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ABSTRACT
Aim
It is known that colorectal cancer is a leading burden of disease in Australia and that rural people with
cancer have poorer outcomes. Little is currently known about what it is like for rural people in NSW
undergoing surgery for colorectal cancer. The study aimed to understand this experience, to inform and
shape future practice.

Methods
Interpretive description was used to guide the study. Semi-structured interviews were conducted with nine
rural people in NSW. Thematic analysis was used to develop the themes arising from the data.

Results
Control, interconnectedness, embodiment and transformation were major themes. The participants lost
control over their normal lives at diagnosis. They placed their trust in the doctors and did as advised, feeling
that this was the right thing to do. Trust could be diminished when recovery was different to expectations.
Family support was important for the participants. The level of informational and emotional support
required, varied. Some had recovered fully, but others were left with significant losses as a result of surgery.
These included bowel disturbance, fatigue, pain and depression.

Conclusion and implications for practice
Currently, only some of the people having surgery for colorectal cancer in rural NSW have their emotional,
informational and physical needs met. To redress this inequity and provide the support needed for them
to maintain control of their lives, it is essential to identify needs early and as they arise, and ensure an
understanding of their expected recovery, changes that may occur and their plan of follow up care.

Keywords
Colorectal cancer, rural, needs, trust, interpretive description
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EXECUTIVE SUMMARY
Context
Colorectal cancer is a major burden of disease in Australia, and the second most commonly diagnosed
cancer for men and women, with diagnoses rising each year. Over a fifth of the population live in rural areas
within Australia, yet little is known about the experience of colorectal cancer in the rural setting.
Historically, supportive management of people with colorectal cancer has not always been provided.

Implications
This study has clear implications for practice, because to meet increasing demand for cancer services, new
ways of providing effective, supportive care to a greater number of people with cancer must be considered,
within budgetary and staffing constraints. The study has strongly demonstrated the need to develop a
system to assess and support the needs of all people having colorectal surgery in this area, which works in
partnership with them and is flexible, as individual needs vary and change over time.

Approach
Interpretive description was used to guide the study. In depth, semi-structured interviews were conducted
with nine people who had surgery for colorectal cancer and who lived in rural areas. Inductive, thematic
analysis identified 96 initial codes which were eventually merged into four major themes. Ethics approval
was received in December 2012. The research question was: What is the experience of people living in rural
NSW who undergo surgery for colorectal cancer?

Findings
Four themes were identified that together characterised the experience of the participants.

Control
The theme control encompassed how the participants managed their cancer. Trust and confidence in the
treating team, particularly the surgeon was important. The participants trust was diminished when
treatment and recovery differed from their expectations. All participants did what they felt was right for
them and their family. This mostly manifested as a need to do exactly what they were told by the doctor, but
could mean declining treatment if that is what they felt that they had to do for their own wellbeing.

Interconnectedness
Interconnectedness described the way the participants connected with their family and health team, and
how they absorbed information about their cancer. Family support was important, but this also meant
participants worried about the effect of their cancer diagnosis on their family. Participants were treated
locally to minimise disruption to family and only travelled out of area with family support. Informational
and emotional needs varied greatly. For some, a discussion with their surgeon was sufficient, whilst others
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desired but did not receive, professional support. The health teams’ behaviour impacted positively or
negatively on their experience.

Embodiment
Embodiment was about how participants’ bodies manifested the cancer, cancer treatment and side effects.
Life limiting bowel changes occurred for some if they had a permanent or temporary colostomy, resulting
in embarrassment, shame and restriction of social life. Severe and poorly managed pain was sometimes
experienced whilst in hospital.

Transformation
The theme of transformation highlighted how having colorectal cancer changed the participants. They
described active, independent lives before surgery. After, whilst some participants were largely unchanged,
others had significant losses in their lives, including ongoing bowel issues, depression, fatigue and
unemployment. Some had no idea of how they should be followed up, or how to access services to assist
their recovery.

Recommendations
To adopt a system locally, that will effectively assess, monitor and support the needs of the people and their
families who have surgery for colorectal cancer, to assist during surgery and with the resolution of effects
of surgery, to maximise recovery and independence. Through the use of a targeted approach, provide
resources to people that need them, when they need them.
To explore how this can be achieved within the constraints of distance to services, existing budget and
staffing, recommendations developed as a result of this research include:
1. The Cancer Services team working in partnership with people with colorectal cancer, their families
and General Practitioner to ensure that they have clear information and understand their plan of
follow up, expected recovery time, and changes that may occur as a result of their treatment.
2. Promoting the use of the CORE values (collaboration, openness, respect and empathy) of NSW
Health, through the development by the Health Education & Training Institute (HETI) of an online
education module, for all health employees, to engage with, and positively impact on the experience
of people with colorectal cancer and their families.
3. Undertaking serial needs assessments on all people having surgery for colorectal cancer to identify
their physical, psychosocial and spiritual needs. Undertake these prior to surgery, during treatment
and after treatment has finished, because needs change over time.
4. Conduct further research to evaluate the current and future use of needs assessment tools, including
when and where they are used, with the intention of adopting an effective tool. This study could form
the first phase of a mixed method study.
5. Ensuring access to care coordination, according to need, to facilitate the provision of supportive care.
This includes referral to specialists such as the social worker, psychologist or dietician.
6. Ensuring access to a stoma nurse, as required to facilitate optimal self-management.
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INTRODUCTION
This report is a summary of the research project undertaken by the researcher whilst a participant of the
Rural Research Capacity Building Program sponsored by the Health Education & Training Institute (HETI)
and Hunter New England Local Health District (HNELHD). It will be of relevance those parties involved in
the care and management of people with colorectal cancer. A recent gap analysis of the current processes
involved in the diagnosis and treatment of colorectal cancer patients at metropolitan hospitals within
HNELHD, confirmed that less than optimal outcomes were not uncommon(1). With the projected increase in
colorectal and all cancers, demand for cancer services are likely to outstrip budgetary increases and staffing
capabilities within existing models of care. Cancer services are following the trend within the broader health
system of an increasing focus on patient centred care(2). Hence it is important to use resources appropriately
to provide the best possible service within budgetary constraints. Different models of service delivery are
currently being explored. It is hoped that this study may assist that process, by providing rich, qualitative
data about what it is like to undergo surgery for colorectal cancer in rural NSW, as scant information
currently exists.

BACKGROUND
Colorectal cancer is the second most commonly diagnosed cancer in the world(3) and in Australia(4), and is
the second largest cause of cancer death in Australia(5). One in twelve people in Australia will develop
colorectal cancer in their lifetime(6). Over 20% of people with cancer live in non-metropolitan areas(7). With
the number of people diagnosed with cancer rising every year(2), colorectal cancer impacts on the lives of
many rural Australians. The Cancer Institute NSW Cancer Plan 2011-2015 proposed to focus on rural
people in NSW. The plan aimed to improve quality of life through better identification of needs and a more
responsive patient centred approach for patients and carers(2). This aligns with UK guidelines for colorectal
cancer management, which recommend that patient needs and preferences should be part of the plan of
care. The patient and their family should be supported to make informed choices with their health team
and given accessible, evidence-based information tailored to their individual needs(8). The guidelines in
Australia are currently out of date, and have been rescinded on the National Health and Medical Research
Councils website. Psychological as well as physical care was recommended(9). This all suggests that people
with colorectal cancer and their families in rural NSW might expect a person centred approach tailored to
meet their actual needs and is certainly the intention of these guidelines.
The literature was reviewed using the Clinical Information Access Portal search engine, focusing on
literature relevant to the experience of the rural person with colorectal cancer. There was a large body of
evidence, much of it quantitative, pertaining to cancer in general as well as specific aspects of the cancer
journey. Existing research findings identified the need for further cancer research in the rural context. There
were a few qualitative studies worldwide pertaining to colorectal cancer, but no studies looking at the
overall experience of the rural person with colorectal cancer in Australia. As there was very little research
on this experience, the literature review included studies pertaining to the cancer patient experience for
other cancers as well as for colorectal cancer. Some aspects are shared and relevant, but other parts are
unique to colorectal cancer.
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LITERATURE REVIEW
Colorectal cancer in the rural context
The Cancer Institute NSW acknowledged that the number of people surviving cancer is increasing each year,
creating ever greater need for rehabilitation and treatment of longer term effects occurring as a result of
cancer treatment and disease(2). Although survival rates continue to improve globally, Australians in rural
areas with colorectal cancer have poorer outcomes (3, 10). Baade et al(3) found this to be the case in their study
in rural Queensland and believe it is about more than just distance from treating centres. The authors
proposed possible explanations that included lifestyle factors associated with lower socioeconomic areas.
Martin et al(7), found rural and remote Australians had reduced access to supportive cancer care services
and were also less likely to use them. The authors assert that future planning must include the needs of the
rural population. Butow et al(11) undertook a systematic review to better determine the needs of urban,
regional and rural people with cancer in Australia. The authors concluded that further research was needed
to gain insight into the needs of rural people with cancer. They found that most of the research available
focused on breast cancer. They acknowledged the importance of providing high quality, supportive care,
including meeting informational, emotional, needs of daily living and physical functioning needs. However
they found this may not have been provided to rural Australians. They felt rural people had different needs
to their city counterparts that need to be explored further through research. A local needs analysis(1) within
HNELHD, focusing on the management of colorectal cancer within metropolitan centres found evidence of
poorer outcomes. Assignment of a coordinator is currently not routinely provided in the rural setting,
usually being provided only to people referred to a medical or radiation oncologist. In essence, determined
by histopathology and not need. A cancer care coordinator is a specialist nurse who assists with
coordination, makes referrals to services such as social worker, psychologist or dietician, and provides
informational and emotional support(12). In contrast, rural people with breast cancer are supported through
surgery and in the short term. They usually have access to breast care nurses, specialist cancer nurses who
also provide coordination and support. This supportive care has been shown to reduce psychological
morbidities through early identification and referral to specialists (13, 14).
The need for trusting relationships with health professionals
People with colorectal cancer require surgery as all or part of their treatment(15). International and
Australian studies suggested that the general practitioner (GP), in both the metropolitan and rural setting,
was the key factor in determining which surgeon was used and the location where people had their
treatment (10, 16, 17). Australians usually had a long standing and trusting relationship with the GP(18). Pascoe
et al(19), in a study of Australian people with colorectal cancer believed that a poor relationship with the GP
actually hindered the referral process. Studies in the USA and Australia have found that both GPs and
patients wanted many of the same things from a surgeon, including good medical skills, timely appointment
and good communication back from the specialist (19, 20). GPs believed that some patients did not recognise
the seriousness of their symptoms and felt patients delayed presenting themselves. GPs felt the general
practitioner had a key role to play in cancer management, from the recognition of symptoms, making
referrals, pain management, psychosocial care, and follow up. Clear, effective channels of communication
between the specialist and GP resulted in better supported patients (4, 21). Local and international studies
showed that the surgeon was identified as the strongest influence and primary information source of
women with breast cancer (16, 22). Trust in the surgeon was very important(22) and was often built from
confidence in their expertise(23). Urban Australians considered it important that they were treated by a
specialist colorectal surgeon rather than a general surgeon, as is common in the rural area. This study also
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found informational needs and decision making preferences varied, with the majority wishing to be actively
involved in the decision making process but some happy to leave their treatment decisions to their surgeon.
The authors found women preferred a shared decision making style and men preferred to be more passive.
Overall, a consultative style that allowed for participation was favoured and was found to be most likely to
foster trust(23).
Informational needs of the colorectal cancer patient
The body of literature suggests that there is still a need for better information to be given to patients,
including those with colorectal cancer. They have unmet informational needs including information on pain,
wound management, recovery, diet and bowel disturbances (24, 25). Research findings varied on the amount
of information required. Salkeld et al(23) looking at urban people with colorectal cancer found that getting
as much information as possible was not important for everyone. However, several studies have suggested
that women with breast cancer, including rural women, generally have high informational needs (22, 26). A
systematic review of information on the internet regarding colorectal cancer, identified that 80% of internet
users had sought health information online. The authors assessed colorectal cancer information online and
found that it was often poor quality and inaccurate, and rarely focused on issues post-surgery such as bowel
changes and post-operative complications(27).
After colorectal surgery
A phenomelogical study looking at the immediate postoperative period of people with colorectal cancer in
Sweden, found the participants were worried about losing control of their health and of wound
complications. Participants had feelings of insecurity surrounding their colorectal cancer diagnosis(28). A
qualitative study in the UK found respondents struggled with their “violated body” after colorectal surgery,
with fear and hope identified as themes(29). Another colorectal qualitative study, found that one year post
surgery, people with colorectal cancer were living with the uncertainty of cancer recurrence(30). Two
studies looking at colorectal cancer found that post-operative pain was common, but generally considered
to be well managed through use of pain relief, resulting in lower levels of pain than expected(28, 31). There
was a large body of literature around the stoma and bowel problems following surgery (25, 32-34). Those with
stomas had higher rates of depression and poorer quality of life(35), with greater support needs(36). Social
interaction was curtailed due to fear of odour from the stoma, stoma accidents and difficulty finding
toilets(37). Despite this, most people have little recollection of any discussion about bowel changes, sexual
dysfunction or impact on quality of life when consenting for colorectal surgery(38). It was not uncommon to
find reduced quality of life following colorectal surgery, as a result of depression, pain, impact on work and
social life, uncertainty, changes to sense of identity and body image, fatigue, physical inactivity or distress
(39-41).
Colorectal cancer support
There was a surprisingly small body of research regarding psychological support of people with colorectal
cancer. McConigley et al(10) looking at rural Western Australia, found the best support that could be
provided to people with cancer in general, was to provide ways of allowing them to be treated close to home.
It was also identified in NSW that travelling distances for cancer treatment caused not only financial strain
but impacted on quality of life(42). A UK study looking specifically at colorectal cancer found that although
the participants turned to their family for support, they had to provide a reciprocal supportive role due to
family distress(43). A mixed methods Australian study found that people with colorectal cancer were open
to using telephone peer support services and that low usage was largely due to lack of awareness of their
existence(44). Another study in the USA, found little interest in attending a support group program(45).
McGowan et al(46) found that colorectal cancer survivors were open to the idea of, and benefited from a
tailored programme of physical activity. Yates(12) believed there was a need for people with cancer to have
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access to a cancer care coordinator. She defined these as nurses with specialist skills and knowledge that
case managed, ensured there was a plan in place that was communicated to all concerned, and ensured
required care was organised and delivered. They improved quality of life by actively promoting selfmanagement, providing education and acting as patient advocate(47).Whilst this management is well
established for breast cancer it is still not the case for all people with colorectal cancer. This is reflected in
the literature, with few studies on cancer care coordinators, but many about the role and benefits of a breast
care nurse that coordinates the support and management of people with breast cancer. Use of formal needs
assessment tools to assess the needs of the person with cancer are considered useful. They can identify and
validate issues and assist with communicating to the health team what the person actually requires support
with (48, 49). Supportive behaviour shapes the patient experience for the person with colorectal cancer, as it
is affected by the people providing that care. Several studies have determined that kindness, empathy,
friendliness, courtesy, helpfulness and the ability to communicate well, all contribute to higher satisfaction.
This is particularly important when making decisions about treatment (23, 28, 50).
There was a clear gap in the literature overall and in particular qualitative studies, regarding people
undergoing treatment for colorectal cancer in the rural setting in Australia. It confirmed the need for
qualitative research in this area to better understand the experience.

The research question
What is the experience of people living in rural NSW who undergo surgery for colorectal cancer?

METHOD
Methodology
The methodology used to shape the study was interpretive description. Interpretive description was
designed for qualitative research projects that seek to understand a phenomena, through finding themes
and patterns within the data and interpreting these for the purpose of informing clinical knowledge(51). It
allowed the researcher to work within a framework that was broader than some traditional methodologies
but would remain structured enough for clinical health research(52). It allowed for interpretation of data but
remained grounded in a way that would be of use in the clinical setting(51). Interpretative description was
an appropriate approach for thematic analysis(53) in its acceptance that there are multiple truths(54) and that
reality is subjective and derived by human interaction within their culture and society. Recognising that the
social world is produced and reproduced by people, allowed the researcher to capture the richness of the
participants complex and contradictory experiences(55). Use of an interpretive position let the researcher
view the experience from different angles and acknowledge that understanding must be in the context of
the individual and their life experience(51). Acknowledging the iterative rather than linear nature of this
research, the results and discussion were combined and reported as findings(56).
Ethics
Ethics approval was obtained in December 2012 from the Hunter New England Human Research Ethics
Committee. Pseudonyms have been used throughout and other identifying information such as the name of
surgeon or place of work, have been removed to fully anonymise the participants.
Data Collection
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Potential participants were identified from medical records from Manning Hospital, John Hunter Hospital
and Calvary Mater Hospital, of people living in postcodes 2312 and 2422-2430, which comprised the
Manning, Great Lakes and Gloucester areas. Participants had to be over eighteen, be able to consent, have
had surgery for colorectal cancer in 2012. They were excluded if they had a prior professional personal or
relationship with the researcher. The medical record search was able to identify every admission in 2012
that had been coded as C18-21 (colon, rectal, recto-sigmoid junction and anus). Every admission identified
was manually checked by the researcher to find people living in the postcodes and alive at discharge,
creating a shortlist to check in further depth using the Clinical Access Portal, an electronic record. The
researcher checked the surgical discharge summary, any recent medical admissions, referral to palliative
care or admission to an aged care facility. Immediately prior to sending the letter of invitation, the
information was rechecked, to minimise the risk of distressing the person or their family if their condition
had deteriorated. If there was any doubt about the health of the person they were excluded.
A final eligible group of 35 people was reached, comprising 24 men and 11 women. Systematic sampling
was used to recruit from the group by ordering them into chronological order by the date of surgery, and
sending a letter of invitation to every third person(57). The letter was posted to their home address and it
introduced the researcher, outlined the rationale for the study and their part in it (see Appendix 1). The
participants’ knowledge of the research study and its aims was gained from this letter and through
discussion with the researcher prior to consenting to the study. Invitation was by this single letter only and
no contact was made with people that chose not to respond. Invitations were sent initially to the first 15
people on the ordered list, as this was logistically an easier number to manage if they all wished to be
interviewed. Seven men and one woman responded, three men and four women did not. Purposive
sampling was used to recruit the final participants, with invitations being sent only to the remaining women
in the eligible group(57), in order to try and redress the gender imbalance. This resulted in one further
woman being interviewed. In total, ten men and eleven women were invited to participate in the study.
From these people invited, seven men and two women chose to participate. Saturation was not used to
determine sample size because all interviews were carried out prior to commencement of data analysis.
The researcher and mentor concurred with Thorne that the notion of saturation is flawed, with infinite
variations in experiences being possible(51) and believed that enough rich data would be generated from the
nine interviews to achieve a meaningful analysis.
The participants’ ages ranged from 50 to 85 at the time of interview, with a mean age of 66. All or part of
their investigations and treatment occurred locally. All had surgery for colorectal cancer, with two people
also having chemotherapy and one person having concurrent chemotherapy and radiotherapy. Four
required a permanent or temporary stoma. Seven in-depth interviews took place in their local Community
Health Centre and two in the participants’ homes, according to their preference. Participants were able to
bring a support person with them. Two chose to do this and brought their spouses. Anything said by the
spouse was not included in the data analysis as ethics consent was not sought for this. The participants
consent was obtained in writing prior to commencing the interviews. The interviews, all conducted by the
researcher alone, had a mean length of 41 minutes, and were recorded using two audio devices. Interviews
were conducted by asking semi-structured questions from a pre-prepared list (see Appendix 3), that
explored their thoughts and recollections from the time of commencing investigations for colorectal cancer,
through diagnosis and until surgery. The participants were free to reveal anything they wished. The
questions sought to ascertain why they made their surgical choices and identify influencing factors. The
researcher ensured the pre-prepared questions were asked to each participant, seeking clarification only
when necessary. The participants were offered a copy of their transcript but none chose to do so. Initially
the research question sought to explore the period from diagnosis until surgery, but it was clear from all
the interviews that whilst it may be easy to compartmentalise an experience into parts in theory, in practice
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the experience occurred as a whole to all of the participants. The participants outlined their whole cancer
experience and included what was of importance to them.
Data Analysis
In order to heighten understanding of the meaning of the experience, a field journal was kept by the
researcher with accompanying notes about the interview, setting, background, time and dates and was
completed immediately before and after the interviews, and used to enhance the analysis of the transcripts.
Thematic analysis involved identifying patterns within the data, then organising and interpreting them(53).
All interviews were transcribed verbatim by the researcher, with notes made contemporaneously of
comments or issues that were important or required further exploration. This assisted the researcher in
gaining a deeper understanding of the data(53). Data analysis was all done manually and without the use of
a computerised software program. Initial coding was performed by the researcher using a line by line
approach, cutting up the transcripts so that all data was coded, to ensure that nothing that may have
emerged as important was missed(53). This approach allowed the researcher to compare, contrast and
evaluate the data and begin collating into codes(55). Ninety six initial codes were identified. Using an
inductive process, codes were grouped to become themes. Descriptive themes were identified first and
evaluated further to identify interpretive themes. Codes were discussed with the mentor and tested by the
researcher to ensure the codes fitted into the themes and a coding and theme table capturing the essence
of the experience was completed(53). The themes were inductive, being completely grounded in the data(51,
53). Saturation of themes was achieved with all the themes well populated and very little loss of coded data.
Reflexivity
Reflexivity is the process involved in developing an awareness of self, personal beliefs and opinions and
how these impact on the conduct of the research and data analysis(58). The researcher works as a Nurse
Practitioner in medical oncology and was formerly an oncology clinical nurse specialist and breast care
nurse at the time of the interviews. The researcher was aware of the impact her views might have on the
research. To this end a reflexive journal was kept(59) and reflective discussion occurred throughout the
project with her academic mentor and the Rural Research Capacity Building Program team. The researcher
had worked extensively with people with breast cancer and was used to clients often having high
informational needs and levels of distress. The researcher believed in the benefits of care coordination to
improve patient outcomes. The researcher was a novice researcher, with some experience in clinical trials
for cancer, and had completed post graduate study, including a Masters degree.

FINDINGS
Four major themes emerged from the data which interacted and overlapped with each other but overall
captured the unique and diverse experiences of the participants. These were control, interconnection,
embodiment and transformation. Whist the themes were universal and shared in various permutations, the
spectrum was wide. Throughout the experience, from before diagnosis to after completion of treatment, the
participants outlined what were described as being relatively straightforward colorectal cancer experiences
and more intense and complicated experiences. After treatment, there were those that had fully recovered
mentally and physically and life was much the same as it always was, and those that had not fully recovered
and for whom life was different.
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Control: “I don’t know him from a bar of soap and in two weeks he’s going
to cut me open”
The theme control, broadly concerned the way the participants managed their cancer and their trust in
themselves, the system, the doctors and treating team of health professions. The participants felt loss of
control and took measures to reclaim it. They were pragmatic about what was able to be controlled,
surrendering and asserting control at times.

Trust
Having trust was fundamental to the participants cancer experience. Initially the participants trusted
implicitly in the system and the people in it. However, over time and with negative experiences, the
participants trust was weakened, along with their sense of control. Trust in the surgeon was vital. It allowed
the participants to hand over control of their body to the surgeon to operate on; a doctor that they may only
just have met and did not know. The participants had confidence in the expertise of their surgeons and that
the surgeon would do the right thing by them. The participants had a fundamental belief in the integrity of
their doctor. They expected that the doctors were honest and trustworthy. Trust could either be implicit
and unreserved, being afforded to the surgeon because of the job title or be more conditional, being given
only after the consultation, as expressed by Kim:
Once you meet this bloke he just instils confidence…I can honestly say if he said I’ve got to open you up
again, I’d do it tomorrow.
Daryl, like all the participants, was willing to place her trust and her body into the hands of the surgeon to
operate on her despite not knowing him:
I don’t know him from a bar of soap and in two weeks he’s going to cut me open.
Trust allowed some to take a passive role, surrendering themselves with confidence. It stemmed from the
belief in the expertise of the treating team and particularly the surgeon. The participants deferred to that
knowledge. Overall, the literature recognised that trust in their surgeon is important (16, 22, 23), as is
supported in this study, but the participants illustrate exactly what that means to them. Rather than a being
just a generic word, trust, to the participants, meant placing their life in the surgeons’ hands and this is not
spelt out in the literature.
The participants sense of control was in part determined by their expectations. Total trust in the doctor
remained throughout the whole experience for some participants, but for others the trust was challenged
and doubt surfaced when things did not go as expected. Les was originally expecting to have radiotherapy
but was later told surgery only was required. He illustrated what it felt like to live with a decision that he
was unsure was right but trustingly accepted. Doubt crept in when he lay awake at night. If he had his time
again he would have questioned the doctor until he felt comfortable that the treatment offered was best for
him:
Was it unnecessary surgery or not? …I took his [surgeon] word that it had to be cut out…I thought well
they’re the specialists. They know what they are doing so I never asked them. But sometimes in the night
I just lay there and think well why didn’t they just try that in the first place and then do the surgery.
The participants were shocked and disappointed when things were different to their expectations, including
their recovery. It illustrated that their needs are different before and after surgery:
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I didn’t think it was going to be as horrendous as it was. I still thought at that stage it was going to be
open me up like appendicitis and pull it out and sew it back up again. - Kim
It’s not as quick a recovery as I thought. I expected to be back at work in a month. - Shane
Scheer et al(38) found that most people had little recollection of their discussion with the surgeon when
consenting to surgery for colorectal cancer, so expectations are likely to differ as was the reality for many
of the participants and highlighting the importance of this consultation. Where explanation was either given
or recalled it worked better, as illustrated by Glen who was made aware of her expected recovery:
They said it would take six months to get over it and be very careful because it was major.
In determining choice of surgeon, the participants were referred by their GP. The participants accepted this
without concern and was not of great significance to them. This is reflected in the literature (10, 16, 17). They
were happy to trust the judgment of their GP. Where a particular surgeon had been requested, it was
because the participant had positive previous experience of them. Unlike their urban counterparts in
Salkeld et al’s(23) study, the participants placed no importance on their surgeon being a colorectal specialist.
The participants’ responses differed from the literature, because they largely made no mention of the
surgeons’ expertise as a reason for referral by the GP, but were similar regarding timely appointment and
locality:
He [GP] recommended Dr [surgeon] and that was it. He [GP] gave me a referral and said it was just
around the corner - Lindsay
Unlike Gillies analysis (1), time from referral by the GP to specialist for colonoscopy, and then surgery was
largely considered timely and in the main not an issue for the participants. Typically time from colonoscopy
to surgery was under a month.
Control over their lives
The participants described loss of control over their normal lives. This was documented in Jonsson et al’s(28)
phenomelogical study. Typically the participants were fit and healthy people who visited their GP
infrequently, but as they were being diagnosed, they described normal life being suddenly gone:
I never had to go near a doctor and all of a sudden I was being bombarded with them. Tests and blood
tests and other things. - Shane
The participants believed in acting promptly on a positive screening test or presentation of symptoms and
most chose to see their GP promptly. The participants believed that it was the right thing for their health,
recognising that early detection and treatment of cancer gave a higher chance of cure. Pats response was
typical:
If you get it [the cancer] today you’ve got more chance [than] even if you leave it for another month.
There were several factors that caused delay. As recognised by Hanks et al(4), not realising the significance
of symptoms was the most commonly expressed factor:
The GP asked me if I had been bleeding and stuff and I said yeah. Must have been for a while but I sorta
ignored it. Silly thing to do but….I put a lot of it down to stress. - Shane
Family responsibilities or family problems were also cited, illustrating the complexity of cancer diagnosis
within a family. It does not happen in isolation to life, but as a part of it, and other issues took precedence
over managing their own health for a period of time. Kim was alone in having presented to his general
practice over a period of years, with symptoms that with hindsight he believed were from his colorectal
cancer. As Pascoe et al (19) identified, a poor relationship could hinder diagnosis:
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Four years. They gave me an x-ray. They [GP] sent me for an x-ray and the x-ray came back and they
couldn’t really see anything because there was too much wind in there…They [GP] told me to go home
and have a gaviscon or something. - Kim
Doing what the participants felt was the right thing for themselves and their family was central to their
cancer experience. The rationale was ultimately about doing what they felt they needed to do to stay safe
and recover rather than die from the cancer. Dallas and Daryl represented either end of the spectrum:
Do everything you’re told. Do what the doctor says. Don’t shy away from it. I think that’s what helped
me a lot. He [surgeon] said do this and I done it… Much as I hated it I had to do it. Yep… But it was scary.
I thought I was going to die there for a while if I didn’t do as I was told. - Dallas
Dallas was not just doing what he was told. He genuinely believed that what he was doing was vital for his
survival. When Daryl elected to discontinue treatment, she too genuinely believed what she was doing was
vital for her survival, by avoiding the emotional and physical void she felt would result if she continued:
If I’d have fallen into the hole of “you have this intravenous [treatment] every week or twice a week”, I
don’t know [pause], I would rebel and I would pull the plug, pull everything out [and say] I’m not having
nothing. No more, I’ll die. Forget about it. That’s what I’d do, but I wouldn’t let myself get into that hole
in the first place.
The notion of the participants doing what was right for them was a significant finding, as it was not readily
found in the literature, providing an understanding behind their reasoning around treatment choices. It
might appear on the surface as compliance or non-compliance with recommendations from the doctor.
Underlying is the rationale that choices are made from a genuine belief that the participants are doing the
right thing for the wellbeing of themselves and their families.
An unexpected aspect of losing control was when they woke from surgery. Many participants experienced
panic, anxiety hallucinations, shortness of breath or believed they had died. These were unpleasant
sensations and often frightening. Kerry described his experience:
When I woke up after surgery I thought I was gone, because all the lights were so bright and I was
groggy and didn’t know where I was. And I was looking at the lights and couldn’t breathe.
This was not an expected finding but is documented in the perioperative literature about surgery.
Consensus accepts this is not uncommon following surgery, particularly on waking from anaesthetic.
Although recommendations are for clear education beforehand and providing a calm reassuring
environment (60), none of the participants described receiving this.
To regain control, a range of coping strategies were employed after diagnosis and particularly in the lead
up until surgery. Not worrying or thinking about it or thinking too hard was typical, as was getting on with
normal life. Lindsay described his attitude:
I just put it out of my mind until it was time to do it [have surgery]. I didn’t do anything special. I still
went and played golf, did the things around the place.
These attitudes were rarely recognised in the literature where it is much more common to find descriptions
of emotional turmoil (26, 28) as experienced by Shane. He described his feelings as “a rollercoaster of
emotions”. He was unable to ignore or get on with normal life as well as he wanted. For him, his conscious
experience of living had been occupied by the knowledge of having cancer and sleep was the only respite:
I used to wake up some mornings and forget I had it. So for a few seconds then yeah that’s right then it
dawns on you. That’s right you’ve got cancer.
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Having a sense of what would happen to them after surgery helped participants feel they were in control
and helped them plan their life. Some of the participants had already had follow up colonoscopies and knew
the time their next one was due. A clear plan including expectations of recovery, timing of specialist
appointments and colonoscopies, and even when a point in time had been reached that meant the
participant could be considered cured, gave a sense of control and certainty. Despite this, and coupled the
fact that the Cancer Institute NSW and other guidelines recommend the use of a clear plan (2, 8, 9), not all the
participants had one, resulting in confusion and distress:
I don’t know if I’m supposed to be having blood tests every month or whatever. I don’t know. - Shane
Overall the participants were pragmatic and accepting of their diagnosis of cancer; it was happening and
they had better accept it. They would need to have surgery to resolve it. The literature focused heavily on
people with breast cancer (16, 22, 26) but contained some studies on colorectal cancer (29, 30), and the
participants generally demonstrated less distress and more equanimity than this literature. Lindsay
described a typical view:
There not much you can do about it. I mean it’s there.

The degree to which participants were able to trust, was directly connected to the nature of their
relationships with health professionals.

Interconnectedness: “I’m not going to let you do it on your own. We’ll do it
together”
Interconnectedness broadly encompassed the human interactions of the participants with family, friends,
and health professionals, for support and information and their use of sources such as the internet and other
written literature. It illustrated how these shaped the experience. Family affected their choices of
treatments, of feeling supported and of feeling alone. Participants described how qualities and behaviours
of their health professionals impacted both positively and negatively on their wellbeing.

Supportive needs and preferences
Family support was important for all participants and demonstrated in different ways. Family were who
the participants turned to for support after diagnosis and this is supported in the literature(43). It was
important for many to have family physically present during treatment and at appointments and the
participants gained strength from this. Some participants were alone during their treatment and in the
months after for various reasons, including choosing to not burden their family or disrupt their adult
childrens work. The participants with spouses spoke about the beneficial emotional and physical support
they received. They went to appointments and treatments together. Children and siblings were other
sources of support:
She [spouse] never missed one day…The family backs me up all the way. It’s been a great help. - Dallas
The participants who were parents expressed sentiments that demonstrated a desire to protect or shield
their loved ones and were concerned about upsetting them. The participants, carried the responsibility of
being parents and someone who cares about and for others. They illustrate the reciprocal nature of
relationships:
I tried to stay positive and that …for the kids. - Shane
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I didn’t want to upset them [grandchildren] about anything like that [having cancer] you know. - Pat
Daryl delayed initiating treatment largely because of higher priorities at the time and this illustrates the
participants desire to ensure the wellbeing of their families, in her case above her own needs:
I put that off because [spouse] was ill and I was looking after him.
Whist the general view was of feeling either well supported or as supported as you needed or wanted to be,
Shane described a sense of loneliness that was not expressed by the others. Ultimately the cancer is yours
alone to bear:
Even if there is other people, it comes down to you. You are alone with it [the cancer] emotionally…It’s
just you and it in the end.
The participants detailed their information sources and informational needs which varied. The primary f
information source for the participants was the surgeon. This comprised of a verbal consultation,
sometimes with the aid of a diagram or model to illustrate. They also had a preadmission consultation at
the hospital. This was often considered an adequate amount or even too much information:
I don’t think I’d look for any more. - Lindsay
Plenty of information right along the way - Pat.
Some participants wanted professional support and peer support but were not offered these services and
did not know how to access them. Time of need was before surgery, during the immediate recovery period
and longer term. The participants recognised that they did not always know at the time of surgery what
they wanted but only with the benefit of hindsight. They asked for the services of a cancer specialist or
counsellor to provide details on what surgery was really like and detailed information on recovery:
The doctors need to advise the patient if they want to see a counsellor or something like that, instead of
saying come back in three weeks and we’ll chop you up...A counsellor or someone to go and see and say
do you want to talk, do you have any concerns before the operation. That you need to talk about…
There’s things you should be told…Someone professional to come and see them or to ask if they wanted
to see someone who knows a lot about it. - Les
I probably wish I’d had someone to talk to that had been through it. That would have helped a lot...
Before hand as well as after. - Shane
I wanted to talk to somebody that had been through it…Cos I was in the unknown…I rang [national
helpline]. He was nice and helpful and whatever but I didn’t get to talk to anybody. - Daryl
Where participants had a choice of where to have treatment, the family influenced choice. This was largely
a decision made by the participant independent of family, but about the family. Family welfare was central
to that choice. Unlike choice of surgeon, where the participants were happy to be directed by their GP,
location is influenced by family primarily. Where participants had surgery in a city it was always with the
support of, or encouragement of their family who were physically with them whilst they away from home.
Shane was clear on his rationale:
He [Endoscopist] wanted me to go to Sydney to have surgery down there. I just said no. I said my children
are up here.
The internet as a source of information was used minimally and this differed from the literature, being of
little significance for the participants. It was more important for their adult children who offered their
parent information that they had learnt. Kim summed up the general consensus:
I mean you can’t self diagnose yourself on a computer can you?
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What the surgeon had to say had much more importance for this group and highlights the importance of the
consultation with the surgeon. It raises questions on the way education at this point is provided, considering
Scheer et al(38) found that people had little recollection of the content of their discussion when consenting
for colorectal surgery.
The impact of professional relationships
Relationships with health professionals were an important aspect of the participants’ experience. Although
this is well reported in the literature (18, 20, 23), the findings of this study illustrate the nature of this unique
relationship. The relationship enabled the participants to facilitate action that would not be appropriate
where they did not know each other well enough:
My local GP made the appointment for me and said that’s the date you are going. - Daryl
I was there with the wife and he [GP] looks at me and says I haven’t seen you in a while you’d better go
and have a blood test. - Lindsay
As documented in the literature, a poor relationship impacted negatively (19). Kim changed GP to get a
diagnosis and others like Shane did not get the advice needed. Shane expected to be told what tests and
investigations he should have after surgery and this lack of information hindered his recovery and he
worried that a cancer recurrence might be missed or preventable:
I don’t know what I’m supposed to be doing or anything. The GP hasn’t said much to me.
Evidence from the literature highlighted the importance of keeping the GP informed about the plan of care
for better patient support (4, 21). This did not happen for Shane. The participants found that the qualities and
behaviours of health professionals had a positive or negative effect on their experience. This was reflected
exactly in the body of literature regarding what patients liked and found supportive (23, 28, 50). The
participants interpreted facial expressions and body language to determine that bad news was about to be
given to them. Trust and confidence in the team could be impacted when the participants described
incidences or remarks where a member of the health team spoke negatively about another team member’s
character, behaviour or actions. These comments were made directly to the participants, witnessed by, or
overheard by them. Characteristically, supportive behaviours included good communication, kindness,
directness, approachability, compassion, knowledge, humour and helpfulness. The following comments
illustrate a range of experiences good and bad made about members of the health team:
He’s a gentleman… I like that he talks straight… no beating around the bush. - Kerry
Nothing is too much trouble for her…no matter what I wanted or wanted to know she was there. - Dallas
I got upset with him…he said there’s nothing wrong with your hand and I said you tell that to my bloody
hand when it goes numb and I drop something. - Les
Some doctors are very compassionate. Not only are they good surgeons but they can communicate. And
some don’t mean to be aloof. They don’t mean to be but they are. No warmth. - Kim
He went real crook about that …he wasn’t real happy. - Dallas

Supportive behaviour was particularly important to the participants given the personal and embodied
nature of their concerns.
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Embodiment: “I can take pain, but that was just excruciating”
Embodiment was about how the cancer and the effects of its treatment were manifested within the person
as a result of their colorectal cancer. It was about the nature of occupying, or being caught in a body that
was altered, wounded, unfamiliar, and one that could not necessarily be relied on as before. It included
physical and mental pain as well as changes to bowel habits. The participants found different aspects of
their treatments harder to tolerate and confronting to experience. This included psychological difficulty,
chemotherapy side effects or surgical recovery.
Some of the participants were symptomatic at diagnosis, with others being diagnosed following a positive
Bowelscan result. Symptoms most commonly included rectal bleeding but some also had weight loss,
anaemia or fatigue. The majority were surprised to be diagnosed with colorectal cancer. Typically they
expected it to be a benign condition like haemorrhoids or polyps:
Oh I just thought polyps…I walked in with thoughts of oh yeah bit of bleeding they’ll fix that…I got that
big a shock …I couldn’t comprehend it for a long time. I didn’t think it was that bad. - Dallas
The impact of pain
A minority of participants experienced post-operative infections, which were painful and slow to heal,
requiring readmission and surgical intervention. The infections occurred shortly after discharge and were
frightening. Although some participants experienced no pain, many of the participants did. Poorly managed
pain was an unexpected factor for them. It happened acutely and in the longer term, with some participants
continuing to experience pain. Several studies on colorectal cancer described pain being well managed (28,
31), so this differed, with instances of pain described whilst in hospital, that were so severe that death was
considered a viable escape:
I can take pain, but that was just excruciating. - Kim
I didn’t think I’d be in that much pain. Murder it was...It got to the stage when I didn’t care. After the
operation I didn’t care. I said to the wife I don’t care if I die now. - Dallas
The impact of the stoma
Some of the participants had a temporary or permanent colostomy which caused them all psychosocial and
physical problems. The issues outlined were reflected in a large body of literature (32-35). The stoma had a
massive impact on their life and they often described it with hatred. Logistically they found it difficult to
clean themselves and change the stoma bag independently. The shape of the stoma could make it difficult
for them to apply the stoma bag. Bowel movements could be erratic and frequent. Mentally it was difficult
to accept and the reality of life with a new stoma made the participants feel very depressed:
Some nights in bed it would leak and burst open and that’s not a good thing. At 2 o’clock in the morning
you’ve gotta get up and change things. Go and have a shower and get it all done again. And I used to
lose it quite a bit. Get quite depressed actually. - Kim
If you’re out and have a blowout or something happens you know, very embarrassing. So I don’t go out
much anymore. I say at home a lot …Yeah the bag’s my biggest downfall. A couple of times I’ve said to
[spouse], I think I’ll go out the back and shoot myself. It’s very hard. - Dallas
The participants, as reports from the literature have identified (34, 35, 37), described practical issues such as
needing to find appropriate toilets were they could change the bag and restrictions on foods they liked, that
now caused diarrhoea. Accidents when out were a reality, causing huge embarrassment and making it
easier to stay at home. The participants felt shame and embarrassment about loss of control over their
bodily functions, that they felt they should have command of as adults:
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You’ve got no control over it. It just does its own thing when it wants to… So I was sitting in his office
talking to him [specialist doctor] and I could feel it go, and I said look, I’ve got to go, the bag’s activated.
And he said toilets are just there and I said I’ve got to use the toilet near the car. I had spare bags in the
car. By the time I got there and back to the toilet, the bag’s busted over the base plate…and it was
coming out and was all over my shirt….I just washed my shirt down and yeah I left. Didn’t even go back
to the office. It was embarrassing. - Les
The bowel changes could persist even after the reversal of the stoma for some time, continuing to cause
restrictions on their life. Kerry explained how he has had to adapt to this change:
To keep an appointment I won’t have breakfast. I’ll wait until I get home. Sometimes if I have breakfast
my bowels will work five times before I leave the house.
The participants reflecting what was found in previous research, appreciated the services of the stoma
nurse (33, 36). They required these services until they had learnt to manage their stoma themselves or had a
routine that worked for them, which took time. Finding the right stoma appliance that did not leak was
important. When the participants were comfortable they no longer needed the service, they often felt a
sense of achievement. Dallas, summed up his experience and demonstrated the resilience typically shown:
I do everything myself now. Before it was pretty hard. Now I’ve got it down to pat.

The ongoing nature of some of the issues arising as a result of the surgery for colorectal cancer resulted in
changes to the participants lives.

Transformation: “I’m not the same person I was”
Transformation concerned the changes that occurred as a result of colorectal cancer to the participant. The
person they were at the time of diagnosis, was the sum of their life experience to that point. It was influenced
by their previous lifestyle, work, social life, support network, family and personal knowledge, experience
and fear or otherwise, of cancer and death. The participants experiences ranged from those left largely
unchanged by the experience to those that had been left with a diminished life as a result of physical and
mental changes.

The impact of having colorectal cancer: Life before and after
The way the participants felt when they received their diagnosis was influenced by their previous
experience of cancer. Those that had family members affected by cancer were usually more concerned and
had a greater awareness of what it is to die from cancer. For Kerry there was a known genetic component
that had cast a frightening shadow over the life of his extended family. Others like Pat had been told “it
wasn’t hereditary”. The majority had some experience, most commonly from parent or spouse’s parent with
cancer and this impacted in a variety of ways, from feeling that they had an understanding of the disease to
feeling that you could die. There was a clear impact on their spouses and children too. Kerry described his
wife’s thoughts after being told her husband had colorectal cancer:
Oh God I’m like the rest and gonna end up a widow.
Participants described their life before diagnosis of cancer. They described being physically fit prior to
cancer, with those of working age in paid employment and all with independent lives. They were physically
active, for example Glen maintaining her rural property, Kerry cycling many kilometres, Lindsay golfing and
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Shane lifting weights. Others were active in local clubs. Some lived alone but the majority were married or
in de-facto relationships. Having cancer, to varying degrees, left the participants with changed lives, and
some with significant losses. For the participants left debilitated in any way, the colorectal cancer resulted
in greater change to their previous lives. They described no longer being able to work in either a paid or
voluntary capacity, reduced ability to carry out household responsibilities, reduced fitness, loss of
independence, loss of energy, loss of social life, difficulty of living with a stoma, bowel changes and dietary
changes and this was reflective of the literature (39-41). Les described the impact on him:
I worked [with food] so I can’t go back to work because it’s too unhealthy…I still get depressed because
what am I going to do? What kind of work can I do?
This was not a universal view as others’ lives were either normalising or were back to normal. For some of
the participants, they felt that the whole process was relatively straightforward and were less impacted by
the experience. Pat captured this viewpoint:
I didn’t let it bother me. I was never sick…. I suppose mine was pretty straightforward.
Pat said he was lucky to have come through so well from his colorectal cancer. This was a common response,
particularly when they described their life being largely unchanged or felt they were recovering well.
Several also felt lucky not to have lung cancer, being former smokers:
I got off fairly lightly in fact cos I smoked for a lot of years…I consider I’m way in front. - Lindsay
Following surgery, many participants felt physically weaker and fatigued for a long period of time and this
impacted on their life and responsibilities:
Just wish I could get some energy back. It’s my only wish, energy. The week before all this nonsense
started I was mowing the lawns - Glen
The participants demonstrated and described resilience, tenacity and determination in their words and
actions. None gave up, even after changes to expectations and setbacks to recovery. Loss of hope was only
ever transient for the participants. Kim illustrated:
There’s still a bit of fight left. Let’s see how he [surgeon] goes when he chops it [the tumour] out.
The participants employed recovery strategies to try and help themselves back to health. Recovery had been
self-motivated with varying degrees of success. They felt that attitude was important, with many citing that
positivity had been helpful. Pat explained:
It’s the attitude. You’ve got to go in positive.
Staying engaged with the world seemed to have a protective effect on mood, for example by being involved
with a club. One participant got a dog to ensure he went out walking each morning. Depression,
acknowledged or described in other terms was experienced by the participants. There was a degree of low
mood in the participants that had been left with physical issues that was not present in the participants that
had recovered fully, or felt on track to recovery.
Death and uncertainty
Fear of death was underlying in the experiences and for some was the driver for treatment and they typically
spoke with humour and understatement:
I’m happy to go with that [recommended treatment]. It’s better than a pine box. - Kerry
I didn’t think I was gonna die anyway. [Laughs] - Pat
Fear of death from anaesthetic, rather than the cancer was a real concern to some, as described by Les:
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I was frightened that I would die on the table.
Younger or older age was significant, being considered reasonable to die at an older age but unfair when
young. Glen, the oldest participant said:
At my age it’s no big deal. You look at all the young ones sick…You’ve got to die of something.
Shane, the youngest participant, was the most concerned. He went for staging investigations before surgery
with the thought of death from cancer in the forefront of his mind:
I thought when I was going to go and have the scans it was going to be everywhere and that would be
the end of you.
Living with the uncertainty of the risk of cancer recurrence was found in phenomelogical studies such as
Ohlsson-Nevo et al(30). The participants were living with uncertainty to a greater or lesser extent. Many of
the participants were accepting of their situation. Some participants had been given stronger assurances
that their cancer would not recur:
I know some people go and see the doctor and he tells them you’ve only got two months left in you, but
that was never ever mentioned. Nothing like that…All the way long he said don’t worry about that we’ll
fix this you know. - Pat
Living with uncertainty a reality, but was easier for some than others. For example Kim said:
Well you can’t guarantee it won’t come back. You know you live with that, what can you do? I suppose
I’ve got a year and a half more that I should have got.
Some of the participants were trapped by their experience. Shane illustrated how he was unable to move
forward with his life, being traumatised by his experience. He struggled with uncertainty and remained
haunted by the threat that it would return. He illustrated the enormity of the impact colorectal cancer can
have on life. He remained in his anguish, with no psychological supports in place to assist his recovery:
You sort of relive it every day. It’s something you can’t forget about…I’m not the same person I was…
physically, mentally, both.

Overall the four themes illustrate the difficult and challenging aspects of the participants experience. The
experience was straightforward for some and complex for others so whilst some made a full recovery,
others were left with significant losses in their lives.

STRENGTHS AND LIMITATIONS
Study strengths: This study provides much needed qualitative research on the experience of rural people
who had surgery for colorectal cancer in NSW as little existed.
Study limitations: The majority of participants were men and it is unknown if different information may
have been obtained if there were more women interviewed. It is also unknown why less women responded
to the invitation. The study was limited to public patients that had at least part of their treatment within the
hospitals used in the medical record search. It does not capture people that had all their treatment in the
private sector or outside of area. Further qualitative research is recommended on these aspects to gain a
broader view of the rural colorectal cancer experience.
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CONCLUSIONS
The study sought to find out what is the experience of people living in rural NSW who undergo surgery for
colorectal cancer. It has identified four major themes which were: control, interconnection, embodiment
and transformation and provided insight specifically into that phenomena. In doing so it has added to the
body of qualitative literature on colorectal cancer and has implications for practice, policy and future
research.
The study reflects the literature, identifying that trust in the health team is important, but highlights what
that looks like; participants being prepared to place their lives in the hands of the surgeon. Although limited
specialist services are a feature of rural areas, a specialist colorectal surgeon was not considered important
for the participants that had surgery locally, as the literature had shown it was for their metropolitan
counterparts.
The participants did what they felt they needed to do regarding treatments, for their safety and wellbeing,
largely manifesting as doing what the doctor recommended, but not always. This provides an understanding
on why people make their choices.
Unlike treatment choice, place of treatment was often determined with the families wellbeing in mind. The
result of this was that local treatment was often chosen to minimise impact on the family. This has important
ramifications for practice, supporting the findings in McConigleys et als research(10) and highlighting the
need for providing high quality local services in the rural setting, but also ensuring adequate support is
available to assist the person and their family to have treatment out of area if needed or desired.
For the participants, the internet and other written information was of little importance and they placed
more importance on spoken conversation with their doctors. As research has suggested that not much is
remembered about the consultation when consenting for surgery, this raises issues about how information
is delivered to this group. Their adult children, the next generation preferred their information delivered
differently, again suggesting the need for flexibility.
For many of the participants things were different to their expectations, even from before surgery and some
had no idea about their follow up. Many participants, reflecting what is found in the literature, were left
with unresolved physical and psychosocial issues and had little idea of how to access services. This
highlights the necessity for serial assessment of needs to identify requirements. Despite the fact that it
would have been able to determine issues requiring assistance, needs assessment was not mentioned by
any of the participants. The study also has implications for communication between people with colorectal
cancer their family and health team in both the acute and primary setting and for coordination of care. Again,
in line with reports in the literature, participants were affected by behaviours of health staff, stressing the
importance of good communication.
The participants’ cancer experience was multifactorial, in part determined by the sum of their life
experience at diagnosis and must to be taken into consideration, but is currently not routinely assessed. The
study has shown that overall it can be very different for each person to undergo surgery for colorectal
cancer in rural NSW. Individual needs vary according to their situation. Some people have a relatively
straightforward surgery and recovery and their needs are adequately met, yet this is clearly not the case for
others.
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RECOMMENDATIONS
The priorities as a result of this study are to focus on three key areas, to ensure best practice, patient centred
outcomes for patients who undergo surgery for colorectal cancer and live in rural areas. These are
improving communicative practices, providing needs assessment and the provision of services. They should
be delivered within strengthened partnerships between patients and families and their acute and primary
health care providers. To explore how these can be achieved within the constraints of distance to services,
existing budget and staffing, recommendations developed as a result of this research include:
Communicative practices: The Cancer Services team to work in partnership with people with colorectal
cancer and their families to ensure that they have clear information and understand their plan of follow up,
expected recovery time, and changes that may occur as a result of their treatment. How this is delivered
should be according to the patients’ needs and preferences. Promoting the use of the CORE Values
(collaboration, openness, respect and empathy) of NSW Health, through the development of an online
education module by HETI, for use by all health employees, to engage with, and positively impact on the
experience of people with colorectal cancer and their families,
Needs assessment: Undertake serial needs assessment on all people having surgery for colorectal cancer to
identify their physical, psychosocial and spiritual needs. Commencing these prior to surgery as this has been
identified as a key time of need, through treatments and after treatment has finished, because needs change
over time. Conduct further research to evaluate the current and future use of assessment tools, including
where and when they are used, with the intention of adopting an effective tool for assessment of needs in
future. This study could form the first phase of a mixed method study.
Provision of services: Ensure access to care coordination, according to need, to facilitate the provision of
supportive care. This includes referral to specialists such as the social worker, psychologist or dietician.
Ensure access to a stoma nurse, as required to facilitate optimal self-management.
Adoption of these priorities locally will effectively assess, monitor and support the needs of the people who
have surgery for colorectal cancer and their families. By using a targeted approach, resources can be
provided to those people that need them, when they need them. Any models of future care need to be flexible
enough to accommodate the needs and preferences of rural people which is characterised by limited local
resources and distance from specialist services. Consideration should be given to qualitative studies such
as this, which highlight the meaning and impact on people when they are undergoing surgery for colorectal
cancer and live in rural areas.
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APPENDICES
1. Participant information sheet

Invitation to participate in cancer research project
Research Project: The experience of rural people in NSW with colorectal cancer requiring surgery
following their investigations for cancer, through diagnosis and until surgery
Invitation
You are invited to participate in this research project investigating your experiences from when you were
diagnosed and until you had surgery for bowel cancer. This research is being conducted by Ms Rachel Pitt, a
clinical nurse specialist in Oncology at Manning Hospital, Taree
Why is this research being done?
The purpose of the research is to gain a better understanding of what it is like for people who have had bowel
cancer, in the time period just before they are diagnosed with cancer and may be having investigations, after they
are diagnosed and until the point when they have surgery and what their thoughts were at this time. This will
include how they reached their decision to have what surgical procedure at which hospital.
Learning about these experiences may contribute to health professional’s knowledge of the needs of people with
bowel cancer and help ensure we are providing optimal care for people with cancer in rural NSW in the future.
The research is supported by the Health and Education Training Institute and Hunter New England Local Health
District.
Why are you being invited?
You are being invited because you have had surgery for bowel cancer in 2012 or 2013 and live in the Manning,
Great Lakes or Gloucester areas.
What would you have to do to take part?
Participating in the research will involve having an interview and discussing your experiences just before diagnosis
to when you had surgery. This will usually take about an hour. You will be asked some questions about the time
of your diagnosis until your surgery. The questions are open ended: For example: Can I take you back to the time
you started investigations for bowel cancer? Can you tell me what that was like? What were the next few days like?
Were you alone or was anyone with you at the time you were diagnosed? Tell me about your choice of surgery?
There are no right or wrong answers. The interview can be in your home or in the Community Health Centre so
that it is wherever you feel most at ease. The entire interview will be recorded. Before you start you will need to
sign a consent form to record that you are happy to take part.
You are very welcome to have a family member or friend present during the interview.
You will receive a follow up phone call within one week by Rachel Pitt to check if you have any questions or
would like referral to any support services and this will be the end of your participation.
Do I have to take part?
Your participation in the research is entirely voluntary. You will continue to receive the same care from your health
team whether you decide to participate or not. You can choose to withdraw from the study at any time.
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Will I get paid for this?
There is no reimbursement for participation in this study or for travel costs.
Are there any risks or benefits from taking part?
You will be asked a few open questions to allow you to talk about what it was like for you in the time following
your diagnosis of cancer and until you had your surgery. It is possible that you may feel upset from having a
discussion relating to this time. You do not have to talk about anything that you do not wish to. You may stop the
interview at any time either for a break or permanently. You do not have to give any reason for not answering or
discontinuing the interview. There is no benefit to you as an individual from participating in this research.
Will my information be kept safely?
Your information will be coded so that it cannot be personally identified. Any other persons you discuss will be
identified only to describe the relationship to you for example husband, wife, partner, son, friend, carer etc. Your
information will be kept within a locked file and I will be the only the researcher will have access to this. When
the research is written, you will be given another name, a pseudonym. Details that may be identifiable will also be
changed such as your exact age, sex, ages and number of children should these arise in discussion in the interview.
The recording of your interview will be destroyed on completion of the research project. You are welcome to have
a copy of your transcript after it is typed and a summary of the research on completion.
How will the research be used?
The research is due for completion in 2014. The final report will be submitted to Health and Education Training
Institute, Hunter New England Local Health District and Hunter New England Area Cancer Services. It will also
be submitted for publication in rural or cancer related journals and presentation at rural or cancer related conference.
Does this research have permission?
This research has been approved by the Hunter New England Local Health District’s Human Research Ethics
Committee. Reference number 12/12/12/5.16
How do I make a complaint if I want to?
If you wish to make any complaint about any aspect of the project or your participation, you can contact Dr
Nicole Gerrand, Manager, and quote Reference number 12/12/12/5.16
Research Ethics and Governance Unit, Hunter New England Local Health District
Locked Bag 1, New Lambton NSW 2305.
Phone: 4921 4950
What do I do if I want to take part or I have questions about the research?
If you think you might like to participate or have any questions you wish to ask then please contact, Rachel Pitt in
the way that suits you best:
Phone: 6592 9724 or mobile 0438 229 231
Both the numbers have a messagebank
Email: Rachel.pitt@hnehealth.nsw.gov.au
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Post: Post the reply slip on the bottom of this sheet using the postpaid envelope supplied back to;
Rachel Pitt
Oncology, Manning hospital, PB Box 35, Taree, NSW
---------------------------------------------------------------------------------------------------------------------Return Slip
I am interested in taking part in the research titled: The experience of rural people in NSW with colorectal cancer
requiring surgery following their investigations for cancer, through diagnosis and until surgery and am happy to
be contacted by Rachel Pitt
Name:
Phone number:
Signature:
Preferred contact time/date if any:
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2. Consent

The experience of rural people in NSW with colorectal cancer requiring surgery following their
investigations for cancer, through diagnosis and until surgery

I ______________________________ (insert participant name) agree to participate in this research project.
I have read and understood the Participant Information Statement and any questions that I have about the project
have been answered.
Participation will involve one face to face interview to talk about my experience following a diagnosis of cancer.
This interview will be audio recorded and that I am can stop the interview and/or audio recording at any time for
a break or permanently.
I understand that I do not have to take part in this research project my participation is voluntary and I can
withdraw from the project at any time. I understand that not taking part or withdrawing from the project will not
affect my relationship with the researcher or any care that I may receive now and in the future at any hospital.
I understand that my information and interview responses will be coded so that I cannot be identified and stored
securely in accordance with ethical research standards.
I understand that the data and findings from this research project may be published or used in future studies and
that my information will be coded so that I cannot be identified.

Name of Participant:_____________________
Signature of Participant: _________________
Date:
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3. Semi-structured interview questions used for all participants

Semi-structured interview questions

Thank you for consenting to talk to me today. Consent signature confirmed
I will be taping this interview with these recorders. Remember you can stop at any time you like
for a break or to finish. This is absolutely fine.
There are no right answers I am just interested in what your thoughts are and you do not have to
reveal any information that you do not feel comfortable in doing so.
I am interested in your story, particularly focussing on the time starting with investigations for
cancer, between diagnosis and until surgery and what that was like for you.
Can I take you back to the time you started investigations for bowel cancer? Can you tell me a
bit about what that was like?
Depending on what is ascertained from this question secondary prompts may be but not limited
to the following:
What were the next few days like?
Were you alone or was anyone with you at the time?
When where you diagnosed?
What where the next few days like?
Who was the first person you told about your diagnosis?
Did you seek advice or support from family or friends?
What about any services (professional or volunteer).
Tell me about your choice of surgery?
Tell me about the hospital you chose?
Can you tell me what you mean by that?
Had you thought of this before you knew you had cancer?
If someone you knew called you today to say they had the same diagnosis that you did, what do
you think you would tell them? Would you give them any advice based on your own experience?
Is there anything else that you would like to add before we finish? Anything missed or not
covered?
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4. Sample of coding table

Theme

Code

Definition of code

Example

Control

Accepting of
fate/fatalistic

Accept that you have got cancer and that
is the reality

If that’s what’s gonna happen that’s what’s gonna
happen

Control

Age

Cancer is ok if you are old and unfair if
you are young

I was the youngest person in there. They’d all been
in there and had the same thing that day. I was the
only one that got the bit of news you know.

Transformation

At my age it’s no big deal
Control

Cancer is common

Caner is common and a lot of people get
cancer

You listen to the funeral announcements on the
radio in the morning every second person’s cancer.

Fatalistic?

There’s that many cancer patients going to be
hitting this ward there will be no room for anyone

Control

Cancer spreading

Leaving cancer untreated leads to a
poorer prognosis

Get into hospital as quick as you can cos it spreads.
You don’t have to be a doctor to know that. If you
get it today you’ve got more chance than even if
you leave it for another month

Control

Choice of location

Why you chose where you could have
treatment

He wanted me to go to Sydney. Have surgery
down there. I just said no. I said my children are up
here.

Control

Choice of surgeon

Whether you were given a choice of
surgeon or just sent to one by the GP

He sent me to a surgeon
He recommended Dr x and that was it. He gave me
a referral to and said it was just round the corner

Control

Coping style- not
thinking about it

I cope with my cancer diagnosis by not
thinking about it and getting on with my
life

I didn’t mope around I didn’t worry me that much.
I thought ok that’s done now get on with the
operation.

Control

Determination

Determination to recover from cancer
treatment or effects as a result of cancer
treatment

I’ll get there. I’m determined to get there

Control

Diagnosis delay

The reasons that caused a delay in
treating or diagnosing the cancer

I just put that down to stress. Just stress.
I was looking after x
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