptom had ®en a headvh-care professiond (HCP) (pharmacia,
GP, pracice nurse, ARE) about their index sympaom, with moat
(30%, 1207398 having seen 4 GP. In symptomasc women, she
most common respone © the index sympaom was 1o monitar it
(54%, 206/3%) and he kst common respanse wis 30 go to ARE
(6%, 34/398). In the sample as 3 whole, 16% (n =142511) of
women had seen an HCP dbout shelr index symptom and 13% had
seen a GP (n ~120911)

Of $he older (245 yeurs) symptomaic women, 37% (s &/
164) had seen an HCP and 33% (54/164) had seen 2 GP.The most
COmman rePonse I 4 FIOPAIm was 1o monior it (5%, £1/164)
and She leat comman response was 1o visit the ARE degpartment
(2% 4364) Oder women wee siguficanly les lkdy 1o
howe aded a friend or rdaove for advice (4% v B%,
(1,395 = 113§ P=0000) or © have gone 1 ARE (2% 5 9%,
(1, 3%) =647, P<0D5) dan younger women The behaviour
paterms remained S same for women wih 4 frequent and sew e
symgtom, although more women had sought madical help, vk
42% having ®en an HCP (135317}
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Tabs 2 Gynaedogod symptoms mported by il mepoodents =% 9 nd by sge end egarcy exd sty

| =45 poam ta=269) | z4Spmarsia-242) | (a-398 |
Frequem Nt Fregjuent Nt Chance of selecton
Whol surmgie and/ Fequent and/ fgquent vt number of
n=911) o seven o severe o sevew o severe «do memens
Symptoms endorsed n (%" n (%" %y o O n (%" n (%
Pan m ancam e ower Eacoe v 173 09} o (1r) 204 < 02) 0 MANTI AN
nomame socemmal ace maAch & 03) 26 (8 A 0o 2% ansaan
nomamc nesc oo go te the e s &0y 13 3t o2) ey AnE0x
nomamc wne o cone e on 2t p3) oam 151 A 00y AR Mn 0
D&y e ngfmeing &l aucdy 114 03) [0 AR “ o v aneay
Fawdt acfl onger pencca w? 02 Qam 2408 a8 s mno on
Py neRoomor cum @ Tex nm na 2608 "o () 23 on
Bohing, pan o sorenam oF wive o~ Foas AT 2w al<Y 238 08
Blaadng bamwesn fenocs ne EAC 1 2008 e Al T 08
D xhwce S arel B pamar oris Hoos exnec MM 209 15 ! 1<y L L A
Bl dng arnc/soe wx »Qe 0D 1< arn 1V Al
Croewhiumplacraiuion on akn cf vdva P t-t SC% < []7] TR
Elncing sbarmancoauw oo <t (<) cn af<h ane eq
B rn i Al 10 WA e Thar ore agegoes, d b e 1ot pevameags Wl aaed 1OV

Tabie I Symptoms mepoded by sge grup (o= 511)

Toul "’f;_d""' Womena
samgple e hged w45
-9 . -
n=911) (n=459) (n—442)
n (%) n %) n (%)
e
D ne pors eyneema 293 08 = 10) 2lapy
Nepcranc xt laag ane vymptom v e IM 20 184000
Az g onm frecueee oo or nr os) 8 (40 2209
- mTesom
Mo fraqiers or wwamw e Mo 40 120)

Among the older women { 245 years) with an index symptom
S was frequemt andior sewe {Le, the most high-risk graupl
43% (n = 356/132) had seen an HCP and 33% (4= 3/ 132) had seen
a GP. These women were mog Mkdy to have monnored their
symptoan (53%, 69/132) and least lkedy © have vaed ASE (3%
4132} Older wamen with frequent andlor severe sympuoims
were significandy more Mkdy 1 hawe seen o GP (38% »5 27%,
¥ (1, ¥7) =511 P<005) bar significamly bess bikdy 1o have
wked a friend or relane foradvice (16% vs 25%, ¥ (1,396) =434
P<006) fuan women who did not &l imo ths group
{202 Table 4)

DISCUSSION

Just under half (44%) of S women in ouwr sample reported 4
sympaom Sat may indicar a gmascologed cancer, and for a sird
{35%), the sympram was frequent and/or ewre The nes of GP
conaulurion fr potetid gmascologed cancer aympaoms found
here (13% of the women In owr toml sample, n~ 120911} are
somewhat lower than hose mpored by Supley and Hamibon

Table 4. rulpsmiong for orm nde wymetan aTong reporcierts who

mpcrted & symptom by mk greup =37

Hgher- Lowee-
ik sak

women women

n=132) | (n~265)
Resp onse © spmptom ni%) o (%) 7 40
M ore sorec syrmpsom. [ -+ Al s o= e)
Lac cwn rarmecy'm F-raaemen = avas 104 0% o8 0)
Saghe mp fem OF 0y nen sngpr
Sach mp om nomee 120% ~nx F Y
Saghe halp fremfnens cc reao ve 2T 08 AT 2g |Aadapn?
Saxch mp fem phamacae: 21084 nexy |ewe)
Sagh: halp fom prasce rusae 1a0K Ny o o)
Saghs b fom emeshars aie 140 oy aos ¢)
Saghe hap fom AL A0 . e
o (k. wwirinns vl 28 pan with A Fonpact sl wvaon ayognons. Losew
b s Mt AS i ] o) D 0 TRRAE O S A RO
Soi o & te O el

(2011} (%) Howewer, anadyses on 2 subsam ple of our pamicipants
agpd 16-29 o dlow a comparton with Su and Hamion's
(2001) sample) did show sim iy rass of consalugion (21% andyses
not shown here)

Interestingfy, previows resewrch exploring istes flon © seek help
for mme of these armpoms In a UK populison Hund dar 65
29% of women said har dhey would go 1o elr GP within 2 wecks
if shey had one of these spmpsoms (Target Ovarian Cances, 2013).
Our survey suggesn St dhougdh jusr under half of LK
women may camerdy have 4 symptom pownsadly indicae
of & grraecological cancer (s— 38/911), only around a Shid
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(= 20/398, 30%) hawe soughtadwce from 4 GP. This pexentage
s considerabiy bower than fhe percentage of women who sad gar
shey would seck help promgely for sim i Thasugges
ﬁnnﬂhMmqhmn&hatﬁnnmﬁW
secking and adds wetght © the evidence thar intention may not be
tanslared into behaviour (Sheeran, 2002} This disp b

Limitations. Over half 53%) of the women who compleasd the
overdl omnius surey dd not agree 1o complte our questions,
which niesthe bsne of whether our eealy reflacy She 1 prevaence
of posbl 4 cancer spmge in the popual

However, the find sampk was broadly repreensewe of die UK

umndbﬂlﬁmna&p-mhgmybedmbdn
infloences on hdp-seding behaviowr In response © an acad
spmpaom {Anderen of al, 2009) $hat pagicipants may not consider
in a bypothesicd smason

Our find ings sugges the many more women in e UK have
sympaoms potentially indicanve of 4 gynaecologed cancer dan
seck hedp for them. Any saccesful itenenton thae encourages
women with these sympooms © sk hedp at primary care levd
codd lead to a corsid erablly Increased presaue on the primary care
sptem. However, it may na be approprige 10 encounge &l
women with these symptoms 20 seek help immediasdy, for some
women, it may be advisable 1 monior $he spmpiom in the first
instance.

It & My thar the majorsy of sympromasc women in
the current sample did not hawe a gmascologcal cancer, based
on ghe incidence raws for $hese cancers in e UK populmian. In
the highest-risk age groups for cervical cancer (3034 and 35-39)
we would only expect ane case In ewery 5650 and 6173 women,
respectivdy. In e higheg-rik age goups for werine, owrkn,
vohal and vagim! cncers (74, 5024, 354 and 85+
repecavedyl we would only expax 10 see one case in ewry
1100, 437, 4022 and 23310 women in the UK repexhely
(Office for Natsoral Ssgisnics, 0125). These incddence razes mean
S, sumsocally, we would expea 1o find kes than one cre of 2
gmascolagial cancer in our sample of 911 women Encouraging
all of fe women in ow sample o edk hdp den may not be
¥ prog and an atermatve course of action may be © toge
higher-risk groups In ay intervention wmed at encouraging
women with spmpioms 0 sek hedp Howewr encouraging o
women with 4 symprom Sey report & frequant and/or sevese ©
seck medical help (whether this symptom indicaes cancer ar a
mkmm)uhdynhedbmﬁwm m

femade popuk in wrme of ethnicny and SES {lpeos MadiaCT,

Feadback from She intenviewers indicasd tha the susm
wamen gawe for refusing or withdrawing was ofien betng e mbarraseed
by the survey conteng, degpite the amured anoaym iy and the dliny
1o sdf.compless the suney, suggening Sat e dan may not be
mising @ random. ¥ would be difficult to overcome Shis lmazion in
any s3f wmpart survey with simdlar content.

Because it ki not dear whedher embarnasanent would be mare or
Jesscommon in wamen with Frpoms, we ae unable 10 spacalase
abowt e direion of any posible bias Howewer, © sstumae the
impact of the mizing dara on our findings, we exrapolased ghe
nu;’::rdvm-‘l\nhnmmmﬁanownnvk
(n=911) © a sample indoding ow mmple and the non-
reponders (1 =2173), udng She demographic informaton we
had for the non-waponders {age, SES, ethnicity and marital smns).
This showed fat the ber of hat we would expect to
repart & kast ane ympeom (based on e demographic stecaure
of the sample induding the non sepanders) ranged fram 43% 10
45%, very similar 1o $he findings in our final sample {u =911} OF
course, thee ammations do not ke into account alernehe
fexsoms for nom esponse, #uch as having a symptom and feeling
100 enbamassed o nlk dour it

Becawse of the amall nambers o women endorsing each
yoog we andysed all the symp sogether, rather than
ndmidadly or by cancer type This meant we did not repont
findings on hep-seeking for indnsdud sympioms or by gmasco-
logical cancer Howeser, any fraquent orsevex sympiom would be

damc:n.u:d lumﬁwzmmnewwm

‘l'hea'plouun dbelp-ash:;fadyu& ran domdy sdeced
index symy ¥ © redace e orerall kengh of the

s of recstving =1 -dlxanﬁn.
hxmruﬂdd&wmnmuﬂy(m)mda
symprom potent ally indicate of o gyaecological cancer atws
frequent andlor severe As some of She symproms explared in our
stady are more lkdy to indicate a gyaecdogical cancer f they
haw auch characseristics ((lson o ol 2000; Goff o ol 04L
mew‘thuetpzsdmmmqhennwn&d
devdoping a grraccological cancer. Furd
were more lkdy o repos a symg molq:‘, we
maore likdy © be indicative of cancer in older women (Cancer
Research UK, 20124k Office for Nasonal Smsiencs 20120} For
example, abdaming disension, kas of appetite, abdominal pain
and unary frequency al hawe higher posigwe predicove walus
(PPVs) for ovarian cancer In women aged 255 ¢ d with

2

sarvey bat m h-emmltnbm was explored for a
symptom u:_ neither m'm when tha

parncipant may @50 have had 4 armpaom $hat was ather fequent,
sewer orboth We ran an addiriondl analysis (not reparted hex ) to
exploe how many women s applied 1o, Our andyas showed
that 62 women (7% of the tonl sample) had o mild, infrequent
index symptom and dio a frequent andfor sewe symgeom for
which help-seding was not explored.

We fst thae it was imporzant 2 exglore ghe hap-sesting bebuviour
fa dl ympom tpes, indodng She seemingy lessencus
sympaoms, as Sis haps © povide a pictue of whether people ek
help appoprieely Howewer, we acknowdedge Su it would hawe been
mmnhtﬂwm&uh‘dkwm

dosed. This cadld be a de msion for fumure

younger wamen {Rossing ef a, 2010).

If insrventions are not only srgeted at women with 2 frequent
andlor severs sympoom but alio @ those who are older, the
Incewe In consdtaion could be minimied For example, our
dan showed Shat only 14% of the women surveyed (n =911) were
bo?h older (245 yars) and had a freguemt andor severe
sym L bat 3% (u~= 30/911) had akeady seen a GP, %0 around
9% (82/911) of our ol samgle coald be characee rised as needing
o see thelr GP urgendy. Targeting interve ntions in ks way should
enure tha convataions oxcurang & a readt of encouraging
cartier help-eding would be more lkely © lad 10 2 cancer
dupulnum:dmn wwww
of gpuecdogial
muh&uu-w&dmuu‘ﬁmcﬁd

pone rmally be warthwh e

Finally, $he surey did not go through any rigorows relabiloy
and vaid oy ssting. Wheewer possible, she fems drew on previous
published work For example, S fraquency and sewe sty quastions
are similar 1o those wied in 2 previously published stody exploring
ovaran cancer sympooms (Goff o d, 004). However, fusure
studies waing stndlar measarements may benefit fram carrying our
paychometric wting before we

CONCLUSIONS

There & a dear iIndicagion that the occurrence of
symptoms porenmally indicene of cancer In women inthe UK &
higher 2an recarded in primary care Our findings
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saggea Sur the most lkdy aternative © hep-seeking may be ©
monior $e sympaom. However, It may not be approprie ©
encourage Al women with symptons © sesk hep at the primary
care kel immediedy.

Olider women were bess Jikdy 1 epon 4 sympeom than youn gy
women Evide nce that sympaoms 2 more Mely oo be indicagve of 2
gyuaccologcal cancer if freqoent andor severe, and thae gmaso-
logcal cancers ae mae common @ obder ages, suggsn Sar
urgeing ie wentions towards older women who hawe 4 sympaoan
hat & fequent or severe could promate appropriae helpseciang
without Increiing consautions wish e “worted well
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Appendix 6. Participant information sheet and questionnaire used in study three

WOMEN'S HEALTH CHECKLIST INFORMATION SHEET AND CONSENT FORM

Before you decide whether to complete this section, you should read this page. Flease ask the
interviewer if there is anything you are not sure about.

We want to find out more about bodily changes that women in the United Kingdom may be
experiencing. In this section we will ask you about chanpges you may have experienced in the past
three months. If you have not expeniencad any changes, you will be able to say so in the survey.

Some of the questions relate to your reproductive system (female body parts). Not everyone knows
where the different parts of the female reproductive system are, so we have included a picture below
for you to look at. Please contact the researchers if you have any questions or concemns, or if you
would like to see a copy of the results from this section. Their details will be given to you once you
complete this section. If you have any questions before you agree to complete this section, please
ask the interviewer.

You are free to withdraw from this section at any time without gwing a3 reason. You are free to ask
questions 3t any point during this section. All dats collected in this s=ction will be completely

anonymous.
This study has been approved by the UCL Research Ethics Committee (project number: 1122/0035)

If you are happy with the information given to you and are happy to complete this section, pleass
ciick on the 'YES® button on the laptop screen. If you are not happy to complete this section, pleass
click 'NO".
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[INTRO/INFORMATION SHEET PAGE]

Women’s Health Checklist Information and consent form

ask the interviewer if there is anything you are unsure of.

We are interested in finding out about bodily changes that women in the United Kingdom may be
experiencing. We will ask you about changes you may have noticed in the past three months. If
you have not noticed any changes, you will be able to say so in the survey.

Some of the questions are about your reproductive system (female body parts). Not everyone is
familiar with the different parts of the female reproductive system, so the interviewer will give you
a picture to look at duringthis section. The interviewer will also give you details of the researchers
who are running this section ofthe survey after you have completedit. Please contact them if you
have any questions or concems, or if you would like to see a copy of the results.

You are free to withdraw from this section at any time without giving a reason. You are free to ask
questions at any point during the survey. All data collected in this section of the survey will be
completely anonymous.

This section ofthe survey has been approved by the University College London Research Ethics
Committee (project number: 1122/005)

If you have any questions before you agree to take part or during this section, please ask the
interviewer.

If you are happy with the information given to you about this section and are happy to complete
this section, please click on the "YES' button at the bottom ofthis screen. If you are not happy to
complete this section, please click ‘NO'.

1: Yes -1 am happy to continue
2: No-1do not want to complete this section

(Routing: If chose code 2 then Close, otherwise go to Q1)
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Q.1 In the past three months, have you expernienced any of the following? (please answer each
item with ‘yes', or ‘'no’. If you are not sure, or if the tem doss not apply to you, answer ‘'no’)

Heawierlonger penods (than what is normal for you)

Vaginal bleeding between penods

Vaginal bleeding during/sfter sex

\aginal bleeding after the menopause

Vaginal discharge that smells unpleasant or is blood stained

Headache

Increased wind or constipation (more than is normal for you)

Increased abdominal (fummy) size that does not go away (including bloating)
Sore throat

Pain in the abdomen (tummy), lower back or pelvis that does not go away
Pain or discomfort during sex

Itching, pain or soreness of your vulva

Growth, lump, sore or ulcer on the skin of your vulva

Increased need to go to the toilat (more often or more urgently than is normal for you)
Difficulty eating or feeling full quickly

1: Yes
2: No

(Routing - If does not respond “Yes' to any items or only responds “Yes® to ‘A headache’
and/or "A sore throat” and no other items, show debrief message and discontinue survey)

Q.2 Yo  uhave told us that you have expenenced [list symptom selected “Yes' in Q1 here] in
the past three menths. Please tell us (as far a5 you remember) how often you experienced this in
the past three months:

(Do not include Q.1 symptoms ‘A headache’ or "A sore throat” in any of the statements
below. Repeat question with response options for each statement selected “Yes® in Q.1
individually)

ltem 1 salected Yes' in Q1
ltem 2 selected Yes' in Q1
ltem 3 selected Yes' in Q1
ltem 4 selected Yes' in Q1 atc.

1: Once

2: Twice

3: Several times
4: All the tme
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Q.2 Using the 5-point scale below, please t2ll us how bad the [list symptom selected Yes in Q1
here] was on the worst day you had it If it was as bad as you could imagine it could be. score 5. if
it was not bad at all, score 1. Please remamber you can score any numbsr from 1 to 5. We are
interested in how bad you feel your [symptom name] was/is:

(Do not include Q.1 symptoms 'A headache” or "A sore throat’ in any of the statements
below. Repeat question with response options for each statement selected Yes in Q.1
individually.)

ltem 1 selected Yes' in Q1
ltem 2 sslected Yes' in Q1
ltem 3 salected Yes' in Q1
ltem 4 selected Yes' in Q1. stc.

- Not bad 3t all

1

2.
3
4
5

. As bad as it could be

[G4. REPEAT QUESTION FOR EACH SYMPTOM ENDORSED IN Q1 INDIVIDUALLY ]
Q.4 Were you concemed at all about your [Scripter - list symptom selected Yes in Q1 here]?

(Do not include Q.1 symptoms ‘A headache’ or "A sore throat” in any of the statements
below. Repeat question with response options for each statement selected Yes in Q.1
individually)

ltem 1 sslected Yes' in Q1
ltem 2 selected Yes' in Q1
ltem 3 salected Yes' in Q1
ltem 4 sslected Yes' in Q1. st

1: Not at all
2: Yes, alittle
3: Yes, alot
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Q.4a Forthis question, we want you to just think about your [randomly select one symptom
selected ‘Yes’ in Q1 here, but not ‘A headache’ or ‘A sore throat’]. Please could you tell us
what you think was the cause of your [show same randomly selected symptom selected ‘Yes’
in Q1 here ] that you experiencedin the last three months (even if it is different from what you
might have been told by a health professional)?

Open-ended

1: Don't Know
2: Refused

please tell us from the following what, if anything, you did about your [same randomly selected
symptom selected ‘Yes’ in Q1]. Please answer Yes' or ‘No’ to each option:

If you are not sure or don't know for any option, please select ‘No’

(Show “Used to...” 1%, “Waited to see....” 2", “| asked/looked for advice....” last, and
rotate the other 6 statements between those)

Asked for advice from a pharmacist (chemist)
Asked for advice from a practice nurse

Asked for advice from a GP

Went to A&E (the hospital emergency department)
Asked for advice from a friend/relative

Looked for advice on the internet

Asked/looked for advice somewhere else

Used my own remedy#treated it myself

Waited to see if it went away/got worse

1: Yes
2: No

(If “Yes’ selected for any of the first 4 statements, go to Q.5A, otherwise close section)
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Q.5a. You said you [randomly select one response option saying ‘Yes' from the first 4
statements of Q.5. If only one response option from the first 4 statements is 'Yes', select
that one] about your [show symptom randomly selected in Q.5 question text]. If you asked
for advice on or talked about any other bodily change at the same time, please tell us by sslecting
what you talked about from the list below. Please select all that apply.

(Do not include Q.1 symptoms ‘A headache’ or “A sore throat” or the statement randomly
selected in Q.5 text in any of the statements below. Show all statements on one screen.
Multicode)

ltem 1 selected Yes' in Q1

ltem 2 selected “Yes' in Q1

ltem 3 selected Yes' in Q1

ltem 4 selected Yes' in Q1, etc

Did not ask for advice or talk about any other badily change

(Routing - If “Yes™ selected for statements 2-4 at Q.5, go to Q.5B, otherwise close section)

Q.5b You zaid that you [select the same response option selected in Q3a, taken from Q3] for
your [show statement randomly selected in Q.5 question texf]. From the following please
could you tef us what the outcomes was? Please answer 'yes’ or 'no’ to 2ach option:

Further investigation or tests

Treatment for your bodily change

Told to come back if it doesn't go away/gets worse

Diagnosis of your bodily change (an explanation of the cause of your problem)

1: Yes
Z No
(If "Yes' selected for "Diagnosis’, go to Q.5C, otherwise close section)
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Q.3¢. Finally, you said that you were given a diagnosis for your [show symptom randomly
selected in Q.5 question text]. Please could you briefly tell us what the diagnosis (the cause of
your problem) was, to the best of your knowledge? Please write clearly and in block capitals.

Open-ended

1: Don't Know
2: Refused

(show Debrief Message below on separate page)
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Women's Health Checklist Survey

Thank you for your time.

Please rememberthat this survey is anonymous and we will not be able to pass on any information to
your GP, nurse or any other health professional.

If you are worried about any symptoms we have talked about in this section of the survey, orif you

have any symptoms that are persistent (symptoms that don't go away), please see your GP, visit
www.nhsdirect.nhs.uk or call NHS Direct on 0845 46 47. They will be happy to talk to you and will
expect you to call if you are worried.

If youwant to see a copy of the report or if you have any questions about this section of the survey,

please contact Miss Emma Low (contact details below) for more information:

Miss Emma L. Low BSc MSc
Health Behaviour Research Centre
University College London

1-19 Torrington Place

London, WC1E 6BT

Email: e.low@ucl.ac.uk

Tel: 020 7679 1726

You will also be given a copy of this sheet to keep for your records and in case you do need to
contact us.

CLOSE SURVEY
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Appendix 7. Ethical approval letter for study three

UCL RESEARCH ETHICS COMMITTEE
GRADUATE SCHOOL OFFICE

m (V) (<

18 March 2011

Notification of Ethical val
Ethics Application: 1122/005: Prevalence of gynaecological symptoms and help-seeking beliefs and
behaviours in a UK female population

| am pleased to confirm that in my capacity as Chair of the UCL Research Ethics Committee, | have approved
your study for the duration of the project (i.e. until March 2012).

Approval is subject to the following conditions:

1. You must seek Chair's approval for proposed amendments to the research for which this approval has been
given. Ethical approval is specific to this project and must not be treated as applicable to research of a
similar nature. Each research project is reviewed separately and if there are significant changes to the
research protocol you should seek confirmation of continued ethical approval by completing the
‘Amendment Approval Request Form'”.

The form identified above can be accessed by logging on to the ethics website homepage:
hito://iwww.grad ucl.ac.uk/ethics/ and clicking on the button marked ‘Key Responsibilities of the Researcher
Following Approvarl,

2. Itis your responsibility to report to the Committee any unanticipated problems or adverse events involving
risks to participants or others. Both non-serious and serious adverse events must be reported.

Reporting Non-Serious Adverse Events

For non-serious adverse events you will need to inform Helen Dougal, Ethics Committee Administrator
[ethics.ucl.ac.uk} within ten days of an adverse incident occurring and provide a full written report that
should include any amendments to the participant information sheet and study protocol. The Chair or
Vice-Chair of the Ethics Committee will confirm that the incident is non-senous and report to the Committee
at the next meeting. The final view of the Committee will be communicated to you.

Reporting Serious Adverse Events
The Ethics Committee should be notffied of all serious adverse events via the Ethics Committee
Administrator immediately the incident occurs. Where the adverse incident is unexpected and serious, the
Chair or Vice-Chair will decide whether the study should be terminated pending the opinion of an
independent expert. The adverse event will be considered at the next Committee meeting and a decision
will be made on the need to change the information leaflet and/or study protocol.
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On completion of the research you must submit a brief report (a maximum of two sides of A4) of your
findings/concluding comments to the Committee, which includes in particular issues relating to the ethical
implications of the research.

With best wishes for the research.

Yours sincerely

Chair of the UCL Research Ethics Committee

Cc:E
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Appendix 8. Ethical approval letter for study four

UCL RESEARCH ETHICS COMMITTEE
GRADUATE SCHOOL OFFICE

(V<] N

14 May 2012

| am pleased to confirm that in my capacity as Chair of the UCL Research Ethics Committee | have approved
your study for the duration of the project i.e. until October 2013.

Approval is subject to the following conditions:

1. You must seek Chair's approval for proposed amendments to the research for which this approval has been
given. Ethical approval is specific to this project and must not be treated as applicable to research of a
similar nature. Each research project is reviewed separately and if there are significant changes to the
research protocol you should seek confirmation of continued ethical approval by completing the
‘Amendment Approval Request Form'.

Thebfmidermdabovembeuccmdbybgghgmwmeemmmtehanw
and clicking on the button marked ‘Key Responsibilities of the Researcher
Folliowing Approval'.

2. Itis your responsibility to report to the Committee any unanticipated problems or adverse events involving
risks to participants or others. Both non-serious and serious adverse events must be reported,

Reporting Non-Serious Adverse Events

For non-serious adverse events you will need to inform Helen Dougal, Ethics Committee Administrator
[ethics.ucl.ac.uk), within ten days of an adverse incident occurring and provide a full written report that
should include any amendments to the participant information sheet and study protocol. The Chair or
Vice-Chair of the Ethics Committee will confirm that the incident is non-serious and report to the Committee
at the next meeting. The final view of the Committee will be communicated 0 you.

R il i

The Ethics Committee should be notified of all serious adverse events via the Ethics Committee
Administrator immediately the incident occurs. Where the adverse incident is unexpected and serious, the
Chair or Vice-Chair will decide whether the study should be terminated pending the opinion of an
independent expert. The adverse event will be considered at the next Committee meeting and a decision
will be made on the need to change the information leaflet and/or study protocol.
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On completion of the research you must submit a brief report (a maximum of two sides of A4) of your
findings/concluding comments to the Committee, which includes in particular issues relating to the ethical
implications of the research.

With best wishes for the research.

Yours sincerely

Chair ot the UCL Research Ethics Committee

Cc: E

UCL Research Ethics C i c/o The Grad School, North Cloisters, Wilkins Building
University College London Gower Street London WC1E 68T

Tel: +44 (0)20 76727844 Fax +44 (0)20 7670 7043

ethics@udl.ac.uk
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Appendix 9. Screening Questionnaire for study four

WOMEN’S HEALTH QUESTIONNAIRE

This questionnaire is about bodily changes women over the age of 30 may be
experiencing and what they think about them.

Some of the bodily changes we are interested in refer to the female reproductive
system. To make it clear what parts of the female reproductive system we are refemring
to, we have included a picture on the next page for you to look at.

You should only participate if you want to. Choosing not to take part will not
disadvantage you in any way. You may withdraw from participation at any time without
having to give a reason.

If there is anything you are not sure about or is there is any more information you
require before you decide to take part, please ask one of the research team who will be
happy to answer your questions. If you have any questions in the future, the
researcher's contact details are at the end of this questionnaire. Completion of the
questionnaire will be taken as your consent to participate.

All data will be collected and stored in accordance with the Data Protection Act 1998
and this study has been approved by the UCL Research Ethics Committee (project
number: 2734/001).

This questionnaire should take no longer than 5-10 minutes to complete.

344



FEMALE REPRODUCTIVE SYSTEM
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1. In the past three months, have you experienced any of the following? Please answer all
questions - tick 'YES' for each bodily change you have experienced or ‘NO’ if you have not

experienced the bodily change. If you are not sure or the item doesn’t apply to you, please

tick ‘NO'.

a) Heavier/longer periods (than what is normal for you)

b) Vaginal bleeding hetween periods

c) Vaginal bleeding during/after sex

d) Vaginal bleeding after the menopause

e) Vaginal discharge that smells unpleasant or is blood stained

f) Increased wind or constipation (more than is normal for you)

g) Increased abdominal (tummy) size that does not go away (including bloating)
h) Pain in the abdomen (tummy), lower back or pelvis that does not go away

i) Pain or discomfort during sex

i) ltching, pain or soreness of your vulva

k) Growth, lump, sore or ulcer on the skin of your vulva

1) Increased need to empty your bladder (more often or more urgently than
is normal for you)

m) Changes in your bowel habit (e.g. constipation or diarrhoea)

n) Difficuity eating or feeling full quickly

YES NO

O
O

O EEl O RSN O EEN O SN O gES O gEn O
O puisi O EEi (1 NS [ EEm [ BE (1 mE O

If you answered ‘YES' to any of the items above, please continue with the questionnaire.

If you answered ‘NO’ to ALL of the items above, please hand the questionnaire back to

the researcher. The researcher will offer you the opportunity to place your details on our
panel of participants who are interested in taking part in future studies. Thank you for

your time.
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2. For each bodily change you experienced, can you tell us (as far as you remember) how

often you experienced this in the last three months?

Please only complete the items which you have experienced.

a) Heavier/longer periods (than what is normal for
you)

b) Vaginal bleeding between periods
c) Vaginal bleeding during/afier sex
d) Vaginal bleeding after the menopause

e) Vaginal discharge that smells unpleasant or is
blood stained

f) Increased wind or constipation (more than is
normal for you)

g) Increased abdominal (tummy) size that does
not go away (including bloating)

h) Pain in the abdomen (fummy), lower back or
pelvis that does not go away

i) Pain or discomfort during sex

1) Itching, pain or soreness of your vulva

k) Growth, lump, sore or ulcer on the skin of your
vulva

1) Increased need to empty your bladder (more
often or more urgently than is normal for you)

m) Changes in your bowel habit (e.g. constipation
or diarrhoea)

n) Difficulty eating or feeling full quickly

ONCE OR SEVERAL ALL THE

TWICE
O

O g (] sy (] sy (]

O O pEn O Wi

TIMES

O

O puai O] sy O mal

OpEe O EEN O BE

TIME
O

O pesi (1 sy O sl ]

OREE O EER O BE
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Please tell us whether you have sought advice from a health care professional (GP, nurse,

hospital emergency department, or pharmacist) about your bodily change or not.

If you did something else or sought advice elsewhere, other than the healthcare

professionals listed, please tick ‘didn’t seek advice’. Please leave blank any bodily changes

that do not apply to you.

a)
b)
c)
d)

e)

a)

h)

n)

Heavier/longer periods (than what is normal for you)
Vaginal bleeding between periods

Vaginal bleeding during/after sex

Vaginal bleeding after the menopause

Vaginal discharge that smells unpleasant or is blood stained

Increased wind or constipation (more than is normal for you)

Increased abdominal (tummy) size that does not go away
(including bloating)

Pain in the abdomen (tummy), lower back or pelvis that does
not go away

Pain or discomfort during sex
ltching, pain or soreness of your vulva

Growth, lump, sore or ulcer on the skin of your vulva

Increased need to empty your bladder (more often or more
urgently
than is normal for you)

m) Changes in your bowel habit (e.g. constipation or diarrhoea)

Difficulty eating or feeling full quickly

SOUGHT
ADVICE

O

I (] BN (] EEiE O

O pEN O SN O

O gEl

DIDN'T
SEEK
ADVICE

O

I [ BN (] §EiE (]

O pE O SR O

O gEl
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ABOUT YOU

What is your current age?

YEARS

Which of these best describes your ethnic group?

O white British O white and Black Caribbean
= White Irish O White and Black African
[ Any other white background O white and Asian
[ Any other mixed background
O indian [0 Black Caribbean
O Pakistani [ Black African
[0 Bangladeshi [0 Any other Black background
[0 Any other Asian background
O chinese
O Any other ethnic background not mentioned above
What is your marital status?
1 single/never married ] Divorced
[0 Married/living with partner 0 Widowed

[l Married separated from spouse

O  civil partnership

What is the highest level of education qualification you have obtained?

[J Degree or higher degree

O degree level

[ A-levels or Highers

[J] ONC/BTEC

Higher education qualification below

] O Level or GCSE equivalent (Grade A-C)
] O Level or GCSE (Grade D-G)

] No formal qualifications

O other

Are you currently:
[0 Employed full-time
[0 Employed part-time
[0 Unemployed
[0 Self-employed

O Ful-time homemaker
O Retired

O Student

O Disabled or too ill to work
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Does your household own a car or van?

O No
] Yes, one
] Yes, more than one

Please tick the box which best describes your living arrangement:

] own outright [J Rent privately
] own with mortgage ] Squatting
] Rent from Local Authority/Housing Association ] Other (e.q. living with family/friends)

Are you registered with a GP (doctor)?

O Yes 0 No
Please tick the income bracket which best describes your household income (include any
benefits or other sources of income you may receive)

[] Less than £5,000 per year [J £30,000 - £39,999 per year

] £5,000 - £9,999 per year [J £40,000 - £49,999 per year

[0 £10,000 - £19,999 per year [0 £50,000 - £59,999 per year

[ £20,000 - £29,999 per year [J £60,000 or more per year

[0 Do not wish to answer

Have you ever been diagnosed with a serious illness?

[ Yes (please specify O No
[0 Do not wish to answer
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Thank you for your time!

Please remember that we will not be able to pass on any information to your GP, nurse
or any other health professional.

If you are worried about any bodily changes we have talked about in this questionnaire,
or if you have any bodily changes that are persistent (don't go away), please see your
GP, visit www.nhsdirect.nhs.uk or call NHS Direct on 0845 46 47. They will be happy to
talk to you and will expect you to call if you are worried.

If you want to see a copy of the report or if you have any questions about this
questionnaire, please contact (contact details below) for more
information:

Email: «
Tel: |
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Appendix 10. Online recruitment advert for study four

Are you interested in women’s health research?

If so, we are looking for women over the age of 30 to complete a five
minute, confidential online survey about their current health.

The survey is for a research study at University College London about
women’s health and responses to changes in their bodies. We would like to
invite some of the women who complete the survey to take part in further,
paid research. Details of this will be provided during the survey.

If you would like to participate, please enter the following link into your
internet browser. This will take you straight to the survey.

https://www.surveymonkey.com/s/BSL8HX8

Questions? Please contact the researcher:
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Appendix 11. Email text used for recruitment for study four

Good morning,

My name is Emma Low and | am a PhD student at University College London (UCL). | am currently looking for women aged 30 years and
over to participate in some research and was wondering whether | would be able to contact women through your organisation.

I'm interested in looking at the attributions women make to changes in their bodies and what action, if any, they take in response to
these bodily changes In order to explore this, | would like women over the age of thirty to complete a short questionnaire (which they
can do in person or online). it shouldn't take more than 5-10 minutes at most.

The initial questionnaires are anonymous.

From these questionnaires, | would then like to offer women the opportunity to participate in an interview. Only if they are interested in
participating in an interview would | ask for contact details. Women who are interested in completing an interview and who do so, will
be given £10 to reimburse them for their time.

if you think that you might be interested, | have a more information about the study, which | will happily send to you.

Our study would ensure confidentiality to all participants and it has been approved by an ethics board within our university. Again, I'm
happy to provide more information on this if you would be interested.

| do hope that this may be of interest to your organisation and ook forward to hearing from you.

Kindest regards
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Appendix 12. Topic guide for interviews in study four

Women'’s beliefs, attributions and responses to bodily changes
Topic guide

o

o

INTRODUCTION

* Introduce self and make clear not from medical background (therefore unable to advise medically)
* Thank participant for attending
e Explain study:

Interested in finding out a bit more about women’s thoughts, beliefs and behaviours in
response to one of the bodily changes in the questionnaire (remind women about the
bodily changes)

Wanted to talk to women who have had one of the bodily changes

[SHOW LAMINATED SHEET WITH BODILY CHANGES LISTED]

e Brief outline of interview:

Thoughts about bodily change. Advice been sought from any one or anywhere.
Shouldn't last any longer than an hour

[CONSENT FORM, CONFIDENTIALITY, INTERVIEW TAPE RECORDED, PARTICIPANT
PAYMENT FORM, ANY QUESTIONS]

NOTE: if participant uses term ‘symptom’, interview may continue to use this term.

BODILY CHANGE EXPERIENCES AND BELIEFS

« Show list of bodily changes and ask which participant has had in past three months

* Currently experiencing bodily change?

» When did bodily change start? Or when last without bodily change? [Explore each change
separately]

« How long bodily change lasted for or longest period they lasted when experienced (persistency)
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« How often bodily change experienced (every day? Once?) Did this change? Why? At what point?

Feelings about this?

« |f persistent — has it been constant? Or does it come and go?

« Did it interfere with your life? How much did it impact on your life? In what way?
* Did the severity/impact change? Why? When? Feelings about this?
* Levels of concemn about bodily change & what about the bedily change was concerning. Did this

change? Why? At what point? Feelings about this?

* Perception of what bodily change may be due to? (more than one idea about cause?) Did this

change? Why? At what point? Influences?

BODILY CHANGE BEHAVIOURS

* Sought advice about bodily change from anywhere or anyone?

o]

o

What you did?
Advice from who/where? Family/friendsfinternet/GP etc

[IF SOUGHT ADVICE FROM SOMEWHERE OTHER THAN HCP/ DIDN'T SEEK ADVICE]

(=]

]

o

Where?
What prompted looking for advice/other course of action considered, used?
What was advice?
Did you think about seeking help from a HCP?
Did you think you needed to seek help?
* |f not, why?
= |f yes, why didn’t you seek help? Perception of bodily change cause changed?
Advice from another source changed decision? Bodily change itself changed
(severity/frequency) Any other influences?

[IF DIDN’T SEEK ADVICE]

o

=]

Did you think about seeking help from a HCP?
Did you think you needed to seek help?
= |f not, why?
= |fyes, why didn't you seek help? Perception of bodily change cause changed?
Advice from another source changed decision? Bodily change itself changed
(severity/frequency) Any other influences?

355




o What influenced decision not to seek medical help?

* Do anything else about bedily change? Self-medication?

[IF SOUGHT HELP FROM HCP]

* What was advice?
« What was it about the bodily change that made you seek help? What aspects of the bodily change
did you notice the most?
« What was it about the bodily change that bothered you the most? (severity/frequency/
persistency?)
* Anything else influence your decision to go to HCP?
o What triggered the decision to go?
« Do you recall the time periods involved in the decision to seek help?
o How long in days/weeks it took to decide that what you were experiencing was a bodily
change which required medical help?
o How long in days/weeks it took to decide to seek help?
o How long in days/weeks it took to make an appointment?
* Qutcome of seeking medical advice?
o Diagnosis? Wait & see? Come back if persists/worsens?

o Treatment?
* Overall experience after visiting GP/HCP?

o Feelings/thoughts about the decision

o Feelingsfthoughts about the appointment (HCP helpful? Listened? Understanding?)

o Confident talking to HCP (why? Intelligent? Family member in medicine?)

o HCP response to bodily change

o Thoughts on influences on HCP response to bodily change? Gender/ethnicity? SES
influences?

What do you think would happen if you sought help?

Do you feel able to seek heip? Why not?

Is there something else you felt was more appropriate?

What other things might have influenced your decision?

What would have had to change about the bodily change to make you want to or
seek help?

If diagnosis, what was it?
Thoughts about diagnosis? (explore reasons for thoughts)
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MEDICAL BACKGROUND
Note: Remind participant that they do not have to answer any questions which may make them feel

uncomfortable

CLOSING THE INTERVIEW

o In hindsight, would you handle appointment differently? More insistent? Research hefore
appointment? Why?

Any other conditions/illnesses?
Worried about / feel at risk of developing any other ilinesses? Why? (because of family/lifestyle
etc)

How did you find the interview?

Were there any important issues for you that haven’t been raised here? Or is there anything else
you would like to talk about?

Explain to participant that if they are worried about anything we have talked about, they should
contact their GP or NHS Direct (provide copy of debrief sheet with NHS Direct contact information
and researcher contact information)

Explain to participant that if they wish to see the results of the study, they may contact the
researcher’s, who will provide this once published. They may aiso contact the researcher if they
have any concerns or questions about the study

Reassure about confidentiality and that the recording will be deleted after being transcribed (and
participants cannot be identified from recording)
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Appendix 13. Initial coding frame for study four

CHART 1. PARTICIPANT INFORMATION

Study ID number

1. Age

2. Ethnicity

3. Socioeconomic status (high, mid or low)

4. Symptoms experienced

S. Symptom severity

6. Symptom frequency

7. Symptom duration

8. Other medical conditions (either myself or someone close)

APPRAISAL INTERVAL

CHART 2. DETECTION OF BODILY CHANGE

Identifier

1. Prompts to symptom detection

2. Bodily change fits into 'normal life’

3. Symptom detection is overridden by other distractions

CHART 3. SYMPTOM ATTRIBUTIONS
Identifier

1. Existing condition/illness/disease/surgery/injury
2. Just me, always had it or natural causes
3. Hereditary or genetic

4. Contraception or medication

S. Don't know or nothing

6. Possibly iliness

7. Thrush

8. Age or aging related

9. Emotional causes

10. Environment

11. Something | have done or am doing

12. Influences on attributions

CHART 4. SELF-MANAGEMENT BEHAVIOURS
ldentifier

1. Barriers to self-management

2. Non-medical self-management

3. Outcomes of self-management

4. Over-the-counter medications

APPRAISAL AND HELP-SEEKING INTERVALS

CHART 5. SYMPTOM EXPERIENCE
Identifier

1. Experiencing symptom currently
2. Feelings about symptoms

3. Symptom impact on life

4. Symptoms linked

5. Symptom resolves itself

CHART 6. SELF-MANAGEMENT BEHAVIOURS
Identifier

1. Barriers to self-management

2. Non-medical self-management

3. Outcomes of self-management

4. Over-the-counter medications

CHART 7. FEEL AT RISK OF

Identifier

1. Another iliness, condition or disease
2. Cancer

3. None

4. STDs or STis

CHART 8. GENERAL HEALTH BEHAVIOURS & BELIEFS
Identifier

1. Healthy person

2. Knowledge

3. Not worried, a complainer or prone to hypochondria

4. Prefer non-medical interventions/distrusting of medicines
5. Worried about health generally

6. Body as a whole

CHART 9. RESPONSES TO SYMPTOMS

Identifier

1. Lay or non-specific sources

2. Self-management, learn to live with it or ignore it
3. Monitor the symptom

4 Saw a HCP

5. Saw a non-medical professional

HELP-SEEKING INTERVAL

CHART 10. HELP-SEEKING
Identifier

1. Barriers to help-seeking

2. Influences on help-seeking
3. Feelings about seeking help
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