
Early stage bowel cancer 
Follow up and survivorship

�clinical practice

Colorectal cancer (CRC) is the most common malignancy 
affecting both men and women in Australia,1 and the incidence 
is expected to rise with the aging population and as a result of 
increased screening.2 Colorectal cancer survivors represent 
the third largest group of cancer survivors in western 
countries.3 The traditional focus of follow up has been the 
detection of cancer recurrence. However, an increasing body 
of literature indicates that survivors have a range of other 
issues and unmet needs following the completion of 
potentially curative treatments. 
	
In 2005, the United States Institute of Medicine released a pivotal 
report, ‘From cancer patient to cancer survivor: Lost in transition’ 
documenting the many issues that survivors face and highlighting the 
shortcomings of traditional follow up.3 Post-treatment survivorship 
was emphasised as a separate phase of the cancer journey, with 
distinct requirements.3 Four key elements of survivorship care were 
described (Table 1). Survivorship care for women with early stage 
breast cancer was recently discussed in this journal.4 This review 
considers survivorship issues for people with CRC.

Identified needs
Despite potentially curative treatments (surgery +/- radiation +/- 
chemotherapy), up to 40% of people with high risk early stage 
(nonmetastatic, potentially curable) CRC will experience cancer 
recurrence.5 A small percentage of these patients will have 
resectable, potentially curable disease.6 Patients are also at increased 
risk of developing second cancers or polyps.6 Many long term 
survivors experience good overall quality of life.7 In a USA survey of 
474 patients with early CRC treated at least 4 years previously, the 
most commonly reported symptoms were fatigue (23%), negative 
feelings about body appearance (14%), and altered bowel habit 
(diarrhoea in 13%, constipation in 7%).8 Twenty-four percent of 
respondents reported ongoing worries about their health, including 
fear of recurrence – the ‘Sword of Damocles’ under which many 
cancer survivors live. Type of treatment received had relatively 
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little impact on the late effects described, except that people with 
ostomies were more likely to report negative body image.

Cancer screening/follow up

Despite relatively weak evidence that surveillance improves survival, 
there is general consensus regarding post-treatment medical follow 
up. Australian, USA and European guidelines support regular 
surveillance for people who might benefit from early detection and 
aggressive treatment of recurrence (Table 2).9–12 
	 Evidence to support surveillance was examined in a recent 
Cochrane review.13 Although the meta-analysis showed a small 
survival benefit with more intensive follow up, there was significant 
heterogeneity in the comparator arms of the studies included. The 
authors indicated that it was ‘not possible to infer from the data the 
best combination and frequency of clinic (or family practice) visits, 
blood tests, endoscopic procedures and radiological investigations 
to maximise the outcomes’ for each individual. There are ongoing 
studies examining surveillance strategies, including the role of 
carcino-embryonic antigen measurement. 

Long term physical effects of treatment

Abdominal/pelvic surgery and radiotherapy may result in long 
term diarrhoea or urgency, leading to a ‘new normal’ habit.14,15 
Chronic radiation proctitis, most commonly manifesting as bleeding 
or discharge, occurs in 5–20% of individuals following pelvic 
radiation.16 Both surgery and radiation can cause anatomical and 
physiological changes resulting in pain, adhesions or obstruction. 

Treatments for rectal cancer may also cause erectile dysfunction. 
Laparoscopic surgery is increasingly used for colon and rectal 
cancer and appears to be associated with fewer short term side 
effects.17 Long term results are not well documented.
	 Chemotherapy can be combined with radiation preoperatively 
for patients with locally advanced rectal cancer or given alone 
postoperatively, generally for patients with node positive colon 
or rectal cancer. Commonly used drugs are 5-fluorouracil, its 
oral prodrug capecitabine, and oxaliplatin. These drugs produce 
generally moderate and manageable toxicities and few long 
term complications. Main ongoing toxicities include fatigue 
and oxaliplatin induced peripheral neuropathy. In one study, 
the incidence of moderate and severe neurosensory symptoms 
during oxaliplatin based adjuvant therapy was 31.6% and 12.4% 
respectively.18 Peripheral neuropathy may remain or slowly improve 
over many months. In the same study, the incidence of moderate 
and severe symptoms was 4.8% and 1.1% respectively after 12 
months follow up.18 Currently, there are no established treatments 
to hasten improvement of neuropathy. 

Health behaviour messages

Not smoking, having a healthy weight, being physically active, 
eating a balanced diet and limiting alcohol consumption are the 
major behavioural strategies to prevent bowel cancer.19 Completion 
of primary treatment for CRC represents a ‘teachable moment’ 
to encourage and enable behaviour change.20 There is growing 
evidence that increased physical activity can reduce both cancer 
related and overall mortality following CRC.21 Physical activity  
is also associated with improved quality of life.22 There is  
currently no evidence to support dietary supplementation in 
secondary prevention.

Psychosocial concerns

Survivors report an unmet need for psychosocial support during 
the post-treatment phase.23 Cancer diagnosis and treatment can 
impact on many psychosocial domains, resulting in emotional, 
social, personal, sexual or financial concerns. There is a high 
frequency of depression following treatment. In a survey of 128 CRC 
survivors (average of 40 months after surgery), 37% met criteria 
for depression.24 Predictors of distress 12 months after cancer 
diagnosis were examined prospectively in a large Queensland CRC 
population.25 The strongest identified predictor was psychological 
distress 6 months after diagnosis. It is therefore recommended 
that survivors be screened for psychosocial distress and unmet 
support needs. There are no ‘gold standard’ screening tools to 
assess survivors’ distress. The ‘distress thermometer’ is simple and  
widely used,26 and an Australian measure, the Cancer Survivors’ 
Unmet Needs measure (CaSUN), is also available.27 The Clinical 
practice guidelines for the psychosocial care of adults with 
cancer28 provide guidance regarding assessment of patients and 
management of distress.

Table 1. Four essential elements of post-treatment survivorship care3

1.	 Prevention 	 –  of recurrent and new cancers
2.	 Surveillance 	–  for new or recurrent cancers 
		  –  �for the medical and psychosocial effects of 

cancer and its treatment
3.	 Intervention 	 –  �to reduce or prevent physical and psychosocial 

consequences of cancer and its treatment
4.	 Coordination 	–  �between specialists and primary care providers

Table 2. Recommended follow up after treatment of primary CRC9–12

Intervention
• 	�History, physical 

examination
• 	Colonoscopy

• 	�Carcino-embryonic antigen 
measurement*

• 	�Computerised tomography* 
chest/abdomen (+/- pelvis)

• 	Consider liver ultrasound*

Frequency
• 	�3–6 monthly for 3 years, then 

6–12 monthly to 5 years
• 	�At 12 months, then every  

3–5 years
• 	�3–6 monthly for 3 years, then 

6–12 monthly to 5 years
• 	�Annually, years 1–3 in patients 

at high risk of relapse
• 	�6 monthly to 3 years, then 

years 4 and 5

* Not recommended in Australian Cancer Network guidelines12
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work has shown that it is possible to provide GPs with patient 
specific information in a timely manner that is clinically useful and 
valuable to practice.34 

Conclusion
Patients who have completed primary treatment for CRC have ongoing 
needs as a consequence of the cancer and its treatment, including 
surveillance for cancer recurrence, management of long term toxicities, 
screening for psychosocial distress and provision of psychosocial 
support. Areas of uncertainty include the optimum frequency of follow 
up investigations, the most effective way to support survivors, and 
the ideal provider mix during the survivorship phase. Post-treatment 
survivorship care is a growing focus for program development and 
clinical research, both in Australia and internationally.

Resources
•	 Resources available from the Cancer Council Helpline: 13 11 20 
	 – 	 Cancer Connect (one-to-one, telephone based peer support)
	 – 	 Cancer support groups (face-to-face, telephone or internet based)
	 –	� Life After Cancer (free booklet, developed by the Cancer Council 

Victoria)
	 – 	� ‘Just take it day to day: a guide to surviving life after cancer’ (free DVD, 

developed at the Peter MacCallum Cancer Centre)
•	 The American Society of Clinical Oncology: www.cancer.net 
•	 Lance Armstrong Foundation: www.livestrong.org
•	� Clinical practice guidelines for the psychosocial care of adults with cancer: 

www.nhmrc.gov.au/publications/synopses/cp90syn.htm.
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Support services for CRC survivors
A number of services are available for survivors, families and health 
professionals (see Resources).

The setting of post-treatment follow up

Hospital based cancer services do not have the capacity to manage 
the increasing numbers of cancer survivors, nor to adequately deal 
with all issues that survivors may encounter. General practitioners 
are often best placed to continue the management of other 
medical issues during and after cancer treatment. A USA cohort 
study involving bowel cancer survivors found that when follow 
up was entirely with oncology specialists there was relatively 
high adherence to cancer screening recommendations, however 
other health maintenance practices were often neglected.29 A 
major recommendation from the Institute of Medicine report was 
that survivorship care plans (SCP) be developed to better prepare 
patients for the survivorship phase and to explicitly state clinician 
responsibilities regarding follow up. 
	 Studies randomising between GP or specialist oncology follow up 
have been reported for survivors of bowel and breast cancer. In one 
study, 203 patients who had undergone surgical management for CRC 
were randomised to receive follow up with their GP or surgeon.30 A 
standardised document was provided to guide follow up. Although 
GPs ordered relatively more faecal occult blood tests and surgeons 
performed more colonoscopies and ultrasounds, rates of recurrence, 
time to detection and death were similar in the two groups. Similar 
studies in England and Canada involving breast cancer survivors have 
shown no significant difference in cancer outcomes, but improved 
participant satisfaction and cost effectiveness in the GP follow up 
cohort.31,32 These results suggest that GP follow up is safe and 
effective. The results also suggest the value of simple, clear follow 
up recommendations.
	 It is important to note that follow up in the general practice 
setting should include ready access to specialist services, if 
required. Other models of follow up and survivorship care include 
nurse led clinics and telephone based follow up. The authors 
have surveyed Australian GPs, oncology specialists and patients 
regarding follow up.33 Although there is enthusiasm to consider 
different models of follow up, there is no consensus regarding a 
preferred model.

Survivorship care plans
The Institute of Medicine report recommended that survivors 
be provided with a written SCP detailing diagnosis, treatments, 
potential late and long term complications from treatment, strategies 
to remain well, and information about recommended follow up. The 
SCP should also be provided to GPs and any other professionals 
involved in the patient’s care. The authors surveyed bowel cancer 
survivors, GPs and oncology specialists (colorectal surgeons, medical 
and radiation oncologists) regarding SCPs.33 We found general 
support for the development and use of a tailored SCP. Previous  
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