
NSW Cancer Information Strategy 2011–15

Lessening the impact of cancer in NSW



Contents

	 1.	 Foreword

	 2.	 Introducing	the	NSW Cancer Information Strategy 2011–15

	 3.	 Building	the	NSW Cancer Information Strategy 2011–15

	 4.	 Guiding	principles	for	the	NSW Cancer Information Strategy 2011–15

	 5.	 Stakeholders	and	collaborators

	 6.	 Goals	and	strategies

						14.		NSW	Cancer	Information	Strategy	Advisory	Group	

						15.	 Acronyms

						16.		Acknowledgements	and	publishing	details



Foreword

The NSW Cancer Plan 2011–15 sets out the most important principles and 
actions that need to take place over the next five years to improve cancer 
outcomes in NSW. A central theme of the NSW Cancer Plan 2011–15 is 
the need for timely, relevant and accurate data and information across the 
spectrum of cancer control. 

About the NSW Cancer Plan 2011–15

The goals of the NSW Cancer Plan 2011–15 are to:

 > reduce the incidence of cancer (through improving modifiable risk factors)

 > improve the survival of people with cancer

 > improve the quality of life of people with cancer and their carers.

The NSW Cancer Plan 2011–15 also includes seven cross-cutting issues:

 > monitoring and evaluating cancer control activities

 > strategic research investment

 > improving cancer outcomes for Aboriginal people

 > improving cancer outcomes for rural and remote populations

 > improving cancer outcomes for culturally and linguistically diverse communities

 > improving cancer outcomes for people who are socioeconomically disadvantaged

 > enhancing the role of primary and community care in cancer control. 
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Introducing the NSW Cancer Information 
Strategy 2011–15

The purpose of the NSW Cancer Information Strategy 2011–15 is to   
support the implementation of the NSW Cancer Plan 2011–15. This will be 
done by addressing identified priority cancer data and information needs of 
key stakeholders through a robust, integrated approach to the collection, 
retrieval, linkage and distribution of cancer data and information.

The NSW Cancer Information Strategy 2011–15 identifies objectives, strategies and                 
key activities to be undertaken during the period 2011–15 under four goal areas.

Goal 1

To understand the priority cancer data and information needs of key stakeholders that will 
support delivery of the NSW Cancer Plan 2011–15.

Goal 2

To implement and support an integrated approach to the collection, retrieval and linkage of 
high-quality, comparable data, aligned with priority stakeholder needs, in a secure, controlled 
and lawful manner.

Goal 3

To create and manage an integrated approach to the timely distribution of relevant and 
accurate cancer data and information that addresses identified Cancer Institute NSW and 
stakeholder priorities.

Goal 4

To create a robust, efficient and sustainable model that enables rapid access by stakeholders 
to relevant cancer data and information for the purposes of program and policy 
development, service delivery, performance improvement and research, and for promoting 
informed decision-making wherever possible.
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Building the NSW Cancer Information 
Strategy 2011–15

Development of the NSW Cancer Information Strategy 2011–15 was 
undertaken alongside the NSW Cancer Plan 2011–15. 

Challenges, enablers and priorities in the area of cancer data and information were   
identified during 10 stakeholder workshops held to inform the NSW Cancer Plan 2011–15, 
and from interviews with divisional heads in the Cancer Institute NSW. This feedback 
formed the basis of a discussion paper,1 summarising issues to be considered in the         
NSW Cancer Information Strategy 2011–15. 

Subsequently, a NSW Cancer Information Strategy Workshop was held with key 
stakeholders engaged in healthcare policy and planning, health service management, 
healthcare delivery, research, data and information management, and people affected 
by cancer. The workshop identified priority cancer data and information needs of 
stakeholder groups and provided further insight into the challenges and enablers related to          
meeting these needs.2  

Identified priorities were used to develop a matrix of priority goals, strategies and key 
activities. This matrix was reviewed and refined by the NSW Cancer Information Strategy 
Advisory Group prior to finalising the NSW Cancer Information Strategy 2011–15. 

Definitions
In the context of the NSW Cancer Information Strategy 2011–15: 
• data are defined as: raw groups of facts or figures that represent the qualitative or   
 quantitative attributes of a variable or set of variables

• information is defined as: analysed groups of data and their interpretation (ie data   
 converted to inform)

• linkage is the process for linking data from different sources (may be deterministic   
 or probabilistic in nature) for the purpose of enhancing analysis through better use of   
 administrative and other data sets

• e-health is the use of digital data transmitted, stored and retrieved electronically to   
 support healthcare either at local sites, at a distance or both.3 

1 Institute NSW. NSW Cancer Information Strategy Discussion paper. August 2010.
2 Institute NSW. NSW Cancer Information Strategy Workshop Report. 24 August 2010.
3 Health Organization. e-health for health care delivery   http://www.who.int/eht/eHealthHCD/en/index.html 
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Guiding principles for the NSW Cancer 
Information Strategy 2011–15
The NSW Cancer Information Strategy 2011–15 is underpinned by a set of guiding principles. 
A central theme is the need for collection and reporting of cancer data and information  
to be ‘integral to the ordinary business of providing cancer services, with its own planning 
and funding’.4

Reporting of cancer information should:

• support the implementation of the NSW Cancer Plan 2011–15 

• inform and support the measurement of key cancer control priorities

• be relevant, useful and appropriate for end users

• be timely and widely accessible. 

Cancer data collected should:

• accurately describe cancer in the population

• identify patient-relevant outcomes 

• provide an integrated statewide picture of cancer control

• support assessment of cancer control within the broader health context. 

Cancer data collection systems should:

• be standardised across the state to facilitate benchmarking

• utilise point-of-care recording interfaces, wherever possible

• allow for future addition or removal of items

• be integrated and avoid overlaps in process. 

Approaches to collection and reporting of cancer data                                   
and information should:

• avoid duplication of effort

• leverage from existing databases and activities

• be resourced adequately

• reflect national initiatives, directions, definitions and standards, wherever possible.

Key themes:  

Accessibility, Timeliness, Relevance, 

Robustness, Integration
4   Cancer Australia. A National Cancer Data Strategy for Australia.  
 Canberra: Commonwealth of Australia, 2008.
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Stakeholders and collaborators

Cancer data and information are used by a number of different    
stakeholder groups, for a range of purposes. 

Stakeholders for the NSW Cancer Information                                              
Strategy 2011–15 include:

• funders/planners/administrators of cancer services (state and Commonwealth   
 government, Cancer Institute NSW)

• organisations delivering cancer services (Local Health Networks, hospitals, health   
 professionals, support services, Aboriginal health services)

• users of cancer services (people affected by cancer)

• researchers

• other users of cancer data and information (the community, media).

Each group has a broad range of data and information needs.                                         
The NSW Cancer Information Strategy 2011–15 recognises that cancer data and information 
are used differently by each group and aims to ensure that priority data and information are 
being collected and reported in the most appropriate format to meet these needs. 

Partners

The NSW Cancer Plan 2011–15 is a plan for NSW that provides a system-wide approach 
to cancer control. The plan emphasises the need for a collaborative approach and provides 
a platform for partnerships between government and non-government organisations and     
the community.

Accordingly, implementation of the NSW Cancer Information Strategy 2011–15 will require 
Cancer Institute NSW to collaborate widely. The input required from collaborative partners 
will vary with strategies and activities and is likely to vary over time. A major partner for the 
entire strategy will be NSW Health.

Potential partners relevant to specific activities have been identified in the strategy matrix. 
This list is by no means exhaustive and will be reviewed as the NSW Cancer Information 
Strategy 2011–15 is implemented.
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OBJECTIVE STRATEGY KEY ACTIVITIES MEASURE LEAD COLLABORATORS 

Identify cancer data and 
information needs of key 
stakeholders. 

Engage stakeholders. •     Consult widely to identify priority cancer                                                           
data and information needs and preferences of key 
stakeholders as they relate to the NSW Cancer Plan 
2011–15.

• Register of data/
information needs 
and preferences by 
stakeholder group.

CINSW • NSWOGs
• Cancer Voices NSW
• Universities
• Professional colleges/ 
    organisations
• Cancer Council NSW 

• Identify data and information required to inform 
strategies to reduce variation in cancer outcomes 
for priority populations. 

• Register of data/
information related to 
priority populations.

CINSW • AH&MRC
• MHCS
• Cancer Australia
• Rural health organisations
• CHETRE
• FECCA

 Goal 1:  To understand the priority cancer data and information needs of key stakeholders that will   
 support delivery of the NSW Cancer Plan 2011–15.
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OBJECTIVE STRATEGY KEY ACTIVITIES MEASURE LEAD COLLABORATORS 

Maximise the efficiency and 
currency of cancer data 
collections. 

Support point-of-care data 
collection.

• Support the implementation of efficient 
and standardised point-of-care clinical 
information systems. 

• Number of health services 
using point-of-care information 
systems.

NSW Health/
CINSW

• DoHA
• NSW Health
• Software vendors
• Universities

Standardise systems for 
cancer data collection. 

• Critically review approaches to the 
retrieval and collection of key cancer data 
to improve data timeliness and reduce 
duplication.

• Efficiency of processes. CINSW • Registries

• Encourage and support sharing of data 
collection resources and expertise.

• Number of collaborative 
projects.

NSW Health/
CINSW

• Data managers

• Promote the use of nationally agreed 
data standards for cancer control.

• Number of services using 
structured pathology reporting.
• Number of national data set 
specifications implemented.
• Publication of an oncology 
data dictionary.

CINSW • Cancer Australia
• AIHW
• RCPA
• AIHW
• ACSQHC

Maximise the quality and 
completeness of cancer data 
collections. 

Address priority gaps in 
cancer data.

• Lead and participate in activities to 
address gaps in data availability relating to 
Aboriginal and ethnicity status, cancer stage 
and grade, functional status at diagnosis, 
treatment and cancer recurrence across 
public and private settings. 

• Number of new data items 
included in central and/or 
clinical cancer registry.
• Number of collaborative 
initiatives undertaken regarding 
cancer data gaps.

CINSW • Cancer Australia
• AACR
• State health departments
• AH&MRC
• Private sector
• NSWOGs
• Professional colleges &                                    
associations

Goal 2:  To implement and support an integrated approach to the collection, retrieval and linkage of high-quality,   
 comparable data, aligned with priority stakeholder needs, in a secure, controlled and lawful manner
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OBJECTIVE STRATEGY KEY ACTIVITIES MEASURE LEAD COLLABORATORS 

Maintain priority cancer 
data collections and 
retrievals.

• Maintain routine data collection 
through population-based registries and 
administrative data sets.

• Maintenance of mandatory 
data collections. 

Varies by collection • Registries
• NSW Health
• BreastScreen NSW
• Cancer Council NSW
• Private sector

• Retrieve data relating to social 
determinants of cancer and personal 
cancer risk factors from relevant sources.

• Number of data indicators 
retrieved from NSW Health 
Survey and Quitline.
• Annual community monitor 
implemented.

CINSW • NSW Health
• Cancer services
• 13QUIT
• Cancer Council NSW

• Support a common approach to 
the routine collection of data about 
molecular and other biological tumour 
markers.

• Inclusion of fields relating to 
biomarkers in clinical cancer 
registry.
• Number of translational 
research initiatives.

CINSW • Biogrid
• COSA & CCTGs
• Cancer Australia
• RCPA
• Biobanking Working Group

• Support routine collection of data 
about the experience of cancer care by 
those affected by cancer.

• Number of data items 
collected regarding the patient 
experience.

CINSW • Cancer Council NSW
• Cancer Voices NSW

• Use surveys and time-limited data 
collections to inform specific cancer 
control activities. 

• Number of collaborative 
research links with groups 
undertaking relevant research.
• Number of surveys undertaken

CINSW • University & other research groups
• NSW Health
• AIHW
• ABS

• Explore additional sources of data 
relating to cancer control.

• Number of possible new 
research opportunities explored.

CINSW • Cancer Council NSW

Goal 2:  To implement and support an integrated approach to the collection, retrieval and linkage of high-quality,   
 comparable data, aligned with priority stakeholder needs, in a secure, controlled and lawful manner
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OBJECTIVE STRATEGY KEY ACTIVITIES MEASURE LEAD COLLABORATORS 

Maintain security, privacy 
and availability of data.

• Comply with security, privacy 
and access requirements in line with 
compliance obligations and policies.

• Compliance with 
obligations.

CINSW • In-house activity

Support statewide 
contributions to cancer 
data collections. 

• Identify and implement strategies 
to encourage and support health 
professionals to contribute to statewide 
data collections.

• Percentage of LHNs 
contributing to statewide 
collections.

CINSW • LHNs
• NSW Health
• NSWOGs
• Professional colleges & 
associations

Maximise opportunities for 
linkage of cancer data to identify 
trends and address key cancer 
control questions.

Engage stakeholders. • Actively promote the importance of 
data linkage for producing evidence to 
drive improvements in cancer outcomes.

• Number of education/
promotion activities.
• Number of data linkage 
project.

CINSW • CHeReL
• NSWOGs
• NSW Health
• Professional Colleges/ 
organisations
• Cancer Council NSW
• AH&MRC
• Universities

Standardise systems. • Support the use of a unique patient 
identifier at point of diagnosis to allow 
data linkage across the patient journey.

• Patient identifier 
implemented.

NSW Health • CINSW
• NEHTA
• NSW Health

• Explore universal consent for 
accessing data about people diagnosed 
with cancer.

• Process established. CINSW • Cancer Voices NSW
• Cancer Council NSW

Goal 2:  To implement and support an integrated approach to the collection, retrieval and linkage of high-quality,   
 comparable data, aligned with priority stakeholder needs, in a secure, controlled and lawful manner
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OBJECTIVE STRATEGY KEY ACTIVITIES MEASURE LEAD COLLABORATORS 

Maximise timely access to 
relevant and accurate cancer 
data for quality improvement and 
research. 

Facilitate access to and 
awareness of cancer 
data. 

• Maintain and promote the web cube 
as a key source of cancer data in NSW.

• Utilisation of web cube 
(number and duration of 
unique visits).

CINSW • NSW Health
• NSWOGs

• Develop and distribute standardised 
cancer statistical reports addressing 
priority information needs. 

• Number of statistical reports 
published.
• Number of reports ordered/
downloaded.

CINSW • NSW Health
• DoHA
• LHNs
• AH&MRC

• Develop a Cancer Data Roadmap 
to promote awareness of cancer data 
sources for quality improvement and 
research. 

• Cancer Data Roadmap 
published.
• Utilisation of Cancer Data 
Roadmap (number and 
duration of unique visits).

CINSW • Universities
• Research groups 
• Service administrations
• CHeReL
• NSW Health
• Other data integration platforms 

Utilise legislation 
effectively.

• Promote appropriate use of 
legislation relating to the collection, 
use and reporting of identified and de-
identified data, including linked data, for 
quality improvement and research.

• Timely approval of new 
requests/projects regarding 
data access.

CINSW • NSW Health
• DoHA
• NEHTA
• HRECs
• NHMRC
• Privacy Commissioner 

GOAL 3  To create and manage an integrated approach to the timely distribution of relevant and accurate cancer data 
and information that addresses identified priorities of the Cancer Institute NSW and stakeholders
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OBJECTIVE STRATEGY KEY ACTIVITIES MEASURE LEAD COLLABORATORS 

Maximise timely access to 
relevant and accurate cancer 
information to support 
evidence-based practice.

Facilitate access to 
evidence-based cancer 
information.

• Maintain eviQ as a primary 
source of point-of-care, evidence-
based cancer information. 

• Utilisation of eviQ site 
(number and duration of 
unique visits).
• Number of protocols 
published on eviQ.

CINSW • Software vendors
• Professional colleges & associations
• LHNs

Use information to 
identify gaps and 
variations in practice and 
outcomes.

• Provide access to comparable 
information on practice and 
outcomes in cancer care that 
supports benchmarking for quality 
improvement. 

• Number of reports 
published. 

CINSW • NSWOGs
• Professional colleges and 
associations
• LHNs
• NSW Health

Promote awareness of 
cancer services.

• Promote information about  
cancer services to encourage 
appropriate referrals.

• Utilisation of the Cancer 
Services Directory (number 
and duration of unique visits).
• Coverage of the Cancer 
Services Directory.
• Utilisation of the Clinical 
Trials Register (number and 
duration of unique visits).
• Coverage of the Clinical 
Trials Register.

CINSW • NSWOGs
• Professional colleges & associations
• Cancer Voices NSW
• Cancer Council NSW
• Aboriginal Health Services
• Research groups

Engage the media. • Engage and support the 
media to deliver appropriate and 
balanced community messaging 
about cancer. 

• Number of media stories    
about cancer with CI NSW 
input.

CINSW • BHI
• Media providers
• Communication experts
• AH&MRC

Document an optimal approach 
to communication of cancer 
data and information for key 
stakeholders.

Develop a 
communication strategy.

• Develop and implement a 
cancer communication strategy 
that supports appropriate 
messaging of cancer data and 
information to key stakeholder 
groups .

• Cancer communication 
strategy published and goals 
achieved.
• Number of  
projects with communication 
objectives considered.

CINSW • BHI
• Cancer Council NSW
• AH&MRC
• MHCS
• CHETRE
• Media

GOAL 3  To create and manage an integrated approach to the timely distribution of relevant and accurate cancer data 
and information that addresses identified priorities of the Cancer Institute NSW and stakeholders
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OBJECTIVE STRATEGY KEY ACTIVITIES MEASURE LEAD COLLABORATORS 
WITH CINSW

Optimise use of available 
resources  for cancer data and 
information activities.

Integrate cancer 
data and information 
activities. 

• Review and, where possible, streamline 
internal governance of cancer data and 
information activities.

• Efficiency of approaches. CINSW • In-house activity

• Implement and support an integrated 
approach to cancer data and information 
activities that supports comparisons over 
time and at points in time.

• Number of comparable 
reports/data items.

CINSW • Ethics
• CHeReL
• NSW Health
• Cancer Australia
• AIHW
• Researchers

Increase capacity 
for cancer data and 
information activities.

• Increase in-house capability for translation 
of data into information aligned with 
stakeholder needs.

• Number of reports/
resources developed in 
house.

CINSW • BHI
• Universities via Academic 
Chairs
• AH&MRC 

• Encourage sharing of expertise in data 
and information collection, cleaning, linkage, 
interpretation and reporting.

• Number of collaborative 
activities.

CINSW • NSW Health
• SAX Institute
• NCRIS PHRN
• WADL
• DoHA
• NHMRC
• BHI

Goal 4:  To create a robust, efficient and sustainable model that enables rapid access by stakeholders to relevant cancer data and information for  
 the purposes of program and policy development, service delivery, performance improvement and research, and for promoting informed  
 decision-making wherever possible     
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OBJECTIVE STRATEGY KEY ACTIVITIES MEASURE LEAD COLLABORATORS WITH 
CINSW

• Develop and maintain functional 
partnerships with relevant experts 
in cancer data, information and 
communication.

• Representation by CI NSW 
staff on relevant committees.
• Representation by relevant 
organisations on CI NSW 
committees.
• Number of collaborative 
projects in data and information.

CINSW • Universities & other research      
groups
• BHI
• ACI
• AIHW
• ABS
• NSW Health
• Cancer Australia
• NHMRC
• UICC
• IARC

Ensure currency in 
approaches to cancer data 
and information activities.

Support innovative 
approaches to cancer 
data and information 
activities. 

• Encourage and support innovative 
approaches to cancer data and 
information activities. 

• Number of new initiatives 
explored.

CINSW • BHI
• AIHW
• Universities
• NCRIS
• Cancer Australia

Learn from relevant 
cancer data and 
information activities.

• Monitor and, where relevant, align with 
state, national and international initiatives 
in cancer data and information.

• Involvement of CI NSW staff 
in national/international data and 
information initiatives.

CINSW • NSW Health
• Cancer Council NSW
• AIHW
• Cancer Australia
• DOHA
• NEHTA
• IARC
• UICC
• NHMRC

Goal 4:  To create a robust, efficient and sustainable model that enables rapid access by stakeholders to relevant cancer data and information for  
 the purposes of program and policy development, service delivery, performance improvement and research, and for promoting informed  
 decision-making wherever possible     
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Name Organisation Cancer Institute NSW Staff

Professor David Roder (Chair) Consultant Epidemiologist, Cancer 
Institute NSW

Ms Deborah Baker Manager, Monitoring, Evaluation and Research Unit

Professor Bruce Armstrong Professor of Public Health, University of Sydney Dr Anton Bergheim Program Manager, Clinical Cancer Registry

A/Professor Richard Chye Director, Sacred Heart Palliative Care Unit Dr Robyn Godding Director, Cancer Screening NSW

Professor Geoff Delaney Director of Area Cancer Services, Sydney South 
West Area Health Service

Ms Narelle Grayson Operations Manager, NSW Central Cancer Registry

Ms Kaye Duffy Consumer representative Ms Beth Macauley Chief Operating Officer, Cancer Institute NSW

Ms Elisabeth Kochman Consumer representative – Cancer Voices NSW Ms Elena Manning Acting Director, Cancer Services and Education (from 
Dec 2010)

Mr Richard Lawrence State Manager, NSW and ACT Faculty, Royal 
Australian College of General Practitioners

Ms Sue Sinclair Director, Cancer Services and Education (to Dec 2010)

Dr Tony Sara Director, Clinical Information Systems, South 
East Sydney and Illawarra Area Health Service

Mr George Truman Acting Manager, Centre for Health Record Linkage

Associate Professor Freddy Sitas Director, Cancer Research Division, Cancer 
Council NSW

Professor Jane Young Scientific Director, Cancer Institute NSW

Professor Ross Smith Hepatobiliary surgeon, Royal North Shore 
Hospital

Dr Alison Evans Director, ZEST Health Strategies (consultant)

Dr Diane Watson Chief Executive, Bureau of Health Information

Dr Andre Jenkins Clinical Excellence Commission NSW

Dr Jenny Hunt Public Health Medical Officer, AHMRC

Dr Lee Taylor Medical Epidemiologist, NSW Health

NSW Cancer Information Strategy Advisory Group    
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AACR Australasian Association of Cancer Registries
ABS Australian Bureau of Statistics
ACI Agency for Clinical Information
ACSQHC Australian Commission on Safety and Quality in Health Care
AH&MRC Aboriginal Health and Medical Research Council
AIHW Australian Institute of Health and Welfare
BHI Bureau of Health Information
CCTGs Collaborative Cancer Trial Groups
CHeReL Centre for Health Records Linkage
CHETRE Centre for Health Equity Training Research and Evaluation
CINSW Cancer Institute NSW
COSA Clinical Oncological Society of Australia
DoHA Department of Health and Ageing
FECCA Federation of Ethnic Communities’ Councils of Australia
HRECs Human Research Ethics Committees
IARC International Agency for Research on Cancer
LHNs Local Health Networks
MHCS Multicultural Health Communication Service
NCRIS PHRN National Collaborative Research Infrastructure Strategy Public 

Health Research Network
NEHTA National E-Health Transition Authority
NHMRC National Health and Medical Research Council
NSW Health Department of Health NSW
NSWOGs NSW Oncology Groups
RCPA Royal College of Pathologists of Australasia
UICC Union for International Cancer Control
WADL Western Australian Data Linkage

Acronyms   
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