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ABSTRACT

Objectives To explore patients’ experiences of bowel
cancer screening and its promotion, and perspectives

on possible input from general practice for improving
screening rates.

Design Qualitative focus group study underpinned by a
phenomenological approach.

Setting Three general practice clinics in metropolitan
South Australia.

Participants Thirty active general practice patients,
aged 5074 years (60% female) who were eligible for the
National Bowel Cancer Screening Program.

Findings Factors affecting screening were described,
with particular concerns regarding the nature of the test,
screening process and culture. There were mixed views
on the role for general practice in bowel cancer screening;
some participants appreciated the current process

and viewed screening as out of scope of primary care
services, while others were in support of general practice
involvement. Roles for general practice were proposed that
comprised actions across the continuum from providing
information through to reminders and the provision and
collection of screening kits. With a view that multifaceted
strategies are required to encourage participation,
community-based solutions were suggested that centred
on improving screening culture and education.
Conclusions There was a view among participants that
general practice could play a useful role in supporting the
uptake of the National Bowel Cancer Screening Program,
however participants saw a need for multiple strategies at
different levels and under different jurisdictions.

INTRODUCTION

Globally, bowel or colorectal canceris the third
most common cancer and the fourth most
common cause of death from cancer.' The
projection of bowel cancer mortality, using
the WHO mortality database in 42 countries
located in Asia, Europe, North America and
Oceania shows an increasing trend up to year
2035, which is partly explained by changes
in risk factors as well as population growth
and ageing.' In Australia, bowel cancer is the
third most commonly diagnosed cancer, and
second most frequent cause of death from
cancer.” According to the Cancer in Australia
2019 report, bowel cancer accounts for 6.4%
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Strengths and limitations of this study

» Participants were recruited by general practitioners
and general practice staff.

» Recruiting through general practices meant study
participants had insight into interactions within this
setting.

» There was potential selection bias towards individ-
uals predisposed to using the kit, valuing health and
having a good relationship with their practice.

» People with low English literacy, and poor health
were excluded from the study.

of all cancer hospitalisations as primary diag-
nosis.2 In 2008-2009, bowel cancer had the
highest expenditure by the health sector in
Australia, incurring a total expenditure of
over $A427 million that included associated
costs for hospital-admitted patients, out-
of-hospital expenses and pharmaceutical
expenditures.”

Up to 90% of deaths from bowel cancer
are preventable with early detection, indi-
cating the significant benefit of effective
prevention and screening programmes.*
National population-based bowel cancer
screening programmes have been imple-
mented in a number of high-income coun-
tries such as the UK, Canada and Australia,
aiming to detect cancer lesions at early stages
and prevent progression to invasive cancer.’
In Australia, the National Bowel Cancer
Screening Program (NBCSP) was established
in 2006, offering people aged 50-74 years
free screening every 2years using an immu-
nochemical faecal occult blood test (FOBT),
requiring two samples. The kit is completed
at home and test results are returned to
both the individual and their nominated
health professional. Participants who return
a positive result are advised to visit their
general practitioner (GP) with the purpose
of arranging colonoscopy examination.
Programme data show that, in general, partic-
ipation in the NBCSP is unacceptably low,
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especially among people receiving their first invitation,
and disparities exist based on socioeconomic status, loca-
tion, age and gender.®” The most recent NBCSP moni-
toring report shows that of the 4.1 million eligible people
invited in 20162017, 41 % participated in the programme
and the rate remained the same as in 2015-2016.” Model-
ling by Australian researchers has suggested that if these
rates were at 60%, approximately 70000 deaths could be
prevented by 2055.°

Studies have investigated barriers to, and enablers
of, bowel cancer screening uptake. Fatalistic views
about cancer,9 10 procrastination,11 lack of awareness of
bowel cancer risk and knowledge about the screening
programme,’ '* embarrassment and the unpleasant
nature of the test'" " '* are reported as key barriers to
participation in bowel cancer screening. There are also
studies examining the impact of the screening setting (ie,
home vs healthcare facility) indicating that being asked
to do a ‘home test’ reduces the perceived importance of
screening, leading to delay or decline of the screening
test."* Studies from Australia and other countries strongly
suggest that a GP’s endorsement and positive recommen-
dation to patients to take part in bowel cancer screening
is an enabler to screening uptake,’ '* *'7 explained by
issues of trust in the medical profession and a sense of
obligation.'® A study reviewing evidence on predictors
of bowel cancer screening found GPs’ involvement in
the decision to undertake screening to be the strongest
predictor of participation, particularly for people with
lower literacy levels."”

In the context of the Australian health system, GPs
are well placed to promote the uptake of bowel cancer
screening® and are central for the success of the
NBCSP.*! The NBCSP Primary Health Care Engage-
ment Strategy 2016-2020, developed by the Australian
Government, encourages greater involvement with
primary healthcare providers and GPs in the delivery
of the NBCSP.** As a result, a national action plan has
been developed to detail the role of GPs including iden-
tifying eligible patients, encouraging those that receive
a kit to participate, managing atrisk individuals and
informing patients of national recommendations around
screening as well as strategies to support general practice
such as tools, resources and professional development.?
A gap is however visible in exploring people’s perspec-
tives on the role of general practice and strategies that
encourage screening participation through general prac-
tice interventions. Previous research has mainly involved
patients/public in identifying barriers and enablers to
screening.'’ ' #* Given the high burden of bowel cancer,
stronger engagement with patients is essential to explore
their perspectives on the role of general practice, and the
effectiveness and feasibility of GP-centred strategies that
may positively impact on their decision to participate in
screening.

This study aimed to better understand people’s percep-
tions of bowel cancer screening in Australia and the poten-
tial role of general practice within the broader context of

multifaceted strategies to improve screening uptake. The
results from this study will contribute to the knowledge
about general practice bowel cancer screening strate-
gies which may have the potential to increase screening
participation and to reduce bowel cancer prevalence and
mortality.

METHODS

Participants and procedure

A qualitative study was conducted, based on focus group
discussions with patients recruited from three general
practices in metropolitan Adelaide, South Australia in
December 2018. Four general practices were initially
invited to take part in the study; three agreed. All prac-
tices were based in low socioeconomic areas of Adelaide
according to the Australian Bureau of Statistics’** socio-
economic indexes for areas rankings (ie, second decile,
where lower deciles reflect greater disadvantage). A
purposive sampling method was employed whereby GPs
and practice staff were asked to identify potential partici-
pants from their patient lists (based on professional expe-
rience and existing knowledge). Staff selected individuals
who were eligible for the NBCSP (aged 50-74 years)
and whom they perceived as likely to provide the most
detailed insights into their experience of bowel cancer
screening and the role of general practice. Exclusion
criteria included insufficient understanding of English
to participate in a focus group, poor health, cognitive
impairment and recent personal and/or familial bowel
cancer experience (to prevent potential distress). Each
practice facilitated the provision of invitation letters
(including both information sheet and consent form)
from the researchers to 20 potential participants. The
target was six to eight participants in each focus group,”
with the decision to send invitations to 20 at each practice
based on the response rates achieved in similar previous
research.

Two focus groups were held in each of the three prac-
tices, facilitated by the first two authors. Individuals who
agreed to participate (n=40, 67%) directly notified the
researchers and confirmed their preferred focus group
date. Ten individuals did not attend the focus groups
therefore participants included 30 adults (practice 1:
n=13; practice 2: n=4; practice 3: n=13), 60% female.
Demographic details of the participants were not
collected. Focus group questions centred on participants’
knowledge about bowel cancer; understanding of and
experience with cancer screening; perceptions on current
promotion of bowel cancer screening and thoughts on
the role of general practice including the value of previ-
ously tested activities. While participants may have inad-
vertently revealed their screening status throughout the
course of the focus group, to encourage open conversa-
tion without judgement the facilitators did not explicitly
ask participants to declare how many times they had been
individually screened. The focus groups were conducted
in community centres local to each practice and ran for
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an average of 75 min. With participants’ permission, focus
group sessions were audio recorded and subsequently
transcribed in full. Each practice was reimbursed $A1000
for their support with the recruitment and participants
were provided with refreshments and a $A25 gift voucher
in recognition of their time and involvement in the study.

Analysis

Data analysis, combining transcript-based and note-
based analysis, was informed by the phenomenological
approach, with assistance from NVivo software.* *° Using
phenomenological principles allowed an understanding
of participants’ lived experience in their own voices,
with facilitators’ biases bracketed so as not to influence
the findings.?” Each facilitator took field notes during
the session, with emerging themes discussed at the end
of each group. These discussions informed whether
any changes should be made to the questions asked in
subsequent focus groups. At the conclusion of the data
collection period, each facilitator derived ‘meaning units’
from the transcripts, their notes and experiences of the
sessions. The two sets of meaning units were clustered to
form themes. Transcripts were then reviewed based on
these themes to identify ‘significant statements’, many of
which are presented in the ‘Results’ section.”

Patient and public involvement

Patients were not involved in the design of the study, but
they were involved throughout the data collection phase.
The focus group questions aimed to maximise opportuni-
ties for participants to share their perspectives on bowel
cancer screening and strategies to enhance screening
uptake. All study participants were provided with
detailed information confirming the time commitment
and process of participation to enable them to provide
informed consent. Each participant received a phone
call in the days prior to the group to confirm their atten-
dance, clarify dietary requirements and answer any ques-
tions. Participants were not invited to contribute to the
interpretation or writing of results but were provided (if
they desired) a summary of the key findings. They were
also informed that their general practice had received the
summary and were encouraged to continue to speak with
their GPs and broader personal networks about the value
of bowel cancer screening.

RESULTS

Factors affecting screening, roles for general practice
and strategies to increase participation were represented
by three major themes emerging from the focus groups.
Each of these is discussed in more detail, with illustrative
quotes, in the following sections.

Factors affecting screening

Participants reported several factors influencing
their decision to participate or decline invitation for
bowel cancer screening. Enabling factors included

past experience (personal or familial) with bowel or
other cancers, gratitude for free programmes, valuing
screening, prioritising health, receiving encour-
aging advice from others, female gender and older
ages. Commonly discussed barriers included lack of a
supportive culture for bowel cancer screening; tradi-
tional upbringing in which bodily functions were not
discussed; the nature of the FOBT and overall process;
lack of urgency when the kit arrives in the mail; dislike
of colonoscopies; tendency to be reactive and fear of a
positive diagnosis (table 1).

The most significant barrier to screening expressed
by participants related to the nature of the test: “that is
the wall, that is the block, is just doing the test” (FG6/Male).
Even those who were regular screeners acknowledged
the unpleasant nature of the current test, although for
these participants the outcome was more important than
the process: “It’s embarrassing, it’s unpleasant and it’s totally
essential“ (IG5 /Female). Generally, barriers were related
to an aversion to dealing with faeces, the physical task of
collecting the sample (especially for those with mobility
restrictions), the need for storage and the process of
returning samples. Recent research exploring a blood
test™ was discussed with considerable support for this less
invasive alternative: “The sooner they get it in a blood test the
better (FG2/Male) .

Participants expressed confusion about the process,
with people finding it difficult to distinguish between the
NBCSP kits arriving in the mail which are provided by
the federal government at no cost, and those provided by
GPs which typically have to be paid for by the user. It must
be noted that GPs generally provide the immunochem-
ical FOBT, with instructions to provide two or three stool
samples depending on the instructions from the manu-
facturer of the particular test used by the practice.”’

This confusion was compounded by the irregular
arrival of kits; some participants had never received one,
while others reported receiving them intermittently: “/’ve
only ever had two, one when I was in my early 50s and one when
Twas in my 70s, so that’s a long way in between” (FG6/Female) .
Participants were also unsure about the administration
protocol; namely how many samples were required and
whether these needed to be collected on strictly consec-
utive days.

There was concern that the NBCSP cut-off age was 74.
In each focus group, questions were raised as to why this
was the maximum age and what that might mean for
those older than 74.

I think why should it stop at 74, because even though
the incidence may be less in a very aged population,
then the ones that do get it end up spending weeks
in hospital, weeks of treatment, thousands of dol-
lars spent on them, instead of them doing a little kit
which you know could be every twoyears—that is a
drop in the ocean, even if they did the whole popula-
tion, to what I'm sure it would cost when people are
hospitalised. (FG6/Male)
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Roles for general practice

Many participants supported the notion that the Kkits
should be provided through general practice and that
this would help screening rates.

I feel that, if the General Practice is involved, then
like I said, it doesn’t come across as a voluntary thing;
because it comes in the post, you get the feeling you
can do it, or you don’t have to do it. It’s not an im-
portant thing. But coming from a doctor, you're in
that atmosphere of being in a doctor’s surgery, and
he hands you a pack, basically you're going to get
home and you’re going to do it. (FG4/Male)

Alternatively, other participants suggested several
advantages to the mail-out approach because it allowed
anonymity, privacy/discretion and did not require plan-
ning or scheduling from people.

I think it’s better for the packets to be sent to the
person’s home because, number one, they don’t have
to apply for it, they don’t have to go down to the doc-
tor’s office to get it, and they can do it in the privacy
of their own home, in their own time, their own way,
and yeah, it’s anonymous. (FG5/Female)

Potential roles of general practice (table 2) centred on
presenting information about the risks of bowel cancer
and necessary steps in the screening process, providing
and collecting screening kits and monitoring and sending
reminders. Participants felt that people tended to ignore
generic post but were more likely to pay attention to
personal letters from their GP/practice; “it’s someone that
you'’re familiar with rather than just somebody sends it to you
in the mail” (FG3/Female). The value of GP involvement
centred on trust, respect, confidence, familiarity and
the personal touch: “they treat you as an individual” (FG3/
Female), “and you're listened to” (FG3/Male). Participants
expressed respect for their doctor’s expertise and felt
that when a GP provided advice (ie, to complete a Kkit),
people would feel accountable to their GPs for following
the advice.

A number of participants felt that linking the screening
completion with some of the existing financial payment
systems or pairing the provision of a kit with a regular
Medicare-funded health check with the GP or prac-
tice nurse may increase participation. One participant
suggested: “they need a scheme like the private health insurance
thing where you get slugged in tax if you don’t sign up” (FG1/
Male).

Strategies to encourage participation

Participants viewed bowel cancer screening quite differ-
ently to other forms of screening because it appeared
that responsibility had been placed on the individual to
decide whether to take part. Participants acknowledged
value in greater involvement by general practice in the
process but also noted practical limitations of the context
in relation to staff turnover and difficulties associated
with accessing preferred doctors. There was concern that

if GPs were involved in screening it would put increasing
pressure on already overworked staff. There was a view
that GPs had other priorities during an appointment and
that health prevention was rarely the focus.

You don’t always go to a regular GP these days be-
cause it’s so hard to get in. You might go to three dif-
ferent doctors. (FG1/Male)

I get really concerned that GPs are overloaded now
and that we can’t really get through with what we
need to sometimes with the short timelines. (FG1/
Male)

If everyone’s going to be coming in with their samples
and everything... are we going to take the doctor’s
time away from patients that are needing it? (FG2/
Female)

In discussing methods for improving screening, priori-
ties centred on reducing fear of the process by explaining
its simplicity, training the next generation to be prepared
for screening, increasing understanding to enable
informed choices, decreasing stigma and providing far-
reaching information accessible to individuals who are
not regular visitors to general practice.

It’s a multiplicity approach, in my opinion to this is-
sue. It’s not just one approach, no. (FG6/Male)

Intergenerational strategies

One unique strategy focused on intrafamilial and inter-
generational dynamics and the impact these relationships
have on a broader screening culture. This emerged as
both a need to educate young people so that they would
be primed for screening later in life (thereby counter-
acting stigma); and as an opportunity for young people
to encourage their parents and grandparents to partici-
pate in screening (transferring awareness and education
generated at school into the home setting).

...preparing us to talk to our children so that when
they grow up, they can talk to their children, so that
it’s all open. You know, we can say: well you need to
have this test done and that test done, and the more
we’re open about it that takes away that fear, it takes
away that stigma ... It just becomes a part of life, that
these things have to be done. (FG4/Male)

Educational strategies

Content

The main strategy proposed to encourage participation
was education (table 3). Participants emphasised the
need for more information to be made available about
screening and the FOBT and about bowel cancer, risk
factors, symptoms and potential impact. Participants
thought that the instructions that accompany the FOBT
should be reviewed to ensure the process is described
simply: “do a diagram* (FG4/Female) . They also emphasised
a need for more statistics to be publicly promoted. They
were shocked by the information that bowel cancer is the
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second most common cause of cancer death in Australia
and that only 30%—-40% of eligible people complete the
kit. Participants felt that sharing this type of content
would help improve people’s understanding.

Similarly, they highlighted the value of personal stories
that make bowel cancer and its consequences for individ-
uals and their families real. There was a frequent view that
drawing on emotions is a valuable way of driving activity,
whether that be through the use of graphic images (eg,
colostomy as a result of bowel cancer) or prompting chil-
dren to request their parents participate. Furthermore,
drawing on the Australian sense of humour was discussed
as a potential mechanism.

Sources

Many different sources of information were deliberated
on, with general practices, hospitals and pharmacies
frequently mentioned. Participants also emphasised the
need to access people’s attention in places where they
might have time while waiting for services (eg, waiting
rooms, public transport).

The vets, libraries, train stations and trains. People
are sitting there (FG4/Female)...

Wherever the general public go (FG4/Male)...

Wherever there’s meetings... wherever people con-
gregate (FG4/Male)

Public facilities were seen as important and included all
of cinemas, pubs, pools, gyms, churches, libraries, shop-
ping centres, workplaces, schools and other community
centres (eg, Men’s Sheds, Country Women’s Association,
Rotary Clubs). In addition, mainstream and social media
platforms were identified as common sources of health
information, from newspapers (local and national), to
advertisements, medical programmes, morning shows,
and talkback radio programmes.

Format

In terms of the format of information, face-to-face educa-
tion was the highest priority: “Because seeing things is
much better than just hearing things or reading things“ (I'G4/
Female), although it was acknowledged that communica-
tion formats would likely differ according to the target
population (eg, younger people by social media, older
people more written/verbal strategies). Participants
spoke about information sessions run by communities or
GPs as potential avenues for opening up conversations
about bowel health. Furthermore, roadside billboards,
shopping centre booth handouts and pamphlets from
healthcare providers were all considered valuable ways
of displaying information. Participants determined that
materials must be made available in multiple languages
and information be disseminated regularly rather than a
one-off campaign.

DISCUSSION
Using a qualitative research method, this study engaged
with patients attending three general practices in low

socioeconomic areas of South Australia for their views on
bowel cancer screening, and priorities and activities for
improving screening participation, in particular the role
of general practice. Given the Australian Government’s
desire for greater GP involvement with bowel cancer
screening,” this study provides valuable information,
from patients’ perspectives, on potential activities that
could be used to inform future initiatives. The findings
from this study may also be applicable to other countries
that have population-based bowel cancer screening in
place.

The findings from this study reinforced the important
role that GPs can play in supporting the uptake of the
NBCSP in Australia. This finding is consistent with
evidence from our earlier research™ and other studies'®”'
illustrating that GPs could offer support with education,
advice, monitoring and active screening. The current
results underscore the importance of the personal touch,
trust, confidence, familiarity, expertise and personal
accountability that make GP recommendations to patients
particularly influential. From the perspective of the GP,
however, this individualised approach to a recommen-
dation for bowel cancer screening is very different from
the concept of ‘population-level screening’ proposed
through the NBCSP.****

There were concerns around GPs’ time and other
limitations related to access to preferred GPs and staff
turnover. Literature shows other challenges for GPs
including poor reporting systems to follow-up outcomes
and screening for those not currently eligible for the
national programme.”’ Given the multiple clinical and
administrative tasks for GPs, it is crucial to identify models
of GP engagement in a centrally organised bowel cancer
screening programme such as the one in Australia, to
ensure effectiveness, efficiency and quality.

This study also revealed the need for multiple activities
at different levels and under different jurisdictions (eg,
personal, familial, community, government). It was valu-
able to look beyond the practice boundaries for other
strategies for improving screening. Lewin’s equation™
suggests that behaviour is a function of a person and
their environment. In this study, family (ie, upbringing)
and social (ie, screening culture) environments
emerged as particularly strong elements in participants’
experiences of bowel cancer screening. The notion of
intrafamilial and intergenerational activities proposed
by participants to improve screening speaks to the need
to change the current environment, improve accep-
tance across the lifespan, reduce stigma and enhance
the bowel cancer screening culture in Australia. School-
based programmes have been successful in improving
preventive behaviours related to obesity or skin cancer
thus lessons from these models could potentially be
applied to inform intergenerational bowel cancer
campaigns.” * Furthermore, the Australian Govern-
ment has recently invested in a national bowel cancer
screening advertising campaign across TV, radio, social
media and outdoor advertising.”” The content, source
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and format ideas presented here offer potentially useful
insights for this new campaign.

The study has some strengths and limitations. The
recruitment of study participants through general prac-
tices was a point of strength. This means that the sample
comprised individuals who had insight into interactions
with healthcare providers and the conditions within
which they work. This sample was therefore able to offer
a unique perspective on activities for GPs in improving
bowel cancer screening. One of the study limitations was
the potential selection bias in the sample towards people
predisposed to using the kit, valuing health and having a
good relationship with their practice. Most participants
were active screeners and those that were non-screeners
may have felt unable to share wholeheartedly given the
majority of screeners in each group. It would have been
valuable to have more voices of non-responders but
unfortunately individuals who are not willing to partici-
pate in screening are often not willing to discuss it either.
It is also one of the challenges of recruiting through
general practices that individuals may not feel comfort-
able fully disclosing to practice staff that they have not
participated in screening. Furthermore, people with low
English literacy, and poor health who are likely to need
greater support and education were excluded from the
study. The diversity of the Australian population means
that tailored approaches at different levels need to be
developed to ensure equity in bowel cancer screening.

There would be benefit in conducting research in the
future with a broader sample that included diverse popu-
lation groups and those without a regular GP. It would
also be valuable to attempt discussions with a larger group
of non-screeners to gain further insight into the activities
that may affect their decision to screen. Future research
could also centre on identifying which general practice
non-screening patients would be most likely to be influ-
enced by general practice engagement (eg, based on
attitudes). In addition, based on suggestion from partici-
pants, future research should look to younger age groups
to canvas their views on screening. Similarly, intergener-
ational interventions should be trialled to investigate the
development of screening culture within families and
communities. Furthermore, regarding practice-based
activities, roles for practice nurses in encouraging
screening should be explored. Findings from the current
study add to the broader evidence base around priorities
for interventions to improve bowel cancer screening.
The next step may therefore be using co-design with
policy makers, healthcare providers and members of the
public®™* to create an intervention likely to maximise
benefits for bowel cancer screening in Australia.
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