The Australian Real World Cancer Evidence Network (Pan Cancer Initiative)

A co-funded partnership between Movember, Cancer Australia & the Department of Health, Disability and Ageing

Work Package 1 of the Pan Cancer Initiative aims to identify generic patient-reported
outcome and experience measures that should be collected across all cancer types.
Sector and lived experience engagement has been a crucial part of the discovery phase.

Lived Experience Engagement

97 people with lived experience told us what was
Participants represented:

13 different All states & First Nations
cancer types territories (21%)

Priority PROs

« Physical health: Pain, nausea, sleep, and fatigue

« Mental health & wellbeing: Anxiety, depression, emotional resilience,
and fear; culturally relevant holistic and spiritual dimensions

« Socio-economic dimensions: Financial toxicity, social support

most important to them.

LGBTQIA+ Linquistically diverse
(27%) (8%)

Focus Group

Method: 54.7%
Survey
45.4%
Interview
29.9%
Priority PREs

« Information provision: Both too much and too little was noted,

suggesting a domain around information adequacy or overload

« Experiential dimensions: Feeling respect and listened to by staff,

and the quality of interactions with healthcare professionals

» Experiential dimensions: Information provision and use, for

treatment, and management of feedback

Sector Engagement

121 stakeholders

Aboriginal Health Organisations 4

. Cancer Registry (incl. CQR) 19
representing the cancer
. - Government 8
sector identified the most Health Service 1
relevant and critical PRO Industry |10
Peak Body 21

and PRE domains in cancer
care.

Planning & Coordination 6

Research

Priority PROs
« Quality of life - global « Pain

Priority PREs
« Information

« Psychological wellbeing » Fatigue « Communication

« Physical health & functioning « Cognitive « Partnership

« Social functioning « Other symptoms & side « Access

« Financial toxicity effects « Coordination & continuity of

« Sexual function & wellbeing « Fear care
« Activities of daily living o Cultural safety
« Support
» Person-centred care

Achieve consensus on a core set of generic patient-reported
outcomes and experience measures through a Delphi process.
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