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Payors

Many players influence patient care

Industry

Patient organizations

Academic institutions

Policy makers

Media

Health professionals



The role of cancer patient organisations

“ Cancer patient organisations have an important role to play
– Providing information to help patients and their carers cope with what they will face
– Helping patients cope with practical challenges
– Providing emotional support
– Giving advice on how to take medicines
– Helping patients make choices during their treatment
– Telling patients about best care
– Providing links to other patients
– Represent patients’ and carers’ views to a range of stakheolders





In the UK before 1998 survival rates for cancer patients were poor.

“ Cancer services were affected by
– Uneven access to treatment (postcode prescribing)
– Shortage of cancer-trained staff
– Funding problems
– Shortage of radiotherapy machines
– Shortage of diagnostic equipment

“ In CancerBACUP we answered around 35,000 calls to nurses each year
– Recorded the subject of enquiry
– Heard about access problems
– Clinicians unwilling to speak out

CANCER WAS NOT A PRIORITY FOR GOVERNMENT

Why I became interested in moving CancerBACUP into patient advocacy



Information
Helps individual patients 
understand what is happening

Advocacy
Individuals and groups use 
information to press for better 
care

continuum

The concept of advocacy
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Group

Helps one person at a time

Helps several people 

but may not be very 

effective

Helps one person at a time

Helps whole group

Advocacy in action



Excellence and equity in cancer care
A comprehensive cancer strategy

“ Improve the prevention of cancer

“ Ensure equal access to the highest standards of care

“ Provide patient-centred care through the NHS

“ Increase government spending on a national agenda for cancer research

“ Develop better treatments and implement them quickly



Some achievements

“ Established a parliamentary cancer group and annual meeting ‘Britain Against Cancer’

“ Pressed for access to treatment for ovarian cancer patients and subsequent treatments for 
range of cancers

“ Government made cancer a priority
– National Cancer Plan

“ Increased funding
“ More staff
“ More equipment
“ Standards for time to diagnosis and treatment



“ NHS Cancer Care Working Party

“ NHS Cancer Information Strategy Steering Group

“ Steering Group to develop NHS user surveys in cancer

“ NHS Direct Online Advisory Group

“ NHS Direct Working Group

“ International Union Against Cancer COPES Programme Steering Committee

“ UKCCCR (now NCRI) Breast Subcommittee

“ British Oncological Association Council member

“ Reviewer for British Journal of Cancer & European Journal of Cancer

Patient groups can influence at many levels



Parliamentary Advocacy

“ Founded in 1998 to keep cancer at the 
top of the political agenda, the APPG on 
cancer brings politicians together to help 
improve cancer services

“ Funding from multiple pharma 
companies



“ Health authority survey

“ Anonymous return ” no ‘naming and 
shaming’

“ Circulated to Health Authority Chief 
Executives & Chairmen and 
parliamentarians

Health Authority Surveys



Awareness and Action



“ CancerBACUP Fatigue Campaign

“ Started with two booklets produced by 
industry

“ CancerBACUP edited and produced 
‘Coping with Fatigue’

“ Updated and revised

“ One of most popular booklets

Patient Information Campaigns



“ Train patients and carers to be effective representatives

“ Involve them in local decision making processes

“ Letter writing campaign

“ Take leaflet to own doctor

“ Tell story to local media

Grass roots advocacy



Advocacy voice gets stronger: Women in the UK fighting for Herceptin



Campaigning materials available





The beginnings of cancer advocacy in Europe



European Colorectal Cancer Awareness 
Month  2008



“ Advocacy is a powerful tool
– It has made a real difference for cancer patients and their carers in Europe

“ Take ideas from other cancer groups, other diseases, other areas
– Keep an eye on what gets coverage

“ Campaigns take energy and enthusiasm
– You need these to get other people interested

“ Preparation is key to success
– Plan carefully

“ Make sure you have case studies and spokespeople ready
– Media training makes a difference

“ Don’t be caught out
– Prepare for disasters

“ Campaigns are long term

Lessons learnt



‚As breast cancer survivors, we are in the best position to fight for and insist 
on better screening, diagnostic and treatment facilities as well as continued 
research to find a cure for this disease.‛

Susan Knox

Executive Director, Europa Donna

The patient voice is strong



Summary

“ Advocacy can make a real difference to cancer patients
– Not an overnight change

“ Need to be organised
– Have a clear set of goals

– Work in partnership where you can

“ Learn from the experience of others
– Many different approaches you can use

“ Celebrate success


