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PROs
• Symptoms are most sensitive to treatment and healthcare 

interventions. 
• Persistent and unpredictable symptoms impact on physical, 

social, psychological, and social functioning, consequently 
impacting on QOL.

Mediating factors
• Lifestyle and behavior changes that reduce or exacerbate 

symptoms. 
• Preventative and protective strategies allow participation in social 

and work activities, and sexual relationships.
• Age, disease stage, and comorbidities affect symptom burden 

and degree of functioning impairment.

PREs
• Most help from loved ones, potentially straining relationships due 

to changed roles, and altered sexual/intimate relationships. 
• Hesitance and guilt to seek help for unmet needs. 
• Value expertise of stoma nurse/consultants but difficulty 

accessing them.
• Unmet information needs: diet, physical activity, stoma care. 
• Information insufficient, unclear, inconsistent, poorly timed. 

§ CRC survivors experience ongoing 
symptoms, sexual concerns and 
information/access unmet needs

§ Behavioral adjustments (“Trial and 
error”)

§ Reluctance to seek professional 
support

à Need routine PRO screening to 
detect unmet needs & provide 
timely support 
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Physical symptoms
Ostomates: stoma leakage, skin problems, 
fatigue, gas, odour, hernia, stoma prolapse
Reversed stoma: bowel symptoms, faecal 
incontinence, pain, skin irritation, loss of 
sensation at anus/stoma site.
Mixed group: bowel symptoms, fatigue, pain, 
urinary dysfunction.

Psychological symptoms
Ostomates: distress due to gas/odour;
Distress & embarrassment due to bowel 
‘accidents’.

Results Overall key findings
• CRC survivors experience post-treatment side-effects: bowel and sexual/intimacy concerns, commonly continue >1y post-treatment. 
• Limited information about treatment-effects provided to patients results in CRC survivors being unprepared for managing side-effects. 
• No coordinated systematic approach for assessment and management of these concerns, leaving CRC survivors unaware of who to 

ask and where to get help. Side-effects of treatment are therefore often poorly managed and largely unaddressed. 
• Poor access to supportive care and allied health contributes to patients self-managing their side-effects rather than seeking help. 
• Major barrier to general practitioners’ ability to provide optimal supportive care is insufficient information transfer from cancer services.

PRO assessment model
Includes 6 PRO (symptoms, impaired sleep, physical, social, psychological, sexual function), 6 mediating factors (comorbidity, disease 
stage, age, lifestyle & health behaviours, financial toxicity, work), 3 PRE (supportive care needs, healthcare experiences, financial toxicity).

Introduction
Colorectal cancer (CRC) is a common cancer 
with improving survival rates. Post-treatment 
effects are common; however, little is known 
about longer-term effects of treatment for this 
growing population of cancer survivors, or what 
their supportive care needs and priorities are. 

We undertook a program of research to identify 
unmet needs of CRC survivors and pathways for 
addressing them. A comprehensive survivorship 
patient reported outcome (PRO) assessment 
model was subsequently developed to guide 
assessment of PROs in clinical practice.

Aims
Our research program aimed to identify:
• Patient-reported outcomes (PROs) and 

experiences (PREs) during treatment, 
recovery, and long-term survivorship

• Patient needs and priorities for supportive 
care interventions

• Suitable interventions and pathways for 
addressing needs for delivery into clinical 
practice

Methods
The program of research included:
• A series of systematic reviews
• An international survey of clinicians with 

experience treating CRC patients post 
treatment

• Interviews with survivors and clinicians with 
experience treating CRC patients

Triangulation of findings identified key unmet 
needs, interventions and pathways for 
addressing them, and informed development 
of the PRO model. 

Conclusions
CRC survivors face health challenges post-treatment but there are significant care gaps in addressing them despite evidence-based supports and 
guidelines available. Our model guides comprehensive assessment of PROs in CRC clinical practice and future clinical trials. 

Proximal effects Distal effects

Mediators

Global 
Quality 
of Life

Lifestyle/behaviour change (trial & 
error)
Ostomates: Different stoma 
appliances, medications to control 
bowel symptoms, diet modification; 
Activities/socialising based on toilet 
proximity; Timing bowel movements; 
Clothing to hide stoma; Extra supplies 
to manage bowel symptoms.
Reversed stoma: Diet changes; toilet 
proximity; medications to control bowel 
symptoms; extra supplies; skin care. 
Lack motivation or support to make 
positive lifestyle changes.

Supportive care
Professional care & information needs:
Tailored information & support with diet, 
physical activity, stoma care; information 
insufficient, unclear, inconsistent, poorly timed.
Informal care needs: Caregiving needs vary; 
help with household tasks, driving, managing 
finances, stoma care; stoma care unaffordable 
or inaccessible. 
Relationships: Stoma care/bowel dysfunction 
challenging for couples; supportive spouses 
foster adjustment; some couples strained by 
care needs.

Experience of health care
Hesitance & guilt to seek help for 
unmet needs; Value expertise of 
stoma nurse/consultants but 
difficulty accessing them; comforted 
by continued specialist care; 
distress & abandonment after 
specialist care end; those with 
stoma felt supported compared to 
those without stoma.
Financial toxicity
Inability to afford professional 
help/carer relief; costs associated 
with stoma supplies.

Treatment(s):
Surgery

Chemotherapy
Radiotherapy

Chemoradiation

Colorectal 
cancer

Disease & Treatment effects
Negative impacts, toxicities: neurotoxicity 
after CT
Positive impacts, symptom relief; Resilience 
& reappreciate life

Aspects of function:
Physical: Inability to do daily activities, 
hobbies/interests due to stoma or altered urinary 
&bowel function.
Impaired sleep: disrupted sleep (due to stoma); 
fatigue.
Social: Inability to participate in social activities 
due to toilet proximity; isolation.
Psychological: Stoma affects body image, esp. 
in women. Uncertainty, anxiety & depression due 
to loss of bowel control & fear of ‘accidents’; 
Impaired mood.
Sexual: Erectile dysfunction, excretory 
symptoms, worry/distress exposing stoma.
Work/Employment: Special needs & 
challenges: changing diet or irrigation; worry 
about ‘accidents’; managing symptoms discretely 
due to fear of being a burden or losing job.
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