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Take Home Messages

1 Follow-up is least examined component of cancer care

2 We have been measuring success by the wrong yardstick

3

Not one size fits all

T H E  B OT TO M  L I N E

Survivorship care fails not 
for lack of intent but for lack 
of capacity  

4

4

Areas for improvement: ‘where’ and ‘how’ & what we measure
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https://www.canceraustralia.gov.au/research-grants/data-and-statistics/cancer-australia-statistics

Epidemiology



Epidemiology

• Australia
• > 1 million people living with cancer/had cancer in the past 40 years

• Globally
• Nearly 54 million people living with a cancer diagnosed in past 5 years
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AIHW 2023. https://www.aihw.gov.au/reports/cancer/cancer-data-in-australia/contents/about
Luo Q et al. The Lancet Public Health. 2022;7(6):e537-e548
https://canceratlas.cancer.org/burden-of-cancer/cancer-survivorship/



Epidemiology

• Queensland data linkage study 2013-2016, cohort of 230,380 people
• Cumulative mean annual healthcare expenditure was AU$3.66 billion
• Highest costs

• Prostate (AU$538 m), Breast (AU$496 m), Colorectal (AU$476 m) cancers

• Costs highest in the first year after diagnosis and decrease over time
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Merollini KMD et al. In J Environ Res Public Health 2022 Aug 2;19(15):9473



Aims of follow-up after curative intent treatment

1 Identify and manage late side effects of treatment

2 Diagnose recurrence

3

Measure how we’re performing

T H E  B OT TO M  L I N E

The focus in the oncology 
clinic has been on 
diagnosing recurrence
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4

Identify and manage significant psychosocial symptoms
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In many cancers more scans, visits, & tests increase burden without long-term benefit

More is not always better

1 Earlier detection sounds beneficial

2 Intensifying surveillance changes timing of detection but not survival

3

Costs – anxiety, false positives, healthcare costs
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More is not always better
• In colorectal cancer intensive vs routine follow-up results in

• Earlier diagnosis of recurrence by median of 10 months (IQR 5 – 24 months)
• No detectable overall survival advantage
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Mokhles S, Br J Surg. 2016 Aug 4;103(10):1259–1268



More is not always better
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Galjart B et al. European Journal of Cancer, 2022; 174, 185-199



More is not always better
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Rustin G. et al. Lancet 2010 Oct 2;376(9747):1155-63.



More is not always better
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Rustin G. et al. Lancet 2010 Oct 2;376(9747):1155-63.



More is not always better

• Caveats with interpretation of the findings of Rustin et al.
• Secondary cytoreduction surgery at first recurrence
• Maintenance therapies – Bevacizumab and PARPi

• Uncertain if the findings are applicable today
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What matters to patients
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• The needs of individuals living with cancer are highly personal

• What patients value encompasses their beliefs, priorities, and expectations

• PROMs and PREMs have been widely developed and validated

• These tools have demonstrated benefits, including improved symptom management, 
enhanced quality of life (QoL), and even reduced mortality
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Basch E. et al JAMA 2017 Jun 4;318(2):197–198

• 766 patients starting chemotherapy
• Randomised to PROs vs routine care
• Primary outcome change in HRQOL at 6 months
• Post-hoc analysis of overall survival 

• PRO group median OS was 31.2 months 
• Usual care median OS was 26.0 months  
• 5-month difference (P = .03)
• HRQOL improved in 34% in PRO group vs 18%
• HRQOL worsened among fewer in PRO group
• (38% v 53%; P = .001).



What We Measure Misses What Matters
We optimise what we measure — yet the PRO tools in routine use omit many items that matter to patients

Instrument Financial toxicity Sexual function

EORTC QLQ-C30 1 item only Not captured

FACT-G Not captured Not captured

EQ-5D Not captured Not captured

PROMIS-29 / SF-36 Not captured Not captured

PRO-CTCAE Not captured Captured

PROMIS includes a sexual-function item bank (SexFS), but routine short forms omit it.

WHAT FILLS THE GAP
Financial toxicity
COST / FACIT-COST

Sexual function
FSFI · EORTC SHQ-22
Dedicated tools — rarely part of routine follow-up.
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What matters to patients

PROMs quantify patient health outcomes

Patient values are the personal significance patients attribute 
to experiences and outcomes 

We need to co-design 
tools and frameworks 
that reflect patient values
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PRMs do not often incorporate patient values

PREMs describe patient experience of care







Gynaecologic Oncology Survivorship Clinic July 2024 – June 2026

• 175 patients; 419 clinic visits

• 287/419 (68.5%) visits had at least one PROM completed

• 34/419 (8.1%) patient visits completed all 6 PROMs

• 249/419 (59.4%) visits had 4–6 PROMs completed
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Q

More is not always better

1 “The paperwork being filled in at every visit. Maybe a short form to 
see if anything has changed.”

2 QQ

3
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Questionnaires miss some aspects of HRQOL as not sufficiently nuanced

Some questions are triggering and re-traumatise patients 

One third of patients did not complete a single PROM



Models that may raise the standard

• Patient Initiated Follow-Up (PIFU)
• Nurse-led follow-up
• Remote electronic PRO-based symptom monitoring
• ctDNA/molecular residual disease-guided surveillance
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Models that may raise the standard
• Patient Initiated Follow-Up (PIFU)
• Systematic review that included eight studies
• Four cancer types (breast, colorectal, endometrial, prostate)
• Findings:

• No difference in HRQOL
• PIFU cheaper
• Fear of recurrence higher in one study in PIFU group

• Studies not powered to evaluate survival or recurrence rates
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Newton C. et al. Fron Oncol. 2022 Oct 13:12:954854



Models that may raise the standard
• Nurse-led follow-up
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Int J Gynecol Cancer. 2022 Apr 4;32(4):560-565.
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Reframing Success

• Successful follow-up is not just "we detected recurrence early”
• It is patients living as well as possible and equipped to manage what comes next
• It is addressing late effects, function, psychological recovery and return to life
• It is ‘’the right person had the right contact at the right time" (risk-stratification & 

good survivorship care)
• Surveillance is still necessary when recurrence is salvageable – not ‘one size fits all’
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Call to Action – next Monday…

• Treat follow-up as a survivorship interaction, not just a recurrence check
• Follow-up should not just be "scan result, bloods, see you in 3 months" 
• Include one survivorship element into every patient contact:

• Late effects
• A care plan that has been updated
• One PROM
• A question about what the patient is struggling with now
• A referral to a web-based resource or to an allied health professional
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Take Home Messages

1 Least examined component of cancer care and has high cost

2 We have been measuring success by the wrong yardstick

3

Not one size fits all

T H E  B OT TO M  L I N E

Survivorship care fails not 
for lack of intent but for lack 
of capacity  
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4

Areas for improvement: ‘where’ and ‘how’ & what we measure
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THANK YOU!


