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ECPC Cancer Patient Summit - Patient Panel Session

8 April 2008 - Brussels
Campaigning for improved brain tumour outcomes
in Europe
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Hello everyone, and thank you to ECPC for inviting me to participate in this panel on behalf of the International Brain Tumour Alliance, a coalition of brain tumour support, advocacy and information groups, clinicians, researchers, scientists and allied healthcare professionals who work in the field of brain tumours.  
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The place on the cancer map where rarer cancers like brain tumours dwell is often cloaked in half light and shadows.  It is an isolated and arid region, desperately crying out for the rain of more research and the sunshine of hope.

It’s a landscape in turmoil.  A dreadful lack of funding for research; inequity in accessing promising new therapies, misdiagnosis and late diagnosis; a paucity of specialists and specialist centres, incomplete and inconsistent registries – these are just some of the problems encountered with a rarer cancer such as brain tumours.
How does one begin to address these challenges for improved outcomes, when one is talking about the relatively uncharted corners of the cancer map?
Campaigning for access to promising new therapies is a start. 
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Soon after the IBTA’s formation, UK brain tumour groups and specialist clinicians were plunged into the process of obtaining funding on Britain’s National Health Service for two new brain tumour therapies which were already long approved for health system use in America, Australia, Canada and most developed European countries.
 
Through regular media releases, radio and television interviews, meetings with industry, Members of the UK Parliament and government cancer control officials, a greater public awareness of this particular regulatory challenge was achieved.  With it came an improvement in cancer control in the UK for newly diagnosed malignant brain tumour patients.
But public awareness, we quickly learned, was not just about publicising two therapies that were in danger of being denied to desperate patients.  We discovered that if we, as patient advocates, were to bring brain tumours out of the shadows on the cancer map, we’d also have to concentrate on telling the public about all the other challenges we face and which I listed a few moments ago.
And so, to address the need for improving brain tumour outcomes in the UK and indeed in other countries throughout Europe and beyond, the IBTA Chair Denis Strangman and I launched two projects in October 2007…
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…the inaugural International Brain Tumour Awareness Week and the Walk Around the World for Brain Tumours.
For the Awareness Week, we encouraged patient groups, doctors, institutions and just about anyone who had anything at all to do with brain tumours to chose an activity which would raise awareness of this devastating disease.  There were patient conferences, scientific meetings, picnics, displays, concerts, press conferences, art competitions and seminars.  These activities all served to increase awareness which is one of the ways to improve cancer control.
But it was the Walk Around the World for Brain Tumours, which really captured everyone’s imagination. Brain tumour charities and groups organised sponsored walks.  The funds raised by those charities in the walks they organised were directed by them towards groups who provide support for brain tumour patients and towards local brain tumour research institutions – thereby having a direct effect on improved cancer control. Not one cent was channelled through the IBTA.
The mileage from the World Walk was donated to the IBTA in an effort to reach our target goal of 40,000 kms which is once around the world at the Equator.  This goal  symbolised the need for everyone to work together around the globe to achieve better outcomes for patients who currently have a dismal prognosis. 

The IBTA in turn heavily publicised the groups doing the walking, the issues they were bringing to the public’s awareness and the fact that across time zones, cultures, religions, and all ages, thousands of people were intent on improving outcomes for brain tumour patients around the globe.  

Indeed, over 22,000 people walked around the world for brain tumours in 2007. 
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The UK and other countries in Europe played a major role in the 83 walks around the world and substantially contributed to the final total of 114,000 kms which was not just once around the globe at the Equator, but over two and a half times our original target.
Additionally, thousands of Euros were raised for brain tumour research and support activities.  This has to have an impact on improved brain tumour control in the UK and other European countries.
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And here are just a few of the European photographs from the Walk Around the World album.  
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We intend to repeat the International Brain Tumour Awareness Week and the Walk Around the World for Brain tumours this year.  For 2008, we already have the support of over 100 brain tumour relevant organisations around the world, many of them from Europe.   And here you see all these organisations listed – a solid wall of text on this slide representing thousands of people who are working for improved brain tumour control.
Finally, and in order to further improve cancer outcomes, there is an urgent need to bring brain tumours and indeed other rare and less common cancers out of the shadows on the cancer map and to put them on the political and cancer control organisation agendas.
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Governments and major international and national cancer control organisations have prioritised prevention, screening and healthy living campaigns in the fight against cancer.

These are all excellent initiatives of course.  

But…
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 …not every cancer can be helped by this approach.

Brain tumours, for example, affect people randomly and there is no realistic screening for them.  The cause of most primary brain tumours is unknown.  And there is no known preventative option by healthy living, diet or exercise.

In improving outcomes for cancers like these we must ensure that the road signs don’t only point to prevention, screening and lifestyle options.  Brain tumour patients, and other rare and less common cancer sufferers – for whom there has been far too little for far too long – must travel a different path. This path should lead to increased government funding into new cutting-edge therapies, greater public awareness through campaigns like the Walk Around the World for Brain Tumours and determined advocacy.

Campaigning for improved outcomes will also lead to greater hope.  And hope is an important therapy too.  
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In the words of Professor Chris O’Brien, one of the world’s, most eminent head and neck cancer surgeons who was recently diagnosed with a grade IV malignant brain tumour: “…hope, not defeat should always be the starting point, no matter someone’s diagnosis.”
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Thank you.
© Kathy Oliver, International Brain Tumour Alliance, March 2008             
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