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The world of cancer 

is changing
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1971 – The War on Cancer

Flinders Centre for Innovation in Cancer

Susan Sontag “Illness as a Metaphor”

“Cancer patients are lied to, not just because the disease is (or is 

thought to be) a death sentence, but because it is felt to be 

obscene -- in the original meaning of that word: ill-omened, 

abominable, repugnant to the senses.” 
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Cancer survivors 

have changed the 

world already!
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Cancer survivors:

• Change what cancer survival means

• Change what care means

• Change how care is planned
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National Cancer Institute Office of 

Cancer Survivorship definition:

• "An individual is considered a cancer survivor from the 

time of diagnosis, through the balance of his or her life. 

Family members, friends, and caregivers are also 

impacted by the survivorship experience and are 

therefore included in this definition." 
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Demographics

• 30 mln of survivors globally 

• 12 mln in USA (3 mln in 1971)

• 700, 000 in Australia

• ? 130, 000 in NZ

• Growing by 2.5% per year

• Approximately 15% diagnosed more than 20 years ago. 

• Most cancer survivors today are age 65 or older.
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Phases of survival
• active treatment

• recovery from treatment

• health maintenance

• prevention of recurrence

• prevention of second primary

• prevention of treatment toxicity

• health maintenance – diet, exercise, stress 

management
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Challenges of surviving cancer

• Multiple domains – physical, psychological, spiritual, social

• Specific concerns

• Second cancers

• Cardiovascular morbidity 

• Fertility 

• Bone health

• Cognition 

• Mental health 

• Financial health and employment



8/31/2011

3

Flinders Centre for Innovation in Cancer

What can be done

• Second cancers
• Screening
• Risk reduction – prevention
• Risk avoidance – smoking, diet, exercise

• Cardiovascular
• Cardioprotectants ? B blockers
• Risk modification - manage BP, cholesterol, weight

• Fertility 
• prevention, IVF

• Bone 
• Vit D/Calcium, weight bearing exercise, no smoking

• Other 
• screen for problems (ie depression)
• alerts re specific toxicities
• Rehabilitate – physical and occupational

• Reinforce healthy lifestyle message
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• 3728 participants  - recuited from NexCura, website,  70% women, 20 cancer types

• Treatment choices ranked highest

• Treatment side effects ranked second …. then

• Living with cancer

• Making decisions 

• Talking with doctors

• Anxiety and depression 

• Uncertainty of cancer

• Stress

• Navigating the system 

• Information ranked higher than support

Support group needs – Gralla 2011 
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Women “survivorship” research priorities

• 835 women – postal survey

Flinders Centre for Innovation in Cancer

What is care? 
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Livestrong.org
• Empower people affected by cancer

• Practical information and tools for people to live life on their own 

terms

• Take aims at the gaps between what is known and what is done

• Unite people to fight cancer

• Focus on prevention, access, improved QOL of survivors, 

investment in research
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Short history of survivors care

• 1986 – National Coalition of Cancer Survivorship

• 1997 – Lance Armstrong Foundation

• 2003 – Livestrong.org launched

• 2004 – ASCO Survivorship Taskforce

• 2005 – National Coalition, IOM, ASCO joint Symposium on 

Survivorship

• 2006 - Institute of Medicine Committee –From Cancer 

Patient to Cancer Survivor: Lost in Transition. 
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IOM Recommendations

1. Raise awareness, establish survivorship as a distinct phase, 

act to ensure delivery of care

2. Survivorship care plan

3. Develop evidence practice guidelines, tools, 

4. Develop quality of survivorship care measures

5. Test models of care delivery

6. Include survivorship in cancer control plans

7. Educate providers

8. Address employment concerns

9. Ensure access to insurance

10. Invest in research 
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Individuals can 

change the world..
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Senate Inquiry 2005  

(on request of Sen Peter Cook)

• Reasonably, doctors tend to stick with scientifically proven 

treatments, whereas patients are often desperately 

looking for the most promising options in order to improve 

their odds. This dichotomy and the dismissive attitude 

conventional medicine often exhibits towards less 

conventional treatments can leave patients worried and 

confused about what to do.
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De Jong EJC 2008
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Cancer Journey. Informing Choice.

• Dedicated funding stream into research from NHMRC

• Collaboration of providers 

• Access to information

• Cancer services should provide therapies that improve QOL and 

make them more accessible

• http://www.aph.gov.au/Senate/committee/clac_ctte/completed_inquiries/2004-

07/cancer/report/index.htm
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Chris O’Brien and the Lifehouse
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Unity 

is strength, 

knowledge 

is power 

and 

attitude is 

everything
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It is a different “C” 

word…
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