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Abstract
In Ireland, 1 in 4 women over 50 do not attend cervical screening
(CervicalCheck Report, 2017a). The aim in this dissertation is to understand
the cervical screening behaviours of women over 50. Located within the
interpretive paradigm, the methodological approach adopted in this
qualitative study is constructivist grounded theory.
The aim of the study was not to generate generalisable findings but to
develop a theory in a limited context (the west of Ireland), of a limited
phenomenon (cervical screening behaviour in women over 50 years of age).
Data collection involved 74 in-depth semi-structured interviews with 32
participants, representing various ethnic and social groups of the Irish
population, which included women who are up to date with screening (n =
16), women who are not up to date (n = 11), and those who have never had a
cervical screening test1 (n = 5).
This study provides a theory of ‘Spiralling Vulnerabilities’, which
illuminates our understanding of the cervical screening behaviours of
women over 50 years. Underpinning the theory is a process of how women
make the decision to attend cervical screening, conceptualised as selfpositioning process, and describes women’s Overcoming Resistance.
The key findings reported that all participants engaged in a self-positioning
process to decide if they were ‘at risk’ of developing cervical cancer or
suffering psychological distress. They also emphasised the important role of
‘nudges’ to help prompt attendance among those who engaged in cervical
screening. Participants who never engaged in the cervical screening
programme needed improvements in the service to overcome their
resistance towards cervical screening; Offering HPV self-testing was a
turning point for women who seemed entrenched in their decision not to

1

During the timeframe of the study, a cervical screening test was known as a smear test or
cytology test. In March 2020, following the introduction of primary HPV testing,
terminology changed to a cervical screening test.

iii

attend for a cervical screening test. The contextual and social possibilities of
resistance to cervical screening drew attention to the role the Church and
Irish society in the 1960s and 1970s that caused Irish-born participants to
struggle with their sexual selves.
In May 2018, while conducting the 18th interview, the cervical screening
scandal 2 occurred in Ireland. This allowed exploration of the cervical
screening scandal on participants’ cervical screening behaviour. As a result
of the cervical screening scandal, participants distrusted CervicalCheck.
Unrealistic expectations of the sensitivity of cytology testing caused feelings
of loss of trust in all Health Service Executive (HSE) services and
healthcare professionals, and participants became increasingly cynical about
the culture of paternalism and the history of cover-up in Irish women’s
healthcare.
These findings have informed implications for practice and further research
for healthcare professionals and policymakers in CervicalCheck and
considerations for healthcare professionals in the space of women’s
healthcare.

2

The events surrounding what became known as the ‘cervical screening scandal’ is
explored in detail in Chapter 3
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Chapter One – Introduction
1.1 Introduction
Screening is defined as the presumptive identification of
unrecognised disease in an apparently healthy,
asymptomatic population by means of tests, examinations
or other procedures that can be applied rapidly and easily
to the target population. Screening is a process – one that
begins with invitation to participate and ends with
treatment for appropriately identified individuals (World
Health Organisation, 2019).
Screening is a systematic procedure to detect a target disease in an early presymptomatic phase of disease (Krauth, 2008). The principle of screening as
a tool was first identified by the World Health Organization (WHO) in 1968
(Wilson, Jungner and WHO, 1968) for the prevention of chronic noncommunicable disease and by the Council of Europe (Council of Europe,
1994). The European Union recommends that breast, cervical and colorectal
cancer screening should be offered within an organised quality assured
programme (Lynge, 2012).
The aim of screening is to reduce disease-specific morbidity and mortality
by utilising appropriate early interventions, thereby decreasing the incidence
of cancer (WHO, 2019). The huge personal and societal burden of cancer
has driven the development and implementation of comprehensive
interventions to decrease the burden of the disease (Brown, Lipscomb and
Snyder, 2001).
In the last 20 years, Ireland has introduced a number of screening
programmes including BreastCheck in 2000, CervicalCheck in 2008 and
BowelScreen in 2012. For the purpose of this dissertation, cervical
screening is the focus. In Ireland CervicalCheck have reduced the number of
women who developed cervical cancer by 7% year-on-year between 20102015, and over 100,000 cases of abnormal cervical cells have been detected
and treated (CervicalCheck, 2017). It is well documented that cervical
screening can save lives, decrease morbidity, expand quality of life and
deliver reassurance to individuals about their health (Arbyn et al., 2010;
1

Sasieni, Castañón and Beer, 2013; Castañón et al., 2014; WHO, 2019;
Arbyn et al., 2019).

1.2 Cervical cancer incidence
Cervical cancer is the fourth most common cancer in women worldwide,
with an estimated 570,000 new cases in 2018 representing 6.6% of all
female cancers (WHO, 2019). It is estimated that nearly 85% of the global
burden occurs in low income regions such as eastern Africa, Melanesia and
southern and middle Africa (ENCR, 2016). Mortality from cervical cancer
has reduced in high income countries as a result of the introduction of
cytology tests, the implementation of cervical screening programmes and
the introduction of primary prevention through vaccination against human
papillomavirus (HPV) infection (WHO, 2019; Arbyn et al., 2019; Hall et al.,
2019). In Europe, cervical cancer is the sixth most common cancer in
females, representing 58,000 women who were diagnosed with cervical
cancer (European Network of Cancer Register, ENCR, 2016). The estimated
European age-standardised rate (EASR) of cervical cancer is 11.3 per
100,000 (ENCR, 2016). Romania recorded the highest rate (34 per 100,000
EASR), with the lowest rate recorded in Switzerland (4.2 per 100,000
EASR) (ENCR, 2016). Williams, Carter, and Rychetnik (2014) postulate
that the discrepancy in rates is due to differences in population screening
coverage, longer screening intervals and poorer quality assurance standards.
In Ireland, cervical cancer is the fifth most common cancer in women,
excluding non-melanoma skin cancer (National Cancer Registry Ireland,
NCRI, 2017a). The EASR incidence of cervical cancer is 15.1 per 100,000
in Ireland (ENCR, 2016). According to the CervicalCheck Programme
Report 2016–2017 (CervicalCheck, 2017a), accounting for 2015–2016
statistics, almost 300 women are diagnosed with invasive cervical cancer
and almost 90 women die from the disease each year.
There are two types of cervical cancer: squamous cell carcinoma,
accounting for 80% of cases; and adenocarcinoma, which accounts for the
remaining 20%. The latter is a more aggressive type of cancer associated
with a poorer prognosis (Colombo et al., 2012). Almost all cervical cancers
2

are caused by persistent infection by specific high-risk types of HPV
(Walboomers et al., 1999; Chua and Hjerpe, 1997). HPV is a DNA virus,
which may produce histological pre-cancerous abnormalities in the cells.
HPV is sexually transmitted, and infections are very common, with the
incidence of genital HPV infections peaking between 18 and 30 years of age
(Smith and Travis, 2011; De Sanjosé et al., 2007). Eighty per cent of
sexually active adults have been infected with one or more genital HPV
strains at one time or another, with 1% of women developing cervical
cancer (Bosch et al., 2002; Schiffman et al., 2007). HPV infections are
asymptomatic and transient, and are often cleared naturally without
treatment (Schiffman et al., 2007). Castellsagué (2008) states that more than
90% of people clear the infection spontaneously.
Studies have shown that smoking (Vaccarella et al, 2008; Minkoff et al,
2004), long-term use of oral contraceptives (Appleby et al, 2007; Moreno et
al, 2002), immunosuppression (Dennya et al, 2012) and sexually transmitted
infections (Simonetti et al, 2009; Silins et al, 2005) can increase the risk of
persistent HPV infection which can lead to the development of High Grade
precancerous cells known as High Grade Squamous Intraepithelial Lesion
(HSIL). HSIL typically grows laterally around the circumference of the
transformation zone taking many years to decades before invasion, which is
why secondary prevention is very successful. The typical timeline of the
natural history of cervical cancer is HPV acquisition in adolescence and
early adulthood, the peak of HSIL around 25–30 years, and the peak of
cancer from 45–60 years (Gustafsson, 1989).
All sexually active women are at risk of HPV infection and subsequent
development of a cervical abnormality (Arbyn et al., 2019). High-risk HPV
(HR HPV) is present in almost all invasive cervical carcinomas, with HR
HPV types 16 and 18 implicated in over 70% of cervical cancer cases
(Bosch et al., 2002; Arbyn et al., 2019). Cervical cancer develops following
a prolonged asymptomatic pre-cancerous stage with cellular abnormalities
(carcinoma in situ); this time interval provides ample opportunity to detect
and treat if needed. If pre-cancerous cells are not removed, the persistent

3

infection can cause cellular abnormalities leading to cervical cancer
(Castellsagué, 2008). Pre-cancerous cells do not produce any symptoms to
alert women that they need treatment, in contrast to cervical cancer cells that
may cause post-coital or irregular bleeding. Notably, cervical screening is
the only cancer screening with a primary aim of detecting pre-cancerous
cells, thereby preventing the development of invasive cervical cancer. This
can spare women from having to undergo surgery, chemotherapy or
radiotherapy. In contrast, the primary aim of breast and bowel screening is
the detection of early cancer while it is more treatable (Arbyn et al., 2019).

1.3 Cervical cancer prevention
Organised cervical screening programmes deliver greater equity and access
for all women and more efficient use of resources within the most
appropriate time frame, which is in direct contrast to opportunistic testing
where ad hoc cervical screening is offered. (Chrysostomou et al., 2018;
Miles et al., 2004). Research studies have found that organised programmes
are more effective than opportunistic screening programmes in preventing
cervical cancer (Austoker, 1994; Madlensky et al, 2003). In Ireland, prior to
the implementation of the organised cervical screening programme,
opportunistic screening was offered to women attending general
practitioners, post-natal examinations, family planning, and self-referral to
community clinics for a fee. A report by the Department of Health Cervical
Screening Committee (1996) concluded it was not possible to identify
cervical screening coverage or target vulnerable groups without an age/sex
register and call/recall facilities (DOH, 2006).
There are two approaches to preventing cervical cancer: primary prevention
through vaccination against HPV infection and secondary prevention
through effective screening and treatment programmes. Castle et Maza
(2016) asserts that countries that implemented HPV vaccination before 2010
have already experienced decreases in population prevalence of HPV
infection and related anogenital diseases in women and via herd protection
in heterosexual men.

4

In September 2010, a quadrivalent vaccination against HPV 6, 11, 16 and
18 was introduced and administered to first-year girls aged 12 to 13 years in
second level schools (Dee and Howell, 2009). A catch-up programme
targeting sixth-year girls aged between 16 and 18 years was also run from
2011 to 2014. HPV 6 and 11 are associated with anogenital warts, while
70% of squamous cell carcinomas are attributed to HPV 16 and 18 (Clifford
et al., 2006). In Ireland, 64.1% of girls in secondary level schools were
considered to have completed a two dose course (Health Protection
Surveillance Centre {HPSC}, 2019). A nine-valent HPV vaccine was
extended to boys (who are HPV carriers) in September 2019 after the Health
Information and Quality Authority (HIQA) completed a Health Technology
Assessment (HTA) which recommended HR HPV immunisation for boys to
provide direct protection against HPV-related disease.

In relation to secondary prevention, HPV testing was recently introduced as
a primary screening test in Ireland (CervicalCheck, 2020). Abnormal
cytology and HPV test results can be monitored and treated in specialised
units called colposcopy clinics to prevent the development of invasive
cancer (Burger et al., 2014). Nationally, there are 15 strategically placed
colposcopy clinics in Ireland. According to the British Society for
Colposcopy and Cervical Pathology (BSCCP, 2016), the gold standard for
the investigation and diagnosis of abnormal primary screening and triage
tests is the histological examination of biopsies obtained in a colposcopy
clinic. Depending on the surface area of the abnormality, age and fertility
status, a large loop excision of the transformation zone (LLETZ) or cold
coagulation or needle cone biopsy is carried out by a specially trained
Colposcopist (BSCCP, 2016). In 2012, CervicalCheck introduced HR HPV
testing following LLETZ treatment in colposcopy (also known as ‘test of
cure’); then in 2015, HR HPV testing was introduced when low-grade
cytological abnormalities are detected, referred to as ‘HPV Triage’. The
early detection and treatment of women with screen-detected abnormalities
is essential in reducing the mortality and morbidity associated with cervical
screening (Arbyn et al., 2019).
5

1.4 CervicalCheck, the Irish Cervical Screening Programme
CervicalCheck, the Irish National Cervical Screening Programme, evolved
from the Irish Cervical Screening Programme (ICSP) once the eight-year
pilot was completed. In 2007, the Strategy for Cancer Control in Ireland
(2006) recommended amalgamating CervicalCheck and BreastCheck under
the auspices of the National Screening Service Board (NSSB). In 2014, the
NSSB was renamed the National Screening Service (NSS).
CervicalCheck offers free cervical screening to women aged 25 to 60: every
three years for women aged 25 to 44 and every five years for women aged
45 to 60. The recommendations from the International Agency for Research
on Cancer (IARC, 2005 propose cervical screening every three years from
25 to 49 and every five years for women over 50 in high income countries.
The International Agency for Research on Cancer (IARC, 2005) proposes
not to initiate screening prior to 25 because of the low incidence of cervical
cancer in this age group. The current recommendations from the American
Congress of Obstetricians and Gynaecologists and the American Cancer
Society are that screening should be stopped at 65 in the presence of
negative screening tests and no history of high-grade changes in the
previous 10 years (Saslow et al., 2012). In Ireland, cervical cancer screening
is recommended in women from 25 to 60 (CervicalCheck, 2017a), whereas
in England the screening age limit is 65 (NHS, 2017).
CervicalCheck extracts demographic details of all women living in Ireland
aged 25 from the Department of Social Protection or when a woman
registers for a screening test and implements a call–recall-based invitation
system. It is concurrently linked to the national HPV vaccination
programme, which holds data on the HPV vaccination records of women
eligible for CervicalCheck. This programme is in its infancy compared with
programmes in other European countries. Finland and Iceland have
implemented organised screening since 1963/64 (Williams, Carter, and
Rychetnik, 2014), while Denmark and the UK established organised
cervical screening in the 1980s (Anttila et al., 2009; Arbyn et al., 2010).
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Numerous research studies (Van der Aa et al., 2008; Arbyn et al., 2019)
have concluded that the introduction of an organised screening programme
has reduced the incidence and mortality of cervical cancer in European
countries such as England, Finland, Italy and the Netherlands. The IARC
(2008) advocates that quality assurance needs to be in place at all levels of
service delivery, with organised evaluation monitoring effectiveness over
time.

1.5 Primary cervical screening test
Cytology is the microscopic examination of cells (Ali, 2017). A cervical
cytology sample is a sample of cells from the outside of the cervix that
allows detection of pre-cancerous abnormalities. This procedure involves
the insertion of a speculum into the woman’s vagina to open up the cavity to
permit the scraping of the cervix with a brush to collect a sample of cervical
cells. The sample then undergoes cytological testing to identify whether a
CIN lesion is present and, if so, how far the lesion has penetrated into the
surface layer of the cervix.
When choosing a test for cervical screening, it is desirable to have a test that
is both sensitive and specific; however, in practical terms, this is often
impossible to achieve. Currently, the primary test for cervical screening in
Ireland is

Liquid-Based Cytology (LBC),

which detects

cellular

(cytological) abnormalities (Moosa et al., 2014). A diagnostic test is
measured by its sensitivity and specificity. Sensitivity refers to the ability of
a screening test to identify a positive test result (Lalkhen and McCluskey,
2008). The higher the sensitivity of a test the fewer women will receive a
false negative result. False negative test results lead to potentially missed
opportunities to treat pre-cancerous cells or detect early cervical cancer
(Petry et al., 2003). The specificity of a test refers to the ability of the test to
correctly identify those who do not have the disease (Lalkhen and
McCluskey, 2008). A false positive result will cause an unnecessary
colposcopy examination, causing undue stress and anxiety. Therefore, a test
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with a high specificity will mean fewer women having a false positive
result.
The sensitivity of cervical screening tests is not 100% therefore an interval
cancer may develop. An interval cancer is a cancer which develops between
a negative screening test and the next scheduled screening test appointment
(Health

Information

and

Quality

Authority

HIQA,

2019.

Since

CervicalCheck’s inception, there have been developments to improve
efficiency and implement evidence-based practice. There is very strong
evidence that women with negative HR HPV tests are at extremely low risk
of cervical intraepithelial neoplasia (CIN) and cervical cancer (Verguts et
al., 2006; Kitchener et al., 2008). Negative HR HPV and normal cytology
tests have a 99% negative predictive value (Nobbenhuis, 2001). As a result,
researchers evaluated the sensitivity and specificity of HPV testing and
found it a very useful tool to evaluate effectiveness of treatment, and
surveillance can be targeted towards at-risk women (Coupe et al., 2007; Van
Rosmalen, de Kok and van Ballegooijen, 2012).
Despite the publication by Sasieni and Cuzick outlining an algorithm for
primary HPV testing in 2002 and numerous randomised controlled trials
(Naucler et al., 2007; Mayrand et al., 2007; Ronco et al., 2008; Kitchener et
al., 2009; Leinonen et al., 2012; Arbyn et al., 2012) demonstrating that HR
HPV testing is more sensitive than a cytology test, 10 years later, primary
HR HPV testing will be introduced in Ireland in March 2020 (Cervical,
2020). HR HPV testing is also easier to automate and centralise, facilitating
faster turnaround and quality assurance (El-Zein, Richardson and Franco,
2016). In 2017, Cochrane published a systematic review comparing the
traditional cytology test with the newer HR HPV test. The review included
40 studies with a total of 140,000 women and concluded that if 20 women
out of 1,000 women had precancerous changes, HPV testing would
correctly identify 18 of these women and cervical screening alone would
only identify 15 of these women (Koliopoulos et al., 2017). However, the
specificity of HR HPV testing is lower than cytology tests. This would mean
an increase in false positive results, leading to increased referral to
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colposcopy services (Koliopoulos et al., 2017). As a result, women who test
positive have an earlier recall and have cytology test (CervicalCheck, 2020).
In 2017, CervicalCheck requested that HIQA conduct a health technology
assessment (HTA) of HR HPV testing as the primary screening method for
prevention of cervical cancer (HIQA, 2017). Following a detailed review,
HIQA deemed the introduction of primary HR HPV testing as both
clinically efficient and cost-effective. This is in keeping with other highincome countries such as Australia, Italy, the Netherlands, New Zealand,
Sweden and the UK. HPV testing has also been implemented following
LLETZ treatment in colposcopy (also known as ‘test of cure’); and when
low-grade cytological abnormalities are detected, referred to as ‘HPV
Triage’.

1.6 Cervical screening coverage
Coverage is defined as the proportion of the target population that has
engaged in screening within a specific period, and directly correlates to the
effectiveness

of

a

screening

programme

(CervicalCheck,

2014).

CervicalCheck’s objective is to obtain 80% population coverage or more
during a five-year period (CervicalCheck, 2016).
However, this is a real problem, even in countries with long-established
screening programmes. In England, the cervical screening programme was
introduced in 1988 and the cervical screening coverage has fallen to a 20year low at just 72% (NHS Digital, 2017). The Netherlands started in 1996
and their coverage is 60% (The Dutch National Institute for Public Health
and the Environment, RIVM, 2017). England, Australia, Canada, Sweden,
Norway, France, Denmark and Italy have all documented that young
women, particularly 25- to 30-year-olds, are the poorest attendees (Lancucki
et al., 2010; Waller et al., 2011; NHS Digital, 2017).
Conversely, this is not a problem in Ireland, where 25- to 29-year-olds have
an 82% coverage rate compared with 72.2% of women in the 50- to 60year-old group (CervicalCheck, 2017b). Overall, CervicalCheck reports a
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high five-year coverage area of 79.7% in the period 2015/2016
(CervicalCheck Report, 2017b).
However, on examining the population coverage for women in Ireland over
50 years of age, it is evident that more than 1 in 4 women in this age group
do not attend cervical screening (CervicalCheck Report, 2017c). Similarly,
in England there has been a gradual decline in attendance in the over 50s
since 2010 (NHS Digital, 2017; O’Connor, 2014), where coverage in
women aged 50 to 64 has decreased from 80% in 2010/2011 to 76.2% in
2017/2018 (NHS Digital, 2017). This was also noted in both Wales and
Scotland (NHS, 2017).
The peak age for diagnosis of cervical cancer is currently between 25 and 29
years (Cancer Research UK, 2018).

HPV vaccination will change the

epidemiology of cervical cancer and by 2036–2040 the peak age of a
cervical cancer diagnosis is expected to shift from late 20s to late 50s
(Castañón et al., 2018) . For women in the pre-HPV vaccine cohort (i.e.
those born before 1997 in Ireland), participation in cervical screening is
their predominant means of preventing cervical cancer and inadequate
screening participation at age 50–64 years has been identified as a
significant risk factor for cervical cancer for women in their 60s and 70s
(Castañón et al., 2014). According to Cancer Research UK (2019), the peak
mortality rate for cervical cancer occurs between 85 and 89 years of age.
Therefore, it is extremely important that women engage with the cervical
screening programme, as this will reduce their risk of developing cervical
cancer and its associated mortality and morbidity (Castañón et al., 2014;
Castañón et al., 2018; Castañón et al., 2019).

1.7 Factors affecting coverage
The National Cancer Registry Ireland (NCRI, 2017b) states that increasing
population density, unemployment and lower education attainment are
relative risks for cervical cancer. The National Cancer Registry Ireland and
Northern Ireland Cancer Registry atlas (1995–2007) highlights areas around
Dublin, along Wexford’s east coast and into the midlands as the highest
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relative risk areas for cervical cancer, and Mayo and Donegal as the lowest
(NCRI, 2011). NCRI data correlated from 2008 to 2012 demonstrate that
higher rates were also noted in urban than rural populations (NCRI, 2017b).
In Ireland, information on deprivation index (Small Area Health Research
Unit, SAHRU) is available for 93% of cervical cancers from 1994 to 2012
(NCRI, 2016). These data demonstrated that the rate of cervical cancer is
twice as high in the most deprived areas as it is in the least deprived areas.
This correlation is recognised globally (Faggiano et al., 1997). Additionally,
numerous research studies (Webb et al., 2004; Downs, Smith, and Scarinci,
2008; Moser, 2009) have reported that socio-economic disparities in the
uptake of screening have been noted in women from lower socio-economic
groups and ethnic minority groups. Douglas (2016) asserts that there are
biological and psychosocial reasons that link socio-economic status and
health; equitable access to health care and variation in health behaviours.
There is socioeconomic variation in high-risk HPV status, with women of
lower socioeconomic status being more likely to be high-risk HPV positive
(Hawes et al., 2010; Mercer et al., 2013). This is due to early age at first
sexual intercourse, number of sexual partners which contribute to persistent
high grade HPV infection. There are higher rates of smoking among lower
socio-economic groups which also is a risk factor for cervical cancer
(Hiscock et al., 2012). Therefore, lower socio-economic group would be an
important group to include in this study.

1.8 Women over 50 years are a high-risk group
Castañón et al. (2014) conducted a population-based case control study in
the UK to examine cervical screening in women aged 50–64 and the risk of
developing cervical cancer in women aged 65–83. This study used audit
data of women aged 65–83 diagnosed with cervical cancer between April
2007 and March 2012 (n = 1341) were randomly selected from the
population register as an age-matched control (n = 2646). Conditional
logistic regression was used to establish the relationship between screening
history and risk of cervical cancer.
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Castañón et al. (2014) predicts that women are six times more likely to
develop cervical cancer if not screened between the ages of 50 and 64. If
adequately screened, screening protection was greatest from 65 to 69 years
and decreased progressively since their last normal cytology test. This study
demonstrates that stopping cervical screening at age 55 would result in
twice the incidence of cervical cancer compared with exiting the screening
programme at 65. The study concludes that cervical screening should
continue to at least 60 years of age and not beyond 69 in women with
adequate negative screening.
Furthermore, Castañón et al. (2018) conducted a data modelling study to
predict the incidence of cervical cancer in each five-year age group up to
2040. Data were retrieved from incidence trends between 2012 and 2017, as
well as observable data from an individual level using generalised linear
model and micro stimulation of observable disease state. The study found
that as a result of the introduction of HPV vaccination for women born after
1991, the peak age of cancer diagnosis will change from the 25–29 age
group to the 55–59 age group in the period 2036–2040. Castañón et al.
(2018) recommended that intense focus needs to be placed on increasing the
attendance of unvaccinated women. Worryingly, a proportion of women
complete screening in Ireland aged only 56 (CervicalCheck, 2015).
CervicalCheck plans to increase the screening age to 65 in March 2020
when introducing primary HPV testing (Cervical, 2020).
HIQA (2017) completed a health technology assessment (HTA) to evaluate
the clinical and cost-effectiveness of increasing the exit age to 65 years
using HPV testing as a primary test. The assessment concluded that
although not cost effective, it was recommended to increase the exit age to
65 years due to its clinical effectiveness. HIQA (2017) recommended that a
specific target campaign to encourage women of this age to attend needs to
happen to increase screening in this at risk group.
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1.9 Rationale for conducting this study
Cervical cancer is one of the most preventable cancers and the goal of
eliminating cervical cancer in Ireland through primary and secondary
prevention could soon be achieved (HIQA, 2017). The HPV vaccination is
expected to significantly reduce the incidence of cervical cancer in the
vaccinated population, which will change the epidemiology of cervical
cancer (HIQA, 2017). Castañón et al. (2019) state that the peak age of
cervical cancer diagnosis will shift to the pre-HPV vaccination cohort,
which means the peak age group for cervical cancer diagnosis will be older
women.
The success of a cervical screening programme depends in part on
maximising participation in screening. In countries with long-established
cervical screening programmes, it is noted that the majority of cervical
cancers occur in women who do not participate in regular screening, and
mortality is highest in unscreened populations (Musselwhite et al., 2016;
Lam et al., 2018; Marlow et al, 2019; Castañón et al., 2019). Thus,
switching to primary HPV screening is not expected to lead to a substantial
reduction in cervical cancer rates unless participation in screening can be
improved.
Cervical cancer poses a health concern for older women despite the
presence of an organised screening programme. In response, CervicalCheck
is planning to increase the screening age to 65 when HPV testing is
introduced as the primary screening test in Ireland (CervicalCheck, 2020).
However, because of their lower attendance levels, research is needed to
understand women’s cervical screening behaviour in this high-risk group.
Within the Irish and international literature, there is a paucity of studies
focusing on older women’s cervical screening behaviour. It is evident that
cervical screening in older women is effective in dramatically reducing the
incidence of cervical cancer (Castañón et al., 2014; Castañón et al., 2018;
Castañón, Rebolj and Sasieni, 2019).
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1.10 Positioning the researcher – a reflexive account
Clarke (2005) advocates that researchers adopting a constructivist grounded
theory (referred to as CGT hereinafter)3 must acknowledge their standpoints
and personal experiences, suppositions and biases related to the topic of
interest at the outset of the research experiences. Reflexivity assumes a
fundamental position in feminist research (King, 1994). Dowling (2006,
p13) argues that “reflexivity is vital in feminist research as the researcher
identifies with the women she is researching and must therefore constantly
be aware of how her values, beliefs and perceptions are influencing the
research process”. According to Speziale, Streubert and Carpenter (2011),
exploring values and beliefs creates a level of self-awareness and nurtures
consciousness of the research study. Keane (2015) highlights the importance
of stating your positionality prior to conducting the research study, and the
need to interrogate your personal history and biography, addressing sociodemographic and ethnicity beliefs.
Therefore, a critical autobiographical reflection (written in January 2017)
acknowledging my feelings and preconceptions in relation to my own
cervical screening behaviours and the world around me is outlined below.
I was brought up in the 1980s, a middle child with two brothers in what I
consider to be a working class family. Both my parents are from long
generations of Catholics, but despite our weekly trip to mass, religion was
not mentioned or practised during the week. I went to a Catholic school and
was taught by really kind nuns. I had a very happy childhood where religion
was not something I thought about but something that I accepted as normal.
My parents never had a chance to go to college and because it was
something that was denied to them, education was very important in our
house and I was brought up knowing it would be expected that I would go to
college and get a ‘proper’ qualification. My parents worked long hours to
provide me with an opportunity to attend college, any grinds I asked for in
my Leaving Certificate year were never refused, all in the pursuit of getting

3

Constructivist Grounded Theory will be explained in Chapter 4
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a ‘good’ Leaving Cert. I never wanted to be a nurse. It was a profession my
father thought would suit me, and back in the 1990s he referred to it as a
‘good pensionable job’. I was offered but deferred a place on a ‘Bachelor of
Science Degree’ and entered the nursing profession at 17 years of age. To
be truthful, for the first year I really did not think I wanted to become a
nurse and did not enjoy any of my clinical placements. In second year, we
had to do specialist placements, and like a bolt of lightning I was
immediately drawn to women’s health. I knew I wanted to specialise in this
area and, almost immediately after qualifying as a nurse, I studied
midwifery. I loved the course and being a midwife and worked in all areas
of the maternity department. I was aware that I did not have any general
nursing experience, so I asked my manager if I could move to the
gynaecology ward. I stayed for three years. During that time, I cared for
women experiencing miscarriages and routine post-operative care,
oncology patients and palliative care patients. I found caring for palliative
care patients very challenging and upsetting, and became drawn to areas
that focused on preventative health; I wanted a change from looking after
women who were dying from cancer, to trying to help prevent it. When
CervicalCheck became operational in Ireland in 2008, an opportunity arose
in a nearby hospital to apply for a manager’s position in colposcopy. I was
delighted when I was offered the post and started working as a CNM 2, and
jumped at the possibility of becoming a clinical nurse specialist three years
later.
I have always tried to engage in healthy behaviours; I had my first cytology
test at 23. At the time, we had no cervical screening programme in Ireland
and I had to pay €50. To me, this was a no-brainer and I really could not
understand why women did not avail of this potentially life-saving test. I
continued having cytology tests and paying €50 until CervicalCheck was
implemented. During my childhood, I associated the GP with being sick. I
never remembered my parents having bloods done or engaging in any
preventative health appointments, but maybe that was not what people did
in the 1990s. It was in my early 20s that I realised the importance of
preventative health. Looking back, it was obviously my nursing/midwifery
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education that influenced my decision-making. I remember telling my
mother that I had had my first cytology test and she seemed shocked, as she
had never had one. She felt that she was not at risk of getting cervical
cancer and would be embarrassed going to her male family doctor for it. It
took seven years of badgering to persuade my mother to have a cytology
test, and it was only when the practice nurse offered it as part of the
National Cervical Screening programme that she decided to have it done.
Throughout my career, I always engaged in further education: I completed
a Masters in Women’s Health in 2006 and a Post-Graduate Higher
Diploma in Education in 2008, when I also became a nurse tutor. I had
always wanted to do a PhD but did not pursue a career as a lecturer. I
wanted to stay in the clinical environment, so when the opportunity arose to
do a structured PhD, which would allow me to work full-time and study, I
decided to do it. I remember at the start of the programme I wanted to
explore women’s understanding of HPV testing. At the time, HPV testing
had just been introduced in colposcopy and I thought this would be of real
benefit to our practice. Then I realised there was an abundance of research
done on that topic in many countries and questioned whether the research
findings would be any different in Ireland. It was then that I assisted in the
diagnosis and care of two women – one aged 52 and the other 57 – with
advanced cervical cancer and a history of never having attending cervical
screening. They both had children, so I expect they had been offered
cervical screening but did not avail of it. Sadly, both women died less than
six months after their diagnoses. It was unusual that two women were
diagnosed with advanced cancer within two weeks in our unit. I checked
what the cervical screening coverage of women over 50 in Ireland and other
European countries was, and was shocked to see that Ireland had the lowest
coverage, and coverage was declining in England, Wales and Scotland. I
had always attended CervicalCheck study days, but this was never
highlighted prior to 2014. Women over 26 in Ireland will not have received
the HPV vaccine and will rely on screening to reduce their risk of
developing cervical cancer; therefore, screening coverage will be extremely
important. This was my ‘Aha’ moment; I wanted to understand why women
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over 50 have the lowest screening coverage. What makes them different
from younger women who attend for screening? Also, I wanted women over
50 to identify what recruitment strategies could work for their age group

1.11 Aim of Study
There have been no research studies conducted to understand older
women’s cervical screening behaviour within organised screening
programmes in Ireland, and only a handful published internationally offer
some insight. The aim of this study was to develop a theoretical
understanding of the cervical screening behaviour of women over 50. I
wanted to construct a theory to understand women’s cervical screening
behaviour by exploring, in a participatory fashion, their understandings and
experiences of perceptions and attitudes towards cervical screening.
Therefore, a CGT research methodology was adopted to understand the
cervical behaviour of women over 50. It is evident that women over 50 are
an ‘at risk’ group for developing cancer and will not have benefited from
HPV vaccination. The most essential component in preventing cervical
cancer is screening attendance. As Ireland will soon be implementing HPV
testing and raising the exit age of screening to 65 years (HSE, 2018a),
further investigation is warranted to understand the cervical screening
behaviours of women over 50.

1.11 Layout of thesis
Chapter One provides a background and context to the prevalence of
cervical cancer and the importance of the quality assured screening tests
which are used in organised screening programmes. It highlights the
screening coverage in both Ireland and the UK, which provides a rationale
for this study. It also provides an autobiographic component which
acknowledges my viewpoints and personal experiences in the area of
cervical screening.
Chapter Two explores the literature relating to women’s cervical screening
behaviour, their attitudes to smear taking, HPV testing and HPV self-testing,
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both in Ireland and internationally, which highlights a dearth of studies
exploring cervical screening behaviours in women over 50.
Chapter Three provides details of the CervicalCheck scandal that occurred
in Ireland in May 2018. This chapter gives a time context to a public
revelation and outcry in Ireland. This occurred during the third round of data
collection, after the 18th interview was conducted, and is included to provide
an insight into the world in which the data were located.
Chapter Four provides an overview of the study’s philosophical
underpinnings. A CTG research methodology was used. Several versions of
grounded theory (referred to as GT hereinafter) are discussed, including the
variations between each, before providing a rationale for adopting a
constructivist approach. The key characteristics of GT methodology are
outlined, including coding, the constant comparison approach, memoing and
theoretical sampling.
Chapter Five provides an overview of the practical issues of conducting
research, including gaining access to the research site and liaising with
gatekeepers, details of data collection, fieldwork and the analysis procedure.
In addition, an overview of my personal experience of doing CGT as a
researcher is included.
Chapter Six presents a prologue to the findings chapters and a conceptual
overview of CGT. This chapter introduces the core category of Spiralling
Vulnerabilities which weaves throughout the study, and sets the scene for
the subsequent findings chapters by examining women’s cervical screening
behaviours in relation to the sub-categories and how this affects their
participation and behaviour within the cervical screening programme.
Chapters Seven, Eight and Nine present the findings of the study. Each
chapter focuses on one sub-category and is grounded in the voices of the
participants to illuminate patterns that emerged in the data.
Chapter Seven discusses the sub-category Overcoming Resistance, which
describes how women engaged in the self-positioning process, to identify
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whether they were more at risk of developing cervical cancer or of suffering
from psychological distress during cervical screening. Women also
highlighted various strategies that may help women over 50 to engage with
cervical screening.
Chapter Eight discusses the sub-category of Struggling with the Sexual Self.
Women recalled their past, which was immersed in the teachings of
Catholicism, and permeated their adult lives. They experienced Catholic
guilt when thinking about their sexuality or sexual pleasure. Irish-born
participants adopted various distancing techniques to self-protect and avoid
feelings of shame, embarrassment and vulnerability in dealing with the
sexual self.
Chapter Nine explores Escalating Distrust, which was a consequence of the
sea change in women’s attitudes after the cervical screening scandal. As a
result of the lack of open disclosure of audit results to affected women and
women’s recognition of the fallibility of cervical screening, the immediate
response of women to the cervical screening scandal was a feeling of loss of
trust. This caused a cascade of distrust not only with CervicalCheck but with
all HSE services.
In Chapter Ten, the findings are critically discussed and interrogated using
the extant relevant literature and theory, while Chapter Eleven concludes the
study, presenting an evaluation of the research, the implications for practice,
the limitations of the study and recommendations for future research.
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Chapter Two – Literature Review
2.1 Introduction
This literature review explores the literature that exists in relation to cervical
screening behaviours of women over 50 and highlights gaps in current
knowledge that this GT study aims to address. An extensive search of
literature4 from January 1980 to March 2019 was conducted in April 2019
using five databases. A combination of subject headings and keywords
(Tables 1, 2 and 3)5 was used to search five databases, CINAHL, PubMed,
PsycINFO, British Nursing Index and SocINDEX. Data were also retrieved
from various cervical screening reports. An extensive collection of primary
research exists around cervical screening behaviours, focusing on the
barriers and motivations toward cervical screening. After this advanced
search6 (Table 4), an inclusion and exclusion criteria were developed as a
result of the connections of different descriptions within the literature.
Studies striving to understand women’s cervical screening behaviours have
been conducted in many countries that have organised cervical screening
programmes. These countries include England, Sweden, the Netherlands,
Norway, Denmark, Finland, and Australia (White, 1995; Savage and Clarke,
1998; Armstrong, 2007; Oscarsson, Wijma and Benzein, 2008; Marlow,
Wardle and Waller, 2015; Leinonen et al., 2017).
As mentioned previously, there is a dearth of research focusing on the
cervical screening behaviours of women over 50. Hope et al. (2017)
attempted a systematic review to assess if psycho-social influences impact
older women’s decision to attend cervical screening. This was not possible
because of the lack of research studies focusing primarily on women over

4

A search strategy was designed which identified research studies conducted in countries
that had an organised cervical screening programme .See Appendices I, II, III IV, V and VI
5
See Tables 1, 2, 3 & 4 in Appendix I Literature review search page 276
6
See Table 5. Eligibility criteria for Inclusion and Exclusion Criteria page 284
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50. Hope et al. (2017) conducted a literature review of all studies that
focused on psycho-social influences which captured a wider population and
stratified findings by age groups. The review highlighted the need for
research to focus on the perceptions and motivations of women over 50 in
order to reduce barriers and create awareness of cervical screening. The
literature review presented in this chapter will provide in-depth critique of
studies conducted in Ireland and pertinent recent international studies
focusing on cervical screening behaviours, including cytology testing, the
introduction of HPV testing as a primary test and HPV self-testing.

2.2 The Literature review in Grounded Theory studies
The tradition of most research methods requires a literature review prior to
beginning data collection (Dunne, 2011). However, this is a controversial
issue within GT (Dunne, 2011; Thornberg, 2012; Charmaz, 2014). The
original work of Glaser and Strauss (1967) and the further development of
Glaser’s classical GT (Glaser, 1978; 1998; 2001; 2005) argues that reading
the literature may introduce bias, impeding the discovery of categories that
are relevant and fit the research findings. The fear is that researchers may
force pre-existing concepts and theories to fit into what is previously found,
rather than allowing theoretical concepts to emerge from the participants
and the data (Glaser and Strauss, 1967; Glaser and Holton, 2004; Glaser and
Holton, 2007). Glaser (1998) promotes synthesising the literature when the
theory materialises subsequent to data analysis.
Nonetheless, a plethora of research studies were reviewed prior to
commencing the study. Thornberg (2012) believes that researchers need to
engage with the literature prior to undertaking a research proposal and
obtaining ethical approval to provide justification for a research topic, and I
already worked as a clinical nurse specialist in a colposcopy unit and had
engaged in continuing professional development which required being up to
date with cervical screening reports and Irish and international research
studies. Charmaz, Thornberg and Keane (2017), Charmaz (2014) and
Thornberg (2012) believe that delaying the literature review is highly
problematic. Schreiber (2001) argues that researchers cannot unlearn what is
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previously known and that delaying a literature review may force potential
researchers to pretend to be ‘theoretical virgins’ (Clarke, 2005 p. 13).
Thornberg (2012) questions how researchers could conduct studies in their
own areas of speciality without being immersed in previous research
studies. Furthermore, both Lempert (2007) and Thornberg (2012) state that
researchers may think their findings are new even though this could simply
be a reflection of poor knowledge of previous literature. Thornberg (2012)
advocates that researchers take advantage of previous research learn from
other researcher’s mistakes and not reinvent the wheel. Charmaz (2008,
2014) advocates that constructivist grounded theorists need to critically
engage with literature rather than working from assumptions of being tabula
rasa. Dey (1993, p. 63) distinguishes ‘between an open mind and an empty
head’. Thornberg (2012) refers to adopting an informed GT approach to
produce a theory which is grounded in data while being informed by
previous literature and theoretical frameworks.
In light of these opinions, a literature review was undertaken to inform the
study’s proposal phase in 2016. This provided evidence for the originality of
the research and a rationale for the study when applying for ethical
approval. The literature review was updated to include more recent studies
in April 2019 and undertaken after the findings of the study were written up.
Charmaz (2014) asserts that undertaking a literature review should not
compromise a GT approach, provided the researcher endeavours to be openminded, is reflexive during data collection and analysis, and follows the
steps of the constant comparison GT approach. In this literature review, the
framework of critique developed by Polit and Hungler guided the critical
critique of seminal research studies (Polit and Beck, 2010) exploring
women’s cervical screening behaviour both in Ireland and internationally.
No GT studies have been conducted on understanding the cervical screening
behaviour of women in countries that have an organised screening
programme. Two qualitative research studies have been conducted
exploring the cervical screening behaviour of women over 50 years in New
Zealand (White, 1995) and the UK (Marlow et al., 2019).
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Numerous authors have stated that Irish women have a unique cultural
background of shame and embarrassment towards sex and reproductive
health (Balfe & Brugha, 2011; Inglis, 2005; Kuhling & Keohane, 2007).
The Catholic Church7 was extremely powerful and influenced virtually all
aspects of Irish social, cultural and political life, informing Irish social
policy especially in areas of sexuality, reproduction and family life (Inglis,
1998). This affected women’s health and sex education and caused it to be
sensitive and secretive conversation topics (Inglis, 2005). Wiley (1996)
states that older Irish women were significantly less likely to have received
adequate sex education than younger women. Intercourse between
unmarried people was socially unacceptable (Inglis, 2002), so unmarried
women who sought reproductive health care, including cervical screening,
would have risked societal reproach.

In Ireland, no studies have been conducted focusing on the cervical
screening behaviours of women over 50 years. Since the introduction of the
Irish Cervical Screening Programme (ICSP), there has been a dearth of
research focusing on women’s cervical screening behaviour in relation to
cytology and HPV testing. In the first section, two Irish studies that
evaluated the pilot ICSP in 2004 and 2006 have been included. Although
conducted over 13 years ago, they provided the best available understanding
of the cultural context of Irish cervical screening behaviours. Also included
in the review are international studies exploring older women’s
understanding of cervical screening behaviour. These international research
studies are from wider populations where specific analysis by age is
stratified and interpretations around age can be drawn. These were included
because no research specifically focusing on women over 50 was found.

7

Refer to 10.2.1 to read about the Catholic Church in Ireland from the early 20th century
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2.3 Cervical screening behaviour in Ireland
Bowe (2004) conducted a cross sectional qualitative evaluation including
participants in the first phase of the ICSP8. The aim of the evaluation was to
outline improvements and identify any operational gaps that might impede
the roll-out of the Cervical Screening Programme nationally. One hundred
and forty research recruitment letters were posted with invitation letters
inviting women to have a free smear as part of the first phase of the cervical
screening programme. Quota sampling methods were also used to access
women who were in the target population but have not yet been contacted
by the programme (i.e. approaching women on the street and asking them to
participate in an interview). A total of 117 women aged between 25 and 60
participated in telephone interviews, yielding a 73% response rate. Of the
sample, 23% were aged 50 to 60. Women were then invited to participate in
focus groups (n = 5) to explore issues and themes that had arisen during the
telephone interviews. Interviews were also conducted with staff in a
colposcopy unit and with 5 smear takers to explore issues and themes
relevant to women. Data were analysed using thematic analysis and were
not stratified by age groups.

The findings of the study demonstrated that most of the women across all
age groups welcomed an organised screening programme and were
delighted to be offered cervical screening free of charge. However, women
identified significant psychological barriers to cervical screening, describing
fear and anxiety about having a speculum examination. They also identified
barriers such as unsuitable appointment times or male smear takers. Women
were unhappy that the turnaround time for results was six weeks.
Women over 50 were not satisfied with the 5-year screening intervals, and
described being worried that they could develop an interval cancer.9 Women

8

The Irish Cervical Screening Programme (ICSP) began with a regional development in the
Midwest in October 2000. Once an 8-year pilot was completed, the National Cervical
Screening Programme, CervicalCheck, was rolled out nationally.
9
An interval cancer is a cancer which develops between a negative screening test and the
next scheduled screening test appointment (Health Information and Quality Authority
(HIQA), 2017).
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wanted more information about cervical cancer risks and how to access
smear takers that were not their General Practitioner (GP). Only one-third of
women remembered receiving a leaflet with their cervical screening
invitation. This research study was conducted prior to the national roll-out
of the Cervical Screening Programme and highlighted recommendations to
improve operational gaps that could impede the roll-out of the National
Cervical Screening Programme. As the Cervical screening programme has
been implemented 12 years ago, it is important to explore whether similar
issues remain a concern for women today.
Walsh (2006) conducted a prospective study including participants in the
first phase of the ICSP to examine the predictors of attendance and
engagement in the screening programme prior to the roll-out of the National
Cervical Screening Programme. Three-thousand invitations were sent to
women inviting them to attend for a free smear test and participate in the
study. A questionnaire was included with the invitation letter. Logistic
regression was used to analyse the data. T-tests examined the univariate
relationship between ages, perception of health and the theory of planned
behaviour variables. The findings demonstrated that the majority of women
had a positive attitude toward cervical screening and valued the reassurance
of a normal test result. The key barriers to cervical screening reported across
all age groups were a male smear taker, work commitments and unsuitable
appointment times.
Twenty-nine per cent of women believed that a smear test detects infection,
with 21% believing it screens for sexually transmitted infections (STIs).
Seventy-eight per cent of the women believed that the purpose of a cervical
screening was to detect cervical cancer. The majority of women
participating in Walsh (2006) did not realise the smear test was a screening
tool. Thirty-seven per cent of women reported that they felt they did not
have sufficient information about cervical screening, even though a wide
variety of sources were available. Over 70% of women received information
from their GP, 19% from a newspaper, 16% from a friend, 10% from a
practice nurse, 9% from the radio, 8% from the television, 7% from family,
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and 6% from the internet. But it was not clear what alternative sources of
information were required. Women over 45 were significantly more likely
to attend for a cervical screening than younger age groups and were worried
about developing an interval cancer during the five-year screening interval.
This is the only study in Ireland to examine the complex multidimensional
predictors of attendance and engagement in the screening programme prior
to the roll-out of the National Cervical Screening Programme. A limitation
of this study includes a questionnaire response rate of 41%, 28% of
responders had attended a smear test while only 10% were non-attenders.

O’Connor et al. (2014) explored the role of GPs in motivating or influencing
cervical screening in Ireland. Focus group interviews (n=10) were
conducted in both urban and rural areas, and in areas with different sociodemographic profiles. Women were recruited using newspaper fliers and
ads and posters at general practices, primary care centres and Well Woman
clinics. A total of 59 women were recruited, 24% of whom were over 50.
Thematic analysis of the data informed content for subsequent focus groups.
Women noted that GPs can both positively and negatively affect their
decision to attend cervical screening. This highlighted the influential role
GPs had in promoting smear taking; their attitude towards the woman and a
relationship based on trust was shown to have a positive effect on women’s
cervical screening behaviour. Women who felt uncomfortable talking to the
GP felt embarrassed and were anxious about attending for a smear test.
Women’s perceptions of a smear test being of personal benefit to them,
combined with it being convenient to attend, were the strongest motivating
factors for attendance. A limitation in this study is that data were collected
in 2007, a year prior to the commencement of the cervical screening
programme. Therefore, the findings relate to time when free screening was
not available to all women.
The ICSP conducted a review of its pilot programme in 2004 and 2006, and
O’Connor (2014) explored how the role of the GP impacted attendance. The
ICSP review and the studies conducted by O’Connor all highlighted that
some women experienced psycho-social and physical barriers in relation to
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cervical screening and that GPs can both positively and negatively affect a
woman’s decision to attend cervical screening. Given that the National
Cervical Screening Programme has now been in existence for over 10 years,
an exploration of women’s cervical screening behaviour is required.
Furthermore, the age profile ranged from 25 to 60, and it is not always
possible to isolate findings for specific age ranges, highlighting a need to
explore the cervical screening behaviour of women over 50 in Ireland
currently.

2.4 Cervical screening behaviour internationally
White (1995) conducted a qualitative study to explore older women’s
attitudes to cervical screening (in New Zealand) prior to the introduction of
HPV testing. Older women were categorised as 45 and older, as it is at this
point that screening is offered at a 5-yearly interval. Nine women (between
the ages of 45 and 70; seven were over 50) participated in one-to-one
interviews. Women were recruited from GPs if they had either declined or
delayed having regular smear tests. Data were recorded, transcribed and
thematically analysed.

The findings

highlighted that the women

misunderstood the purpose of cervical screening. Most women thought that
cervical screening was a method of detecting cancer rather than preventing
cancer. The fear of finding a cancer was a deterrent for most women.
Women were sceptical of the medical profession equating cancer with pain
and death, and reported hospitals as frightening places; they also worried
about the cost of medical care. Several women felt that by having a smear
test they were taking the doctor’s valuable time away from patients who
were really sick.
The findings identified that many women viewed the test as more
appropriate for younger women and linked its relevance to sexual activity.
Many older women said they did not attend cervical screening because they
were not sexually active or had had the same partner for many years and
therefore deemed themselves low risk. It is worth noting that this is a small
study conducted in New Zealand nearly 25 years ago; the transferability of
findings may not be relevant to the Irish population and in light of the
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passage of time. However, it provides an interesting insight into how older
women within this study viewed cervical screening.
On foot of the falling cervical screening coverage of all ages in the UK,
Waller et al. (2011) conducted a qualitative study in London exploring the
effect of age difference on reasons for non-attendance in the cervical
screening programme. Participants were recruited via the UK Clinical
Research Network, the Greater London Primary Care Research Network,
and contacts of the research team. Women who had never attended for
screening, or were irregular attenders, were recruited through a market
research recruitment database to take part in focus groups. Participants were
recruited and screened for eligibility by the Saros company which
maintained the database via email or phone.

One-to-one interviews and focus groups were used to gather data with
professionals (n = 12) and women (n = 46) who had either never attended
for a smear test or did not attend regularly. The majority of the women were
from the 25 to 30 age group, with only 2 over 50 years. A thematic
framework was developed and associations within the data for possible
differences of barriers between age groups and reasons for such differences
were explored. Numerous age-related patterns emerged. The findings noted
that if GPs were financially incentivised to have high screening coverage
they reminded women to attend cervical screening, which had a positive
effect on women’s cervical screening behaviour. Women over 50 who were
not sexually active perceived their risk of cervical cancer as low, which is
one of the reasons they cited as why they did not attend for a smear test.
Across all age groups, women reported feelings of embarrassment, unease
with their own bodies and fear of pain during the procedure rather than
difficulties with appointment time. The findings also noted that women over
50 who never attended cervical screening had made an active decision not to
attend in the future, as they felt embarrassed about their bodies and seemed
entrenched in their decision. All the fieldwork was carried out in urban
areas, and the women who took part either lived or worked in London. More
work is needed to investigate barriers to attendance among young women in
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suburban and rural areas. There is also an urgent need to develop innovative
methods to recruit women from socially deprived and other ‘hard to reach’
groups whose reasons for nonattendance may be different from those in this
study, and who are likely to be at greatest risk of cervical cancer. This is an
interesting finding that needs to be explored within an Irish context.

On completion of data collection and analysis, a relevant regional UK study
was published (Marlow et al. 2019). This study recruited 6 focus groups (n
= 36) (women participating were from Ethnic native n = 4, Sylheti n = 1,
and Arabic n = 1) to assess the barriers to cervical screening among older
women in hard-to-reach groups. Hard-to-reach women included women
from lower socio-economic backgrounds and ethnic minority backgrounds.
Thematic analysis was used and revealed three themes. The findings noted
that older women had poor knowledge of cervical cancer and its risk factors.
Some of the women mentioned that sexual intercourse was a risk factor for
cancer and believed it was from having ‘too much sex’ or ‘sex at a young
age’. As a result, women thought that a cervical cancer diagnosis would
bring shame to them and to their families.
A number of barriers to attending cervical screening were also identified:
physical discomfort and expectation of discomfort, embarrassment, and fear
of a male smear taker. Women underestimated their perception of risk for
developing cervical cancer, believing that they would know if something
was wrong. Five out of six focus groups of women reported having a past
negative experience during cervical screening which scared them and put
them off re-attending. Most of the women described the GP or practice
nurse as the most influential person to encourage/discourage cervical
screening attendance. Of note, on embarking on my study, I was interested
to see if my findings would relate to hard-to-reach women in the Irish
context.
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2.5 Cervical screening behaviour in relation to HPV testing –
an Irish perspective
As HPV is an STI, screening for cervical cancer may be perceived as a
consequence of promiscuity and can have negative connotations (Pitts and
Clarke, 2002; Dieng et al., 2013). As HPV testing will be introduced in
Ireland for primary screening in the near future (HSE, 2018a), it is
important to explore how this may impact older women’s intentions to
attend for screening from an Irish perspective.
A qualitative study conducted in Ireland by O’Connor et al. (2014) explored
emotional responses and predictors to negative reactions among women
undergoing HPV testing as part of triage for low grade abnormalities and
test of cure follow-up after treatment. Participants were recruited from a
colposcopy clinic in Dublin. Two hundred women who had recently had a
HPV test were invited to participate in the study. Women were stratified by
the test result being HPV positive or negative and a return reply slip was
sent for contacting the research team if the women were interested in taking
part. Twenty-seven one-to-one interviews were conducted in women’s own
homes. Only two of the 27 women were over 50 years of age, the majority
being 30 to 49. Data collection and analysis was an iterative process,
allowing for themes that arose during the interviews to inform subsequent
interviews. Thematic analysis using a framework approach was used to
identify themes. The main findings of the study highlighted that many
women did not experience an emotional reaction to their HPV result. Only
nine women reported an emotional response to HPV testing that was either
positive or negative. A positive reaction was expressed by feeling relief,
happiness or reassurance, whereas negative reactions included feeling
ashamed, stigmatised, embarrassed, regretful and anxious.
Negative reactions related to HPV infection being an STI rather than to
HPV testing. Low levels of knowledge about HPV infection and awareness
of its prevalence contributed to women having an adverse reaction to HPV
testing. This is the only qualitative study conducted in Ireland involving
women who have had a HPV test. Only 2 of the women were aged over 50,
highlighting a need to explore how the cervical screening behaviour of
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women in this older age bracket will be affected by the introduction of HPV
testing.
In 2018, O’Connor et al. (2018) conducted a large national survey study
exploring the socio-economic variations in anticipated reactions to testing
HPV positive and their implications for introducing primary HPV-based
cervical screening in Ireland. A postal questionnaire was sent to a large
sample of 5553 women aged between 20 and 64. The sample was obtained
from the patient database of 20 general practices across Ireland and 3
Dublin-based Well Woman Clinics. There was a 62% response rate, with
40% of the sample being 50 to 64 years old. The postal questionnaire was
developed from focus group discussions within studies O’Connor had
previously conducted (McRae et al., 2014; O’Connor et al., 2014).
Multivariate linear regression was used to determine which variables were
associated with higher anticipated shame, anxiety, stigma and worry. Stata
(version 15) was used for analysis. The findings of this study noted that
women with lower levels of education and those not in paid employment,
younger, unmarried or co-habiting were at risk of having adverse emotional
responses to testing HPV positive. Women who identified themselves as
Catholic had higher levels of shame, anxiety, stigma and worry compared
with women who identified themselves as having no religion.
However, it needs to be remembered that data were collected in 2010. At
that time, the cervical screening programme had been implemented for 2
years and the HPV vaccination programme had just been implemented (in
2010). In 2018, knowledge levels and emotional reactions to HPV infection
and HPV vaccination may be very different, as Cullen (2019) postulates that
there has been miscommunication about the HPV vaccine which has
influenced the Irish population’s attitudes and beliefs. The R.E.G.R.E.T
campaign 10 was very active in social media, spreading unproven and
emotion-laden messages directly to mothers of teenagers, and creating

10

R.E.G.R.E.T stands for Reactions and Effects of Gardasil Resulting in Extreme Trauma.
R.E.G.R.E.T. claimed that hundreds of girls suffered from chronic ill-health after receiving
the Gardasil vaccine, and testimonies are available on http://www.regret.ie/victims_2.html
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negative expectations about the consequences of the vaccine (Ní Aodha,
2018). This information has been spread on Twitter and Facebook and in
newspapers, generating huge distrust in the safety of the HPV vaccine,
reflected in the plummeting of the coverage rate of the vaccine from a high
of 87% in 2010 to 50% in 2016 (Buggy, 2018).

2.6 Cervical screening behaviour in relation to HPV testing –
an international perspective
Internationally, there are no research studies focusing on older women’s
understanding of HPV infection and their behaviours in relation to HPV
testing. Numerous research studies have been conducted including all age
groups of women. Prior to the introduction of HPV testing as part of the
cervical screening programme in England, Hendry et al. (2012) conducted a
systematic review to synthesise qualitative and quantitative evidence of
women’s information needs, views and preferences regarding HPV testing,
in order to inform educational materials to promote informed choice.
Twelve electronic databases were searched and two reviewers independently
screened papers. Qualitative studies (n=11) and surveys (n=7) were
appraised using a quality checklist and summarised using framework
methods and narrative synthesis methods. In some of the studies, women
were aware of the results of their cytology and HPV test at the time of
interview; in other studies, they were asked hypothetically about how they
would feel about having HPV infection.
The findings of these studies within the review highlighted that women had
overwhelmingly negative concerns regarding HPV diagnoses. Overall,
knowledge about HPV infection was poor and women struggled to interpret
the limited information received in the context of their existing knowledge
about STIs and cervical cancer. Women associated HPV with STI, which
impacted on relationships and provoked fear of stigmatisation. Several
studies included in this systematic review (Pitts and Clarke, 2002; McRae et
al., 2004; Dieng et al., 2013) found that women who associate HPV testing
with sexual activity – especially those in long-term monogamous
relationships – experienced guilt, stigma and shame if the results were
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reported positive. Specific ethnic and religious groups (South Asian,
Hispanic and Roman Catholic) associated HPV with infidelity and immoral
behaviour, which can lead to emotions such as shame, stigma and
embarrassment (McCaffery et al., 2003; McCaffery et al., 2006). Similarly
studies conducted in counties that are pre-dominantly catholic like Italy
(Saulle et al., 2014), and South America (Allen et al., 2014) have also
suggested religious beliefs may influence cancer screening behaviors. In
2016, 78.3% of the Irish population identified themselves as Catholic (CSO,
2016). As the majority of women over 50 in Ireland are Catholic, this is
relevant to explore within an Irish context.

2.7 Cervical screening behaviour in relation to HPV selftesting – an Irish perspective
HPV self-testing is a new technology that has been developed to offer an
option for women to self-collect vaginal samples in the comfort of their own
homes, allowing a greater sense of autonomy (Gupta et al., 2018). Research
studies have found that HPV self-testing is innovative, promising, and
effective alternative to the traditional cervical screening (Arbyn et al., 2014;
Catarino et al., 2015) offering a less intrusive procedure and increasing
screening rates in previously under-screened women (Sultana et al, 2014;
Wikström et al., 2007). Conversely, research studies have also highlighted
that women have concerns over the reliability of the HPV self-test, the
validity of the results, the material used as well as the participant’s ability to
do the swab correctly, and the fear of getting hurt or of missing something
(Fargnoli et al., 2015; Chrysostomou et al., 2018). In the Netherlands, this
has been introduced as part of the cervical screening programme for nonattendees, and it is currently piloting in some NHS Trusts in England (Pike,
2019). To date, no Irish research studies have assessed how HPV selftesting might affect Irish cervical screening uptake.

2.8 Women’s cervical screening behaviour in relation to HPV
self-testing – an international perspective
Studies conducted in the Netherlands (Gök et al., 2010; Gök et al., 2012),
the UK (Szarewski et al., 2011), France (Haguenoer et al., 2014) and
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Norway (Enerly et al., 2016) found that offering HPV self-testing improves
participation of women who did not previously attend cervical screening.
Furthermore, studies have found that women have a high acceptance of the
test and a positive attitude toward HPV self-testing (Wikström, Stenwal and
Wallander, 2007; Huynh, Howard and Lytwyn, 2010; Igidbashian et al.,
2011; Zehbe et al., 2011).
In the UK, Freeman et al. (2018) conducted a regional qualitative study
focusing on the acceptability of non-speculum clinician sampling in women
over 50 years, using 4 focus groups (n = 32) and one-to-one interviews (n =
6). HPV self-testing involved a clinician using a high vaginal swab. This
self-test was described and an example sampler was shown prior to the
focus group and one-to-one interview.
Data were analysed using a framework analysis. The findings highlighted
women who were up to date with cervical screening worried about the
accuracy of the HPV self-test and expressed doubt regarding their ability to
do the test, even if they described having increased painful experiences with
having a speculum examination. Women who were not up to date or had
never been screened welcomed the option to be screened without a
speculum. Given that only three of the women participating in this study had
never had a cervical screening test, further investigation is warranted to
ascertain if women who have never engaged in cervical screening would use
HPV self-testing. Further investigation within an Irish context is needed to
assess if women would be willing to use this tool and to consider how it
should be offered if implemented within the Irish screening programme.

2.9 Conclusion
There have only been two research studies that primarily focused on
understanding the cervical screening behaviours of women over 50. White
(1995) conducted a small study in New Zealand and Marlow et al. (2019) in
the UK. Most of the research studies (Waller et al., 2009; Walsh, 2006;
O’Connor et al., 2014) exploring women’s cervical screening behaviour
included all ages and did not differentiate between younger and older
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women, reflecting a paucity of information on how to improve screening
coverage within the high-risk group of women over 50.
From reviewing the literature in 2017 and again in March 2019, it is clear
that there is a gap in knowledge in terms of understanding older women’s
cervical screening behaviour. As previously discussed, cervical screening in
older women is effective in dramatically reducing the incidence of cervical
cancer (Castañón et al., 2014, 2018; Castañón, Rebolj and Sasieni, 2019).
Therefore, an exploration of women’s barriers and motivators may increase
cervical screening within this age group, which is both timely and
necessary.
In May 2018, news emerged that an Irish woman, Vicky Phelen, was
awarded €2.5million from a court action against a United States cervical
screening laboratory. It transpired that she had received a false negative
cytology test result and now had advanced cervical cancer. The next chapter
offers a summary of what happened in Ireland and describes what became
known as the ‘Cervical Screening Scandal’.
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Chapter Three – Cervical Screening Scandal
3.1 Introduction
This chapter describes what is known as the ‘Cervical Screening Scandal’ in
Ireland, which has in recent years informed the socio-cultural narrative
surrounding cervical screening. An overview of the media reporting is
provided to highlight the social context in which this study was conducted.
In May 2018, I was conducting my 2nd round of interviews and had just
completed my 18th interview when news of the cervical screening scandal
emerged.

3.2 Vicky Phelen’s story
Organised screening programmes must comply with quality assurance to
provide a service where the overall benefits of screening should outweigh
the harm (Andermann et al., 2008). In May 2018, Vicky Phelen, a then 36year-old woman, was awarded €2.5m from a high court action against a US
Lab, Clinical Pathology Laboratories (CPL) (Lanigan, 2018). It transpired
that Vicky was diagnosed with advanced cervical cancer despite having had
a normal cervical screening three years earlier (Lanigan, 2018).
Lanigan’s (2018) interview with Vicky Phelen titled ‘How Vicky Phelen
changed Ireland: The inside story of a fight for justice’, provided a timeline
of events. As part of routine quality assurance procedures undertaken by
CervicalCheck, when a woman is diagnosed with cervical cancer and if her
previous cytology test is reported as normal, the sample is re-analysed in the
lab to see if it was reported correctly (Scally, 2018). A clinical audit is used
to affirm that the standard of care being offered is compliant with evidencebased practice and to make recommendations for improvements based on an
audit cycle (Scally, 2018).
In the case of Vicky Phelan’s cytology result, the audit found that the
laboratory had failed to diagnose high grade pre-cancerous cells (Scally,
2018). Vicky was diagnosed with a terminal cervical cancer in 2017.
Although Vicky’s gynaecologist had received the audit result in 2016,

36

Vicky was only informed 15 months later (Lanigan, 2018). The Clinical
Director of CervicalCheck had advised consultants to use their own
judgement on a case-by-case basis about whether or not to disclose audit
results (Lanigan, 2018).
Vicky’s Consultant, Dr Hickey, disagreed with this advice and wrote to
CervicalCheck calling for them to take full responsibility and accountability
in disclosing audit results (Lanigan, 2018). This disagreement lasted over 10
months. Vicky eventually discovered the results of the audit while reading
her chart as she waited for a hospital appointment (Dyer, 2018). It is
important to highlight that this delay in disclosure did not delay cancer
treatment (Scally, 2018). Vicky Phelan’s lawyers concluded in court that if
the cytology test was reported correctly in 2011, she would have had a 90%
survival rate (Dyer, 2018). In court, her expert clinical witness emphasised
that clinical professionals had not fulfilled their ethical duty to disclose
personal information to their patient (Dyer, 2018).
Clinical Pathology Laboratories asked Vicky to sign a confidentiality clause
prohibiting her from telling her story to the media (Dyer, 2018). Vicky had
read one of the CervicalCheck letters addressed to Dr Hickey, which made it
clear that at least 10 other women’s audit results also showed false negatives
(Dyer, 2018). Vicky wanted to tell her story to the people of Ireland, as she
was conscious that other women were oblivious to their audit results and
might also be affected (Lanigan, 2018).
After the court case, Vicky Phelan announced that ‘‘Mistakes can and do
happen, but the conduct of CervicalCheck and the HSE in my case, and in
the case of at least 10 other women who we know about is unforgivable”
(Lanigan, 2018, p. 7). She recounted that she had been forced into the courts
to get the HSE to disclose personal information and referred to it as an
‘appalling breach of trust’, calling for an inquiry into the cervical screening
programme.
The following day, 26 April 2018, the Minister for Health, Mr Simon
Harris, wrote to all consultants working in colposcopy clinics, instructing
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them to disclose audit results to all affected women (Lanigan, 2008). The
audit highlighted that 221 women had not been told that they had had a false
negative cytology test prior to receiving a cervical cancer diagnosis (Harris,
2018).

3.3 What became known as the ‘Cervical screening scandal’
In April/May 2018, newspapers used sensational headlines including ‘3000
women may be caught up in the cervical screening scandal’ (McEnroe and
O’Cionnaith, 2018); ‘Cervical screening scandal: Memo on cervical
screening audits sent to HSE Chief’ (Blaney, 2018). On 28 April, Minister
Simon Harris oversaw the establishment of the HSE Serious Incident
Management Team to examine each case and manage the process of open
disclosure (Harris, 2018). The HSE confirmed in an ‘Update CervicalCheck
Report’ (HSE, 2018b) that 17 out of the 221 women had died.
Soon other women’s cases started to emerge in the papers. Stephen Teap
reported the story of his deceased wife (Lanigan, 2018). She had 2 false
negative cytology tests that could have indicated referral to colposcopy.
Emma Mhic Mhathúna settled a case against the HSE and a US laboratory
for €7.5 million (Lanigan, 2018). She had been given a cervical cancer
diagnosis despite having 2 false negative cytology tests three and five years
earlier. The 37-year-old mother of 5 children died a short time after her
settlement (Devine, Doyle and Begley, 2018).
Similar in Vicky’s case, the HSE admitted liability for failing to disclose
findings of the audit and the US laboratory Quest Diagnostics admitted
liability

for

misreading

the

cytology

test

(Lanigan,

2018).

THEJOURNAL.IE11 reported that another woman in Ireland had brought a
legal case in 2014 which had striking similarities to the Vicky Phelan case
(Phelan and Doyle, 2018). No admission of liability was given, but a
settlement was reached subject to signing a confidentiality agreement.

11

THEJOURNAL.IE is the second most-read online news outlet in Ireland, second to RTÉ
News Online (Bohan, 2019).
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There was huge pressure on the government for accountability. Dr Gráinne
Flannelly, Clinical Director of CervicalCheck, and Mr Tony O Brien,
Director General of the HSE, were both forced to resign their posts
(Lanigan, 2018). Leo Varadkar, Taoiseach of Ireland, who is a doctor by
profession, stated he was ‘embarrassed for his own profession’ (Finn, 2018,
p. 9).

3.4 The Scoping Inquiry into the CervicalCheck Screening
Programme
On 8 May 2018, the cabinet established a scoping inquiry to be led by Dr
Gabriel Scally to establish why the HSE’s policy of open disclosure had not
been implemented and to uncover what and when audit results were
escalated and to what department (Scally, 2018). Dr Scally was also tasked
with ascertaining what quality assurance procedures each laboratory had in
place and to establish if these were in line with international standards.
The Scoping Inquiry into the CervicalCheck Screening Programme Report
was published on 12 September 2018, disclosing a system that was ‘doomed
to fail’, with significant failures in governance structures (Scally, 2018 p. v).
However, the scoping inquiry disclosed that all of the laboratories used by
CervicalCheck during that time frame were safe. The most significant
failure was the governance structures in CervicalCheck and the nondisclosure of audit findings to women and their families.
The inquiry corroborated interview findings and reported on over 150
women and their families. Women expressed loss of confidence in the Irish
healthcare system and their treating clinicians. The HSE’s Serious Incident
Management Team instructed all treating consultants to engage with open
disclosure, if it had not already been done. Media and political pressure
meant that consultants were under time pressure to disclose information to
women, often in an unstructured format. Most of the consultants had
engaged in open disclosure, where attitudes and lack of openness were
perceived as paternalism in the healthcare system (Scally, 2018). Women
had described incidents that ‘verged on misogyny’ (Wall, 2018).
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3.5 Open disclosure
Open disclosure has been widely adopted in many countries as a response to
actual or closely avoided incidents of harm occurring to patients in receipt
of healthcare. At the time of the CervicalCheck scandal, consultants were
adopting guidelines from the HSE policy document entitled: ‘Open
Disclosure: National Policy’ (HSE, 2013b). The HSE and the State Claims
Agency also published guidelines on how open disclosure should be
implemented (HSE, 2013).
Open disclosure was defined as ‘An open, consistent approach to
communicating with service users when things go wrong in healthcare’
(HSE, 2013, p. 7). This includes expressing regret for what has happened,
keeping the service user informed, and providing feedback on investigations
and the steps taken to prevent a recurrence of the adverse event (HSE,
2013). It also states that the ‘service user must be informed in a timely
manner of the facts relating to the incident and an apology provided, where
appropriate’ (HSE, 2013 p 53). It provides a very clear criterion for auditing
open disclosure: the clinician must disclose to the service user when things
go wrong, in a timely manner. However, it also states that ‘when a clinician
makes a decision, based on his/her clinical judgement, not to disclose to the
service user that an adverse event has occurred, the rationale for this
decision must be clearly documented in the service user’s healthcare record
and this decision may need to be reviewed by the clinician at a later date,
depending on the circumstances involved’ (HSE, 2013, p. 53). The policy
also outlines how, if a decision not to disclose is reached, the rationale needs
to be documented in the patient’s notes.
In relation to the CervicalCheck non-disclosure cases, the disclosure of
information was left to the clinician’s clinical judgement in accordance with
the open disclosure policy at the time. However, the scoping inquiry
highlighted in the review that the consultant’s decision not to disclose audit
results was not documented in any of the women’s notes. Therefore, the
guidance informing these decisions remains unclear.
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3.6 Conclusion
The scoping inquiry announced 150 recommendations, and the government
have accepted the need for a complete overhaul on the National Cervical
Screening Programme (Scally, 2018). It requested an urgent revision of the
open disclosure policy, to accommodate the rights of the patient to have full
knowledge of their healthcare if they wish to. The HSE Open Disclosure
Policy (2019) was implemented in June 2019. The scoping inquiry also
recommended that at least 2 patient advocates sit on the working committee.
The scoping inquiry did not believe a commission of investigation was
needed, but stressed that attention needs to be urgently focused on
implementing findings within this report (Scally, 2018). The cervical
screening scandal occurred just as I had finished my 18th interview in the
second round of interviews. The scoping inquiry was published in
September 2018 when I was writing up the findings of my research. In
October 2018, a (governance) bill to develop an independent board and
oversee the running of the HSE ensuring oversight, governance and
accountability was introduced in response to Dr Scally’s report (Harris,
2018).
While further developments relating to cervical screening in Ireland have
occurred since October 2018, the narrative within this thesis remains
focused on the timeline of the interview to provide context to what was
happening in Ireland at the time. Interviews were conducted for four months
after the cervical screening scandal, which allowed me to explore if the
cervical screening behaviour of some women living in Ireland changed over
this period of time as a result of the cervical screening scandal.
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Chapter Four – Philosophical Underpinnings and
Methodology

4.1 Introduction
This chapter presents an overview of the philosophical underpinnings of this
study. Having considered the broad approaches to social science research, a
rationale for using constructivist grounded theory (hereinafter CGT) is
provided. The study is situated in terms of philosophical underpinnings,
paradigmatic concerns and theoretical orientations. The origins of Grounded
Theory (hereinafter GT), including the theoretical perspective of symbolic
interactionism, and GT’s main characteristics are explored, before a
rationale for using CGT is provided. Finally, the practical implications of
using CGT for this study are outlined.

4.2 Aim of the research
The aim of this study was to develop a theoretical understanding of the
cervical screening behaviour of women over 50. I wanted to construct a
theory to understand women’s cervical screening behaviour by exploring, in
a participatory fashion

12

, their understandings and experiences of

perceptions and attitudes towards cervical screening.

4.3 Rationale for the paradigms and philosophical
underpinnings
Methodology is described as a cluster of beliefs and a whole system of
thinking (Strugnell et al., 2004). It establishes important assumptions of
what questions should be asked, what should be studied, how research
should be conducted and how research findings should be interpreted and

12

Participatory approach in explained in section 4.8 Using a Participatory Approach
in Constructivist Grounded Theory
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analysed (Crotty, 1998). These factors are influenced by beliefs in relation
to ontology, epistemology and methodology.
There are many variables that may influence the researcher’s choice of
methodology; some authors postulate that the researcher’s ontological and
epistemological position is of significant importance (Ritchie, 2003; Crotty,
2003; Saunders, Lewis and Thornhill, 2009). ‘Ontology’ is known as the
study of being (Crotty, 1998): considering whether there is an ‘external’
valid truth and reality ‘out there’, or whether what we see is some sort of
individual construction. Epistemology is concerned with how knowledge
can be communicated, produced or attained (Cohen, Manion and Morrison,
2007) – ‘how we know what we know’ (Crotty, 1998, p. 8) – and reflects
the relationship between the knower and what is known (Guba and Lincoln,
1994; Norton, 1999).
A paradigm is a term that is used to describe a ‘set of common beliefs and
agreements shared between scientists about how problems should be
understood and addressed’ (Kuhn, 1962, p. 45). Paradigms are loosely
articulated as ‘schools of thought’, representing their understanding of the
world, its nature and their positioning in it (Parahoo, 2014). The main
paradigms include normative (and positivist) and the interpretive (and antipositivist). The differing schools of thought originate from conflicting
beliefs on how it is we know what we know and the consequent judgement
on the authenticity of the evidence each particular inquiry can produce
(Parahoo, 2006).
The term ‘positivism’ has its roots in the work of Auguste Comte (1798–
1857), which stated that the only authentic knowledge is scientific
knowledge, emphasising a quantitative and mathematical foundation for
decision-making. Positivism envisages social science as being about
discovering natural and universal laws, including those governing social
behaviour (Cohen, Manion and Morrison et al., 2007). Human behaviour is
seen as passive and resolute, and participants’ intentions and sense of
agency are ignored (Cohen, Manion and Morrison., 2007).
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However, there has been much criticism about the application of a positivist
approach to the social science field. Comte believed there was a limit in its
ability to help explain social phenomena (Cohen, Manion and Morrison,
2007). The writings of Max Weber (1864–1920) and Émile Durkheim
(1858–1917) highlighted the pertinent differences between the social
sciences and natural sciences, and this marked the start of the antipositivistic revolution at the turn of the 19th century.
This viewpoint is referred to as ‘Interpretivism’, an umbrella term for
various theories that reject positivistic assumptions (Cohen, Manion and
Morrison,

2007).

ethnomethodology,

This

approach

phenomenology,

encompasses

constructivism,

hermeneutic,
critical

theory,

symbolic interactionism, postmodernism and post-structuralism (Cohen,
Manion and Morrison, 2007). The interpretive paradigm highlights an
understanding of the sense individuals attribute to their actions (Weaver and
Olson 2006), and findings are sometimes referred to as providing ‘thick
description’ because of the richness of the data (Jackson et al., 2007).
Ontologically, while there is always an external reality within the physical
world, reality in the social arena is seen as always constructed. This is
because of the inevitable interaction between the research, data and
participants (Crotty, 1998). Accordingly, reality is not latent in objects,
waiting to be revealed; what exists depends on how individuals interact and
interpret these objects (Crotty, 1998). Interpretivism does not recognise the
existence of an objective reality that can be measured or captured through
research enquiry, but suggests that these are social constructions in the mind
and that there are therefore as many constructions of reality as there are
people (Lincoln and Guba, 2000).
Epistemologically, we interpret and construct our understanding of the
world individually while interacting with our participants. Consequently,
interpretivist approaches speak of ‘constructing’ and ‘making’, with an
emphasis on understanding the social world from the participants’
perspective rather than ‘discovering’ and ‘finding’ (Cohen, Manion and
Morrison, 2007, p. 19). Therefore, multiple interpretations of reality are
44

possible, because individuals construct their own personal meaning and
behave based on their particular understandings of reality.
4.4 Qualitative research and selecting GT as the methodology
The focus of qualitative research is to explore and understand people’s
experiences from an interpretivist philosophical position. It is concerned
with how people interpret, understand and experience the social world
(Creswell et al., 2007). Understanding the cervical screening behaviour of
women over 50 has not been explored in Ireland. This study aims to provide
a conceptual and theoretical understanding of these women’s views and
experiences. Gaining understanding through interaction with women is at
the heart of this research from the outset. Therefore, to understand the
factors that affect older women’s cervical screening behaviour, a qualitative
approach was deemed appropriate, four main potential qualitative strategies
were identified in the literature: ethnography, phenomenology, case study
and GT (Silverman, 2006; Denzin and Lincoln, 2011; Polit and Beck, 2013).
An ethnographic approach was considered for this research study. This is
different from other qualitative approaches, as it is intended to investigate
cultural phenomena (Teherani et al., 2015). It explores complexities of
group and cultural

behaviour, disclosing interrelationships among

multifaceted dimensions of group interactions (Parahoo, 2014). The
researcher observes society from the point of view of the subject of the
study. However, the objective of my research was not to explore merely
cultural understandings, but to understand women’s behaviours including
personal, cultural and societal behaviours that influence barriers and
motivators toward cervical screening.
Phenomenology aims to illustrate meanings and the general structure of
phenomena from the perspective of a person’s life experience (Aanstoos,
1985). This approach could have been considered for this study because it
aims to understand individual lived experience (Todres and Holloway, 2010)
and its interpretation of the data looking for similarities and differences
across a group of participants (Brocki and Wearden, 2006). However, while

45

phenomenology can generate an understanding, it may not meet the study’s
aims of generating in-depth theoretical understanding (Charmaz, 2006,
2014) and not merely providing a description of the meaning of participants’
lived experience (Van Manen, 1990). This study aims to generate an
abstract level of conceptualisation of participants’ experiences.
GT is a research approach that is systematic yet flexible. In GT, a mid-range
theory is generated which is grounded in and ‘fits’ the data, generating
relevant, pertinent analytic explanations that support social psychological
processes (Charmaz, 2006, 2014). It aims to construct a theory through a
process of developing an understanding of participants’ experiences and by
exploring how they make sense of their perceptions and actions (Charmaz,
2014). GT offers tools for exploring and theorising individual and social life
and then constructing a theory. It starts from the inside to develop an
understanding of research participants’ meanings and actions. Qualitative
research examines the ‘what’ question; GT elucidates the ‘why’ and ‘how’
questions and allows for exploration and interconnections between concepts
and categories to understand the psychosocial phenomenon (Charmaz,
2014).
GT adopts key strategies for conducting research, providing a systematic
approach for the purpose of theory construction (Charmaz, 2017). Glaser
and Strauss (2017) highlighted the significance of developing theories as
opposed to verifying existing ones. This was a significant change to the way
qualitative researchers approached research, going to the field within a
ready-prepared theoretical framework. GT advocates an iterative process,
going back and forth between data collection and analysis, which focuses
succeeding data collection and checks their developing analyses.
Glaser (1978) advocates focusing on what is happening in the data,
promoting emphasis on learning how actions and processes change and
develop over time rather than being influenced by preconceived notions or
ideas. From the onset, a strong emphasis is on conceptualising what is
happening in the data (Charmaz, 2014). Throughout the analysis, GT uses
comparative methods: comparing data with data, data with codes, codes
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with codes and codes with categories. With the aid of memo-writing, when
the code possesses analytic power, inductive categories are raised,
enhancing the conceptual level of the analysis (Charmaz, 2017).
Memo-writing identifies the connections between codes, emerging
categories and categories, raising questions and musings and prompting
further enquiry. GT focuses on constructing new theory rather than applying
existing theories (Charmaz, 2017). Schreiber (2001 p. 57) advocates that GT
is ‘useful for research in areas where there are major gaps in our
understanding, and where a new perspective might be beneficial’. This was
another reason that GT fitted studying the phenomenon in this study. GT
was chosen to understand the cervical screening behaviour of women over
50 years, as it can assist in the development of new insights and theoretical
frameworks, thus facilitating useful recommendations for clinical practice.

4.5 Approaches to GT
Over time, three distinctive perspectives on GT have emerged. Those are the
perspectives of Glaser (1978), Strauss and Corbin (1990, 1998) and
Charmaz (2006; 2014). The three GT perspectives contain many similarities
derived from Glaser’s classical methodological approach. Glaser and
Strauss developed GT in the 1960s at a time when research methods were
predominantly quantitative and the positivist paradigm prevailed, while
qualitative

research

was

portrayed

as

‘impressionistic,

anecdotal,

unsystematic and biased’ (Charmaz, 2000, 2006, 2008). Research at that
time was primarily deductive and concentrated on testing rather than
developing theory (Glaser and Strauss, 1967). Glaser was influenced by his
quantitative training, which gave GT its rigour, language and direction
(Charmaz, Thornberg and Keane, 2017). Strauss’s foundation was symbolic
interactionism and the pragmatist philosophical teachings of John Dewey,
George Herbert Mead and Charles S. Peirce (Charmaz, 2014), which placed
emphasis on agency, meaning and action (Charmaz, Thornberg and Keane,
2017).

47

GT as an approach was deemed ground-breaking, as for the first time
qualitative research was viewed as systematic and methodical, bringing its
combination of data collection and analysis into one collective task to
identify a core concept for generating a theory grounded in data (Charmaz,
2014). Glaser and Strauss (1967) presented their methodology of GT based
on their study on Awareness of Dying (1965). The development of GT
outlined key concepts focusing on how rigour is achieved, GT’s use of
language, and the discovery of a core concept to generate a theory from data
that is systematically obtained from social research (Glaser and Strauss,
1967).
Glaser’s approach is referred to as Classical GT and is aligned with the
original GT methodology (1978). However, in the 1990s, Glaser and Strauss
both separated into different ‘camps’, leading to a distinct Glaserian GT
(GTT), with Straussian GT (SGT) co-developed with Juliet Corbin
(Richards and Morse, 2012). While the ultimate aim of both approaches
remains theory generation, Strauss and Corbin applied a post-positivist
perspective to their work, which is a modified version of positivism
(Guba and Lincoln, 1989). The central divergence between the Glaserian
and Strauss and Corbin approaches to GT was that the latter incorporated
further systematic procedures for data analysis in the generation of a
substantive theory (Strauss and Corbin, 1990, 1998)
In 2006, Charmaz introduced a constructivist perspective to GT
methodology (Charmaz, 2006, 2014). Charmaz, a former pupil of Glaser
and Strauss, acknowledges the evolving nature of GT since it was first
developed (Charmaz, 2006, 2014). Charmaz (2014) approaches GT from a
constructivist perspective and is influenced by the writings of Lev Vygotsky
(1962) and Yvonna Lincoln (2013), who view ‘knowing and learning’ as
embedded in social life. Constructivism is a contemporary revision of the
classic GT of Glaser and Strauss (Charmaz, 2001). Charmaz (2003, p.
250) postulates that her constructivist adaptation of GT ‘takes a middle
ground between postmodernism and positivism’.
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4.6 Philosophical differences
Interestingly, Glaser denies having any philosophical orientation, and has
claimed that the ‘quest for an ontology and epistemology for justifying GT
[GT] is not necessary’ (Glaser, 2005, p. 5). He considered that the context
and research question would form any philosophical orientations of the
research (Glaser, 2005). However, many argue that positivist (objectivist)
philosophical assumptions underpin the Glaserian School. For Glaser,
‘reality’ of a phenomenon is considered to exist perhaps covertly, but
independently of the researcher, and it can be discovered (1978). Therefore,
data are seen to speak for themselves. The researcher recognises patterns
in the data (distant observer), employs a reductionist approach to inquiry,
is objective in rendering data (objectivist), and ‘discovers’ the theory that
describes the ‘reality’ existing in the field (realist). Embedded in this
philosophy is the belief that the separation of the researcher from the
object of analysis is achievable, generating research that does not reflect
the values or beliefs of the researcher. Glaser (1998) strongly advocates
that the theory is not invented, but is discovered through constant
comparison and other GT techniques.
Like Glaser, Strauss and Corbin (1990) did not outline an initial
philosophical orientation. However, it is clear from their approach to GT
methodology that a post-positivist perspective was applied, which is a
modified version of positivism (Guba and Lincoln, 1989). Strauss and
Corbin concur with Glaser’s realist idea that an independent reality exists.
However, unlike Glaser, Strauss and Corbin were worried about the
researcher’s ability to apprehend reality (Strauss and Corbin, 1994, 1998),
querying the researcher’s ability to build a theory that accurately describes a
phenomenon as it really is. Therefore, Strauss and Corbin aimed to portray a
close depiction of reality through keeping a practical and ‘objective stance’
(Strauss and Corbin, 1998) while recognising the unavoidable influence of
researchers’ subjectivity throughout the research process.
Strauss and Corbin believed that all actions are rooted in a set of prearranged conditions. The involvement of the researcher was seen as
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advantageous in what was described as ‘experiential alertness’ (Strauss and
Corbin, 1990), which deepens the understanding of the phenomenon being
researched rather than risking researcher contamination as described by
Glaser (1967).
Strauss and Corbin introduced new technical procedures for data analysis to
achieve verification (Kendall, 1999). Bryant (2009) suggests this has
become known as a ‘step by step’ approach, almost a ‘formula’ that must be
implemented in order to produce good GT study. Glaser disagreed with the
use of these analytical tools; he considered them as ‘apparatuses’ that cause
data to be forced and that push data into pre-conceived categories which
contradict the fundamental tenets of GT (Glaser, 1992). Interestingly, in
more recent writings Corbin and Strauss (2015) advise a reflexive role for
the research and have lessened the application of technical procedures.
Charmaz (2008, 2014) adopts a contrasting relativist approach that shifts the
method’s ontological and epistemological grounds (Charmaz, 2009) to the
pragmatist tradition of Anselm Strauss (Strübing, 2007; Charmaz, 2008,
2009; Reichertz, 2010). Charmaz (2014) devised a constructivist
perspective, in which ‘reality’ is an outcome of interpretation and human
interaction around a given phenomenon. In contrast to Glaser, Charmaz
(2008, 2014) agrees with Strauss and Corbin and embraces the multiple
perspectives of reality.

4.7 Beliefs and features of a CGT approach
Glaser and Strauss (1967) invited researchers to use the original GT
approach in a flexible way. Charmaz welcomed this invitation and first
referred to her research approach as CGT in 1994 (Charmaz, 1995),
asserting that as researchers we are all part of the world we study and the
data we collect. CGT reflects the basic beliefs of constructivism as a
paradigm of inquiry. GT perspectives contain similarities in their beliefs and
features: all GT researchers rely on data; they use induction as an analytic
tool for theoretical sampling; and data collection and analysis occur
simultaneously. However, there are major differences when implementing
research, and these will be discussed in the following sections: use of
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literature; the role of the researcher; coding, memoing and theoretical
sampling; and theory development.

4.7.1 Use of literature
Use of literature has been a source of divide. Charmaz adopts Dey’s (1999)
position of bringing an open mind and Henwood and Pidgeon’s (2003)
stance of taking a critical view of theoretical explanations while remaining
open to new theoretical possibilities.
Thornberg (2012), a strong advocate for CGT, argues that doing a literature
review at the start of a research study enriches the research analysis,
endorsing a critical stance to theory development. He advocates for an
informed GT in which the researcher rejects that prior knowledge can cause
crude forcing of data.
Charmaz (2014) asserts that GT does not occur in a vacuum, but depends on
how [original italics] we conduct the research process: ‘we bring past
interactions and current interests into our research’ (Denzin and Lincoln,
2011 p. 510). Glaser (1998) promotes synthesising the literature when the
theory materialises subsequent to data analysis to avoid contamination.
Glaser (2002) passionately believes that the researcher should approach the
field without any hypothesis or preconceived ideas about the phenomenon,
adopting a neutral and passive position (Glaser, 2002). Reay (1996)
questions how the researcher could not have preconceived ideas about the
phenomenon, especially in professions such as nursing.
Both Strauss and Corbin (Strauss and Corbin, 1990; Corbin and Strauss,
2015) and Charmaz (2014) recognise an external influence as a positive
exposure, although emphasise the need to adopt a reflexive stance.
Ramalho et al. (2015) assert that undertaking a literature review should not
compromise a GT approach, provided the researcher endeavours to be openminded, is reflexive during data collection and analysis, and follows the
steps of constant comparison GT approach.
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Dunne (2011) asserts that researchers doing a PhD need to provide an
original contribution to knowledge and that this needs to be confirmed prior
to conducting a research project. Charmaz (2014) states that key literature
can clarify your ideas; allow you to make comparisons; encourage
theoretical discussion; show gaps within the literature; and identify how
your work fits within the literature and what your work will offer.

4.7.2 The role of the researcher
However, Charmaz differs from Strauss and Corbin on how knowledge is
acquired. Charmaz (2008, 2014) recognised the researcher’s active role in
the co-construction of knowledge. Both Glaser and Strauss advocated that
the role of the researcher should not be influenced by external sources that
could potentially ‘contaminate’ the development of a substantive theory.
Clarke (2005, p. 12) believed that the researcher is already ‘infected’ and
cannot conduct a research project without already ‘knowing’ their research
topic. Charmaz advocated that the role of the researcher is one of a
‘passionate participant’ and ‘facilitator of multivoice reconstruction’ (Guba
and Lincoln, 2005, p. 196). Using a CGT approach, the researcher needs to
be cognitive of not only their own but the participants’ standpoints and
positions. Charmaz (2008, 2014) adds that reality is dynamic and that the
researcher and participants can construct local meaning about reality to
understand the contextual knowledge about the phenomenon.
Implementing a CGT study requires the researcher to be cognisant, not only
of the participants’ standpoints and positions, but of their own. The
researcher’s past experience, knowledge, and interest will impact on how
they interpret the data and their relationship with study participants.
Combining reflexivity with assuming relativity facilitates recognition of
multiple realities, positions and standpoints and their transition throughout
the research process for both the researcher and the participants. It requires
the researcher to reflect on and be open about their individual position in
relation to the study (Mills, Bonner and Francis, 2006; Strauss, 1987) and to
state clearly their experiences and interest in the area ‘on the table’ (Clarke,
2005, p. 12). Both Green et al. (2007) and Keane (2015) strongly advocate
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writing an autobiographical reflection to acknowledge motivations, prior
experiences and the researcher’s perspectives about the phenomenon.
I engaged in reflexivity throughout the research process. This involved
considering how I might influence the interview process. Because of my
work in healthcare for over 18 years, my background knowledge and
experience is woven within the study to inform both the reader and the
participants. Prior to data collection, therefore, I wrote a critical
autobiographical reflection identifying my positionality regarding health,
preventative health behaviours, socio-demographic beliefs, etc.
continued to be reflexive throughout the research process.

13

and

14

4.7.3 Coding, memoing and theoretical sampling
Charmaz (2014) outlines the practices of gathering rich data, coding the
data, memoing and using theoretical sampling (Charmaz, 2006). She differs
from Glaser and Strauss and Corbin in that she favours coding with gerunds,
as this identifies actions and processes with the data (Charmaz and Keller,
2016). Glaser and Strauss and Corbin adopt open or initial coding in which
chunks of data are coded and given a short phase or word (Corbin and
Strauss, 2015).
Charmaz (2014) encourages researchers to be creative and use analytic tools
such as abductive reasoning and diagramming. This involves engaging
intuitively, encouraging creative ideas that may explain unanswered or
unexpected observations (Charmaz, 2014; Bruscaglioni, 2016). Charmaz
(2014) advocates abductive reasoning because it enriches theory
construction by facilitating re-examination or refinement of data and
substantiation of categories. Abductive reasoning is informed by the
personal and professional knowledge and experiences of the researcher.
Charmaz believes that an informed researcher enriches theory construction
and that external influence is positive, although she emphasises the need to
adopt a reflexive stance.

13
14

See section 1.9.
See section 1.10.
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In this study, this was achieved through memo-writing and further analysis
using flipcharts and free writing. Glaser urges researchers to treat the
emerging data inductively, to identify the patterns, and to trust the process,
leading to the discovery of the theory.
Glaser postulates that Charmaz’s interpretation of the data is superfluous
and unnecessary (Glaser, 2002). However, it is difficult to envisage how
the researcher can remain completely passive within the interview
situation, as interviewing involves personal engagement of both parties.
Theoretical sampling is a sampling strategy unique to GT. The sampling
process is deductive and reflective of categories that emerge from the
coding process and prompt questions which guide where the data will be
collected (Charmaz, 2014). In this study, theoretical sampling focused and
delimited the process of data collection and analysis, provided guidance as
to where data that avoid repetition should be collected, and directed me to
new data sources that increased the scope and depth of the emerging theory
to understand the cervical screening behaviours of women over 50.

4.7.4 Theory development
Theory development differs slightly in objectivist and CGT approaches.
There are two types of theory that can be developed using GT: formal or
substantive theory (McCann and Clark, 2003; Corbin and Strauss, 2015). A
substantive theory is grounded in the research reflecting one specific
substantive (empirical) area, while formal theory addresses a more abstract,
conceptual area of inquiry (Bryant, 2017).
However, many researchers agree that the most common outcome from GT
is superior conceptual clarity, or a ‘framework’ or ‘conceptual schemas’ or
‘models’ that fall short of producing a theory that is a comprehensive
structure of ideas intended to fully explain or predict something (Bryant,
2017, p. 99). Glaser strongly articulates that theory generation should occur
through a process of induction, the researcher coming into the field with no
preconceived ideas and being open and flexible so that the resultant
substantive theory evolves from the data. Strauss and Corbin (1990)
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introduced three key differences from the original Glaserian GT: the role of
the researcher, the use of literature and the use of procedures to verify the
generation of a substantive theory.
While Glaser advocated that theory should emerge freely, Strauss and
Corbin believed that all actions are rooted in a set of pre-arranged
conditions. Their systematic approach guided their coding and sampling
procedures and the use of a conditional matrix. A conditional matrix is a
coding tool utilised to help analyse the complex interrelationship of actions
and interactions, including visual representations to assist in data collection
and analysis. Strauss and Corbin (1990) argue that it maintains the rigour
and integrity of the research. The visual representation in a conditional
matrix also helps to identify the relationship interconnections of categories
in the emerging theory. Charmaz differs from Glaser and Strauss, describing
a co-constructed endeavour, the intimate connection between the researcher
and the participants, and co-constructing a GT (Charmaz, 2014).
A key tenet in Charmaz’s methodology is that the theory is constructed
rather than discovered, and the role of the researcher is emphasised in the
co-construction of the theory. ‘The pragmatist foundations [of GT]
encourage us to construct an interpretive rendering of the worlds we study
rather than an external reporting of events and statements’ (Charmaz, 2014,
p. 339).
Charmaz (2014) focuses on meaning and actions, listening to participants’
stories, interrogating their actions in an effort to grasp their meaning. This
way of knowing is always interpretive, not an objective reporting of it
(Charmaz, 2014). Furthermore, Charmaz (2014) adds that the interview
creates a construction of data that reflects a shared interpretation from the
perspective of both the researcher and the interviewee. Charmaz (2014)
believes that researchers need to locate themselves within the phenomenon,
embrace multiple views, interpret participants’ stories, and co-construct a
theory based on the data. A key tenet in Charmaz methodology is that the
theory is constructed rather than discovered.
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Glaser (2003) acknowledges that some data can be constructed, especially
data collected from in-depth interviews, and emphasises that this is only a
small part of GT research. However, data from this study are collected from
in-depth interviews. Furthermore, Clarke (2005) articulates that all data is
inevitably constructed, and the role of the researcher in generating data is
emphasised in the co-construction of the theory.

However, Strauss and Corbin (1998) disagreed with Charmaz. Charmaz
advocated using the researcher’s full interpretive potential to explore data,
co-construct a theory and check findings to determine if the theory makes
sense to the participants. Strauss and Corbin believed that interpretation is
‘speculation’. ‘Theory derived from data is more likely to resemble the
“reality” than [theory] derived by putting together a series of concepts based
on experience or solely through speculation’ (Strauss and Corbin, 1998, p.
12).
Glaser and Strauss (1967, pp. 3–5) postulate that a theory must ‘fit the data’,
‘work’, and have ‘relevance’ and ‘modifiability’, suggesting that GT should
not only describe, explain and predict, but should also be dense, integrated
and open to revision. Furthermore, Charmaz (2014) adds that the ‘theory’ of
Glaser and Strauss is nothing more than ‘(1) an empirical generalization (2)
a category (3) a predisposition (4) an explication of a process (5) a
relationship between variables (6) an explanation (7) an abstract
understanding and/or (8) a description’ (p 241). The fundamental
components of constructing substantive and formal theory in GT research
are equivalent (Kearney, 1998), comprising theoretical sampling, constant
comparative analysis and theory development.
Charmaz (2014) stresses the importance of establishing connections, asking
questions, seeing possibilities and seeking clarity within the data, creating
an explanation of what the participants’ main concern is. Atkinson, Coffey
and Delamont (2003, p. 149) clarify that abductive reasoning occurs when
the researcher becomes an ‘analyst’ and engages in ‘drawing out’ possible
abstractions. This is an iterative process of collecting and analysing data and
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making constant comparisons that is fundamental in developing theoretical
sensitivity, saturation and identification of a core category (Dey, 2004;
Charmaz, 2014). Charmaz assumes a relativist epistemology with
interpretive understanding in contrast to a variable analysis that produces
abstract generalisations (Charmaz, 2014). ‘The pragmatist foundations [of
GT] encourage us to construct an interpretive rendering of the worlds we
study rather than an external reporting of events and statements’ (Charmaz,
2014, p. 339). Charmaz (2014) focuses on meaning and actions, listening to
participants’ stories and interrogating their actions in an effort to grasp their
meaning. This way of knowing is always interpretive, not a reproduction of
participants’ stories.

4.8 Using a Participatory Approach in Constructivist
Grounded Theory
Underpinning social constructivist approaches is the Chicago school of
Sociology’s pragmatist philosophical tradition and its emphasis on symbolic
interactionism (Blumer, 1969). Symbolic interactionism focuses on action,
processes and individuals’ agency. Within this tradition, social life is
regarded as dynamic and interactive and there is empathy towards research
participants and their worlds. Charmaz (2014) highlights the importance of
creating knowledge together with research participants for a socially just
outcome. Therefore, this study is oriented towards a participatory approach.
Building a participatory approach was paramount from the outset of this
study.
Participatory approaches can be positioned within the critical realist
philosophy (Redman-MacLaren et Mills, 2015). This approach is based on
assumptions of cocreated “subjective-objective reality”, a “critical
subjectivity in participatory transaction”, and “extended epistemology of
experiential, propositional, and practical knowing” and “cocreated findings”
(Guba and Lincoln, 2005, pp. 192-196). The researcher is like a partner
rather than an expert and works to include participants as co-researchers.
Therefore, the relationship is built on equality and reciprocity which is
extremely important when recruiting minority groups.
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In this research study, participatory fashion meant that I involved
participants in all parts of the research study (a) generation of data tools, (b)
data generation, (c) data analysis, and (d) reporting of research results.
There were six rounds of data collection, each round informing the next
through theoretical sampling, memoing and the adoption of a participatory
approach. The cyclical nature of CGT lent itself to using a participatory
approach. At the end of each round, I emailed or posted a summary of initial
analysis based on my emerging categories. I specifically asked them for
their reactions to and feedback on this document and invited them to
participate after each round of interview to discuss the tentative categories
and the final theory. I was conscious of the belief of Gubrium and KoroLjungberg (2005) that participants’ responses would be in keeping with
their own constructions of the self, and that their interaction with the
research would be fundamental to the construction of meaning. Some
women explained how the theory reflected their lived reality, or shared
actions they had taken since we had met, including plans to have a cytology
test or having had a cytology test.
Not without its challenges, adopting a participatory research is more time
consuming for both the researcher and the participants (Byrne et al., 2004).
Participants may be disinterested or sceptical about research findings and
interpretations may also cause tension (Tormey and Prendeville, 2000).
Openness and adopting an informal approach throughout the interview
process helped form participant-researcher relationships which redistributed
power imbalances and encouraged discussion and plurity of opinions and
positions15. Charmaz (2014) postulated that the researcher can take on the
role of the ‘interested learner’ (p. 73), thus empowering participants to be
the experts on their lives. This is something I told women before each
interview – that I was ‘the student learning from their experiences’. Doody
and Noonan (2013) believe that participants should be given the opportunity
to maintain a sense of power and control during the interview interaction.

15

Pleases see section 5.4 Interviewing in CGT which describes how I reduced anxiety
during the interview to help encourage and develop discussions and reduce power
imbalances
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Furthermore, Charmaz (2014, p. 91) elucidates that the interview is a site for
‘exploration, emergent understandings, legitimation of identity and
validation of experience’. The second time I spoke to participants I noticed
the participant-researcher relationship was more relaxed and participants felt
more comfortable vocalising their own experiences and opinions.
Participants felt comfortable asking questions and disagreeing with tentative
findings, which guided theoretical sampling and constructing a grounded
theory.

4.9 Why CGT best suited this study
Ontologically, I align myself within a relativist perspective. A relativist
perspective

assumes

that

reality

is

produced

through

individual

interpretation, constructed through human activity (Blaikie, 2007). It is
dependent on meaning derived from subjective perception, with people
working together, creating the properties for the world (Andrews, 2012).
I believe that reality only exists through social construction and that there
are multiple perspectives of reality. Epistemologically, people are seen to
create meanings in interactions with each other and the environment; so
knowledge is seen to be socially and culturally constructed. I believe that
researchers need to embrace their personal knowledge and experience and
engage in interpretation to find the real ‘truth’. CGT is heavily influenced
by pragmatism and relativist epistemology. Both assume that neither data
nor theories are discovered, but instead are constructed by researchers as a
result of their interactions with their participants and emerging analyses
(Charmaz, 2009, 2014; Thornberg, 2017).
Researchers and participants co-construct data through interaction that may
reflect historical, social, and situational locations, including those of the
researcher (Charmaz, 2009, 2014). There is also a democratic and
participatory

aspect

to

constructivist

approaches;

participants

are

encouraged to take a more active role in the research process (Guba and
Lincoln, 2005). Blumer (1969, p. 8) adds that social interaction ‘forms
human behaviour’, meaning that interaction is a symbolic process. The
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pragmatist philosophical tradition of symbolic interactionism underpins the
essence of social constructivism, where interaction occurs within social,
cultural and historical contexts that influence but do not determine
behaviours (Charmaz, 2014). The philosophical underpinning of GT is
symbolic interactionism, which accentuates the ‘relationship between
meanings and action’ (Charmaz and Keller, 2016, p. 38).
If I adopted Glaser’s classical approach, I would have to believe there is a
reality to be discovered about a phenomenon, that it is within the human
capacity to understand that reality, and lastly that that reality can be
discovered if the researcher’s personal biases are minimised and let the data
speak.
If I espoused Strauss and Corbin’s perspective, I would have to recognise
and limit the personal bias of the researcher in order to understand reality as
it is. I would have to maintain an objectivist perspective by controlling the
inquiry, and systematically analyse the inquiry using a set of technical
procedures. Both Glaser and Strauss advocated that the researcher should
not be influenced by external sources that could potentially ‘contaminate’
the development of a substantive theory. I am ‘contaminated’ in this sense,
as I have insider knowledge of the field.
Cutcliffe (2000) questions Glaser’s depiction of the researcher ‘as an empty
vessel’, as every researcher has a history and background. Consequently, the
notion of being a ‘neutral observer’ is personally problematic. I would
consider that researcher impact is always likely and therefore relevant. I
worked as a clinical nurse manager and specialist in a colposcopy
department for seven years. I have encountered women over 50 years of age
who have engaged and not engaged with CervicalCheck. Consequently, I
have cared for women whose lives have been saved through accessing
CervicalCheck and have held hands with women who have been given a
poor cervical cancer prognosis, as they did not engage with CervicalCheck.
Of importance, CGT embraces this knowledge and takes a reflexive stance
on knowing and locating the researcher (Charmaz, 2014). Both Glaser and
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Strauss and Corbin emphasised a need for distance from the phenomenon
that would be unachievable. I related to CGT, with its capacity for abductive
reasoning and with participants’ and supervisors’ engagement throughout
the research process. CGT also allowed for intuitive and imaginative
explanations which guided the direction for data collection and analysis.
This enabled me to explore unexplained or unpredicted insights, drawing
conclusions from my clinical experience. I also challenged my prior beliefs
and knowledge through the writing of an autobiographical reflection to
acknowledge motivations, prior experiences and my perspectives, as
researcher, about the phenomenon. In summary, having considered the
merits and arguments of each theorist, I chose CGT as the most appropriate
method to match both the goals of the research and my cognitive style. In
the following section the design and methods that were key features in
implementing this CGT study are discussed.

4.9 Conclusion
Having considered the merits and arguments of each grounded theorist,
Charmaz’s approach was deemed most appropriate. The following section
will detail the procedures undertaken throughout the study, presenting an
overview of the research phases– including accessing research sites and
participant recruitment; the pilot study; data analysis and building a
participatory approach; through theoretical sampling; data management; and
ethical considerations. The key features in implementing a CGT study will
be outlined.
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Chapter Five – Methods
5.1 Introduction
This chapter provides an overview of the methods undertaken throughout
the study, presenting an overview of the research phases, including
accessing research sites and participant recruitment; the pilot study; data
analysis and building a participatory approach through theoretical sampling;
data management; and ethical considerations. While the research is
presented in a linear fashion, there have been many overlapping phases as a
result of the iterative nature of conducting CGT. The description
documented in this chapter, while informed by the writing of Charmaz
(2008, 2014) on CGT, represent my experience of implementing CGT in
practice.

5.2 Selecting and negotiating access to the research sites and
gatekeepers
In keeping with its interpretivist underpinnings, the aim of the study is not
to create generalisable findings. After careful consideration, three different
locations in terms of ethnicity and urban/rural areas in the west of Ireland
were chosen. There has been significant socio-cultural change in Ireland in
recent years, most notably in the ‘Celtic Tiger’16 era, when a need for cheap
labour saw a rise in number of migrant population groups (Mac Éinrí and
White, 2008).According to Census 2016 (Central Statistics Office, CSO,
2016), 82% of the population of Ireland are white Irish, 8% other white
background, 2.4% Asian or Irish–Asian, 1.9% mixed background and 1.7%
black or black Irish. The census states that non-Irish nationals account for
11.6% of the population (CSO, 2016). Numerous research studies conducted
in England (Webb et al., 2004; Downs et al., 2008; Moser, 2009) have
reported lower levels of cervical screening uptake in women from lower
socio-economic groups and ethnic minority groups. Therefore, these were
identified as important groups to include in the study.

16

The Irish economy or Ireland itself, as regarded during the period of rapid economic
growth that characterised the 1990s and early 21st century. (Powell, 2002).
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To represent these groups in the study, an Irish city was selected as it was
cited as the most multi-cultural city in the country by the census (CSO,
2016). A large town was included as the census identified that it had the
highest proportion of members of the Traveller Community (CSO, 2016). A
town that was identified as the most ethnically diverse town in Ireland, with
non-Irish people representing 39.5% of its total population, was also
included as a location for the study (CSO, 2016).

5.2.1 Liaising with gatekeepers
Gatekeeping is a process where researchers are allowed access to the
research setting under investigation and the participants in that setting
(Kawulich, 2011). Dempsey, Dowling, Larkin et al., (2016) emphasise the
importance of gaining the support of gatekeepers when conducting research
with minority groups as it facilitates relationship building, develop trust,
allow questions to be asked and clarification to be sought.
I worked as a clinical nurse specialist in colposcopy in a hospital in the west
of Ireland, for seven years. GPs referred women with abnormal cytology
tests or clinical indications and I liaised with GPs and practice nurses
regarding their follow-up care. I understood the dynamics of the clinical
environment and the organisational structure within general practice. There
was no central point of access to the research sites. I therefore contacted
each GP individually. I sent letters to eight practices in the identified
locations, inviting them to participate in the research.17 I received an email
from three general practices that were delighted to be involved in the
study18. I met with all of the staff within each practice.

I explained that GPs and practice nurses would act as gatekeepers, which
would include giving women an information leaflet 19 inviting them to
participate in the study. This leaflet outlined in detail the purpose of the

17
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study, the researcher’s name and reason for undertaking the study, what
participating in the study would involve, how participants would be
selected, the voluntary nature of participation, and the right of participants
to withdraw without compromise. An additional sheet referred to as the
‘Expression of Interest Form’ 20 was attached to the information sheet. This
was signed by women consenting to be contacted by phone/email. This
sheet was then placed in a box in the waiting area. In total, there were 6
gatekeepers, 2 in each GP practice. They gave an information sheet to all
women over 50 attending their practice when recruiting for round 1, 4, and
5. I did not suggest a target number to the gatekeepers; however, I kept in
contact with the GP practice every week to keep gatekeepers up-to-date with
how the research study was progressing. My phone number and email
address were also on the form and some participants contacted me directly if
they needed further clarification or explanation of details in relation to the
study.

5.3 Data collection methods
Data collection methods involved using a demographic background
questionnaire and conducting semi-structured in-depth interviews. In-depth
interviewing (also known as intensive interviewing) was considered to be
the most suitable data collection method for this study because it enabled
the researcher to provide in-depth exploration of participants’ experience,
allowed for flexibility in constructing theoretical analyses (Charmaz, 2014).
Charmaz (2014, p. 56) describes intensive interviewing as ‘a gently guided,
one-sided conversation that explores a person’s substantial experience with
the research topic’. Charmaz (2014) adds that intensive interviewing permits
an in-depth exploration of a particular topic. Interviews are portrayed as a
cultivation of conversational skills; they are intersubjective, interactional
and reflexive (Denzin, 2001), generating knowledge that is ‘contextual,
linguistic, narrative and pragmatic’ (Kvale and Brinkmann, 2009, p.18).
Because of the sensitive nature of cervical screening, intensive interviewing
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was appropriate, as it yielded a high level of quality information in
understanding older women’s behaviour and attended to their sociodemographic positionality from marginalised groups. The interviewing
process is discussed in more detail in Section 5.3.2.

5.3.1 Background information questionnaire
5.3.1.1 Rationale/purpose
The demographic background questionnaire was used to collect valuable
data on participants’ characteristics such as ‘race’, ethnicity, gender, age,
education, occupation, and relationship status. This information was
presented in Table 5.5 21 and was integrated within the findings chapters
when appropriate.

5.3.1.2 Design and content
A demographic background questionnaire

22

was developed based on

concepts raised from a review of the literature. From this review, it was
clear that several social demographics influenced the cervical screening
behaviour of women.
Previous research (White, 1995; Savage and Clarke, 1998; Armstrong,
2007; Oscarsson et al., 2008; Marlow et al., 2015; Leinonen et al., 2017;
Marlow et al., 2019) had identified education, employment, health
insurance, age, religion, ethnicity, last new partner, whether women had
daughters who had received the HPV vaccine, and distance from the GP as
factors that may influence cervical screening knowledge and behaviours.
Questions relating to these factors were therefore added within the
demographic background questionnaire.
Throughout the study, a participatory approach was adopted and women
were asked if they felt comfortable filling in the form. In section 5.5.10, an
explanation of amendments to the demographic background questionnaire

21
22

See section 5.5.8
Appendix X.
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after the pilot study is outlined; i.e. the inclusion of further options that
women requested in relation to measuring social class.

5.3.1.3 ‘Measuring’ social class
In Ireland, integrating different indicators in determining socio-economic
status is complex and multi-dimensional (Walsh, 2014). The CSO (2016, p.
48) classifies the entire population into 1 of 10 groups based on the level of
skill and educational attainment of the occupation (of those at work,
unemployed or retired), while all other persons are classified to the socioeconomic group of the person in the family on whom they are deemed to be
dependent.
It was challenging to define socio-economic groups and find terminology
that was respectful to women. In this study, the terms lower and higher
socio-economic group are used. The CSO states that the socio-economic
group of ‘any persons aged 15 years or over who are at work is determined
by their occupation and employment status’, and introduced the following
classifications based on occupation: professional workers; managerial and
technical; non-manual; skilled manual; semi-skilled; unskilled; and all
others gainfully occupied and unknown.
Many women over 50 in Ireland are defined as ‘persons on home duties’
(CSO, 2016) and are therefore, according to the CSO, assigned to the socioeconomic group of the ‘head of the family’. In the pilot interviews, this was
discussed with women, who felt it was inappropriate to ask about a
woman’s partner’s job or earnings, as this would be off-putting:
…I think that women may like to be involved in a study
about cervical screening but to be asked about how much
money do they bring in is a bit too much, too personal.
And asking what does your husband or partner work as, I
do not see a need. It would put me off a bit. (Anne, Pilot
interview)
There are a number of computerised software programs to measure
deprivation indices in Ireland (e.g. Irish Health Poverty Index (2008);
Health Atlas Ireland (2016); Pobal (2008); and Small Area Health Research
Unit (SAHRU) (Kelly and Teljeur, 2007)). Deprivation indices can be
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constructive when highlighting areas where health and well-being may be
poor, but the relationship is not consistent; areas can be identified as the
most deprived yet not have the worst health outcomes (Sridharan et al.,
2011).
Affluence and disadvantage are identified based on demographic profile,
social class composition and labour market situation; therefore, it was
decided to use the Pobal.ie Deprivation Map Tool. Pobal Deprivation Index
is a series of maps measuring the relative affluence or disadvantage of a
particular geographical area in the Republic of Ireland, using data from the
2016 census. The measurements focus on 10 key indicators including: the
proportion of skilled professionals, education levels, employment levels,
and single-parent households found in an area. The Health Atlas website is
an additional marker that identifies social inequalities in disadvantaged
areas to access social inequalities in disadvantaged areas, but I was aware
that barriers to attendance at cervical screening are multi-factorial (e.g.
access to GP, relationship with GP, local cultures). After completing Round
1 interviews, it became clear that Pobal only provided information about the
area in which the woman lived, which was often inaccurate and therefore
not used for further rounds of data collection or analysis.
In this study, I decided to use eligibility for a medical card (which is meanstested and based on ‘disposable’ income) as indicative of lower socioeconomic group. For women under 70 years, a medical card is determined
following an assessment of income, expenses, marital status and
dependents. Approximately 40% of the population have a medical card.
(Burke et al., 2018). Using a medical card as an indicator of lower socioeconomic group is not without its criticism, I felt this was appropriate for
this study in view of eligibility being based on age and in some cases the
presence of illness (Nolan, 1994; Wiley, 2005). However, this would be
made known to me at the interview, as I asked women their age and health
status. There are many studies that have used this measure as a proxy for
class (Kelleher et al., 2003; Whelton et al., 2007; Keane, 2009).
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5.3.1.4 Defining ethnicity
Defining ethnicity in the study was challenging. The Central Statistics
Office (2016) referred to people that were born outside Ireland as ‘Non-Irish
Nationals’. Participants born outside Ireland were asked what they wanted
to be collectively referred to in the study. Most of the participants were
living and working in Ireland for the last 10 years and their children and
grandchildren had settled in Ireland. They therefore felt that they were ‘PartIrish’ (e.g. Dina, Latvian, 50 years) and did not like the term non-Irish. They
liked the term ethnic minority group, but participants from the Traveller
Community are also classified as an ethnic minority group (CSO, 2016). For
the purpose of this research study and to avoid confusion, non-Irish
participants were referred to as Settled Ethnic Minority participants.
Participants from the Traveller Community wished to be called Traveller
ethnic minority group.
According to the CSO (2016), Irish people born in Ireland are referred to as
‘White Irish’. Therefore, non-Traveller participants are referred to as ‘White
Settled Irish’ in this study. When referring to the Traveller Ethnic Minority
group and the Settled Ethnic Minority group, the term ‘ethic minority
groups’ is used throughout.

5.3.2 Semi-structured interviews
5.3.2.1 Rationale
A semi-structured flexible interview schedule was chosen rather than a
regulated structured approach, which Charmaz (2008, 2014) endorses as in
keeping with a constructivist approach. Semi-structured interviews are
designed to utilise more open-ended questions, allowing for a discussion
and conversation with the interviewee regarding a phenomenon they have
experienced rather than a straightforward question and answer method
utilised in structured interviews. DeJonckheere and Vaughn (2019) advocate
that semi-structured interviews allow the researcher to follow emerging new
ideas and to ask the why and how questions in research areas that are
sensitive and little is known. This is evident in Doody and Noonan (2013),
they suggest that semi-structured interviews allow participants more power
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and control throughout the interview. Interview locations were chosen by
the participants: some chose vacant rooms in health centres in women’s
local towns, hotels and some chose their own home.
Adopting a constructivist approach, I was mindful that each woman came to
the interview assuming a particular identity, whether or not they attended
cervical screening. An interview schedule 23 was developed based on
concepts raised from a review of the literature. Questions were rephrased
and edited and some new questions were added to try to capture women’s
cervical screening behaviours.
Following the pilot interviews, I formulated open and general questions to
allow participants to relax and gain trust prior to questions becoming more
focused. As the analysis proceeded, the interview schedule was amended to
include questions that explored and validated a category or to identify what
relationships existed between categories. This approach was extremely
participant-centred, and I enhanced discussions by adopting a natural
conversational context, led by women’s responses.
CGT emphasises the importance of exploring emergent phenomena and
defining their properties (Charmaz, 2014). If a woman recounted a new
experience, the interview schedule was suspended temporarily and this new
experience was explored in more depth. If this experience was relevant, it
was added to the interview schedule to allow for further exploration of the
experience. An example of when this proved very helpful was when
interviewing ethnic minority women. The first woman I interviewed told me
that sample takers approach cervical screening differently in her country and
that she preferred to travel to her own country, as it offered better services. I
added the questions ‘Do you think cervical screening is different in your
country?’ and ‘Why?’ This was included in the interview schedule rather
than just ‘Tell me about the last time you had a cervical screening test.’

23

See Appendix XI.
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In contrast to an objectivist approach to interviewing, I opted to record and
transcribe interviews. Glaser believes that taking notes is sufficient in
recording the essentials without data being lost. Charmaz (2014), however,
argues strongly that the tone, tempo, silences and language used shape
meanings and influence action, making the construction of interview content
richer. A focus on action and context permits social justice researchers to
make ‘nuanced explanations of behaviour’ (Charmaz, 2005, p. 524).
Adopting a constructivist approach involved highlighting women’s
definition of terms and situations, their values, assumptions, and implicit
and unspoken meanings (Charmaz, 2014). After each interview I wrote a
reflective diary entry describing my experience of conducting the interview,
paying attention to the unspoken word and highlighting the interviewee’s
values, feelings and assumptions.24

5.4 Interviewing in CGT

5.4.1 Pre-interview
All participants were sent a summary of the interview questions 25 prior to
the interview and were made aware that I was the student learning from
their cervical screening experiences. Establishing a rapport based on mutual
respect and dignity was extremely important so that women would feel
comfortable disclosing sensitive issues (Brown and Danaher, 2019).
Achieving this self-disclosure was an important component in my
interactions with women. I introduced myself as a nurse with extensive
professional experience in cervical screening.
Wray and Bartholomew (2019) explain that researchers are essentially
‘outsiders’ to the community. I was a clinical nurse manager and clinical
specialist in colposcopy for seven years; therefore I believed I had enhanced
knowledge about screening, as well as communication and counselling
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experience to address the psycho-social distance between myself and
participants, thus allowing an early rapport to develop. I was also mindful
that being a nurse may introduce bias as Chenitz et Swanson (1986) warns
that participants with positive past experiences with nurses may feel
comfortable sharing intimate information. Conversely, if participants'
experiences have been negative then they may purposefully omit
information. I explained that there was no right or wrong answer and that I
was learning from their experience of participating in the cervical screening
programme. This helped create a friendly, trusting, empathetic and sensitive
rapport between us. DeJonckheere and Vaughn (2019) and Gubrium and
Koro-Ljungberg (2005) endorse this technique, claiming it establishes a
sense of equality.

I was also conscious of my dress code, opting for informal, casual clothing.
Dearley (2005) advises informal dress, as dressing formally would imply a
hierarchical relationship, impeding the sense of equity I wanted to achieve. I
brought water and a selection of sweets to each interview. If meeting in a
hotel, I bought tea/coffee and biscuits. This act of reciprocity was my way
of thanking women for taking time out of their busy lives to talk about a
very sensitive subject. The ‘pre-interview’ in these cases included being
introduced to other family members, hearing about their sons or daughters
job or interest in health or research. In all of the interviews, this part
included thanking participants for agreeing to participate in the research,
talking about local news, weather and sport, then once the woman were
relaxed, giving an outline of the study and answered any questions about it.
Allowing time to build rapport provided an opportunity to let participants
get to know me in an informal way and set the tone to facilitate high quality
exchange of information. I saw these conversations as invitations into the
participants’ worlds; they implied the ‘very essence of trust and
conversational intimacy’ and a welcome for the ‘interviewer as a friend’
(Corbin and Morse, 2003, p. 338). A sense of trust needs to be established
prior to asking personal questions (Charmaz, 2014).
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Prior to commencing each interview, the participant information sheet26 was
discussed and a consent form signed.27 I was accountable to ensure that this
GT study was ethically rigorous and complied with the Nursing and
Midwifery Board of Ireland (NMBI, 2014) Code of professional conduct
and ethics for registered nurses and midwifes. The guiding framework
adhered to throughout the study included the key ethical principles of: (i)
respect for each woman’s autonomy, (ii) beneficence and non-maleficence,
(iii) justice, (vi) veracity, (vii) fidelity and (viii) confidentiality. Obtaining
informed consent and ensuring anonymity and confidentiality were
imperative to ensure the highest ethical principles. Ethical approval to
conduct the study was gained from the NUI Galway Research Ethics
Committee and the Irish College of General Practitioners (ICGP) Research
Ethics Committee.28
Consent to contact the woman again was also sought at the end of the
interview. When the study was completed, the file containing contact details
and participants’ true names was destroyed, and only the anonymised audio
recordings and transcripts with the pseudonyms were retained. In
accordance with university policy, all transcripts will be retained for a
minimum of five years – until August 2023 – in a locked drawer which only
the researcher has access to.

5.4.2 Ensuring confidentiality
The topic of cervical screening is potentially sensitive in nature, so the
absolute need for the protection of the anonymity and confidentiality of the
women’s identity was paramount. Confidentiality was attained by
anonymising all data using a pseudonym of the woman’s choice. The
chosen pseudonym was used as an identifier on all recordings and
transcripts.
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All data were stored as per the Data Protection Act (Government of Ireland,
1988, 2003, 2018). A file with women’s true names and contact details was
stored separately. Each woman was given a code number. A key connecting
the pseudonym data with the code number of the identity data was kept in a
password-protected file on an encrypted memory stick which was stored in a
locked cabinet. This allowed the identification of women, which was
necessary for transcribed interviews to be sent to women for verification,
and for potential follow-up interviews. The laptop was firewalled with
antiviral software. Some of the interviews were transcribed by a
professional service, who signed a confidentiality form and adhered to the
provisions of the Data Protection Act (2013)29.

5.4.3 Establishing women’s trust during the interview
King, Horrocks and Brooks (2018) highlighted that consent represents more
than signing a consent form. At the start of the interview, I informed women
that they could stop the interview at any time. Women’s cervical screening
experiences have a very low risk of eliciting negative emotions. However, I
was cognisant that it was difficult to predict how women would feel
recounting their experiences in relation to cervical screening behaviour.
Participants often talked about very sensitive topics such as lack of
education, negative feelings about HPV infection, sexuality, discrimination,
oppression, difficult life circumstances, previous negative cervical screening
experiences, feelings of frustration, and similar negative emotions related to
minority status.
Women’s emotional state, language and body language was continually
observed. In this event I had prepared a protocol to help deal with situations
where a woman was overwhelmed with these emotions. 30 A small green
disk was placed in front of the interviewee; in the event of her becoming
upset she could turn the disk displaying a red underside. In one of the
interviews a grandson took a liking to the disc and played with it while we
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were doing the interview, so I reminded the woman that she could still stop
the interview by telling me.

5.4.4 During the interview
During the interview, I adapted my use of language to how the woman
articulated her own experiences. I tried to create a conversational tone to
questions. Reading women’s verbal and non-verbal cues also assisted me; if
body language was open and responses relaxed, I continued the interview.
In addition, I adopted an intuitive sense of what I could ask or when to
move on to the next subject. I felt that women were uncomfortable when
talking about sexual behaviours; therefore, after the pilot interview, I
adopted and implemented a laddering approach, as suggested by Price
(2002). This was designed to yield richer data than an ad hoc approach to
interviewing. This laddering was implemented using three levels of
questions: (i) questions inviting descriptions of or about actions (these were
frequently used at the beginning and end of interviews; my first few
questions were inquiries about health and self-caring behaviours, which
were less intrusive and invasive, and relaxed women) (ii) knowledge and
behaviour questions, and (iii) personal philosophical questions pertaining to
the woman’s beliefs, values and feelings (these were the most invasive
questions) (Price 2002). Questions asking women to explain why they
behaved in a certain way could be invasive for some women.
The interview process, consequently, yielded rich in-depth data that
captured women’s views and personal experiences. As interviews drew to a
close, I asked less emotionally intense questions, asking about other
women’s behaviours. It was evident that women were comfortable
recounting other women’s stories and seemed to enjoy it.
Some women did become upset, angry and tearful when recalling their
personal experiences during some intervals of questioning. These emotions
were triggered when recalling negative aspects relating to their upbringing,
how women were treated in Ireland and how this affected their sexuality and
cervical screening behaviours. The cervical screening scandal (discussed in
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Chapter 3) evoked anger, as women felt disillusioned regarding women’s
health. However, this dissipated as women recounted how women have
come together and fought for their rights, recalling their strengths and
achievements as women living in Ireland.
No woman suffered distress as a result of the interview. During the planning
phase, I had highlighted upset as a potential risk and had organised a
psychologist in Cancer Care West to talk to women who were distressed.31
Women who were not registered with CervicalCheck were given a resource
guide with websites including CervicalCheck and other high-quality Irish
and UK organisations. As a lone researcher, I needed to implement safety
measures if interviewing women in their homes and therefore prepared a
‘researcher safety protocol’.32 This worked very well and I felt very safe
entering the homes of participants.

5.4.5 Challenges encountered during interviews
Some of the participants had dealt with personal loss of children, parents or
siblings, which had devastating effects on their health and health
behaviours. It was challenging to ensure that the interview did not transgress
into a counselling session. While empathy and attentive listening are vital
attributes during the interview process, I was cognisant that this could be
interpreted as a therapeutic interview.
Dickson-Swift et al. (2006) and Brinkmann and Kvale (2015) endorse
setting boundaries during the interview process. If I found the interview was
progressing into a counselling session, I listened, allowing the woman to
articulate her thoughts about how she felt, and then when she was ready and
with her consent to continue the interview I continued to ask questions from
the interview schedule. I also recommended that she speak to a counsellor to
help her come to terms with the life-changing event(s) affecting them.
Women often remarked that they did not realise that events had affected
their behaviours in relation to self-caring and how they valued their own

31
32

Appendix XIX.
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health and accessing healthcare. Two of the women stated that they found
the interview therapeutic, as it allowed them to articulate thoughts that had
been buried deep within. Also, as I am a nurse, I found that participants
asked questions related to cervical screening and sought advice on issues
regarding the HPV vaccine, moving GPs, etc. It was challenging to adopt a
researcher role and not engage as a healthcare professional. I explained to
women that I had not worked with CervicalCheck for a few years and that
they should engage with their GP or practice nurse. Two of the Settled
Ethnic Minority participants had not registered with CervicalCheck. They
asked for help with this process and I explained the process to them.

5.4.6 After the interview
After each round of interviews, women expressed deep gratitude for the
opportunity to partake in the interview process; they felt part of the research
journey in co-constructing a theory. Women found the participatory
approach quite a liberating encounter that gave voice to their experiences.
It was during the follow-up interview, when seeking textual clarification of
transcripts or seeking their thoughts of emerging categories, that the
relationship based on trust and equity became clear. The interaction was
friendlier and less formal, and more conversational and relaxed; women
were more open and discussed their personal experience in the context of
the categories. The information obtained was often more powerful and
meaningful. I was conscious that there was potential to later regret this
disclosure (Gubrium and Koro-Ljungberg 2005; Clarke, 2006), and building
a meaningful rapport and earning the trust of each woman helped convey
my respect for them and validated my genuine interest in their experiences.
I was surprised at the end of the interview by some women’s responses, as
they queried what I could possibly learn from them despite recounting very
personal and emotional experiences. Additionally, some women asked me if
they did alright – “was it ok?” – as if they thought their experiences did not
matter, especially those who had never attended cervical screening. I also
asked women to comment on their interview experience, the interview
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conduct and the content, and amended any changes to enhance subsequent
interviews.
Following the pilot interviews (n = 3), I used suitable probes to explore all
possible aspects of particular issues. Furthermore, participants were
encouraged to ask any questions at any time. The average length of an
interview was 45 to 60 minutes. I really enjoyed doing interviews and
meeting women with many different personalities. Women commented that
cervical screening was such an important topic and were shocked by the low
uptake of women over 50 years, even those who had themselves never
attended screening. Women felt that they had learned so much during the
interview and thanked me for it. I forged a genuinely friendly relationship
with participants, with some texting later that evening asking if a friend
could participate in the study. However, snowball sampling was not used as
a recruitment technique in this research study.

5.4.7 Constructing the interview schedule
An interview schedule was developed based on concepts raised from a
review of the literature (Colbourne and Sque, 2004). From this review it was
clear that there was a dearth of Irish literature on the topic area; therefore,
questions were formulated to address gaps in the literature. Questions were
rephrased, edited and some new ones added to try to capture women’s
cervical screening behaviours33.
Following the pilot interviews, open and general questions were formulated
to allow participants relax and gain trust prior to the more focused
questioning. As the analysis proceeded, the interview schedule was
amended to include questions to further explore the sexual self and distrust
associated with the cervical screening scandal. This was undertaken to
illuminate properties within the category and examine relationships between
categories. This approach was extremely participant-centred, and enhanced

33

See Appendix XI
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discussions by creating a natural conversational context, led by women’s
responses.
CGT emphasises the importance of exploring emergent phenomena and
defining their properties (Charmaz, 2014). If a woman recounted a new
experience, the interview schedule was suspended temporarily and this new
experience was explored in more depth. If this experience was relevant, it
was added to the interview schedule to allow for further exploration of the
experience.

5.5 Participant recruitment
5.5.1 Inclusion and exclusion criteria
The inclusion criteria for this study were that participants had
conversational English, were aged over 50, and were eligible to participate
in the CervicalCheck cervical screening programme as defined by
CervicalCheck’s Guidelines for Quality Assurance in Cervical Screening
Quality (2014).
The exclusion criteria included women who were not eligible to participate
in the cervical screening programme. This included women who had
developed cervical cancer or had a total hysterectomy (removal of womb
and cervix) with no evidence of cervical dysplasia or cancer. GPs and
practice nurses are familiar with CervicalCheck’s entry eligibility
framework document (CervicalCheck, 2014).
It was explained to gatekeepers that participants required a good level of
fluency in English. A good level of fluency meant that they could
communicate without probing for words, and they were able to understand
all written and oral communication. Participants needed to be able to
express themselves in a natural manner, having the ability to find English
words to verbally share their views and experiences and describe their
meanings/intentions. I was aware that if I had any doubt as to the woman’s
ability to fully understand the study, informed consent would not be
presumed, and the woman would be excluded from the study. This was not
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an issue in the study, as all of the participants from the Settled Ethnic
Minority group were living and working in Ireland over 10 years.

5.5.2 Overview of data collection, purposive sampling,
theoretical sampling and the participatory approach
In keeping with CGT, building a participatory approach was paramount
from the outset of this study. It is worth noting that purposeful sampling is
generally the sampling strategy in qualitative research (Miles and
Huberman, 1994). The aim of this strategy is to sample a group of people or
settings with a particular characteristic for the purpose of describing an
experience that they have been part of (Speziale and Carpenter, 2007;
Luciani et al., 2019). GT researchers focus on an explicit phenomenon when
gathering data. In keeping with CGT, sampling commenced purposively
with a range of women aged over 50 who were eligible to attend cervical
screening, in order to acquire a broad range of initial data. This included
women that were:


up to date with cervical screening (had a cytology test in the last 5
years)



not up to date with cervical screening (had a cytology test before but
not in the last 5 years)



never had a cervical screening test.

The initial purposive sampling was undertaken with the intention of
including women from as many demographic categories i.e. ethnic
minorities and socio-economic groups as possible. Overall, 32 women
participated in the study, representing various ethnic and social groups of
the Irish population which included women up to date with screening (n =
16), women not up to date (n = 11), and those who had never had a cervical
screening test (n = 5).
The rationale for which women were included in this study is well
supported by the principles of theoretical sampling, which is a key element
of CGT. Theoretical sampling aims to fill theoretical gaps in provisional
categories. Figure 5.1 explains there were six rounds of data collection, each
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round informing the next through theoretical sampling, memoing and
adopting a participatory approach. Round 1 was conducted from January to
September 2017. Round 2 interviews were conducted in October/November
2017, which informed theoretical sampling for Round 3 interviews, which
were conducted from November 2017 to May 2018. Round 4 interviews
were conducted in May and June 2018, and this informed theoretical
sampling for Round 5 in June/July 2018 and Round 6 from September to
November 2018. Each round of data collection will be discussed in detail.
The aim of the study was not to generate generalisable findings but to
develop a theory in a limited context (the west of Ireland) of a limited
phenomenon (cervical screening behaviour in women over 50 years of age).
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Round 1

• Pilot Interviews x 3 & initial data collection x 6 (9 participants in total – White settled Irish)
• Analysis
• Memo writing of provisional categories
• Write-up of initial findings
• Return of initial findings to participants
• Presented tentative findings to my supervisors
• Agreement of provisional categories and gaps identified

Jan-Sept 2017

Round 2
Oct-Nov2017

Round 3

• Phone interview regarding initial findings with Round 1 participants (9)
• Agreement of provisional categories and gaps filled
• Presented provisional categories to my supervisors
• Need to recruit women that were not up to date with cervical screening and ethnic minority
groups

• Data collection interview (17 new participants – 5 Traveller ethnic minority, 7 Settled ethnic
minority, 5 White settled Irish)
• Exploration of provisional categories with new groups
• Analysis
• Write-up of tentative categories
• Memoing
• Return of intitial findings to participants
• Presented provisional categories to my supervisors
• Agreement of provisional categories and gaps identified

Nov-May 2018

m

Round 4

• Phone interview regarding tentative categories with Round 3 participants
• Agreement of provisional categories and gaps filled
• Presented provisional categories to my supervisors
• Identified need to recruit women that were not up to date with screening or never had a
cytology test

May-June 2018

Round 5

• Data collection interview (6 interviews – 6 White Settled Irish)
• Exploration of categories and agreement of provisional categories- no further properties
identified.
• Analysis
• Write-up of tentative categories
• Memoing
• Co-construction of a theory
• Presented provisional categories to my supervisors

June-July 2018

Round 6

• Returned tentative categories to 21 participants from Round 1, 3 and 5
• One-to-one interviews
• Agreement of construction of theory and gaps filled
• Analysis
• Memoing
• Presented theory to my supervisors
•In total, 74 interviews were conducted over the 6 rounds

Sept-Nov2018

Figure 5.1 Overview of data collection and analysis process
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5.5.3 The pilot study
Pilot interviews were conducted in January 2017 with three women. These
women were the first women recruited in each site 34 . In keeping with a
participatory approach, participants in the pilot interview were asked to
review the interview schedule. This provided an insider’s view to help
formulate questions and, as a result, recommendations were included to put
women at ease during the interview.
Participants were also asked to review the recruitment processes, interview
skills, interview schedules and the demographic background questionnaire.
This allowed me to articulate an insider’s approach in the formulation of
questions, and recommendations were included to put women at ease during
the interview. In keeping with CGT, building a participatory approach was
paramount from the outset of this study. I rang each of the participants,
answering any questions they had and offering the option of meeting at their
homes for a one-to-one interview or meeting in one of the vacant rooms at
their general practice. Participants were advised that they could stop the
interview at any time.
Each interview lasted approximately 45-60 minutes. Throughout the
interview process I adopted a participatory approach, asking what women
thought of the questions used in the interview schedule 35 and exploring
other ways of asking questions. This conversation took a further 30 minutes,
approximately. Following verbatim transcription, a hard copy of the
transcript was sent either by letter or email to each participant for their
comments and textual verification prior to any formal analysis. The pilot
interviews were included in Round 1 analysis.

34

With the support of supervisors it was deemed that the learning gained in relation to the
research process, the topic and guide and conducting the interviews was appropriate and the
interviews supporting data collection should commence
35
See Appendix XI.
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5.5.3.1 The value of pilot interviews


Following content analysis of the pilot interview transcripts and
listening to the feedback from women, I decided to add additional
questions about the women’s health and well-being at the start of the
interview. The purpose of this was to relax women and build a
rapport prior to introducing the interview questions. Some questions
were also rephrased and some probing questions reformulated. The
interview schedule was amended to enhance understanding of
participants’ core concerns.



Amendments were also undertaken on the demographic background
questionnaire. An additional box for women who had been with their
partners for more than 10 years was included, as some of the women
had been married to their partners for over 30 years. Additional
questions about smoking were also added to establish whether
participants were ex-smokers and, if so, how long ago had they
given up.



I realised that it would be challenging to identify women’s social
class and therefore women in receipt of a medical card were deemed
to be from lower socio-economic group. This was discussed in
section 5.3.1.3.



Women felt that they could not talk freely about their cervical
screening experiences while being interviewed in one of the general
practice rooms. As a result, this room as was not offered as an option
for future interviews.

5.5.4 Round 1 recruitment and participants
GPs and practice nurses acted as gatekeepers, giving women information
leaflets inviting them to partake in the study. The study was discussed
verbally and leaflets were distributed to all women over 50. Consultations
were not always linked to screening appointments. Information sheets were
also available in the waiting room. According to Reeves (2010), gatekeepers
can help or hinder access to the research sites, depending on their personal
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thoughts or values. I was in contact with practice managers and practice
nurses numerous times and explained the benefits of the study. Nine women
were recruited from the three general practices for Round 1 data collection.
The first three women were part of my pilot interview, as discussed in
section 5.5.3. All of the participants were White Settled Irish. Five of the
women were up to date with cervical screening, two were not up to date,
and the remaining two had never had a cervical screening test before.
Having 9 participants in Round 1 allowed for immersion in the data to the
depth required for analysis and theoretical sampling, which is a key tenet in
CGT. The Pobal description for all of the women indicated values of −7.42
to 1.2, which indicated marginally below average socio-economic status. As
discussed in section 5.5.10, ‘Measuring Social Class’, this only provided
information about the area in which the woman lived, which was inaccurate
and therefore not used for further rounds of data collection or analysis
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Table 5.1 Round 1 and 2 participants
P

S/S

Pseudonym

Age

Ethnicity

New

Rel

R/S

E/D

Partner

Urban/

Emp

Rural

Health

Smoking
Status

Insur

GP

Daughters

D

HPV Vac

1

N/D

Annie

52

W.S. Irish

10 yrs

R/C

M

L/C

R

Unemp

Med C

S

5

N/A

2

U/D

Patricia

55

W.S Irish

10 yrs

R/C

M

L/C

R

Emp

Private

S

8

N/A

3

N/D

Bridget

55

W.S. Irish

10 yrs

R/C

M

I/C

R

Emp

Non-M

Non-S

8

N/G

4

Never

Breege

59

W.S Irish

42 yrs

R/C

M

I/C

R

H/M

Med C

S

5

N/A

5

U/D

Clare

60

W.S. Irish

N/C

R/C

D

I/C

U

H/M

Med C

Ex-S

1

N/A

6

U/D

Gloria

55

W.S Irish

N/C

R/C

M

3rd

R

Emp

Private

Non-S

5

Yes

7

U/D

Mary

59

W.S. Irish

N/C

R/C

M

L/C

R

H/M

Med C

S

7

Yes

8

U/D

Kate

61

W.S Irish

10 yrs

R/C

M

L/C

R

Emp

Private

Non-S

4

N/A

9

Never

Victoria

52

W.S Irish

N/C

R/C

M

3rd

R

Emp

Private

Non-S

3

Yes

P = participant number, S/S = Screening Status, W.S.Irish = White Settled Irish, I/C = Inter Cert, L/C = Leaving Cert, N/C = Not Completed, E/D = Education, Rel= Religion, R/C = Roman Catholic, R = Rural, U =
Urban, GP D = GP Distance, Emp = Employed, Unemp = Unemployed, Med C = Medical Card, Non-M = not eligible for Medical Card and has no private health insurance, H/M = Home maker, N/A = Non-applicable,
M = Married, D = Divorced, Private = Private Health Insurance, S = Smoker, Non-SG = Non-Smoker, Ex-S = Ex-Smoker, R/S = Relationship Status, N/G = Not Given, HPV Vac = Daughter received HPV Vaccine
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5.5.5 Round 2 recruitment and participants
Gatekeepers were asked to stop recruiting until I had finished my Round 2
recruitment and analysis. In keeping with implementing a participatory
approach, a document was created summarising the properties of each of the
tentative categories which was posted or emailed to participants.36 Women
were informed that these provisional findings included women who were
fully up to date and not fully up to date with cervical screening and some
who had never had a cervical screening test before. These were
communicated in bullet format with concise statements and posted or
emailed to participants, depending on which they had consented to prior to
the first interview. An interview schedule was used to determine if they
agreed or disagreed with the overall provisional findings and their views.
It was genuinely lovely to hear from the women again. I was surprised at
how thankful they were that I had shared the results with them. I was aware
that social desirability could emerge where participants found the subject
sensitive or controversial, or in situations where there are widely accepted
attitudes, behaviors, or norms (Grimm, 2010). I was very careful to use
probing questions and clarify participant responses, creating a relaxed
friendly atmosphere which is advocated by both Kelly et al., (2013) and
Mooney et al. (2018). I asked participants what their initial reactions to the
tentative categories were. This contact allowed me the opportunity to ask
further questions and to probe and seek clarification where necessary to
close ‘gaps’ in the emerging analysis. It also gave me the opportunity to
explain some of the emerging interpretations, particularly those which
related to attempting to explain the differences and similarities in the
experiences of women attending and not attending screening. Participants
really became involved in discussions, with some women mentioning that
they had asked friends of similar age what they thought and recounted their
discussions. Råheim et al. (2016) state that returning to participants helps
decrease power disparities between participants and researchers and helps
form closer relationships.

36

Appendix XXI.
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In Round 2 analysis, participants who were fully up to date with screening
generally agreed with my interpretation and offered similar explanations
themselves, stating that the findings ‘fitted’ their experiences. However, two
women who had never had a cervical screening test and two who were not
fully up to date did not identify with the category ‘Just getting it done’,
though they identified with the property ‘Struggling with conflicting
emotions’ and ‘Making every contact count’ and could imagine that if they
attended screening the findings would fit their experiences37. This contact
with participants served to illuminate the emerging findings and provided a
collaborative way for participants to engage and actively participate in the
development of my analysis and the research more generally. It was clear
that more women who had never had a cervical screening test or were not
up to date needed to be interviewed in Round 3. Also, from the Round 1
demographic form, it is evident that all participants were White Settled
Irish. Theoretical sampling earned its way to theory generation and paved
the way for continuing the construction of theory.

5.5.6 Round 3 recruitment and participants
For Round 3, gatekeepers were requested to recruit (i) women who were not
fully up to date with cervical screening, (ii) women who had never had a
cervical screening test, (iii) women who were Settled Ethnic Minority group
(travelled from their country of origin to live in Ireland) and (iv) women
from the Traveller Ethnic Minority group. Overall, 17 participants were
recruited in Round 3, which consisted of White Settled Irish participants
(n=5), Traveller Ethnic Minority participants (n=5) and Settled Ethnic
Minority participants (n=7). Having 17 participants in Round 3 allowed for
immersion in the data to the depth required for analysis and theoretical
sampling. Eleven of the women were up to date with cervical screening and
six were not up to date with screening. Notably, four of the participants
from the Traveller Ethnic Minority group were up to date, despite two
having a lapse of over 20 years.

37

See Table 6.
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Table 5.2 Round 3 and 4 participants
P

S/S

Pseudony

Age

Ethnicity

m

Country

of

New

Religion

R/S

Ed

Emp

Health

HPV

U/

Smoking

Insurance

vac

R

status

GP Dis

origin
Partner

10

Up/D

Liz

57

W.S. Irish

Ireland

N/C

R/C

S

3rd/l

Emp

Private

N/A

R

S

2

11

UPD

Lorrie

52

W.S. Irish

Ireland

10 yrs

R/C

M

3rd/l

Emp

Private

YES

U

S

4

12

N/D

Lizzy

58

W.S. Irish

Ireland

N/C

R/C

W

L/C

Emp

MED C

N/A

U

Non-S

5

13

N/D

Delia

57

W.S. Irish

Ireland

5 yrs

R/C

D

I/C

Emp

MED C

N/A

U

Non-S

4

14

N/D

Ger

50

W.S. Irish

Ireland

<10 yrs

R/C

M

3rd/l

Emp

MED C

N/A

R

S

5

15

Up/D

Irene

58

T.C.

Ireland

<10 yrs

R/C

M

Pr

Emp

MED C

N/A

R

S

6

16

Up/D

Gemma

52

T.C.

Ireland

<10 yrs

R/C

D

Pr

H/M

MED C

YES

R

S

23

17

N/D

Phil

55

T.C.

Ireland

<10 yrs

R/C

M

Pr

H/M

MED C

YES

R

S

1

18

Up/D

Peggy

50

T.C.

Ireland

<10 yrs

R/C

M

Pr

H/M

MED C

YES

R

S

1

88

19

Up/D

Shakira

58

T. C

Ireland

<10 yrs

R/C

S

Pr

H/M

MED C

N/A

R

S

2

20

N/D

Ann

60

S.E. M.G

Swedish

<10 yrs

Christian

S

3rd/l

R

MED C

N/A

U

Non-S

1

21

Up/D

Elizabeth

54

S.E. M.G

Poland

<2 yrs

R/C

W

3rd/l

Emp

MED C

YES

U

Non-S

1

22

Up/D

Kasia

50

S.E. M.G

Poland

<2 yrs

R/C

S

3rd/l

Emp

Private

YES

U

Non-S

15

23

Up/D

Dina

50

S.E. M.G

Latvian

<10 yrs

R/C

D

3rd/l

Emp

MED C

YES

U

Non-S

1

24

Up/D

Mai

55

S.E. M.G

Syrian

<10 yrs

Muslim

M

3rd/l

H/M

MED C

YES

R

Non-S

1

25

N/D

Tina

57

S.E. M.G

Lithuania

<10 yrs

Christian

D

3rd/l

Emp

MED C

YES

R

Non-S

10

26

UPD

Cait

60

S.E. M.G

Russian

<10 yrs

Christian

M

l/C

Emp

Private

YES

U

Non-S

1

I/C = Inter Cert, L/C = Leaving Cert, 3rd/l = 3rd level, N/C = Not Completed, Yrs = Years, Ed = Education, Emp = Employed, Unemp = Unemployed, H/M = Home-maker,

R = Retired Med C = Medical

Card, N/A = Non-applicable, M = Married, D = Divorced, W = Widow, Pr = Primary school level, Private = Private Health Insurance, S = Smoker, Non-S = Non-Smoker,
Ex-S = Ex-smoker, R/S Relationship Status, T.E.M.G = Traveller Ethnic Minority Group, S.E.M.G = Settled Ethnic Minority Group, GP Dis = GP Distance, HPV Vac =
Daughter received HPV Vaccine
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5.5.7 Round 4 recruitment and participants
Just at the completion of the 18th interview in the study the cervical
screening scandal erupted (discussed in Chapter 3). Validating transcripts
provided me with the opportunity to ask if and how cervical screening
behaviours had changed.
All of the participants (n=17) were informed of the provisional findings
from Round 3. Participants were informed that this included women who
were fully up to date with cervical screening, and women who were not
fully up to date, which included participants from ethnic minority groups.
They were asked if they agreed or disagreed with the overall provisional
findings and their views. All of the participants from the ethnic minority
groups felt that the summary of findings ‘fitted’ their behaviours in relation
to screening. However, White Settled Irish participants who had never
attended or were not up to date with screening agreed with the some of the
property ‘rationalising non-attendance’ and ‘feeling let down by the
system’, but not all of their behaviours in relation to this property.38 When
the cervical screening scandal happened, the majority of participants had a
cytology test. However, some felt it validated their procrastination in
attending. They felt they did not trust tests and how doctors behave.
Therefore, I identified a gap within this property and theoretical sampling
guided me to recruit women who were not fully up to date or who had never
had a cervical screening test.

5.5.8 Round 5 recruitment and participants
For Round 5, gatekeepers were requested to recruit (i) women who were not
fully up to date with cervical screening and (ii) women who had never had a
cervical screening test. Overall, five participants were recruited for Round 5
and it became clear that no new properties emerged from the interviews. I
therefore stopped recruiting women after my sixth interview and focused on
filling the conceptual gaps within properties. This consisted of participants
who had never had a cervical screening test (n = 3) and those who were not

38

See Table 7.
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up to date (n = 3). After memoing and further analysis using flip charts and
free writing, I presented my provisional categories to my two supervisors,
using flip charts and white boards to distinguish between emerging
categories.
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Table 5.3 Round 5 participants
P

S/S

Pseudony

Age

Ethnicity

m

New

Rel

R/S

Ed

Emp

Partner

Health

HP

Insuranc

V

e

vac

U/R

Smokin

GP

g Status

Dis

27

N

Sinead

50

W.S. Irish

<10 yrs

R/C

M

3rd/l/

Emp

Private

N/A

R

Non-S

2

28

N

Molly

55

W.S Irish

<10 yrs

R/C

M

3rd/l

Emp

Private

N/A

R

Non-S

3

29

N

Michelle

57

W.S. Irish

<10 yrs

R/C

M

3rd/l

Emp

Private

NO

R

Non-S

4

30

N/D

Marian

50

W.S. Irish

<10 yrs

R/C

M

3rd/l

Emp

Non-med

N/A

U

Non-S

.5

31

N/D

Rose

54

W.S. Irish

<10 yrs

R/C

M

3rd/l

Emp

Private

YES

U

Non-S

.5

32

N/D

Kathy

58

W.S. Irish

<10 yrs

R/C

M

L/C

Emp

Private

YES

R

Non-S

2

P = Participant, S/S = Screening Status, N = Never, N/D = Not up to date, W.S. Irish = White Settled Irish, L/C = Leaving Cert, Yrs = Years, 3rd/l = 3rd level Education, Emp
= Employed, M = Married, Private = Private Health Insurance, Non-Med = not eligible for Medical Card and has no private health insurance
, S = Smoker, Non-S = Non-Smoker, R/S = Relationship Status, GP D = GP Distance, U = Urban, R = Rural, HPV Vac = Daughter received HPV Vaccine
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5.5.9 Round 6 recruitment and participants
A provisional theory was articulated in terms of properties and their
dimensions through free writing, in memos, and concept mapping using flip
charts. All participants were invited to engage in this final interview to
explore if the theory fitted their cervical screening behaviour. Twenty-one
participants replied, stating they would be delighted to participate. These
comprised of White Settled Irish participants (n = 13), Traveller Ethnic
Minority participants (n = 5) and Settled Ethnic Minority participants (n =
3). The Traveller Ethnic Minority participants requested to have a group
interview. Therefore, 16 interviews were conducted. A document
summarising the theory and each of its tentative categories was either
posted, emailed or read over the phone, depending on which they had
requested in previous interviews, and an interview time was finalised.
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Table 5.4 Round 6 participants
P

S/S

Pseudonym

Age

Ethnicity

Interviewed in Round

1

N/D

Annie

52

Irish

1, 2

3

N/D

Bridget

55

Irish

1, 2

5

U/D

Clare

60

Irish

1, 2

6

U/D

Gloria

55

Irish

1, 2

14

N/D

Ger

50

Irish

3, 4

10

U/D

Liz

57

Irish

3, 4

11

U/D

Lorrie

52

Irish

3, 4

7

U/D

Mary

59

Irish

1, 2

12

N/D

Lizzy

58

Irish

3, 4

13

N/D

Delia

57

Irish

3, 4

8

U/D

Kate

61

Irish

1, 2

15

U/D

Irene

58

Irish Traveller

3, 4

16

U/D

Gemma

52

Irish Traveller

3, 4

17

N/D

Phil

55

Irish Traveller

3, 4

19

U/D

Shakira

58

Irish Traveller

3, 4

20

N/D

Ann

60

Swedish

3, 4

23

U/D

Dina

50

Lativan

3, 4

22

U/D

Kasia

50

Polish

3, 4

28

Never

Molly

55

Irish

5

29

Never

Michelle

57

Irish

5

30

N/D

Marian

50

Irish

5

32

N/D

Kathy

58

Irish

5

21

N/D

Rose

54

Irish

5

P = Participant number, S/S = screening status, N/D = Not up to date, U/D = up to dat
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Table 5.5 Summary of participants’ demographics

S
In total

S/E

Religion

R/S

S/M

11 LSG
21 HSG

28 R/C
3C
1M

22 MD
5D
4S
1W

8

11 MD
3D
3S
1W
9 MD
2D
1S
5 MD

8

9

11 R
5U

7 W.S.I.
6 S.E.M.
4 T.E.M.

1 23
m39

5 L/C
5 3rd/l
4 P/S

2

5

6R
5U

>.5
<8m

1

2

2R
3U

8 W.S.I.
3 S.E.M.
1 T.C.
5 W.S.I.

5 L/C
1 P/S
4 3rd/l
1 LC
4 3rd/l

Up to date

10 HSG
6 LSG

13 R/C
2C
1M

Not up to date

7 HSG
4 LSG

9 R/C
1C

Never
cervical
test

4 HSG
1 lSG

5 R/C

had
a
screening

HPV
Vac
16

Urban/
Rural
21 R
11 U

Race

GP/D
is

20 W.S.I.
7 S.E.M.
5 T.E.M.

Ed
5 P/L
13 L/C
14 3rd/l

<5 m

S/S=Screening Status, HSG= Higher socio-economic group, L= Lower socio-economic group, R/S= Relationship Status, MD= Married, SM=smoker C=Christian,
M=Muslim S= Separated, W= Widowed, S/E = socio-economic status, R/C = Roman Catholic, S.E.M. = Settled Ethnic Minority, T.E.M. = Traveller Ethnic Minority, HPV
Vac = HPV vaccine, W.S.I. = White Settled Irish, m = miles, HPV Vac = Participants who had daughters who had received the HPV vaccine, L/C= Leaving Cert, 3rd/l= Third
Level, P/C= Primary School, Ed=Education, GP/Dis= GP Distance

39

Variance of 23 miles.
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5.5.10 Challenges during recruitment
No real or obtrusive challenges were experienced during the recruiting and
sampling phases. However, the time it took to recruit women and conduct
analysis was surprisingly long. The initial recruitment of the nine women
was undertaken quite quickly, but as a novice researcher it took nine months
to ensure I was undertaking the stages of analysis appropriately before
commencing Round 3. In Round 3, participants from the Traveller Ethnic
Minority group, the Settled Ethnic Minority participants, and women not up
to date with screening proved hard to reach.
Bonevski et al. (2014) states that socio-economically disadvantaged groups
are hard to reach and recruit in research studies. It was critical that I
established a trusting relationship with gatekeepers located in the three
study sites. The practice manager and nurse in each practice were phoned
every Friday to enquire if there were any expression of interest forms in the
box. Bonevski et al., (2014) states that Traveller Ethnic Minority groups
may have low levels of literacy and education, which creates barriers to
recruitment and data collection. I was cognisant of this and asked the
practice nurse in each general practice to read the letter, if required, for
ethnic minority ethnic participants. Once I conducted my first interview
with a woman from the Traveller Ethnic Minority group, she asked other
members of the Traveller Ethnic Minority group who were attending the
same general practice.
Another challenge encountered was that participants did not always know
their screening status. On two occasions, the participant rang their practice
nurse after the interview to discover that they were not up to date with
cervical screening; however, when I met with them, both thought they had
had a cytology test two years ago and were fully up to date. In previous
studies, it was also noted the women tend to estimate that their last cervical
screening occurred more recently than it actually did (Rauscher et al., 2008;
Klungsøyr et al., 2009).
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5.6 Main study: data collection and analysis
5.6.1 Overview of the interview and post-interview process
The participants all agreed that I could contact them again with their
interview transcripts and with a summary of emerging tentative categories;
this was done after each interview for textual clarification in advance of
formal analysis. All the participants consented to further involvement in the
study. Some participants wanted a follow-up telephone call, as they felt that
the transcript would take too long to read. All the participants from ethnic
minority groups requested a follow-up phone call, not a written document.
This was a chance for participants to make sure the transcript accurately
recorded their behaviours regarding cervical screening and to allow them to
make any amendments. This was undertaken to further enhance the
participatory approach and give ownership back to participants. One
amendment was made. One participant had made a joke about her sister
forcing her to attend her general practice for cervical screening. On reading
this she was quite upset and remorseful about what she had said, telling me
her sister was ‘so good to her’ (Clare, Round 1). I reassured the lady that I
knew she had said this jokingly and the comment was deleted as per the
participant’s request.
All interviews were audio-recorded and transcribed verbatim by either a
transcriber (n=48) or myself (n=26). The transcriber signed a confidentiality
agreement. All ‘reactions’ were recorded, including pauses and laughter. In
addition, I listened to the audio-recording and carefully edited each
transcript as needed. I was aware that verbatim transcription does not
perfectly represent the constructed ‘reality’ of the interview; inevitably,
some meaning is lost in the transfer.
I also wrote a reflective diary entry after each interview, including what my
initial thoughts were when I first met the woman, what the interview was
like, and what I felt she was really saying, and asking the question ‘what is
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really going on here?’ 40 As part of my data collection, I listened to the
audio-recordings and edited any of the transcripts before sending them back
to the participants for their comments. I also wrote a reflective diary after I
finished interviewing participants from the Traveller and Settled Ethnic
Minority groups, and asked the question ‘What is going on with this group
of participants?’41

5.6.2 General data analysis process
In a GT study, data collection and analysis occur simultaneously, each
informing the other. The aim of Classical GT is to identify the participants’
main concerns and the processes that emerge to resolve them. Therefore,
data collection and analysis are focused on recognising a core category,
dimensionalising the core category in terms of its properties, identifying
sub-categories and their properties, and illuminating the relationships
between various categories (Glaser, 1992, 1998).
In contrast, CGT is less prescriptive about identifying a single category of
concern; it focuses on what is happening in the context of one’s data and
wider study (Clarke, 2005; Charmaz, 2006, 2014). Analysis was conducted
on a continual basis from an early stage (i.e. after nine interviews in Round
1) throughout this study: during immersion, the various stages of coding
(open, line-by-line coding and focused coding) the constant comparative
method, memoing and constructing categories.

5.6.2.1 Immersion
This involved reading and re-reading transcripts and listening to recordings
of participants, focusing on their tone, noting pauses and making informal
notes on anything of interest.

5.6.2.2 Open line-by-line coding
Charmaz (2006, p. 45) describes coding as the ‘bones of your analysis’.
Coding with gerunds is a fundamental link between collecting data and
generating emergent theories to explain the data (Charmaz, 2014). This

40
41

Appendix XII.
Appendix XXII.
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entails using action words (verbal nouns, the ‘ing’ form) to describe or
pinpoint what is happening in the data, making connections and keeping
analyses active (ibid). Charmaz (ibid., p. 245) argues that it ‘nudges us out
of static topics and into enacted processes’.
Saldaña and Omasta (2016) refer to this as ‘process coding’. It allows the
researcher to identify actions and processes within the data. The codes break
down the data. The researcher asks analytical questions such as ‘What is
really happening or going on here?’, ‘What factors may have led to this?’,
‘What seems to have happened as a result of that?’ to construct the
emerging tentative categories.
This allowed codes to be active and open and facilitated a critical stance and
a focus on cause and effect, generating a conceptual analysis and avoiding
forcing data into preconceived categories. In this way, transcripts were
coded line by line using gerunds. This was a very time consuming and
lengthy process. The first 18 interviews were manually coded 42 (i.e. by
hand, on paper). Following this, NVivo 11 software was used for data
storage and management purposes. One of the key advantages of NVivo is
that it provided a single location for the storage of data. In addition, it
provided easy access to memo-writing and had the ability to handle large
amounts of data. However, while it was very helpful for constructing the
tree node structure, a limited amount of text was visible on the screen, and I
often duplicated nodes, accumulating over 200 in Round 2 of my analysis.43
I spent too much time scrolling up and down the screen to make connections
and found it difficult to capture meaning. I needed to see the content in the
original interview format to provide context, which was quite frustrating and
time-consuming. Fragmentation of the data made it difficult to link
relationships between women’s experiences, therefore, a visual process of
making connections between concepts using highlighter pens and paper was
adopted. As mentioned earlier, when identifying tentative categories the
process of concept mapping using a flip chart was most helpful and this

42
43

Appendix XXIII.
Appendix XXIV.
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approach was continued throughout the study. Therefore, I manually coded
Round 6 and generated my theory using a flip chart.44

5.6.2.3 Focused coding
After the initial coding is completed, the most significant and frequent codes
are identified that make analytic sense using the constant comparative
method.

The constant comparative method was used throughout:

comparison of codes with codes, codes with data, codes with new data, etc.
Charmaz (2000; 2003; 2014) describes focused coding as using these
frequent/significant codes to sift through large amounts of data which are
more comprehensive and conceptual that guide subsequent data gathering
and analysis. During focused coding, codes that best describe what is
happening in the data are raised up to tentative conceptual categories
(Charmaz, 2014; 2015). This allowed me to begin to see commonalities
within the data and between the individual experiences of participants,
and to identify gaps, thereby facilitating theoretical sampling for future
participants to help provide data to fill in the gaps 45.

5.6.2.4 Memoing and the development of categories
Memos are understood as ‘informal analytic notes’ (Charmaz, 2014, p. 94)
and are imperative in the development of categories. Memo-writing is a
crucial step in GT, allowing the researcher to analyse and theorise about
codes and relationships and raise significant codes to tentative categories
(Charmaz, 2006, 2014). Memos contain a working definition of the
category and verify how the categories relate to each other. In this study,
memos were often short, less conceptualised and filled with queries and
hunches. These queries were used to revisit the data, drawing on the
constant comparative method.
Tables 5.6, 5.7, 5.8 and 5.9 outline the provisional categories which were
articulated in terms of properties and their dimensions through free writing

44
45

See Appendix XXVII.
Appendix XXIV and XXV.
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in memos,46 and concept mapping using flip charts.47 This process helped
me highlight whether categories needed to be split or merged and to then
identify what ‘gaps’ remained. Memo-writing in addition to the use of
diagramming categories, facilitated developments of connections in the data
and assisted the process of analysis.

5.6.2.5 Theoretical coding
The aim of the initial stages of coding is to fracture the data and further
coding stages like Strauss and Corbin’s (1998, 1990) axial coding or
Glaser’s (1978, 1992) theoretical coding aim to recombine data, through the
concepts and categories to build an integrated coherent theory. Axial coding
involves utilising a set of procedures (the causal/conditional matrix) to
relate categories to sub-categories and make relationships and connections
visible. Glaser’s coding focuses on identifying relationships between
categories and integrating the theory.
Theoretical coding facilitates the researcher in asking the questions, ‘What
is happening here?’ to identify where gaps exist and ‘How do the
substantive codes relate to each other as hypotheses?’ (Cutcliffe, 2000, p.
1482). Charmaz (2006, 2014) states that theoretical codes add precision and
clarity when they fit the data and substantive analysis. Glaser acknowledges
over 18 theoretical coding families, warning they must ‘earn’ their use and
relevancy and not be forced onto the data (Glaser, 1998, p. 164).
Similarities and differences in terms of participants’ demographic
information and other attributes were noted in each category. Key points to
develop a conceptual memo through free writing were raised. Diagramming
of relationships on a flip chart was conducted; noting the condition, causes,
covariance, contingencies, category, and the consequences. These sorts of
questions are suited to Glaser’s six C theoretical coding family (Glaser,
1978). This aided the establishment of conceptual relationships between
substantive codes, and these earned their way into the emerging theory. This

46
47

Appendix XXVI.
Appendix XXVII.
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process also allowed the illumination of overlapping between sub-categories
and to form relationships. This in turn helped me to see the connections in
the data and to ask questions, and ‘hypotheses’ were developed with regard
to the relationship between properties within a category. Questions typically
asked were ‘What is their main concern?’, ‘What are the factors that led this
to happen?’, and ‘What has happened as a result of this?’ Focusing on the
cause and effect type of question sharpened conceptualisations.

5.7 Sequenced summary of data collection and analysis
process
The study comprised six rounds of interviews. 48 Round 1 was conducted
from January to September 2017. Round 2 interviews were conducted in
October and November 2017, and they informed theoretical sampling for
Round 3 interviews, which were conducted from November 2017 to May
2018. Round 4 interviews were conducted in May and June 2018, and they
informed theoretical sampling for Round 5 in June and July 2018 and
Round 6 from September to November 2018. Initial provisional categories
developed over time, which will now be illustrated in various tables.

5.7.1 Round 1 and 2 analysis
From Round 1 and 2, three provisional categories were raised from the data
following the recruitment process described in 5.4.3 and 5.4.4, following the
analysis process outlined in 5.6.2 and further concept analysis using flip
charts,49 free writing and discussion with my supervisors50 (see below Table
6). The majority of the participants were fully up to date with screening and
agreed that my interpretation ‘fitted’ with their experiences. However,
women who were not fully up to date with screening or who had never had a
cervical screening test did not identify with the category ‘Just getting it
done’, identifying instead with the properties ‘Struggling with conflicting
emotions’ and ‘Making every contact count’. Women who had never

48

See Figure 5.1 p 62.
See Appendix XXVII.
50
See Appendix XXVIII.
49
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attended or were not up to date with cervical screening were identified in
order to fill this theoretical gap.
Table 5.6 Round 1 and 2 – Categories and their properties following
initial manual analysis
Tentative

Properties

Categories
1

Just Getting it Done

Worrying about Getting Cancer
Conscious of Health, Wanting to look after
themselves
Normalising attendance, Getting on with it,
Right thing to do
Feeling lucky to have cervical screening
services

2

Struggling

with Attending but ‘Hating them with a passion’

Conflicting

Feeling ‘shocked’ that cervical screening is

Emotions

linked with STI screening
Being a smoker but feeling very embarrassed
when disclosing this during interviews
Rationalising non-attendance – procedure too
painful, embarrassing, Not receiving reminder,
Body shame
Being from a different generation
Wanting to know about ‘Down There’
Not being up to date, Easier to influence to
attend screening

3

Making
Contact Count

Every Including a General Health Check-up during
appointment
Needing

HPV

information

to

be

clear,

consistent among ages
Making screening more accessible
Offering HPV self-testing as an alternative to
speculum examination
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5.7.2 Round 3 and 4 analysis
Following Rounds 3 and 4, six provisional categories were identified
following the data analysis process outlined in 5.6.2 and further analysis
using flip charts, free writing and discussion with my supervisors. Properties
were added to the three provisional categories raised in Round 2, and three
new categories were identified: ‘Rationalising non-attendance’, ‘Distancing
self’ and ‘Feeling let down by system’. All of the participants from the
Traveller Ethnic Minority group and the Settled Ethnic Minority group felt
that the summary of findings ‘fitted’ their behaviours in relation to
screening. However, White Settled Irish participants who were not up to
date with screening agreed with the property ‘rationalising non-attendance’
and ‘feeling let down by the system’, but not all of their behaviours in
relation to this property. I was also aware that I had not recruited any
participants in this round who had a history of never having attended
cervical screening. Therefore, theoretical sampling guided me to recruit
women who were not fully up to date or never had a cervical screening test.
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Table 5.7 Round 3 and 4 tentative categories – categories and their
properties following NVivo analysis
Tentative
Categories
Just Getting it Done

Struggling
Conflicting
Emotions

with

Making
Every
Contact Count

Rationalising
Attendance

Non-

Distancing self

Feeling let down by
system

Properties
Worrying about Getting Cancer
Conscious of Health, Wanting to look after
themselves
Normalising attendance, Getting on with it, Right
thing to do
Not attending in Ireland, Attending Screening in
their countries of origin
Attending but ‘hating them with a passion’
Viewing HPV infection as an STI
Body shame; blaming Catholic Church: seeing body
as a source of sin
Being from a different generation, having differing
sexual behaviours and beliefs
Including a general health check-up during
appointment
Needing HPV Information to be clear, Consistent
among ages
Making Screening more accessible
Offering HPV self-testing as an alternative to
speculum examination
Attending GP if symptomatic
Perceiving self at low risk
Being a positive thinker
Willing to try HPV self-testing
Talking about other women
Engaging in contradictory behaviours
Avoiding word ‘vagina’
Attributing using words ‘down there’ to upbringing
Having no other choice but to have cervical
screening
Being shocked at unreliability of cytology tests,
diminished trust
Validating non-attendance
Growing cynicism in women’s health service
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5.7.3 Round 5 analysis – reaching saturation
Five new participants were recruited in Round 5, which included women
who were not up to date (3) and who had never had a cervical screening test
(3). Following Round 5, three provisional categories were identified51 and
saturation of categories was reached. In total, 32 participants were
interviewed and data saturation occurred around the time of the 29th
interview. Interviews conducted thereafter confirmed that no new
information or no new properties of categories were emerging. Charmaz
(2014) states that categories are ‘saturated’ when fresh data neither sparks
new theoretical insights nor reveals new properties of core theoretical
categories (Charmaz 2006, 2014).

Charmaz (2014) advises researchers to explore all possibilities for
innovation by first exploring their data. Engaging a constant comparative
analysis was advantageous to cross check emerging concepts against
women’s meanings (Cooney, 2011). In this study, I constantly compared
new data with existing data, data with categories and categories with
categories. Creswell et al. (2007, p. 64) describe this as a ‘zigzag’ process:
going out to the field to gather data, analysing the data, going back into the
field to gather more data and so the cycle continues until saturation is
reached. This back and forth process is referred to as the ZigZag process by
Charmaz (2006, 2014). Both Lawrence and Tar (2013) and Creswell et al.
(2007) advise on the challenges of knowing when theoretical saturation of
the data is achieved and when to stop collecting data. Charmaz (2014)
describes that properties within theoretical categories need to be rich and
thick in order for saturation to occur. However, Ness (2015) asserts that
theoretical saturation is not about knowing everything there is to know
about an issue; rather, saturation of data is portrayed as the best that is
achieved in that particular time. Dey (1999) argues that saturation is rarely
achieved and theoretical sufficiency is a more realistic expectation as the
deeper an issue is explored the newer feelings we have. Creswell et al.
(2007) recommend using ‘discriminant sampling’ by checking data from

51

See Table 8.
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women’s interviews that are similar to those of the group being interviewed
to see if the theory holds true for the additional participants. This was done
in Round six.

Table 5.8 Round 5 tentative categories and their properties
Tentative

Properties

Categories
1

Overcoming

Rationalising – Weighing up the risk

Resistance

Procrastinating – Needing ‘a nudge’
Making cervical screening

taking more

appealing
2

Struggling with the Viewing the sexual self
Sexual Self

Viewing HPV infection as an STI
Adopting distancing behaviours

3

Feeling Unsafe as a Eroded trust
Woman in Ireland

Growing cynicism of women’s healthcare
services
Having no Choice – Clutching at straws
Standing up and fighting

5.7.4 Round 6 analysis
For Round 6 (final round), 21 participants agreed to participate in another
interview to offer clarification on the categories and theory. The Traveller
Ethnic Minority group (n = 5) chose to participate via a group interview.
Therefore, 16 interviews were conducted. A document summarising the
study’s theory,’ Spiralling Vulnerability’, was sent to each participant one
week before the interview. This document was not sent to women from the
Traveller Ethnic Minority group because of poor literacy skills; instead it
was read out prior to commencing the group interview. All the participants
agreed with the sub-categories and the theory. It surprised me how many
were delighted to read the findings of the study.
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…Thank you so much for asking me to do this, I’m the one that feels
privileged to be part of this. (Kathy)
…It is an honour to be asked, really. Just reading this again has
brought up so many feelings and given me time to think about me.
You have really captured everything, you have done really a good
job. (Liz)
…I have learnt a bit about myself, since doing the interview. I have
started to look after myself, caring for myself. I took it for granted
that I needed to do everything for everyone, but who minds me?
Talking to you, you listening to me, has meant so much, thank you.
(Marian)
Table 5.9 Round 6 categories and their properties
Tentative

Properties

Categories
1

Overcoming

Self-positioning – Weighing up the risk

Resistance

Procrastinating – Needing ‘a nudge’
Improving the cervical screening experience

2

Struggling with the Being ashamed of the sexual self
Sexual Self

Focused on HPV being an STI
Distancing to self-protect

3

Escalating Distrust

Realising misunderstanding about the nature of
cervical screening
Opening up a can of worms: questioning
women’s healthcare overall

5.7.5 Development of the final theory
Thornberg (2012, p. 41) define a theory as a ‘relationship between abstract
concepts and many aim for either explanation or understanding’. After
memoing, further analysis using flip charts, free writing and discussion with
my supervisors, I presented the following tentative properties several times
to my two supervisors, using flip charts and white boards to distinguish
between emerging significant categories, as follows:
1. Weighing up the risk
2. Needing a nudge
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3. Diminishing trust of cervical screening tests
4. Viewing HPV as an STI
5. Being a woman in Ireland
6. Distancing Self
7. Being open to HPV self-testing
8. Feeling let down by health system and government
9. Viewing the sexual self
10. Making cervical screening tests more appealing/Improving the
cervical screening taking procedure
11. Having no choice but to use the cervical screening
The emerging category contained properties and their relationships with
other properties within the category and the rationale for grouping
properties together were presented and discussed with my supervisors at
regular intervals during the study.52


1, 2, 7 and 10 were grouped to become the category ‘Overcoming
resistance’.



4, 6, and 9 were grouped to become the category ‘Struggling with
the sexual self’.



3, 5, 8, and 11 were grouped to form the category ‘Escalating
Distrust’.

Throughout this process, I constantly asked the question, ‘What is the
participant’s main concern?’ I concluded that women’s main concern was
their vulnerability, (i) with the cervical screening procedure, (ii) with their
sexual self and then (iii) with the cervical screening scandal. This scandal
diminished women’s trust in cervical screening and hospital consultants,
thus adding to their vulnerabilities towards cervical screening, causing it to
spiral.
Thus, the theory that represents women’s main concern is ‘Spiralling
Vulnerabilities’. A spiral does not have a clearly defined beginning or end,

52

See Appendix XXVII and Appendix XXVIII.
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and this represents women’s vulnerabilities, as they are complex with their
lack of a clear beginning or a way to overcome them. As a gerund, spiralling
is defined as a dramatic increase (Cambridge Dictionary, 2019) which
accurately reflects women’s feelings of vulnerability after the cervical
screening scandal.
Women’s vulnerability weaves in and out of the three sub-categories,
essentially representing women’s behaviour towards cervical screening.
These

three

sub-categories

underpin

the

theory

of

‘Spiralling

Vulnerabilities’ to illuminate understanding of the cervical screening
behaviours of women over 50 years. The resultant theory is an interpretation
of the co-constructed view of how participants constructed meaning and
action towards cervical screening and is consistent with CGT.

5.8 Reflexivity during data collection and analysis
Keane (2015) and Charmaz, Thornberg and Keane (2017) assert the
importance of researchers embracing reflexivity while building a
participatory approach when adopting a CGT approach. I engaged in
reflexivity throughout the research process and considered how I might have
influenced the interview process. Reflexivity is a crucial component of the
research process and provides valuable insight into the self to the reader
(Tracy, 2019). Engaging in this critical autobiography at the beginning of
the study allowed me to formally reflect on the aims of this inquiry and their
justification (See Chapter 1, section 1.10). For 15 years, I worked in
women’s health and am passionate about screening. While writing my
results chapters, I reflected again on my value system and identified any
preconceptions regarding cervical screening behaviours.
The influence of growing up in Catholic Ireland surprised me and made me
again reflect on my relationship with the church. As an adult, I have not
kept up the weekly trips to mass and this study has made me question what
kind of Catholic I am. I have married a practising Catholic, chosen to
baptise both my children, who have recently received the sacraments of
communion and confirmation. For me, religion is a positive influence in my
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life, offering a source of meditation that takes me away from the hustle and
bustle of life so that I can sit down and think about life, what I am grateful
for. It is somewhere to turn to when I need head space.
At the time of the Round 1 and Round 2 interviews, the Commission of
Investigation into Mother and Baby Homes announced that ‘significant’
quantities of human remains had been found buried at a nearby mother and
baby home in Tuam. Participants seemed heartbroken by the revelations. I
wonder if this fuelled their anger about the Catholic Church. I found it
interesting that some of the participants were surprised that their upbringing
affected them today, and that they were embarrassed that they struggled
with the sexual self. Some of the participants admitted that it was the first
time they had given themselves time to think about why they behave or
think like they do.
Memoing brought back childhood memories of when my mother tried to
avoid the GP fees by bringing me to the pharmacist on more than one
occasion with an infected throat to get an antibiotic. This cut out the
consultation fee of the GP, which meant a huge saving for my mother. I felt
quite envious of my friends who were often brought to the doctor, but I did
not realise until I was much older that they had a medical card, so their
consultation with the GP was free. Maybe on some level I too believe that
medical card holders attend the GP more often than non-medical holders
with the same complaint.
I wrote my personal thoughts about the cervical screening scandal before I
commenced data collection to identify any preconceptions and biases. When
the news emerged of the cervical screening scandal, I was shocked and
devastated for the affected women who had died or were living with
cervical cancer. I identified with affected women who had young children.
They had gone to their GP and had a cytology test and got news that their
cytology test was normal. But ultimately their good news was short-lived, as
they received a diagnosis of cervical cancer and in some sad cases a
diagnosis of advanced cervical cancer. Therefore, I wrote a critical
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autobiographical reflection in May 2018 to acknowledge my feelings and
preconceptions in relation to the cervical screening scandal.
Although my first thought was for the affected women and families, I also
could not help thinking about all the smear takers across the country
working in general practice, health clinics and colposcopy clinics. I know
that they worked extremely hard to ensure failsafe procedures were in place.
They had no control over where or how cytology tests were analysed.
However, all their good work had been tarnished by consultants not telling
women their cervical screening audit results and CervicalCheck not reacting
to the audit results with unified, organised and clear guidelines.
This ‘scandal’ caused me to reflect about my own practice as a sample taker
and the information I gave to women. I know I did not tell women that there
was a chance that their cytology test would not be reported correctly,
although I did emphasise the importance of regular screening. Therefore, am
I guilty? Did I mislead? Or did I deliberately make that choice not to
disclose that information for fear that women might not bother having a
cervical screening test? In this study, I wanted to find out what participants
knew about the cervical screening scandal and if this would affect their
future cervical screening behaviours.
Throughout data collection, I continued to write reflections, as I felt
annoyed at the media’s response to the cervical screening scandal. They
sensationalised what had happened, which led to confusion and
scaremongering. The government too seemed to over-react, offering
cytology tests to everyone who was worried about cervical cancer.
CervicalCheck was not able to cope with the volume of cytology tests,
which resulted in tests going out of date and long waits for results to be
reported, which fuelled uncertainty about cervical screening. None of the
participants (apart from some of the ethnic minority group) seemed to
understand what the scandal was about. Most of the women thought that all
cervical screening tests were reviewed (not women with a previous cancer
diagnosis) and some thought the delay in disclosure attributed to delay in
cancer treatment. This misconception spiralled anxieties. Participants in the
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study were very upset that they never knew that a cytology test might not be
read accurately and be associated with a false negative rate. Indeed, it has
been a hard lesson for all healthcare professionals in terms of how we
communicate to patients regarding their tests and the issue of informed
consent.
By engaging in a critical level of self-awareness, I was able to be honest
about my positionality at the outset of my study and throughout the study. It
also allows the reader to know the preconceptions, values and beliefs
regarding cervical screening behaviour that may have influenced the
research process and outcomes. Throughout the data collection process, I
was aware that participants would view me as a nurse, and that this might
create a power imbalance that could affect flow of conversation. For this
reason, I wore casual clothes and introduced myself as a researcher who was
interested in learning from them.
By being reflexive, I recognised that my personal experience as a women’s
health nurse was an asset to the study. I had insights into general practice,
CervicalCheck and colposcopy, and I was therefore able to utilise my
unique experience to understand women’s stories. Mruck and Mey (2019)
propose the use of a reflexive diary throughout the research process. I found
this really helpful when doing data analysis, as it provided me with what
were my initial thoughts after the interview.

5.9 Conclusion
This chapter provided an overview of the methods undertaken throughout
the study. It presented an overview of the research phases, including
accessing research settings and recruitment; the pilot study; data analysis
and building a participatory approach through theoretical sampling; data
management;

theory

development;

theoretical

sensitivity;

ethical

considerations; and ensuring rigour. There were many overlapping phases
because of the iterative nature of conducting GT. This description is a
personal reflection of my experience of implementing CGT in practice. The
next chapter presents a GT on a conceptual level, reflecting core and sub-
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categories, their relationships and properties within each sub-category and
my

co-construction

of

how

these
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properties

interact

together.

Chapter Six – Conceptual Overview of the Constructivist
Grounded Theory
6.1 Introduction
This chapter provides a conceptual overview of the CGT. The theory
identifies one core category (Spiralling Vulnerabilities) that represents
participants’ main concerns. The sub-categories explain the cervical
screening behaviour of participants aged over 50 living in the west of
Ireland. The three sub-categories are: Overcoming Resistance, Struggling
with the Sexual Self, and Escalating Distrust. This chapter is a prologue53 to
the findings chapter and examines the core category and sub-categories on a
conceptual level, and the interrelationships therein.

6.2 Core category and sub-categories
To an extent, identifying a core category representing the participants’ main
concern in their cervical screening behaviour was challenging. In April
2018, just as I finished conducting Round 3 interviews, the cervical
screening scandal in Ireland happened (discussed in Chapter Three). In
keeping with a constructivist approach, I provided participants with a copy
of their transcripts; this provided me with an opportunity to ask all of Round
3 participants if their cervical screening behaviour had changed as a result
of the cervical screening scandal. I also formulated a new interview
schedule to include questions about the cervical screening scandal for
Round 4, 5 and 6 interviews. The cervical screening scandal had a
significant impact on my overall findings, and I found it hard to articulate
what participants’ main concerns were. I was not overly worried, however,
as Charmaz (2014) postulates that one needs to do what works within the
context of the data. With this in mind, and with further analysis and
reflection, I began to see the underlying feelings of vulnerability that
participants expressed across the three sub-categories identified.

53

Following discussion with my co-supervisor (Dr Keane) and having given it due
consideration, it was decided to include a prologue to the findings chapter in order to
address the complexities of the theory ‘Spiralling Vulnerabilities’, which is common to all
the findings chapters.
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The participants described feelings of vulnerability in all sub-categories,
which impacted on their cervical screening behaviour. According to the
Merriam Webster Dictionary (2019), ‘vulnerable’ is derived from the Latin
meaning ‘to wound’. This definition includes ‘capable of being wounded’
and ‘open to attack or damage’. Zubin and Spring (1977) define
psychological vulnerability as a natural result of being human, which may
cause psychological problems, as each individual has a certain degree of
vulnerability when experiencing stressful situations. Brown (2015) defines
feeling vulnerable as experiencing feelings of uncertainty or a response to
exposure to a risk. Sinclair and Wallston (1999, p. 102) postulate that
psychological vulnerability refers to cognitive structures that make
individuals more susceptible to stress and describe it as a ‘pattern of
cognitive beliefs reflecting a dependence on achievement or external
sources of affirmation for one’s sense of self-worth’.
In this study, the concept of vulnerability can be understood in two different
aspects: feeling vulnerable (individualised) or being made vulnerable (by
society). The findings demonstrated that women felt vulnerable as a result
of the physical and psycho-social aspects of having a cervical screening test
done and were made to feel vulnerable by society as a result of their
upbringing in Ireland in the 1950s and 1960s. Ranci and Magliavacca
(2010) further classify social and psychological vulnerability as difficulty in
accessing resources to leave a particular negative and undesired state. This
definition helped me understand how recognising their misconceptions
about the nature of CervicalCheck and trusting laboratories caused women
to feel further vulnerability. These definitions of vulnerability helped to
clarify why participants in this study experienced different levels of
vulnerability and how and why this spiralled when the cervical screening
scandal happened.
A spiral shape does not have a clearly defined beginning or end and, like
vulnerabilities, it is hard to explain its beginning or end. Spiralling can also
indicate a dramatic increase, reflecting the timing of the news of the cervical
screening scandal as participants’ vulnerabilities escalated dramatically.
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Each sub-category has its own properties, which were co-constructed by the
participants and myself (and at certain points, my two supervisors) using a
constructivist approach. These properties emerged through a process of
constant comparative analysis. As can be seen in

Figure 6.1,

‘Vulnerabilities’ weaves throughout the first two sub-categories, which
escalated into ‘spiralling vulnerabilities’ in the third category. This,
therefore, became the core category, as it was the women’s main concern
and links the findings together.

The sub-categories are:


Overcoming resistance



Struggling with the sexual self



Escalating Distrust

Each of these will now be discussed on a conceptual level.
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Spiralling Vulnerabilities

Escalating Distrust

Struggling with the Sexual Self

Overcoming Resistance

Figure 6.1 Spiralling Vulnerabilities
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6.3 Overcoming resistance
This sub-category ‘Overcoming Resistance’ contains three properties, ‘Selfpositioning: weighing up their risk’, ‘Procrastinating: needing ‘a nudge’’
and ‘Improving the cervical screening experience’.

6.3.1 ‘Self-positioning: weighing up their risk’
Overcoming resistance encompasses participants’ self-positioning in
relation to their perceived risk of developing cervical cancer versus their
psychological risk of suffering discomfort, the ‘nudge’ that participants find
helpful to prompt attendance, and participants’ suggestions on how to
improve the cervical screening taking procedure to help overcome their
resistance. All participants described having a cervical screening test as a
private, intrusive procedure, with some ‘up-to-date’54 participants needing
to be physically and mentally prepared in order to overcome their resistance.
Overcoming resistance captured a set of behaviours involving the selfpositioning process that all of the participants engaged in. They balanced
their perceived risk of developing cervical cancer against their perceived
psychological risk of having a cervical screening test. The source of
participants’ resistance was their perceived psychological risk of distress
during cervical screening taking. Participants engaged in the self-positioning
process to rationalise their cervical screening behaviour. They described
perceived risk factors of cervical cancer as having a family history of
endometrial or cervical cancer or an abnormal cervical screening test,
having symptoms of cervical cancer, having children, being sexually active,
having multiple sexual partners and being of childbearing age. In addition,
some of the participants reported having a fear of developing cancer or
‘doing what the doctor said to’ or ‘doing what is right’. This risk was
weighed against what participants referred to as their embarrassment or
discomfort at the cervical screening taking procedure. If they perceived
their risk of developing cervical cancer as higher than the psychological

54 Up to date are defined by CervicalCheck as attending for routine cervical screening
every three years for women aged 25 to 44 and every five years for women aged 45 to 60
(CervicalCheck Report, 2017a).
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risk, they attended despite hating the procedure. Participants who had never
engaged with cervical screening perceived their risk of developing cervical
cancer as low compared to the heightened psychological distress of having a
cervical screening test; therefore, they made the decision not to attend for a
cervical screening test. The participants who had never had a cervical
screening test had an overwhelming fear of having the test. They described
having a fatalistic approach to health or being positive thinkers, therefore
believing that their risk of developing cervical cancer was low. By engaging
in the self-positioning process of weighing up the risk, participants felt they
could rationalise their cervical screening behaviour.

6.3.2 Procrastinating: needing ‘a nudge’’
The majority of participants who engaged with the cervical screening
programme described needing ‘a nudge’ in some shape or form to influence
their decision to attend. Most of the participants who engaged in cervical
screening felt the main reason for their procrastination in relation to
attendance was their dislike of and feelings of embarrassment during the
procedure. They identified themselves as high risk but described still need
‘a nudge’. They described ‘a nudge’ as being an invitation or reminder letter
which is sent from CervicalCheck, attending a ‘Health Promotion
Awareness’ class, talking to family or friends, participation in the study,
seeing an advertisement, or a GP or practice nurse talking to them about
cervical screening.
Interestingly, participants from lower socio-economic groups visited their
GPs more regularly for symptomatic appointments; however, these
participants were more likely to not be up to date with cervical screening. In
contrast, regardless of socio-economic status, participants attending their
GPs presenting with gynaecology complaints were all up to date. It was
evident that cervical screening was only addressed by healthcare
professionals during gynaecology-focused appointments compared to
appointments

participants

attended

symptoms.
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concerning

non-gynaecological

6.3.3 Improving the cervical screening experience
‘Improving the cervical screening experience’ is an in-vivo code that
emerged during an interview. All participants, regardless of screening
status, strongly advocated the need for healthcare professionals and
policymakers to focus on participants over the age of 50. The relationship
with staff working within general practice was regarded by participants as
extremely important and influenced screening behaviours, which could
directly and indirectly affect attendance. The availability of a female smear
taker was greatly appreciated, and this had been offered to all participants
interviewed. Participants desired a specific over-50s cervical screening
appointment, incorporating a holistic assessment addressing physical and
mental well-being. Participants who were not up to date or who had never
had a cervical screening

wanted to be offered HPV self-testing as an

alternative option to having a speculum examination. Interestingly, all
participants who had not engaged in cervical screening reported that they
would engage in HPV self-testing, despite seeming to be entrenched in their
decision not to engage with cervical screening.
Through the sub-category ‘Overcoming Resistance’, the properties reflect
the main concerns that participants felt as a result of the sensitive nature of
cervical screening. This challenge is reflected in the self-positioning process
that identifies whether or not participants perceive themselves to be at risk,
which can be seen in Figure 6.2. Consequently, participants described
needing a nudge and needing to improve the cervical screening process for
participants over 50 to overcome their resistance to cervical screening.
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Figure 6.2 Overcoming Resistance
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6.4 Struggling with the sexual self
The sub-category ‘Struggling with the sexual self’ consisted of three
properties: ‘Being ashamed of the sexual self’, ‘Focusing on HPV as being
an STI’ and ‘Distancing to self-protect’. The participants who were born
and had grown up in Ireland spoke about their Catholic upbringing, which
played a prominent role in defining and reinforcing patriarchal religious
beliefs that still permeated their adult lives. Participants described growing
up in a culture dominated by the Catholic Church, whose image of a good
Catholic woman was a consequence of doctrine and rituals and was biased
toward a male culture that considered women inferior to men. As a result,
the participants struggled with how they viewed their sexual selves, their
own sexual behaviours and other people’s sexual behaviours, as religious
social norms had directed sexual behaviour.
Plagued by their Catholic upbringing, some of the participants wrestled with
their sexual selves in the journey from a traditional conservative Ireland to a
permissive society today. White settled Irish participants perceived religious
dominance as a thing of the past and, as their beliefs about contraception
and divorce were not in line with those of the Catholic Church, they
considered themselves as ‘à la carte’ Catholics. They described being very
happy for their daughters’ generation, perceiving them as free of religious
shackles. Participants from the Traveller Ethnic Minority group embraced
all of the Catholic teachings and considered themselves as very religious,
passing down religious beliefs to the next generation. Interestingly, the
Settled Ethnic Minority participants from the European Union (EU) were
also brought up as Roman Catholics, but did not struggle with the sexual
self. They described being body confident and said they had not been
exposed to oppressive Catholic teachings growing up.

6.4.1 Being ashamed of the sexual self
All participants described and evaluated their own feelings and actions
about their sexual selves and others. They attributed their negative feelings
towards their sexual selves to the influence of a strong Catholic ethos
growing up, which, for example, affected how they felt stripping from the
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waist down to have a cervical screening test. They recalled learning that
their bodies were a source of sin and that a sexual act should only be
allowed in a heterosexual marital relationship, and how women were
encouraged to be homemakers, with males the head of house.
Even though society has changed, they found it hard to free themselves of
‘religious shackles’. They described having body shame, poor sexual
confidence and Catholic guilt, which impacted attending for a cervical
screening test. Some of the Irish-born participants who engaged in screening
also described being worried about what the smear taker thought of their
bodies. Many of the Irish-born participants had a very poor body image and
described feeling embarrassed by their older bodies.

6.4.2 Focusing on HPV as being an STI
The majority of participants in the study had never heard of HPV infection;
however, when participants heard about it, they focused on it being an STI.
This caused participants to conjure up images of ‘sleeping around’ and
‘being promiscuous’. Irish-born participants felt that sexual activity was
socially acceptable in long-term relationships and marriage. The majority of
the White Settled Irish participants were married over 30 years and
questioned the value of this test. Participants from the Traveller Ethnic
Minority group were horrified that CervicalCheck was introducing this kind
of test and thought it was not relevant to them because of their strict rules on
no sex before marriage and one partner for life.

6.4.3 Distancing to self-protect55
Participants adopted various distancing techniques (c.f Keane 2009, 2011)
in order to self-protect and avoid feelings of shame, anxiety, fear and the

55

This property was co-constructed with my supervisors during one of our group sessions,
during a discussion about the many examples in the data of participants engaging in certain
behaviours. The concept of ‘Distancing to self-protect’ (Keane, 2009, 2011) was drawn
upon to conceptualise these behaviours. There is provision within Grounded Theory (GT)
to use extant concepts where one can provide evidence for their fit and relevance, and
where one then specifies their application (cf. Charmaz, Thornberg and Keane, 2017). The
use of this extant concept was much discussed and considered over a long period of time,
and it was agreed that it best captured the data and the behaviours in which the participants
were engaged and therefore has been employed in this study.
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vulnerabilities of dealing with the sexual self. This included: (a) not being
comfortable engaging in conversation about themselves in this way and
therefore depersonalising the situation by talking about ‘other’ women, (2)
using evasive language (referring to ‘down below’, ‘that department’) and
avoiding the word vagina, thinking it sounded ‘harsh’, and (c) adopting a
‘pick-and-mix’ approach to choosing healthy behaviours. Participants who
were born in Ireland separated themselves from what they perceived did not
fit their social norms in relation to the sexual self.
All of these distancing behaviours were a result of participants’ struggle
with the sexual self. This was revealed through their feelings of
embarrassment about their bodies and a dread of stripping from the waist
down and exposing their bodies to have a cervical screening test. Figure 6.3
illustrates how each of the properties, being ashamed of the sexual self and
focusing on HPV being an STI have interlocking cogs that connect, causing
participants to distance to self-protect.

Being
ashamed of
the sexual
self

Focusing
on HPV
being an
STI

Distancing to
self-protect

Figure 6.3 Struggling with the Sexual Self
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6.5 Escalating distrust
This sub-category explores the differences in participants’ attitudes and
perceptions before and after the cervical screening scandal. Overall,
participants who engaged with cervical screening had unrealistic
expectations of the sensitivity of a cytology test and felt let down by
healthcare professionals working within CervicalCheck. As a result of the
lack of open disclosure of the fallibility of cervical screening tests, they now
realised their misunderstandings, and their immediate response to the
cervical screening scandal was a feeling of loss of trust in all HSE services.
All participants in the study questioned the quality of women’s healthcare
services and described becoming increasingly cynical about the culture of
paternalism and cover-up in Irish healthcare. In the months after the cervical
screening scandal, participants’ feelings of vulnerability escalated as a result
of trying to cope with the realisation of the reality of the cervical screening
programme, which caused a cascade of distrust not only with
CervicalCheck, but with all HSE services.

6.5.1 Realising misunderstandings about the nature of
CervicalCheck
Prior to the cervical screening scandal, all the participants had very high
expectations of the cervical screening programme and highlighted many
positive attributes. All of the participants, apart from the Settled Ethnic
Minority participants from Eastern Europe, thought that the cervical
screening was a diagnostic test and did not understand the difference
between this and a screening test. All of the participants felt annoyed that
the smear taker had never told them this and felt tricked by having believed
and trusted that the cervical screening test was an accurate test. As a result,
the patient–smear taker –consultant relationship was eroded and
overshadowed by deception and revelations. Media reports clouded
understanding and fuelled further misconceptions, which added to escalating
vulnerabilities and confusion. Participants felt unsafe in receipt of Irish
healthcare. This caused a growing cynicism among these women about
women’s healthcare services.
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6.5.2 Opening up a can of worms: questioning women’s
healthcare overall
The metaphor 56 ‘Opening up a can of worms’ is an analogy I used to
describe what was happening within this property. The Cambridge
Dictionary (2019) describes opening up a can of worms as a situation which
causes more problems when you try to deal with it. In this context, opening
up a can of worms refers to participants trying to manage their
unrealistically high expectations of the sensitivity of a cytology test in
detecting pre-cancerous cells and of healthcare professionals working within
CervicalCheck.
As a result of the lack of open disclosure of the fallibility of cytology tests,
participants’ distrust had escalated to all HSE services. Irish-born
participants recollected similar women’s health and maternity healthcare
scandals from the past and questioned how the CervicalCheck scandal could
have happened. They also referred to Ireland’s history of cover-ups and
scandals, highlighting consultant cover-ups that exposed a culture of
paternalism and lack of openness and transparency. Participants had heard
reports from the R.E.G.R.E.T campaign57 and had escalating distrust of the
HPV vaccine, with one woman regretting giving it to her daughter.
Participants also spoke of how women have been made to feel vulnerable
being in receipt of this healthcare but have responded in some instances by
creating a powerful group with political influence when standing together,
united with a common goal.
Figure 6.4 illustrates how, in response to the cervical screening scandal,
participants tried to manage their expectations, but were unable to do so and
had growing cynicism in women’s healthcare. This caused participants to

56

A metaphor, in this context, is part of a ‘native speaker’s ability to grasp meaning in a
text’ (Ryan and Bernard, 2003 p. 92). Blumer (1986) states that metaphors can relate to
objects and symbols that have meaning for them in accordance with the principles of
symbolic interactionism.
57
R.E.G.R.E.T stands for Reactions and Effects of Gardasil Resulting in Extreme Trauma.
This group was developed by parents of Irish children who have developed serious health
problems after entering secondary school (around the time of receiving the HPV vaccine
(R.E.G.R.E.T Support Group, 2015)).
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experience destroyed trust, and trying to deal with this was like opening a
can of worms.

Realising
misunderstandings about
the nature of cervical
screening

Opening up a can of
worms: questioning
women’s healthcare

Escalating
Distrust

Figure 6.4 Escalating Distrust

6.6 Conclusion
In this chapter, GT of this research is presented at a conceptual level,
reflecting core and sub-categories, their interrelationships, several properties
of the sub-categories and my interpretation of how these properties interact
together.
In the following three chapters, findings will be presented in more detail,
illustrated with data using quotes from participants interviewed in the study.
Participants will be represented by their pseudonyms. Chapter Seven
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focuses on ‘Overcoming Resistance’, Chapter Eight on ‘Struggling with the
Sexual

Self’

and

Chapter

Nine
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on

‘Escalating

Distrust’.

Chapter Seven – Overcoming Resistance
7.1 Introduction
In this chapter, the sub-category ‘Overcoming Resistance’ will be discussed.
A common perception amongst all groups of participants in the study was
their dislike of the cervical screening procedure. Participants felt
embarrassed and vulnerable when having a cervical screening test and
described it as an intrusive and private procedure. Overcoming resistance
incorporates a set of behaviours participants use in the self-positioning
process to balance their perceived risk of developing cervical cancer against
their perceived psychological risk of having a cervical screening test.
Participants identified themselves as either ‘at risk’ or ‘not at risk’ of
developing cervical cancer and weighed this against their perceived
psychological risk of distress during the cervical screening procedure, which
was the root of their resistance toward screening. This chapter draws
attention to strategies that participants identified as helpful in reminding
them to make an appointment and making the cervical screening procedure
more appealing to women over 50. This sub-category ‘Overcoming
Resistance’ is now explored in more detail, with a focus on the concepts
‘Self-positioning: weighing up the risk’, ‘Procrastinating: needing ‘a
nudge’’ and ‘Improving the cervical screening process’, through an
examination of participants’ experience.

7.2 Self-positioning: weighing up perceived risk
The majority of participants in the study described how they dreaded the
cervical screening procedure; they described it as invasive, intrusive and
embarrassing, which left participants feeling ‘vulnerable’ (Kathy (58),
Marion (50), Annie (52), White Settled Irish participants, Round 1).
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Notably, only 7 out of the 20 White Settled Irish participants interviewed
were up to date with cervical screening.58
…As I said before I dread going, you know, but when you
think that I could get this cancer, it only takes 5 minutes of
feeling embarrassed and it’s sore too, but I just grin and
bear it… (Gloria, White Settled Irish, 55 years, Round 2)
…It’s just not very nice, you know, to lie up on a bed and
to be totally exposing yourself…Just the whole idea of
somebody inserting something into your vagina… (Mary,
White Settled Irish, 59 years, Round 1)
…It’s not a nice procedure but when you think you just
get on with it I suppose… (Annie, White Settled Irish, 52
years, Round 6)
To cope with feelings of vulnerability, participants who engaged with
cervical screening talked about adopting protective measures both
physically and mentally. They talked about the importance of grooming the
vaginal area, washing it and making sure everything was clean as a way of
reducing anxiety. Preparing mentally involved visualising the procedure,
knowing what to expect and being relaxed enough to allow the cervical
screening test to be obtained. These protective measures allowed them to
overcome their dread of cervical screening by reducing the psychological
distress they associated with the procedure.
…Well I need to think it through, I start two days before
my appointment, I think of the pain, and think of that
hopping up on that bed, and being exposed, and feeling a
bit, do you know…vulnerable I suppose. Like, it’s strange
because I’ve had two children but yet, I feel that all a bit
daunting at times, you know. And like, when I come out
from these, let’s say, smear test or whichever, I just feel
such a sense of relief. And I say to myself, ‘what the hell
was all that about in my head?’ What was that all about
that I got myself into such a state and even if it did a little
pinch, or a little bit of discomfort, it’s only 5 or 10
minutes out of your day, you know. And I do, I have to
talk to myself about all of that… (Clare, White Settled
Irish, 60 years, Round 1)

58

Refer to Table 5.5 Summary of Participants’ Demographics.
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In contrast, Ethnic Minority participants from Eastern Europe did not feel
the need to mentally prepare, as they did not feel embarrassed and just saw
it as something they had to do.
…If I go to see this doctor yes and I’m ready for this I
don’t know why a woman, some woman are sensitive
about this, oh it’s sore. You go to see a doctor, and you
should be ready like to take off your clothes… (Cait,
Settled Ethnic Minority, 60 years, Round 3)
Some participants felt that having a cervical screening test had become
physically easier over the years, and that this helped to lower the
psychological distress of cervical screening. They recalled smear takers
using a metal speculum in the past and described this as “cold” (Mary,
White Settled Irish, 59 years, Round 1) and “scary looking” (Katie, White
Settled Irish, 61 years, Round 1). They felt the newer plastic speculums
were less threatening and less painful than the metal speculums, thus
reducing the psychological distress associated with cervical screening.
…It’s definitely gotten easier over the years, I remember
the rotten metal speculums, they were cold and like
something from the Victorian times, I hated them, and
they made a clicking noise, was awful. The plastic ones
are better, and it’s not as off-putting… (Mary, White
Settled Irish, 59 years, Round 2)
…They have newer plastic speculums which are much
nicer now compared to the metal ones they used, it makes
you dread it less (laugh)… (Annie, White Settled Irish, 52
years, Round 6)
Yet some participants found the cervical screening procedure more painful
now. Some participants referred to suffering from symptoms of the
menopause and complained of it causing vaginal dryness and soreness. They
also had to have cytology test repeated, as it could not be analysed due to
insufficient cells.
…Ever since menopause things are drier down there so
it’s more uncomfortable down there… (Mary, White
Settled Irish, 59 years, Round 1)
…I needed to have my smear test done twice as the first
time I hadn’t enough cells, the nurse explained I needed to
use a cream for 2 weeks and then get it done. It’s because
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the menopause makes it hard to read the cells, once I did
that I got my smear done and it was ok but a lot of
hassle… (Clare, White Settled Irish, 60 years, Round 6)
…Well, I have got a tilted womb so it’s quite difficult and
the cervical screening often needs to be repeated as there
are not enough cells. It’s not easy. You know after
menopause things get dryer so it’s more painful. To be
honest I dread going… (Kate, White Settled Irish, 61
years, Round 5)
Some of the participants who were up to date with cervical screening found
the cervical screening procedure difficult, but talked about how they
prepared to overcome their resistance to and dread of the procedure.
Although some of the participants found the procedure easier with the
development of plastic speculums, participants who had vaginal dryness as a
result of the menopause experienced discomfort. Despite this, these
participants overcame their resistance and attended for cervical screening.
This is because these participants engaged in a self-positioning process; they
identified various factors that heightened their perception of the risk of
cervical cancer compared with the psychological distress of having a
cervical screening test. This included having a family history of endometrial
or cervical cancer or abnormal cervical screening test, having symptoms of
cervical cancer, having children, being sexually active, 59 having multiple
sexual partners and being of childbearing age60.

7.2.1 Fear of developing cervical cancer
Some of the White Settled Irish participants cited fear of developing
cervical cancer as the main motivating factor for attending cervical
screening. “Just needing to know” (Gloria (65), Clare (60), Kate (61), White
Settled Irish participants, Round 1) became more important than their
perceived psychological distress about having a cervical screening test.
Participants who were up to date with cervical screening attended
BreastCheck, BowelScreen and any other type of screening recommended
by healthcare professionals.
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…Well if it needs to be done, I just do it. To be honest, the
doctor would tell me what I need to do, I would take his
word and do it…if I did not I would be worrying. I’ll do
whatever to keep me healthy… (Mary, White Settled
Irish, 59 years, Round 2)
…some years ago a cousin of mine had cancer cells and
she had a small operation. There is cancer on my mother’s
side, my sister died of cancer, my aunt died of cancer that
has made me very aware of cancer. If there is anything out
there that can help I’ll do it… (Annie, White Settled Irish,
52 years, Round 1)
…I’d say having a family history of cancer down there is
a risk, and having different partners could put you at risk
and smoking of course. I think it affects more women
when they are fertile once things stop working I don’t
think you are still at risk… (Kathy, White Settled Irish, 58
years, Round 5)
Participants from the Traveller Ethnic Minority group had an overwhelming
fear of developing cancer. They avoided using the word, almost afraid that
saying it might make it happen. They referred to it as “the big C” (Irene,
Traveller Ethnic Minority, 58 years, Round 3). They considered over 50 to
be a “dangerous age” (Irene, Traveller Ethnic Minority, 58 years, Round 3),
with many women “dropping dead” (Shakira, Traveller Ethnic Minority, 58
years, Round 3) or “dying from the big C” (Peggy, Traveller Ethnic
Minority, 58 years, Round 3). However, this fear did not appear to have an
impact on cervical screening attendance, as the majority of participants from
the Traveller Ethnic Minority group had gaps of up to 20 years in their
screening history.
…I don’t know, Travellers have a big fear of dying
probably, like a lot of us know people that died…like my
brother was only 52 when he died. I had two funerals last
week alone with one dying of the big C and other heart
trouble. They were only in the 50s. I try to be as healthy as
I can… (Gemma, Traveller Ethnic Minority, 52 years,
Round 4)
The majority of the participants in the study thought that the cervical
screening detects cervical cancer, with some realising that it detects precancerous cells that could potentially develop into a cervical cancer.
Notably, participants who never engaged in the cervical screening
134

programme thought the cervical screening test detects cervical cancer and
some mentioned fear of finding cancer as a deterrent.
…I don’t know, I’m behind it all maybe I think I should
but then I’d be afraid of the consequences (finding
cervical cancer) because I’ve enough of bother without
doing something like that… (Breege, White Settled Irish,
59 years, Round 2)
…I don’t want to do this. I’m that afraid of it, I’m one of
these people that if it’s not broken don’t fix it. I was afraid
they would find something (cervical cancer) and I did not
know how I would deal with that because I am well
enough… (Sinead, White Settled Irish, 50 years, Round 5)
Most participants in the study were aware of the symptoms of cervical
cancer. White Settled Irish participants knew where to get information about
cervical screening if needed, citing leaflets in the GP waiting room, asking
the GP or practice nurse, the search engine Google, and the CervicalCheck
website. However, Ethnic Minority participants cited the internet and the
GP, but were not aware of CervicalCheck leaflets and the CervicalCheck
website. Participants considered vaginal discharge, post-coital and intermenstrual bleeding and pelvic pain as symptoms of cervical cancer. Some of
the participants who had never had a cervical screening described feeling
reassured when they had no symptoms and considered themselves ‘low risk’
because of this. Of note, most of the participants who had never had a
cervical screening test did attend BreastCheck, having a history of attending
the GP complaining of breast pain or a lump or discharge. They positioned
themselves as being ‘at risk’, which made them attend for a mammogram.
…Oh if I’d pain or bloating, I’d have to go. It’d be
something I’d have to do, so I’d do it then. I’d see the
point. I don’t have any symptoms… (Victoria, White
Settled Irish, 52 years, Round 1)
…Well I’m not complaining of anything, what’s the point
in looking for something… (Breege, White Settled Irish,
59 years, Round 1)
…I thought I felt a lump, well I did feel a lump so I went
to BreastCheck as I had a symptom. I had to go for a
mammogram and an ultrasound thing, it was fine, turns
out it was a cyst… (Victoria, White Settled Irish, 52 years,
Round 2)
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Some participants mentioned that they were always up to date with cervical
screening, stating that they need to be healthy to care for other people, as
they were primary caregivers for their parents, in-laws, adult children with
special needs or young children. They worried about what would happen if
they were not healthy and described engaging in healthy behaviours to make
sure this did not happen. As a result, caring for other people outweighed any
concerns regarding the psychological distress of having the cervical
screening test.
…I have three daughters and my middle daughter, who is
now 24, has [Learning Disability]. That would be a real
motivation for me to do everything I can to stay healthy,
like keep weight down, doing what the doctor said, like
attend screening and stuff, because, as I suppose it may be
the case for lots of mothers, you don’t really think for
yourself, you don’t…Also, I have my 92-year-old mother
who lives next door, you know, who I would like to take
the best possible care of as well. So I think, more for their
sakes, I’d be healthier, you know… (Gloria, White Settled
Irish, 55 years, Round 1)
Some of the participants who had never had a cervical screening test held a
different viewpoint. They embraced feelings of fatalism, believing that they
were powerless to prevent what destiny had planned and that there was
therefore no point attending for a cervical screening test. These participants
also stated that they had a positive outlook on life and that the possibility of
developing cervical cancer “never entered their head” (Sinead, White
Settled Irish, Round 5). They wanted to look after their real problems and
other people’s real problems. Participants who never attended cervical
screening stated they would not feel guilty about not attending for screening
if they were diagnosed with cervical cancer and would focus on getting
treatment and getting better – “if it happens, it happens” (Victoria, White
Settled Irish, 52 years, Round 1).
…I feel that women, especially mothers, place everybody
ahead of themselves. They think that ‘I’ll get everybody
else well’ and I’ll not go looking for trouble. And I think,
in my own case, when you’re symptomatic or
asymptomatic it sort of decides what you do and what you
don’t do… (Molly, White Settled Irish, 55 years, Round
6)
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…I would not blame myself; sure I know my neighbour
had a test for his heart one week before he had a heart
attack. What’s for you won’t pass you… (Victoria, White
Settled Irish, 52 years, Round 1)
…What’s laid out for you is laid out for you. I’d say a bit
like that, I’d have to just deal with it as best I can…
(Breege, White Settled Irish, 55 years, Round 2).

7.2.2 Fear of cervical screening
Surprisingly, participants who had not engaged in cervical screening were
shocked and very surprised to hear that women aged over 50 had the lowest
uptake, as they had considered themselves as just ‘being awkward’ (Breege,
White Settled Irish, 55 years, Round 1) for not attending for a cervical
screening test. The participants who did not engage in cervical screening
recognised the benefits of screening, but reported feeling powerless to
overcome their resistance and have a cervical screening test because of their
fear of the cervical screening procedure.
…I bet you never met anyone like me before, I bet not.
But I cannot change now; I just could not do it… (Breege,
White Settled Irish, 59 years, Round 1)
…I suppose, because it’s intrusive. I would see it kind of
as intrusive, the thoughts of somebody looking at my
private area…it’s too much…I would be mortified…
(Michelle, White Settled Irish, Round 3)
…No, it would not be pain or anything like that; it would
be just the dignity. I heard all kinds of stories but not even
that just my own self, I’d be just, I just could not bring
myself to go. Stripping from the waist down, having your
legs wide open, and them coming in under you, oh I’d die!
(Sinead, White Settled Irish, 50 years, Round 3)
…Well spreading your legs, somebody looking down
there isn’t easy, it’s just so embarrassing. It’s very hard to
bare your body like that. Like I know I’ve had 2 kids but
it’s not an area I like to show anybody else and it’s like in
the spotlight with lights and everything, sure nobody likes
having it done… (Molly, White Settled Irish, 55 years,
Round 3)
Intriguingly, three of the participants who had never had a cervical
screening test had vaginal births. However, they differentiated the
experience of cervical screening and having a vaginal examination and
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birth. They felt they had no choice but to be examined when pregnant and in
labour, but felt they had a choice as to whether to attend cervical screening,
and they chose to be in control of this area.
…I had children down there but that’s different, really you
had no choice, I don’t have to go in and have a smear test,
I had to get my child out (laugh)… (Breege, White Settled
Irish, 59 years, Round 1)
Participants who had never attended for a cervical screening had identified
themselves as not at risk of cervical cancer in comparison with the risk of
discomfort and feelings of vulnerability they would feel having a cervical
screening. One of the participants thought she had had a cervical screening
done 30 years ago during a vaginal exam while in labour. She explained that
it was an extremely bad experience and it put her off attending again. When
the GP/practice nurse spoke to her about having screening over the years,
she ignored the conversation, as she thought that the psychological distress
would be too high. As a result of this perceived previous bad sample taking
experience, she did not attend for a further cervical screening test.
All participants engaged in self-positioning in relation to their perceived
‘risk’ of cervical cancer or distress during cervical screening, thus
rationalising their cervical screening behaviour. Of note, most of the
participants who engaged in cervical screening recalled needing ‘a nudge’ to
help overcome their resistance towards cervical screening.

7.3 Procrastinating: needing ‘a nudge’
Policymakers in the UK define ‘a nudge’ as any action or health education
that reminds people about the importance of their choices, considering their
social and cultural norms (Institute for Government and the Cabinet Office,
2010). The majority of participants who engaged in cervical screening
needed ‘a nudge’ in some shape or form to overcome their resistance to
attending cervical screening. They described ‘a nudge’ as being an
invitation or reminder letter, attending a ‘Health Promotion Awareness’
class, talking to family or friends, participation in this study, seeing an
advertisement, or the GP or practice nurse talking to them.
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Participants who were not up to date recalled receiving the three invitation
letters to cervical screening; they intended to make an appointment, but did
not follow through. They wanted to have a cervical screening test, but
admitted that the main reason for procrastinating was their dislike of the
procedure, which caused them to feel vulnerable. During the interview,
some participants said that they were regretful and embarrassed about not
being up to date, referring to their behaviour as “stupid” (Lizzy, White
Settled Irish, 58 years, Round 2), “not knowing what they were thinking”
(Bridget, White Settled Irish, 55 years, Round 1) and “being lazy” (Phil,
Traveller Ethnic Minority, 55 years, Round 2). These participants felt that
getting ‘a nudge’ would influence their cervical screening behaviour.
Participants who did engage in cervical screening were very reliant on
receiving an invitation and a reminder letter. CervicalCheck is now 10 years
old and expecting an invitation letter has become embedded within
participants’ behaviour. Some of the participants appreciated receiving two
further reminder letters.
…the letters are great. Like the last time, I got sidetracked and forgot to make an appointment, I got three
letters in total and then I thought I better get this done…
(Liz, White Settled Irish, 57 years, Round 2)
Participants who did not engage in cervical screening recalled disposing of
the invitation and the reminder letter. Notably, one of the participants who
were always up to date had not received an invitation letter, and without this
she was not prompted to have her cervical screening test. It was only when
the practice nurse spoke to her about participating in this research study that
both of them realised that she was 18 months overdue. Therefore, not
receiving an invitation had had a negative effect on her screening
attendance.
…I was really shocked when I was told I was not up to
date, being honest I am annoyed. I told you I have a
family history of cervical cancer and have always been up
to date, even when I had to pay… (Annie, White Settled
Irish, 52 years, Round 1)
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7.3.1 Effect of education on cervical screening behaviours
Receiving education on cervical screening was extremely important for
participants from the Traveller Ethnic Minority group. Four out of five of
these participants had a gap of more than 15 to 20 years in their cervical
screening history and had only learned to read and write in recent years.
They described being ignored in school and not being educated to read or
write. They were given colouring books or knitting while ‘settled children’
were educated. It was only when they accessed a local Traveller community
health centre that they learned to read, write and use computers. They
received health promotion education from the nurse who worked in the
Traveller Ethnic Minority group centre and it was only then that they
realised the importance of cervical screening and other screening tests.
Participants from the Traveller Ethnic Minority group felt that education
was the nudge they needed to overcome their struggle with the sexual self61
and have a cervical screening test.
…Things have changed since I started coming here, I’m
reading now. The nurse taught us lots of things about our
health here. She’s really good and kind to us. We have
learnt about Jade Goody, what happened to her, blood
pressure, and stuff about your mental like head stuff…
(Gemma, Traveller Ethnic Minority, 52 years, Round 2)
Three out of the five participants whom I interviewed worked as community
health workers. Their role involved being health educators for the Traveller
Ethnic Minority group. The community health worker’s role involved
talking about healthy behaviours to women from the Traveller Ethnic
Minority group and giving them ‘a nudge’ to engage in healthy behaviours.
All of these participants had very good knowledge about cervical screening
and believed that women over 50 were at risk of developing cervical cancer.
They described how they started the conversation when talking to women
from the Traveller Community, because cervical screening is a sensitive
topic in the Traveller Ethnic Minority group. Irene talks about how
important it is to behave in a certain way in order to gain entry into
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women’s lives and give them ‘a nudge’ to have a cervical screening test;
otherwise they risked not being allowed into a woman’s house to talk about
cervical screening.
…Well I would knock at the door and politely introduce
myself. If I’m invited in I kindly accept a cup of tea/coffee
whatever’s there. I never mention what house I was in or
say Mary down the road got a new table, like she would
be gone. You have to be private, we like being private. I
am a private person. I say (having as smear test) it is very
important for your health, like we have to think of Jade
Goody she died a young woman you know what I
mean…I like to check up with the person see if she went
to her appointment. Some find it hard to go themselves
and I go with them… (Irene, Traveller Ethnic Minority, 58
years, Round 2)
Formal education did not seem to affect cervical screening behaviours, as
four of the participants who never had a cervical screening test had attended
third level. The White Settled Irish participants who were up to date did not
think that having a good knowledge about cervical screening was important;
they described knowing they had to have it done and doing what was “right”
or what the “doctor says”, which is discussed in the next section.

7.3.2 The power of conversation on cervical screening
behaviours
Two of the Settled Ethnic Minority participants who had been living in
Ireland more than 10 years did not have an organised cervical screening
programme in their country of origin. They felt very lucky to be living in
Ireland and to have access to the cervical screening programme. They
informed their friends and family who had just moved to Ireland about it
and were active in promoting screening in their community. One of the
participants explained that women were often “shy and embarrassed” (Mai,
Ethnic Minority group, 55 years, Round 3) about exposing their bodies, but
would consent if the procedure was done by a female nurse or doctor.
…This was not available in our country and always
welcome and tell women, new to Ireland to go to the
doctor, get all the tests. We are so lucky; we don’t have
this in our country. We want to keep well. It is good thing
to do. [Syrian] women are shy about this procedure but I
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tell them they should do it, it’s not nice but could save
your life. When I explain it, they go and get it done by a
woman… (Mai, Settled Ethnic Minority, 55 years, Round
3)
Some of the participants found talking to close friends and family about
their cervical screening experiences helpful, and recalled how it had given
them ‘a nudge’ to make an appointment and attend for a cervical screening
test. Of note, Irish-born participants did not feel comfortable initiating a
conversation about cervical screening, but would join in such a
conversation. They stated that it was not something they would want to talk
about as it was a “private topic” (Patricia, White Settled Irish, 55 years,
Round 1), but said they would discuss it amongst close friends or with a
sister.62 Some of the participants even remarked that their sisters or friends
would “give out” (Clare (60), Gloria (55), White Settled Irish participants,
Round 1) if they did not engage in cervical screening.
…I have nine sisters so we have great talk about screening
(laughs) they would go mad if I did not attend…we all
want to stay healthy… (Kate, White Settled Irish, 61
years, Round 1)
…My friend is so into screening, I do be laughing at her at
times, but she is right and she often gives me a push to go
and get off my chair and make an appointment… (Mary,
White Settled Irish, 59 years, Round 2)
One of the White Settled Irish participants who was up to date with cervical
screening attended an over 50’s women’s group, and this had a positive
effect on her cervical screening behaviour.
…Well we do lots of things in the group. We had a nurse
talking about the cervical screening , breast – checking
yourself, blood pressure, weight, diet, exercise smoking. I
found it great and it made me think I have to keep looking
after myself… (Lorrie, White Settled Irish, 52 years,
Round 3)
For some of the participants who were not up to date, participation in this
study was the nudge they needed to overcome their resistance and have a
cervical screening test. Following textual clarification of their transcripts
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and reading the summary of their round findings (Rounds 2, 4, 6),
participants revealed that they had subsequently attended their General
Practice and had a cervical screening test.
…after I did the interview I thought ‘Why was I being
stupid about this? It’s a good test; it’s free, get over
myself.’ So I got it done. I’m waiting for the result of it
now. It was grand, for some reason kept putting it out of
my head, silly really… (Bridget, White Settled Irish, 55
years, Round 2)
…I felt stupid that I did not do, after I met you that time, I
picked up the phone and made an appointment… (Lizzy,
White Settled Irish, 58 years, Round 4)
Most of the participants in the study recalled some of the cervical screening
advertisements. They felt that these advertisements focused on younger
women of childbearing years and were not relevant to them. Some of the
participants compared this to BreastCheck advertisements; these feature
older women, which for the participants reinforced the belief that breast
screening was relevant for older women. Participants in the study wanted to
see women their own age promoting cervical screening, stating that they
would like to hear radio/TV interviews and hear the stories of women over
50 who have been diagnosed with cervical cancer.
…It’s good to see our age group in ads because usually we
see younger women. Like BreastCheck always has women
of my age on them so older women know it’s relevant to
them, but for this, you see younger women in
advertisements which makes you think you don’t really
need it… (Rose, White Settled Irish, 54 years, Round 5)
…Another point I’d like to make, when you hear about a
woman with cancer, on the radio, like an interview, it’s
always somebody young with children. I think I’m past all
that… (Bridget, White Settled Irish, 55 years, Round 6)

7.3.3 The impact of the GP and practice nurse on cervical
screening behaviours
Most of the participants in the study described the GP or practice nurse as
the most influential person to encourage/discourage cervical screening
attendance. Distance travelling to the GP, whether living in the rural or
urban setting, did not influence cervical screening behaviours. All of the
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participants who were up to date with cervical screening stated that “doing
what was recommended by the GP or nurse” (Mary (59), Kate (61), White
Settled Irish participants, Round 1) was important to them. They worried
that if they did not follow the advice of a healthcare professional they could
develop cervical cancer.
Some of the participants recalled their last cervical screening test
experience, and referred to it as being “caught on the hop” (Delia, White
Settled Irish, 57 years, Round 3), either by their GP or practice nurse. This
occurred while participants were attending the GP for a symptomatic
appointment or getting a blood test done by the nurse. They believed that
being caught off guard in this way meant that they did not get time to worry
about stripping from the waist down and the psychological discomfort of
cervical screening testing, but if offered the chance to make an appointment
on a different day they often put it to the back of their minds and
procrastinated. A participant from the Traveller Ethnic Minority group who
is now up to date but had had a 20-year break in screening described her
cervical screening test being done in theatre after having a miscarriage. She
had avoided screening for 20 years because she thought she would not be
able to tolerate it, as she thought she needed to get it done in theatre. Two
years ago, the smear taker talked to her and listened to her concerns and she
had been caught on the hop and “just got it done without thinking of it”
(Gemma, Traveller Ethnic Minority, 52 years, Round 4).
…I had my last cervical screening done 20 years ago in
theatre, I don’t know why; I think it was after I had a
miscarriage or something. I think really I thought that I
could not do it so I did not bother going as I thought I’d
have to go to theatre again… (Gemma, Traveller Ethnic
Minority, 52 years, Round 4)
…they caught me, I was in for another problem and she
says [the practice nurse] I’ll do a smear test while you are
here. So that was it. And she’s, she’s a very nice lady
anyway…and I hadn’t time to think about it. Probably if I
had time to think about it I’d say ah will I or won’t I, I
would not bother… (Lizzy, White Settled Irish, 58 years,
Round 3)
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Some of the participants associated attending the GP with ‘being sick’,
while other participants were aware of the value of health screening
appointments. This study highlighted the fact that contact with general
practice was influenced by socio-economic status. Most of the participants
who were up to date were from a high socio-economic group, attended their
GP yearly for blood tests and differentiated between screening appointments
and symptomatic appointments. In contrast, participants from lower socioeconomic groups attended the GP very regularly with complaints of joint
pain, asthma and Crohn’s disease, but were not up to date with cervical
screening. They stated that the GP or practice nurse never mentioned
cervical screening and, as a result, they were not given ‘a nudge’ to
encourage health screening.
…I go to doctor every month as I have pain, see my joints,
I also have back pain, so I get painkillers, from working
hard for years (laugh) (Tina, Settled Ethnic Minority, 57
years, Round 3)
…I have Crohn’s so which is quite severe, I visit the
doctor regularly, he knows me well and I trust him. I’ve
been in about five times already this year (Lizzy, White
Settled Irish, 58 years, Round 3)
Interestingly, participants who were from a higher socio-economic group
and were not up to date or who had never attended cervical screening felt
that they needed to be “very sick” (Kathy, White Settled Irish, 58 years,
Round 5) before they attended the GP. The cost of paying a GP was
ingrained in women’s mind-sets despite cervical screening being free. They
recalled their own upbringing and how this affected their behaviour when
accessing the GP. They recognised that GP practices were very busy and
described not going to the GP unless they were “dying” (Marian, White
Settled Irish, 50 years, Round 1). Therefore, the GP or practice nurse did not
get an opportunity to talk to these participants to give them ‘a nudge’ to
have a cervical screening test.
…well I remember when I was growing up you would be
really sick and I mean sick and my poor mother trying to
scrape together money for him. I suppose it stuck with me,
only seeing the doctor unless absolutely had no other
option. I suppose I was like that with my own kids. Put it
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like this, if the GP sees me coming, he’s worried…
(Michelle, White Settled Irish, 57 years, Round 6)
Participants from the Traveller Ethnic Minority group did not think it was
part of their culture to attend the GP if they were not sick. Interestingly, four
out of five of the participants from the Traveller Ethnic Minority group had
chronic health conditions and regularly attended general practice; however,
as previously mentioned, they had a gap of more than 15 to 20 years in their
cervical screening history. They reported that the GP or practice nurse did
not mention or offer the cervical screening test, despite them stating that the
GP

and

practice

nurse

were

the

most

influential

person

in

encouraging/discouraging attendance.
…It’s not a Traveller thing to do, do you know what I’m
saying. We go to the GP when you need something, not to
go to talk about your health… (Gemma, Traveller Ethnic
Minority, 52 years, Round 6)
…Traveller people would not think like that. You go to
the doctor when something is wrong. And you just do
what he says… (Shakira, Traveller Ethnic Minority, 58
years, Round 3)
You would not really like making an appointment just for
a blood pressure check and to talk…really talk about your
head…it would be great if they did that. Mental health is a
very big subject for Traveller people. We have had a lot of
problems in that area… (Phil, Traveller Ethnic Minority,
55 years, Round 4)
Similarly, three of the Settled Ethnic Minority participants who were from
Eastern Europe attended their GP very regularly but were not told to register
with CervicalCheck. Two of these participants were not aware of
CervicalCheck and one had heard about it and knew the cytology analysis
was free, but thought there was a €50 consultation fee. Interestingly, these
participants were up to date with screening, as they attended in their native
countries. They attended both the GP and practice nurse with back and
arthritic pain and were getting repeat prescriptions for pain medication, but
cervical screening had not been mentioned. These participants did not
receive ‘a nudge’. Some of these participants reported that if they had
received this information it would have prompted them to attend.
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…I did not know about this, I thought there was a charge
for the appointment time…I did not know it was free…
(Dina, Settled Ethnic Minority, 50 years, Round 3)
In contrast, participants who had presented to the GP with gynaecological
conditions such as menorrhagia or menopausal symptoms in the last five
years were all up to date with screening. They remembered their GPs
checking whether they were up to date with screening during these
consultations. This form of ‘nudge’ reinforced the importance of screening
in that age group.
Therefore, the current ‘nudge’ of sending out an invitation and reminders is
useful, but other interventions are needed to ensure attendance. Participants
suggested that making cervical screening testing more appealing and
improving the cervical screening experience for women over 50 is needed to
overcome resistance to cervical screening.

7.4 Improving the cervical screening experience
All participants suggested things that could be done to improve the cervical
screening experience, which could reduce the psychological distress and
overcome the embarrassment of cervical screening. All participants talked
about the relationship with general practice and options such as female
sample takers, specific over-50s appointments and HPV self-testing as
things that could be done to make cervical screening more appealing for
women over 50.
…I think something needs to be done to make it more
appealing for women to attend for a smear test. Women
like myself dread the procedure but we have to do it…
(Liz, White Settled Irish, 57 year, Round 6)

7.4.1 The relationship with the GP and practice nurse
Regardless of women’s screening status, the relationship with general
practice and how cervical screening is offered impacts cervical screening
behaviours. Participants referred to all staff in general practice – the
secretary, practice nurse and the GP – and viewed all of these roles as
fundamental in creating a positive cervical screening experience.
Participants highlighted the importance of having a friendly secretary and
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being “put off” (Clare, White Settled Irish, 60 years, Round 2) attending if
she was rude or made it seem that it was an inconvenience to make an
appointment. One participant recalled being so nervous that she could not
recall her mobile number, as the secretary was impatient and rude. This
added to the stress of having a cervical screening test, created a negative
experience and prevented her from overcoming the psychological distress of
having a cervical screening test on that occasion.
…I arrived at the front desk and I was so nervous about
having a smear test that I could not remember my new
phone number. The secretary asked me and I got so
muddled, she was so impatient with me and made me feel
stupid, I felt a nervous wreck by the time I actually got
into the room. The room was spinning on me… I could
not go through with it so I cancelled my appointment
(Clare, White Settled Irish, 60 years, Round 2)
Participants spoke about their relationships with their GPs and practice
nurses who were their smear takers. Attentiveness, competence, personality
traits, the provision of information and including them in the plan of care
were imperative to building a trusting relationship. Humour, being genuine
and being able to listen were mentioned as the most important personality
traits that improved the cervical screening process. Having the GP and
practice nurse focus not just on physical well-being but on enhancing
optimal spiritual and mental well-being was also highly valued, and
participants felt this would make cervical screening worthwhile.
…There’s ordinariness about my GP. We’re on first name
terms. She knows my children’s names. She’s very
respectful, she will check in with me about my work and
my stress levels. And I suppose I feel she sees the whole
person. And I find her very caring and a good listener…
(Lorrie, White Settled Irish, 52 years, Round 3)
…Yeah, you are not afraid to go to her, you are not afraid,
you are not hiding anything. You are willing to tell her
what you want and what you need to know and you are
not…she can ask you questions you can ask questions.
There are no secrets in it… (Gloria, White Settled Irish,
55 years, Round 6)
Numerous participants reported that practice nurses played a fundamental
role in creating a positive experience.
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…She knows me so well, she has this knack of talking
about something that’s happened in town, totally
distracting me, and before I know it, it’s all done… (Mary,
White Settled Irish, Round 2)
…The smear taker is often the practice nurse and it’s very
important to find a way to say to a woman, ‘Is there
anything I can do to make this experience better for you?’
So I think the onus is on the nurse or the GP to have
sensitivity and patience and confidentiality around how do
I help this woman, maybe even uncover something that
she doesn’t realise why it’s so painful for her to have a
smear test … (Michelle, White Settled Irish, 57 years,
Round 6)
For some participants, the relationship with the sample taker developed over
the years and this facilitated the ease of cervical screening. Interestingly,
some of the participants who were not up to date spoke about having “too
good” a relationship with their GP (Marian, White Settled Irish, 50 years,
Round 5) and practice nurse. Knowing them socially, these women felt “too
embarrassed” to have a cervical screening test. Another woman felt her GP
had “offended” her (Kathy, White Settled Irish, 58 years, Round 5) and she
avoided attending for several years; even though this GP had retired two
year previously, she had still not attended for a cervical screening test.
Therefore, having too close a relationship or a bad relationship affected
cervical screening attendance.
Some of the White Settled participants who were up to date with cervical
screening spoke about having had a previous bad experience with a smear
taker. They described “being very sore” (Mary, White Settled Irish, Round
1), “hurting more than other cervical screening s” (Clare, White Settled
Irish, 60 years, Round 2) and “bleeding as a result” (Gloria, White Settled
Irish, 55 years, Round 1), but this had not affected future attendance.
Women instead made a decision to overcome this experience and choose a
different smear taker the next time. They described having conversations
with friends and sisters to identify who was the best smear taker.
…Because I thought, you know, it’d be biting off your nose to spite your
face type of thing if you just say well, you know, I’m not going back
because of one particular thing. Because there are so many other options and
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just, just don’t go back, that’s the only thing… (Gloria, White Settled Irish,
55 years, Round 1)
All participants in the study reported having an option of accessing a female
smear taker. Most of the participants who were up to date reported that they
would not feel comfortable with a male smear taker, even though some had
attended a male gynaecologist or obstetrician. They differentiated between
the experience of having a baby and needing a vaginal examination.
Participants described having no choice while pregnant or in labour.
However, they felt in control of the decision to have a cervical screening
test. Having a female smear taker available made the choice to have a
cervical screening test easier, as they perceived it as less invasive and they
therefore felt less vulnerable.
…Oh I always get it done with the practice nurse here. I
would not do with a male. Now I attended a male doctor in
the hospital but that was different. You just did what you
had to do. But I think it’s my decision getting a smear test
so I would like to make it as easy as possible so I go to a
female smear taker… (Lorrie, White Settled Irish, 52
years, Round 3)

7.4.2 Meeting the specific needs of women over 50
All participants in the study spoke about making the cervical screening
experience specific to the needs of women over 50. They identified tests that
would be useful to have while attending for a cervical screening test and
which would make the appointment a “worthwhile appointment” (Marion,
White Settled Irish, 50 years, Round 3). Some of the participants mentioned
having a blood pressure check, getting bloods done, incorporating holistic
care for a full women’s check-up, and generally making it more worthwhile
to attend. One of the participants referred to this as having “a full NCT”
(Bridget, White Settled Irish, 55 years, Round 1) or an “overall check-up”
(Patricia, White Settled Irish, 55 years, Round 2).
…Well, to be honest with you it’s not enticing to go in
and pull down your pants just like that, if they offered a
blood pressure check to women over 50 that would be
great. Talk to her…maybe a bit on health promotion and
the option to do bloods, obviously bloods would cost you,
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but you’re talking €20 or €30 but the option would be
there. It would be worth it… (Rose, White Settled Irish,
64 years, Round 6)
…The last time I had a smear test was over 8 years ago, I
travelled 20 miles to the neighbouring town as the GP was
offering a women’s check-up. It included a cervical
screening which was free but I paid €50 for bloods, BP,
ECG and other stuff. This was worth it for me; it was like
an NCT… (Bridget, White Settled Irish, 55 years, Round
1)
Also, some felt the cervical screening test taking appointment was rushed
and needed to incorporate a conversation about mental well-being.
Participants from the Traveller Ethnic Minority group felt mental health
should be mentioned at every appointment because of the high rate of
depression among Travellers.
…Well it’s nice to be asked how you are feeling, you
know to look after your mental health… (Gemma,
Traveller Ethnic Minority, 52 years, Round 6)
…It would be great to get a few things done together at
the same time, it would be great reassurance and
worthwhile going… (Lizzy, White Settled Irish, 58 years,
Round 6)

7.4.3 Needing flexible options
Some of the participants in the study spoke about physical barriers to
cervical screening, but often depersonalised their stories and spoke about
“other women” to explain why women do not attend cervical screening.
Some mentioned having to work full-time and the lack of availability of
clinic appointments at flexible times after work. Participants talked about
taking on multiple roles in everyday life, working full-time to pay the
mortgage, sending their children to college and minding grandchildren.
They described trying to have a career and competing with younger women,
being a mother, a wife, a grandmother; being pulled in many directions.
Because of all the competing demands, some of the women who were not
up to date felt that it “went out of their heads” (Annie, White Settled Irish,
52 years, Round 6) and “life was too busy” (Bridget, White Settled Irish, 55
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years, Round 1). Some of the participants also mentioned having to ask a
male “boss” for time off for an appointment and finding this “off-putting”.
Participants mentioned the options of Saturday morning appointments and
evening appointments to help women who work full-time. Physical barriers
often enabled women to postpone their cervical screening appointments.
…I’m really busy looking after my mother-in-law and
working, sometimes it all gets too much and I have to stop
myself, and try to calm down, you know…I know stress is
not good, but sometimes it’s hard when you’re trying to
do a million things… (Delia 3, White Settled Irish, 57
years, Round 3)
…Work is really busy and demanding, my boss is a man. I
would not like to be asking for time off and him asking
what for…women my age did not do as many courses as
younger women so you really have to prove yourself…
(Bridget, White Settled Irish, 55 years, Round 3)
…Maybe if there was a Saturday appointment or an
evening appointment it might be easier to make an
appointment. My boss is a male so it’s hard to ask for
time. But I’m making excuses… (Kate, White Settled
Irish, 58 years, Round 2)

7.4.4 Wanting option of HPV self-testing
None of the participants interviewed had heard of HPV self-testing but were
delighted that someone had developed the self-test. Some participants were
disappointed to hear that it was not a blood test, but relieved that a speculum
was not used. All participants reported that they would prefer the option of
using a vaginal swab rather than a urine test in order to self-test.
Interestingly, all of the participants who had never had a cervical screening
reported that they would engage in HPV self-testing, and it was often only
then that women revealed why cervical screening

taking raised such

vulnerabilities.
…Well, just the indignity of lying there with a man or a
woman between your legs and shoving a contraption up
you. You know? It’s like anything, I suppose, even though
I’ve never had a baby, the women say the biggest thing is
the dignity is gone when you have a baby, so maybe for
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women who have had children maybe it isn’t as big a deal.
But, if it’s something you can do yourself then would that
encourage people more to do it. You know if they just say,
all I have to do is just stick this up me and put it in an
envelope that would be the easier option. Rather than
booking an appointment, taking time off, going to the
doctor, whoever, I think so… (Sinead, White Settled Irish,
50 years, Round 5)
…I’d be more comfortable at home…give info on
diagram yeah, yeah. I don’t think I’d watch a DVD
(Marian, White Settled Irish, 50 years, Round 6)
All participants felt that they would need information comparing the
reliability of HPV self-testing with cytology testing so they could make an
informed choice. Also, they wanted to be supplied with clear instructions,
with large font and diagrams, to enable them to use the test correctly. All
women in the study felt that this would be a viable alternative to the
speculum examination, as it would be a less intrusive method. They felt the
test should be posted to women over 50 who opt in to receive it by phoning
and requesting it to be posted to their house.
…Now they are there again that they just don’t want to do
it or you know but I think you would definitely have an
increase in numbers if you did the test at home, because a
lot of women just don’t like the experience of going to the
doctor and having the whole smear-taking experience so I
think so, but you definitely would have more numbers…
(Lizzy, White Settled Irish, 58 years, Round 6)
…I think that would be a good idea. Because like I mean,
for me I would probably be more lazy and the fact that my
GP was known to me. For a lot of people it’s the stigma
and it’s the embarrassment and it’s all that goes with it
and maybe something like that would, they would be more
willing to do it… (Delia, White Settled Irish, 57 years,
Round 6)
Irish-born participants who were up to date stated that they would not trust
themselves to do the test and would prefer a trained sample taker to do it.
Some of the participants raised concerns about the accuracy of the HPV
self-testing kit, and asked if it was a new on the market. They concluded
they felt reassured when the sample taker visualised their cervix. One
participant said the sample taker commented on how their cervix looked, “it
looks very healthy” (Patricia, White Settled Irish, 55 years, Round 1).
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Participants who had never had a cytology test felt that if HPV self-testing
were introduced the number of women over 50 getting screened would
increase.
…I don’t think so [use HPV self-testing], I’m very private
down there and I don’t like…that’s why I never used them
things (tampon) for down there… what are they called?…
(Peggy, Traveller Ethnic Minority, 50 years, Round 3)
…I think if I went to the GP at least they would do it and
it’s done, they are trained, and really, twisting around a
swab inside you, up there, is the same as scraping cells of
your cervix…really?? (Mary, White Settled Irish, 59
years, Round 2)
Participants who were not up to date and had never had a cervical screening
test felt that HPV self-testing would allow greater control for the woman,
and thought it would encourage them to engage in screening.
…You can do it at any time, you don’t need to make an
appointment, you don’t need to go there and make
yourself free from time out from work, or anything. You
just do it on your own, in your own comfort. And that
would be absolutely the job I think… (Ger, White Settled
Irish, 50 years, Round 3)
Some of the participants compared it to BowelScreen, which they saw as a
positive experience.
…Oh that sounds like the BowelScreening. Myself and
my husband did that. We are moving with the times
(laugh). It’s the way forward, you can do it in the privacy
of your own home… (Patricia, White Settled Irish, 55
years, Round 1)
Participants from the Traveller Ethnic Minority group also compared it to
BowelScreen, but in contrast elaborated that the majority of Travellers will
not use BowelScreen, as they think it is “disgusting” (Phil, Traveller Ethnic
Minority, 55 years, Round 3) and “dirty” (Gemma, White Settled Irish, 52
years, Round 3).

7.5 Conclusion
Overcoming resistance comprised participants’ self-positioning in relation
to their perceived risk of developing cervical cancer versus psychological
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risk, the ‘nudge’ they considered necessary

to prompt attendance, and

women’s suggestions on how to improve the cervical screening taking
procedure to help them overcome their resistance to cervical screening
taking.
Participants perceived their risk of developing cervical cancer to be higher if
they had a family history of cancer, had children, were sexually active, had
been sexually active with multiple partners, had risk factors for cervical
cancer, or if they had a fear of developing cervical cancer and were
symptomatic; this encouraged uptake of screening. If women perceived the
psychological discomfort of the cervical screening as a higher risk than the
above factors, this provided a rationale for their resistance to cervical
screening taking.
Women who engaged with cervical screening often procrastinated about
attending, therefore benefitting from a ‘nudge’ to encourage attendance,
which helped them overcome resistance. These ‘nudges’ included getting an
invitation letter, talking with friends, seeing advertisements, the GP and
practice nurse talking about screening and participating in the study. These
‘nudges’ were not successful in helping women who had never had a
cervical screening test to overcome their resistance to cervical screening.
The most influential person to encourage/discourage attendance was the
GP/practice nurse, but often screening was not mentioned during general
consultations.
All of the participants felt that more could be done to improve the cervical
screening experience, which could directly positively impact cervical
screening behaviours. Therefore, the ‘nudge approach’ is an effective shortterm quick-fix solution, but to create real sustainable change, healthcare
professionals need to make cervical screening taking more appealing in
order to reduce vulnerabilities and overcome resistance for women over 50.
In the next chapter, ‘Struggling with the sexual self’ in the context of
spiralling

vulnerabilities

will
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be

discussed.

Chapter Eight – ‘Struggling with the Sexual Self’
8.1 Introduction
In this chapter, ‘Struggling with the sexual self’ will be discussed.
Struggling with the sexual self was an issue the majority of Irish-born
participants raised in their interviews, especially participants who had never
engaged with cervical screening and participants from the Traveller Ethnic
Minority group. This sub-category focused on how participants perceived
their sexuality and the sexuality of women more generally, and how this
influenced their cervical screening behaviour.
All participants in the study described how there had been many changes in
Irish society in the last 50 years that had influenced their values and beliefs
in relation to sexuality and social norms. Participants born in Ireland were
strongly influenced by their upbringing, which they said occurred in a
conservative, insular society immersed in the teachings of Catholicism.
They recalled learning that their bodies were a source of sin and that a
sexual act should only happen in a marital relationship. Women were
encouraged to be homemakers, and males were the head of the house.
Irish society has since changed, and Irish-born participants described
struggling with their sexual selves in this now cosmopolitan society, where
women appear to have the same sexual rights and freedom as men.
However, the participants in the study reported feeling guilty and ashamed
of their sexual self. This influenced how they viewed the sexual self, and
this, for some participants, affected their cervical screening behaviour.
Uncovering participants’ views in relation to the sexual self was like
opening a Pandora’s Box: some of the participants focused on HPV being
an STI and they talked about their sexual behaviour, other people’s sexual
behaviour, social norms framing this behaviour, and how different they felt
to their daughters’ generation.
The White Settled Irish participants adopted distancing techniques to selfprotect and cope with the vulnerabilities of struggling with the sexual self.
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These included depersonalising conversations about themselves by talking
about “other women”, using evasive language, using euphemisms to avoid
the word vagina (e.g. referring to “down below”) and adopting a pick-andmix/à la carte approach to choosing healthy behaviours.
This subgroup is now explored in more detail through an examination of
participants’ experience, with a focus on the concepts ‘Being ashamed of
the sexual self’, ‘Focusing on HPV being an STI’ and ‘Distancing to SelfProtect’.

8.2 Being ashamed of the sexual self
All the Irish-born participants identified that the Catholic Church had a
strong influence on their mothers’ generation and affected how it viewed the
sexuality of women in society. They described growing up in an era when
sexual behaviour was not discussed and was considered ‘private’ (Marian,
White Settled Irish, 50 years, Round 5). Some of the White Settled Irish
participants expressed a great deal of anger and upset with the Catholic
Church, especially with the Church hierarchy. They mentioned experiencing
body shame from listening to the destructive message that their bodies were
a source of sin. They described a religion that dictated what kind of clothes
they had to wear, e.g. skirts below the knee; one that categorised showing
flesh as “leading on men” (Mary, White Settled Irish, 59 years, Round 2).
Kathy, Kate, and Marian revealed what it was like for them growing up in
Ireland.
…Oh no, I’m not very religious…my parents were, well
they still are, but I don’t think the Catholic Church
influenced me but yeah maybe how I was brought up
when I think about it…Well my mother would be very
old-fashioned and was very influenced by the Catholic
Church…but not me…no. No…I have been let down by
them. Really let down with all them scandals of abuse,
priests, bishops, all doing what they want to innocent
women and children, and preaching to us. Teaching us
what was acceptable. What they did to women,
suppressing us, telling us that our bodies were sinful. My
mother would have influenced so maybe I have a few
hang-ups which is natural as a result (Kathy, White
Settled Irish, 58 years, Round 5)
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…Well my mother and father kept a close eye on us, I
have 5 sisters. So you could imagine. Skirts below the
knee, at the dances the priest would be walking about
making sure you kept a distance away from your fellow
(laugh), so different from today (Kate, White Settled Irish,
61 years, Round 2)
…I grew up and sexual behaviour was never discussed, it
was seen as private, behind closed doors and you’re
influenced obviously by your parents’ beliefs and
attitudes, and they were influenced by the Church, as we
were too. It was a sin to even have sex outside marriage,
and you never even heard of STI’s…anyone who
contracted sexually transmitted infections…it was
associated with loose women, and you know, there was a
stigma attached to it. So, all of that influences your
behaviour as well and even your thinking. I would not say
anything, or judge anyone, but you kinda feel it’s wrong
(Marian, White Settled Irish, 50 years, Round 6)
…You were taught a shame thing, about your body, I
can’t describe it, and then the smear test it’s like the…this
whole thing of having to strip down and all that with it.
You did that when you were pregnant, that was different, I
think once you go over a certain age that’s not something
you do unless you have to. I remember my mother after
having her baby had to be blessed before she could enter
the church, I did not understand as I was only a child, then
I learnt why…no wonder we struggled with our sexuality.
I thought sex was a sin or a dirty thing you did. That’s
what you were taught growing up (Kathy, White Settled
Irish, 58years, Round 6)

8.2.1 Recalling the effect of the Church
Irish-born participants recalled how women had suffered at the hands of the
Catholic Church and the State in Ireland. They spoke about how scared they
had been of getting pregnant outside marriage and hearing about other
friends/family who were taken away to have their babies and never seen
again, and the shame it brought on families. Participants recalled the horrific
revelations in recent decades from the Magdalene Laundries. 63 They
remembered knowing about “the laundries” but feeling powerless, as they
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The Magdalene Laundries were institutions that housed women who had got pregnant
outside marriage. They were run by Roman Catholic orders until 1996. An estimated
30,000 women were confined in these institutions in Ireland. In 2017, the former Taoiseach
Enda Kenny apologised on behalf of the State and established a compensation fund to help
the survivors of the Magdalene Laundries (O’Mahony, 2018).
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were afraid to stand up with other women. Some of the participants spoke
about the recent news of the Mother and Baby homes in Tuam64 and became
very angry about how the Catholic Church treated women and their
children.
…Sex outside marriage was a big no-no; we had no
condoms like nowadays. We were just scared to death of
getting pregnant, we knew girls were taken away to the
laundries but nobody talked about it, it was there behind
the scenes almost (Patricia, White Settled Irish, 55 years,
Round 2)
…It’s awful what happened in the Tuam home, babies left
to die, it was hell on earth for women. Women were
treated like second class citizens if they weren’t married.
I remember a priest saying that anyone having a baby
outside marriage is like a ‘dirty dishcloth’ (Kate, White
Settled Irish, 61 years, Round 1)
…You saw the Western headlines this morning, reading
what the nuns and priests because they knew nobody
cared for them babies, what they did was disgusting. What
they have got away with (Bridget, White Settled Irish, 55
years, Round 1)
…the churches were so powerful…ran everything,
healthcare services, the education system. Fallen women
were free labour and did the State’s work, so it was easy
for them to abuse people (Lorrie, White Settled Irish, 52
years, Round 3)
…I think that that day is gone, the Catholic Church has no
residue with our children, definitely us, it was shoved
down our neck, whether we liked it or not (Liz, White
Settled Irish, 57 years, Round 3)
…Well we would have great faith in God and the Church
as you know. We would confide in God. I don’t blame the
priests for what happened; I blame the head people, the
cardinal. He should not have allowed it to happen and the
nuns the same way. You can’t turn away from God
because of a few people at the top (Gemma, Traveller
Ethnic Minority, 52 years, Round 6)

64

In February 2017, the Commission of Investigation into Mother and Baby Homes
announced that ‘significant’ quantities of human remains had been found buried under the
site of a former institution for unmarried mothers. Over 800 children died at the Mother and
Baby home in Tuam, Co. Galway, between 1925 and 1961 (Garrett, 2017).
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Some of the Irish-born participants recalled their parents being afraid of the
local priest and religion being a controlling force in their house when they
were growing up. None of the participants stated that religion was an
influencing factor in their homes today. Participants mentioned having to
deal with guilt from listening to the destructive message that their bodies
were sinful and then being “sickened” (Marian) when learning what the
Church had done to women and children. One of the participants recalled
moving to England in her 20s and feeling like an “alien” and described
experiencing Catholic guilt when thinking about her sexuality and pleasure
and how this affected her behaviour throughout her adult life.
…You were taught to keep your virginity until you got
married; you keep it for your husband. And then I went to
England I was only 18 and felt like an alien. I lived with
another three girls in a kind of an apartment. I remember
them bringing home lads, I was mortified. Looking back
they must have thought I was a right frigid. The Irish
influence made you feel ashamed and you had the
Catholic guilt kind of thing when even thinking of doing
that. It’s an awful guilt kind of thing we Irish have (Liz,
White Settled Irish, 57 years, Round 3)
Some of the Irish-born participants who engaged in screening and all of the
participants who had never attended for a cervical screening described
being very self-conscious about their bodies and felt that the cervical
screening procedure was a very embarrassing procedure; participants stated
that they were “uncomfortable exposing” their bodies and were not “body
confident”. Some of these participants commented that they had not realised
how much their upbringing affected their behaviour today until they were
involved in this study. They felt this was the first time they had a “chance to
reflect on why I behave in a certain way” (Michelle, White Settled Irish, 57
years, Round 6).
…It’s funny, I just thought this is the way I am, it’s the
first time I have really thought about why I do things. It’s
silly I didn’t think about the past affecting me today, ah,
but it did. I was brought up with you must behave like this
or the neighbours will be talking about you ((Rose, White
Settled Irish, 54 years, Round 5).
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…I’m not surprised by your findings at all, the Catholic
Church has a lot to answer for. This is probably the third
or fourth time we have talked and if you asked me that
earlier, I would have denied it affecting me now, but it
does stay with you, in your soul (Molly, White Settled
Irish, 55 years, Round 6).
Some of the Irish-born participants who engaged in screening also described
being worried what the smear taker thought of their bodies. They had a very
poor body image and described feeling embarrassed by their “older bodies”
(Kate, White Settled Irish, 61 years, Round 1), having “weight around the
middle and skin sagging” (Marian, White Settled Irish, 50 years, Round 6),
and “everything dropping” (Liz, White Settled Irish, 57 years, Round 3).
They felt that society equates attractiveness with being young and thin,
while the older body is seen as unattractive. One mentioned trying to lose
weight before a cervical screening appointment, as she felt embarrassed
exposing her body.
…I agree definitely but a thing that wasn’t said was that
women’s body shape changes, and you have more weight
about your middle and I was feeling anyway an extra bit
of embarrassment getting the procedure done because I
know I have too much weight around there. I almost feel I
need to lose a few pounds before going in for the test (Liz,
White Settled Irish, 57 years, Round 4)
…Well when you’re older, your body just changes, you
have lumps and bumps in places you never had (laugh).
Your confidence about your body is different. Society sees
the young person as attractive and slim and as frumpy
when you’re older. I suppose things just change over time
(Rose, White Settled Irish, 54 years, Round 5)
Many of the participants who had never had a cervical screening spoke
about their daughters and described them as being “a different generation”
(Victoria (52), Sinead (50), Michelle (57), Molly (55), White Settled Irish).
They felt that their daughters were body confident and “comfortable in their
own skin”. Participants felt happy for their daughters not having this
“baggage” (Sinead, White Settled Irish, 50 years, Round 5). Some of the
participants recalled getting embarrassed when hearing their daughters
talking about their sexual selves. Participants expressed being “delighted”
(Michelle (57), Sinead (50), White Settled Irish participants, Round 5) that
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their daughters were proud of their sexuality. Participants also were
delighted that Ireland as a nation is now questioning sexual injustices, and
used the example of the recently revoked Eighth Amendment 65 and the
#MeToo movement.66 Participants mentioned the power of social media and
marvelled at the pace of change now. White Settled Irish participants
described living in a sexually liberal world for women today, but reported
still feeling trapped by their past as a result of their upbringing, describing
this as having ‘Catholic guilt’.
…Sometimes I feel overwhelmed and maybe a bit
embarrassed hearing them talk but part of me thinks they
are right. It’s just me and the way I was brought up
(Michelle, White Settled Irish, 57 years, Round 5)
…My daughter’s age group are growing up being
extremely sexually active and they’re very forthcoming
about discussing it and they’ve no difficulty telling you
they went to a Well Woman clinic to get tested for an STI
(Molly, White Settled Irish, 55 years, Round 6)
…My daughter’s generation is different from ours, they
are more confident about their bodies which is great. I
would say there is a big difference between women my
age and 10 years younger about their bodies. We grew up
in different times, where showing your skin was sinful and
wrong. We don’t think like that now but it’s hard to break
them shackles, I’m delighted my daughter doesn’t think
like I do, she’s free (Michelle, White Settled Irish, 57
years, Round 6)
…Women are more vocal now, it is a sad thing that we
have to [silence] but we are stronger now, I see my
daughter now, she got really into the campaign to repeal
the 8th, she spoke to everyone about it. And she’s so
confident speaking about things and standing up for
herself. When I think of myself at the age, I was useless.
Even though I would not say it cause I’d be going red
listening to her, I’m proud she’s well able for the world
today. She has told me all about the MeToo movement on
the phone thing [Twitter] it’s international so it’s great for
women (Liz, White Settled Irish, 57 years, Round 4)
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A referendum was passed to remove the constitutional ban on abortion in Ireland and was
signed into law on 18 September 2018 (Murphy, 2018).
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This is a movement against sexual harassment, assault and domestic violence. The
movement began to spread virally as a hashtag on social media in 2017 (Airey, 2018).

162

…Well, we grew up differently than the younger
generation we grew up with Catholicism so you know
yourself most of us went to school with the nuns and
sexual health and sexual self was not something that was
discussed (Michelle, White Settled Irish, 57 years, Round
6)
In contrast to Irish-born participants, four of the Settled Ethnic Minority
participants from Europe expressed different feelings in relation to the
sexual self. Despite being brought up as a Catholic and still practising today,
they reported being confident of the body. They were open about their
sexual behaviour and did not see themselves differently from their
daughters. Furthermore, one of the Settled Ethnic Minority group
participants from Sweden, who had been living in Ireland over 30 years,
noticed differences between Irish-born participants and the women that were
a Settled Ethnic Minority group. She felt that Irish-born participants had
inherited body shame associated with the Catholic Church and Irish society.
She recalled Catholic Ireland in the 1980s, where women were seen and
treated as inferior to men; women were usually expected to give up work
after having a child; men were the decision-makers; and there was no
divorce available. She felt that although Ireland had now shed the
constraints of Catholicism, participants over the age of 50 had been heavily
influenced by their history. Ann highlights why she thinks Irish women are
uncomfortable talking about their bodies, even now with menopause.
…When I came here from [country of origin], there
wasn’t even divorce in Ireland. Divorce was allowed in
’97 and you know when you look back and you see people
had to stop working because they got married, and they
weren’t allowed condoms to protect themselves from
children. So that’s, you know, where I see a difference,
where I am coming from. Ok, society has changed, of
course it has but women over 50 were that generation, of
course they are different to the young generation now and
to me because I did not grow up like that (Ann, Settled
Ethnic Minority participant, 60 years, Round 3)
…Well Irish women are very sort of secretive and not
wanting to talk. And you know even like when I came into
my menopause, you know you wanted to talk about it but
gosh, that was really a no, no to go. You noticed that it put
people, really making them embarrassed. So I have
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noticed that in every way (Ann, Settled Ethnic Minority,
60 years, Round 3).

8.2.2 Cultural influences
Privacy in relation to their body was a significant issue for participants from
the Traveller Ethnic Minority group. They identified this as a very important
trait, passed on from mother to daughter at a very young age. They talked
about a strict set of moral codes that girls must obey to be deemed ‘decent’
and ‘respectable’. Some of the participants from the Traveller Ethnic
Minority group described how it was a mother’s responsibility to police
their daughter’s behaviour in order to guard their sexual innocence and
virginity.
They described how a girl’s reputation was paramount in getting “an honest
husband” (Gemma, Traveller Ethnic Minority, 52 years, Round 3). The
importance of having a husband who did not drink, smoke or consume drugs
was also mentioned. If a girl from the Traveller Ethnic Minority group
engaged in sexual intercourse before marriage, she could be “cast out” and
“scandalised” (Gemma (52), Phil (55), Shakira (58), Traveller Ethnic
Minority, Round 3), bringing shame to all the family.
They described women from the “settled community” as being much
“looser” in their values than them, mentioning that men from the Traveller
Ethnic Minority group often have “affairs with settled women” (Gemma,
Traveller Ethnic Minority, 52 years, Round 3).
Mothers told their daughters that they should not be undressed in front of
their husbands, even recommending keeping an item of clothing on while
having sexual intercourse. All of the participants from the Traveller Ethnic
Minority group avoided bringing home leaflets that contained “graphic
pictures” (Phil (55), Shakira (58), Traveller Ethnic Minority participants,
Round 3) because of a fear of their husbands seeing these images, which
would be deemed “not being respectful and make him (their husbands)
uncomfortable and embarrassed” (Phil,

Traveller Ethnic Minority

participant, 55 years, Round 3). When I asked what was graphic in them,
she described leaflets that showed the internal or external structure of the
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body; this would be considered “private”, “a woman’s thing” and not
something to be “showing your husband” (Gemma, Shakira, Traveller
Ethnic Minority participants, 58 years, Round 3).
Body shame was a learned behaviour from an early stage, passed down
through each generation and embedded in Traveller culture. Participants
described themselves as “good Catholics” who attended Mass regularly and
believed in the Catholic Church’s teachings on contraceptives, divorce and
abortion. They felt their negative body image was the “Traveller way”
rather than a result of being “overly religious” (Gemma, Traveller Ethnic
Minority participant 58 years, Round 3). Body shame made participants
very embarrassed stripping from the waist down, revealing themselves for
the cervical screening procedure.
…My mother would have been a private, very, very
private, it’s our Traveller culture. My mother would have
told me wear my clothes even in bed (laugh) and not strip
off all your clothes, you know. Keep on something don’t
you know what I mean? (Gemma, Traveller Ethnic
Minority, 52 years, Round 3)
I remember hiding all my pregnancies with big baggy
jumpers and t-shirts, I never talked about it to anyone. All
of the women in the waiting rooms would be showing off
their bumps and talking about their babies. But that wasn’t
done, not the Traveller way. When my kids asked where
we got the new baby, I told them we found him under a
head of cabbages or turnips, or the nurse came and gave
him to you from a black bag. We never mentioned
anything. When they eventually came home from school
hearing how you really got babies I was very sad, it was
an end of their innocence and the start of them becoming
an adult (Irene, Traveller Ethnic Minority, 58 years,
Round 3)

8.2.3 Associating cervical screening with having children,
menstruation and sexual activity
Some of the participants who were not up to date with cervical screening
recalled having their first cervical screening after having a baby. They also
recalled being offered a cervical screening while attending the GP to get a
prescription for contraception. They associated cervical screening with
reproductive health or being sexually active, and therefore some did not see
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the need to continue cervical screening after they felt that phase of their
lives had passed.
…When I think of smear tests it’s kind of a bit of a
reminder about the pregnancy and childbirth and the
whole thing. I remember being offered a cervical
screening after I had a [name of child], I suppose you
kind-of associate it with having babies or being active
down there, and no I’ve no bleeding so I don’t think it’s
important (Marian, White Settled Irish, 50 years, Round 5)
…Well I was on the pill for years and my doctor was very
strict, no prescription for the pill if I did not have a smear
test. Then I just did not bother keeping up after I stopped
getting my contraceptive (Rose, White Settled Irish, 54
years, Round 6)
Some of the White Settled Irish participants who were not up to date or who
had never had a cervical screening mentioned being “past sex stuff now”
(Marian, White Settled Irish, 50 years, Round 5), and other women who at
the time of the interview had no partners stated they did not want a new
sexual partner. Some participants felt that after menopause everything was
“shut down and asleep” (Bridget, White Settled Irish, 55 years, Round 1).
Some of the participants who were not up to date or who had never attended
cervical screening stated that they were not sexually active and did not see
themselves as sexual beings now; as a result they did not perceive cervical
screening to be relevant to them.
…I have no partner now for years, that’s it for me. I never
looked after my husband left. I could not care less. I had
my two boys, they’re men now. I’m 57, that ship sailed
for me years ago (laugh). I would not dream of being
involved that way with another man. So it’s closed. It
would have been different if I was younger (laugh)
(Michelle, White Settled Irish, 57 years, Round 5)
…For me everything is closed down there, I don’t bother
with it anymore so would not see the point putting myself
through an examination now (Breege, White Settled Irish,
59 years, Round 2)
…I think that the 55+ age group would have a huge, huge
thing about that [cervical screening]. We think that it’s all
done with down below…leave it alone, we have had our
kids, periods, menopause. If it hasn’t caused any bother by
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now, it’s not going to (Kathy, White Settled Irish, 58
years, Round 6)

The White Settled Irish participants reported feeling that there was a stigma
in relation to women over 50 having new relationships and they felt
different from younger participants in their attitude toward sexual
behaviour. The majority of participants in the study were in long-term
heterosexual marriages and described how they felt that sexual activity
within long-term relationships is socially and morally accepted. Participants
also mentioned changes in relationship status, with “gay and lesbian
relationships” now visible in society, and spoke of accepting change and not
judging it.
… I think anything goes like we voted for same sex
marriages, we have gay and lesbian relationships, I would
not describe it as the norm but if they are happy I’m
happy. I’m not going to judge (Molly, White Settled Irish,
55 years, Round 5).
…Well I’m not a prude, I think it’s [sexual activity] great
in a relationship but not if only meeting someone for a few
nights, like a brief relationship, I’d be a bit old fashioned
like that (Sinead, White Settled Irish, 50 years, Round 5)
…At my age, I would not be bothered with finding a new
partner again if something happened, it would not be
important to me (Mary, White Settled Irish, 59 years,
Round 2)
… Nothing shocks me anymore at all, there is same sex
marriages with children, couples don’t bother getting
married and just live together and we have blended
families. So I think anything goes anymore. And if they
are happy I am happy I don’t judge but I would rather the
being married then having kids after, it’s just me and what
I think is right (Patricia, White Settled Irish, 55 years,
Round 6)

8.3 Focusing on HPV being an STI
The majority of participants in the study had never heard of HPV infection,
although some recognised it from hearing about the HPV vaccine. When
participants realised that HPV was acquired through sexual transmission,
most of them were really confused by this revelation.
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…Oh, I never thought it was anything like an STI. I just
did not link the two. I’m really shocked about it really, so
cervical cancer is caused by a sexual infection? (Bridget,
White Settled Irish, 55 years, Round 1)
All of the Irish-born participants began to focus on the term ‘STI’ instead of
on HPV infection. Interestingly, despite the majority of participants
knowing that multiple partners increased their chances of developing
cervical cancer, they were still shocked that HPV was an STI.

…Because, I mean, I would have thought it was just a cancer…that it would
be just a cancer. HPV? I don’t know how I feel about it. It’s making me
think…it’s a sexual thing rather than a cancer thing (Patricia, White Settled
Irish, 55 years, Round 1)
…Well it’s different for us we never had many partners
and then you’re on about STI testing. The young ones
would be all in for that but it kind of gets hard in your late
50s (Michelle, White Settled Irish, 57 years, Round 5)
Irish-born participants asked questions to try to clarify their understanding
of HPV transmission, HPV detection and treatment options, symptoms of
HPV infection, incubation time and the HPV vaccine. All the participants
were reassured to learn how common HPV infection was and to learn about
its incubation time. Participants’ first impressions were that healthcare
professionals will need to play an important role in explaining to women
over 50 what HPV infection is and to normalise it as much as possible.
…women will need to hear what you have just said
otherwise some women may have the same partner for
over 30 years and won’t think it’s important and could get
the wrong end of the stick. Women need clear, easy to
understand information or else I don’t think they will
attend. They will see the word sexual infection and think
that’s not applicable to me (Mary White Settled Irish, 59
years, Round 2)
…To be honest, the minute you said STI I thought I don’t
need that test. I have been married now 34 years, I never
had anyone else, and he never did. Well he better have not
(laugh). So why would I need that? But now I see what
you’re saying. To be honest if I got a letter from
CervicalCheck reminding me I need that test, and the
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word STI on the leaflet, I would think, that’s not for me
(Gloria White Settled Irish, 55 years, Round 2)
…I think people might associate it with, maybe, sleeping
around or something like that. Now, I mightn’t be
understanding HPV properly, do you know what I mean?
But, yeah, I don’t think people would stigmatise you for
having cervical cancer but not, maybe for the other, I
don’t know. You’d be thinking about them differently, I
think (Mary, White Settled Irish, 59 years, Round 1)
…I don’t think it would put them off going but I don’t
think they would be that pushed about going for it. Yes,
they will have to be extremely careful because people will
feel, they will, like sexually transmitted diseases is still
with a certain cohort of the population, would still have
negative issues. So it could, you know, it could put people
off going. A lot of people are still, they attend for their
regular checks but would they be as keen to attend if they
thought it was this test for STIs? (Lizzy, White Settled
Irish, 58 years, Round 3)
A few of the Irish-born participants stated that they would be embarrassed
about being tested for HPV infection. Knowing that HPV was an STI
changed their perception of cervical screening, whereas they had previously
thought that having an abnormal cervical screening was something that
could happen to anyone and not something that would be linked to “being
promiscuous” (Gloria (55), Mary (59), White Settled Irish participants,
Round 1). The majority of participants interviewed were in long-term
marriages of over 30 years and questioned why they would need a test for
an STI. Some participants asked how it could be possible to be positive for
HPV if they had always had normal cytology tests and the same partner.
Participants immediately asked if it meant that their partners had cheated
and if this test would be more suitable for women who are sexually active
with different partners. They made it clear that they did not fall into that
category.
…It’s alright for younger women, they have different
partners, it wasn’t really like that for us…I’m nearly 60 so
40 years ago things were different. You had one partner
and that was your husband. The thought of needing a test
for a sexual transmitted infection will seem a bit pointless
to our generation. You have to remember, times are
different now, and it’s hard for us to keep up (laugh). The
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gap is huge when talking about this (Michelle, White
Settled Irish, 57 years, Round 5)
…Yes it would change things if that’s the kind of test
that’s coming out, and then there will be a shame factor
there. Shame of getting a sexual infection when you’re
nearly 60. I don’t think it’s nothing to do with the Catholic
Church; it’s to do with society in Ireland. Now society
may have been framed by our Catholic upbringing we had
and we have a lot of hang-ups about our body. Yes, it’s
probably called body shame, but that’s our generation. We
have a lot of preconceptions in Ireland about shame
(Kathy, White Settled Irish, 58 years, Round 5).

8.3.1 HPV infection changing perception of cervical screening
All of the participants from the Traveller Ethnic Minority Group felt that
their perception of cervical screening had changed since learning that HPV
is an STI and that they would now consider it a sexual infection. They felt
HPV infection would carry huge stigma. It conjured images of being “dirty”
and “impure”, “not being an honest person” and “not marrying well” (Peggy
(50), Phil (55), Gemma (52), Traveller Ethnic Minority participants, Round
3).
Participants from the Traveller Ethnic Minority group believed that their
cultural beliefs dictate that it is wrong to have multiple partners. They
perceived themselves as different from settled participants (Gemma,
Traveller Ethnic Minority, 52 years, Round 1) and felt that settled
participants were promiscuous. They could envision women not attending
for HPV testing, as they would feel that they were not at risk. They advised
that healthcare professionals do not tell women about HPV being an STI, as
it would deter women from attending screening.

…If he had a woman before marriage it would not be
saying they married well, it would not really be like that.
Going for the test would be like admitting that you are in
need of a test for sexual infections, like saying he had a
woman before (Irene, Traveller Ethnic Minority, 58 years,
Round 6)
…Honest men would not be cheating you know what I
mean, but some try to do things with settled women. They
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know the Traveller women won’t mess around (Gemma,
Traveller Ethnic Minority, 52 years, Round 3)
…I would not like the job of telling them that [about HPV
testing], you know what I mean. I think just call it a
cervical screening and do the virus test but just don’t tell
them. (Phil, Traveller Ethnic Minority, 55 years, Round 6)
…Traveller people are very different, very funny about it
you know, because Traveller people would not be having
partners, different partners. They stick to the one. I would
not like to get the job of bringing that information out to
them. If they were going to get that, I’d prefer just to bring
out the normal smear test (Gemma, Traveller Ethnic
Minority, 52 years, Round 3)
…Well, if your husband thought you were doing that it
would be a sign of cheating; women would just have to
call it a smear test and not tell their husbands about the
test for infection part. He would not know about it, we
would not tell them. It would bring embarrassment to you
as a person and to the husband it would be shameful in life
so it does change things (Shakira, Traveller Ethnic
Minority, 58 years, Round 6)
…Well, yes some people might not want to go for it
because in case they think they have been messing around,
do you know what I mean? (Irene, Traveller Ethnic
Minority, 58 years, Round 6)
Some participants had a positive reaction to the introduction of HPV testing.
The Settled Ethnic Minority participants and some of the participants who
were up to date with cervical screening welcomed HPV testing. They
welcomed the increased sensitivity of HPV testing and its potential for
extending the screening interval if the test was reported as negative.
Furthermore, all of the participants who engaged in screening would
disclose their HPV results to their partner if in a close relationship.
…Oh yeah of course I would tell my partner. Because
again it would be highlighting to them how easy it is to
get it. You know, your friends know you and they know
the type of person you are, so if that can happen to you it
could happen to them. And it’s a better test than the
cervical screening so I would definitely want it (Gloria,
White Settled Irish, 55 years, Round 1)
…I’d only tell my husband and my very close friends…I
would keep it private especially until it was treated
(Annie, White Settled Irish, 52 years, Round 1)
171

…If something came back slightly unusual I would not be
too worried. I would tell my partner and my close friends.
I have had friends that had slightly abnormal smear tests
and they had to have further tests and the tests then came
back fine. So initially it would be like oooohhhhhh (gasp)
you got CANCER (laugh) and then you get more
important information from the nurse and that helps relax
you. HPV is a good test so I would like to get it (Mary,
White Settled Irish, 59 years, Round 1)
…that sounds great [HPV testing], anything that will
lessen the amount of smear tests I have to have (Gloria,
White Settled Irish, 55 years, Round 1)
…to be honest I’m near the end of my screening, I’ll just
do it and get it finished with, I don’t care what the test is
called (Clare, White Settled Irish, 60 years, Round 2)

8.4 Distancing to self-protect
As previously noted,67 this property was co-constructed with my supervisors
based on the extant concept ‘Distancing to Self-Protect’ from Keane (2009,
2011), which very much fitted the data in this property. Keane (2009)
defines ‘Distancing’ as a range of different behaviours, each of which
involves some form of distancing, moving away or separating. Keane
(2009) concluded that the key underlying motivation to adopt distancing
behaviours is a form of self-protection.
In this study, Irish-born participants separated themselves from what they
perceived did not fit their social norms in relation to the sexual self. The
majority were in long-term heterosexual relationships, and some perceived
sexual activity as normal only in monogamous relationships. As a result,
participants struggled with the sexual self and adopted distancing
behaviours that allowed them to self-protect against feeling vulnerable. This
included not being comfortable engaging in conversations about themselves,
so depersonalising the situation by talking about “other women”, using
evasive language, referring to “down below” (Michelle (57), Marion (50),
Victoria (52), White Settled Irish participants, Round 1), and adopting a
pick-and-mix/ à la carte approach to choosing healthy behaviours. All of
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See section 6.4.3, Chapter 6.
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these behaviours were a result of their struggle with the sexual self, which
caused participants to feel embarrassed about their bodies and dread
stripping from the waist down, exposing their body.

8.4.1 Needing to depersonalise as a form of self-protection
Participants focused their discussions on “other women” as a way to avoid
the discomfort of talking about their own sexual behaviours. This can be
construed as an example of distancing to self-protect. At the beginning of
the interview, I asked participants to fill out a demographic background
questionnaire. One of the questions asked participants if they had had a new
partner in the last 2 years, 5 years, or 10 years or more. Over half of the
participants in the study did not complete this question. Participants
distinguished themselves – and their sexuality – from “other women”. They
avoided personalising their history of sexual activity and so retained the
ability to discuss the sexuality activity of “other women”, perhaps avoiding
judgement. This depersonalised their stories, which seemed to allow them to
relax and enjoy telling me about “other women”.
However, numerous White Settled Irish participants explained that their
friends were more sexually active now than in their twenties, and added that
women in their 50s had a new lease of life and were much more sexually
“risky”, as they did not have to worry about getting pregnant. Some of the
participants spoke about being sexually suppressed as young adults, “having
to preserve your virginity for your husband” (Liz, White Settled Irish, 57
years, Round 4) and now having the opportunity to embrace their sexual
selves, rebelling against their puritanical upbringing.
…There are a lot more marital break-ups now. And there
are a lot more single women out there in their 50s and
they’ve been in relationships that did not work out. It’s all
personality types as well, depending on, how would I say
it now? There are cohorts of women who have been in a
marriage and have been very loyal to their partner and
things did not work out, and now they’re going to relive
their childhood. They got married very young, they had
one partner, they stayed faithful, perhaps the partner did
not and now they have a new lease of life. (Marian White
Settled Irish, 50 years, Round 5)
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I suppose, you know, people in their 50s are sexually
active, probably more so than they were in their 30s
because they’ve more time. You know, when the kids
have grown up, whereas you’re more tired when you’re
younger and you have kids running about. And again, as
I’ve often said, like a Mills and Boon book or what do you
call that new book…Fifty Shades of Grey, it’s not like that
and all of that and films and books and social media has
changed people’s attitude in relation to sexuality. I
definitely feel it is more discussed and people are more
sexually active but they are not going to discuss it with
their partners. That still remains a very closed shop, it’s
just the way we were brought up not like the younger ones
(Kate, White Settled Irish, 61 years, Round 6)
In contrast, one of the participants who was single and aware of the link
between HPV and cervical cancer thought that using condoms would
eliminate the risk of contracting HPV. Consequently, she always insisted on
using condoms. This woman appeared very embarrassed and shocked that
she could acquire HPV infection from sexual activity even when using a
condom. She quickly added that she did not have had many partners
anyway. She then immediately started talking about “other women”,
including her single friends, and their sex lives.
…You mean if I use a condom I can’t prevent it, one
partner, that’s all it takes? What can I do to protect
myself…really it is a man’s world. What you’re saying is
if you are sexually active with a new partner you can get
it. They give it to you and who gives it to them? (Liz,
White Settled Irish, 57 years, Round 3)
…I always insist on using condoms, I’m not naive I don’t
know where they have been. Now they don’t like using
them but I say it’s not happening without one (Liz, White
Settled Irish, 57 years, Round 3)
…I have friends that are separated and they have great
social lives, they go to a lot of social dancing and
weekends away. And I know that they have different
partners, because I have met some. All they joke about is
enjoying life, they can’t get pregnant so they don’t use a
condom, and they need to know there are other things they
could catch. I think that because they got married young,
kids are now working, they are enjoying life, it’s a good
time in their lives for them (Liz, White Settled Irish, 57
years, Round 4)
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Many of the White Settled Irish participants in the study described feeling
shy, embarrassed and guilty if talking to “other women” about their sexual
behaviours, describing it as being “wrong” and “private”, and avoiding it if
possible (Marian, White Settled Irish, 50 years, Round 6).
Sometimes I feel overwhelmed and maybe a bit
embarrassed hearing them talk but part of me thinks they
are right. It’s just me and the way I was brought up.
(Michelle, White Settled Irish, 57 years, Round 6)
Conversely, some of the Settled Ethnic Minority participants did not adopt
any distancing techniques, as they were comfortable talking about sexual
behaviour.
….Yes, I would say I feel comfortable with my body and
sexual activity, it’s important at all ages you know. I was
married to her dad for over 20 years, when I came here we
separated. I’m happy on my own, but I have met 1 to 2
nice men from [name of place]. I am in a relationship
now, very nice man, we’ll see (Elizabeth, Settled Ethnic
Minority, 54 years, Round 3)
…I have new partner two years, this test [HPV test] is
done at home in [place of origin]. I got it done at
Christmas, it came back clear, I was happy. It’s good test
(Kasia, Settled Ethnic Minority, 50 years, Round 3)
…This test is great for women cause women my age have
forgotten about that virus and about the HIV, they’ve
forgotten. All they think is they don’t have a period so
don’t use a condom. Men don’t like using condom. Listen,
that’s the truth. Twenty year ago it wasn’t like that, it
wasn’t like that. Times are changing. You know, many of
my friend better time now than 30 year ago. Small kids,
busy with husband, alone, separated, so free. Women my
age make many sex, different partners. That’s it; I think
big risk for women my age, that’s my opinion about this
(Dina, Settled Ethnic Minority, 50 years, Round 4).

8.4.2 Euphemising as a form of self-protection
The majority of participants avoided using the word “vagina”. Instead, they
used euphemisms, talking about “down there” (Marian, White Settled Irish,
50 years, Round 5), “private areas” (Molly, White Settled Irish, 55 years,
Round 5), “yoke” (Gemma, Traveller Ethnic Minority, 52 years, Round 3).
Most Irish-born participants stated that vagina was a “harsh word” (Kathy,
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White Settled Irish, 58 years, Round 5) and one they did not feel
comfortable using. Irish-born participants attributed their use of evasive
words to the strong influence of religion on society when they were growing
up, and said they would avoid using this word in front of their mothers even
now. One of the White Settled Irish participants recalled being surprised
initially when her daughter first used the word.
…I would not use that word…it’s not a word I use…I
wasn’t brought up with it. I suppose in our house we used
‘down there’, ‘private area’, ‘private department’, but
vagina…no. Maybe…I never thought about what
influenced me…but it was the way I was brought up and
raised and I suppose, when I think of it, sure I just passed
that word on to my daughter. Ah but they are different.
She uses the word vagina/vulva no problem, she wasn’t
influenced by me. That generation are more open and
curious about their bodies. And if you have any questions
you can ask ‘Google’ (laugh). We had nothing like that,
we were left ignorant and suppose not questioning things
(Molly, White Settled Irish, 55 years, Round 5)
…Well that’s just the way we were brought up. You were
to be private about your bodies. You would not use that
word for down below. Even the word period would be the
‘thing’ or ‘time’, ‘yokes’ or something like that (Gemma,
Traveller Ethnic Minority, 52 years, Round 3)
…The Traveller women are very private; we like to keep
things quiet. My mother God bless her would have a heart
attack if I said vagina…no we keep everything private
(Phil, Traveller Ethnic Minority, 55 years, Round 6)
…It’s a generation thing again, and I would say over 50s,
where the word vagina was never used. No more than
penis, it’s only now that your kids are going through that
sexual talk, you know, that they do it in school, finding
out about their bodies and they came home, they would
tell you they name it as it is. They don’t name like little
pet names they would have had. We’d have had little pet
names for their private parts; they’d refer to their penis as
‘Johnny’ or ‘Willy’. It was never the word penis, it wasn’t
discussed in homes, and very much so in a generation like
my mother’s generation, from 50s to 80s it was all closed
shop. Whereas now the younger generation are very, very
fluent with their words and they would refer to them as
that (Marian, White Settled Irish, 50 years, Round 5).
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In contrast, Settled Ethnic Minority participants from Europe used the word
vagina during the interview with ease and did not get embarrassed during
this conversation, appearing comfortable with their sexual selves.
When you were young we were taught to call it vagina,
we use the proper word. I think it’s funny in Ireland, you
have, what you call, funny names for it (Dina, Settled
Ethnic Minority, 50 years, Round 6)

8.4.3 Adopting a pick-and-mix approach to their health
Participants in the study who were not up to date or who had never had a
cervical screening described their health as being important to them, stating
the clichés “Your health is your wealth” (Bridget, Victoria) and “Prevention
is better than cure” (Breege, White Settled Irish, Round 2). However, these
participants adopted a pick-and-mix approach to staying healthy by only
availing of interventions that did not cause “embarrassment” (Marian,
Molly, Rose, White Settled Irish, Round 6) or make them feel “vulnerable”
(Marian, Molly, White Settled Irish, Round 6).
Participants were very conscious of the importance of living a healthy life.
However, they could not overcome their sense of vulnerability and their
struggle with their sexual self to strip from the waist down and have a
cervical screening test. This can be interpreted as another example of
distancing to self-protect, as they believed they were adopting healthy
behaviours. Participants’ definition of being healthy included both physical
and mental well-being.
…I consider myself very healthy…health to me is being
able to move, do all I enjoy in life. Like swimming and
walking, cycling and be active, enjoy my grandchildren
(Kathy, White Settled Irish, 58 years, Round 5)
…to get up in the morning, with no pain, feeling well and
being happy (Molly, White Settled Irish, 55 years, Round
5)
The only difference in self-caring behaviours between all the groups was the
absence of attendance for a cervical screening test. Self-caring behaviours
were defined as activities participants did to keep them healthy and prevent
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illness. The most commonly cited behaviours included walking, diet, not
smoking, attending BreastCheck and having a positive outlook in life.
…Self-care, I suppose really I participate in groups, and
socially, you know I’ve got lots of good friends and I
would be, like hobbies and interests and that sort of thing.
I would be very into healthy eating, don’t smoke and
that’s the basics I suppose really. Healthy eating, diet and
having a social life or a positive outlook or those kinds of
things (Victoria, White Settled Irish, 52 years, Round 1)
Some of the participants felt that they wanted to engage with screening as
they knew it was a form of self-care, but seemed entrenched in their
decision not to attend, as they struggled with the sexual self, therefore
finding a vaginal examination unbearable. Interestingly, most of the
participants felt that a mammography was a painful procedure, yet described
it as being less intrusive than a cervical screening test.
…I don’t know, don’t get me wrong, I find having a
mammogram terrible, my breast are big, they get squashed
and squeezed together which is quite painful…Ah, but the
thoughts of having a cervical screening …it’s just as I told
you before, it leaves you feeling vulnerable and its
undignified. It’s terrifying for me (Michelle, White Settled
Irish, 57 years, Round 6)
All of the participants in the study were very conscious of their need to selfcare. However, participants who never attended cervical screening described
themselves as being healthy, though they adopted a selective approach to
choosing healthy behaviours. They availed of interventions or screening
programmes in order to stay healthy, but could not overcome the
vulnerability of stripping from the waist down, as they struggled with their
sexual self. This was interpreted as a distancing behaviour in order to selfprotect from feelings of vulnerability.

8.5 Conclusion
The majority of Irish-born participants in the study recalled many changes
in society over the last 50 years, and described living in a permissive
society, which left participants struggling with sexual norms and
questioning what was sexually right and wrong. Irish-born participants
178

described being strongly influenced by their upbringing and their cultural,
religious and societal beliefs.
White Settled Irish participants felt that the credibility of the Church’s moral
authority has been seriously damaged by the ever-mounting scandals
relating to allegations of both physical and sexual abuse performed by
priests and nuns. This made them question their belief and refer to
themselves as “à la carte Catholics”. The Catholic virtues of being modest
and chaste were ingrained in their minds from an early age. This was
different from the experience of their daughters in today’s society, where
they were perceived as independent, strong, confident and expressive. Some
of the White Settled Irish participants were ashamed of the sexual self and
focused on HPV being an STI, which may affect cervical screening
attendance.
Participants from the Traveller Ethnic Minority group were strongly
influenced not only by religion but by a strict code of moral rules passed on
to each generation, described as the “Traveller culture”. As a result, they did
not see a stark difference between their own generation and that of their
daughters.
To cope with the vulnerabilities of struggling with the sexual self,
participants adopted coping strategies to avoid embracing their sexuality.
Irish-born participants focused on “other women” when talking about
sexuality. They also used evasive words, avoiding the word vagina. Some of
the participants who never attended cervical screening or who were not up
to date with screening adopted a pick-and-mix approach to choosing healthy
behaviours. This allowed them avoid cervical screening and still think they
were engaging in healthy behaviours. In the next chapter, I will examine
participants’ understanding of the cervical screening scandal and whether
this changed or influenced their cervical screening perceptions and
behaviour.
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Chapter Nine – Escalating Distrust
9.1 Introduction
In this chapter the sub-category ‘Escalating Distrust’ will be examined. This
chapter explores the differences in participants’ attitudes and perceptions
before and after the cervical screening scandal. Despite the majority of Irish
born participants describing cervical screening as “embarrassing” and
“making me feel vulnerable”, they all felt “lucky” to be living in a country
offering free cervical screening .
I conducted 18 interviews prior to the cervical screening scandal and 14 in
the months immediately succeeding it. The timing of data collection
captured the immediate sea change in attitude that affected the participants’
cervical screening behaviour. Participants who engaged with cervical
screening had unrealistically high expectations of the sensitivity of cytology
tests, and when they realised their misunderstandings; their immediate
response to the scandal was a feeling of loss of trust in all HSE services and
healthcare professionals. All of the participants in the study questioned the
quality of women’s healthcare services and became increasingly cynical
about the culture of paternalism and history of cover-up in Irish healthcare.
The possibility of dying from cervical cancer became very real for
participants who engaged in cervical screening. Some of the White Settled
Irish participants were extremely worried about the accuracy of their
previous cervical screening s. Those who were up to date attended their GPs
requesting a repeat cervical screening test, and those who were not up to
date attended for a cervical screening test. However, participants who had
never engaged with screening felt that the scandal validated their behaviour
and seemed more entrenched in their decision not to attend cervical
screening. As a result of the cervical screening scandal, participants’
vulnerabilities have escalated, causing them to spiral. This sub-category –
‘Escalating Distrust’ – is now explored in more detail through an
examination of participants’ experiences, with a focus on ‘Realising
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misunderstandings’ and ‘Opening up a can of worms: What am I supposed
to believe in now?’

9.2 Realising misunderstandings about the nature of cervical
screening
The news of the cervical screening scandal aroused feelings of hurt, shock
and anger. Prior to the cervical screening programme scandal, participants
who were up to date with cervical screening spoke very highly of, and had
confidence in, the cervical screening programme. As a result, they had high
expectations of the programme. Participants who were up to date with
cervical screening mentioned that they felt ‘lucky’ (Patricia (55), Mary (59),
Gloria (55), White Settled Irish participants, Round 1) to avail of screening
programmes.
…The screening programmes are one of the good news
stories amongst all the bad stories. It’s one of the
achievements the HSE should be proud of for women. I
avail of every screening test; I want to keep myself
healthy (Lorrie, White Settled Irish, 52 years, Round 3)
Prior to the cervical screening scandal, participants highlighted many
positive attributes of the programme. Firstly, participants who engaged with
the programme liked the option offered by CervicalCheck that allowed them
to choose their sample taker. Participants commended the practicality of the
invitation letter and the two reminder letters that are sent. All participants
who engaged in cervical screening appreciated that it was a free test, with
some of these perceiving the cervical screening important because it was
funded by the HSE.
…There aren’t many things free so it’s great that this is
available. I always think if it’s free it means it’s important.
I go to BreastCheck and they are doing a bowel one too.
My husband did the bowel one as well. And to tell you the
truth I brought him with me for my smear test, and the
practice nurse said sure we will do his bloods. It ended up
that he had an early prostate cancer. He had his treatment
up in Galway. It was a hard time for all of us. So only for
my appointment he would not have had his bloods, he
would not have gone by himself. It doesn’t bear thinking
of what would happen (Patricia, White Settled Irish, 55
years, Round 1)
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All of the Irish-born participants who engaged with screening spoke of their
confidence in the cytology test and CervicalCheck. Their expectations of the
cervical screening were extremely high; they believed that if their cervical
screening was reported as normal they would not develop cervical cancer.
Only one of the participants in the study, who had never attended cervical
screening, spoke of the limitations of screening tests. She used an example
of knowing someone who had cardiac screening and it was reported as
normal even though the following week he had a heart attack and died.
…No test is 100%, I could put myself in that position (of
having a cervical screening ) and still develop cancer; no
test is 100% (Victoria, White Settled Irish, 52 years,
Round 1)
The majority of participants who were up to date spoke about the friendly
and respectful manner in which the cervical screening procedure was
conducted. They praised the efficiency of the programme, highlighting the
fast turnaround of cervical screening results, usually within four weeks.
Some of the participants remembered waiting up to four months for their
results prior to the screening programme being implemented. Participants
who engaged with cervical screening felt that the communication of results
was clear and concise. They stated that they felt relief, happiness and
reassurance when cervical screening results were reported as normal. Of
note, participants who were up to date with screening reported that they did
not worry while waiting for results, because previous cervical screening
tests had been reported as normal and they found this reassuring.
…well I go for all my smear tests as it will prevent me
developing a cancer, we are lucky to have such a test
really. All of my smear tests are normal thank God so I’d
imagine at this stage I’m fine. But I’ll continue to go until
I’m supposed to. When you think of all the women who
died years ago, we are lucky to have this test (Gloria,
White Settled Irish, 55 years, Round 2)
Prior to the cervical screening scandal, all participants who utilised cervical
screening services trusted the referral pathways. Only one of the participants
in the study had been referred to a colposcopy department. She described a
very positive experience of specialised care delivered in a sensitive manner.
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She had a LLETZ 68 treatment done and described the procedure as
“painless” (Kate, White Settled Irish, 61 years, Round 1). Therefore, up-todate participants had numerous positive experiences with the cervical
screening programme and perceived themselves as being in receipt of a high
standard of care, leading them to have high expectations of the cervical
screening programme.
…Well I had to ask the nurse had she taken the thing
[biopsy] because I did not feel a thing, I think the smear
test was more uncomfortable!! (Laugh). The girls
[colposcopy nurses] there were lovely, really kind. They
explained everything (Clare, White Settled Irish, 60 years,
Round 1)

9.2.1 Reacting to the news of the cervical screening scandal
The initial reactions to the cervical screening scandal were of concern,
worry and upset; but as the interviews progressed, it was clear that
participants had lost their trust in CervicalCheck. All of the Irish-born
participants who engaged in cervical screening stated that they were never
told that a cytology test had a false negative rate. None of them remembered
signing a consent form at the beginning of the programme outlining false
positive and false negative results and the implications of this. They
understood that if they attended cervical screening, they would detect either
early cell changes before they developed into cancer or cervical cancer.
Participants were unaware of the differences between diagnostic and
screening tests. To them, all tests were diagnostic in nature, and they
questioned why they had not been told of this risk. As a result of
participants’ misunderstanding of the accuracy of cytology tests, their
expectations were extremely high.
…it’s made me question it all, before this I never
questioned how reliable smear tests were. Before, I
thought it either had bad cells or not, we were never told it
wasn’t 100% reliable. Well we were not told otherwise.
It’s horrendous to think about all them poor women
thinking that their smear test were normal and they
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developed a cancer (Lorrie, White Settled Irish, 52 years,
Round 6)
…I never thought the smear test could be not reported
right, the practice nurse did not tell you. Well you have a
test done you think it’s going to be right (Liz, White
Settled Irish, 57 years, Round, 6)
…I would not trust it to be honest, but then again as
someone was saying it’s very random it’s not meant to,
it’s only meant to be a screening test is that what it’s
called? We were never told that (Marian, White Settled
Irish, 50 years, Round 5)
…I know it would make you think…I never thought like
that before. I always thought it was reliable but now it’s
made me think. What’s the point, having the test is so hard
and then it not be read right… It’s not worth it. So you
know as I said I hate having it done (Kathy, White Settled
Irish, 58 years, Round 5)
White Settled Irish who were up to date with screening were really worried
about the accuracy of their cytology tests. They reported feeling
“vulnerable” (Lorrie, White Settled Irish, 50 years, Round, 6) and “scared”
(Liz, White Settled Irish, 57 years, Round 6) and had attended general
practice to discuss this with their GPs and have their cytology test repeated.
Participants who were not up to date also attended to have a cytology test.
Both groups felt they had no choice and questioned what else they could do
but “have their smear test repeated” (Gloria, White Settled Irish, 55 years,
Round 6).
…I went in to the GP, I was so worried and I had one
done again. What else can I do, there is no other test
(Mary, White Settled Irish, 59 years, Round 1)
They were informed of the extended waiting periods for reporting cervical
screening results after the scandal; this compounded their vulnerabilities, as
they were told that it could be as long as four to six months. Of note, two of
the participants were told by their GPs (during the repeat cervical screening
test) that their cervix appeared suspicious and that they needed referral to
colposcopy. They were then informed that colposcopy appointments would
only be issued after the cytology test were reported, which meant they still
had to wait four to six months for it to be reported before they would receive
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a colposcopy appointment. These participants had heightened anxieties,
which escalated feelings of vulnerability.
…I’ve been told I have to wait over 4 months and I can’t
have my colposcopy appointment until my smear is
reported. I’m a nervous wreck. It will take months and I
have been told my cervix looks abnormal (Delia, White
Settled Irish, 57 years, Round 4)
In addition, all participants were astonished that CervicalCheck was using
the same laboratory that was used prior to the scandal. Participants
questioned whether there were quality assurance guidelines in place and if
they met international guidelines.
…Hopefully they will be able to fix the labs and get them
working properly again. We would really need to know
that smear test are being reported in a lab that is able to
detect abnormal cells (Lorrie, White Settled Irish, 52
years, Round 4)
…And the same test, same lab, nothing has changed.
More women are going to die as a result (Marion, White
Settled Irish, 50 years, Round 5)
…It hasn’t changed my views, do you know what I mean,
you have to go [for a smear test]. But I’d talk to my doctor
or the nurse, they would tell me what to do. I’ve no
business doing anything else (Peggy, Traveller Ethnic
Minority, 50 years, Round 4)
…I feel worried about my smear test, were they read
properly or could I be at risk? I made an appointment with
the GP (Lorrie, White Settled Irish, 52 years, Round 4)
Of note, some of the participants who had never had a cytology test
remarked that it was “a bad time” it would be wise to let CervicalCheck
“fix the issues” (Molly, White Settled Irish, 55 years, Round 5) prior to
getting a cervical screening done.
…And it has changed because one of my friends was
attending there recently and it was about three weeks after
the scandal and I said you must be joking, you are going
for that I said! Are you for real! I would wait for some
time until things settle down and they actually had
addressed all the issues surrounding laboratories (Molly,
White Settled Irish, 55 years, Round 5)
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All participants who had never attended for a cervical screening test
described the cervical screening scandal as “validating” (Molly, White
Settled Irish, 55 years, Round 5) their non-attendance for screening. They
felt they were no worse off than participants who were up to date with
screening, as those participants could not be sure that their cytology test
were reported accurately. They felt the cervical screening scandal would not
prompt attendance because the cytology test was “so unreliable” (Molly,
White Settled Irish, 55 years, Round 5) and “not worth it” (Marian, White
Settled Irish, 50 years, Round 6). Participants appeared to be genuinely
shocked when asked if the reality of seeing participants with cervical cancer
and hearing about participants who died from cervical cancer would
influence future attendance; this appeared to be the first time they had
linked the relationship between not attending for a cervical screening and
dying from cervical cancer. Participants knew you could develop cervical
cancer, but had not considered the possibility of dying.
…It’s the first time I thought of it like that. I never linked
the two (non-attendance and dying from cervical cancer). I
just don’t think like that. Sure for them women affected it
did not make a difference (Marian, White Settled Irish, 50
years, Round 5)
…It’s really real when you ask that question. I suppose I
did not think women would actually die from it. I’ve heard
of older women having a hysterectomy but not dying but
you are right (Michelle, White Settled Irish, 57 years,
Round 6)
…In some ways I’m delighted that this happened. It just
shows you no test is 100%. It validates how I felt about
screening. So personally I did not feel any way bad that I
never had a smear test because looking at the results that
have come back we don’t know if they are negative or
positive, and the way the system has dealt with it, covered
it up, it’s horrible, it’s awful. And I mean that girl Vicky
came out and you know they could have prevented telling
her the truth by making her sign a confidentiality
agreement that is the sad reality (Molly, White Settled
Irish, 55 years, Round 5)
….So before I would not have known it was screening and
I thought it would be a definite answer you do or you
don’t. So now I’m thinking it’s definitely not high on my
agenda to get myself around to have one and sure it would
186

be the worst time attending now with long waiting lists, as
everyone wants one (Michelle, White Settled Irish, 57
years, Round 5)
Participants from the Traveller Ethnic Minority group had heard about the
cervical screening scandal on the news and the radio, but stated that it did
not change their views about the cervical screening programme and would
not affect future screening behaviour. None of these participants were
worried or rang their GPs or Traveller health clinics for further information.
They also seemed to think that every woman’s cervical screening s were
being reviewed and that the GP would ring them if their cervical screening
was misread.
…I’ll do whatever the doctor says to me, if I need another
one, I’ll do it. I’m sure they’ll ring me if I need another
one (Irene, Traveller Ethnic Minority, 52 years, Round 4)
…Ya, no one has rang me on the phone saying anything is
wrong (Shakira, Traveller Ethnic Minority, 58 years,
Round 4)
In addition, many of the other participants in the study did not understand
the implications and consequences of the cervical screening scandal. Some
spoke about interviews they saw on The Late Late Show 69 or radio
interviews with women who had been diagnosed with cervical cancer. Most
of the participants interviewed in this study thought that everyone’s cervical
screening tests were being reviewed. One of the participants recalled
reading the newspaper the morning our interview was conducted. The
newspaper headline read ‘30,000 women could be caught up in the cervical
screening scandal’ 70 (Liz, White Settled Irish, 57 years, Round 4). She
explained that she had always attended cervical screening and was
extremely worried that her cytology test may not have been read accurately.
Most of participants in the study wondered if the GP or CervicalCheck
would contact them directly and let them know if their cervical screening
test result had changed. This lack of understanding and clarity caused
further distress to participants, escalating their feelings of distrust.
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The Late Late Show is an Irish chat show (TV) that discusses current affairs issues.
Article written by McEnroe and O’Cionnaith in the Irish Examiner on 2 May 2018.
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…My smear test may need to be rechecked, I’m sure the
GP will contact me if I need to go in (Cait, Settled Ethnic
Minority participant, Round 4)
…I heard on the news and it’s in the paper that they are
checking everyone’s smear test to see if any of them need
to be retested (Ger, White Settled Irish, 50 years, Round
4)
After the cervical screening scandal, participants who were up to date and
passionate about preventative screening felt they would continue to attend
cervical screening, as they felt they had no alternative. Participants felt
vulnerable not being able to trust the cervical screening , but had no choice
and were left “clutching at straws” (Gloria, White Settled Irish, 57 years,
Round 6)
…I have a loss of trust with the screening scandal. What
can we do but have another smear test? It’s not like we
have a choice. There is not an alternative; it’s that or
nothing (Liz, White Settled Irish, 57 years, Round 4)
…We have no choice but to keep having smear test but
what can I do (Lorrie, White Settled Irish, 52 years,
Round 4)
…I do to a point [trust smear tests], what’s the alternative?
Not get screened? We have no choice; we have to hope
that the government will sort it out (Delia, White Settled
Irish, 57 years, Round 4)
… I would not say oh no I’m not going doing that
because it’s the only thing we have for screening but
maybe some people would think oh gosh why am I
bothering now and that kind of thing but it’s so important
of course. And I suppose some people are really worried
and if they were worried they want to check themselves
(Ger, White Settled Irish, 50 years, Round 6)
Some of the participants who were up to date acknowledged that
CervicalCheck had saved many lives over the years. They felt the media
were overly negative and had been quick to forget all the good work that
had been achieved by the cervical screening programme.
…CervicalCheck has done a lot of good work, it’s saved
so many lives, we can’t forget about its good (Mary,
White Settled Irish, 59 years, Round 6)
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We have to think of all the good the screening programme
done too. We don’t hear the papers talking about how
many women’s lives have been saved (Lorrie White
Settled Irish, 52 years, Round 6)

9.2.2 Understanding what a screening test is
The cervical screening scandal had occurred before I interviewed the Settled
Ethnic Minority participants. All participants from Eastern Europe availed
of screening in their native countries while living in Ireland (discussed in
Chapter Seven). They were aware of their HPV status and felt empowered
having this information. Notably, they all stated that they were HPV
negative.
They did not have the same high expectations of the sensitivity of a
cytology test as White Settled Irish participants did, and strongly believed
that an interval of 5 years for women over 50 was too long. They were
aware that the cytology test is only a screening test and can miss precancerous cells. These participants stated that they fully understood the
implications of the scandal and were not shocked that it had happened. One
of the participants remembered a cervical screening scandal in her native
country, and because of this she travelled home and attended a private
gynaecologist for a women’s health check annually, avoiding the public
health system. The participants from eastern European countries felt the
cervical screening scandal validated their reasons for not attending cervical
screening in Ireland. Interestingly, none of the Irish participants mentioned
that the screening interval of five years was too long.
…yes, it’s terrible, well I told you during the first time we
met, that’s why in our country I do it yearly. You see we
told it’s a screening, told it’s not 100% perfect so we go
every 12 to 18 months. That’s why we think the Irish
system is too long, every 5 years is way too long. You see
the lab can miss one test and it should catch it the next
time (Dina, Settled Ethnic Minority, 50 years, Round 4)
…In Ireland, the women seem to trust the smear test being
perfect but it’s not an accurate test. At home we had our
own problem and participants developed cancer. Smear
test missed it, that why I go yearly (Elizabeth, Settled
Ethnic Minority, 54 years, Round 3)
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….Yes it’s awful. Well I’m not entirely shocked. I knew
that a smear test is a screening test, it’s not 100%, but I do
mine every 12 months. We are told that during our
consultation. I thought it was a bit strange in Ireland that
women don’t attend more frequently. In our country we
know some women developed cancer while screening that
why I attend frequently, it’s all I can do, we have to keep
going and trying to do something (Kasia, Settled Ethnic
Minority group, Round 6)
… I like going back getting it done [country of origin],
when I was there last time and she took some test and it
takes time like you know in a lab but only three days or
something. And this doctor she says call me and I’ll tell
you, if you need to come back or your results are okay.
And I got a call three days later telling me everything is
ok, it’s so fast (Cait, Settled Ethnic Minority participant,
60 years, Round 3)
Prior to the scandal, some participants were dubious about introducing HPV
testing. It was perceived as a test for an STI, and participants over 50 did not
view this as necessary 71 . Participants who engaged with screening were
accustomed to the cytology test and hesitant about switching to a different
test.
…Why are they changing? I have always had a smear test,
I’m used to that but I don’t know do I need something to
check for a virus (Mary, White Settled Irish, Round 1, 59
years)
After the cervical screening scandal, all the White Settled Irish participants
had changed their views in relation to what test they would trust. They
wanted a test to be reliable, trustworthy and sensitive. Participants described
needing a test that was more specific in detecting abnormal cells to restore
the trust of participants in the cervical screening programme.
…Well things are different now, yes definitely. I think
women will not trust smear tests when there’s an
alternative. They should introduce it now (Liz, White
Settled Irish, 57 years, Round 6)
…Yes they probably would now; it would be good time to
introduce it. Women want to have a better test (Lizzy,
White Settled Irish, 58 years, Round 6)
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Discussed in Chapter 8, ‘Struggling with the Sexual Self’.
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…yes I know I had that test done last Christmas, it was
negative. It’s is nice to know, I feel safer (Kasia, Settled
Ethnic Minority participant, Round 3)
All participants had an expectation that HPV could be treated if detected.
Participants were frightened of the HPV virus and wanted to be referred for
further examination to colposcopy and get treatment to remove the virus.
Participants described feeling shocked and vulnerable when they realised
there were no treatments available. They worried about relying on cytology
testing while knowing you were HPV positive and at risk of developing
cervical cancer. All White Settled Irish participants expressed a further loss
of trust in relying on the use of a cytology tests to decide referral pathways
to colposcopy if HPV testing is introduced.
…Oh, I would not like that at all, knowing I had that
inside me, I would want it out. What’s the point doing a
test for something and then leaving it there? I would be
worried, feel vulnerable, leaving it just there (Mary, White
Settled Irish, 59 years, Round 6)
…I would not like that Rachael. No, that would not sit
well with women. What if the smear test missed the precancerous cells and one year later I had cancer…No, I
would want to be referred to colposcopy. Is there not
treatment for HPV infection? (Liz, White Settled Irish, 57
years, Round 3)
…I would be worried about the virus, I would think like
this could cause cancer. I would not be reassured that the
smear test was fine, sure it could miss it, I’d be thinking
about the virus, it growing. I would want to get it out
(Gloria, White Settled Irish, 57 years, Round 1)
Participants from the Traveller Ethnic Minority group expressed huge upset
and fear at not being able to treat HPV infection and imagined this “growing
inside them”.
…we would need to get it out, you know what I mean, I
would not like that. Knowing it was inside you, it would
be best to get it out; you’d only be worrying love. We
[Traveller people] are bad worriers, always worrying so
we would need to get rid of them (Gemma, Traveller
Ethnic Minority, 52 years, Round 6)
…I know when I’m awaiting for a smear test I do be
worrying about cancer, if I knew I had that inside me…I
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would not like it (Irene, Traveller Ethnic Minority, 52
years, Round 4)
The up-to-date participants in the study had unrealistically high expectations
of the cervical screening programme, and the screening scandal destroyed
their trust in the programme, causing huge distress for them. Some of the
participants who engaged in cervical screening tried to manage their
expectations of cytology testing by having a repeat test. Participants who
had never attended cervical screening felt that the cervical screening scandal
validated their feelings in relation to non-attendance. Interviews were
conducted during the six months following the cervical screening scandal,
and the immediate response to the scandal was a feeling of loss of trust in
CervicalCheck and the HSE.

9.3 Opening up a can of worms: what am I supposed to
believe in now?
When participants’ unrealistic expectations of the cytology test were not
met, trust was destroyed. This applied not only to their trust in
CervicalCheck, but escalated to their trust in all women’s health services.
Irish-born participants referred to a history of cover-ups in women’s
healthcare, highlighting paternalism and a lack of openness and
transparency in the healthcare system. They questioned how they could trust
the HSE, and mentioned recent women’s health and maternity scandals in
Portiuncula Hospital, Ballinasloe 72 and the Midland Regional Hospital,
Portlaoise, 73 and the Savita Halappanavar case in University Hospital,
Galway,74 in which HIQA reported basic failures in care.
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An external independent clinical review of the maternity services at Portiuncula Hospital,
Ballinasloe reporting into 18 perinatal events that occurred between March 2008 and
November 2014 identified multiple serious failures, including staffing issues, a lack of
training and poor communication among maternity staff, which contributed to the death of
three babies in 2018 (HSE Saolta Group, 2018).
73
The HIQA report on the Midland Regional Hospital, Portlaoise, identified multiple
serious failures, including staffing issues, a lack of training and resources and poor
communication among maternity staff, which contributed to the death of eight babies in
2015 (HIQA, 2015).
74
Savita Halappanavar died of septicaemia after a miscarriage. Media and public reaction
to her case was instrumental in government action that led to the passing of the Protection
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…There are histories of cover-ups in Ireland, maternity
scandals, the Dr Michael Neary case in Drogheda and I
feel like why has it never happened in men’s health? Like
these are cases of injustice, why has it always happened to
women? (Marian, White Settled Irish, 50 years, Round 5)
…you know nothing surprises me anymore, women are
treated awfully by our health system. You don’t need to
look far to see loads of examples of consultants doing
what they want and covering up. You remember Neary,
when he was investigated, another consultant in Ireland
stood up for him. He did not care about any woman; all he
wanted to do was look after his own. Women also had that
thing where they cut their pelvises, they were like
butchers, and some women can’t even walk right since.
It’s not long ago that even stopped, it was going on in the
80s when I had my kids. It’s total abuse for women
(Lorrie, White Settled Irish, 52 years, Round 6)
Irish-born participants believed that these failures were a result of underresourced services, where all of the sub-standard care happened outside
Dublin city because of poor funding. They also mentioned other scandals
that have added to the distrust of consultants: the Lourdes Hospital Inquiry75
and the use of symphysiotomies 76 in maternity units until 1982. The
majority of these participants questioned why a healthcare scandal has not
happened affecting men’s health and asked, “Why is it always women who
are receiving sub-standard care?” (Marian, White Settled Irish, 50 years,
Round 6).
…you struggle to get the smear test done; you think ‘am I
going to have it done?’ Then you have the struggle and
added burden of worrying about the accuracy of the result
‘I’m going, am I going to get the right result? Is someone
going to cover up this? Is someone going to tell me the
truth?’ And at the end of the day you’re never 100%

of Life during Pregnancy Act 2013 and later the referendum which led to the repeal of the
Eighth Amendment of the Constitution of Ireland (O’Carroll, 2018).
75
The inquiry found that Dr Neary carried out 129 out of 188 unwarranted hysterectomies
while doing caesarean sections over a 25-year period. Three well-respected consultants
wrote two reports clearing Dr Neary of any wrongdoing. Serious concerns came to light
when an external UK obstetrician highlighted poor practice and an immediate investigation
was initiated (Government of Ireland, 2006).
76
A symphysiotomy is a surgical procedure in which the cartilage of the pubic symphysis is
divided to widen the pelvis, allowing childbirth if labour is obstructed. This was practised
in Ireland from 1944 to 1982. In 2006, the government awarded 400 women compensation
if they had a history of having a symphysiotomy procedure (Harris, 2017).
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certain. The thing about it is, if this was a man, if this was
PSA’s (blood test to detect prostate cancer), or if this was
to do with prostate cancer would it be covered up? Or
would there be more of a push on it because its male
predominated? And I think in Ireland we have a long way
to go but at the end of the day I think if we don’t push,
we’re not going to get there (Kathy, White Settled Irish,
58 years, Round 6)
…It is interesting to note, no maternity scandals have
happened outside Dublin. It’s because funding is poor
down in the west. That’s why we have so many. (Bridget,
White Settled Irish, 55 years, Round 6)
Some of the participants alluded to the under-representation of women in
political life as a significant barrier to women’s rights. However, some of
the participants recognised that women were a potentially powerful group,
as they have had to fight to expose injustices, lobbying for victims to get
compensation. They recalled how women came together and fought for
compensation for Anti-D HEP C victims.77 They drew similarities between
the cover-up in the cervical screening scandal and the HEP C scandal. They
recalled how women rallied together and set up a lobbying group to put
pressure on the government to get compensation. The action of these
women led to the establishment of a scoping inquiry and a commission of
inquiry to find the core roots of the problem and to restore public
confidence.
…The other thing is women have become a lot more proactive in the last number of years in relation to everything.
And it was the same with the hepatitis, women suffered
there but they came out as a group, very militant and very
outspoken and men are inclined to say ‘ah sure look’,
men, how would I say, they’re more accepting. If that’s
what happened, that’s what happened. But women have
become more, and I don’t know if you find that, women
will fight now. They’ll fight [women] for their husband’s
rights, and they’ll fight for their children’s rights and
they’ll fight for their own rights. Men don’t. Men are
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Around 1200 people were infected with Hepatitis C from Anti-D. In 1996, a tribunal of
inquiry was set up, which found serious failings in the way the Irish Blood Transfusion
Service operated. It concluded that the contamination of the anti-D batches could have been
prevented. A Garda investigation resulted in three arrests of senior management (Noonan,
1997).
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inclined to sit back in the armchair and say, ‘sure what can
you do about it?’. That’s it and that’s the way it is and
they have to accept it (Molly, White Settled Irish, 55
years, Round 5)
…Women knew what to fight for, they wanted victims to
get full medical cover and they wanted accountability.
That is something that is lacking. Women need to know
who made these decisions and for them to be accountable
for their actions. It will be interesting to see the
recommendations from the scoping inquiry and to see if
the commission of inquiry happens. I would like
accountability. It’s the only way to restore public
confidence in the cervical screening programme (Lorrie,
White Settled Irish, 52 years, Round 6)

9.3.1 Growing cynicism in women’s healthcare
Overall, the fallibility of the cervical screening left participants feeling
sceptical of all medical and screening tests. Some of the White Settled Irish
participants suggested that the next scandal will probably be BreastCheck,
and commented that they will “probably try to cover up that too” (Kathy,
White Settled Irish, 58 years, Round 5). They felt that this would affect
future interaction behaviours with hospital consultants. They feel that they
have to ask more questions about their diagnosis and test results, and would
have to seek second opinions to help cope with feelings of distrust and
scepticism.
…I wonder how many more people will be affected, there
could be more. Next you will hear about a controversy in
relation in BreastCheck…That’s the next thing. I’d find it
hard to trust being in hospital and having tests. I’d be
worrying is that test right or wrong or were they making
the right decision. I think women will be questioning
things more. I’d be thinking do I need a second opinion?
(Marian, White Settled Irish, 57 years, Round 5)
…Because of the scandal, there will be a lot of thoughts
and thinking and questions but today people ask more
questions than they would have years ago. They are not as
accepting anymore. Years ago the attitude was the doctor
was right, and that was just another way with how strict
people were brought up with that line of thinking. In a
certain environment, the doctors were right, the teachers
were right; the guards were right and the clergy. Whereas
this can of worms has been opened over the last number of
years, so it’s like another woman said to me, ‘what am I
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supposed to believe in now?’ Because she trusted and
believed that what they told you was fact and valid
whereas now there are a lot of untruths in every
organisation, and you do think it will put a damper, you
know, be a deciding factor in attendance and the uptake
(Molly, White Settled Irish, 55 years, Round 5)
…Well it’s terrible; I’m not totally surprised. Ireland is
best at covering up things like they did with all the
scandals. Only for the girl in Limerick, Vicky, sure we
would have never known. And they are still trying to
cover up things now; I heard today that the HSE were not
handing over information to the auditor. Nothing changes,
it’s all covering up to save themselves (Kathy, White
Settled Irish, 58 years, Round 5)
The most upsetting breach of trust reported by all participants was the
erosion of their trust in the consultant–patient relationship. Participants
found it very distressing that consultants did not assume it was their role to
disclose audit results to women, describing it as “cold” (Molly, White
Settled Irish, 55 years, Round 5) and “deceitful” (Marian, White Settled
Irish, 50 years, Round 5). All participants perceived a difference in their
relationships with, and the attitudes of, hospital consultants and GPs. They
described GPs as doctors who knew them and their families. Some of the
participants referred to the consultant as working in a “conveyor belt
system” (Michelle, White Settled Irish, 57 years, Round 5), often moving
between rooms to see their patients. They felt that consultants did not have
the time to form a relationship, that “you are only a number” (Ann, Settled
Ethnic Minority participant, 60, Round 3), and that some consultants
“lacked empathy, respect and compassion” (Lorrie, White Settled Irish, 52
years).
…To think that her results were in her chart, and he did
not even think she had a right to know, truly awful
(Lorrie, White Settled Irish, 52 years, Round 4)
…I thought that the doctor would tell you that, but he kept
it from her, to cover it up (Liz, White Settled Irish, 57
years, Round 4)
…I don’t like the public system, you have different
doctors at each visit, if you’re lucky the consultant comes
in for a quick visit to oversee what the doctor you saw
said. Parking is horrendous and really costly. It’s not
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really user friendly (Kathy, White Settled Irish, 58 years,
Round 6)
…when you’re in hospital you’re at the mercy of doctors,
some are lovely and are really normal with you but some
of them have no personalities and can be so rude. Some
have a God complex and they don’t like you questioning
stuff. It’s like they are afraid to tell you anything just in
case they are breaking one of their codes or telling on one
of their friends. It’s like one patient in, one patient
out…on a conveyer belt system. Everything is done
quickly. They don’t know you; they want to tell you what
to do and when to come back. You just do what you’re
told and hope to God that they are right. It’s nice when
you are meeting the one doctor but often different doctors
are working in the team, so you never know who you are
going to see (Rose, White Settled Irish, 54 years, Round
6)
Participants described how this contrasted with the care they received from
the GP, which they thought of as a partnership approach to care. Participants
elaborated that the GP “collaborated” (Mary (59), Gloria (55), White Settled
Irish, Round 2) with their patient. In contrast, participants described the
hospital consultant telling them what to do and dictating care. Some of the
participants mentioned that they would often meet different doctors at each
visit, as consultants work within a team. Therefore, participants found it
hard to build a rapport within a team, which could be frustrating.
…Visiting your GP is just different. I know the GP
personally. I feel like he asks me or tries to include me in
care, or knows my lifestyle or is more approachable, it’s
just a different relationship (Mary, White Settled Irish. 59
years, Round 6)
All participants were extremely proud of Vicky Phelen, and credited her for
disclosing and highlighting the cervical screening scandal. They did not
trust any healthcare profession to disclose the audit results to women.
Participants wondered why CervicalCheck did not try to improve safety
measures once audits highlighted discrepancies in such a volume of women.
They reported feeling angry and disillusioned on hearing that the manager
of CervicalCheck and colposcopy consultants could not agree on who was
best placed to deliver this news. All the participants felt it was the
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consultant’s role to explain audit results and their significance to women.
Participants felt hurt that consultants refused to deliver their medical
information to them, questioning if this was “ethical” (Lorrie, White Settled
Irish, 52 years, Round 4). Some of the participants referred to consultants as
having a ‘God complex’, looking down on patients (Marian (50), Kathy (58)
White Settled Irish participants, Round 5).
Irish-born participants recalled a history in this country of guards, clergy,
teachers and doctors holding power and authority in the community. Of
note, they remarked that hospital consultants and GPs have held onto this
power in society. They described a history of a patriarchal, sexually
censorious approach to planning women’s healthcare in Ireland.
…for them women seeing the same consultant, sometimes
for years, and them not telling women, it’s wrong. They
knew them smear tests were read wrong, but they did not
care at all. They did not want to get in trouble from
CervicalCheck, the HSE, or they could not be bothered
telling women as it was too much bother for them. They
are supposed to be our advocates in caring for us but they
ignored what was the right thing to do. It’s hard to trust
the system after this. How did the consultants think it
would be better that a stranger from CervicalCheck tell
women? Surely there has to be a medical law protecting
the patient, the person should be told if any test was
reported incorrectly (Michelle, White Settled Irish, 57
years, Round 5)
…The problem is, in my view, that the HSE, and the
health service as a whole, is still organised in the oldfashioned way. Everybody is only working within their
own particular speciality, and the consultant is king. The
patient has still nothing to say. In this way, it is not
surprising to find that the consultants did not inform the
patients, where the review found that the given negative
test results were wrong. I mean, the hierarchy in the health
service is not organised towards the patients, and
therefore, the patients are not informed, by way of an
organisational hazard (Ann, Settled Ethnic Minority
participant, 60 years, Round 6)
…Well it’s awful really, truly awful. We only know about
it because of Vicky, that woman from Limerick. She was
so brave. I think they would never let it out (Lorrie, White
Settled Irish, 52 years, Round 4)
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…Good on Vicky for telling the truth and letting us all
know about it (Rose, White Settled Irish, 54 years, Round
5)
White settled Irish participants also reported that they felt growing cynicism
and distrust in relation to vaccines, especially with HPV vaccination. The
majority of participants had heard about the HPV vaccine and knew it was
introduced to help prevent cervical cancer. Sixteen of the participants had
daughters who were offered the HPV vaccine.
There was no relationship between participants’ screening status and their
consent to let their daughter have the HPV vaccine. Two of the participants
who never had a cervical screening test had daughters who received the
vaccine; however, one of these participants regretted that her daughter
consented to the HPV vaccine, as she had suffered from fatigue and
headaches since getting the vaccine. Two of the participants who were not
up to date and three who were up to date with cervical screening, did not
allow their daughters to get the HPV vaccine, because of the possible side
effects and their destroyed trust in healthcare. Some participants had lost
their trust after hearing the R.E.G.R.E.T78 campaign in the news, and were
frightened, having listening to stories of girls who had alleged serious health
problems after receiving the vaccine.
…[My daughter] did not bother getting it. And after
hearing all about the REGRET campaign why take the
risk, I honestly don’t trust it (Lizzy, White Settled Irish,
58 years, Round 3)
…I really agonised over giving her [daughter] that
vaccine, and, to this day, I still have doubt that I shouldn’t
have given it to her. Maybe, six months after that, she has
continual headaches, migraine headaches. She’s been
unwell since. She did not get her baby vaccinations, she
got her first three-in-one and got a reaction, and she did
not get any other vaccinations after that. She had the
BCG alright, because they’re so long on the go. I don’t
mind things that are so long on the go. You remember
after the vaccine for the flu, loads of kids got a sleeping
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R.E.G.R.E.T stands for Reactions and Effects of Gardasil Resulting in Extreme Trauma.
It was set up by parents of Irish children who have developed serious health problems after
entering secondary school (R.E.G.R.E.T Support Group, 2015).
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disorder. I have a big, huge problem with new things
coming out, I just don’t trust the system and then with the
REGRET campaign it’s really scary. You don’t know
what to believe. We are in a vulnerable position, as
different things are being told to us and we don’t know
who to listen to (Victoria, White Settled Irish, 52 years,
Round 1)
Well, as I have said already, I won’t go myself but think
it’s great if it can affect my child. I made sure my girl got
it, now it’s going back a few years, I think she was in
leaving cert and they did a catch-up programme (Molly,
White Settled Irish, 55 years, Round 6)"Rea
Interestingly, all participants from the ethnic minority groups were aware of
the benefits of the HPV vaccine and trusted the vaccine. They reported good
uptake among girls from the ethnic minority groups and did not mention the
R.E.G.R.E.T campaign8 or any side effects. The participants who worked as
community healthcare workers spoke to various mothers promoting the
HPV vaccine and reported good uptake.

9.4 Conclusion
As a result of participants’ misunderstanding of a screening test as a
diagnostic test, their expectations of cytology testing were extremely high;
they assumed that if they had a cytology test that was reported as normal
they would not develop cervical cancer. The cervical screening scandal has
destroyed participants’ trust in the cervical screening programme.
Participants described feelings of escalated vulnerability as a result of their
loss of trust in cervical screening. They did not understand or had never
heard of the limitations of a screening programme and therefore had very
high, unrealistic expectations of the cytology test and CervicalCheck. Some
cervical screening behaviour has changed in response to the cervical
screening scandal. Some of the participants who engaged in cervical
screening wanted to have another cytology test, as it was the only thing they
could do to reduce their anxiety. Participants were left clutching at straws,
trying to trust a test that they perceived as disreputable.
All participants who had never engaged with CervicalCheck felt that the
cervical screening scandal validated their feelings in relation to non200

attendance. Participants recalled a plethora of scandals and mismanaged
reviews and investigations that have affected women’s quality of life, and
subsequent cover-ups in Irish healthcare that have left participants feeling
vulnerable and increasingly cynical about the Irish healthcare system more
widely.
In the 21st century, expectations are greater than they may have been in the
past; hence the enormous damage to participants’ faith in the system and to
the international reputation of Irish healthcare following such a healthcare
scandal. In the next section, a discussion of findings will be presented.
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Chapter Ten – Discussion
10.1 Introduction
The previous four chapters presented the research findings and the coconstruction of the theory ‘Spiralling Vulnerability’, grounded in the voices
of women over 50 to understand their cervical screening behaviours. The
key findings of the study demonstrate:


Societal and cultural beliefs influence Irish-born participants’
struggle with their sexual selves.



Participants engaged in a self-positioning process to decide if they
were ‘at risk’ of developing cervical cancer or experiencing
psychological distress.



Participants distrust the cervical screening programme as a result of
the cervical screening scandal.



Nudges are effective to prompt attendance among participants who
engage in cervical screening.



Improvements in the cervical screening programme are needed to
help participants to overcome their resistance towards screening.

These key findings will be discussed with reference to the theory ‘Spiralling
Vulnerability’ and relevant empirical and theoretical literature to highlight
similarities and differences and interrogate key findings.

10.2 Struggling with the sexual self
In order to provide context to how participants perceived their sexual selves
and the sexuality of other women, it is important to draw attention to the
role the Church, the State and the medical profession played in influencing
social policy and how, in doing so, they controlled women’s bodies.
Numerous authors state that Irish women have a unique cultural background
embedded with Catholic shame and embarrassment regarding sex and
reproductive health (Inglis, 2005; Ryan, 2010; Balfe and Brugha, 2011;
Inglis and MacKeogh, 2012). Irish-born participants grew up in the 1950s
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and 1960s in a ‘Catholic country’, where the majority of the population
were practising Catholics and the teachings of the Church were the arbiter
of moral standards and values (Maguire, 2001).

10.2.1 The Catholic Church in Ireland from the early 20th
century
Maguire (2001) referred to the 1920s as ‘dark times’ in Ireland in terms of
sexuality, morality and reproductive rights. Irish-born participants described
their mothers as devout Catholics who attended church and sacraments
regularly. Foucault (1980, p. 106) referred to the control of sexuality
through marriage as the ‘deployment of alliance’ and this is evident in
participants’

narrative

describing

Catholicism

as

keeping

women

subservient in their marriage and society.
The Catholic Church regulated the female body and sex through the
sacrament of marriage, which was critical to maintaining the social order.
The State introduced legislation promoting restrictive employment practices
for women, like the ‘marriage bar’ of 1929 to 1973, which helped the
Catholic Church enforce gendered ideology. The woman’s place was very
much considered to be at home, as a wife and a mother, which echoed the
papal teaching of the time (Keogh, 2007).
The Catholic Church influenced virtually all aspects of Irish social, cultural
and political life, informing Irish social policy especially in areas of
sexuality, reproduction and family life (Inglis, 1998). It determined what the
community perceived as acceptable and unacceptable moral behaviour. The
Catholic Church advocated that women needed to be modest, chaste and
virginal, epitomising the image of the Virgin Mary (Keogh, 2007). The
image of Catholic piety was valued more than the Catholic teachings of
compassion and tolerance (Inglis, 1998).
Meany (1991) described the Catholic Church and Irish State as obsessed
with controlling and policing women’s bodies. Sex was for reproduction
only, not a source of pleasure; it was repressed and condemned, equated to a
sin or inferior animal behaviour that was dirty and shameful. Women who
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violated moral or sexual norms were met with a harsh, intrusive and
unforgiving brand of Catholicism (Inglis, 1998). Inglis (1997) recalls that
those who deviated from church teachings were branded ‘sinners’ and
punished. Maguire (2001) referred to this as the ‘moral crime’ of being
sexually deviant. Those who did not reform were put into convents or
asylums. Over 1000 women between 1922 and 1996 were forced into
Magdalene laundries, which were institutions under the auspices of the
Catholic Church (O Mahony, 2018). This served a dual purpose of removing
‘fallen women’ from society and profiting from free labour. Babies were
often taken for adoption from these women without their consent and
without written records being kept, making contact later in life impossible
(O’Mahony, 2018).
What is referred to as the ‘sexual revolution’ happened very slowly in
Ireland in the 1970s, starting with the country’s entry into the European
Economic Community (EEC, now the EU) in 1973, followed soon after
with the lifting of the ban on married women working in the civil service in
1974 and the legalisation of artificial contraception in 1979 (Inglis, 2005).
However, the first female president, Mary Robinson, was not inaugurated
until 1990, contraception was only made available without a prescription in
1993, homosexuality was decriminalised in 1993, divorce was introduced in
1996, same-sex marriage in 2015 and the end to the baptism barrier in
Catholic schools in 2018 (Kennedy, 2018). The most significant indication
of the diminished hold of Catholic Church doctrine in Ireland was the
introduction of the first abortion services in 2019 (Bielenberg, 2019).

10.2.2 Being ashamed of the sexual self
Foucault (1987) asserts that individuals interpret the world they live in
according to their influences, especially if they are exposed to a religion that
imposes restrictions and controls sexual drives, as this will constitute their
personalities, causing them to behave in a certain way. Numerous
anthropologists, ethnographers, and other commentators on Ireland
(Humphreys, 1966; Messenger, 1969; Hugh, 1973; Scheper-Hughes, 2001)
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have referred to Irish people as being sexually repressed and to how the
Catholic Church was a major player in creating a culture of self-abnegation.
The Irish-born participants in this study felt their upbringing shaped who
they were as women and, ultimately, their sexuality. Burke and Stets (2009)
define a person’s identity as a collection of meanings that define who a
person is when they adopt a specific role in society and have traits that
identify themselves as different or as a member of group. Woodward (2004)
believes the inter-relationship between structure and agency is imperative in
the construction of a person’s identity. In relation to this study, agency
refers to the womens capacity to act independently in the context of their
social structure, which in this case was being exposed to a controlling
Religion that dictated sexual social norms.
In 2016, 78.3% of the Irish population identified themselves as Catholic
(Census, 2016). All the White Settled Irish participants in this study
described themselves as being Catholic and attending Mass most Sundays to
receive Holy Communion, but choosing which beliefs, teachings and
practices to adhere to. Inglis (2007, p. 214) defines à la carte Catholic as ‘no
longer orthodox, no longer adhere legalistically to the rules and regulations
of the Church, but rather choose which beliefs, teachings, and practices to
adhere to and which to ignore’. Participants distanced themselves from
issues such as contraceptives, sex before marriage or divorce. As a result of
their upbringing, some of the participants continued to adhere to their
conservative views of sexual morality, womanhood and motherhood.
Women’s understanding of their sexual selves is heavily influenced by
existing norms about sex, where individuals behave the same as everyone
else. Inglis (1998) acknowledges that not all women in Ireland were
virtuous virgins or chaste mothers, but that this perception or ‘imagined
community’ was central to the teachings of the Catholic Church, of which
they were a part.
According to the ‘Guide for Sample takers’ (CervicalCheck, 2011, p. 138),
‘ethnic or immigrant minorities with diverse cultural and religious
backgrounds warrant particular attention’. It was not recognised that Irish205

born participants had culturally sensitive needs that required attention to
help reduce their psychological discomfort during cervical screening.
Participants felt that smear takers needed to be compassionate, culturally
sensitive and respectful, and to deliver care in a non-discriminatory manner,
maintaining dignity and privacy.
White settled Irish participants described living in a world that was sexually
liberal for women today, but reported that they still feel trapped by their
upbringing, describing this as having ‘Catholic guilt’. They struggled with
the sexual self and expressed a lack of openness about sex and nudity,
which meant cervical screening, was a sensitive topic. Some participants
were surprised that their Catholic upbringing had affected their cervical
screening behaviour today, and admitted it was the first time they had had
time to reflect on how these influences affected them.
Cultural sociologist Ann Swidler (1986) describes this as an ‘unsettled
culture’, arising from women’s deep ideological conflict around the
Catholic notion that women are not sexual beings and should not attempt to
fulfil sexual desires in today’s cosmopolitan society. All the White Settled
Irish participants referred to their daughters as being ‘different’ from them
and were delighted with this change in society. They felt their daughters did
not struggle with the sexual self and did not have a problem stripping from
the waist down. Participants were also delighted that Ireland as a nation is
now questioning sexual injustices, and used the examples of the recently
revoked Eighth Amendment 79 and the #MeToo movement. 80 Participants
mentioned the power of social media and marvelled at the pace of change
now.

79

On 25 May 2018, a referendum was passed to remove the constitutional ban on abortion
in Ireland and was signed into law on 18 September 2018 (Murphy, 2018).
80
This is a movement against sexual harassment and assault and domestic violence. The
movement began to spread virally in October 2017 as a hashtag on social media (Airey,
2018).
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10.2.3. Focusing on HPV being an STI
HPV testing was recently introduced as a primary screening test in Ireland
(CervicalCheck, 2020). However, when Irish-born participants realised that
HPV was an STI, they were all shocked. They never realised that a positive
cervical screening test was associated with their sexual identity. Some of the
women in this study felt that a positive test would signify being
promiscuous and bring attention to their sex life. Feminist scholars (Braun
and Gavey, 1999; Tiefer, 2002; Dubriwny, 2012) argue that historically
there is a link between sexually ‘good’ and sexually ‘bad’ women: a good
girl has one sexual partner and does not get an STI; a bad woman has many
sexual partners and gets an STI. The role of men in the transfer of HPV was
mentioned in this study, which reinforced the link between both women’s
and men’s sexual history. Some of the participants asked if it would mean
that their husband had cheated, like a ‘test for fidelity’, and could not
understand how they could have normal cytology test and then test positive
for HPV. This was also identified in previous studies focusing on cervical
screening (Marlow et al., 2019; White, 1995).
A large Irish survey conducted by O’Connor et al. (2018)81 to assess the
anticipated adverse reactions to testing HPV positive reported that women
who were Catholic had significantly higher feelings of shame, anxiety,
stigma and worry if diagnosed with HR HPV infection compared with nonCatholic women. This was also found in this study. When participants who
were born in Ireland learned that HPV was an STI, their views about
cervical screening changed because of the link with sexual activity. While
most participants in the study identified the number of past sexual partners
as a risk factor for cervical cancer, none of the participants referred to it as
positioning themselves ‘at risk’. All of the Irish-born participants explained
that they had had only had one partner and as a result were not ‘at risk’ of
developing cervical cancer.

81

Study described in section 2.5
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This study found the shame associated with sexual behaviour would add to
participants’ vulnerability if they had to attend for a HPV test. In the
Marlow et al.,82 (2019) UK study exploring the barriers to cervical screening
among older women from hard-to-reach groups, some of the women
mentioned that sexual intercourse was a risk factor for cancer and believed
it was from having ‘too much sex’ or ‘sex at a young age’. As a result,
women thought that a cervical cancer diagnosis would bring shame to them
and their families. Many of the findings in the Marlow et al. (2019) study
were similar to those in this study. However, none of the participants in this
study felt that women with cervical cancer would ever be treated with any
prejudice by other people.
It is clear that Catholic Ireland had a major impact on how Irish-born
participants perceived their sexual selves and the sexuality of women. The
study demonstrates that this caused them to feel ashamed of the sexual self
and also to stigmatise STIs as something only sexually deviant women get,
which influenced their behaviour towards cervical screening and the
adoption of distancing behaviours to self-protect and avoid feeling
vulnerable.

10.3. Participants’ perception of risk and risk analysis
Participants engaged in a self-positioning process to decide if they are ‘at
risk’ of developing cervical cancer or of suffering psychological distress.
Renn (2010) describes the concept of risk as a mental construct of
possibilities rather than realities, which are based on a complex interplay of
factors including personal past experience, knowledge, observation and
religious beliefs. Risk analysis requires a subjective measurement of the
probability of an event happening and the consequence of this happening
(Aven, 2011). These descriptions of risk are helpful in explaining how
participants in this study made their risk assessment in the self-positioning
process and decided if they were ‘at risk’ of developing cervical cancer or
suffering psychological distress during cervical screening.
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Lupton (2006) believes that it is critical that the public have knowledge
outlining what the risks are in order to make an informed risk assessment.
Therefore, the information women receive is extremely important, as it
informs their assessment of risk. How the risk of cervical cancer is
perceived by the woman is very important, because this study found that
participants who perceived themselves as being at high risk from cervical
cancer were more likely to attend cervical screening. It was noted in this
study and previous others focusing on cervical screening behaviours
(Marlow et al., 2019; White, 1995) that older women’s overall knowledge
of cervical screening was poor: they misunderstood the purpose of
screening, thinking of it as a method of detecting cervical cancer rather than
a method of preventing it. In Marlow et al., (2019) research study women’s
knowledge of cervical cancer was extremely low and the majority thought
that screening was to detect rather than to screen for cancer. In this study,
this misperception was evident in the White Settled Irish group, but not in
the participants in the ethnic minority groups. This is in direct contrast to a
UK study conducted by Marlow et al. (2019), which highlighted that ethnic
minority groups had widespread knowledge deficits. This difference may be
because all participants from the Traveller Ethnic Minority group in this
study attended health education classes delivered by a nurse in a local
Traveller health centre and, of these participants, three worked as
community health workers. Participants from the Traveller Ethnic Minority
group reported that most of the women they talked to in the Traveller
community had low awareness of cancer symptoms or knowledge about
cervical screening.
Tulloch and Lupton (2003) state that people do not accept experts’ opinions
of what risk is; instead, risk is interpreted and understood in the context of
lay people’s everyday lives and experiences. Therefore, the importance of
considering the social, cultural and historical context of the person is critical
to informing their assessment of risk (Lupton, 2006). Douglas (1992)
believes that pre-established shared cultural beliefs, formed from social
expectations, help people make sense of risk. These beliefs are not always
individualised, but shared within a community, thereby maintaining order,
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moral principles and social cohesiveness. Irish-born participants grew up in
the 1960s and 1970s in a Catholic Ireland that cultivated a culture embedded
with shame, causing them to struggle with their sexual self,83 which affected
their risk assessment and thereby influenced their assessment of the
psychological distress of cervical screening.
Lupton (2006) states that if the public have been let down by an institution,
advice on risk and government failure to act may cause the public to become
distrustful of advice from experts, and this could affect risk assessment. As
a result of the cervical screening scandal, participants who engaged in the
cervical screening programme had an escalated perceived risk of cervical
cancer coupled with escalated distrust of the service, which in turn fuelled
their vulnerability around being in receipt of women’s healthcare in Ireland.
It is clear from the findings of this research that these perceived risk factors
were used to rationalise cervical screening behaviour in different ways,
reflecting that they do not exist in a vacuum but are situated within a sociocultural perspective. All participants engaged in a process of selfpositioning and verbalised their understanding of risk, which was framed as
a means through which participants who never attended or were not up to
date rationalised their resistance to cervical screening.

10.4 Escalating distrust
Rousseau et al. (1998) define trust as an ‘attitude’, while Möllering (2006)
classifies trust as ‘an action or as a process’. The concepts of ‘trust’ and
‘distrust’ can be defined as opposites on a continuum: distrust is defined as
the absence of trust (Bigley and Pearce, 1998). However, theoretical
advances of this thinking suggested this view and have proposed that the
concepts of trust and distrust have different characteristics and determinants
(Lewicki, McAllister and Bies, 1998).
Lewicki, McAllister and Bies (1998, p. 425) argue that ‘low distrust is not
the same as high trust, and high distrust is not the same as low trust’. They
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state (p. 439) that trust consists of ‘confident positive expectations regarding
another’s conduct’ and distrust consists of ‘confident negative expectations
regarding another’s conduct’. This means that distrust is an attitude in itself,
an expectation that you cannot rely upon something, not merely an absence
of trust.
Prior to the cervical screening scandal, all participants that engaged with the
cervical screening programme reported having very positive expectations of
the cervical screening programme and highlighted many positive attributes,
for example, choosing their sample taker, receiving an invitation letter, it
being a free test, and the cytology test being accurate. This is the first
research study focusing on cervical screening behaviours conducted in
Ireland since the implementation of the cervical screening programme;
however, these characteristics have been recognised as being advantageous
in other countries, such as the UK, Sweden and Australia (Chorley et al.,
2017).
However, after the cervical screening scandal, participants’ perception of
CervicalCheck, in particular cytology testing and hospital consultants,
changed. The majority of the White Settled Irish believed that the purpose
of cervical screening was to diagnose cervical cancer rather than to detect
pre-cancerous cell changes, and felt annoyed and hurt that the smear taker
had never informed them about the limitations of the cervical screening.
They felt tricked into having a cytology test by their belief that the cervical
screening was a diagnostic test. The consequence of feeling misinformed
about the reliability of the cervical screening caused participants to question
the validity of medical knowledge and the ‘trustfulness’ of both hospital
doctors, GPs and CervicalCheck. This caused Irish-born participants to feel
unsafe in receipt of healthcare and to have growing cynicism and negative
expectations about women’s healthcare services.

10.4.1 Trust in cytology tests
Giddens (1991) describes risk as an essential component of trust and states
that to show trust is to anticipate the future; it requires a ‘leap of faith’ or
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‘blending ignorance and knowledge’ (Giddens 1991; Möllering, 2001).
Therefore, healthcare professionals and society must anticipate risk, assess
how things may unfold and communicate this risk (Giddens, 1991). Hupcey
et al. (2001, p. 290) note that a prerequisite of trust is ‘knowledge about the
subject’, and say it is ‘a need that cannot be met without the help of
another’.
This is one of the reasons why Taylor (2009) regards the consultation
between the medical profession and the patient as the focal point for
healthcare delivery. Healthcare professionals educate patients to enable
them to make informed choices and empower them to make the ‘right’
choices that suit their lifestyle. Smith (2017) argues that trusting healthcare
professionals makes patients vulnerable and dependent because of an
inherent imbalance of power: patients are reliant on expert knowledge and
care that the healthcare professionals provide.
Internationally, there has been much debate about what information should
be given to enable informed consent in the context of screening programmes
(Wegwarth et al., 2018; Alblas et al., 2019; Van der Meij, et al, 2019). Van
der Meij et al. (2019) assert that all women should make an informed
decision based on the benefits and limitations of screening. None of the
participants in this study remembered signing a consent form explaining that
cervical screening is a screening test. Misunderstandings on the purpose of
screening revealed that distrust was located in the information they received
from the smear taker. Interestingly, in a cross-sectional qualitative
evaluation conducted by Bowe (2004) 84 of women’s cervical screening
experiences in the first phase of the Irish Cervical Screening Programme
(ICSP), it found that less than one-third of women remembered signing a
consent form and none had been told about any limitations of screening.
One of the key recommendations from the report was to make women aware
of the limitations of the test. Bowe (2004) suggested that the information
leaflet and consent form should include information on the nature of the test,
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possible results, false positives and false negatives, striking a balance
between women trusting the test but not over-relying on it.
This misunderstanding on the purpose of screening led to distrust of the US
Cytology laboratories used by CervicalCheck. Giddens (1991) believes that
outside individuals can influence people’s expectations of a service and
therefore their trust. Participants vocalised that they had read newspapers
stating that cytology tests analysed in the US were not safe and that the US
laboratories were not capable of carrying out this work. The Irish Examiner
used the headline, ‘Cost-cutting will end up costing women’s lives’
(O’Connor, 2018) and ‘US laboratories involved in the cervical cancer
cervical screening scandal threatened to take legal action against the HSE’
(Ó Cionnaith and Loughlin, 2018). However, Scally (2019) concluded in his
‘Scoping Inquiry into the CervicalCheck Screening Programme’ that there
was no reason why CervicalCheck would not continue their contract with all
US laboratories.
Anderson, John and Keltner (2012) classify power as the ability to influence
others and direct someone else’s behaviour. The media was a powerful
influence in the lives of participant. It caused distrust in the reporting of
cytology tests and clouded understanding, which fuelled misconception,
adding to deepening vulnerabilities and confusion. Social media is also a
powerful platform to influence people’s cervical screening behaviour. The
R.E.G.R.E.T campaign was very active in social media, spreading unproven
and emotion-laden messages directly to mothers of teenagers, and creating
negative expectations about the consequences of the vaccine (Ní Aodha,
2018). R.E.G.R.E.T. claimed that hundreds of girls suffered from chronic
ill-health after receiving the Gardasil vaccine, and testimonies are available
on http://www.regret.ie/victims_2.html. This information has been spread
on Twitter and Facebook and in newspapers, generating huge distrust in the
safety of the HPV vaccine, reflected in the plummeting of the coverage rate
of the vaccine from a high of 87% in 2010 to 50% in 2016 (Buggy, 2018).
In 2019, the HSE with the help of Laura Brennan, launched a HPV
awareness campaign – ‘Get the Facts, Get the Vaccine, Protect Our Future’
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– to dispel myths and misconceptions and give advice to parents and
guardians (HSE, 2019). This intervention seemed to restore trust in the
vaccine, as the HPV vaccine coverage rate rose to 70% (HSE, 2019).
Launching a new education campaign offering unbiased information on the
HPV vaccine increased trust, which was visible in the increase in HPV
vaccine uptake. In this study, participants highlighted a need for an
education campaign prior to the introduction of HPV testing as a primary
screening test. Most of the participants were in long-term marriages and did
not think they were at risk of cervical cancer after learning that HPV
infection is an STI. Participants needed to be assured that HPV was a
common STI that could lie dormant for many years; therefore they needed
to attend cervical screening.

10.4.2 Trust in hospital consultants
In this study, trust in the patient–doctor relationship was considered the
most important prerequisite for an effective therapeutic relationship.
Previous research has also shown that patients are more likely to reveal
sensitive information and have improved concordance with advice and
treatment if this therapeutic relationship exists (Michel et al., 2011;
Greenhalgh and Heath, 2010).
At the centre of the cervical screening scandal was a failure to communicate
to women who were the subject of the audit. The Medical Practitioner’s
Code of Conduct and the HSE Open Disclosure Policy advocate that
patients have an absolute right to have honest, open and prompt
communication of any adverse event that may have caused them harm.
However, the previous HSE Open Disclosure Policy (2013) did not compel
clinicians to disclose information; as discussed in Chapter Three, it was left
to the clinician’s judgement. As a result, the patient–smear taker –consultant
relationship was eroded and shadowed by deception and revelations.
In this study, the relationship with hospital consultants was reported as a
paternalistic model of patient–doctor relationship. Lack of openness and
disjointed care among large teams were major barriers to building trusting
relationships and caused patients to become passive in their care. As
214

mentioned in Chapter Three, Scally conducted a scoping inquiry into the
CervicalCheck Screening Programme, interviewing 150 women and their
families to establish why the HSE’s policy of open disclosure had not been
implemented and to uncover what audit results were escalated and when,
and to what department (Scally, 2018). This report was undertaken at the
same time I conducted Rounds 4, 5 and 6 of interviews.
Scally’s (2018) 170-page document highlighted a culture of paternalism and
misogyny in Ireland. It also highlighted the vulnerabilities women felt when
in receipt of women’s healthcare. Scally recounted an incident where a
consultant told a grieving family that ‘nuns don’t get cervical cancer’ and
mentioned the late woman’s smoking habit (Scally, 2018, p. 115). It was
interesting to note that this study drew similarities with Scally’s report.
Women who were interviewed in the Scoping Inquiry into the
CervicalCheck Screening Programme (2018) also had questions and
comments such as “Why does it always happen to women?”, “So am I just a
number?”, “I think there is a history of looking at women’s health services
as being secondary”, “Women and women’s rights are not taken seriously”
and “Paternalism is alive and well” (Scally, 2018, p. 20). Participants
mentioned that most hospital consultants are male, making it hard for
women to talk to them regarding women’s issues.
Giddens’ (1990, 1994) and Luhmann’s (1990) theories of trust, specifically
institutional and interpersonal trust, provide valuable insights into the
participants’ narratives. In this case, the institutional trust is the trust placed
in CervicalCheck, and interpersonal trust is the trust in the interaction
between smear taker s/hospital consultants and participants. Luhmann
(1988) argues that trust in the system is necessary before an individual is
trusted, thus contributing to the research findings that trust in CervicalCheck
is paramount for a smear taker /consultant to be trusted.
However, Meyer et al. (2008) extend these theories, explaining how
relationships are interactive and not linear, but can originate at the
institutional or the personal level. This is helpful, as participants assumed
contradictory positions in their narratives. When viewed within the context
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of the discourse of trust, some of the participants had no trust in
CervicalCheck and hospital consultants, but did have trust in their GPs and
what their GPs advised. Grimen (2009, pp. 17, 91) states that ‘distrust is
easily planted but difficult to uproot’, and can lead to a destructive spiral,
that is, a ‘vicious circle of distrust’. Using the above theories of trust offers
an insight into why participants’ vulnerabilities escalated as a result of the
cervical screening scandal to become spiralling vulnerabilities.
LaFollette (1994, p. 327) postulates that “[t]rust cannot survive, let alone
flourish, in an environment of distrust’. Simon Harris, in his address to the
Joint Committee on Health on 9 May 2018, stated that there is ‘a long road
to travel to restore public confidence but I am determined as Minister to get
to the bottom of what happened here and why such a crisis of confidence
and trust came to pass’. In the last year, the Department of Health, the HSE
and CervicalCheck have worked to address the serious failings identified in
the scoping inquiry and to regain the trust of women in Ireland.
CervicalCheck has now implemented the HSE Open Disclosure Policy
(2019), educating healthcare professionals to adopt a standardised approach
to responding to actual and narrowly avoided incidents of harm to build
confidence in the delivery of healthcare.
The Women’s Health Council merged with the Department of Health and
Children in 2008, and had not been visible since. Recommendation 2 from
the Report of the Scoping Inquiry into CervicalCheck was to launch a new
Women’s Health Taskforce in September 2019. The taskforce plans to lead
a large-scale consultation with women in Ireland to hear their experiences of
and solutions for the health system. Women’s healthcare needs to be
planned with women and their rights at the forefront of planning care and
delivery

10.5 ‘Nudges’ shaping health behaviour
There are many different theories of health behaviour that can help explain
why people engage in health protective behaviours and what encourages
health protective behaviours. The theory of planned behaviour (TPB)
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(Ajzen, 1985) has been the dominant approach in psychological theorising
and links ones beliefs with their health-related behaviour. However, there
have been concerns about its validity (Sniehotta, 2014). The main focus of
criticism is described by Orbell and Sheeran (1998) as the problem of
‘inclined abstainers’, people have an intention to do something but fail to do
it. In this study, even though some of the participants had the intention to
attend for a smear test, they still procrastinated. All of the participants who
engaged in cervical screening benefited from receiving ‘a nudge’ 85 which
helped overcome their resistance to cervical screening.
Hollands et al. (2013 p 2) defines ‘nudge’ as an “interventions that involve
altering the properties or placement of objects or stimuli within microenvironments with the intention of changing health-related behaviour”.
Thaler & Sunstein (2008) state that nudges can create a powerful
behavioural change, as they can influence people’s decision-making without
having to resort to methods of coercion, deception or government
regulation. Consequently, healthcare providers have become increasingly
interested in principles endorsed by behavioural economics and psychology
that encourage certain health-related behaviours and lifestyles (Lehner,
Mont and Heiskanen, 2016).

The nudge approach proposes that routine decisions can be systematically
triggered to improve health outcomes (Marteau, Hollands, & Fletcher,
2012). Vlaev, King, Dolan et al. (2016, p.10) elucidates that the “nudge
theory goes-with-the-grain of human nature, instead of trying to change it”.
Vlaev & Dolan (2015) describe the self-regulatory processes involved in
behavioural change; goal-directed system, habit system and impulse system.
The goal-directed system involves reflective thought to determine actionoutcome possibilities and predict the sequences of actions required to
achieve valuable goals. The habit system focuses on learning through
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Nudges included receiving mailed invitation and reminder letters, Health Promotion
Awareness classes, talking to family or friends, participation in the study, seeing an
advertisement, GP or Practice Nurse talking to them or ‘being caught on the hop’.
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repeated practice, encouraging a habitual mental habit. The impulsive
system associates values to an action which cause an innate automatic
behaviour. Therefore, one will either accept or avoid the action and this will
enhance or suppress the goal and habit systems that process behavioural
decision making. This theory is helpful in understanding that ‘nudges’86 did
not affect the decision of participants in this study to attend cervical
screening if they held a negative attitude or had heightened psychological
distress concerning the cervical screening procedure.
Vlaev, King, Dolan et al. (2016) postulate that when designing a ‘nudge’
that causes behaviour change, policy makers need to know how a particular
behaviour is driven by a specific type of goal, habit and impulse. All of the
participants who engaged in cervical screening benefited from receiving ‘a
nudge’ and this helped them overcome their resistance to cervical screening.
Referring to Vlaev & Dolan (2015) nudge theory, in order for a nudge to be
effective and prompt behavioural change in cervical screening, nudges need
to; (a) clearly state what the rate of cervical cancer is in Ireland and what
you need to do to lower your chances of developing cervical cancer to create
the desired goal of attending for a cervical screening test (b) give
information that normalises the sample taking procedure and reduces
anxieties about the procedure that it becomes a habit (c) acknowledge that
the sample taking procedure is a sensitive procedure and if anyone had a
previous bad experience that they could talk to their sample taking, this
would help attach a caring value system to the cervical screening procedure.

Nudges have been devised to help people make better decisions by
improving the quality and quantity of information; however, if nudges fail
to provide information, concerns arise about manipulation through ‘salience
nudges’ (Noggle, 2017). In this study, all of the ‘nudges’ mentioned by
participants were noncoercive, as they provided information about cervical
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Nudges included receiving mailed invitation and reminder letters, health promotion
awareness classes, talking to family or friends, participation in the study, seeing an
advertisement, GP or practice nurse talking to them or ‘being caught on the hop’
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screening. In this study, ‘nudges’ can therefore be thought of as being the
‘official discourses’ on urging participants who engaged in cervical
screening to attend for a cytology test. In this study, participants reported
that if the GP and practice nurse reminded them about cervical screening or
talked to them about it, this was the most powerful nudge. Ireland is the
only western European country that does not offer universal coverage of
primary care (Organisation for Economic Co-operation and Development,
OECD, 2017). It provides a two-tier hospital system; those who pay
privately or have health insurance have quicker access to diagnosis and
treatment in both private and public hospitals (ibid). Approximately 60% of
the population have to pay on average €52 to see the GP and up to €144 per
month on medications (Burke et al., 2018). In this study, participants from
the lower socio-economic group visited their GPs more than participants
from higher socio-economic groups; however, these participants were more
likely not to be up to date with cervical screening. National and international
health strategies all advocate moving away from the traditional focus on
treatment and diagnosis towards a strong focus on prevention and wellbeing (WHO and UNICEF, 2018; Department of Health, 2017). However,
numerous studies (George and Rubin, 2003; Brick et al., 2012; Mossialos
and Le Grand, 2019) have highlighted that an associated cost may
discourage utilisation of services, especially preventative appointments.

The Sláintecare Implementation policy plans to introduce universal
healthcare with an emphasis on preventative health, in line with Healthy
Ireland, a Framework for Improved Health and Wellbeing 2013–2025 (HSE,
2013). This framework provides an intervention called ‘Making Every
Contact Count’ (MECC), which aims to re-orientate the focus of general
practice toward prevention and health promotion in addition to diagnosis
and treatment (HSE, 2016). MECC originated in the UK and was introduced
by the NHS through the Prevention and Lifestyle Behaviour Change
Competency Framework. This term was adopted by the HSE for their
Health behaviour Change Programme (HSE, 2016). However, cervical
screening is not mentioned on this list as part of the ‘Terms of Agreement
between the Department of Health, the HSE and the IMO regarding GP
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Contractual Reform and Service Development’ (HSE, 2019, p. 85).
Therefore, GPs and practice nurses are not reminded to give ‘a nudge’ to
women about cervical screening.

10.6 Overcoming the vulnerability of the cervical screening
procedure
In this study, resistance is referred to any talk or behaviour that differs from
the official discourse around engaging in cervical screening. Lewin (1998)
acknowledges the difficulties of defining a particular behaviour or practice
as ‘resistance’. There are many definitions of resistance used in research
studies, including ‘everyday resistance, critical resistance, off-kilter
resistance, and civil resistance’ (Baaz et al., 2016, p. 139). In this research
study, resistance to cervical screening is referred to as everyday resistance.
However, the definition of everyday resistance in Lilja, Baaz and Vinthagen
(2013, p. 202) helps in understanding participants’ behaviour. They define
everyday resistance as:
Resistance that is done routinely but which is not
politically articulated or formally organised. It is a form of
activity that often avoids being detected as resistance. But
it might also be made invisible by society, by not being
recognized as resistance. Everyday resistance is not
formally organised or politically motivated and might not
be recognised as resistance by society.

In this study, all participants expressed the view that the cervical screening
procedure placed women in an extremely vulnerable position: lying on their
backs with their legs open. They described this as degrading and
embarrassing, and associated it with a loss of power and control. All
participants who did not engage with cervical screening, had intensified
feelings, and stripping from the waist down was reported as the root of their
resistance toward screening.
Participants believed that their bodies were controlled and judged by
society. Lennon (2010) states that feminists feel that the female body is
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constructed as ‘problematic’ within society, with religious and societal
attempts to control and regulate their bodies. Irish-born participants who
grew up in the 1950s and 1960s in a Catholic and conservative Ireland now
struggle with their sexual-self.87
Iris Young (1990), an American political theorist and socialist feminist,
proposes that women living in western society who seek healthcare
experience their bodies through the social narrative of vulnerability. In this
study participants expressed feeling embarrassed by their older bodies.
Young (1990) postulates that the cultural idea in modern western society of
the older body as less attractive, which values youthfulness and ‘everything
being where it should be’, may cause women to feel vulnerable. She
believes that women are shaped and moulded by cultural norms and taboos
that influence their socialisation process and rob them of their own agency
and social autonomy. This corresponds with the finding in this study, in
which participants expressed the concept of vulnerability from two different
perspectives: feeling vulnerable (individualised) or being made to feel
vulnerable (by society).
Although participants who never engaged in cervical screening seemed
entrenched in their decision not to overcome their resistance, they
mentioned that if various improvements were implemented within the
cervical screening programme, they might be enticed to have a cytology
test. These improvements included their relationship with general practice,
the availability of a female sample taker and a specific cervical screening
appointment for women over 50.
However, offering HPV self-testing as an alternative option to having a
speculum examination was the turning point for participants who never
engaged in cervical screening. All participants were willing to do the selftest, as it did not involve them feeling vulnerable. Internationally, there is a
dearth of research studies that focuses on women over 50 within an
organised screening programme. However, there are many studies that
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included attenders and non-attenders of all ages to examine the acceptance
and reliability of HPV self-testing within organised screening programmes
(Wikström, Stenvall and Wilander, 2007; Huyn, Howard and Lytwyn, 2010;
Igidbashian et al., 2011; Zehbe et al., 2011; Broberg et al., 2014; Gupta et
al., 2018) 88 . Numerous studies (Ogilvie et al., 2005; Karwalajtys et al.,
2006; Ivanus et al., 2018; Aasbø et al., 2019) have demonstrated that HPV
self-testing has high acceptance among women who have never engaged in
screening before. Therefore, HPV self-testing offers an alternative option
for women that are unable to overcome their vulnerability of the cervical
screening procedure.

10.7 Conclusion
In summary, references to power, risk, trust, resistance and sexuality are
threaded throughout the findings. Resistance within this context was as a
result of feeling vulnerable, and is framed within terms of ‘needing a nudge’
or ‘improving the cervical screening procedure’ in order to interpret, engage
and even transform cervical screening for women over 50. Contextual
factors like growing up in the 1960s and 1970s affected sexual and social
morals and caused some women to be living in an unsettled culture.
As a result of the cervical screening scandal, participants’ vulnerabilities
escalated in response to their institutional and interpersonal distrust, with the
sample taker not explaining the limitation of cervical screening, and a lack
of open disclosure to women who were not told their audit results. In this
study, trust was associated with having an open relationship, a partnership
approach to care, disclosure of information, and confidence in the test used.
The media had the ability to influence participants’ expectations of the
cervical screening programme, which could affect their behaviour.
The concept of spiralling vulnerabilities provided an important theoretical
lens for addressing key issues reflecting the interrelationships and several
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properties of the sub-categories and my interpretation of how these
properties interact together.
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Chapter Eleven – Conclusion
11.1 Introduction
This concluding chapter contains three sections. The first section identifies
how the study contributes to the research field and to knowledge in relation
to describing the cervical screening behaviours of women over 50 living in
the west of Ireland. The second section focuses on recommendations from
the research findings. Finally, the third section considers the quality and
limitations of this research study.

11.2 The contribution of this study
It is important to restate that the claims made are based on an in-depth study
of 32 women in the west of Ireland over a three-year period. This study
contributes to the field in several ways, through (a) its topic and focus, (b)
its methodological approach and focus on conceptual development, and (c)
its findings. Each will be now considered.

11.2.1 Topic and focus
The study contributes to the field through its focus on:


Understanding how participants engaged in a self-positioning
process to decide if they were ‘at risk’ of developing cervical cancer
or of experiencing psychological distress.



Understanding that nudges are effective to prompt attendance in
participants who engaged in cervical screening.



Identifying what improvements in the cervical screening programme
are needed to help participants who never attended cervical
screening to overcome their resistance – a neglected area to date in
Ireland and internationally.



Understanding the impact of societal and cultural beliefs that cause
Irish-born participants to struggle with their sexual selves and the
sexuality of other women.



Understanding the impact of the cervical screening scandal on the
cervical screening behaviours of women over 50 – this is the only
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study exploring cervical screening behaviours before a cervical
screening scandal and directly after.

11.2.2 Methodological approach and conceptual development
This is, to my knowledge, the first time CGT been used to understand
cervical screening behaviours; therefore, this study provides a useful
contribution to the subject area field in this regard. Because of CGT’s
rejection of objectivist ontology, the importance of the researcher–
participant relationship, co-construction of the analysis and theory, and
participatory approach with the participants and my supervisors, I have
found that CGT offers a fitting and useful methodology for researching the
cervical screening behaviours of women over 50.
This study also contributes to the field on a conceptual level. There are no
research studies focusing on the cervical screening behaviour of women
over 50 in Ireland. However, there have been studies that included the
cervical screening behaviours of all age groups which tended to describe
their behaviours. In this study, by employing CGT, I did not utilise a predetermined conceptual or theoretical framework, but rather developed one
from the data. GT allows us to gain deeper insight through abstraction and
to conceptualise what is happening and why, rather than merely describing.
The theory derived in this study offers a unique way to bring the findings of
the study together as a coherent whole representing the cervical screening
behaviours of women over 50 living in the west of Ireland. The core
category of Spiralling Vulnerabilities described participants’ main concern,
that is, participants struggled with the sexual self and as a result felt
vulnerable having a cervical screening, and the cervical screening scandal
caused distrust of cytology tests and hospital consultants, which escalated to
distrust of all women’s healthcare services.
The sub-categories of the theory provide a conceptual framework to explore
‘Overcoming Resistance’, ‘Struggling with the Sexual Self’ and ‘Escalating
Distrust’. The properties within the sub-categories offer new and useful
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ways of conceptualising and understanding the cervical screening behaviour
of women over 50.

11.2.3 A constructivist conceptualisation
Using a constructivist approach, I was acutely aware of the interpretive
nature of social research. My conceptualisation is but one conceptualisation.
I have brought forth what I have interpreted, conceptualised and found
significant in the data to the theoretical sampling stage, and have coconstructed the theory, which involved sending a document summarising
my theory ‘Spiralling Vulnerability’ and conducting 21 interviews in Round
6 to see if they agreed with my overall findings and theory.
I am confident that my theory contributes to new and valuable ways of
offering cervical screening, HPV testing and HPV self-testing to women
over 50, some of which have been described before the implementation of
CervicalCheck but not conceptualised, and some of which have not been
reported before.
In CGT, a theory emphasises understanding more than explaining
(Charmaz, 2014). The focus of CGT is on indeterminacy and provisionality
rather than causality. While I attempted to connect relationships between
factors, I do not assert to have identified ‘causality’. I realise that other
interpretations are, of course, possible.
While conceptualisation is not the only goal of CGT, it is imperative that
one’s theory is situated within context (Charmaz, 2006; 2014; Mills, Bonner
and Francis, 2006). By providing a chapter on the cervical screening scandal
along with a brief conceptual overview chapter and a chapter outlining each
sub-category, with quotes from participants to illuminate analysis and
provide ‘thick’ description, a more contextual rendering of the analysis was
achieved.

11.3 Implications for practice
This study is valuable, as it focuses both on women’s cervical screening
behaviour and on how cervical screening behaviour is affected by different
226

interventions and health promotion messages. As a result of its findings, the
study contributes to the subject area field in the ways outlined in the
following sections.

11.3.1 Participants engaged in a self-positioning process to
decide if ‘at risk’ of developing cervical cancer or of suffering
psychological distress


Prior to National roll-out of HPV testing, women over 50 need to be
the face of a cervical screening educational campaign for all age
groups, which needs to;
o Highlight the purpose of cervical screening – differentiating
between screening and diagnostic tests
o

Emphasise its protective effect for years after completing
cervical screening

o Explain what the risk factors for cervical cancer are;
normalise HPV infection by making women aware that with
one partner has an 80% chance of contracting HPV infection,
and emphasise the ability of HPV infection to lie dormant for
many years


An Education campaign needs to be delivered via several different
routes, for example, CervicalCheck leaflets, TV advertisements,
radio advertisements, and inviting women over 50 who had a
diagnosis of cancer to talk on TV/Radio shows.

11.3.2 Nudges are effective to prompt attendance in
participants who engage in cervical screening



Sample takers need to be aware of how influential they are in
making every contact count (MECC) with women;
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o Cervical screening should be included on the ‘Making Every
Contact Count Drop Down Menus’ in GP practices89
o The National Screening Service should also adopt a policy of
MECC by promoting screening across screening programmes
o Women from the Travelling Community should have access
to community health workers


Women’s groups in local towns should be encouraged to have an
information evening where a sample taker is invited to normalise
cervical screening and create the conversation.

11.3.3 Improvements in the cervical screening programme
are required to help participants who never attended cervical
screening to overcome their resistance


Offering HPV self-testing to women who have never attended
cervical screening may increase the level of engagement within the
programme;
o Implementation of the HPV self-testing should be in line with
standards and procedures associated with

BowelCheck

programme e.g. access to screening which requires the person to
ring and request the self-test
o Written instructions with clear diagrams should be included to
help make the test user friendly.


Offering an overall health check as part of the cervical screening
appointment, in line with Sláintecare 10-year plan to reform
healthcare services



Having a female sample taker available.

89

Part of the ‘Terms of Agreement between the Department of Health, the HSE and the
IMO regarding GP Contractual Reform and Service Development’ (HSE, 2019, p. 85)
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11.3.4 Societal and cultural beliefs cause Irish born
participants to struggle with the sexual selves and the
sexuality of other women


CervicalCheck need to provide education updates to smear takers
emphasising the impact of growing up in a Catholic Ireland;
o Highlighting that sample takers need to be culturally sensitive
to Irish-born women by explaining what is involved in the
cervical screening taking procedure and answering questions
in an unhurried, non-judgement manner while maintaining the
dignity of the woman
o Sample takers must be educated and trained to provide
information on HPV as a STI and ensure that this avoids
stigmatisation.

11.3.5 Participants now distrust the cervical screening
programme as the result of the cervical screening scandal


Healthcare professionals working for CervicalCheck need to attend
education updates on how to implement the HSE Open Disclosure
2019



Sample takers need to attend CervicalCheck education ‘updates’ on
how to effectively explain to women the limitations of screening



Women need to use the platform of the Women’s Health Task Force
to highlight any issues they have with the cervical screening
programme.

11.4 The quality, strengths and limitations of the study
GT has at times been criticised for lacking rigour (Cooney, 2011); therefore,
enhancing and demonstrating quality is important if outcomes of the study
are to be considered credible. Quality in a GT study is dependent on the
potential value and integrity of the resultant theory: ‘researcher expertise,
methodological congruence and procedural precision’ (Birks and Mills,
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2015, p. 33). Beck (2003) postulates that credibility, auditability and
fittingness are essential standards of rigour in qualitative research methods.
It is important that a GT ‘fits’ the substantive area from which it has
emerged and in which it may be used (Glaser and Strauss, 1967; Glaser,
1978). According to Glaser (1978, pp. 4–5), ‘Fit, work, relevance, and
modifiability’ are the four key criteria that a GT study should meet. The
four criteria identified by Charmaz (2014, pp. 182–183) are not dissimilar.
They are: credibility, originality, resonance and usefulness. Charmaz (2014)
advocated that the researcher must be consistent with the methodology
process and believe that a combination of originality and credibility
increases resonance and usefulness.

11.4.1 Credibility
Charmaz (2008, 2014) believes that credibility is achieved by having
‘intimate familiarity’ with the subject matter; by having enough data to
support claims made, systematic comparisons and ‘logical links’ can be
made between the data and analysis. I was ‘intimately familiar’ with the
subject matter and believe that throughout the research process, clear
rationale was given on how participants guided the inquiry to provide a rich
description of the cervical screening behaviour of women over 50. This will
allow other researchers to repeat the same enquiry if they wish.
Charmaz (2014) recommends recording a complete audit trail to address
auditability. Therefore, pictures of reflective diaries, manual coding, coding
with NVIVO, memo-writing, diagrammatic representation of the core
categories, sub-categories and properties on flipcharts are provided.90
Charmaz (2014) adds that using a CGT enhances rigour through its
inductive/deductive cycle of theory generation. I believe I developed a close
relationship with women; consequently, participants were frank and open,
recalling their experience and often revealing intimate and emotional
experiences. Using a constructivist approach facilitated participants to

90

See Appendix XXVII.
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showcase their voices and allowed me to utilise memo reflections, which
were of key importance in the analysis and interpretation of the study.
Cross-checking transcripts and emerging concepts with women and
documenting memos detailing analytical and sampling decisions enhanced
‘face validity’ and demonstrated rigour (Lather, 1986). After each round of
interviews and analysis, provisional categories were sent to the participants
and were presented to my two supervisors using flipcharts and white boards
to distinguish between emerging significant categories. In this study, the
researcher–participant relationship and supervisor relationship were
extremely important for the co-construction of the analysis and theory.
A transcript summarising the theory ‘Spiralling Vulnerability’ was verified
by 21 women. Women felt the theory explained their behaviours in relation
to cervical screening. Fittingness, also termed as transferability, concludes
that findings are transferable to other similar settings (Beck, 2003).

11.4.2 Originality
Evidence of originality is demonstrated, as the study is the first GT study to
examine the cervical screening behaviours of women over 50 years within
an Irish or international context. It offers new insights and theoretical
significance in providing an in-depth understanding of a process of
engagement within the cervical screening programme in Ireland.

11.4.3 Resonance
The theory of Spiralling Vulnerabilities represents the rich in-depth data
from 32 women from a variety of social backgrounds and different
geographical locations. The richness of the data grounded in the women’s
own voices and the development of categories contributes to a broad
understanding of the cervical screening behaviour of women over 50 years.
In Round 6, I interviewed 21 participants to see if they identified with the
theory of ‘Spiralling Vulnerabilities’. The contribution to knowledge and
the applicability of the findings informs further research.
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11.4.4 Usefulness
Charmaz (2014) questioned if one’s interpretations can be used by people in
everyday life. I believe the findings of this study suggest ways in which
cervical screening should be offered to women over 50 years. The theory of
Spiralling Vulnerabilities has transferability properties.
It is likely to find elements of applicability in the general practice setting
and with other population groups where there are sensitive issues relating to
sexual health and social matters in preventive health.

11.4.5 Strengths of the study


This is the first Irish research study focusing on the cervical
screening behaviours of women over 50 years and how cervical
screening behaviour is affected by different interventions and health
promotion messages. As a result, the findings of this study offer
several implications to clinical practice and to CervicalCheck policy
makers.



The cervical screening scandal occurred midway through data
collection offering a unique insight into women’s reaction to the
cervical screening scandal and if this affected their cervical
screening behaviour. It also explored what women needed to restore
trust in the cervical screening programme.



Utilising

a

CGT

research

design

has

aided

creativity,

conceptualisation, offered a systematic approach to data analysis that
gathers rich data (Charmaz, 2014). CGT enables the exploration of
complex situations, allowing for the gathering of multiple
perspectives.


The sample in this study included participants that were defined as
‘hard to reach’ in research studies. This included participants from
the Traveller Ethnic Minority group and the Settled Ethnic Minority
participants. This was the first time an Irish study included ethnic
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minority participants and offers a unique insight into their cervical
screening behaviours.


I have worked as a nurse for over 20 years, with over 7 years’
experience working as a clinical nurse specialist in a Colposcopy
Department. I have enhanced knowledge about cervical screening, as
well as communication and counselling experience to address the
psycho-social distance between myself and participants, thus
allowing an early rapport to develop. This enabled me to explore
unexplained or unpredicted insights, drawing conclusions from my
clinical experience. Nevertheless, my close relationship with the
research area has also increased my awareness of the potential
impacts that my assumptions could have on the research process.
Throughout the study, I highlighted my positionality and reflexivity
in an attempt to address this potential limitation. I also challenged
my prior beliefs and knowledge through the writing of an
autobiographical reflection to acknowledge motivations, prior
experiences and my perspectives, as researcher, about the
phenomenon.



Charmaz (2014) highlights the importance of creating knowledge
together with research participants for a socially just outcome.
Building a participatory approach was paramount from the outset of
this study which has many benefits in the research process. It can
ensure that research questions are relevant, improve participant
experience, influence recruitment process and retention and ensure
sensitivity to the needs and preferences of participant. Adopting a
participatory approach helped decrease power disparities between
participants and researchers and helped form closer relationships.

11.4.6 Limitations of the study


This research was conducted in three different locations in the west
of Ireland, with a sample of 32 women, and all findings need to be
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interpreted in that context. While I could have recruited General
Practices outside the west of Ireland, there is no reason to suggest
that different findings would have been found in any of the other
provinces; however, one cannot generalise from one province.


Participants were recruited via healthcare professionals, which
meant the general population of women eligible for cervical
screening are potentially under-represented. I could have advertised
on the newspaper or radio. This could have broadened the inclusion
of women in this research study. There is a possibility that if I
interviewed more participants I may have encountered women who
disclosed different experiences which would have resulted in
additional categories which could been integrated into the theory and
may have expanded it further. Furthermore, qualitative research is
interpretative. Although there is a rigorous coding process in
grounded theory methodology, analysing data by the researcher is
interpretative where the researcher provides an explanation for the
behaviours of the participants.



Three out of the five Travellers I interviewed worked as community
health workers, which meant they had access to educational classes
on health promotion, as their role involved being health educators
for the Traveller Community. Therefore, they would have had good
knowledge about cervical screening services and were more likely
up to date with screening. I could have excluded women from the
traveller community that worked as health educators.



Integrating different indicators in determining socio-economic status
is complex and multi-dimensional. Being in receipt of a medical card
was taken as a ‘proxy’ for lower socioeconomic group. Although
this is somewhat crude, it offered the least invasive line of
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questioning and the participants in the pilot interviews thought this
would be most appropriate.


Theoretical saturation is, to an extent, a subjective interpretation, and
I was aware that there is a potential that alternative accounts could
have been found with further data collection, exemplifying the
modifiable nature of CGT. Accordingly, it should be acknowledged
that interviewing more participants would have allowed further
comparison

of

data

and

may

have

altered

the

overall

conceptualisation. On reflection, it may be the case I could have
interviewed more women, however, considering the time and
resource constraints for a doctoral project interviewing more
participants would not have been possible.

11.4.7 Recommendations for future research
To my knowledge, there are no published research studies focusing on the
cervical screening behaviour in women over 50 living in Ireland, and there
is a dearth of research internationally. Future research needs to articulate to
what extent my findings apply amongst other population groups. Future
research could also involve the design of targeted interventions and
provision of information, enabling informed decision-making regarding
cervical screening among older women, and allowing them to benefit from
the protection that screening offers.
Looking to the future, the HPV vaccination programme and the introduction
of HPV testing as a primary screening test means the CervicalCheck
landscape will have to undergo considerable change to build trust and
confidence in the coming years. More research in relation to HPV selftesting in the non-attendee population would be beneficial to increase
uptake and user ability.

11.8 Conclusion
The aim of this study was to develop a theoretical understanding of cervical
screening behaviour in women over 50 years. I constructed the theory
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‘Spiralling Vulnerabilities’, which provides an understanding of women’s
cervical screening behaviour by exploring, in a participatory fashion, their
understandings and experiences of cervical screening.
The research findings have highlighted the participants’ engagement in a
self-positioning process to rationalise their decision as to whether or not to
attend cervical screening. The study identified interventions tailored to
women over 50 years that might help overcome their resistance to
screening. It also addressed how the sample taking procedure might be
improved to attract women who have never had a cervical screening test.
An upbringing immersed in the strict teaching of the Catholic Church
caused some women to have negative emotions described as embarrassment
and shame about their body. Conservative sexual social norms were formed
surrounding sexual activity, relationships and attitudes, which framed
participant’s perceptions of what is socially normal. Irish-born participants
experienced Catholic guilt when thinking about their sexuality or sexual
pleasure, and felt like a different generation from their daughters’ generation
in relation to the sexual self. They adopted distancing techniques to selfprotect and cope with the vulnerabilities of struggling with the sexual self
and to avoid feelings of shame, embarrassment and vulnerability in dealing
with the sexual self.
This study also provided an understanding of the impact of the cervical
screening scandal on the cervical screening behaviours of women over 50
and identified the issues that need to be addressed to establish trust and
confidence within the service. These findings have lent themselves to
informing implications to practice and further research, and considerations
for healthcare professionals in the space of cervical screening.
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Appendix I Literature review search
An extensive search of literature from January 1980 to March 2019 was
conducted in April 2019. A combination of subject headings and keywords
(Tables 1, 2 and 3) was used to search five databases, CINAHL (Appendix
B), PubMed (Appendix, C), PsycINFO (Appendix D), British Nursing Index
(BNI) (Appendix E), and SocINDEX (Appendix F). Data were also
retrieved from various cervical screening reports. A vast amount of evidence
on the multitude of factors relating to cervical screening emerged and a
combination of keywords was used to identify studies that focused on
women’s cervical screening behaviours.
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Table 1. Subject Headings/keywords when searching for women aged 45 to 64 (classified in the literature as middle-aged women)

Subject

CINAHL

MEDLINE

Age factors

PsycINFO

BNI

SocINDEX

Age factors

Age

Age factors in health behavior

Aged

Aged

Aged people

Older people

Aging

Aging

Aging

Aging

Human

Human

Aging

Headings

Middle
Middle aged

Middle aged

Women

Women

Women

aged

people

Middle-aged persons

Women

Women

Women’s

Keywords

Women’s health

health

Mid-life

Mid-life

Women’s health
Mid-life

Mid-life
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Mid-life

Middle-aged

Middle-aged

Middle-aged

Middle-aged

Middle-aged

Older women

Older women

Older women

Older women

Older women

Table 2. Subject Headings /Keywords when searching Cervical Screening
CINAHL

MEDLINE

Cancer screening

Early detection of cancer

Subject

Cervical

Cervical

Headings

neoplasia

intraepithelial

PsycINFO

BNI

SocINDEX

Cancer

Medical

Medical

screening

screening

screening

intraepithelial

neoplasia
Diagnostic

Diagnostic tests, routine

Diagnostic tests, routine
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tests

Papillomavirus infections

Papillomavirus infections

Human

Human

Papillomavirus

Papillomavirus

Papanicolaou test
Uterine
Cervix neoplasms

Cervical

Cervical

Gynecologic

cancer

cancer

Cervical

Cervical

Cervical

cancer

cancer

cancer

Cervical

Cervical

Cervical

neoplasms
Vaginal cervical screening
s

Cervical cancer

Keywords

Cervical cancer

Cervical screening

Cervical screening

screening

screening

screening

Cervix

Cervix

Cervix

Cervix

Cervix

Screening

Screening

Screening

uptake

uptake

uptake

Screening uptake

Screening uptake
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Cervical

Cervical

Cervical

Cervical screening

Cervical screening

screening

screening

screening

Pap test

Pap test

Pap test

Pap test

Pap test

Table 3. Subject Headings/keywords when searching motivations/barriers to attendance
CINAHL

MEDLINE

PsycINFO

BNI

SocINDEX

Apathy

Apathy

Apathy

Apathy

Apathy

Attitude to health

Attitude to health

Attitude to health

Attitude

personnel

personnel

Attitudes towards health

Subject
Headings

to

Awareness

health

Awareness
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Cognition

Awareness

Communication

Communication

Communication

barriers

barriers

barriers

Communication barriers
Decision

Decision making

Educational status

Decision making

Education status

Decision making

making

Educational

Educational

attainment level

attainment

Decision making

Educational attainment

Health beliefs
Health
Health behaviour

Health behaviour

Health behaviour

behavior

Health behavior

Health
Health education

Health education
Health

Health education

education

Health education

knowledge,

Health knowledge

attitudes, practice

Health

Health

Health knowledge
Health services accessibility

services

services
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accessibility
Health

accessibility
services

Health

services

Health

care

Health services

needs and demands

needs and demands

utilization

utilization

Utilization of health facilities

Motivation

Motivation

Motivation

Motivation

Motivation (psychology)

Patient
Patient

acceptance

of healthcare

attitudes
Patient attitudes

perceptions

and
Patients’ attitudes

Patient
Patient Compliance

Patient Compliance

Client compliance

compliance

Patient compliance

Patient
Patient participation

Keywords

Perception

Perception

Time factors

Time factors

Attend*

Attend

participation

Attend
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Patient participation
Perception

Perception

Attend

Attend

Attitude*

Attitude*

Attitude*

Attitude*

Attitude*

Barrier*

Barrier*

Barrier*

Barrier*

Barrier*

Belief*

Belief*

Belief*

Belief*

Belief*

Influenc*

Influenc*

Influenc*

Influenc*

Influenc*

Participat*

Participat*

Participat*

Participat*

Participat*

Perception*

Perception*

Perception*

Perception*

Perception*

Prevent*

Prevent*

Prevent*

Prevent*

Prevent*

Uptake

Uptake

Uptake

Uptake

Uptake
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Table 4. Results of Database
CINAHL

MEDLINE

PsycINFO

BNI

SocINDEX

260

155

455

1,617

29

An extensive collection of primary research exists around cervical screening
behaviours, focusing on the barriers and motivations toward cervical
screening. After this advanced search (Table 4), inclusion and exclusion
criteria were developed as a result of the connections of different
descriptions within the literature (Table 5). After duplicates were removed,
the first screen for eligibility was based on reading the title and then the
abstract. If the article met the inclusion criteria, it was thoroughly reviewed.
Table 5. Eligibility criteria

Inclusion criteria



Exclusion Criteria

Irish studies or international studies
where

wider

populations



where

Studies focusing on younger
womens

specific analysis by age is stratified

cervical

screening

behaviours

and interpretations around age can be
drawn.



Countries that had an organised



English language only



Behaviours in relation to HPV

cervical screening programme



Studies that explore women’s cervical
screening behaviour in relation to
HPV testing and HPV self –testing
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vaccination

Appendix II CINAHL search history
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Appendix III PubMed search history
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290
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Appendix IV PsychInfo search history
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Appendix V British Nursing Index search history
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Appendix VI SocIndex search history
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Appendix VII Letter for recruiting GP practices
My name is Rachael Comer and I am a clinical nurse specialist in the
Colposcopy Department in Galway University Hospital. I am currently a
student in the National University Hospital in Galway undertaking a
Doctorate in Nursing Studies. As part of the Doctorate I am conducting a
research study to understand the cervical screening behaviour of women
aged 50-60. To this end I am hoping to recruit women from 3 GP Practices.
I have chosen women aged 50-60 as this group has the poorest cervical
screening coverage in Ireland. I am interested in speaking to women who
are eligible to have a smear test, whether they are up-to-date or not up-todate with cervical screening or women who have never had a smear test.
Internationally there are no research studies focusing on women over the
age of 50. The findings of this study have the potential to inform
CervicalCheck on perceived barriers and motivators to screening in this age
group which is critical to ensure policy makers can make informed decisions
on how to offer screening to non-attendees aged over 50. Age-tailored
recommendations from this study will have several implications for GPs,
practice nurses and CervicalCheck policy makers. Innovative pathways need
to be introduced to improve women’s understanding and establish
communication between the healthcare provider and non-attendees.
To participate in this study I am asking GPs and practice nurses within
participating sites to give information letters to women at a routine
appointment. In order to be eligible to participate women must be 50 or over
with good English and be eligible to have a smear test. A poster inviting
women to take part in the study will also be displayed in the waiting room.
The information leaflet will outline in detail the purpose of the study, the
researcher’s name and contact details, the reason for undertaking this study,
what participating in the study will involve, how participants would be
selected, the voluntary nature of participation, and the right to withdraw
without compromise. An additional sheet expressing an interest to
participate in the study will be signed by women and placed in a box. I will
collect the letters from the box at weekly intervals.
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I am adopting a constructivist grounded theory approach; therefore I may
need to interview 30-40 women. I am contacting 3 different GP practices,
and I am estimating that I may need 10-15 women from each practice.
I am now preparing to apply for ethical approval from the ICGP in
September and hope to start the study in January 2017. I will contact you by
phone in 2 weeks to confirm if your GP practice would like to participate in
the study. Once a GP practice has consented to recruit women, I can then
apply for ethical approval for that practice.
Thank you for reading this letter. I look forward to meeting you in due
course, should you decide to accept this invitation.
Thanking you in advance,
Rachael Comer

Contact Detail – 0876416351
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Appendix VIII Emails confirming that GP practices have agreed to
support this study
1. From: XXXXX XXXXX XXXX Practice
Sent: 15th August 2016 16:51
To:

Comer, Rachael, Colposcopy, UHG

Subject:

RE: consent for study

Hi Rachel
Just a confirmation our practice, XXXXXX Medical is happy to be involved
in the study.
GP partners are Dr XXXXX and DR XXXXX and are delighted to have met
you.
Thanks
Irene
2. From: XXXXXXX XXXX Practice
Sent: 23 August 2016 13:30
To:

Comer, Rachael, Colposcopy, UHG

Subject:

Re:

Hi Rachel,
We would be privileged to participate in your study as part of your PHD.
We wish you the very best of luck.
Dr XXX and Dr XXXX XXXX – XXXX XXX CNS, (Advance Nurse
Practitioner Applicant).
3. From: XXXXX XXXXXX [XXXXXX@gmail.com]
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Sent: 23 September 2016 12:00
To:

Comer, Rachael, Colposcopy, UHG

Subject:

Re: support for study

HI Rachel,
Yes Sarah is absolutely on board and asked would you contact her when you
want her to start or what to do etc.
Thanks and sorry if it was a misunderstanding and I was to get back to you I
see from email but I put in Sarah’s folder when she was away and then she
assumed she was doing it so did not say anything to me.
Thanks Rachel
Alma
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Appendix IX: Expression of Interest form
After having read the information on the research study titled, ‘To
understand the cervical screening behaviour of women aged over 50 years’.
(please indicate only one):

If you want to participate, please include the following information:
Your name: _________________________________
Your

email

address

(if

you

_________________________________
Your phone number: __________________________
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have

one):

Appendix X Demographic background questionnaire
 Name

----------------------------------

 Age

-------------------------------------

 Race/Ethnicity

-----------------------------------------

 Relationship status

-------------------------------------

 New partner in the last
2 years

5 years

10 years

 Education completed

Inter-cert

3rd level

Leaving Cert

 Employment status

Self-employed
Employed

A homemaker
Un-Employed

If working:
Working hours

weekdays 9-5



Medical Card



Smoker

unsocial hours

Non- medical card holder

Non smoker
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Distance from a GP

-------------------------------------




Daughter has had HPV vaccination

Yes
No
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Appendix XI Interview schedule
Title: ‘To understand the cervical screening behaviour in women aged over
50’.
1.

Tell me about when you had your first smear test?
(Skip to question 2 if no cervical screening history)
Probe: Why did you have a smear test?

Who if anyone

influenced you? Tell me about this experience? Do you have any preference
on who takes your smear test?

How did you feel when you got your

results? Were the results communicated clearly? Were you referred to
colposcopy?
2.

Are you up-to-date with screening/no screening? If no screeningwhy? Has anyone ever talked to you before about having a smear
test? Is there anything that would that would have prompted you to
have a smear test? Do you avail of other screening programmes,
why? If not up-to-date with screening- probe; why? Is there anything
that could have prompted you to be up-to-date? Do you attend other
screening programmes? If yes: Probe: Have you always been up-todate - why? What has helped you decide to keep up-to-date with
screening? Do you talk to your partner /friends about cervical
screening? Do you available of other screening programmes - why?
If you received a diagnosis of cervical cancer, how do you think you
would you react?

3. Where did you get your information about cervical screening?
Prompt: Do you think you are well informed about cervical
screening? What do you think the smear test screens for? What do
you think are the risk factors for cervical cancer

4. Cervical cancer is caused by HPV infection. Once sexually active
most women (9 out of 10) have this virus, however some find it hard
to clear and develop pre-cancerous cells that can lead to cancer.
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CervicalCheck is now offering HPV testing if your smear test is
reported abnormal to identify high risk women. Does knowing that
HPV infection is a common STI change your outlook on cervical
screening? ? Prompt: How would you react if you tested positive for
HPV infection? Would you feel comfortable telling your partner that
you are HPV positive? Would you be comfortable telling your
friends if you were positive for HPV infection? Our screening
programme is currently doing HPV testing if you have mild
abnormalities in smear test, allowing quicker access to colposcopy
clinics. What information should your sample taker give women
over 50 about HPV infection?

5. If there was a test for cervical screening that you could do
yourself, would you be interested? Why? HPV self - testing can
be taken by a vaginal swab or a urine test, which one would you find
easier to use? (will show both tests with accompanying instructions)
Would you feel confident using these devices in your own home, if
accompanied with written information? Or at your GP? Do you see
foresee any problems introducing this test? Would you tell your
partner or friends about doing this test?

6. Is there something that you might not have thought about before but
has occurred to you during this interview?
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Appendix XII Reflective diary
Reflective diary from participant three, page 1
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Reflective Diary Participant Three, Page 2

308

Appendix XIII Summary of interview questions sent in advance to
participants
Dear Participant,
During the interview, I will be asking you questions about your cervical
screening experience. I am also eager to speak to women who have not had
a smear test or are not up-to-date with screening. However, I will also be
delighted to hear about any issue you wish to raise!
Further topics may also ‘naturally’ arise from what you talk about during
the interview. My main questions will focus on
 Why did you decide to have a smear test? Tell me about this
experience?
 Why have you never had a smear test/ or are not up-to date with
smear test?
 Who if anyone influenced you to have a cervical smear?
 Do you have any preference on who takes your cervical smear?
 How did you feel when you got your cervical smear results?
 Were the results communicated clearly?
 Were you referred to colposcopy?
 Where did you get your information about cervical screening?
 Do you think you are well informed about cervical screening?
 What do you think are the risk factors for cervical cancer?
 HPV infection causes cervical cancer. Does knowing that HPV
infection is a common STI (sexually transmitted infection) change
your outlook on cervical screening?
 What information should your smear taker give women over 50
about HPV infection?
 If there was a test for cervical screening that you could do yourself,
would you be interested?
I will also be asking you if there is anything else at all that you’d like to talk
about; and your opinion about the questions I have asked.
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I look forward to meeting you!
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Appendix XIV Participants’ information sheet
My name is Rachael Comer and I am a currently a student in the National
University Hospital in Galway doing a PHD.

I am a Clinical Nurse

Specialist in colposcopy and I’m conducting a study to understand cervical
screening behaviour in women aged over 50.
I am interested in speaking to women who are up-to-date with cervical
screening and women who are not regular attendees and women that that
have never attended.
Title of study: ‘To understand the cervical screening behaviour of women
aged over 50’.
Aims and purpose of this research
The purpose of this research is to understand women’s cervical screening
behaviour. This will explore why women have smear tests or decide not to
engage with cervical screening. This study also aims to understand if social
class differences affect women’s understanding, experience and perceptions
of cervical screening.
Why is this research important?
Cervical screening can pick up early cell changes so they can be monitored
or treated. The earlier abnormal cell changes are found, the easier they are to
treat. I have chosen to focus on women aged over 50 as this group has the
poorest cervical screening attendance rate in Ireland. Cervical screening is
extremely important within this age group. Your experiences, thoughts, and
opinions may provide insights into why women over 50 attend cervical
screening or decide it is not necessary, and this in turn could help
researchers and policy makers understand what kinds of changes will be
most effective in advertising to include a greater diversity of people
attending cervical screening.
What will you are asked to do?
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I am hoping to find out how much you know about cervical screening by
having a relaxed conversation style 45-60min interview with me which,
with your permission, will be audio-taped and then transcribed.
What is involved in data collection?
One to one interviews can be held at a location of your choosing, at your
home, in a café, near your GP surgery, anywhere that suits you.
Possible benefits from this research
By participating in this study, you will have the opportunity to share your
insights, reflect upon your experiences, and voice your opinions regarding
your cervical screening experiences. The information that you can provide
is crucial to our understanding of the cervical screening behaviour of
women over 50 years. The findings of this study have the potential to
inform CervicalCheck on perceived barriers and motivators to screening in
this age group which is critical to ensure policy makers can make informed
decisions on how to offer screening to non-attenders aged over 50 years.
Foreseeable risks and consequences of participation in this study
There are no physical risks associated with participating in this study. There
is always a small chance that talking about some things may upset you. If
you become upset during the interview, you will be asked if you would like
to take a break and turn off the audio-recording, or to stop the interview
altogether. I will respect the decision to stop the interview at any time and
there will be no negative consequences. After the interview, if you have any
further questions I will also provide the name and number of a Nurse
Specialist.
Your rights within this study
- You have the right to completely voluntary participation
- You have the right to decide not to participate at any time, even in the
middle of an interview, with no negative consequences. There will be a
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green disk on the table in front of you, if you need to stop the interview, you
simply turn it over so that the red side is facing upwards, and the interview
will end.
- You have the right to be listened to with respect and your opinions and
experiences to be valued in the research
- You have the right not to answer any question, without disclosing the
reason for not answering to anyone.
You may also withdraw from this study at any time with no penalty. If you
decide not to participate in the study at any time, I would ask that you send
an email declaring withdrawal to Rachael.comer@hse.ie. Alternatively, you
may directly speak to me by calling 087 6416351.
Confidentiality
Confidentiality is extremely important and a number of measures will be
taken to completely protect your confidentiality in this study.
After the interview, which will be private, no one will hear the audio tape
except for me, Rachael Comer, and the professional transcriber. The
transcriber is the person who writes down everything you have said, and
will have signed a form promising to keep everything confidential. After the
transcript is ready, it will be sent to you, and you can change any details you
want. When I write the final report, if there are any details that could
identify you in the data, I will change them so that no one could possibly
deduce who the participants were. The transcript and audio-tape of your
interview will not use your real name. Instead, it will use a false name (a
pseudonym)
What will happen to the results and findings of this study?
At the end of this research study, I will write a Thesis. You will be sent a
copy of this thesis if you want. It is also likely that I will write articles for
research journals based on this research. In addition, if CervicalCheck, the
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Irish cervical screening programme, is launching an advertisement
campaign, they may read the findings of this research.
If you have any questions
If you have any questions or concerns about any aspect of this study, please
feel free to contact the researcher, Rachael Comer by email at
Rachael.comer@hse.ie or phone 0876416351.
Thank you for reading this letter. I look forward to meeting you in due
course, should you decide to accept this invitation.
Thanking you in advance,
Rachael Comer
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APPENDIX XV Consent form
Title of study: ‘To understand the cervical screening behaviour of women
aged over 50 years’.
My name is Rachael Comer and I am a currently a student in the National
University Hospital in Galway doing a PHD. I would be very grateful if
you would kindly agree to take part in this study. If you agree to take part I
would like you to sign this informed consent document.
DECLARATION:
I have read and understand the information leaflet

[YES] [NO]

I have had the opportunity to ask questions

[YES] [NO]

I voluntarily agree to be part of this research study,

[YES] [NO]

I understand that I may withdraw from the study at any time and if I wish, I
may also re-join the study at a later time

[YES] [NO]

I agree to take part in this study through the completion of a personal
interview [YES] [NO]
I agree for the personal interview to be audio recorded

[YES] [NO]

I agree that the audio-tape and transcript of the interview will be kept in a
locked drawer at the National University of Galway, Ireland, for a period of
5 years after the completion of this study.

[YES] [NO]

PARTICIPANT’S

NAME:

………………………………………………………..
CONTACT

DETAILS:

………………………………………………………..
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PARTICIPANT’S

SIGNATURE:

………………………………………………………..
…………………………..

Date:
Signature of researcher

…………………………………..
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Appendix XVI Ethical approval granted from NUIG
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Ethical Approval granted from ICGP
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Appendix XVII Statement of Confidentiality for transcriptionist
‘To understand the cervical screening behaviour of women aged over 50’.
This research project will focus on women’s cervical screening behaviour.
As such, any information that you hear/read as a transcriptionist in this
project must be kept entirely confidential and private, and is not to be shared
with any other persons. This is to protect the safety and identity of the
research participants, as well as to preserve the intellectual integrity and
originality of the research project.
Statement of Confidentiality
As a transcriptionist to be employed in the above named project, I
_______________________ understand that all of the data that I review, as
well as any information obtained about and from research participants must
be kept completely private and confidential to the study.
I furthermore testify that I understand that any and all information obtained
from my review of the data collected in this study will not be divulged
under any circumstances, unless first discussed and agreed with the
principal investigator.
Signed: ____________________________ Date: _________________
Name of Transcriptionist
Signed: ____________________________ Date: _______________
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Appendix XVIII Protocol for interviewees experiencing emotional
disruption
Due to my clinical experience I have dealt with many women experiencing
emotional disruption and would recognise this, if: The principal investigator
noticed visual cues of emotional disruption, such as crying, body language
(i.e. Holding head in hands, shaking head vigorously, sweating, abnormal
breathing patterns) or verbal cues such as the use of cursing, flippant
statements such as “I don’t care”, “feel terrible”, etc.
It is also important that before beginning the interview, the interviewee will
be shown a green disc, which will be placed on the table in front of her. This
disc will act as one non-verbal way in which the interviewee can indicate
that she would like to stop the interview while it is in progress; to stop the
interview, the interviewee simply needs to turn the green disc over, so that
its red underside is facing up, and the interview will end. The protocol
below will be followed from step 3 onwards if the interview has been
stopped because of emotional disruption.
If it comes to the attention of the researcher that the interviewee is
emotionally disrupted, the following protocol will be enacted:
1. The researcher will ask the interviewee if they would like the interview to
end, and the audio-tape to be turned off.
2. If the interviewee wishes to continue the interview, she will be asked if
she would like the audio-tape to be turned off.
3. If the interviewee wishes to end the interview, the researcher will turn off
the audio-tape, and ask the interviewee if she would like to talk about how
she is feeling/why she is upset
4. If the interviewee wishes to talk about how she is feeling, the researcher
will listen attentively, and provide neutral, confirming statements that
validate their emotions and experience.
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5. If the interviewee wishes not to talk about how she is feeling, this will be
respected.
6. Before concluding the session, the interviewee will be asked if she is
feeling emotionally stable, and if she will have a support network to talk
with and to help her process her emotions.
7. If any woman is distressed by the interview, I will refer her to Cancer
Care West where she can talk to a psychologist. Dr XXX XXX has agreed
to take referrals from this study. If any interviewee would like to speak to a
healthcare professional XXX XXX RAMP (Registered Advanced Nurse
Practitioner) has agreed to take any calls. All participants will be given a
resource guide with websites including CervicalCheck, and other highquality Irish and English based organisations.
8. Before leaving, the interviewer will again provide their email address and
phone number for the interviewee to contact at a later date if they wish to
access the researcher’s support in finding community supports.
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Appendix XIX Support from clinical psychologist

Re:
Study title- ‘To understand the cervical screening behaviour of women aged
over 50’

Dear Rachael

I am writing to confirm that we would be pleased to see any participants
from the above named study that may need clinical psychology/counselling
support at any stage.

They may contact the centre directly at 091 540040 to arrange an
appointment. All services are free of charge.
Yours sincerely,

Dr XXXX XXXXX, B.A., Ph.D, Reg. Psychol., A.F.Ps.S.I.
Director of Psychology and Support Services
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Appendix XX Researcher safety protocol
Due to the nature of the research, and in order to reduce the burden of
research on the participants, the researcher may be required to travel to
many parts of Mayo and Galway in order to conduct interviews. It is
impossible to foresee where women will choose to be interviewed and
therefore impossible to pre-arrange a neutral location for the interviews.
Due to the sensitive nature of the interview topic, many women may want
the interviews to take place in their own home.
As entering the home of an unknown person always contains some element
of risk, the following Researcher Safety Protocol has been developed for
any situations in which the principal investigator, Rachael Comer, is
required to enter a non-public setting (i.e. The participant’s home) in order
to conduct an interview.
1. Before the Interview, an email will be sent to both the principal
applicants’ supervisor and her husband. This email will contain the address
of the home in which the interview is to take place, the start time of the
interview, and the end time of the interview.
2. Arrangements will be made prior to each such interview that, 15 minutes
after the planned completion time of the interview, the principal applicant
will call either her supervisor or husband (depending on availability in
schedules), to confirm that no harm has come to her.
3. In the event that the arranged individual does not receive said call after
the passing of the arranged time, they will call the principal applicant to
confirm that no harm has come to her.
4. If they are unable to reach the principal applicant, they will wait a further
30 minutes and try again, if they have not been contacted by the principal
applicant.
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5. At this point, either the principal applicant’s supervisor or husband will
contact local authorities and/or drive to the address at which the interview
took place to investigate.
6. All emails with addresses of interviews that are sent and received as part
of this protocol will be deleted on a daily basis, when all interviews for that
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Appendix XXI Example of one of the summaries of findings that was
sent to participants
Summary of Round 5 findings
Thank you so much for participating in this study. The aim of this study is
to learn from your cervical screening experiences and perception in order to
understand women’s behaviour.
As part of this study I interviewed 32 women. Some of these women were
up-to-date with cervical screening, not up-to-date and some never had a
smear test. The research study tried to recruit women from all social and
ethnic minority groups that represent the general population of women
living in Ireland.
I would appreciate if you could read through my research findings. My
findings are based on the information from your interviews. Although all of
it may not represent your feelings in relation to cervical screening, you can
appreciate that due to the wide variety of women recruited to the study,
there will be variance of opinion.
During a follow-up phone call, I hope to ask you what you think of the
findings and if you think it represents the behaviours of women over 50
years

Thanking you for your time,
Kind Regards,
Rachael
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Weighing up the risk
A commonality amongst all groups of women is their dislike of the
cervical screening procedure. As a result women engaged in
rationalising behaviours. This was done by ‘weighing up the risk’.
This involved evaluating their perception of their risk of developing
cervical cancer against their psychological distress of having a smear
test done.
Up-to-date women frequently overcame this ‘resistance’ as
numerous factors heightened their perception of developing cervical
cancer; family history of endometrial or cervical cancer or knowing
someone that had an abnormal cervical smear, being worried about
or having a fear of developing a cancer. Women described just
‘needing to know’ and doing what they believed was the ‘right
thing’. Women felt reassured by having a cervical smear.
Women that never attended for a cervical screening test also
engaged in rationalising behaviour. Women that never attended did
not deem themselves as at risk of developing cervical cancer (they
described themselves as positive thinkers) and felt the cervical
screening would cause too much psychological distress and decided
not to attend cervical screening.
None of the women interviewed had heard of HPV self-testing but
were delighted that someone had developed this new test. All the
women were disappointed to hear that it wasn’t a blood test but
relieved that a speculum was not used. This was offered
hypothetically as a urine or swab test. Women who never attended
cervical screening perceived their risk as very low for developing
cervical cancer yet all of them would engage in HPV self-testing.
However, the women from the Traveller Ethnic Minority Group and
half of the women who were up-to-date stated they would not trust
themselves doing the HPV self-test and would prefer a smear taker
who was trained to do the smear test.
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Needing a nudge
Women that were not up-to-date with cervical screening knew that it
needed to be done, but they often put it to the back of their minds. I
referred to this in my study as ‘procrastinating’. In my study, women
who procrastinated needed a ‘nudge’. This ‘nudge’ was often given
by a friend, seeing an advertisement, being involved in the study
(talking about screening), or being ‘caught on the hop’. This
involved the smear-taker offering to do a cervical screening while
being present for another appointment. Women that were also up-todate referred to all of these as useful for prompting cervical
screening.

Making every contact count
Making every contact count illuminated women’s perceptions of
what they should be offered to encourage them to have a smear test.
It was very obvious that for all groups of women the relationship
with staff that worked in General Practice was extremely important
and influenced screening behaviours. Women spoke about their
relationship with their General Practice; GP, sample taker and the
secretary.

Attentiveness,

competence,

personality

traits,

the

provision of information and including them in their plan of care
were imperative to building a trusting relationship. Humour, being
genuine and being able to listen were mentioned as the most
important personality traits. Having the GP and practice nurse not
just focus on physical well-being but to enhance optimal spiritual
and mental well-being was also important.
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Most women liked the option offered within General practice of a
female sample taker. Most of the women that were up-to-date would
not feel comfortable with a male sample taker, even though some
had a male Gynaecologist or Obstetrician. They differentiated the
experiences of having a baby and needing a vaginal examination;
not having a choice. Women felt they made the decision to have a
speculum examination done to have a smear test done. By offering a
female smear taker, this made their choice easier as they perceived
it as less invasive.
Contact with the General Practice was different between groups.
Most of the up-to-date women attended the GP yearly for blood
tests and differentiated a screening appointment from a symptomatic
appointment. Most women that had medical cards attended the GP
very regularly with complaints of pain, asthma, Crohn’s disease but
were not up-to-date with cervical screening.

They associated

attendance with symptomatic care, and health screening was not
given priority. Cervical screening was not discussed or offered
while attending for an appointment.
The majority of women who were fully up-to-date reported a
positive experience with their sample taker. However, some felt
that this process was rushed and needed to incorporate a
conversation about general well-being. Women who were not upto-date spoke about making the smear taking experience specific for
women over 50 years. They mentioned having a BP check, getting
bloods done, incorporating holistic care for a full women’s checkup; making it more attractive to attend. One woman referred to this
as having ‘a full NCT’. They also spoke about having Saturday
morning appointments and an option of evening appointments, to
help women who work full-time, care for children/grandchildren
etc.
Women not recognising when they had a smear test, mixing it up
with having swabs or other procedures.
Some of the Non-Irish women had negative experiences accessing
and utilising healthcare in Ireland. They found it hard to accept a
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system that accessed a GP first and if further investigations were
warranted they were then referred to a specialist Consultant. The
Health care system is different in their countries where they can
self-refer to a specialist consultant. They are used to seeing a
Gynaecologist for all Gynae care. Women described the process of
being referred to see a specialist and needing a scan in Ireland as
extremely tedious. The waiting list for to consult a Gynaecologist is
18 months and the waiting less for a pelvic scan is 10 months.
Although Women from eastern European were up-to-date with
cervical screening, they did not avail of this in Ireland. Three of the
women from Eastern Europe never attended for a cervical screening
in Ireland and were not registered with CervicalCheck. Two of the
women did not know what CervicalCheck was and the other knew
that CervicalCheck offered free cytology tests but thought there was
a consultation fee with the GP. They preferred going home to their
native countries and attending their Gynaecologists. They did this
every 12-18months. They felt the screening interval in Ireland,
which is 5 years, is too long. In Poland and Lithuania women can
self refer to a private gynaecologist that offers a full women’s health
check.

This includes a pelvic scan, STI swabs, a vaginal

examination, Breast examination, blood test and cervical screening.
This usually cost €120 and includes the doctor ringing you to
explain the results. These women were advised to attend for an
annual check-up and the gynaecologist informed them to be aware
of a false negative rate associated with cytology testing.
Some of the women not from Ireland did not know that cervical
screening was a free service. The women from Eastern European
and from Sweden all remarked that the GP did not use a Gynae
Chair. In their countries all sample takers used Gynae chairs to
facilitate easier access. One of women that had cervical screening
done in Ireland 10 years ago did not return for repeat cervical
screening because she felt the bed their used in the GP was ‘not fit
for purpose’ and caused unnecessary pain and discomfort. Women
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from eastern Europe heard friends talking about screening and felt
the bed was archaic.
Some of the women that were not from Ireland felt that language
was a barrier to accessing and utilising healthcare. Women spoke of
knowing other women from their countries that came to Ireland to
mind their grandchildren and did not know any English. Their
daughter or daughter-in-law had to translate for the GP. All of the
women stated that they did know there were translation services
available in the GP setting but were offered it was in hospital
appointments.
All of the Settled Ethnic Minority women in the study had good
conversational English to participate in the study and lived in
Ireland for more than 10 years. Despite this, they distinguished
conversational language and medical language as different. Medical
language was not used in everyday conversations and they found
their results very hard to translate. They described bringing the
results which had been reported in their native language and the GP
could not understand them as they were reported using different
terminology that was not used in Ireland. They tried to translate it
using a dictionary but it did not make sense. Non- Irish women all
described that they felt under a time pressure with the GP and
because English was not their first language, being very frustrated

Struggling with the sexual self’
This element focused on how women saw themselves and other
women ‘sexually’ and how this influenced their behaviour towards
cervical screening. There have been so many changes to society
affecting women’s values and beliefs the last 30 years, making
women refer to themselves as a different generation from women
under 50 years. The conversation about HPV testing was like
opening Pandora’s Box, as it uncovered women’s views in relation
to their sexual behaviour, what influenced this behaviour, perceived
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social norms in relation to sexual behaviour and why women felt like
a different generation compared to women younger than 50 years.
Women adopted the coping strategy of ‘Distancing’ to help deal
with the vulnerabilities of feeling like a different generation.

Feeling like ‘a different generation’ from women under 50 years
Women over 50 years felt they were a ‘different generation’ in the
way that they viewed HPV as a sexually transmitted infection (STI)
and how they viewed sexual attitudes and behaviours.
Most of the women interviewed never heard of HPV infection or
testing as it has not been implemented as part of the screening
programme in Ireland. I explained to all women that HPV is a
common STI (9 out of 10 women have it) and our immune system
usually clears the virus without any help and for some women this
can cause abnormal cells to develop. Women across all the groups
were shocked to learn that HPV infection can cause abnormal cells
and is an STI, despite the majority of women knowing that multiple
partners increased their chances of developing a cervical cancer.
The majority of women had never heard about HPV infection and
appeared really confused about this revelation.
Women had a positive or negative reaction to the introduction of
HPV testing; which ultimately changed their perception of
screening. The Settled Ethnic Minority women and most of the
women who were up-to-date with screening welcomed HPV testing.
They welcomed the increased sensitivity of HPV testing and its
potential longer screening interval if the test was reported as
negative.
However, there were some concerns across all the groups regarding
HPV infection. On learning HPV was acquired through sexual
transmission and condoms would not prevent transmission, women
identified with feeling vulnerable because they could not control
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getting the virus. They began to focus on the word STI and not HPV
infection.
The majority of women that I interviewed were with long-term
partners and questioned why they would need a test for an STI.
Some women asked how it could be possible to be HPV positive as
she always had normal smear tests. Women connected this to a
partner cheating. Women felt that this would be a great test for
women who were sexually active with different partners, but not for
them.
All of the Traveller women felt that their perception of cervical
screening had changed and they would now consider it a sexual
infection. This conjured images of ‘being dirty’, ‘impure’ ‘not being
an honest person’ and ‘not marrying well’. They thought that
Healthcare professionals should not tell women about this link as it
would stop women attending screening
Some women would be embarrassed about being tested for HPV
infection. This changed their perception of screening, as having an
abnormal smear test was seen as a ‘normal’ and it would not be
linked to promiscuity.

Distancing
Women adopted the coping mechanism of distancing to deal with
the vulnerabilities of being a different generation.
Societal influences women to view sexual activity normal in
monogamous relationships. In this case women distanced themselves
from potential discomfort of being uncomfortable talking about
sexual behaviour. This is evident in their language ‘referring to
down below’ or ‘private department’ avoiding the word vagina.
Most women stated that vagina was a ‘harsh word’ and one that they
did not like using.
Women

were

not

comfortable

engaging

in

conversation;

depersonalising the situation by talking about other women’s sexual
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behaviour. Women distinguished themselves from other women;
talking about ‘other women’ retained that ability to distance
themselves without fear of judgement.
Irish women felt that there was a stigma with regard to women over
50 having sexual intercourse and they felt different than younger
women in their attitude toward sexual behaviour. Numerous women
explained that their friends were more ‘sexually active’ now than in
their twenties, and added that women in their fifties have a new lease
of life and are much more sexually ‘risky’ as they don’t have to
worry about getting pregnant.
Many women strongly denied that Religion was an influencing
factor now. They expressed a great deal of anger and upset with the
Catholic Church and especially with the Church hierarchy. Women
mentioned having to deal with body shame from listening to
destructive message that their bodies were a source of sin growing
up. Women described what kind of clothes they had to wear, skirts
below knees, showing flesh would be seen as leading on men. Their
mothers and society at that time were strongly influenced by the
Catholic Church therefore they attributed negative feelings towards
her body as a result of how they were brought up.
Women remembered what other women have suffered at the hands
of the Catholic Church and the State. Women spoke about how
scared they were of getting pregnant and hearing about other
friends/family that were taken away to have their babies. Women
spoke of the horrific revelations from the Magdalene Laundries and
the Mother and baby homes in Tuam. Women felt there was so much
damage done.
Women felt happy for their daughters not having this ‘baggage’.
Women described living in a very liberal world for women sexually
but still felt trapped due their up-bringing.
Women who did not attend screening described themselves as
healthy and adopted health behaviours but avoided engaging with
CervicalCheck. They adopted a pick-and-mix approach to health
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behaviours, picking some like attending BreastCheck but avoiding
others

Feeling unsafe as a woman in Ireland incorporates ‘Eroded Trust’,
‘Growing cynicism with women’s Health services’ and ‘Having no
choice: clutching at straws’
Women discussed the differences in women’s attitudes and
perceptions pre and post the cervical screening scandal.

In this

chapter, women are responding to the sea change in attitude from
women describing that they feel lucky that they can avail of a
cervical screening programme to being shocked at this breach of
trust. The reality of developing cervical cancer has entered women’s
lives and has escalated women’s feelings of vulnerability.

This

breach of trust caused women to distrust not only the cervical
screening programme but all women’s health services. Some of
womens screening behaviour change in responds to the scandal but
women are left needing and wanting more, feeling like they have no
choice.
Eroded Trust
After the cervical screening scandal women were very concerned,
worried, upset and overall let down by CervicalCheck and the HSE.
Most women stated that they were never told that cytology tests had
a false negative rate. Therefore, women understood that if they
attended cervical screening, they would protect themselves by
detecting early cell changes before they developed into cancer.
Women did not know the difference between tests being described
as diagnostic or screening. To them all test were diagnostic in nature,
women questioned why were they not told that the smear test does
not always detect abnormal cells. All of the women spoke of being
shocked and disappointed as they had such trust in cytology tests.
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The most upsetting thing for women was the non-disclosure of the
audit results to affected women. Women found it very upsetting that
consultant’s did not think it was their job to disclose results of
audits. Women saw a difference to being a consultant and working
as a GP. They described GP’s as doctors that knew them and their
family. A rapport had been built with some describing the
relationship as a friendship. The consultant is viewed as working in a
‘conveyer belt system’ often moving between 2 rooms seeing their
patients. Women felt that consultants don’t have the time to make a
relationship and everything is done far too quickly. Women
described the care they received in the GP as a partnership approach
where the GP collaborated with their patients to decide the best
treatment. Women described the hospital consultant dictating what
to do because it was the best thing for you, not adopting a
partnership approach for women’s healthcare.

Women felt that CervicalCheck’s avoidance of facing the issue and
trying to improve safety measures when reporting smear tests, it
should have been the response of the programme once the audit
highlighted discrepancies in such a volume of women. They were
disgusted that CervicalCheck and consultants could not agree who
was best placed to deliver this news. All of women felt it was the
Consultants role to explain audit results to women and explain its
significance. Women felt hurt that consultants would not deliver
medical information to them, questioning how it was allowed to
happen

Growing cynicism in Women’s Health
Women referred to a history in Ireland of cover-ups for women.
Women questioned how they could trust the HSE when it tried to
cover up such failures. Trust was broken not only for CervicalCheck
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but for all HSE services. Women made reference to recent Maternity
scandals in Portiuncula, Portlaoise, Sligo and Salvita in Galway.
Women also mentioned other scandals that have added to distrust of
Consultants;

Dr

Michael

Neary

and

also

the

use

of

symphysiotomies. Women questioned how have consultants been
allowed to treat women like this and wonder would men be treated
like that. some women recollected Consultants being ‘like God’
deciding what was in our best interest.
Overall, it left women feeling sceptical of all medical and screening
tests. Women questioned if BreastCheck would have the next
scandal and joked they will ‘probably try to cover up that too’.
Women felt that this would affect future interaction with
Consultants. Women explained that they had lost trust in the delivery
of healthcare and would feel that they have to ask more questions
about their diagnosis and test results.
Having a choice; Clutching at straws
Women wanted more from the cervical screening programme and
the HSE. Women that were up-to-date and passionate about
preventative screening felt dreadful for the women that have
developed cancer but would continue to attend screening as they felt
they had no choice. Women felt vulnerable and exposed with the
cervical screening programme but at the same time did not want to
stop screening
Up-to-date women were really worried about the accuracy of their
smear tests and questioned should they attend and get a repeat
cytology test. Some of the women that were up-to-date with
screening had already discussed this with the GP and had their smear
test repeated. Women felt they had no choice but to trust the system
and questioned what else they could do but get it repeated.
Women that never or were not up-to-date with cervical screening felt
that the cervical screening scandal validated their feelings in relation
to non-attending. Women felt that they were no better off than
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women that were up-to-date with screening as they can’t be sure that
their cervical screening s were reported accurately

The overall theory is: Spiralling Vulnerabilities. In the first chapter women
needed to rationalise their behaviour in relation to screening in order to
overcome their vulnerabilities to attend screening. In the 2nd Chapter,
women struggled with their sexual self. This was attributed to their Catholic
upbringing and its negative views about sexual activity. In the third chapter
women feel very vulnerably in relation to the how women were treated in
the cervical screening scandal. Due to the scandal, women’s vulnerabilities
escalated causing them to spiral upwards.
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Appendix XXII Reflective diary about the women from the Traveller
Ethnic Minority group
The first thing that stood out is how proud Travellers were of their culture
and heritage. All of the women I interviewed grew up in caravans but now
live in houses. They had no desire to live in a caravan, and referred to it as a
young person’s thing to do - not for the cold Irish weather. Many of the
women referred to having bad chests as a result of living in damp conditions
and a lot complained of asthma and COPD. Some of their children travelled
in caravans in England and loved the lifestyle. All of the women either
smoked cigarettes or e-cigs. Some had been smoking e-cigs for over four
years. They could not totally give up cigs.
I felt really sad leaving the interviews with the Traveller women and needed
time to articulate why I felt like this. It was obvious that serious health
disparities existed - women from the Traveller Community appeared to have
poorer health than settled women, with asthma, COPD and chest issues.
They visited the Doctor much more than settled women, requiring repeat
prescriptions, but were not inclined towards preventative health. They
described the 50s as the ‘dangerous age’ for women from the Traveller
Community, knowing women who have died, talking about attending
funerals in the last month and accepting death in this age group as
normal. To be 60 was considered to be old. This was unique to this group.
They are very fearful of cancer and find it difficult even to say the word. It
was as if saying it aloud might even bring it on. They often referred to
Cancer as the Big C. Greatly influenced to screen if family history. Spoke
about the ‘genes’ that run in families, making it likely that they will develop
the disease. Travellers like to use a capital T when describing themselves.
Women talked about self-caring behaviours, mentioned a number of
different healthy behaviours, walking, trying to lose weight, reading
nutritive food labels, behaviours very similar to settled women. However,
women from the Traveller Community could not recognise women who
were overweight. Travellers definitely do not see being overweight as being
that unhealthy, either for themselves or their children. They often described
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somebody as being “strong”, which appeared to be a compliment when
given, when I would have seen that as being overweight. They referred to
women from the Traveller Community being bigger women. When asked
what this meant, they mentioned that the older women were taller and
stronger. They did not recognise that there is a problem with obesity in
travellers -one in four travellers is overweight/obese. One mother who had a
10-year-old girl described how she saves €6 a week to send her girl to
boxing for exercise, and also tries to bring her for a walk too. She told me
her daughter was teased at school for being overweight but she tells her
daughter that she is well-built and tall and Travellers are naturally big and
that is normal. I definitely felt they had a skewed perception of what
overweight was.
A lot of the women I interviewed had learnt to read in the last 10-12 years.
They loved the technology that allowed them to read harder words, like the
iPhone (that she saved for). They described ringing a friend if a daughter
was stuck with a word. Some mentioned being very proud of daughters and
sons in school learning to read/write. – she spoke about how sad her
schooling was, left in a corner, knitting and sewing, not learning to
read/write - not thinking it was fair. Mentioning her twin brother. Sadly he
committed suicide five months ago, suffered from mental health issues - did
not visit GP. All of the women I interviewed spoke of loss due to suicide
and both physical and mental well-being is very NB to them.
Women from the Traveller Community were extremely private about their
bodies and described it as a very NB trait in their culture. This is passed on
from mother to daughter. The importance of having one husband - getting
one that doesn’t drink and smoke or do drugs. Women from the Traveller
Community felt that settled women are much ‘looser’, mentioning that
Traveller men often have affairs with settled women. Referred to vagina as
‘down there’. Uncomfortable talking about sexuality. Being highly
embarrassed having procedure done. Not wanting to bring home leaflets
especially with graphic pictures, due to fear of partner seeing these
images. Women even stating that their daughters should not be undressed in
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front of their partners. Keep pyjamas on in bed. Religion is very important,
and something that is held in very high regard.
Most of the women talked about and were heavily influenced by Jade
Goody. They spoke about how young she was and had great sympathy for
her. They felt that older women’s need for screening was just as valid as
younger women’s. Despite receiving information about screening and
working as a Community Traveller health advocate, some were not up to
date with screening. Asked if they promoted screening they replied that they
did and it did not matter that they did not screen as the women did not know
that. It wasn’t important. Greatly embarrassed by the smear taking
procedure. All women from the Traveller Community dreaded having the
smear test, some mentioning that the practice nurse played music, reassured
them when waiting for results. Some had irrational worrying, ringing
practice every day asking for results. Women from the Traveller
Community had great trust in cervical screening. They felt that HPV testing
would need to be sensitively introduced. Mentioning that cervical cancer is
caused by an STI would make women think that as they only have one
partner that they are not at risk or that if they are clear when younger there
is no need for screening when older. Self–testing was 50/50. Some thinking
it was a great idea while others spoke of not trusting themselves, needing a
GP/nurse to do it. One lady mentioned that women Travellers thought the
procedure for self-testing for BowelScreening was disgusting.
Three of the women who worked for PHC programmes are called
Community Health Workers promoting Traveller health in the community
and loved their role as educators in the community. They felt truly proud of
this achievement and it gave them a sense of worth.
They felt that Doctors/Practice Nurses were the most influential source for
advertising CC. The Traveller health educators in the community were also
brilliant. Travellers trust Travellers so this type of education is good.
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Appendix XXIII Example of line-by-line coding
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Appendix XXIV Coding using NVivo (Round 3)
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Appendix XXV Example of focused coding using NVivo
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Appendix XXVI Memoing: Overcoming risk; Weighing up the
risk/Needing a nudge/Making cervical screening taking more
appealing/Improving the cervical screening taking procedure
Memoing: Over-coming Risk; Weighing up the risk/ Needing a nudge/
Making cervical screening more appealing/Improving the cervical screening
procedure
Weighing up the risk
A commonality amongst all groups of women is their dislike of the cervical
screening procedure. As a result women engaged in rationalising behaviours
to describe how they came to their decision. All women did this by
‘weighing up the risk’. This involved evaluating their perception of their
risk of developing cervical cancer against their psychological distress of
having a smear test done. Up-to-date women frequently overcame this
‘resistance’ as numerous factors heightened their perception of the risk of
developing cervical cancer; family history of endometrial or cervical cancer
or knowing someone who had an abnormal smear test, being worried about
or having a fear of developing a cancer, multiple sexual partners. Some up
to date women described just ‘needing to know’ and doing what they
believed was the ‘right thing’. Women felt reassured by attending cervical
screening.
Women who never attended for a smear test also engaged in rationalising
behaviour. Women who never attended did not deem themselves at risk of
developing cervical cancer (they described themselves as positive thinkers)
and felt the smear test would cause too much psychological distress and
decided not to attend cervical screening.
None of the women interviewed had heard of HPV self-testing but were
delighted that someone had developed this new test. All the women were
disappointed to hear that it wasn’t a blood test but relieved that a speculum
was not used. This was offered hypothetically as a urine or swab test.
Women who never attended cervical screening perceived their risk as very
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low for developing cervical cancer yet all of them would engage in HPV
self-testing.
However, the women from the Traveller Community and half of the women
who were up to date stated they would not trust themselves doing the HPV
self-test and would prefer a smear taker who was trained to do the smear
test.
Needing a nudge
Women who were not up to date with cervical screening knew that it needed
to be done, but they often put it to the back of their minds. I referred to this
in my study as ‘procrastinating’. In my study, women who procrastinated
needed a ‘nudge’. This ‘nudge’ was often given by a friend, seeing an
advertisement, being involved in the study (talking about screening), or
being ‘caught on the hop’. This involved the sample taker offering to do a
smear test while being present for another appointment. Women who were
up to date also referred to all of these as useful for prompting cervical
screening.
Making cervical screening more appealing/Improving the cervical
screening procedure
Making every contact count illuminated women’s perceptions of what they
should be offered to encourage them to have a smear test. It was very
obvious that for all groups of women the relationship with General Practice
was extremely important and influenced screening behaviours. Women
spoke about their relationship with their General Practice; GP, sample taker
and the secretary. Attentiveness, competence, personality traits, the
provision of information and including them in their plan of care were
imperative to building a trusting relationship. Humour, being genuine and
being able to listen were mentioned as the most important personality traits.
Having the GP and practice nurse not just focus on physical well-being but
to enhance optimal spiritual and mental well-being was also important.

345

Most women liked the option offered within general practice of a female
sample taker. Most of the women that were up to date would not feel
comfortable with a male sample taker, even though some had a male
Gynaecologist or Obstetrician. They differentiated the experiences of having
a baby and needing a vaginal examination; not having a choice. Women felt
they made the decision to have a speculum examination done, to have a
cervical smear done. By offering a female sample taker, this made their
choice easier as they perceived it as less invasive.
Contact with the General Practice was different between groups. Most of
the up-to-date women attended the GP yearly for blood tests and
differentiated a screening appointment from a symptomatic appointment.
Most women who had medical cards attended the GP very regularly with
complaints of pain, asthma, Crohn’s disease but were not up to date with
cervical screening. They associated attendance with symptomatic care, and
health screening was not given priority. Cervical screening was not
discussed or offered while attending for an appointment.
The majority of women who were fully up to date reported a positive
experience with their sample taker. However, some felt that this process
was rushed and needed to incorporate a conversation about general wellbeing. Women who were not up to date spoke about making the smear
taking experience specific for women over 50. They mentioned having a
BP check, getting bloods done, incorporating holistic care for a full
women’s check-up; making it more attractive to attend. One woman referred
to this as having ‘a full NCT’. They also spoke about having Saturday
morning appointments and an option of evening appointments, to help
women who work full-time, care for children/grandchildren etc.
Women not recognising when they had a smear, mixing it up with having
swabs or other procedures.
Some of the non-Irish women had negative experiences accessing and
utilising healthcare in Ireland. They found it hard to accept a system that
accessed a GP first and if further investigations were warranted they were
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then referred to a specialist Consultant. The Health care system is different
in their countries where they can self-refer to a specialist consultant. They
are used to seeing a Gynaecologist for all Gynae care.

Women described

the process of being referred to see a specialist and needing a scan in Ireland
as extremely tedious. The waiting list to consult a Gynaecologist is 18
months and the waiting list for a pelvic scan is 10 months. Although women
from Eastern European were up to date with cervical screening, they did not
avail of this in Ireland. Three of the women from Eastern Europe had never
attended for a smear test in Ireland and were not registered with
CervicalCheck. Two of the women did not know what CervicalCheck was
and the other knew that CervicalCheck offered free cervical screening but
thought there was a consultation fee with the GP. They preferred going
home to their native countries and attending their Gynaecologists. They did
this every 12-18 months. They felt the screening interval in Ireland, which
is 5 years, is too long. In Poland and Lithuania women can self-refer to a
private gynaecologist that offers a full women’s health check. This includes
a pelvic scan, STI swabs, a vaginal examination, breast examination, blood
test and cervical smear. This usually cost €120 and included the doctor
ringing you to explain the results. These women were advised to attend for
an annual check-up and the gynaecologist informed them to be aware of a
false negative rate associated with cytology tests.
Some of the women not from Ireland did not know that cervical screening
was a free service. The women from Eastern European and from Sweden
all remarked that the GP did not use a Gynae chair. In their countries all
sample takers used Gynae chairs to facilitate easier access when having a
cytology test done. One of women who had had a cytology test done in
Ireland 10 years ago did not return for a repeat test because she felt the bed
they used in the GP was ‘not fit for purpose’ and caused unnecessary pain
and discomfort. Women from Eastern Europe heard friends talking about
screening and felt the bed was archaic.
Some of the women who were not from Ireland felt that language was a
barrier to accessing and utilising healthcare. Women spoke of knowing
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other women from their countries that came to Ireland to mind their
grandchildren and did not know any English. Their daughters or daughtersin-law had to translate for the GP. All of the women stated that they did
know there were translation services available in the GP setting but were not
offered in hospital appointments.
All of the non-Irish women in the study had good conversational English to
participate in the study and had lived in Ireland for more than 10 years.
Despite this, they distinguished conversational language and medical
language as different. Medical language was not used in everyday
conversations and they found their results very hard to translate. They
described bringing the results which had been reported in their native
language and the GP could not understand them as they were reported using
different terminology that was not used in Ireland. They tried to translate it
using a dictionary but it did not make sense. Non-Irish women all described
that they felt under a time pressure with the GP and because English was not
their first language, being very frustrated.
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Appendix XXVII Examples of concept mapping
Examples of concept mapping during analysis Round 2
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Examples of concept mapping during Analysis in Round 4
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Examples of concept mapping during Analysis in Round 5
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Examples of concept mapping during Analysis in Round 6
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Round 6 Concept Mapping of Theory
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Appendix XXVIII Example of presenting findings to supervisors
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