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Abstract

Background: Lung cancer referral pathways aim to reduce delays and improve referral
patterns of people with suspected lung cancer.

Aim: As part of implementing a lung cancer referral pathway at a regional Australian
hospital, this study aimed to explore the experiences and perceptions of people with
lung cancer and their carers.

Methods: In-depth interviews were used to elicit data for thematic analysis in this cross-sec-
tional descriptive qualitative study. Patients with newly diagnosed lung cancer and their
carers at a regional academic cancer centre were invited to participate in interviews. Five
interviews were conducted face-to-face, and 14 interviews were conducted by telephone
(as per interviewee preference). Interviews were audiorecorded, transcribed and qualitatively
analysed. Descriptive phrases were used to generate initial inductive codes and themes.

'-) Check for updates

Results: Nineteen participants approached agreed to take part in the study. Factors that
positively impacted the care experience were good communication, timeliness and
patient advocacy and support. Improper communication, long waiting times for investi-
gations and appointments, uncertainty about the process and inconsistent advice from
providers negatively impacted the care experience. Participants preferred face-to-face
or video-linked consultations over telephone consultations.

Conclusions: Understanding the experiences of rural and regional patients and carers
with the lung cancer referral pathway is important to improve quality of care.
Implementing changes to the referral pathway to improve patient and carer experi-
ences needs to be an ongoing quality improvement exercise.

1.9—11

Introduction the initial presentation to the GP and specialist referra
These challenges are magnified for clients from rural,
remote and regional areas, where access to medical care
and imaging might be difficult.!*!?

To reduce variations in management approaches and
delays, many organisations have established evidence-based
referral pathways for their regions, often known as health
pathways.'*'® Locally, in north Queensland,
HealthPathways is accessed via an online portal that provides
tailored, locally relevant guidance to GPs on the manage-
ment and spedialist referral of various medical conditions.'”

To improve the timeliness and referral patterns of peo-
ple with suspected lung cancer by GPs, the Townsville
Lung Cancer Referral Pathway (TLCRP) was added to the
regional HealthPathways portal in 2019. Despite the dis-
ruption caused by coronavirus disease 2019 (COVID-19),

Lung cancer is a significant cause of morbidity and a lead-
ing cause of cancer mortality in the world.! Studies per-
formed internationally show significant wvariations in
pathways to lung cancer diagnosis and treatment between
countries and health services.> In Australia, lung cancer
care spans both hospital and community-based healthcare
settings®” with most patients with lung cancer initially pre-
senting to their general practitioner (GP) with symptoms.®®

Although most such patients are referred promptly for
specialist assessment, some experience multiple prior medi-
cal consultations, which lead to delays in diagnosis and
treatment. Delays often occur in the time interval between
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there was minimal impact on the structure of the TLCRP,
with the main contextual change being the widespread
use of telehealth for consultations.

With any health system intervention, a planned evalu-
ation of implementation, outcomes and impact is neces-
sary to inform improvements in service delivery. Patient
and carer perspectives are a very important component
of such an evaluation.'®'? The setting of this study is
regional and rural north Queensland, servicing rural and
remote locations. This might raise additional issues in
terms of access, timeliness and patient preferences com-
pared with the implementation of such a pathway in a
metropolitan area.”*'

Although studies evaluating the implementation of
HealthPathways have been published, only a few
have been performed on patient and carer experi-
ences of lung cancer referral,>*~>> and none of these
focused on the experiences of those from rural areas.
Analysis of English patients with lung cancer
suggested that patient characteristics and type of
treatment influenced their expectations of care.’® A
mixed methods study explored the experiences of
patients with lung cancer who presented to a UK
emergency department and found high levels of sup-
port and palliative care needs in this population.?” A
qualitative study of patients with lung cancer in
another Australian state suggested that early involve-
ment of GPs and two-way communication between
hospital and primary care clinicians during the dis-
ease continuum is required for improving the experi-
ences of patients with lung cancer.?®

As part of a comprehensive evaluation using an imple-
mentation science framework on the outcomes and
impact of the TLCRP, we conducted a qualitative study
with the aim of exploring the experiences and percep-
tions of patients with lung cancer and their carers about
their pathway experience from the initial presentation
with symptoms to lung cancer diagnosis. This current
study is part of a broader project analysing the impact of
TLCRP on patient outcomes, including timeliness of care
(Appendix 1). Aside from providing a better understand-
ing of regional lung cancer patients’ experiences, this
study may highlight the broad needs of patients
with lung cancer and their carers, which, if addressed,
could improve quality of care.

Methods

Study design and setting

This manuscript presents findings from a project that is
part of a broader evaluation of the TLCRP using the stra-
tegic implementation framework.?>?° The study was

conducted in a regional tertiary public hospital in north-
ern Australia, which has a large catchment area of about
148 000 km, with a significant number of geographically
dispersed rural and remote communities. A descriptive
approach informed by phenomenology was undertaken
to understand the experiences of patients with lung can-
cer and their carers. In this descriptive cross-sectional
qualitative element of the study, we used semistructured
interviews to elicit data for thematic analysis.

We developed a semistructured qualitative interview
guide, focusing on patients’ and carers’ experiences of
the lung cancer referral pathway and their perspectives
on appropriateness and acceptability of the care provided
(Appendix 2). The initial interview questions were open-
ended, to facilitate an inductive approach to patient
experiences that did not unnecessarily lead participants.
Follow-up probing questions were used to elicit deeper
responses. Interview questions were piloted with two
volunteers (one patient with lung cancer and the other a
junior doctor), with two members of the research team
present (ZO and AB), and relevant changes were made
prior to use to ensure appropriateness and clarity of the
questions.

Patient recruitment

Patients with newly diagnosed lung cancer and/or their
carers, attending the university hospital oncology clinic
from 1 October 2020 to 30 March 2021 were eligible to
participate if they were older than 18 years, able to pro-
vide informed consent and participate in an English lan-
guage interview. Patients were purposively sampled (for
sex, rurality, different stages of lung cancer and treat-
ment modalities) to ensure that a range of perspectives
and experiences were captured. Identification of eligible
potential participants was undertaken by the principal
researcher (ZO), in conjunction with a coinvestigator
(AB) and the research assistant, to ensure purposive
sampling. The principal researcher (ZO), an oncologist,
did not recruit participants nor conduct the interviews,
to avoid any perception of coercion among patients and
participants. Instead, recruitment was undertaken by a
coinvestigator (AB) or the research assistant, neither of
whom were involved in the patient’s clinical care. Poten-
tial participants were approached while attending an
oncology appointment at the hospital and the study was
explained to them at this time. They were given at least
24 h to consider the study, after which time the
researcher/assistant followed up with them. Recruitment
was iterative to obtain variance in patient characteristics,
and interviewing continued until thematic saturation
was reached.
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Data collection

A trained research assistant with oncology nursing train-
ing conducted semistructured interviews with patients
and/or their carers, after obtaining written consent. The
interviews were conducted face-to-face or by telephone
(as indicated by participant choice), at a time convenient
to the patient/carer. All of the interviews were audio
recorded and transcribed verbatim, through an external
transcribing service. The research assistant also took field
notes during the interviews.

Analysis

An iterative inductive thematic analysis was undertaken
after the data were collected, to inductively derive key
codes and themes regarding participant experiences. Con-
current analysis was performed by three authors (ZO, AB
and RE), including the principal investigator, who sepa-
rately read through a proportion of transcripts to familiarise
themselves with the data. NVivo 12 software (QSR Inter-
national, Melbourne, Australia) was used to facilitate data
analysis. The principal researcher (ZO) generated initial
inductive codes and grouped the codes into theme head-
ings. The codes and themes were finalised during the
group discussions. This process was employed to minimise
biases of any one author in interpreting data sources and
generating coding and themes. A consolidated criteria for
reporting qualitative research (COREQ) checklist was
used as a guide to report the study findings.*!

Ethics approval was obtained for the study from the
local Hospital and Health Service ethics committee
(HREC/2020/QTHS/58635) and University ethics com-
mittee (H8189). All participants provided written
informed consent. The study was conducted according to
Good Clinical Practice and the Australian Code for the
Responsible Conduct of Research.

Results

Nineteen participants took part in the study: 14 were
phone interviews and five were conducted face-to-face.
Participant characteristics are provided in Table 1. In
total, 36 patients and/or their carers were approached to
participate in this study. Data were not routinely col-
lected regarding reasons for nonparticipation, though
two patients indicated they felt too unwell to participate.

Data analysis identified four major themes and several
subthemes. The themes were interconnected (Fig. 1),
and the subthemes assist in further describing important
elements of the larger themes. Relevant quotations from
patients and carers along with themes and subthemes
are provided in Table 2.
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Table 1 Patient characteristics

Characteristic Number (%), N =19

Median age in years (range) 64 (52-82)
Sex

Male 10 (52)

Female 9 (48)
Residence

Regional (MMA 2 and 3) 12 (64)

Rural (MMA 4 and 5) 4 (21)

Remote (MMA 6 and 7) 3(15)
Stage of cancer

Early stage 9 (48)

Late stage 10 (52)
Type of lung cancer

Nonsmall cell lung 16 (84)

Small cell lung 3(15)
Present for interview

Patient only 12 (63)

Carer only 2 (10)

Patient and carer 5 (26)
Initial presentation

GP 8 (42)

Emergency department 8 (42)

Other specialties 3(15)

Modified Monash model (MMA) to classify rurality in Australia. GP, gen-
eral practitioner.

Quality of communication from healthcare
providers affects patient and carer satisfaction

When participants were asked about the quality of com-
munication, they commented on various aspects such as
the clarity of information, willingness to answer any
questions, being knowledgeable and using pictures and
diagrams. Having other family members accompanying
them during medical consultations generally improved
patients” feelings about comprehension. One elderly
Indigenous patient did not understand English very well

Advocacy,
Coordination
& Support

- Overall " Importance
" satisfaction of Timeliness
with Care/
<
Qualityof
Communication

Figure 1 Relationships between themes.
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Table 2 Themes, subthemes and relevant quotations from patients and carers

Theme Subthemes

Quotations

Quality of communication from HCPs affects
patient and carer satisfaction

Information needs vary between patients

Both content and type of information from
HCPs are important

Improper communication causes significant
distress

Taking patient concerns seriously during
initial consultations

Video-linked or face-to-face consultations are
preferred over telephone consultations

Importance of timeliness: Delays cause
significant anxiety to patients and their
carers

Variation in presentations, referral pathways

and timeliness

Perceptions of causes and impacts of delays

Uncertainty about the process is a cause of
anxiety

‘I suppose because | do not know anything
medical, do not want to see pictures, | just
want to get on with it. | just want to get told
what | have to do to get this over and done
with’. (Patient, 55, female, regional)

‘I think we received quite enough
information. Like I think the only thing |
wanted to know is, how much time have |
got?’ (Patient, 65, male, regional)

‘He was upfront, he said it me that it was
that they had found a mass. He said a
picture paints a thousand words, so he
showed me my x-rays, and showed me how
one third of my left lung had collapsed and
showed me the mass that was on my lung’.
(Patient, 52, female, regional)

‘But in very broken English over a very bad
phone line, | heard that — (1) | had lung
cancer, (2) it had spread to my bones, hips,
spine, lymph system; with treatment would
be 12 months and | would be dead.
Basically, the phone call was over in 15 min.
Suddenly it went from I'm getting no
information; I'm getting information that is
unexpected, uncontextualized and not given
in a format where | have the opportunity to
understand or ask questions’. (Patient, 61,
male, regional)

‘It was just the coughing up blood. Because
I've got COPD anyway, | do have a little bit
of breathlessness all the time, the doctor
told me it was pneumonia’. (Patient, 70,
female, regional)

‘Unless it’s like remote telemedicine, do it on
a video link, do not do it just on a mobile
phone’. (Patient, 60, male, regional)l

‘My GP practice had all different doctors, and
I think in the beginning I think that they
should have investigated it further’.
(Patient, 75, female, rural)

‘I mean my tumor was 6 cm when it was
eventually diagnosed at the (metropolitan
hospital) a week later. It could not grow just in
a minute, it had to have been there for at
least a long time...". (Patient, 72, female,
rural)

‘To me waiting 30 days to see someone to
have that (the diagnosis) verified, just seems
senseless to me. He said, | may as well not
get the treatment, sick of all this mucking
around’. (Carer, female, regional)

‘And it was just near the end that | felt like,
oh my god, please can we get something
going, because | was really well aware of
the fact there was really something there
then, and I just wanted something to start’.
(Patient, 63, female, rural)

Internal Medicine Journal (2023) 1-12

© 2023 The Authors. Internal Medicine Journal published by John Wiley & Sons Australia, Ltd on behalf of Royal Australasian College of Physicians.

85U8017 SUOWWIOD AITD) 8]qed!(dde aup Aq peusenob ae Sspie YO ‘SN JO s8Nl 10j AriqiT 8UlUO A8]1/MW UO (SUONIPUOD-PUE-SWRIAL0O" A3 1M AeIq Ul UO//SdNL) SUORIPUOD pue sWwie | 8y} 89S *[£202/80/22] Uo AriqiTauliuo A8|im ‘Ariqi odeIN b0 81pp3 AQ 2209T" WI/TTTT 0T/I0p/Wo A8 | im A Iq1eUl|uO//STIY WOJj pepeoiumod ‘0 ‘¥6655yT



Table 2 Continued

Experiences of lung cancer pathway

Theme Subthemes Quotations

Importance of patient advocacy, support and
coordination during the referral process

Psychosocial support for patients and carers

Coordination of care between clinicians

Patient advocacy by HCPs, family and friends

‘The specialist said, from now on I'm going to
hand you to oncology because they are the
experts in that area, and I'm just going to
be your advocate. So if you need anything
from me, just ring me and I'll be your
advocate for that’. (Patient, female, 63,
remote)

‘'m his carer, but we do have a support
worker that started in the last few years,
because things were getting a bit much for
me in the way of heavy work and things. I'll
go to the doctors” meetings in the morning,
and then | go and do what I need to do
while (name) stays with him’. (Carer, female,
regional)

‘Then | got handed over to a number of
other doctors. And so come November
when it all finished, there was no
indication of appointment follow-ups or
scan or anything. And that’s where they
fell down there a little bit’. (Patient, 62,
male, regional)

COPD, chronic obstructive pulmonary disease; GP, general practitioner; HCP, healthcare provider.

and had help from family in translating all of the
information.

Information needs varied among the participants, with
some of them expecting detailed information, while
others were satisfied with minimal information. Some
patients used the internet to learn more about the cancer
and treatments. Many patients and their carers were
happy with whatever decisions their GP or specialist rec-
ommended to them, as they felt that the professionals
knew what they were doing. The main concern
expressed by many patients was about knowing their
prognosis and how long they potentially have left to live.

Improper communication from clinicians caused dis-
tress to some participants. A few patients were informed
of the lung cancer diagnosis and prognosis over the
phone by specialists. One of them had not seen the
patient previously, had a difficult accent and did not
offer any time for the patient or his wife to ask any ques-
tions. Another patient felt that the specialist was not
aware of all the results before the consultation.

Importance of timeliness: Delays in care
cause significant anxiety and distress to
patients and their carers

Although many patients reported that all stages of their
referral pathways took place in a timely manner, some

Internal Medicine Journal (2023) 1-12

expressed that it took too long for the GP to acknowl-
edge their condition and arrange for necessary investiga-
tions. Many patients felt that since their GPs did not take
their symptoms seriously during initial consultations,
their diagnosis and treatment were delayed.

Some patients who lived in rural areas reported that
their diagnosis was delayed since there was frequent
turnover of GPs in their area. Another concern voiced by
some patients was that the delays may have caused their
tumours to grow while they were waiting, which led to
worse outcomes. In contrast to those with perceived
delays, one participant reported that everything was too
rushed, and they did not have time to comprehend what
was going on.

Participants expressed that the experience of uncer-
tainty was hard to handle and caused significant distress.
Many patients reported that they lived in fear while
waiting for their diagnosis. One patient reported contem-
plating not having any further investigations as he was
frustrated with the perceived delays.

Importance of patient advocacy,
psychosocial support and care coordination
during the referral process

Although most participants were content with the man-
agement advised by their GPs, some demanded

© 2023 The Authors. Internal Medicine Journal published by John Wiley & Sons Australia, Ltd on behalf of Royal Australasian College of Physicians.
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investigations and specialist referrals. One of the carers,
who was a retired nurse, requested an urgent chest x-
ray for her husband who was being treated for pneumo-
nia. Participants also spoke positively about experiences
where they perceived that their healthcare providers
advocated for them to access a needed resource or to
connect them with another healthcare professional.

Although most patients did not have access to cancer
care coordinators, one patient reflected that her appoint-
ments were made more quickly with the help of a care
coordinator. Sometimes, a breach in continuity of care
happened when a patient was transferred from one hos-
pital to another. Many patients and carers received valu-
able emotional, financial and practical support from
family and friends while accessing healthcare. Although
we did not explicitly ask the participants about referral
for psychosocial services, one carer mentioned receiving
help from a support worker in taking the patient to
appointments.

Discussion

Patients and their carers in this study indicated high sat-
istaction with care if they had every step of the lung can-
cer referral pathway clearly explained to them. Our
study also suggests that avoiding delays in investigations
and informing them about test results as soon as avail-
able can reduce patient anxiety and distress. More
resources are needed in our region to provide adequate
psychosocial support and improved care coordination for
lung cancer patients. Unlike most other similar studies
on lung cancer referral pathway, we were able to obtain
the experiences and perceptions of caregivers.>*>> Few
studies have considered the significance of communica-
tion from healthcare practitioners during the lung cancer
referral process and the psychological impact of

delays 32,34,35
The data and themes identified in this study also align
with literature about unmet needs of

patients with cancer.>®>” Unmet needs in the psychologi-

cal domain included ‘uncertainty about diagnosis and
treatment’, emotional support, ‘worry that the results of
treatment are beyond your control’ and ‘fears about the
cancer growing’. Unmet needs in the social domain
included support from healthcare services. There was
significant unmet need in the communication domain,
especially in the type and content of communication
from GPs and specialists. Unmet needs in the patient’s
care and support domain included acknowledgement and
showed sensitivity to patient’s feelings and emotional
needs. There were multiple unmet needs identified in
the healthcare service and information domain. These
included ‘being provided proper information’, ‘having

one member of the hospital staft with whom you can
talk to always’ and ‘being informed of the test results as
soon as possible’.

A similar qualitative study in patients with lung cancer
in New Zealand found that there were significant bar-
riers for GPs to refer to specialists and these delayed
treatments.>> Most of the participants in this study com-
plained of delays occurring in primary care, which is
similar to the results of other studies performed in simi-
lar health systems.’® Previous studies on lung cancer
referral pathways have shown that lack of established
trust between patients and GPs leads to delays in taking
the patient’s concerns seriously and GPs providing inade-
quate information to patients.>*>*3? These clinician-
patient communication barriers were often exacerbated
by a lack of GP continuity.>**® Rural areas can have
problems with retaining GPs, which can result in poor
relationships with patients.*' Our study findings are con-
sistent with this observation.

We also found that many participants preferred face-
to-face or video-linked consultations over telephone
consultations. Dissatisfaction with phone consults was
attributable to a lack of communication skills of doctors
over the phone, diagnosis and prognosis given by unfa-
miliar doctors and lack of adequate time to ask ques-
tions. Many studies have established the advantages of
telehealth in delivery of cancer care in regional and rural
areas.*?™** In a systematic review comparing videocon-
ferencing with telephone consultations in healthcare
delivery, there was no difference in patient satisfaction
between the two modalities.*> The contradictory result
in our study could be the result of ditferences in study
population.

Strengths and limitations of the study

This study highlights many significant issues for regional
and rural patients and their carers while on the lung
cancer referral pathway, which will be used to improve
the care pathway. As far as we are aware, this is the only
study performed during the COVID-19 pandemic on
patient and carer experiences of the use of a lung cancer
referral pathway, particularly in a rural/regional area.
Our region experienced only limited outbreaks of
COVID-19 during the study period. So, we expect
that most of the findings in this study are generalisable
for nonpandemic situations as well. The study included
seven participants who lived in rural and remote areas,
and some of the specific problems faced by this popula-
tion were captured. Given that the diagnosis of lung can-
cer affects the life of patients as well as their carers, these
data help to understand the experiences of both patients
and carers.
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This study has some limitations. Telehealth using
video-linked consultations was already in place in rural
areas prior to the pandemic, but there was increased
adoption of telephone consultations during this period.*®
Increased use of telephone and telehealth consultations
would have impacted the quality of patient—clinician
communication during the study period. During the
COVID-19 pandemic, patients were discouraged from
attending GP practices if they had respiratory symp-
toms.*”*® These changes may have contributed to delays
in diagnosis of lung cancer in many patients*’ and
influenced their experience. This study was performed in
a single referral hospital and therefore only the experi-
ences of those patients attending this hospital were cap-
tured. We may have missed patients with lung cancer
who never attended the oncology clinics, such as
patients with early-stage lung cancer who are cured after
surgery. Almost all participants in this study were Cauca-
sian and only one Aboriginal or Torres Strait Islander
patient was included in the study. It is possible that
patients may not be able to recall all of the details of their
symptoms and investigations as described in other
studies.>®

Implications for future research and practice

Given the barriers to care in the rural and remote
context of Australia, understanding the experiences
of regional, rural and remote users of lung cancer
referral pathways is important for quality improve-
ment efforts.’’>> The barriers identified in this study
included perceived delays in diagnosis and specialist
appointments, frequent turnover and lack of clinician
time, improper communication and use of telephone
consultations and lack of adequate psychosocial sup-
port. Addressing these barriers is likely to improve the
patient and carer experience of TLCRP. Some of the
enablers of optimal experience of TLCRP as reported
by patients included proper and adequate information
provided by clinicians, supportive care and patient
advocacy. The data obtained will inform ongoing
quality improvement of TLCRP. Since this study is
part of a broader project to evaluate the pathway, the
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Appendix 1

Overall project diagram (strategic implementation framework for the project)

Cancer specialists & GPs-

GPs and specialists on
TLCRP

Setting the Stage <«—>| Active Implementation |<—| Monitor, Support, Sustain
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implementation chart
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Australia  Optimal Lung |and  allied  health | interviews after
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implementation of
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implementation of the
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Appendix 2
Interview Guide

Patient journey-l1 would like to first talk about your experience of being diagnosed with Lung

Cancer.
Could you please tell us about the process of being diagnosed with lung cancer?

What were your initial symptoms?
What investigations (X-rays, CT scans, biopsy) were organized by your GP when you
presented with these symptoms?

o If symptoms: Did you feel your symptoms were addressed by your GP?
What specialist/doctor did you see first (after your GP)? What investigations were done
before you saw a specialist?
Did you have to attend the emergency department with severe symptoms?

Patient information- It is important for us to understand how much- and what- information is

helpful to patients in their lung cancer journey.

2. Were you provided with enough information about your cancer and tests done prior to specialist
appointment?
When were you told this information?
Who gave you the information?

2b. Did you understand the information given along the way before you saw the specialist?
If yes - what information do you feel was important at various points in your journey? E.g.
results of investigations, next steps in the referral pathway, management plans...

If no — what more information would you have liked to receive?

Timeliness of care-1 would like to know whether your care took place in a timely manner.

3. Do you feel the process of being diagnosed and referred moved quickly enough for you?
getting appointments quickly
referrals done for investigations

referrals to specialists

4. Do you think the waiting time from seeing the GP about your symptoms to your first
appointment with a specialist was acceptable?
If no: Why is that so? (Teasing out delays, particularly if not medical)

e Overall, do you feel that you saw the doctors as quickly as you would have liked?

If no: where do you think there was potential for improvement?

5. Do you feel that all your tests were done as quickly as you would have liked?
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Referral pathway next , | would like to get your perspective on the overall performance of your

referral pathway to the specialist.

6. What has worked well with your lung cancer management?
If yes, can you tell me more about these?

7. Did you experience any difficulties in the lead up to your first specialist appointment?

If yes, please explain further:
Prompts:
e Travel
e Work / other commitments

e Unwell

e not received appointment time.

Closing thoughts

8. Canyou suggest some improvements that could have been made to make your diagnosis and
specialist referral easier for you and your family?

9. Isthere anything else that you’d further like to add?
Thank you.
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