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A globe, a shoe, a brick wall or two, collaboration, 
cooperation and hope –
challenges for the brain tumour journey

SLIDE 1
Hello everyone, and thank you to Brain Tumour UK for inviting me to speak at this excellent conference.  
The old saying that: “You never truly know someone until you’ve walked a mile in his shoes” is so true.
How many of us could have understood what it would be like to navigate this rocky path of a brain tumour journey until we ourselves experienced the ruts, the bumps and the cracks under our own feet?
We have all been catapulted into this unwelcome situation. But despite some of the difficult challenges that all of us in this room face, I think it’s important not to lose sight of the fact that there are beginning to be reasons for realistic hope.
I’d like to talk today about the globe, a shoe, a brick wall or two, collaboration, cooperation and hope.  A lot to get through in 15 minutes!
So, let’s start with the globe.
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Because of their challenging nature, their rarity, and the way they can affect people, brain tumours require a truly global focus of attention.  Worldwide, we need to raise awareness of this disease and eventually beat it.  
As we all know, brain tumours don’t discriminate by sex, race, geography, age, religion or class.  An enemy as clever as a brain tumour can only be vanquished by a concerted global effort.
So it’s good to see at the various international brain tumour conferences that the IBTA Chair Denis Strangman and I attend a real coming together of clinicians, researchers, scientists, allied healthcare professionals and patient groups united in a common goal.
At these international neuro-oncology conferences, many questions are being asked.

For example: -

Is a glioblastoma multiforme one type of brain tumour or does it represent a variety of different malignant gliomas which need to be identified?

How should low grade gliomas be treated?

What role do stem cells play?

What combination therapies will emerge and what role will they play?

What will constitute “new best practice”?

To answer these questions, scientists and clinicians are now looking, for example, at genetic markers to see what makes one tumour different – or similar – to another.  These genetic markers, such as the loss of chromosomes 1p and 19q, the status of an enzyme called MGMT and various other repair and signalling genes may help doctors to better identify what elements they need to target.  

Also, clinicians are now looking at combinations of therapies which have a greater response used together than if they had been given on their own as single agents.  We have seen combinations used to good effect with radiotherapy and temozolomide chemotherapy.
Although it would be premature to say that a whole galaxy of treatments is emerging for brain tumours, it is fair to say that substantial progress is being made. 
Bevacizumab (otherwise known as Avastin), cilengitide, enzastaurin, and cediranib (otherwise know as Recentin) are what are called anti-angiogenesis agents that target the greatly increased number of blood vessels which feed a tumour. In effect these treatments starve the tumour of their blood supply, their oxygen and their vital nutrients.  These drugs block a protein called VEGF, one of the factors that brain tumours use to build new blood vessels. These drugs seem to be particularly promising and are currently the subject of various clinical trials around the world.

Novel approaches to malignant gliomas include drugs that stop cell division.  These include tamoxifen, irinotecan used in combination with bevacizumab, and other therapies.

Additional approaches now in clinical trials include novel gene-based products like Cerepro which is injected through the wall of the resection cavity and which is followed five days later with administration of the drug Ganciclovir.  
There are also antisense targeted therapies like AP12009 and wafer implants like Gliadel.
Vaccines may hold promise too and a number of institutions around the globe are together looking at this treatment possibility.
There are also medical devices like NovoCure TTF being developed for use in the treatment of brain tumours.

Surgical, imaging and radiotherapy approaches to brain tumours are also advancing, thanks to global partnerships involving clinicians, industry and academia.
More and more institutions around the globe are forming partnerships among themselves as well as with the patient community in order to share knowledge.  
SLIDE 3

The Brain Tumour Group of the EORTC (the European Organisation for the Research and Treatment of Cancer) has forged strong links not just among the countries of Europe but with Canada as well.
Here in the UK, as examples, we have the brain tumour research centres alliance which is Brain Tumour Northwest and the collaborative project involving Portsmouth University’s brain tumour research facility and other centres.
The Cancer Genome Atlas, a US multi-institution initiative headed up by the National Cancer Institute and the National Human Genome Research Institute is looking at what happens when the code of life is hijacked by aberrations and cancer occurs. And the great news is that one of the first three cancers being studied in this endeavour is glioblastoma multiforme.  

The Gliogene project is “an international consortium of brain tumour researchers in the United States, United Kingdom, Sweden, Denmark and Israel.  …Gliogene is the largest study ever to be conducted on familial gliomas… Researchers are aiming to screen approximately 15,000 individuals worldwide during the five year study.”
There are now Virtual Tumour Boards available on the Internet where patient cases from Australia to America are discussed by leading clinicians in real time. They can and are being accessed by a global audience of thousands of doctors, researchers and patients.
There is also European-wide legislation on orphan medicinal products for orphan diseases.  This legislation creates incentives for the development and placement of orphan drugs onto the market.  So pharmaceutical companies at long last are showing interest in developing treatments for small population cancers like brain tumours.  

And brain tumour patient groups – more influential and stronger than ever before – are collaborating together with one voice to raise awareness of their disease and to raise funds for more research.  Equally important, patients are now actively advocating for better treatments and for a better future.  
None of us would, of course, ever choose to be on a brain tumour journey.  But while we cannot direct the wind, we can certainly adjust the sails.
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Here in the UK, the patient voice has, in fact, influenced policy makers. They have listened to what we are saying.  
Here are some examples where patient input has made a difference.

First, the new Cancer Reform Strategy addresses the National Institute for Health and Clinical Excellence (NICE) bottleneck in appraising emerging therapies, it mentions rare and less common cancers like brain tumours, and the necessity for specialist nurses. 
Second, the recently released draft NHS Constitution calls for patients to have a formal right to be informed of clinical trials from which they might benefit.  
Third, the National Cancer Director Mike Richards has been given the difficult job of examining the whole area of co-payments whereby one combines private payment for certain aspects of treatment with NHS treatment.  
Fourth, the European Commission has just adopted a proposal for a draft directive which greatly expands the right of European patients to cross-border healthcare.

All these moves may be refined in the corridors of power at Westminster and Brussels.  But very often their roots can be traced back to patients and caregivers who just want to see the necessary steps taken to ensure that patients get the best possible deal. 
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Speaking of steps, where do these modest and well worn old trainers come into the picture? And what do they possibly have to do with global alliances, treatment advances, advocacy and awareness raising?

Well, in 2007 the International Brain Tumour Alliance launched the inaugural Walk Around the World for Brain Tumours and the International Brain Tumour Awareness Week. 

Our idea was to encourage patients, caregivers, families and all those involved professionally in the field of brain tumours to unite across country borders and raise awareness of this disease.

The main project was the Walk Around the World for Brain Tumours which not only raised awareness but raised funds which were directed towards local support groups and research institutions.  No funds went to the IBTA.
In 2007 there were 83 walks in 18 countries and regions.  Twenty-two thousand people walked around the world for brain tumours.  
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As a tribute to all the participants and a record of the 2007 World Walk and Awareness Week, we’ve just published this book which records these two projects.  
In these pages are stories of quiet determination, endurance, inspiration and camaraderie. We hope that the book serves to reassure brain tumour patients that they are not alone.
The books will be sent free to hospital clinics, waiting rooms, patient organisations and other relevant destinations around the world. There is a supply here today so you can take a copy.
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Incidentally, we’re repeating the International Awareness Week and the World Walk this year.  The dates are Sunday, 26 October to Saturday, 1 November 2008. We already have the support of over 140 brain tumour relevant organisations around the world.   

So - global cooperation, advances in treatment approaches, a Walk Around the World for Brain Tumours and International Brain Tumour Awareness Week... 

…all that is looking pretty good.
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But now we come to the brick wall in the title of this presentation. Unfortunately, this a bit of a negative aspect among all the positives but one it’s important to be aware of.

With all of these promising treatment advances in the developmental pipeline, we stand eagerly and hopefully on the threshold of a very exciting time in brain tumour treatment. What is critical is to ensuring access to these new therapies.
We have to be aware that regulatory and rationing bodies, such as, for example, the UK National Institute for Health and Clinical Excellence (NICE) or the US FDA or the Australian Pharmaceutical Benefits Advisory Committee, or New Zealand’s Pharmac could possibly slow down or even prohibit access to new therapies.  

To be fair, NICE has recently adopted a faster, hopefully more efficient system of appraising new therapies.  But their appraisal mechanism remains based on whether or not a treatment is cost-effective to the exclusion of other factors such as the cost benefit a caregiver can bring to the equation or the value that a patient puts back into society when he or she manages to get back to work after treatment.
Cutting edge therapies for brain tumours don’t come cheap.  Single therapies are expensive and we’re now seeing combination therapies of two or more of these costly agents.  And while governments claim to have the willingness and strength to improve cancer survival rates across Europe, the pockets of some can be very shallow indeed when it comes to allowing patients treated on government-subsidised national health services access to these promising new therapies.
I spoke a little while ago about the use of genetic markers to determine targeted therapies.  As patients, we need to be aware that this same information could be used by regulatory bodies in a way that results in discrimination against patients.  So before access limiting methods based on genetic marker tests are incorporated in any National Health Service policy for brain tumour therapy, the means of assessing these genetic markers must be rigorously examined and validated on an internationally consistent basis.
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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.  

But not every cancer can be helped by this approach.

The cause of most primary brain tumours is still pretty much a mystery so without knowing what it is that does cause brain tumours, there can be no prevention programmes.
Brain tumours mostly appear to attack at random so universal screening for them is unrealistic.

Anti-smoking campaigns surely save lives from lung cancer.  Weight control and healthy eating might also help cut some cancers occurring.  But there appear to be no such lifestyle shifts that will avoid a brain tumour.

So for brain tumours an equal focus of attention by governments and cancer control organisations should be on more funding for research and enhanced patient support.
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We urgently need to bring brain tumours out of the shadows on the cancer map and to put them on the political and cancer control organisation agendas.  This is also relevant to developing countries in Europe, Africa and Asia.
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Finally, one of the most challenging aspects of the brain tumour journey is fostering and maintaining hope.
One of Australia’s, and indeed the world’s, most eminent head and neck cancer surgeons, Professor Chris O’Brien, was recently diagnosed with a glioblastoma.  As first a clinician and now himself a brain tumour patient, Chris voiced his philosophy in a recent newspaper interview.

He said: “…hope, not defeat should always be the starting point, no matter someone’s diagnosis.”

We in the brain tumour community need hope.  Hope with which to confront our circumstances.  Hope with which to live each day as it comes.  And hope, that with the international medical, research and patient/caregiver community all working together to develop better treatments, a cure for brain tumours will be found.

With a globe, a shoe, and despite a brick wall or two, but with cooperation, collaboration and hope, I think we are getting closer and closer to that cure all the time.
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I thought I’d finish off this presentation with a short music video of the American singer/songwriter David M Bailey.  David was diagnosed with a malignant brain tumour eleven years ago and given six months to live.  Now, nearly a dozen years later, David and his music are alive and well.  Brain Tumour UK will be hosting a concert with David Bailey on Sunday evening, October 26th in Amersham, Buckinghamshire and I’m sure Jenny or Kiki will be happy to give you further details. So, just to give you a little taste of David’s music, here he is singing “Tucson”.
============================
Play David M Bailey DVD of Tucson.

============================

Thank you.
And now it’s my very great pleasure to introduce you to Christine Mungoshi.
Christine is from Harare, Zimbabwe.  As everyone knows, the situation in Zimbabwe beggars belief.  Conflict, fear, disorder and inflation running at 8.5 million percent. This is life in Zimbabwe today.  As one man in Harare recently said: “We are all billionaires who can afford to buy nothing.”

It is against this backdrop that Christine runs the Zimbabwe Brain Tumour Association.  Inspired to improve the situation for Zimbabwe’s brain tumour patients following the death of her 13 year old daughter Paidamoyo several years ago, Christine has courageously continued her brain tumour work throughout the current difficult period in her country.  She is determined to speak her mind, follow her principles and minister to her brain tumour patients and families.  She recently emailed me from Harare to say that she hoped she could indeed make it to Birmingham to this conference. Well, she has made it, much to our huge relief.  She’s now going to say a few words.
Christine….
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