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ABSTRACT

Background. Advances in screening and treatments for colorectal cancer (CRC) have improved
survival rates, leading to a large population of CRC survivors. Treatment for CRC can cause long-
term side-effects and functioning impairments. General practitioners (GPs) have a role in meeting
survivorship care needs of this group of survivors. We explored CRC survivors’ experiences of
managing the consequences of treatment in the community and their perspective on the GP’s
role in post-treatment care. Methods. This was a qualitative study using an interpretive
descriptive approach. Adult participants no longer actively receiving treatment for CRC were
asked about: side-effects post-treatment; experiences of GP-coordinated care; perceived care
gaps; and perceived GP role in post-treatment care. Thematic analysis was used for data analysis.
Results. A total of 19 interviews were conducted. Participants experienced side-effects that
significantly impacted their lives; many they felt ill-prepared for. Disappointment and frustration
was expressed with the healthcare system when expectations about preparation for post-
treatment effects were not met. The GP was considered vital in survivorship care. Participants'
unmet needs led to self-management, self-directed information seeking and sourcing referral
options, leaving them feeling like their own care coordinator. Disparities in post-treatment care
between metropolitan and rural participants were observed. Conclusion. There is a need for
improved discharge preparation and information for GPs, and earlier recognition of concerns
following CRC treatment to ensure timely management and access to services in the
community, supported by system-level initiatives and appropriate interventions.

Keywords: colorectal cancer, consumer participation, continuity of patient care, health transition,
patient experiences, primary care, primary health care, qualitative study, survivorship care.

Background

The number of people living with and beyond cancer treatment is increasing, and is 
predicted to reach 1.9 million in Australia by 2040 (Cancer Council Victoria 2018). 
People living beyond colorectal cancer (CRC) treatment form the largest group of cancer 
survivors. Advances in effective screening, surveillance and treatments have improved 
survival rates and duration (Luo et al. 2022), leading to a large and growing popula-
tion of CRC survivors living in the community, with ~20 000 new cases diagnosed in 
Australia each year (Australian Insitute of Health and Welfare 2012). Approximately 
70% of patients treated for CRC survive to 5-years (National Cancer Control Indicators 
2020). Early-stage (I-III) CRC is curable, and those treated for early-stage disease have a 
70–99% 5-year relative survival rate (Siegel et al. 2017; National Cancer Control 
Indicators 2019). 

Standard treatment for CRC includes surgery, chemotherapy or radiotherapy alone or in 
combination, depending on the stage at diagnosis, pre-existing comorbidities and patient 
preference (Cancer Council Victoria and Department of Health Victoria 2021). Reviews 
highlight 20–30% of survivors experience late and long-term consequences of treatment 
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(Foster et al. 2009; Rutherford et al. 2020; Ju et al. 2021). 
These include physical, psychosocial and sexual functioning 
impairments, altered bowel function (e.g. frequency, irregu-
larity, incontinence), fatigue, disrupted sleep, skin irritations, 
urinary problems, impact on relationships, informal and 
formal supportive healthcare needs, and financial and occu-
pational challenges up to 5 years post-cancer treatment. 
Bowel dysfunction is experienced by as many as 79% of 
survivors 2 years post-treatment; 65% continue to have 
mobility problems, 40% report pain and discomfort 3 years 
post-treatment (Ju et al. 2021), and 15% report depression 
5 years after surgery (Calman et al. 2021). Some require 
permanent or temporary stomas, which come with their 
own challenges (Rutherford et al. 2020). 

Concerningly, many consequences of treatment go 
unmanaged, and ~60–90% of CRC survivors report at least 
one long-term unmet need (Vu et al. 2019; Rutherford 
et al. 2020). Current models of post-treatment care fail to 
adequately address these chronic/late-occurring treatment 
effects (Wiltink et al. 2020). Follow up, with a focus on 
surveillance, has traditionally been provided by specialist 
oncology services. However, specialist services may not be 
equipped or funded to meet the ongoing survivorship 
care needs of the increasing numbers of CRC survivors, nor 
are they best placed to solely manage long-term treat-
ment effects, secondary prevention, health promotion, self-
management promotion, management of comorbid illnesses 
and care coordination. General practitioners (GPs) routinely 
take responsibility for these roles and, therefore, have an 
important role in the survivorship care of cancer survivors 
(Jefford et al. 2020). Primary care is increasingly promoted 
as a way to meet the increasing demand for care, stabilise 
healthcare costs and provide care close to home, and there 
is emerging evidence for GP- and nurse-coordinated care to 
support the transition (Rubin et al. 2015). 

Many cancer survivors transitioning between hospital 
and general practice are vulnerable to discontinuity; incon-
sistency and variation in care, surveillance testing and follow 
up; and experience a sense of isolation and loss (Ireland et al. 
2017). Given these issues, GPs have an important role in the 
assessment and management of a range of survivorship issues 
to improve patient outcomes. This study aimed to explore 
CRC survivors experience of post-treatment care in the 
community and their perspectives on the role of their GP in 
coordinating supportive care. 

Table 1. Matrix for targeting patient recruitment.

Methods

We undertook a qualitative study using an interpretive 
descriptive approach to allow in-depth exploration of key 
areas of interest during interviews (Braun and Clarke 2006; 
Hunt 2009). 

Participants

Participants aged ≥18 years, who had completed treatment 
following a CRC stage 1–3 diagnosis and spoke English, were 
eligible. Participants representing a broad range of demo-
graphic and clinical characteristics were sought; accrual was 
reviewed to ensure representation across characteristics 
(Table 1). 

Recruitment

The study was advertised through our investigators’ collegial 
networks, consumer organisations and social media (see 
acknowledgements) between 10 March 2021 and 31 August 
2021. This was done through either an invitation email or 
an open advertisement on a notice board, membership 
newsletter or social media page with appropriate approvals. 
These contained a participant information sheet with 
information about what would be involved in taking part in 
the study and how to contact the study researcher. We also 
used a snowball recruitment strategy, where upon interview 
completion, each participant was invited to forward the study 
information to their peers. 

Participants interested in taking part contacted the 
researcher directly by email or telephone. The researcher 
provided a detailed explanation and answered any questions. 
If the participant agreed to take part, a date and time for 
the interview was arranged. Participants were emailed an 
e-consent form and asked to complete it prior to their 
interview. If e-consent forms were not returned, verbal consent 
was obtained and recorded prior to interview commencement. 
Ethics approval was obtained prior to study commencement. 

Data collection

Semi-structured interviews were undertaken following a topic 
guide (Box 1) developed by our investigator team including 
three GPs, two nurses and two CRC survivors. Interviews 
were conducted via telephone or zoom by one researcher 

Treatment type Stoma Location of cancer

Surgery Radiotherapy Chemotherapy Yes No Colon Anus Rectum

MaleA X X X X X X X X

FemaleA X X X X X X X X

ARecruited across a broad range of age groups.
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(BK) and audio recorded. The researcher took notes and fed 
back comments made to participants during the interview 
to ensure their intended meaning was understood and 
captured. Interviews were iterative, whereby each interview 
informed the next, and subsequent interviews explored new 
issues raised and identified any gaps in information, until 
saturation, with no new issues emerging. 

Data analysis

Thematic analysis was performed to identify similarities and 
differences in individuals’ experiences while considering 
participants’ unique life circumstances, such as life stage 
(e.g. young adult, retiree) and geography (e.g. city, regional; 
Braun and Clarke 2006). This enabled understanding of care 
gaps unique to certain demographic groups. Audio recordings 
were not transcribed, but interpreted by directly listening and 
scribing findings, guided by six steps outlined by Halcomb 
and Davidson (2006). First, audio recordings of interviews 
were listened to repeatedly (BK), during which the researcher 
(BK) scribed patient words, including exemplar phrases 
from the interviews (i.e. typically one or two sentences of 
transcribed participants’ narrative of their experience), the 
context for their experience (e.g. ‘becoming own care-
coordinator’) and any non-verbal cues, such as disappointment 
and frustration, expressed through voice tones and pauses. 
Off-topic conversation and filled pauses (i.e. ‘um’, ‘err’) were  
omitted from transcription. This process enabled capturing 
the researchers’ thoughts and interpretation during the 
process of listening to audiorecordings. Key codes were 
then identified across interviews. Codes representing similar 
phenomena were grouped into themes. All themes were 
reviewed, taking into consideration differences and similarities 
in findings across participants. A second researcher listened to 
the audio recordings, and verified the first researcher’s scribed 
codes and provisional themes. Both researchers reviewed 
the themes to ensure the thematic framework captured the 
depth and range of data collected across interviews. 
Discrepancies were discussed, and revisions to the themes 
agreed on. 

Ethics approval

Ethics approval was obtained from the University of Sydney 
Human Research Ethics Committee, Project No: 2020/851, 
prior to study commencement. All participants provided 
informed written or verbal recorded consent to take part in 
the study. 

Results

Interview sample

We interviewed 19 CRC survivors (Table 2) from six Australian 
states, including metropolitan, regional and rural locations, 
who spoke English as their first language. The results are 
summarised below by 10 themes. Quotations are used 
throughout to illustrate key findings using participant words. 

Consequences of treatment

Most participants experienced mild-to-severe post-treatment 
effects. These included: physical symptoms, such as 
‘peripheral neuropathy’, ‘lymphoedema’, ‘bowel changes’, 
faecal ‘incontinence, constipation and diarrhoea’; problems 
with sexual function, intimacy and closeness; problems with 
cognition (e.g. poor memory, ‘difficulty finding my words’); 
fatigue; weight gain; and psychological effects, such as fear 
of cancer recurrence, anxiety or distress, and altered body 
image. These effects significantly impacted their lives, and 
contributed to relationship problems, ‘difficultyreturning to 
work’ and ‘financial problems’. Bowel control problems were 
particularly disruptive. Participants felt ‘unable to leave the 
house’ to socialise or ‘had to plan activities around toilet 
access’. Others had difficulty fulfilling usual and care roles, 
and ‘eating a normal diet’. Only a minority of participants 
experienced few effects and were able to return to their 
pre-treatment lives. 

Patient expectations of their GP

Participants acknowledged that ‘GPs are generalists’ and, 
therefore, it was ‘unreasonable to expect them to know 

Box 1. Interview guide

Interviews sought survivors’ opinions about how to effectively transition follow-up care to primary care and potential changes needed to
current practice to improve outcomes for survivors of CRC.

Topics explored included:

1. Side-effects or concerns experienced post-treatment;

2. Experiences transitioning care from acute to GP-coordinated care and the care received in the community post-treatment;
3. Care gaps in terms of monitoring and managing acute to long-term side-effects or concerns in the community;
4. Perceptions about GPs' role in post-treatment follow-up care and ways in which care could be improved.
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Table 2. Participant characteristics.

Patient ID Sex Geographic location Year Age at diagnosis Cancer location Cancer stage Treatment
diagnosed (years) received

PM001 M Rural 2007 50–59 Colon 3 Surgery/CT

PM002 M Metropolitan 2016 20–29 Colon 2 Surgery/CT

PM003 M Regional 2005 60–69 Rectum 2 Surgery/CT

PF005 F Regional 2020 50–59 Colon 3 Surgery/CT

PF006 F Metropolitan 2018 30–39 Colon 3 Surgery/CT

PF007 F Metropolitan 2018 30–39 Colon 3 Surgery/CT

PM008 M Metropolitan 2015 40–49 Colon 3 Surgery/CT

PF009 F Regional 2017 50–59 Colon 3 Surgery

PF010 F Rural 2020 50–59 Rectum 2 Surgery

PF011 F Regional 2011 50–59 Colon 2 Surgery

PF012 F Metropolitan 2019 20–29 Colon 3 Surgery/CT

PF013 F Metropolitan 2018 30–39 Colon 3B Surgery/CT

PM014 M Metropolitan 2019 50–59 Rectum 2–3 Surgery

PF015 F Metropolitan 2017 30–39 Colon 2 Surgery/CT

PF016 F Metropolitan 2019 50–59 Colon 3B Surgery/CT

PF017 F Metropolitan 2019 >70 Colon UN Surgery

PF018 F Rural 2020 40–49 Rectum 3 Surgery/CT/RT

PF019 F Rural 2019 60–69 Colon 2 Surgery/CT

PF020 M Rural 2020 60–69 Colon 3N1 Surgery/CT

CT, chemotherapy; RT, radiotherapy; UN, unknown.

about all cancer issues’. One male participant aged in his 
40s from a metropolitan location felt that ‘patients need to 
be proactive’, as  ‘GPs aren’t mind readers’. However, others 
were disappointed by their GPs’ ‘lack of insight into local 
services’, and inability to adequately support them with 
necessary referrals and access to services. Most participants 
felt that GPs were vital in post-treatment supportive care 
and viewed as a key person that could influence all aspects 
of a patient’s care experience post-treatment. However, ‘the 
current health system needs improving, so that GPs 
themselves were better supported’ to enable adequate referral 
and provision of information to their cancer patients. When 
expectations around post-treatment care were met (e.g. 
perceived adequate management of treatment side-effects, 
acknowledgement of possible supportive care needs), partici-
pants were satisfied with their experiences with their GP and 
‘valued the support’ received. However, when expectations 
were not met, participants felt ‘unsatisfied’, ‘disappointed’ 
and ‘like I was missing out on vital care’. 

Patient experience of GP care

Participants who were positive about their GP experiences 
described their GP as ‘sympathetic’ and ‘provided emotional 
support’: ‘My GP was accessible by email’, ‘ : : : squeezed me 

in for appointments’, ‘ : : : prioritised me when I was sick’ 
and ‘ : : : phoned to check up on me’. They were someone 
who they trusted and had established good rapport. For 
participants with a longstanding relationship with their GP, 
usually those from metropolitan areas, they were a ‘good 
consistent part of my whole journey’, and particularly 
important as specialist visits decreased over time. One 
female participant aged in her 20a from a metropolitan 
location described her GP as being ‘actively involved in my 
care : : : I had  4–6 weekly visits as part of a return-to-
work plan’. 

Access and referral to services post-treatment

Access and referral to health care providers after completing 
cancer treatment was varied. Participants whose GPs placed 
them on a Chronic Disease Management Plan received access 
to allied health providers. However, unless the providers had 
experience in post-CRC treatment effects, or cancer more 
broadly, ‘they were not particularly helpful’. For example, 
several participants felt ‘ : : :my GP did not always know 
who the best health care provider was to refer me to : : : so I 
had to research other providers or try different things [to 
alleviate problems] that often failed or caused me additional 
problems’. Some participants felt that ‘CRC patients lacked the 
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same resources that other cancer patients received’, namely, 
breast cancer. 

Patient and GP communication

Participants reported that during visits, their GP focused on 
specific issues that patients presented with and generally 
‘ : : :did not ask about my cancer treatment or the impact it 
had on my life’. One participant thought ‘ : : : time was a 
barrier for discussion about my general wellbeing after 
cancer’. Some participants felt ‘comfortable raising any 
issue with [their] GP’, whereas others felt ‘ : : : awkward 
discussing things like sexual intimacy’ and negative 
emotions despite having a good patient–GP relationship. 
Others felt ‘ : : : [their] GP did not understand cancer-related 
issues : : : I would have preferred a GP who had more 
knowledge and interest in symptoms post-surgery’. One 
female participant aged in her 50s from a regional location 
felt ‘ : : :uncomfortable making an appointment with [her] 
GP to just have a chat about [her] emotional concerns’, 
while another female participant in her thirties from a 
metropolitan location ‘ : : : preferred to talk to someone that 
[she] did not have an existing health care relationship with, 
such as a counsellor’. For others, ‘having an existing 
relationship with [their] GP made it easier for [them] to 
bring up difficult issues’ (female, 20s, metropolitan). Young 
CRC participants had specific needs that were not discussed 
around relationships, working after surgery, fertility and 
chemical-induced menopause. 

Self-management and information seeking

Typically, participants initially sought help with managing 
post-treatment effects from their GP, surgeon or oncologist. 
However, ongoing unresolved side-effects resulted in 
lengthy ‘ : : :periods of trial and error’, particularly 
‘ : : :finding a diet that helped alleviate diarrhoea’ and 
seeking ‘ : : : information and support online to help manage 
[their] side-effects’. For example, one male participant aged 
in his 50s from a metropolitan location found: ‘online that 
using a daily enema enabled [him] to go out without being 
concerned about incontinence’. Participants became 
knowledgeable about their illness through information from 
the Internet, YouTube videos and social media, but felt 
‘ : : : this information should come from [their] health care 
team’: ‘Facebook sites have been a godsend and that shouldn’t 
be the case’ (male, 50s, metropolitan). Bowel cancer 
organisation websites were a common starting point for 
information and access to counsellors, and ‘bowel cancer 
nurses were excellent and the service valuable’ (female, 
50s, regional). 

Participants accessed peer support through social media 
platforms and CRC organisation websites, but reported mixed 
experiences. Some found it valuable for self-management 
strategies, and information on available services and allied 

healthcare providers: ‘ : : : being able to connect to [other 
women] has been great. That’s how I found out about 
different services that are available, different things that 
might apply to us : : :having that community is fabulous’ 
(female, 50s, metropolitan) and ‘Other sufferers of the same 
cancer really know what you are going through in a way 
that other people do not’ (female, 50s, regional). 

‘Own’ care coordinator

Several participants reported having no choice but to be their 
own care coordinator. Some wanted to be more involved in 
their care and felt ‘ : : : it was important to take ownership 
of [their care]’, whereas others ‘..had no one else who 
was able to do it’. One participant read clinical practice 
guidelines and realised that the gold standard for 
survivorship care was not translated into practice. This 
realisation prompted her to put together an allied health 
care support team. However, the problem with overseeing 
your own care is that ‘ : : :when you are quite ill, the other 
people need to make the effort : : : you can’t advocate and 
reach out yourself’ (female, 50s, regional). 

Disparities in care for rural patients

Participants from the Australian Capital Territory, regional 
and rural areas expressed more problems with GP care than 
those from metropolitan areas. Perceived GP shortages, 
difficulties getting prompt appointments and GP mobility 
contributed to dissatisfaction with the care received. For 
example, ‘ : : :despite living in a town that was well serviced 
by GPs, many were transient and not necessarily committed 
to the town’ (female, 50s, rural). Others experienced 
problems with access to providers and services locally due 
to limited options available. Several spoke about having to 
‘find [their] own information and referrals’. Rural GPs were 
perceived as having inadequate knowledge of cancer 
treatment effects, survivorship care and who to refer their 
patients to. Consequently, rural patients had to ‘ : : : think 
about things or hear about things and push to be referred 
to them’ (female, 50s, regional). Patients who did not have 
a regular GP felt ‘ : : : [they] had to advocate for myself and 
educate my GP about side-effects post-surgery’ (female, 50s, 
rural). Participants ‘ : : : didn’t get direction from the GP or 
the surgeon’, and felt like they were ‘floundering’, ‘out in 
the cold’ and ‘didn’t know where to from here’. 

Need for improved discharge preparation

Most participants felt ill-prepared for the short- and long-
term consequences of treatment they experienced, the 
impact these had on their life, and how slow and painful 
recovery was going to be. Participants described: ‘feeling 
alone after treatment’; ‘not having a care plan’, ‘guidance’ 
or ‘ : : : adequate information or preparation for what was to 
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come’; feeling ‘shocked by their symptoms’; and ‘ : : :dismayed 
by the lack of support [they] received’ after completing 
primary treatment. Better preparation at discharge, such as 
dedicated time to discuss and provide information on 
what to expect post-treatment, suggested self-management 
strategies, who to contact and for what issues, what issues 
they should be concerned about, and available allied health 
services, was needed. 

Single point of contact

Several participants felt expert nurses should have a greater 
role in the ongoing support of CRC patients. Participants 
suggested a bowel cancer nurse would have been valuable 
to their care; for example, to clarify which issues needed to be 
seen by a GP versus a cancer specialist or to communicate 
directly with their GP: ‘Having a specialist care nurse, like 
breast cancer does, who works between the hospital and GP 
would be nice’ (female, 30s, metropolitan). One female 
participant aged in her 40s from a rural location described 
having a cancer nurse coordinator attend appointments 
with her oncologist, follow up on issues, check up on her 
general welfare, explain medications, and connect her with 
psycho-oncology and palliative care services extremely 
helpful: ‘she is accessible and able to connect with the right 
services or people : : : she played such an important role, a 
bigger role than my GP’. 

Discussion

There is ongoing debate about survivorship care coordination. 
Despite release of the 2006 Institute of Medicine report 
on cancer survivorship, urging ‘primary care providers, 
oncologists and other care providers to work together : : : to 
agree on how to communicate with each other, and to work 
out streamlined transitions in care’ (Hewitt et al. 2006), the 
post-treatment care for CRC survivors remains suboptimal. 
Our study explored CRC survivors experiences of post-
treatment care and found several inadequacies; mainly 
around inadequate information provision at discharge from 
primary cancer treatment to both patients and GPs, poorly 
recognised and managed consequences of treatment in the 
community, and lack of availability of or mechanisms to 
access supports and allied health professionals experienced 
in managing CRC treatment effects. Improved sharing of 
information between cancer specialists and GPs, engage-
ment with general practice, standardised methods to detect 
ongoing consequences of treatment, and referral pathways to 
manage them may help support general practices in providing 
survivorship care. 

Consistent with others (Rutherford et al. 2020; Ju et al. 
2021), we found that many CRC survivors experience a 
range of post-treatment effects that they feel ill-prepared 
for, but that are often long-term problems that negatively 

impact quality of life. These are inadequately screened for 
or managed in the community. Despite some treatment 
effects being common and somewhat predictable, there 
lacks a framework or means for routinely assessing for these. 

Survivors of CRC are often given little information 
routinely at discharge from primary treatment, and conse-
quently self-seek information from the Internet and other 
sources to help relieve their treatment effects. Consistent 
with others (Durcinoska et al. 2017), when completing 
primary treatment, survivors would benefit from tailored 
information, written supportive care plans and improved 
access to allied health care providers experienced in 
managing CRC treatment effects. 

Participants acknowledged GPs were generalists and, 
therefore, not expected to meet all their supportive care 
needs. This required a range of expertise. They did, 
however, expect their GP to enquire about concerns after 
cancer treatment, and facilitate access to secondary care 
through appropriate referrals. Of note, all our participants 
had contact with a GP post-treatment, and this was highly 
valued by some. Consistent with others (Nugteren et al. 
2017), participants generally welcomed transition of long-
term post-cancer care back to general practice, but felt that 
GPs needed improved engagement, support and information 
from tertiary cancer services to better care for their patients. 

As found previously (Arndt et al. 2004), younger patients 
and those living in rural areas experience particular 
challenges. Younger people have specific information needs 
about relationships and fertility, and support needs to 
enable caring for children. Patients living in rural areas do 
not always have access to a regular GP, the same services 
or health care providers that are available to those in 
metropolitan areas. 

Our sample was English speaking and unusually young 
(68% aged <50 years) and, therefore, may not represent 
the general CRC population, those with poorer health 
literacy or for whom English is their second language. 
Future research could explore how a variety of sociocultural 
demographic variables impact patients’ views about the role 
of the GP in survivorship care. Although CRC diagnosis among 
those aged <50 years is increasing, in Australia, ~11% are 
aged <50 years (Bowel Cancer Australia 2020). Therefore, 
the findings from this study are particularly relevant for those 
diagnosed at a younger age. Tumour type and stage was self-
reported, and the majority of participants experienced 
treatment-effects that affected their ability to return to their 
pre-treatment lives. Other studies indicate a higher percent-
age of early-stage CRC patients do well after treatment 
(Valeikaite-Tauginiene et al. 2022), suggesting some selection 
bias; those with ongoing problems may have been more likely 
to take part in our study. It does, however, highlight ongoing 
problems and unmet needs in the healthcare system to be 
addressed. 
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Recommendations

Outside of normal follow up with cancer specialists, there is 
variation and inconsistency in supportive care, with bowel 
problems and intimacy issues often not addressed, despite 
being highly prevalent and problematic (Rutherford et al. 
2020; Ju et al. 2021). Routine assessment of these beyond 
the acute treatment period would enable identification of 
patients with unmet needs where appropriate supportive 
care through referral/clinical pathways could be beneficial. 

Patients highlighted the need for better communica-
tion between cancer specialists and GPs, integration of all 
members of the treating team including GPs, and coordi-
nation of care after primary cancer treatment. One way this 
could be accomplished is through standardised processes 
for communicating follow-up care and potential allied 
health needs. However, system-level issues (e.g. inadequate 
Medicare-supported allied health sessions per year), 
unfunded GP non-clinical work and patient out-of-pocket 
expenses for non-Medicare funded support are barriers to 
adequate supportive care. 

Additionally, improved mechanisms for information 
sharing with both patients and GPs about potential short-
and long-term effects of treatment is needed to better 
prepare patients for likely effects and what to do if effects 
occur. For example, nurses on wards completing patient 
discharge could routinely prepare an individualised follow-
up summary, outlining potential long-term/late-effects of 
treatment and care of these informed by all members of the 
treating multidisciplinary team, supportive care needs 
assessment, and referrals to allied health services actioned 
as required. This is consistent with current recommendations 
in the optimal care pathways for people with colorectal cancer 
(Cancer Council Victoria and Department of Health Victoria 
2021). Patients should also be instructed to make a long 
appointment with their GP to share the follow-up summary 
and enable development of appropriate care plans. The 
follow-up summary would be a key resource for the patient 
and their health care providers, and used to improve 
communication and care coordination. In turn, this would 
reduce the need for GPs having to directly contact cancer 
specialists for information about their patients; an activity 
that has resource and financial implications, as these 
activities are not currently government funded. 

Currently, some patients feel like their own care 
coordinator. Those who want to coordinate their care could 
be better equipped to do so by being provided with the 
‘right’ information and resources as part of their discharge 
information. Others who perhaps are feeling unwell, are 
elderly or have other limiting factors would need additional 
support with managing the consequences of treatment 
and getting referrals to the right health care professional. 
Many CRC survivors are satisfied when their GP becomes 
responsible for coordinating follow-up care, and many found 
providing sympathy, emotional support, and potentially 

going above and beyond a meaningful part of their 
therapeutic relationship. It is unfortunate that these activities 
receive inadequate government funding. Future research 
should explore whether this model is optimal and who 
should pay for coordination of care. However, if not the GP, 
there is need for another central person responsible for 
recognition of post-treatment concerns, and referral and 
access to relevant supports and services to manage these in 
the community. Specialists and services are often outside of 
cancer, so the mechanism by which they can be accessed 
needs improving. 

Finally, to reduce inadequacies and disparities in follow-up 
survivorship care, there is the need for a team-based patient-
centred health service model that aligns with CRC survivors’ 
specific needs and management of post-treatment effects. 
Such a patient-centred model of survivorship care requires 
effective resourcing of all parts of the care team, including 
both generalist and specialist services. Chronic underfunding 
of primary care is likely a barrier to optimising care processes 
in the community. Contemporary models of team-based care 
could help to align inconsistent and parallel post-treatment 
care with better recognition of the roles of each team member. 

Given the various ongoing needs of CRC survivors, with 
long-term CRC survivorship care already expanding beyond 
specialty cancer settings into general practice, it requires 
better access to interdisciplinary support for patients, and 
improved methods for detecting and managing post-
treatment effects to minimise the impact on quality of life. 
For this to happen, we need better engagement between acute 
care/specialty cancer services and primary care, tailored 
information provision to patients, and improved sharing of 
information between cancer specialists with both GPs and 
patients. Current models of follow-up care inadequately 
address the complex needs arising after CRC treatment. 
Further, system issues preventing high-quality care for 
patients, such as inadequate funding for GP supportive care, 
need to be urgently addressed. 

Supplementary material

Supplementary material is available online. 
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