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SENATOR TED KENNEDY’S DIAGNOSIS WITH A BRAIN TUMOUR - STATEMENT
The diagnosis of US Senator Ted Kennedy as having a malignant primary brain tumour is likely to place the spotlight on this less common but highly lethal cancer.

Brain tumours are not a particularly numerous cancer, compared with breast cancer, prostate cancer, lung cancer and colorectal cancer but they are among the most dangerous. The journey with a brain tumour has been described as a “roller coaster ride” with patients and their families not knowing what might be around the corner.

Research commissioned last year by the patient advocacy group the International Brain Tumour Alliance (IBTA) indicated that about 200,000 people worldwide develop a brain tumour similar to that which Senator Kennedy is reported to have.

An equal number develop so-called “benign” brain tumours which, despite their name, can also be lethal. Many more develop metastatic, or secondary brain tumours, arising from a cancer elsewhere in the body. 

A primary brain tumour, which Senator Kennedy has, does not usually travel outside of the brain and the spine which is precisely the reason they are difficult to treat. The blood brain barrier provides a natural defence against toxins entering the brain however it also keeps out most chemotherapy drugs, making access to the tumour difficult.
Standard treatment

The standard treatment is neurosurgery to remove as much of the tumour as possible, or a biopsy to identify the type, radiation therapy, and treatment with temozolomide chemotherapy (known as Temodar in the USA and Temodal elsewhere).

This particular form of treatment, where the radiation therapy and chemotherapy are combined and followed by six months adjuvant chemotherapy, has been available in developed countries since about 2005 and, while generally resulting in only a marginal extension of survival, was the first treatment breakthrough in about thirty years.
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Mr Denis Strangman of Australia, who is Chair of the IBTA patient group, said that people of Senator Kennedy’s age (76) had sometimes been discriminated against and not offered the range of treatments available to younger patients. Mr Strangman, who is 65 and lost his wife to a glioblastoma brain tumour in 2001, said that a research article published in the Journal of Neurosurgery just last month reported that older brain tumour patients could benefit from a more aggressive approach by the treating specialists.

“But at the end of the day it is up to the patient and their family and some people, in good conscience, deliberately choose a less aggressive treatment path,” Mr Strangman said.

“Brain tumour research has made rapid advances in the last few years and at the forthcoming ASCO (American Society of Clinical Oncology) conference to be held in Chicago at the end of this month, more than fifty presentations, abstracts and posters relating to brain tumours have been submitted from around the world. 

“Brain tumours were one of the first tumours selected for analysis in the human genome project and this was an acknowledgement of the difficult challenges they pose. Greater knowledge about the genetic characteristics of malignant brain tumours is paving the way for novel treatments including vaccines and other targeted therapies based on the individual characteristics of a person's tumour.

Brain tumours need a greater focus of attention

“Brain tumours need a focus and attention similar to that given to the AIDS/HIV challenge twenty years ago, which resulted in the development of the anti-retroviral drugs. The AIDS/HIV problem has not been solved but at least there is a therapy which can extend survival with a good quality of life for patients in developed countries. 

“But at the rate we have been going brain tumour patients cannot wait another thirty years for the next breakthrough,” Mr Strangman said.

“As an international advocacy group we seek to raise awareness with our annual Walk Around the World for Brain Tumours and the International Brain Tumour Awareness Week, scheduled for 26 October to 1 November in 2008.

“We are also concerned that in many of the low and middle income countries brain tumour patients are simply unable to receive the best possible standard of care. Almost daily we receive requests from patients and their families in the poorer countries, begging for help. We believe that in many of these countries there are shortages of basic medications such as Decadron (dexamethasone) to control brain swelling, the anti-epileptic drugs (AEDs) to control seizures, and morphine to control pain.

“Some of the world’s leading brain tumour specialists have joined with the IBTA to discuss how brain tumour patients in the poorer countries can be helped. Perhaps on an urgent basis for today all we can do is help them in the terminal stage until more sophisticated treatments and equipment are made available but that will be better than nothing," Mr Strangman said.

Canberra

21 May 2008

Chair: Mr Denis Strangman, 10 Carrodus Street, Fraser, ACT 2615. Australia. Tel: (61) (2) 62583912. Email: chair@theibta.org  Secretary: Mrs Kathy Oliver, PO Box 244, Tadworth, Surrey KT20 5WQ, United Kingdom. Tel: (44) (0) 1737 813872, Fax: (44) (0) 1737 812712, Mobile: (44) (0) 777 571 2569. Email: kathy@theibta.org 

The IBTA is a not-for-profit, limited liability company incorporated in England and Wales, Company Number: 6031485. Registered address: c/o Roxburghe House, 273-287 Regent Street, London W1B 2AD, UK. Address for correspondence: The Secretary, IBTA, PO Box 244, Tadworth, Surrey, KT20 5WQ, United Kingdom.


[image: image1.jpg]