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Background: People living in rural areas who have a diagnosis of cancer have

poorer outcomes than people living in urban centers. The reasons for this are

unclear. Little is known about the impact that living in a rural area has on the

diagnosis and treatment decisions of these people and how these may in turn impact

on care outcomes. Objectives: This study explored the reasons why people

living in rural areas may delay diagnosis and what issues affected the decisions they

made regarding their cancer treatment. Methods: In depth, semistructured

interviews were conducted with 18 participants from 3 rural Western Australian

health regions. Content analysis was used to develop themes. Results: Four themes

were identified to describe the rural cancer experience. The first 3 themes,

Experiences of Diagnosis and Referral, The Treatment Journey, and Managing your

own Care, relate to the experiences of rural cancer patients during their journey

through the health care system. The final overarching theme, Implicit Faith, described

the level of confidence that rural cancer patients had in the health system, often

despite delays and inconveniences. Conclusions: There is a need to improve

primary health care and care coordination for rural cancer patients living in

Australia and to promote self-advocacy and consumer empowerment for rural

cancer patients. Implications for Practice: Rural patients need help and support

throughout their cancer journey, including through the process of diagnosis.

M
ortality rates for people with a diagnosis of cancer
in rural Australia are significantly higher compared
with rates in urban areas.1 In particular, rural

people with a diagnosis of lung, colorectal, or prostate cancer
are 10% to 20% more likely to die of their disease than people
living in urban areas. Reasons for these discrepancies are
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unclear. However, rural areas in Western Australia (WA) have
fewer primary health services than urban areas in WA. In
particular, there are fewer general practitioners (GPs), limited
access to diagnostic services such as magnetic resonance imag-
ing, limited access to surgeons and medical oncologists, and
limited access to chemotherapy.2 Furthermore, radiotherapy is
available only in the Perth metropolitan area. The lack of such
vital cancer care services is likely to have a negative impact
on survival, and as remoteness increases, so too does the
probability of dying of cancer.3 At present, the WA Depart-
ment of Health is undertaking significant restructuring of
cancer services throughout the state. In rural areas, in an at-
tempt to address the disparity in cancer outcomes, a range of
measures is being implemented including the development of
regional cancer centers, multidisciplinary cancer teams, and
increasing access to oncology specialists in rural centers. Rural
cancer nurse coordinators (RCNCs) have been providing care
coordination and support services in rural WA since 2007.4

Delays in cancer diagnosis are linked with higher cancer
morbidity and mortality.5,6 International studies have shown
that when compared with their urban counterparts, rural and
remote people tend to present to a medical practitioner later in
their cancer trajectory.7Y9 Factors cited as affecting the speed of
diagnosis for rural people with cancer include comorbidities
that make early identification of symptoms difficult, seasonal
work leading to delays in presenting for medical attention, the
impact of informal social networks on health decision making,
and difficultly in scheduling medical appointments.10 There-
fore, people living in rural areas may have a cancer journey that
differs from people living in urban areas.

A number of studies internationally have found that people
living in rural areas receive treatment for their cancer that is
less than optimal.11Y14 Traveling to receive treatment is often
required by rural and remote people with cancer, and this can
be stressful and expensive.15 Financial concerns are also re-
ported to affect rural residents’ decisions about cancer care
more than their metropolitan counterparts.16 Several authors
have also suggested that rural people are more likely to refuse
treatment than people living in metropolitan centers.10,17Y19

It is important the impact of geographic location on diag-
nosis and treatment decisions made by rural cancer patients is
investigated. This information will provide the evidence on
which to base interventions that target provision of rural-
specific practical support and assistance.

This project aimed to explore the decision making of rural
people with a diagnosis of cancer. More specifically, the proj-
ect sought to answer the following questions:

1. Do rural people delay seeking medical attention for
suspicious symptoms that could be linked to cancer?

2. Do people with cancer living in rural locations in WA
make treatment decisions other than those recommended
by their GP?

3. How does location affect decisions made by rural people
with a diagnosis of cancer?

4. What issues, other than location, affect decision making
about cancer treatment?

5. What support services or information is required to assist
rural people when making treatment decisions about cancer?

n Methods

Ethics

Approval to conduct this study was granted by the human
research ethics committees of Curtin University of Technol-
ogy (HR 99/2009) and the Western Australian Country
Health Service (2009:16).

Design

A descriptive, exploratory qualitative design was used to ex-
plore the experiences of rural cancer patients. This type of
method allows for a broad exploration of a topic, about which
little is currently known.20

Setting

Participants were recruited from 3 health regions in WA: the
Great Southern, which is the most southern region in WA;
the Wheatbelt, which surrounds the northern and eastern
parts of Perth’s metropolitan boundary; and the Midwest
region, which covers the central west of the state. These areas
were chosen because they represent a cross section of Western
Australian rural communities including agricultural, coastal
retirement, mining, and remote communities and a variety of
rural settings described by the Rural, Remote, and Metro-
politan Area Classifications21 as ranging from zone 4 (small
rural center) to zone 7 (remote center). Each region has in
excess of 250 people with a diagnosis of cancer each year.22

Sample

Purposive sampling was used to identify participants diag-
nosed with cancer in 2008 or 2009, with a range of cancer
diagnoses and cancer experiences including having treatment
in the nearest regional center or traveling to an urban center
for treatment.

Inclusion and Exclusion Criteria

Subjects were included if they were older than 18 years,
English speaking, able to provide written informed consent,
at least 3 months postdiagnosis, and considered well enough
to participate in interviews by the cancer team in each region.

Subjects were excluded if they had any cognitive deficits or
communication difficulties.

Procedure

Eligible participants were identified by RCNCs or the pallia-
tive care coordinator who introduced the study and ascertained
potential participants’ suitability and interest in participat-
ing. People who were interested in the study were sent an
information pack by the research assistant (J.S.) that included
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a study information sheet, consent form, and a stamped, ad-
dressed return envelope. They were asked to return the signed
consent form if they wished to participate. On receipt of the
consent form, potential participants were contacted by the re-
search assistant to arrange an interview.

Semistructured interviews were conducted either face-to-
face or on the telephone, depending on participant location,
participant choice, and accessibility. The interviewer (J.S.)
was a health professional with experience in research inter-
viewing. Time was spent with participants prior to interview
commencement to develop rapport and enhance the quality
of data collected. An interview guide included questions aimed
at identifying key issues that most influenced decisions relat-
ing to diagnosis and treatment, including choice of treatment
location (city or rural area), the type of treatment chosen,
information provided to help inform decisions and practical
needs (see Appendix 1). An event history calendar was used to
measure delay in seeking diagnosis and treatment for sug-
gestive symptoms.23 This technique aimed to reduce recall
bias by relating patient experiences to memorable dates in the
previous year.24

Data Analysis

Data were managed using NVivo 8 software (QRS International,
Cambridge, MA). Key concepts that affected treatment decision
making of rural cancer patients were identified using inductive
content analysis.25 Each transcript was read and analyzed inde-
pendently by 2 researchers (R.M., K.H.), and intercoder agree-
ment was determined to ensure a similar understanding of
concepts and developing categories.26 Consensus was then reached
between researchers about each concept, and then about each
category as they developed. Categories were developed to describe
the experiences of cancer patients living in rural WA. Rigor of
the analysis was ensured by applying the criteria of credibility,
auditability, neutrality, and fittingness.27 Credibility was main-
tained by the researchers completing independent coding and the
use of member checks with participants and 1 RCNC (J.K.), to
ensure that categories accurately captured issues being discussed.
Auditability was demonstrated by keeping memos to document
all theoretical decision making. Neutrality was addressed by
having 2 researchers independently analyze the data. Inclusion of
participants from different regions with varying backgrounds and
experience helped to establish the transferability of findings.

n Results

In total, 20 people were approached to participate; 1 refused,
1 died prior to participation, and 18 interviews were con-
ducted. Fourteen of the interviews were conducted face-to-
face; the other 4 were conducted via telephone. Interviews
lasted between 10 and 90 minutes. Two interviews were of
short duration (10 and 15 minutes); however, these partici-
pants had specific dates and points written down that they
wished to discuss, and therefore, their transcripts yielded rich
data. The demographic profile of the participants is included

in the Table. Most participants were male (n = 12, 66.6%)
and married (n = 11, 61.1%). The mean age of participants
was 57.6 (SD, 14.8) years, and the majority lived in small
rural centers (Rural, Remote, and Metropolitan Area Classi-
fications zone 4) (n = 10, 55.5%). Despite living in a rural
center, access to cancer services and facilities was limited. The
most common cancer diagnoses were lung cancer (n = 5,
27.8%). followed by bowel cancer (n = 4, 22.2%).

Four main themes emerged from the data. The first 3 themes,
Experiences of Diagnosis and Referral, The Treatment Journey,
and Managing your own Care, related to the experiences of rural
cancer patients during the period of diagnosis followed by the
journey through cancer treatment. The final and overarching
theme, Implicit Faith, describes the positive attitude patients
had toward their cancer care, despite their accounts that suggest
that they experienced delays and inconveniences.

Experiences of Diagnosis and Referral

Delays in seeking and receiving a diagnosis were common,
with a variety of issues related to these delays. Some partici-
pants did not recognize symptoms as warranting attention or
delayed seeking medical advice about symptoms that were
causing them discomfort because of other obligations. One
participant explained:

Well I just knew something was wrong with the
waterworks, you knowI And I didn’t get diagnosed
for another year. What did I do? I ignored it. No, well

Table & Demographic Details of
Participants (n = 18)

n (%)

Sex
Male 12 (66.6)
Female 6 (33.3)

Age, y
31Y40 3 (16.7)
41Y50 2 (11.1)
51Y60 4 (22.2)
61Y70 6 (33.3)
71Y80 1 (5.5)
80+ 2 (11.1)

Marital status
Married 11 (61.1)
Single/divorced 7 (38.9)

Cancer diagnosis
Lung 5 (27.8)
Bowel cancer 4 (22.2)
Breast 2 (11.1)
Gynecologic 2 (11.1)
Other 5 (27.8)

Location (RRMA classification)
Small rural center (zone 4) 10 (55.5)
Rural center (zone 5) 5 (27.8)
Remote center (zone 6) 1 (5.5)
Remote area (zone 7) 2 (11.1)

Abbreviation: RRMA, Rural, Remote, and Metropolitan Area Classifications.
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I did that I suppose, but I had things to do and I just
kept at what I was doing. I knew something was wrong,
but I blew it. (Interview 5)

For some participants seeking medical advice led to a dif-
ferent diagnosis, which delayed the diagnosis of cancer, or
their symptoms were not given immediate attention by their
GP. Participants who presented to their GP with a symptom
that was worrying them were not always referred for testing
immediately, often because symptoms were nonspecific, or they
were not compliant with GP suggestions. One participant de-
scribed her experience:

I could feel a lump on the side of my breast, probably
about the size of a small ball bearing or a big ball
bearing. Not as big as a pea though. I went to my doctor
one time, and he couldn’t feel it so he said to me
come back at a different time of the month when it
mightI he might be able to feel it better. But I don’t
go to the doctor very often, so it was 12 months later
when I went. (Interview 2)

Other participants delayed seeking advice until symptoms
were so acute that they required immediate care in a hospital
emergency department. One participant discussed how he had
been having difficulty urinating for months and disregarded
the symptoms until they were so acute that he could no longer
ignore them:

Well I got up in the morning, it was about, about
2 o’clock in the morning. Had to go for a pee. I started
peeing, and it was very hard and, and I, and I noticed
there was blood coming out, and I thought, BOh,
you know, there’s something wrong here.[ IAnd there
were clots coming out, and that scared me and that’s
when I said to the wife, BThere’s something wrong, and
can you take me to the hospital?[ That’s how I found
out. (Interview 12)

The emergency department was described by several partici-
pants as a place where care was fast-tracked and so represented a
quick way to have suggestive symptoms examined by a medical
practitioner.

On diagnosis, referrals to support services were ad hoc and
often deferred. For some people, this delay was perceived as
critical:

There was a long delay at a crucial time for her with her
particular type of cancer at the time soI we didn’t know
then who to contact and who to see or to just wait and
then contact you, but there was no one coordinating that.
From where we had the scans and PET [positron
emission tomography] scans [in the city], back to your
GP and the specialist, and you know they were away on
holidays and nobody sort of got onto it. (Interview 17)

Once Bin the system,[ the available support services were
considered of great benefit, particularly practical supports
such as travel and accommodation subsidy. One participant
described his experience:

I just think that, once, once you get into the system and,
and kind of realize what support there is and the, and

facilities there, and the treatment that’s there, yes, it’s
just been all first rate, really. (Interview 13)

Support from RCNCs was described as helpful in navi-
gating the health system. Participants highlighted the RCNCs
as great sources of support, information, advice, and impor-
tantly patient advocacy. One participant described how the
cancer nurse coordinator liaised between specialists to solve a
treatment decision:

And she [RCNC] went and spoke to, you know, like the
radiation oncologist who then spoke to the medical
oncologistI and we got things sorted outI if it hadn’t
have been for [the RCNC] we wouldn’t have known
half the things that was going on. (Interview 13)

Despite the positive impacts of the RCNC role on the par-
ticipant’s experiences, several participants described a delay
in being referred to the RCNC and emphasized the referral to
RCNCs as essential and needing reform.

The Treatment Journey

The process of making decisions about treatment options
appeared to be a simple one for participants, mainly because
they did not appear to question the treatment options rec-
ommended by medical specialists. One participant said:

He’s [the doctor] the one who’s making all the decisions
here. And if he thinks it’s okay well, good for me
too I reckon. (Interview 9)

It also appeared that many patients were not offered
options to have care closer to home and were unaware that in
many cases they could have some, or all, of their care pro-
vided in the local hospital. One participant explained how he
began to have his chemotherapy at the regional hospital:

Eventually, the option came up. And then in July, to do
chemoI at [the local hospital]I up until then, I had
to go to Perth. (Interview 12)

Travel to major treatment centers in the city was described
as problematic, but necessary. Participants discussed issues
related to the cost of travel, being away from family, and dif-
ficulties continuing work throughout treatment. Some par-
ticipants felt that the travel for treatment was not warranted and
too stressful:

Just the journey down from here to [Perth Hospital] and
having to sit around all day, and then have 5 hours or
6 hours of chemo. It just got too much, and he
[husband] was saying, BWhy do we have to do this?[
Or BI can’t take any more of this.[ IIt just got too
much. (Interview 14)

Those who were offered treatment in the regional areas
considered it to be convenient and less stressful:

Well it would be too inconvenient to go to Perth.
IBecause as I said, my wife works. IAnd that’s one of
the reasons why they thought, BNo it would be better
with a doctor up here.[ ISaves a lot of hassle, trying to
find accommodation. (Interview 12)
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However, not all participants were offered treatment close
to home, either because they or their medical team preferred
treatment to be provided in an urban-based tertiary hospital,
or the treatment required included radiotherapy, which is
available only in the metropolitan area.

Managing Your Own Care

Participants felt that they needed to manage their illness and
advocate for themselves to ensure they received the best
possible care. One participant described this process:

There was some swelling or inflammation there, and
it coupled with it had increased in size, and I said,
BLook that is showing, there is some process happening,
and I want something else done about it. I want aV,[
so they sent me off down to Perth for a PET scan. But
again, I had to stand up, and you know really put my
hand up you know. Yes. I had to, you just got to be
your own advocate and insist that something be done.
(Interview 13)

Participants also needed to coordinate their own care, in
part because communication between rural and city medical
professionals was described as limited:

No, the only other thing was that I felt that I’ve had to
keep asking the doctors in Perth to inform my
[specialist] and my GP. They tend not to do it unless
you really push them to do it. So quite often, I feel that a
few people are sort of working in the dark. They’ve
got half the information that I have. I just, you know,
if they could just, I think their report, their report and
just send it off as automatically it would make a big
difference to the, to the coordination. (Interview 4)

Participants who were able to manage their own care,
often because of prior experience in the health industry, re-
ported a better experience than those who were less able to
advocate on their own behalf.

Implicit Faith

The overarching theme in this study was that of implicit
faith. Participants described incidents relating to their cancer
journey that suggested that they had had difficult experiences,
such as delayed diagnoses, extensive travel for diagnostic
procedures, and cancer treatment and communication diffi-
culties between care providers. Despite this, all participants
described their care as being good or excellent and were
happy with the care they had received. One participant said:

Yes. But everything was generally pretty good. If there
were any other issues, like the pain factor, for example,
it was certainly no trouble. All you had to do was go
and talk to one of the nurses, particularly in the radiation
or talk to one of the girls at the reception in oncology,
you know, the radiation, the medical oncologyI
(Interview 13)

Even when participants had experienced difficulties with
travel and accommodation or delays in seeing the required

health professionals, they continued to describe their experi-
ences as good and the health professionals who had cared for
them as providing a high standard of care. This faith in the
health care system appeared to lead to participants accepting
care that was difficult and stressful for them without com-
plaint and without questioning if care could be improved and
stressors lessened.

n Discussion

The findings of this study reflect the realities of health care in
rural Australia, in that some participants lived in areas that
were too remote for the interviewer to travel and conduct a
face-to-face interview. As such, interviews were conducted by
telephone so that people living in remote areas were able to
be included in the sample. There is some discussion in the
literature about the appropriateness of conducting research
interviews by telephone because of difficulties establishing rap-
port and the lack of ability to interpret body language.28,29

However, in this study, the use of telephone interviewing al-
lowed rural residents who may otherwise have been consid-
ered inaccessible because of excessive travel time to conduct
the interview to be included in the sample. Other authors
have also found telephone interviews to be useful to increase
access to otherwise marginalized groups.30,31

The findings of this study suggest that rural people may
experience delays in having a diagnosis of cancer for a variety
of reasons. The reluctance of rural people to seek medical
advice has been described by several authors,32,33 as has the
practice of attending to health care on a seasonal basis to fit
with work routines such as harvest.10 Addressing these en-
trenched issues is essential if the rural health differential is to
be challenged and care improved. Furthermore, it is possible
the fatalism often ascribed to rural people34,35 affects the
decisions they make about their cancer journey. Participants
in this study expressed satisfaction with their care even when
they had faced considerable delays or hardships. Similar re-
sults were reported by Lamarche and colleagues,36 who found
the more remote a person’s location, the more likely he/she
was to express satisfaction with medical care, despite difficul-
ties associated with access to care. Challenging this tolerance
of delays and inconveniences associated with rural cancer care
and improving rural patients’ understandings of their diag-
nostic and treatment pathway may encourage and empower
rural people to expect nothing less than evidence-based, best
practice care. This may, in turn, reduce the disparity in out-
comes for rural cancer patients.

A study in New Zealand found that 37% of people with a
diagnosis of lung cancer presented to an emergency department
with suggestive symptoms rather than presenting to their GP37

and that those people who presented via the emergency
department were more likely to have advanced disease. The
authors concluded that there were likely to be specific barriers
to some groups of people, particularly minority groups, ac-
cessing medical care from primary care professionals. It is
possible this may also be the case in rural areas, leading to
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some people delaying seeking treatment and subsequently
having poorer outcomes. Further research is required to
explore potential barriers to seeking assistance in the primary
care setting for suggestive or distressing symptoms. As well,
initiatives designed to improve primary health in rural areas,
such as the introduction of practice nurses and nurse prac-
titioners, must be given attention to reduce the burden on
primary health care services and allow greater time and at-
tention for patients presenting for advice regarding symptoms
that may be indicative of cancer.

Location did not appear to affect the decisions made by
this small group of rural people with a diagnosis of cancer.
Participants clearly stated they accepted whatever curative
treatment was deemed most appropriate for them by their
doctor, despite potential difficulties such as the cost and in-
convenience of traveling long distances to treatment centers.
However, for some participants, treatment was not com-
pleted because of the stress associated with travel and being
away from home for extended periods. Overall, it appeared
the rural people in this study accepted the inconvenience
because it was an expected part of living in a rural area. They
were also aware that if they needed health care, it may be
difficult to access; however, this was understood and accepted
as part of the landscape of choosing to live in the country.
This finding was in contrast to several studies that have
found that access to high-quality treatment close to home,
wherever possible, was the preferred option for most rural
people.17,38

The findings of this study highlight the importance of
cancer nursing roles in rural areas. The role of rural can-
cer nurses has been established for some time in North
America39,40 and Great Britain,41,42 but is relatively new in
rural Australia. Research43,44 suggests that cancer nurse
coordinators and cancer support workers can improve coor-
dination of care for rural people with cancer. A recent lit-
erature review45 reported that cancer nurses can play an
important part in providing information about the cancer
journey to patients, thereby empowering patients to make
informed decisions about their care. Further evaluation of
rural cancer nurse roles would be useful to articulate the scope
and potential impact of cancer nurses on rural cancer patient
outcomes.

The findings of this study also suggest a need to empower
rural cancer patients to take charge of their own care. Un-
fortunately, because of the distances and isolation associated
with the geographic reality of living in rural Australia, cancer
patients from more remote areas will always have more
limited access to cancer support services than people in
more populated areas. However, strategies that promote self-
management and self-advocacy (such as the Cancer Resource
Kit developed by RCNCs in country WA46) may help
these patients to navigate the health care system and access
care and support appropriate to their needs in a timely man-
ner. Tools to enhance communication between patients and
their cancer care team may also be helpful for cancer patients
at diagnosis to help them to discuss treatment options with
their cancer team.47 Further research into promoting self-

management and self-advocacy in rural cancer care is
warranted to explore the efficacy of these measures in
improving patient outcomes.

Use of information and communication technologies such
as telehealth were notably absent in most participants’ de-
scriptions of their care and could be a useful tool to promote
the interface between urban cancer specialists and rural pri-
mary health care teams. Telehealth has been well established
as a tool for use in enhancing rural health care.48 Several
authors have demonstrated that the use of telehealth for cancer
team meetings was as effective as face-to-face team meetings in
terms of decision-making capacity.49,50 Expanding the use of
technologies to promote care has the potential to promote
improved care coordination for rural participants and increase
communication between rural primary care teams and urban
specialist oncologists.

This study was conducted at a time when several initiatives
aimed at addressing the disparate outcomes for rural cancer
patients in WA were being implemented.4 As such, it would
be appropriate to reconsider the diagnosis and treatment de-
cisions and care outcomes for rural cancer patients when these
initiatives have been successfully implemented.

n Limitations

This study used a small sample size (n = 18). Most partici-
pants were recruited with the assistance of RCNCs, meaning
that only a small number of people who had not received
this level of support were included. However, the qualitative
methodology applied generated rich data that detail the cur-
rent role of decision making in rural cancer care, which had
not previously been explored.

The use of a small convenience sample from each health
region may have resulted in a homogenous sample, which
may have caused data bias. Notably, two-thirds of the sample
was male, and this may have influenced the findings, in par-
ticular because men may be more likely to delay seeking
medical advice.33 As well, the RCNC role may have had a
positive influence on some patients’ cancer journeys. Fur-
thermore, this study did not directly consider issues such as
specific disparities in cancer outcomes for rural indigenous
Australians and other minority groups.

This study did not explore the decision making of people
with a diagnosis of cancer who lived in urban areas, and it is
possible that some of the issues described by rural cancer
patients would be mirrored by their urban counterparts. A
study comparing and contrasting the experiences of rural and
urban cancer patients would be useful to determine what
issues are specific to rural populations.

n Implications for Practice

The findings of this study suggest that rural people with
symptoms that may lead to a cancer diagnosis need encourage-
ment to seek help earlier from primary health care services.
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Rural cancer nurses could play an important role in assisting
people to seek help and to support them immediately after
diagnosis with information about treatment decisions and
practical advice about issues such as travel and finances. Strat-
egies that encourage and promote self-management for cancer
patients navigating the health system may also be helpful to
promote health literacy and empower cancer patients to seek
options that suit their circumstances. Furthermore, the find-
ings also support an approach that allows for early identi-
fication of opportunities for undertaking treatment closer to
home where appropriate. This includes the expanded use of
telehealth to link rural patients with specialists in tertiary cen-
ters when possible to avoid long trips and associated financial,
travel, and accommodation difficulties experienced for short
review appointments.
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Appendix A & Semistructured Interview Guide

Purpose: Semistructured interviews are being used for qualitative data relating to the study. Interviews will be used to gain information about
the cancer journey of the participant and reasons for the decisions they have made about their treatment.

Participants: Interviews will be conducted with rural people with cancer diagnosis in 2008Y2009.

Time: It is expected that the interview will last approximately 45 to 60 minute.

Introduction
Little is known about how rural people with cancer make decisions regarding their cancer. We would like to speak with you today about
aspects of your cancer journey including when you were diagnosed and what decisions you have made about cancer treatments. We will be
using a calendar marked with important dates to help jog your memory about when different things happened.

Guiding Questions

1. Can you describe to me what symptoms made you first think that something was wrong?

Prompts:
a. Describe these symptoms
b. What made you think these symptoms were unusual/suggestive?
c. Using the landmarking calendar, can you recall when you first experienced the symptoms?
d. What did you do about these symptoms?

2. Can you describe to me what made you decide to see your doctor?

Prompts:
a. Was there a delay in between experiencing the symptoms and deciding that you should see the doctor?
b. Using the landmarking calendar, can you recall when you first made the decision to see your doctor?
c. What stopped you/delayed you in making this decision?
d. What helped you to make this decision?

3. Did you make an appointment to see the doctor directly after you made the decision to do so?

Prompts:
a. Was there a delay in between making the decision to see your doctor and booking an appointment?
b. Using the landmarking calendar, can you recall when you first made an appointment to see your doctor?
c. What stopped/delayed you in making this decision?
d. What helped you to make this decision?

4. Making an appointment

Prompts:
a. Was there a delay in between booking an appointment and actually seeing your doctor?
b. Using the landmarking calendar, can you recall when you first saw your doctor?
c. What stopped/delayed you from seeing your doctor?
d. What helped you to see your doctor?

continues
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Appendix A & Semistructured Interview Guide, continued

5. Following the appointment: investigations

Prompts:
a. What investigations (eg, x-rays blood test, computed tomography/positron emission tomography scans) were

prescribed by your doctor?
b. Did you follow the recommendations of your medical practitioner?
c. Why? Why not?
d. Using the landmarking calendar, can you recall when you undertook your first investigations?
e. What stopped/delayed you from undertaking investigations?
f. What helped you to undertake investigations?

6. Following the appointment: referrals

Prompts:
a. What referrals were prescribed by your doctor?
b. Did you follow the recommendations of your medical practitioner?
c. Why? Why not?
d. Using the landmarking calendar, can you recall when you saw the specialist?
e. What stopped/delayed you from seeing a specialist?
f. What helped you to see a specialist?

7. Following the appointment: treatment

We want to know about what treatment you have had and what decisions you had to make about your treatment.
Prompts:

a. What treatments were prescribed by your doctor/specialist?
b. Did you follow the recommendations of your medical practitioners?
c. Why? Why not?
d. Using the landmarking calendar, can you recall when you undertook your first treatment?
e. Where did you have your treatment? Why did you choose to have it in this location? Did you have any other

options? What were they?
f. What stopped you from receiving treatment or made treatment difficult?
g. What helped you or made it easier to have treatment?
h. Are you happy with the decisions you made about your treatment?
i. Did you need more help making decisions about your treatment? What would have helped?

Do you have any other questions or comments?
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