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 Number of cancer survivors in Australia (population 23m)
• Currently, over a million and expected to double by 2030. 

 Our health systems 
• Focused on minimising the cost of interventions and limiting services.

 Cost-efficient services do not necessarily deliver “value” for patients.

 Healthcare struggles to achieve “value” 
 despite huge ICT investment we do not capture most outcomes that matter to patients

WHAT IS THE PROBLEM?

Source: Porter ME et al, Standardizing Patient 
Outcome Measurement. NEJM, 374, 504 – 506, 2016

Of the 1,958 measures in the US National 
Quality Measures Clearinghouse, only 7% 
measured outcomes and less than 15% of 
these came from the patients themselves.



WHAT IS THE SOLUTION?

• The core purpose of health care is value for patients

Health outcomes that matter to patients
Value =

Costs of delivering those outcomes

• Delivering high value for patients must be the central
goal of every health care organization

- financial success is the result of delivering value, not
the end in itself

• Health care delivery must shift from volume to value
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How do we achieve this?

This means cancer services have to move to be 
patient-centric, evidenced-based, and MEASURE AND 
ACT on outcomes that matter to patients. 

Four main steps: 

• create cancer-specific units 

• define universal clinical and patient-reported 
measures

• establishing a data-capture model to routinely 
determine value of the care delivered

• continually improve treatment strategies through 
research



How does a patient define health?





WHAT IS ICHOM?

• Measures outcomes that matter most to 
patients

• Is Clinician-led
• Is Global -International standard sets will 

enable benchmarking these outcomes 
across hospitals globally

• Focuses hospitals on delivering care 
beyond the hospital walls

ICHOM mission

Unlock the potential of value-
based health care by defining

global Standard Sets of outcome
measures that really matter to
patients for the most relevant 

medical conditions and by
driving adoption and reporting
of these measures worldwide

Value =
Patient health outcomes achieved

Cost of delivering those outcomes

WHY ICHOM?

International Consortium for Health Outcome Measures



THE OUTCOME MEASURES STAGES 
OF CANCER CARE

Source: NEJM Dec 2010

Survival

Degree of health/recovery

Time to recovery and return to normal activities

Sustainability of health/recovery and nature of 
recurrences

Disutility of the care or treatment process*

Long-term consequences of therapy 
(e.g., care- induced illnesses)

*(e.g., diagnostic errors and ineffective care, treatment-related discomfort, complications, or adverse effects, treatment

errors and their consequences in terms of additional treatment)



THE OUTCOME MEASURES HIERARCHY

Source: NEJM Dec 2010

Survival

Degree of health/recovery

Time to recovery and return to normal activities

Sustainability of health/recovery and nature
of recurrences

Disutility of the care or treatment process*

Long-term consequences of therapy 
(e.g., care- induced illnesses)

Tier 1

Health Status
Achieved

or Retained

Tier 2

Process of 
Recovery

Tier 3

Sustainability of
Health

• Achieved clinical status

• Achieved functional status

• Care-related pain/discomfort

• Complications

• Reintervention/readmission

• Long-term clinical status

• Long-term functional status

*(e.g., diagnostic errors and ineffective care, treatment-related discomfort, complications, or adverse effects, treatment

errors and their consequences in terms of additional treatment)



ICHOM STANDARD SETS
Breast Cancer

Localised Prostate CancerAdvanced Prostate Cancer

Lung CancerColorectal Cancer

Source: ICHOM
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A standard Set of Value-Based Patient-Centered Outcomes for 
Breast Cancer.
The International Consortium for Health Outcomes Measurement 
(ICHOM) Initiative
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Incontinence after one year

Severe erectile dysfunction after one year

5 year disease specific survival

Best hospital

94%

95%
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Average hospital

THE IMPORTANCE OF 
MEASURING MULTIPLE OUTCOMES
PROSTATE CANCER CARE IN GERMANY

Source: ICHOM

75.5%

17.4%

43.3%

9.2%
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Source: ICHOM
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Follow-Up Timeline and Sample Questionnaires

The following timeline illustrates when Standard Set variables should be collected from patients, clinicians, and

administrative sources. Links to the sample questionnaires may be found in the legend below.

*Annual follow-up reassessed from date of surgery so that 

it will run parallel with annual outpatient visit.

^ Distinction for long-term follow-up:

• Local disease

Up to 10 years follow-up

• Metastatic disease:

Annually for life

Baseline Patient-Reported Form (link)

Baseline Clinical Form (link)

Follow-Up Patient-Reported Form (6 months, 3-10 years) (link)*

Follow-Up Patient-Reported Form (1 and 2 years) (link)*

*BREAST-Q will only be collected at baseline, 1 and 2 years

Follow-Up Clinical 6 months Form (link)

Follow-up Clinical Annual Form  (link)

EXAMPLE 3: Patient diagnosed with breast cancer, receives surgery, recurs and receives chemotherapy (CTx)

EXAMPLE 1: Patient diagnosed with breast cancer, receives surgery only

EXAMPLE 2: Patient diagnosed with breast cancer, receives neoadjuvant chemotherapy (NAC) and surgery

DATA 

Baseline (first Surgery 6 months 1 year Recurrence Initiates 6 months 1 year 10 years

doctor’s visit) post surgery post surgery of disease CTx post post post initiation

initiation initiation of CTx^

of CTx of CTx

Baseline (first Surgery 6 months 1 year 2 years 3 years 10 years

doctor’s visit) post surgery post surgery post surgery post surgery post surgery^

Baseline (first Initiates 6 months Surgery 1 year 2 years 10 years

doctor’s visit) NAC post initiation post surgery* post surgery post surgery^

NAC

https://hbs.qualtrics.com/SE/?SID=SV_6FLEB0fZGLyROgB
https://hbs.qualtrics.com/SE/?SID=SV_6y6mkHJq3xVzTil
https://hbs.qualtrics.com/SE/?SID=SV_eP6POTyQxrEJjdb
https://hbs.qualtrics.com/SE/?SID=SV_8vvBK8N7rpTimcR
https://hbs.qualtrics.com/SE/?SID=SV_6LmvT96RjwMVHOB
https://hbs.qualtrics.com/SE/?SID=SV_6hrHPSPwX3wsXcx


PHASE 1: ENGAGEMENT 

PHASE 2: DEVELOPMENT AND IDENTIFICATION 
OF DATA CAPTURING TOOLS

PHASE 3: DATA EVALUATION

PHASE 4: FEEDBACK, REVISE AND REVIEW 

How we plan to trial VBHC 
in cancer – a pilot in 2 
centres



ENGAGEMENT

Clinical 
Leaders

Hospital

Management
Consumers

Researchers
Service 

Providers

SPECIALISED SITES/CANCERS





FEEDBACK LOOP

Source: BCBSM Michigan



Feedback, review and embed research and quality 
improvement



• Brings cancer patients and their carers to the centre of 
the experience

• Increases patient support through a more coordinated 
care team approach

• Improves patient care by providing clinicians with more 
patient-specific data 

• Allows holistic informed decisions to be made about 
patient care across the care continuum

• Demonstrates feasibility of a revolution in healthcare

PATIENT BENEFITS





How can you do this?

Exemplar/demonstration project

• Clinical champions

• Consumer champions

• Health Policy champions

• Health management champions

• Academic champions

• Political champions



WA CIC Cancer Project
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informatics 
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• Measuring patient reported outcomes is part of the 
revolution called value based health care

• It has enormous potential to improve how we practice and 
how we benefit our patients

• Implementing it is not easy (or cheap) to begin with
• But we do now have standardised tools – which can be 

customised
• It needs champions, buy-in, data solutions
• Feedback and embedding research and quality improvement 

are vital

Conclusions


