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Introduction

Despite around one million cancer survivors living in Australia today,
very little is known about our ‘survivorship’ experience and what
happens in the interval between cancer diagnosis and death.

As survivor advocates we highlight mismatches between the:

« priorities and concerns of post-treatment survivors versus the narrow

clinical focus of the healthcare system,;

and

* limited data collected, collated and analysed to monitor survivors’
care and outcomes in Australia, versus the level of survivorship

What matters to survivors?

Fellow cancer survivor advocates were asked to identify and rank the ‘front
of mind’ survivorship priorities or concerns, from their experience.

The data required to answer these questions were then sought in open

access sources to determine if this was available for cancer survivors in

Australia, the UK or US.

This is a pragmatic review from survivors perspectives.

Table 1. Data on priorities & concerns of post treatment cancer survivors.

Conclusions

Limited data is accessible to address survivors ‘front of mind’ concerns ie.
how we live our life and maintain functions within our social environment.

We don’t know the characteristics of who, when, where experiences

« financial toxicity

* long-term cancer or treatment impacts:
« physical (eg pain, fatigue, impotence, incontinence, lymphoedema,),
« emotional (eg anxiety, relationship breakdown, disfigurement)
 practical (eg financial, work concerns);

* cancer recurrences;

e caregiver issues

** US National Health interview study 2000-2008: 40% of cancer survivors 18-44yrs are
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current smokers compared to 24% of the general population.

Survivorship Conference, 6-7 Feb 2015 in Adelaide.
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