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PREFACE
The International Brain Tumour Awareness Week and the Walk Around the World for Brain Tumours was born of an urgent
need to bring brain tumours out of the shadows and to concentrate on ways of securing better outcomes for those who
are diagnosed with this disease.
Every year 200,000 people worldwide develop a primary malignant brain tumour. Others are affected by so-called benign
brain tumours, or brain metastases (secondaries which have spread from a cancer elsewhere in the body).
Brain tumours are a so-called “less common” cancer, not ranking with the more common breast, prostate, lung and
colorectal cancers. Unlike many other cancers they affect people of any age, from tiny babies to the elderly. Brain tumours
cannot be anticipated nor can people realistically be screened for them. The causes of most brain tumours are unknown
so prevention programmes are not relevant. Unfortunately, there is still no cure for the majority of brain tumours.
There is no research to prove it but the cumulative effects of the brain tumour journey on patient, family and caregiver
may be more traumatic than other cancers because of the very location of the tumour and its wide-ranging consequences
on both the mental and physical capacity of the patient - something that happens with no other cancer. People are forced
to quickly come to terms with coping with the diagnosis of a brain tumour, dealing with the side effects of the tumour and
the treatment, getting to grips with seizure management and understanding the psycho-social elements of the disease. It is
sometimes very much a “roller-coaster” ride - not knowing what will come next.
But with the development during 2000-2007 of the concomitant therapy and new methods of dealing with malignant
gliomas, there is a feeling that we may be “turning the corner” in relation to brain tumours. After so many decades
of very little progress in the ﬁeld of treating this disease, any momentum that has commenced should be enthusiastically
encouraged.
More research is required but there are other demands too: funds to support this research; training of specialists; the
transfer of standard therapies to low income countries; equitable access to emerging therapies; greater availability of clinical
trials; practical support for patients and their families; etc.
Fund-raising, research, advocacy, information provision, awareness-raising, and patient and caregiver support are all activities
undertaken by brain tumour groups at the city, regional, state and national levels. Each task is important if we are to support
patients in the best possible way, and ultimately achieve a cure.
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The International Brain Tumour Alliance (IBTA), which was established in 2005, concentrates on advocacy and awarenessraising and does not seek to raise or distribute funds for research or patient support.We believe that is best done by those
organisations that function at the local or national level.
In 2007 we developed the idea of promoting the brain tumour cause internationally by organising a “Walk Around the
World for Brain Tumours”. Walks as a means of raising awareness are not new but this global effort symbolically linked
all the groups together in seeking to achieve a target of 40,000 walked kms (equivalent to once around the world at the
Equator). It was an outstanding success and the target was achieved almost three times over.
The project brought together groups that had been organising brain tumour walks for several years and groups that had
not previously organised a walk. All were united in a common purpose.
Additionally, we chose a week at the end of October to be designated as the International Brain Tumour Awareness Week
during which groups could hold walks or other activities, including for example press conferences, seminars, open days
and picnics.
Both the Walk and the Week generated publicity, fund raising, new initiatives and a sense of community.
This publication is a celebration and record of the inaugural 2007 World Walk and Awareness Week. We plan to repeat
both projects in future years, for as long as they receive support.
In these pages you will ﬁnd stories of quiet determination, endurance, inspiration and camaraderie. We also sincerely
wish that you will ﬁnd comfort in this book, realising that you are not alone and that there are others similarly facing the
challenges of this disease.
And ﬁnally, we wish you hope. Hope with which to confront your circumstances. Hope with which to live each day as
it comes. Hope, that with the international medical, research and patient/caregiver community all working together to
develop better treatments, a cure will be found.
And lastly, we wish you hope to guide you as you travel this journey.
Denis Strangman (Chair)

Kathy Oliver (Secretary)
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A DEFINITION OF HOPE

‘Although there is no uniform deﬁnition of hope,
I found one that seemed to capture what
my patients had taught me.
Hope is the elevating feeling we experience when we see
- in the mind’s eye - a path to a better future.
Hope acknowledges the signiﬁcant obstacles
and deep pitfalls along that path.
True hope has no room for delusion.
Clear-eyed, hope gives us the courage to confront our circumstances
and the capacity to surmount them.’
The Anatomy of Hope
by Dr Jerome Groopman
Dina and Raphael Recanati Professor, Harvard Medical School
Published by Random House, New York, 2004
Reprinted with kind permission of Dr Jerome Groopman
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HOW DID THE INTERNATIONAL BRAIN TUMOUR ALLIANCE (IBTA) BEGIN?

The IBTA formation meeting on 7 May 2005 in Edinburgh, Scotland at the World Federation of Neuro-Oncology conference

The International Brain Tumour Alliance (IBTA) was established during the conference of the World Federation of Neuro
Oncology held at Edinburgh (UK) in May 2005.The IBTA is an alliance of the support, advocacy and information groups for
brain tumour patients and caregivers in different countries and also includes researchers, scientists, clinicians, nurses and
allied healthcare professionals who work in the area of brain tumours.
Mr Denis Strangman of Canberra, Australia, was appointed IBTA Chair and Mrs Kathy Oliver of Surrey, UK,
was appointed Secretary.
The IBTA formation meeting was attended by leaders and representatives from key brain tumour support, advocacy and
information groups as well as medical specialists. Eleven countries from Europe, North America, Asia, the Middle East and
Oceania were represented at the meeting.
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Among those attending the inaugural meeting were:
Maureen Daniels and Rosemary Cashman (Canadian Alliance of Brain Tumour Organizations), Professor Geoff Pilkington (Portsmouth, UK), Dr Rakesh Jalali (Brain Tumour
Foundation of India), Alan Gow (Macmillan Cancer Support,
UK), Judy Gordon (carer and mother, Aberdeenshire, UK),
Kevin and Marguerite Sciuk (patient,Virginia, USA), Mike and
Dianne Traynor (Pediatric Brain Tumor Foundation, USA)
Professor John Darling (Wolverhampton, UK), Dennis Roth
(The Brain Tumor Society, USA). Ibrahim Qaddoumi (Jordan), Virginia Stark-Vance (Co-Author of “100 Questions
and Answers about Brain Tumors”), Verena Amberger-Murphy (Scientist, Dublin), Zoe Hoppe (formerly Brain Tumour
UK), Dr Yutaka Sawamura (Neurosurgeon, Japan), Dr Jun
Takahashi (Kyoto, Japan), Mitsuaki Shirahata (Kyoto, Japan),
Angela and Neil Dickson (Samantha Dickson Brain Tumour
Trust, UK),Theresa Hood (nurse specialist, UK), Mario Moro
(Italy), Georgina O’Brien (nurse specialist, UK), Katie Sheen
(SDBTT Astro Fund, UK), Hanneke Zwinkels (Netherlands),
Dr David Hamilton (NZ), Sharon Lamb (RN, USA), Tim
Downing (Australia), Mary Hogan, Joan Wynne and Mary
O’Loughlin (Brain Tumour Support Group, Ireland).
Note: It was the intention of the founding meeting that we
seek to represent all tumours of the CNS. As is the practice
in the scientiﬁc literature and clinical use, we use the words
“brain tumour”, not “brain cancer”.
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Leaders and representatives from the key brain tumour patient groups and the
world of neuro-oncology assemble for the IBTA’s formation meeting in May 2005.

IBTA STATEMENT OF PRINCIPLES

GREATER COLLABORATION

GREATER KNOWLEDGE

GREATER HOPE

1. We seek to achieve for brain tumour* patients, their families and their carers a wider
public recognition of the speciﬁc challenges which they face in dealing with their disease.
2. We support moves towards greater international collaboration among
brain tumour support, advocacy and information groups.
3. We pledge to work to advance these aims in cooperation with like-minded organisations
and individuals, including relevant government agencies, health professional organisations,
pharmaceutical companies, cancer organisations, clinicians and research institutes
and other patient advocacy organisations.
4. We aim to offer our assistance and expertise to those in the international brain tumour community
who reside in countries where brain tumour support, advocacy and information groups do not yet exist,
helping ensure that no one who is living with a brain tumour feels isolated and forgotten.
We aim to support and encourage the creation of brain tumour/CNS support groups in countries
where they do not exist.
5. We seek a greater emphasis by research bodies in identifying causes of brain tumours
and the development of more effective therapies, and also seek to encourage greater collaboration
among researchers to reduce duplication. We seek a greater input of funding from the community,
governments and industry, to support such research and development.
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6. We advocate the development of improved access to a multi-disciplinary specialist range of services,
including palliative care, rehabilitation (speech, neuropsychology, occupational therapy, physiotherapy, etc)
and psychosocial support, to ensure that services are at all times appropriate to the needs
of people living with a brain tumour and their families.
7. We support the development and implementation of a system of standardised data collection on benign,
low-grade and malignant CNS tumours, to serve as a foundation for research that promotes
improved care and treatment and which ultimately leads to cures, and which will
also inform service delivery.
8. We support the development of a database of research projects relevant to brain tumours
and encourage all those undertaking such research to be members of
their relevant professional organisation.
9. We intend that each group in the collaboration project will continue to serve the brain tumour community
in accordance with their own purpose. But at the same time, we acknowledge that there is strength
in numbers and that each participating group can contribute to the power of the single collaboration
effort for the good of brain tumour patients, their families and carers.
10. We seek to instill a greater measure of hope within the international brain tumour community by
celebrating the courage and achievements of brain tumour survivors, sharing knowledge
and working together to achieve progress.
11. We pledge our support to those charged with the responsibility for developing
an appropriate international collaborative structure so that these objectives may be achieved.
We see the organisation as being collaborative, rather than hierarchical.
* Any reference to the words ‘brain tumour’ includes all Central Nervous System (CNS) tumours.
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SUMMARY REPORT OF THE FIRST

INTERNATIONAL BRAIN TUMOUR AWARENESS WEEK
& THE WALK AROUND THE WORLD FOR BRAIN TUMOURS

The two major awareness-raising activities undertaken
by the International Brain Tumour Alliance (IBTA) during
2007 were the Walk Around the World for Brain Tumours,
with a target of 40,000 kms, representing once around
the world at the Equator, and the ﬁrst International Brain
Tumour Awareness Week held during 21 - 27 October
2007.
Both projects were highly successful with a combined
walking distance of 114,167 kms (two and a half times the
target) being achieved.
In addition to walks held throughout the year, other events
were scheduled during the Awareness Week and included
seminars, picnics, and media conferences.
Eighty-three walks took place in 18 countries/regions.
They included: the Arctic (1), Australia (10), Canada (8)*,
China (1), Finland (1), France (2), Hong Kong (1), Italy (3),
Malaysia (1), Nepal (1), the Netherlands (1), New Zealand
(1), Peru (1), St Helena (1), Sweden (1), Tanzania (1), UK
(21), USA (27). (*While there were eight walks in Canada
with which the IBTA had direct contact, there was a total of 19 “Spring Sprints” organised by the Brain Tumour
Foundation of Canada who tallied the number of walks
and distance covered and submitted the totals for the
World Walk target.)

The ﬁrst walk was held in February 2007. Forty-seven
of the 83 walks were held prior to the commencement
of the Awareness Week (21-27 October), which conformed with the IBTA’s suggestion that walks be held
at any time of the year.
22,660 people participated in the walks, ranging from
several walks involving only one person to a walk
involving 4,000 people.
From just 14 walks for which we know the amounts
collected, $1.6m was raised for brain tumour research
and support activities. This amount went to local brain
tumour research or patient support activities; none of
the money raised went to the IBTA.
The total amount raised would have added up to many
millions. In keeping with its policy of coordination and
promotion rather than attracting funds to itself the
IBTA asked organisers to direct these funds to local
research and support.
Many walks were annual walks established to promote
brain tumour awareness whose organisers were happy
to give an extra dimension to their walk by associating it with an international brain tumour effort and a
realistic target.
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The walks included unusual locations such as the Great
Wall of China, up and down The Peak in Hong Kong, a
crater rim in Tanzania, a 24-hour walk in Malaysia, a pilgrimage through France, Spain and Portugal, trekking in
the Arctic and walking at 5,000 metres in the Himalayas.
Twenty-two thousand copies of a promotional brochure
for the World Walk and the Awareness Week were printed in the English, French, German, Italian, Spanish, Catalan
and Polish languages, together with many notice board
posters in those languages, in addition to the Dutch and
Japanese languages.
Brochures were made available to participants at many
cancer and brain tumour-related scientiﬁc gatherings, particularly in the ﬁrst half of the year, and included:American
Psychosocial Conference, Charlottesville (1-3 March); International Network for Cancer Conference, Brazil (1-4
March); Neuro-Oncology Symposium Hawaii, Cleveland
Group (8-12 March); 2nd National Neuroscience Nursing Conference, London (15-16 March); 7th Annual Brain
Tumor Conference, UCLA (23-24 March); Neuroscience
nursing seminar, St George, Sydney (30 March); Perspectives in Central Nervous System Malignancies Conference, Warsaw (30-31 March); European Symposium on
Late Complications after Childhood Cancer, Lund, Sweden
(19-20 April); Society of British Neurosurgical Surgeons
Conference, London (25-27 April); 59th Annual Meeting
of the American Academy of Neurology, Boston (28 April

14

- 5 May); Neuroendoscopy Conference, Paris (9-12
May); Brain Tumor Conference, MD Anderson, Texas
(18-20 May); the 8th Quadrennial Congress of the European Association of Neuroscience Nurses, Iceland,
(31 May - 2 June); the 43rd ASCO Annual Meeting,
Chicago, (1-5 June); British Neuro-Oncology Society
Meeting, Portsmouth, (13-15 June); Glioma 2007 Conference, Sydney, (16-17 August); 13th Congress of Neurosurgery (EANS), Glasgow, (2-7 September).
Three printed newsletters reporting on the projects
were distributed to sponsoring organisations and others during June-October.
Four E-Newsletters were distributed to hundreds of
supporters in the lead-up to the campaign and three
major media statements were distributed to these
supporters and hundreds of media outlets during the
Awareness Week. Some of the participating
organisations used these media statements to generate their own local publicity.
We are conﬁdent that the two projects led to an
increased awareness about brain tumours and helped
to foster international solidarity among the almost
100 patient, professional, commercial and research/
scientiﬁc organisations from 23 countries that
supported the projects.

THE IBTA LOGO
Following its formation in 2005 it was suggested the IBTA
should organise an international competition to identify a
suitable logo. A panel of ten judges from around the world,
drawn from clinicians, patients, carers and family members,
was appointed. Thirty-two entries of a very high standard
were received from people in the United States, Canada,
the United Kingdom, Australia, Indonesia, the Philippines,
Turkey and Finland. Some entrants had a deep personal interest in the subject, having been touched by the direct or
indirect effects of a brain tumour in some way. The winner
of the competition was Ms Rachel Aubrey of Queens, New

York. She had entered the competition after being alerted
to it by her teacher Professor Tony Di Spigna at the New
York Institute of Technology (NYIT).

Winner of the logo competition Rachel Aubrey speaks at the presentation in New York,
September 2006. In the middle is Professor Peter Voci, Director of the MFA Program
and Chair, Fine Arts Department, NYIT.

At the presentation. In the middle wearing a black cap is Professor Tony Di Spigna
(NYIT), who encouraged his graphic design students to enter the IBTA competition.
IBTA supporter Mrs Jeanne Pasmantier is sitting in the row behind.

This is Rachel’s explanation for her design: “From studying the IBTA’s principles, I knew the most important message to convey was a sense of support. I chose to create
an image that will lead the viewer to believe change, help
and hope are in the future.The logo I designed symbolizes
togetherness. It shows an alliance of people, arms around
each other, bound by the same cause. They are people
who want to spread awareness and make a difference. It
was important to me that the ﬁgures forming the initials
IBTA were united and that they be bold to show strength.
A ﬁght for an important cause can be won if there is an
alliance of passionate people side-by-side working for the
same goals.”
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HOW THE IBTA WORKS...
The IBTA is a not-for-proﬁt, limited liability company incorporated in England and Wales, Company Number: 6031485.
The registered address is: c/o Roxburghe House, 273-287 Regent Street, London W1B 2AD, UK.
In effect, there are two ofﬁce locations for the IBTA, apart from the registered ofﬁce in London. Denis Strangman (IBTA
Chair) is based in Canberra, Australia, and Kathy Oliver (IBTA Secretary) is based in Tadworth, Surrey, United Kingdom.
Denis and Kathy are assisted by Chris Tse (Wellington, New Zealand) who works in the ﬁeld of international marketing and
Sally Payne (Sydney, Australia) who teaches systems design. Chris looks after the webpage listings for scientiﬁc and patient
conferences. Sally maintains the IBTA database. Chris’ wife, Lynda, was diagnosed with a glioblastoma multiforme brain tumour in 2006. Sally’s sister, Arianne, has an anaplastic astrocytoma. Both Chris and Sally also give advice on policy matters
and both are actively involved in the online support network for brain tumours both at national and international levels.
Advice about other matters is sought occasionally from the members of a private email group consisting mostly of the
founders of the IBTA who were present at the 2005 meeting held in Edinburgh and who are committed to the IBTA.
Emails and documents are exchanged daily between Denis, Kathy, Chris and Sally who all work on an unpaid basis. Because
of the different time zones matters that are still outstanding at the end of the day in one time zone will often be followed
through by the person whose day is commencing in the other time zone. International verbal communication takes place
using the very economical and efﬁcient Skype system of Voice Over Internet Protocol (VOIP).
Because of its presence at numerous scientiﬁc conferences the IBTA has built up strong personal links with many of the
world’s leading clinicians and researchers in the brain tumour area. A number of these people have been very generous
with their time in giving advice to the IBTA about technical medical matters.
Between them Denis and Kathy during the past three years have met personally with key leaders of the national brain
tumour patient and caregiver organisations in the USA, UK, Europe and Oceania and often discuss projects and developments with these people.
Because of their involvement in other brain tumour, cancer, and palliative care organisations in their respective countries
both Denis and Kathy are also able to seek advice from a wide range of people with similar interests.
The IBTA is truly an international organisation both in spirit and practice.
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Denis Strangman is Chair and Co-Director of the International Brain Tumour Alliance (IBTA). Denis became involved in advocacy and awareness-raising for this disease
when his wife Marg was diagnosed with a primary malignant brain tumour in 2000 and passed away in 2001.
He subsequently was foundation chair of Brain Tumour
Australia (2003-2005). More recently he has served as
a member of the board for Cancer Voices Australia and
serves as a member of the Quality Committee at the
local hospice. Denis’s particular areas of interest are support, research and advocacy. Denis is a frequent speaker
at brain tumour and cancer conferences. Previous to his
work in the brain tumour community, Denis was private
secretary to three individual Australian Senators during a
25-year working career in the Australian Parliament.

Kathy Oliver, Secretary and Co-Director of the International Brain Tumour Alliance (IBTA), graduated from
Northwestern University near Chicago, Illinois, USA and
worked as a freelance print journalist. In 2004, Kathy’s
son Colin (then aged 24) was diagnosed with an astrocytoma brain tumour. Kathy cites the “incredible courage,
determination and fortitude” of her son and others like
him as the driving force in her work for the IBTA. Kathy
is particularly interested in emerging therapies, advocacy work, access to clinical trials, and awareness-raising
on behalf of brain tumour patients. Kathy is a frequent
speaker at brain tumour and cancer conferences.

The Strangman family (left to right, back row: Kieran, Peter, Josephine, Bryan and
Gregory). Left to right, front row: Denis and Marg)

The Oliver family (left to right: Gordon, Kathy, daughter Miranda and son Colin)
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THE WALK AROUND THE WORLD
FOR BRAIN TUMOURS
& THE INTERNATIONAL BRAIN TUMOUR
AWARENESS WEEK

Stories of inspiration and hope from around the world...
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A group of people including brain
tumour patients, their carers, families
and friends attended a picnic in the Adelaide Botanic Gardens organised by
the Adult Brain Cancer Support Association of South
Australia (ABC SA) on 21st October 2007 to
coincide with the inaugural International Brain Tumour
Awareness Week. The picnic provided a social time
and opportunity to meet the steering committee and other
people facing similar issues.
The Adult Brain Cancer Support Association is a
support group that was formed in 2006 for
adult brain cancer patients and their caregivers in
South Australia. The steering group meets the ﬁrst
Thursday of the month and is open to all interested
people including: cancer patients, their families/
carers, health professionals, bereaved families/
caregivers, cancer-related organisations and their
staff and consumers who are interested in ﬁlling gaps
of needs as designated by this group.
Events for coming months are currently being organised.
Enquiries about the group and referrals may be made
via the Cancer Council helpline 13 11 20 (from
inside Australia).
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Walkers from the UK
brain tumour charity,
“Andrea’s Gift” added 1746.4 kms to the
World Walk total. Lady Kathy Botham (wife
of cricketer Sir Ian Botham) has recently become
President of the organisation.
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‘SomGordetion (atmeages’26)

by Jonathan

I felt like a lift in a one-story house,
Like a bird ﬂying north, but ending up south.
I felt like an alien deep from outer space,
With all these people studying my face.
I felt like a snowman on a hot summer’s day –
Nothing to do, just melting away.
I felt so awkward, right from day one,
Like I was dancing to a crowd
And there’s no music on.
I felt useless now and again,
Like a school boy in an exam
Who’s forgotten his pen.
I learnt to be positive and live with a smile.
I’m going to beat this cancer, and do it in style.
I now see life in such a different light.
Those grey days before, now so bright.
I hear people moan, just when the sky’s not blue.
I smile to myself. ‘If only they knew’.
Ark Oy staff in Finland attended a seminar on brain tumours
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and also participated in the Awareness Week Walk

Right:
Jonathan
(“Jonno”)
Gordon

Left:
The Gordon
Family of
Finzean, Scotlan
d
(from left to rig
ht
Mum Judy, Jonn :
o,
Dad Angus, Dais
y
the dog, Jamie)

Right:
Jonno and
his Dad,
Angus

Left:
Ladder Hill
on St Helena’s
with its 970 st
eps!

Fifty walkers participated
in the brain tumour
awareness walk organised
by Ark Therapeutics Oy in Kuopio, Finland, on
26 October and others attended a seminar at which
Professor (emeritus) of Neurosurgery Mr. Matti
Vapalahti gave a general presentation about
brain tumours.

Staff from Ark Therapeutics
in the UK, which was one of
the sponsors of the 2007
Awareness Week and World Walk, undertook a
challenging 17 kms walk in the Surrey countryside
during the Awareness Week. It took ﬁve hours
for the team of twelve to complete the cumulative
distance of over 200kms.
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Ark Oy Staff in
Finland attended a
seminar on brain
tumours and also
participated
in the Awareness
Week Walk

Some
well-deserved
refreshment
at the end
of a long but
enjoyable walk!
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The Samantha Dickson Bra
in
(SDBTT) Astro Fund he Tumour Trust
ld
Glioma Patient and Carers a “Low-Grade
Info
on 19 October 2007 at rmation Day”
the
Hospital, London, UK, just Homeopathic
a
the International Brain Tum few days before
our
Week. The SDBTT Ast Awareness
ro
very supportive of the IBTA Fund has been
’s “Walk” and
“Week” activities.

North London Ca
ncer Network
www.nlcn.nhs.uk

Bev Barnett donated 94kms to the World Walk
target from her Cape to Cape walk in Western Austral
ia.
Funds raised were donated to the Cure for Life Founda
tion, one of the supporting organizations of the IBTA’s
awareness-raising projects. The Cape to Cape walk is a
coastal walk between Cape Naturaliste and Cape Leeuwin
,
the most southerly point in Western Australia, where the
Indian Ocean and The Great Southern Ocean meet. The
track runs through bushland, and across cliffs and beaches.

Based out of SickKids Hospital in
Toronto, Canada, b.r.a.i.n.child is a
group of parents, family and friends who
have the common experience of caring for
a child with a brain tumour or who are survivors. It is a
volunteer organization providing support, education and
research funding. In October 2007 b.r.a.i.n.child held
the 5km Adventure Valley Walk for b.r.a.i.n.child,
with a combined 153km donated to the World Walk
target. The organisers arranged little passports and
walkers covered the seven continents. Volunteers at ﬁve
checkpoints stamped the passports. The kids loved getting
their passports stamped. This is an excellent idea for future
walks which include children.

of Australia walked
tigable Bev Barnett
Energetic and indefa leage to the Walk Around the World
the mi
for Brain Tumours.
94kms and donated

The Associazione Italiana di Neuro-Oncologia
(AINO) supported the International Brain
Tumour Awareness Week and sent best wishes for
the success of the IBTA’s awareness-raising work.
AINO is a not-for-proﬁt association, established
in 1989. AINO’s aim is to bring together
researchers and specialists from different disciplines
who are involved in the study, diagnosis and
treatment of central nervous system cancers.
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The Brain Tumor Resource
and Information Network
(B.R.A.I.N.) in Virginia
(USA) donated the mileage
of the walkers in their 3rd
Celebration of Hope 5 kms Walk and Run
held on 28 October 2007. There was also
a Beneﬁt Concert at the Innsbrook Pavilion.
Marguerite Sciuk, founder of B.R.A.I.N.
and a brain tumor survivor, said that various
well-known artistes and their bands donated
their time to perform at the concert.
B.R.A.I.N. has provided several small grants
to brain tumor organisations and more than 450
information packages to newly-diagnosed brain
tumor survivors. B.R.A.I.N. also covers the
cost of a toll free conference call service for the
Richmond Brain Tumor Support Group, so that
when patients are not able to drive to the monthly
meetings they can still call in and participate.
supporters of the
Right: Marguerite Sciuk hugs one of the
Celebration of Hope
and President of
Far right: Marguerite Sciuk, Founder
Kevin
and,
husb
her
with
.I.N.
B.R.A
m entertains
Above far right: Singer Susan Greenbau
of Hope
on
brati
Cele
.I.N.
B.R.A
the
at
participants
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Above: A show of solidar
ity for
B.R.A.I.N.’s Celebration of
Hope
Left & top left:The sun sho
ne
and spirits were high for
B.R.A.I.N.’s big walk
Below left: Keep on walking
!

BrainLife is a website
offering to brain tumour
patients, caregivers and medical/health professionals
references to the latest published medical resources in
the ﬁeld of brain (and other CNS) tumour research
and treatment. Sources include peer-reviewed journals
and medical databases. Some meeting proceedings are
included too. The BrainLife website also maintains
a structured database of peer-reviewed medical
sources on brain (and other CNS) tumours, including
experimental treatments and alternative therapies.
The sources (abstracts, references and full-text
articles) are republished with their original contents.
BrainLife supported the 2007 International
Brain Tumour Awareness Week and Walk Around
the World for Brain Tumours by publishing the
IBTA’s various Week and Walk media releases and
information sheets. The IBTA is most grateful to
BrainLife for disseminating information about
these projects to its
worldwide database.
d Giovanni
Elisabetta an itors of
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BrainLife. El
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survivor of gl
1999
diagnosed in

Dr Helen Bulbeck,
Director of brainstrust,
(the Meg Jones UK brain tumour charity),
advised that brainstrust held a walk from Haworth
to Top Withens and back on October 20th. The
walk was led by the brainstrust’s founder’s elderly
greyhound, Snatch, who is pictured at the Top!

From Haworth
to Top Withens
and back –
supporters of
brainstrust
help walk
around the
world for
brain tumours

Two-legged walkers
are

n’t a patch on Snatc
h!
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120 kms in the Himalayas
ked
trek
rn,
lbou
Mi
rny
Ba
and
nes
Jo
vid
Da
ple,
peo
Two
(BRT) and donated their
in October on behalf of the UK Brain Research Trust
e at an altitude of between
distance to the World Walk target. The trek took plac
of the many Awareness
2600 metres and 5400 metres, making it the highest
Walks around the world.

Above: Himalayas triumph David Jones and Barny Milbourn
trekked 120 kms and donated
their mileage to the Walk Around
the World for Brain Tumours.
This was certainly the highest
of the many awareness walks
around the globe!
Right: Photo reproduced
by kind permission of The
Ultimate Travel Company,
London, UK
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More than 200
participants took part in
the Brain Trekking event
in Hong Kong, each
covering a distance of 10
kms, and resulting in a contribution of 2000 kms
to the World Walk target. Congratulations to the
organisers Dr Danny Chan and
Ms Frances Tse.

In 2007, the cumulative distance walked
by over 3,500 participants in Brain Tumour
Foundation of Canada’s Spring Sprints contributed
to IBTA’s World Walk total. The 19 events held
nationally across Canada raised an unprecedented $1.1
million which aided the organization’s mission of reaching
every Canadian affected by a brain tumour with
support, education and information, and funding
research. Additional events were held during October
for the Canadian Brain Tumour Awareness month.

Above: This was Dr Danny Chan’s and
ising a
Ms Frances Tse’s ﬁrst attempt at organ
to recruit
ged
mana
they
and
Kong
Hong
in
walk
kms.
200 people who walked a total of 2,000
Well done Danny and Frances!
Right: Some of the 200 walkers who
Trekking event.
participated in the Hong Kong Brain
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Sherry Samuels, Chair of
the 9th Annual William’s
Walk/Run, which is
organised by the Brain Tumor Foundation for Children, Inc
(BTFC), reported that their walkers contributed 5,650
d
kms to the world target and that substantial funds were raise
for pediatric brain tumour research.
In 2008 the BTFC celebrates its 25th anniversary.
Since 1983, BTFC has provided millions of dollars for
of
numerous brain tumour research studies and for the purchase
technologically advanced medical equipment for Emory
University, Children’s Healthcare of Atlanta, and the
Pediatric Brain Tumor Consortium (a national network of
medical institutions specializing in pediatric brain tumour
research). Over the years, BTFC has provided
nursing scholarships in the study of pediatric oncology as
well as funding special positions at Children’s
Healthcare of Atlanta and Georgia State University to
better serve the pediatric brain tumour population.
Additionally, BTFC has provided hands-on assistance
and support to children and families of Georgia and
beyond, through the provision of ﬁnancial assistance;
informational materials; educational conferences; social
outings, activities and holiday get-togethers; and more.
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UK-based Brain Tumour Action (BTA)
kindly supported the International Brain
Tumour Awareness Week. BTA is a voluntary
organisation with ﬁve major aims:- (1)
support for relatives and sufferers of brain
tumours; (2) counselling for those who wish
it; (3) information on brain tumours and their
treatment; (4) education of the public about
brain tumours and (5) research into brain
tumours and their treatment.
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Brain Tumour Northwest
(BTNW) - a strategic
alliance originally involving
the University of
Wolverhampton, University
of Central Lancashire
and the Lancashire Teaching Hospitals NHS
Foundation Trust in the UK - held a special
event on Thursday, 25th October during the
International Brain Tumour Awareness Week.
On this occasion the second wave of membership in the alliance was formally launched at
the University of Wolverhampton comprising of
Keele University, University Hospital of North
Staffordshire NHS Trust and Manchester
Metropolitan University. It is hoped that a
third wave of membership will occur in 2008
involving the Universities of Shefﬁeld,
Manchester and Liverpool and their
associated NHS Trusts. Brain Tumour
Northwest supported the International Brain
Tumour Awareness Week and showed a special
DVD at their 25th October event which
featured American singer/songwriter/long term
brain tumour survivor David M Bailey.
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Veronica O’Connor donated
1,400 kms (975 miles) to
the Walk Around the World
for Brain Tumours. Veronica
writes: “I walked from Fatima
in Portugal to Lourdes in France via
Santiago de Compostela in Spain. It was a tough
pilgrimage because of the very bad weather but any walk
in support of BTRC (the UK-based Brain Tumour
Research Campaign) is worth every minute. The walk
took me through the villages and historical towns of
Spain with their wonderful churches, rural villages and
stunning countryside. It was both a cultural and
spiritual pilgrimage. I also knew John Fulcher (the late
husband of Wendy Fulcher, co-founder of BTRC)
for many years and was deeply saddened by his death
from brain cancer. He
was the kindest of men
and a true friend. I am
very happy to support
BTRC at all times
as research into this
type of cancer is a major
priority to improve and
save lives.”

Elaine Johnston and her daughter Kim each
donated 100 kms to the World Walk
target from their walk in the Rift Valley of the
Ngorongoro conservation area and around the
Ngorongoro crater rim in Tanzania during July
ed Brain
2007. Altogether they raised £11,000 for the UK-bas and
ine’s husb
Tumour Research Campaign (BTRC) in memory of Ela
towards
Mark. Elaine hopes that her contribution will go some way
even cures
ﬁnding causes, better treatments and, as she said: “...maybe
for this debilitating disease which
has a very poor prognosis.”
Below and top right: Elaine and Kim
Johnston who donated 200 kms to
the Walk Around the World for
Brain Tumours
Right and lower right: Some of the
local people Elaine and Kim met on
their Tanzanian Walk”
Far right: Some of Elaine and Kim’s
photographs from their ‘walk on the
wild side’ in Tanzania
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Brain Tumour UK really got into
the swing of things. BTUK has
always been associated with fundraising walks and runs but on this
World
occasion their walkers linked in with the Walk Around the
a
for Brain Tumours. During the Awareness Week there was
),
Norwich Walk, a walk near Bridgnorth (“Mewen’s Miles”
a
Shropshire, one in Great Missenden, Buckinghamshire, and
al
walk in Battersea Park, London. There were also addition
and
walks in Stoke on Trent (organised by Gareth Holdcroft)
n of
Bywell Castle Estate, Northumberland (with kind permissio
Viscountess Allendale) in September.
lk
On 18 August, ﬁfteen people walked 14 miles in “A Wa
an
for Trina”, held near Basildon, Essex, and organised by Ry
for
Gahan and friends. Trina was Ryan’s mother. “A Walk
Walk
Trina” contributed a further 210 miles towards the World
target. The funds raised went to Brain Tumour UK.
Right: Ella Pybus,
a trustee of Brain
Tumour UK
(pictured here at
a UK Parliamentary
reception with
IBTA Secretary
Kathy Oliver)
organised the
Brain Tumour UK
Cambridge
One Day Brain
Tumour Conference.
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Sue Steinmetz reports that over
500 participants walked a total
of 925 miles (1,489 kms) in
a walk organised on 27 October
2007 by Brains Together for a Cure in Rochester,
Minnesota, USA, and the more than $30,000
raised went to the Mayo Clinic for further brain tumor
research. That is a signiﬁcant result for a ﬁrst effort.
Incidentally, the initials BTFC can also stand for
“Because there’s future in a cure” or “Because their
future is a cure”. Clever! The walk was conducted both
indoors and outside.

Above: Participants in
the Brains Together for
a Cure walk raised $30,000
for brain tumour research
and donated 1489 kms to
the World Walk
Right: The buggy and
stroller brigade!

The British Journal of Neuroscience Nursing
(BJNN) supported the 2007 World Walk
and the Awareness Week and has published two
articles by the IBTA Secretary Kathy Oliver.
The BJNN was launched in April 2005
and publishes clinical reviews and research on all
aspects of neuroscience nursing.

The British Neuro-Oncology Society (BNOS)
represents neuro-oncology professionals in the UK.
Its membership includes clinicians, research scientists,
nurses and other allied healthcare professionals. It
organises an annual professional conference in
different centres across the UK. BNOS supported the International Brain Tumour Awareness
Week and Walk Around the World for Brain
Tumours by kindly allowing the IBTA to exhibit at
their annual conference and distribute leaﬂets about
the Walk and Week amongst the delegates.
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Several CABTO member organizatio
ns held walks
and donated mileage to the Walk Aro
und the World
for Brain Tumours, held awareness acti
vities to
highlight International Brain Tumour Aw
areness Week
in 2007, and plans are in the works agai
n for similar
activities in the future.

The Canadian Alliance of Brain Tumour
Organizations
(CABTO) is an alliance of volunteer
organizations
dedicated to:
• Enhancing the quality of life of brain
tumour patients
and families
• Advocating, both politically and pub
licly, for better
patient care and increased governmen
t funding for
brain tumour research
• Accomplishing collectively, objectives
that we would
not be able to accomplish on an individu
al basis
CABTO is a proud supporter of the
Walk Around
the World for Brain Tumours and Inte
rnational Brain
Tumour Awareness Week. Its contact
details are:
Canadian Alliance of Brain Tumour Org
anizations
Alliance Canadienne des Organismes
sur les Tumeurs
Cérébrales 620 Colborne Street, Suit
e 301, 620, rue
Colborne, bureau, 301 London, ON CA
NADA
N6B 3R9
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The Canadian Alliance of Brain Tumour
Organizations Members are:
Acoustic Neuroma Association of Can
ada
B.C. Cancer Agency (Vancouver)
b.r.a.i.n.child (Toronto)
b.r.a.i.n.child (Maritimes)
Brain Tumour Foundation of Canada
Canadian Association of Neuroscienc
e Nurses
Canadian Von Hippel-Lindau (VHL)
Family Alliance
Candlelighters Childhood Cancer Fou
ndation Canada
Crolla Family Brain Tumour Research
Centre
The Gerry & Nancy Pencer Brain Tru
st
Montreal Neurological Hospital, Cen
tre for
Treatment and Study of Brain Tumour
s
North American Brain Tumour Coalitio
n

The Canadian Brain Tumour
Consortium, which is a national
academic network conducting
brain tumour research initiated both
by Canadian researchers and by
industry, supported the World Walk and Awareness
Week and promoted both on its website.

Hundreds of staff, visitors, and patients saw the
International Brain Tumour Awareness Week display
in the main foyer of the Canberra Hospital, Australia.
The display contained some of the mutli-language
posters produced for the Awareness Week and other
publications distributed by the IBTA, in addition to
a brochure for the local ACT Brain Tumour

Network.

IBTA Chair
Denis Strangman
organised a panel
display at Canberra
Hospital during the
International Brain
Tumour Awareness
Week

Members of the brain
tumour support group
associated with The
Cancer Council Queensland
(Australia) held a brain tumour awareness seminar
attended by 49 patients and their families on 27
October to coincide with the International Brain Tumour
Awareness Week. It was rated a great success. Some
feedback from the participants: “All speakers outlined
very practical aspects... Broad overview - very
interesting... This seminar was very well presented and
each speaker gave vital information which all links
together. As a clinician, it is so very important for health
professionals to gain an understanding outside the
‘hospitalisation period’ of what and how patients are
faring and what we can do to provide a better service/
support/options post hospitals... Answered a lot of
things we did not know anything about and helped us to
understand what is going to happen.”
Forty-nine brain
tumour patients and
their families attended
the Cancer Council
Queensland
awareness seminar
held in the
International Brain
Tumour Awareness
Week
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The Cancer Nurses
Society of Australia,
which has a membership
of over 750 registered nurses dedicated to excellence
in patient care, research, and education in cancer nursing,
supported the World Walk and Awareness Week.
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Pip Murdoch, the nurse counsellor with the brain
tumour support group “Headways” run by the
Wellington Division of the Cancer Society of
New Zealand, organised a pot-luck dinner on 23
October as part of the Awareness Week. It was
for all those affected by a brain tumour diagnosis,
including family and carers and by all accounts
everyone had an enjoyable time. Pip may be
contacted at: pipm@cancersoc.org.nz

The Caps4Sam group, which raises funds for the
Children’s Memorial Hospital in Chicago, donated
to the World Walk the mileage from its 2nd Annual
timed walk and family walk - Walk4Wisdom - held
on Sunday 6 May. Three hundred and seventeen
walkers in the run/walk event walked 3 kms each,
making a total of 951 kms. The activity was in honour
of ten year old Sam, who has a brain tumour. The
“Caps” refer to unique ski caps whose sale contributes
to the organisation’s fund raising. The number “4”
represents Sam’s basketball/baseball number and the
fact that he was in the 4th
grade at school when he
was diagnosed.

lkers enjoying
Walk4Wisdom wa
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the day.

Sam, his surgeon an
d Walk VIPs

The Central Brain Tumor
Registry of the United
States, CBTRUS, is a
not-for-proﬁt corporation.
Its mission statement describes
CBTRUS as being
“committed to providing a resource for gathering and
disseminating current epidemiologic data on all primary
brain tumors, benign and malignant, for the purposes
of accurately describing their incidence and survival
patterns, evaluating diagnosis and treatment,
facilitating etiologic studies, establishing awareness
of the disease, and ultimately, for the prevention of
all brain tumors.”
The IBTA is most grateful for CBTRUS’ support
of the 2007 “Week” and “Walk” projects.
As part of its overall contribution to knowledge and
advocacy about brain tumours, in 2007 the
International Brain Tumour Alliance commissioned
CBTRUS to investigate the incidence (number)
and prevalence (those living with a brain tumour)
for malignant and non-malignant (benign) primary
brain tumours in the world.

Based on the World Health Organization estimates as
found in GLOBOC AN 2002, CBTRUS
estimated that the incidence of primary malignant
brain tumours is 3.7 per 100,000 per annum for
males and 2.6 per 100,000 per annum for females.
This represents an estimated 108,277 males and
81,305 females who were diagnosed with a primary
malignant brain tumour in 2002, an overall total of
189,582 individuals
CBTRUS estimated that the incidence of malignant
brain tumours may climb to 220,568 in 2010
(125,892 males and 94,676 females). The
estimated 2010 counts are based on anticipated
changes in world population demographics and do not
account for any changes in brain tumour incidence.
Non-malignant brain tumours are often as devastating as
malignant brain tumours but were not routinely
collected by cancer surveillance organizations in
2002. CBTRUS provided a preliminary estimate
of 157,833 non-malignant brain tumours per annum
for 2002.
Statistics on metastatic tumours (tumours originating
at other sites), including metastatic brain tumours, are
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not collected by population-based cancer registries.
Also, modelling templates are not readily available to
estimate their incidence. Some clinical trial data have
estimated that these tumours may equal or even exceed
the number of primary brain tumours.

These ﬁgures are likely to be conservative. Not all
countries have well developed cancer registries in which
accurate statistics are kept. Additionally, the incidence
in many less developed countries could be further
underestimated because access to care may be limited.
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The Central New Jersey
Brain Tumor Support
Group and Resource Centre
(USA) supported the World
Walk and Awareness Week
with many of its supporters
travelling to participate in the
Have a Chance Walk in New York City.
Central New Jersey Brain Tumour Supp
ort Group
....a mission of hope
When: the ﬁrst Thursday of each mon
th
Where: St. Luke’s Church, 300 Clinton
Avenue,
North Plainﬁeld, NJ
When: 7.00 to 8.30pm
Facilitators: Patricia Anthony R.N.,
Wendy Berk, Social Worker
Activities: The meeting format varies
between
general support group meetings and
informal speakers
Cost: Free

The Childhood Brain Tumor
Foundation of Maryland supported
the World Walk and Awareness
Week and CBTF President
Jeanne Young advised that on 30
September they held a 5 kms Stride for Life and
Kids’ Fun Run. The walkers’ distance was donated to
the World Walk target.

Kayron Warren of Georgia, USA, advised that the
Charles Warren Brain Tumor Awareness
Foundation contributed 243.28 kilometers to
the World Walk effort. Ten students at Arlington
Christian School in Fairburn, GA, participated to
achieve this distance. “They wore foundation t-shirts,
wristbands and used foundation logo water bottles as
they accumulated this distance. They have all learned
a lot about brain tumors this week and have pledged
to spread the word and to become active participants
in our Foundation’s mission” Kayron said.
The COSA—
Neuro-oncology group
was a supporter of the
two 2007 awareness-raising projects with some of its members
undertaking various activities.
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Tracy Moore from the NY-based Children’s Brain
Tumor Foundation reported that the Foundation hosted
a 1.7 mile walk, called the “Great Pumpkin Walk”
on Saturday, October 27 in
Central Park,
NYC, which
attracted 150
walkers and 15
pet therapy teams,
despite a rainstorm
on the day.

Walkers brave
the rain in Central
Park, New York
City, to take part
in the Children’s
Brain Tumor
Foundation
Great Pumpkin
Walk of 2007
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During 2-3 September,
while on an away-day research
team gathering in the
Derbyshire countryside,
22 members of the Nottingham-based Children’s
Brain Tumour Research Centre (CBTRC)
walked seven miles to contribute a total of 248
kms (154 miles) to the World Walk total.

Top: Pausing to admire the spectacular view...
Above: Walkers from the research team at the Nottingham
UK-based Childrens’ Brain Tumour Research Centre

As an activity in
connection with the
World Walk, the
Christopher Clarke
Cancer Research
Fund walked from
St Bees to Robin Hoods Bay (coast to coast in
the UK). Friends and family of Chris Clarke and
Ross Cooper walked over a period of ten days,
staying in various hostelries along the way. The walk
took place during 16-26 July 2007. Karen
Clarke (Christopher’s mother) stated before they
embarked on their journey: “We are hoping to raise
as much money as we can in order that we can hopefully attain our £100,000 goal by the end of
2007. We are happy to join in with International
Brain Tumour Awareness Week and donate the
mileage covered on this coast to coast walk to enable
the target of 40,000 kms (25,000 miles) to
be reached.” Christopher died from a brain tumour in
January 2006.

The Connecticut Brain Tumor Alliance (CTBTA)
is a volunteer group which raises awareness of brain
tumours and offers support to patients, families,
caregivers and friends. The CTBTA also raises
money through various fundraising efforts. The
CTBTA promoted the International Brain Tumour
Awareness Week and Walk Around the World for
Brain Tumours on their website and linked back to the
IBTA’s webpage.
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Nicole Dunn, General Manager
of the Cure for Life Foundation in
Sydney, Australia, reported that
over 6,500 students from 30
schools in Australia joined in the
by participating
Cranes for Brains Day held during the Awareness Week
day on 26
in either an Origami Crane Fold-a-thon or Casual Clothes
nisers hope this
October. “Almost 55,000 cranes were folded and orga
Foundation
will help raise over $20,000 to support Cure for Life
Tumour Reharesearch into brain tumours and the unique Paediatric Brain
ick. Students
bilitation Programme at Sydney Children’s Hospital, Randw
es were awarded
at each school competed in the one-hour fold-a-thon and priz current
te the
to the child who folded the most cranes in each school. (No
ole said.
national record is an amazing 86 by a child in Perth),” Nic
ity the Foundation donated
Below & below right: In another activ
result of the efforts of
a
as
t
630kms to the World Walk targe
to Machu Picchu in
kms
35
ed
trekk
who
le
18 intrepid peop
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for
Peru while raising funds for Cure
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Above:
Some of the 6,500 Australian school
children who took part in the “Cranes for Brains”
Fold-a-Thon or “Casual Clothes Day” on 26th
October during the International Brain Tumour
Awareness Week

vid M Bailey
US singer/songwriter/long term brain tumour survivor Da
brain tumour over
(diagnosed with a highly malignant glioblastoma multiforme
our Awareeleven years ago) participated in the International Brain Tum Surrey,
nties of
ness Week in the UK by giving concerts in the English cou
hospitals, a
Hampshire and Oxfordshire. In addition to performing at two
home and an
fundraiser, a large international community church, a private
emier Radio,
award-winning folk club, David was also interviewed by Pr g his own
adin
Thames Valley ITV and Southern Counties Radio, thus spre
special brand of hope to thousands of
listeners in the Southeast of
England over the ﬁve days
that he was in Britain.
Above: A promotional poster
the Royal
Right: David singing in the Chapel of
UK
y,
Surre
n,
Sutto
ital,
Hosp
den
Mars
g patients
Below: David meets two of the youn
t,
Cour
orth
Tadw
,
Trust
ren’s
at the Child
Surrey, UK following his concert there

Below centre: David, pictured here with
Matthew, a long-time friend and a
long-term brain tumour survivor
by
Below right: David was interviewed
his
g
tellin
on,
Lond
in
Radio
Premier
his
inspirational story and singing one of
songs on air
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Di Murphy from Australia walked 100kms of the Great
Wall of
China during ﬁve days in October and donated the distance
to the
IBTA’s World Walk target and the funds raised to
Brain Tumour
Australia. Her son was diagnosed with a benign brain tumour
(hemangioblastoma) in January 2006. It was successfully
remo
in an emergency operation by Dr Suresh Nair at Nepean Hos ved
pital.
Di’s son is now living life to the fullest.
Above: David, here seen doing a pre-r
ecording
soundcheck, was also interviewed by
Thames
Valley ITV (UK)
Left: The cover fro
m
one of David’s CD
s,
‘Coffee with the An
gels’
Below: The cover
from David’s
‘Comfort’ CD
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page from
Above: A site at
eb
David’s w bailey.com
idm
www.dav

Far left: Australian
walker Di Murphy
on the Great
Wall of China
Left: Di Murphy
and her son
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Shanne McNamara
reported from Edinburgh
in the UK: “A study day
was held during the
International Brain Tumour Awareness Week on the
26th October at the Western General Hospital.
The day was hosted by the Edinburgh Centre for
Neuro-Oncology and supported by Dr Robin Grant
the Consultant in charge of the service. The title of
the day was ‘Towards Improving the Management of
People with Brain Tumours’. We were fortunate in
having excellent invited speakers with: Dr Antonio
Omuro from Paris speaking on imaging and diagnosis,
Professor Ian Whittle from Edinburgh on improving
surgical outcome, Dr Alan James from Glasgow on
improvements in oncology treatments and ﬁnally
Andrew Anderson from Maggie’s Centre, Edinburgh
on holistic care. All of the sessions received excellent
evaluation. Doctors, nurses, physiotherapists,
occupational therapists, speech and language therapists, social workers, dieticians and medical students
attended the day. It was truly a multidisciplinary day
with plenty of time for networking with our colleagues.”

The European Association for
Neurooncology (EANO)
supported the World Walk
and the Awareness Week.
Its President, Dr Francesc
Graus, wrote a special article about brain tumours
which appeared in the Spanish newspaper La
Vanguardia during the Awareness Week.
The European
Federation of
Neurological
Associations
kindly supported the “Week” and “Walk” projects
by mentioning these activities on their online list of
2007 Events and linking to the IBTA’s
website. EFNA also provided a link on their
website to an IBTA media release entitled “Brain
tumour awareness week brings devastating disease out
of the shadows” (8 October 2007)
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The European Cancer
Patient Coalition
(ECPC) - which
supported the 2007
International Brain
Tumour Awareness Week and the Walk Around
the World for Brain Tumours - was established in
2003 and represents the views of cancer patients in
the European healthcare debate. ECPC is committed
to improving cancer prevention, screening, early diagnosis, best treatment and care, and reducing disparity
and inequity across Europe. The Coalition provides a
forum for cancer patients to speak with a single voice
for all cancer patients, exchange information and share
best practice experiences. ECPC currently has over
200 members from the EU Member States and over
50 associate members across the world. ECPC has
been particularly supportive of the International Brain
Tumour Alliance on the European scene and has invited
the IBTA to speak at two of their conferences.

The European
Organisation for
Rare Diseases,
EURORDIS,
is a patient-driven
alliance of patient organisations and individuals
active in the ﬁeld of rare diseases. Eurordis’ mission
is to build a strong pan-European community of
patient organisations and people living with rare
diseases, to be their voice at the European level, and
- directly or indirectly - to ﬁght against the impact
of rare diseases on their lives.
The IBTA is most grateful for the support of
Eurordis with regard to the International Brain
Tumour Awareness Week. Eurordis included
mention of the Awareness Week and World Walk
on its website publications.

Gentle Giant UK, a website aimed at pituitary
Awareness
tumour patients, supported the International Brain Tumour
tumour removed
Week. Andy, who runs the site, had his pituitary gland and
when he was eleven years old and is still going strong!

48

website
Giant UK nts
e Gentle
atie
th
p
s
r
n
u
o
ru
m
o
Andy, wh ed at pituitary tu
m
which is ai

FightJPA was a US-based
organization dedicated to
fundraising and raising awareness for juvenile pilocytic
r.
astrocytoma, the most common form of childhood brain tumo
They supported the IBTA’s Awareness Week and World
Walk projects. FightJPA’s work continues under the
.
Pediatric Low Grade Astrocytomas (PLGA) Foundation
Gruppo Italiano Cooperativo
di Neuro Oncologia
(GICNO) is a nonproﬁt Italian professional
association whose aim, through the cooperative spirit and
efforts of scientists and clinicians, is to improve therapeutic
results in the ﬁeld of neuro-oncology, and to offer the best
treatment to the patient. GICNO encourages and develops clinical research which promotes support for the creation
and fulﬁlment of brain tumour clinical trials. GICNO
also promotes meetings, such as the “Future Trends in the
Treatment of Brain Tumors” conference organised by the
President Dr Alba Brandes, and seminars to encourage
greater study of brain tumours and to share the most up-todate knowledge and management approaches for treating
brain tumours.GICNO supported the Week and Walk.

Participants in the charity event “Relay for Life”
held in Gisborne, New Zealand, walked around
a 300 metre track in February for 24 hours
raising money for the local Cancer Society. As
part of this event, the Hospital Laboratory team
walked a total of 190km and dedicated this mileage to the International Brain Tumour Alliance’s
2007 Walk Around the World for Brain
Tumours project. A member of the team, Mark
Thompson, has a Grade 3 astrocytoma diagnosed
in 1994.
Mark Thompson, a
Grade 3 astrocytoma
survivor (diagnosed in
1994), participated in
the “Relay for Life”
in Gisborne,
New Zealand

Michel Esnault, Chair of
Glioblastoma Fundation Michèle
Esnault (GFME) in France,
advised that 103 walkers in Marseille and
Royan participated in a walk on the ﬁrst day of
the Awareness Week, Sunday 21 October, and
received publicity in the newspaper “Provence”. The
funds raised were donated to ARTC, Association
pour la Recherche sur les Tumeurs Cérébrales.
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Llanberis
Gordon Oliver of Tadworth, Surrey walked from the top of
the
Pass on the Snowdon Massif in North Wales, UK toward
operation
summit of Snowdon having recovered from a hip replacement
Around
seven weeks previously. He donated four miles to the Walk
the World for Brain Tumours.
Top right: Looking up towards an
overhanging rock from the path
leading up Snowdon
Right: The start and end of the
path up Snowdon
Far right: Looking down from
the Snowdon path to a glacial lake
or “Lyn” which is Welsh for “Lake”

The UK charity Hammer Out
Brain Tumours promoted the
IBTA awareness-raising
activities at meetings of its support groups which were held during September-October 20
07
in the South West Region of England. Hammer Out had
two
groups of people who undertook the Three Peaks Challenge
(climbing the highest peaks in Scotland, England and Wa
les) in
24 hours. They also had a 62- mile sponsored walk whic
h took
place in Hastings as part of brain tumour awareness activitie
s.
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The Second Annual Have
a Chance Walk to Fight
Brain Tumors, which
was held in Battery
Park, New York on
28 October 2007, saw some 2,473 participants raise more than US $860,000 for
Have a Chance and the Brain Tumor Society.
Here are some photos of the massive crowd and the
Honor Wall.
Top: Some of the massive crowd of
nearly two-and-a-half thousand
people who took part in the 2007 Have
a Chance Walk
MIddle: A poignant reminder at the
Have a Chance Walk of the
reason for the ﬁght against brain tumo
urs
Bottom: There was inspiration-aplenty
at the Have a Chance Walk
which raised more than $860,000 for
brain tumour research

Head Start is a New Zealand
e
organization, established by th to
d
Bowman family, and is intende ad start when they are
a he
give sufferers in New Zealand rt supported the
ta
battling brain tumours. Head S Walk.
ld
Awareness Week and the Wor
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Sven Gutker de Geus
of the Netherlands brain
tumour support group
Stichting Hersentumor.nl
reported that on 25 October thirty children aged between
three
and ten years walked 1.5 kilometres in The Hague, together
with
six grownups, contributing 54 kms to the World Walk targ
et.
All participants had a little lamp in their hands.
Right: Children, aged three to ten, who
walked with accompanying adults in
The Hague,
The Netherlands, and contributed 54
kms to the World Walk total. All the
children
carried little lamps in their hands

The International Uni
on
(UICC), which ha Against Cancer
s
member organisations more than 300
in
an item about the W 97 countries, carried
al
for Brain Tumours k Around the World
an
Week in the April 2 d the Awareness
007 edition of
UICC eNews.

52

Il Fondo di Fabrizio was founded in
memory of Fabrizio Scotti, who died
from a brain tumour. Il Fondo di
Fabrizio works to raise awareness of
n
the challenges of brain tumours and also raises funds for brai
tumour research. This group also helps organise brain tumour
conferences at the University of L’Aquila, Italy, and supports
the International Brain Tumour Awareness Week.

Francesca Scropetta and Il Fondo di Gio (named in hono
ur of her
young son Gio) organised a walk, “Marcia di Gio” in Mi
lan, Italy,
on 21 October and attracted 350 participants. (Franc
esca was
a member of the judging panel for the competition conducted
during
2005-2006 to identify an appropriate logo for the IBT
A.).
The Associazione Italiana per I Tumori Cerebrali (AITC)
also helped
with the organisation of the Marcia. There were even some
clowns at the
Marcia (from Associazione Veronica Sacchi) to entertain
the chil
Two Milan-based sports organisations also participated: AS dren.
PES and
La Michetta ... and an Italian dog which joins the Scottish
dog and
the English dog who also took part in the awareness-raising
walks.
Top right: And they’re off!
Middle right: Francesca Scropetta, moth
er of little Giovanni in whose memory
Il Fondo di
Gio was established, was a member
of the judging panel for the competitio
n conducted
during 2005-2006 to identify an appro
priate logo for the IBTA. Here she
is pictured
making an announcement at the Marc
ia di Gio which she helped to organise.
Below: Clowns entertained the crow
ds at the Marcia di Gio
Below middle: Some of the participan
ts in the Marcia di Gio, including a four
legged walker!
Below right: The Associazione Italiana
per I Tumori Cerebrali (AITC) helpe
d with
the organisationn of La Marcia di Gio
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The League Against Cancer in County Primorsko-Gorans
ka Rijeka, Croatia was
founded in 1967. The League helps people with cancer
learn more about their disease
and supports patients and their families as well as helping loca
l health institutions to
give a better quality of treatment to cancer patients.
During the International Brain Tumour Awareness Week
in 2007, the activities of
the League were the subject of a short talk on local radio.
Also
Week, a new Radiology Department with a more advanced during the Awareness
MR
beneﬁtted the nearby neurosurgery clinics. The 2007 Cro I machine was made available and which directly
atian activities also included a beneﬁt concert,
Rijeka for its Friend, to help raise money for the treatment
of the American blues singer Jerry Ricks who moved
from the United States to Rijeka and was diagnosed with a
brain tumour.
Dr Ira Pavlovic-Ruzic, Senior Specialist in Radiothera
py and Head of the Radiotherapy Department in the
Institute for Radiotherapy and Oncology (Clinical Hospita
l Centrer of Rijeka) helped establish the League
Against Cancer in County Primorsko-Goranska Rijeka.
Dr Pavlovic-Ruzic, who is also a member of the
League’s Presidency Board, was instrumental in the above
activities and has been a wonderful friend of the
IBTA for a number of years, for which we are most grat
eful.
In 2008 the League is producing a booklet for brain tumo
ur
patients and their families which will be funded by the governme
nt
of the City of Rijeka. It will be presented during the Inter
national
Brain Tumour Awareness Week together with a lecture abo
ut
different aspects of diagnosis and treatment of brain tumours
which
will be organised for the public. For further information con
tact Dr
Ira Pavlovic-Ruzic at ira.pavlovic-ruzic@ri.t-com.hr

Members of the League Against Canc

er in County Primorsko-Goranska Rijek
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a, Croatia

Dr Andrea Pace of Rome, Italy, reported
that almost 500 people participated on 27
October in the run organized by IRENE
ONLUS for the Awareness Week. The run
Corri al Massimo per IRENE was a great
success and 474 people ran 5 km in the Villa Pamphili
Park
Rome. The run was ofﬁcially started by three characters from in
one of
the most popular TV soap operas, Un Posto al Sole. Be
fore the
start of the run a message from the IBTA was read to the part
icip
while the music of David M Bailey’s theme song for the Wo ants
rld
“Keep on Walking” was played. On 26 October another Walk
important
success was obtained with the meeting organized in the Regina
Elena
National Cancer Institute on Rehabilitation in Brain Tumors.
With
the assistance of Dr Andrea Pace a new Italian version of
the
IBTA brochure was produced which listed other scie
ntiﬁc and
awareness raising activities to occur in Italy, i.e. Congresso
AINO (Associazione Italiana Neuro-Oncologia),
Lecce 30/9 - 1/10/2007; Convegno: Brain Tum
or Immu
(organised by Dr Gaetano Finocchiaro); Stages in Neuro-O notherapy, Milan 19/10/2007
nco
Convegno su Riabilitazione e Tumori Cerebrali, Roma 26 logia, Torino 23 - 27/10/2007;
/10
21/10/2007; Corsa podistica “Corri al Massimo per /2007; Marcia di Gio, Milano
IRENE”, Roma 27/10/2007.
The Marcia di Gio and the Corri al Massimo per IRENE
were two speciﬁc but separately-organised events
for the Awareness Week, as was the Immunotherapy confere
nce.

Top right: The Corri al Massimo per
IRENE
Bottom right: Dr Andrea Pace (num
ber 543), a palliative care specialist and
one of the organisers of the Corri al
pictured here with a fellow participan
Massimo per
t.

IRENE,
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The Japan Brain Tumor Alliance and
the Japan Pediatric Brain Tumor
Network both supported the World
Walk and the Awareness Week. The
IBTA produced an awareness poster in
the Japanese language, which was sent to
Japan and also used in Hawaii.

Neuroendoscopy is the Centre for
Minimally Invasive Neurosurgery
(CMIN), which is directed by
neurosurgeon Dr Charlie Teo in
Sydney, Australia. The organisation
was very supportive of the two
international awareness-raising projects
and gave a small unrestricted grant to
the IBTA to assist it with its work.

56

Jim De Cheser from Hawaii recruited his fellow “park wal
kers” to
the cause by distributing IBTA brochures and obtaining mile
age walked
in Queen Kapiolani Park which Jim describes as follows.
“The name
of the 500 plus acre park is formally referred to as Queen
Kapiolani Park. It is entirely well manicured and is shaded
by century
old banyan trees. From dusk and throughout the evening the
park
is quite well lit. The grassy park borders the open beaches of
the
Paciﬁc with long, wide slate walkways along the ocean bord
ering
the entire southwest city of Waikiki. The park itself continu
es into
Diamond Head along Diamond Head Road where walkers
continue
to the summit of the road to the very base of Diamond Head
Crater
and take a breather to view the famous lookout to the Paciﬁc
hori
beyond ... prior to turning around to continue their pilgrimage zon
back to
Waikiki ...”. “Pilgrimage” - those lucky Hawaiians! Jim
recruited
more than 300 walkers (plus several in California) to con
tribute
their combined mileage of 2016 miles to the World Walk
total.
By the way, Jim has intraventricular
neurocytomas. Well
done Jim!
Jim De Cheser obtains support
for the Walk Around the World
for Brain Tumours from Susan
Lyons in Queen Kapiolani Park,
Hawaii. Susan walked six miles.
Jim had placed a poster on a pole
advertising the World Walk and
Awareness Week. He had both
English and Japanese-language
versions for the mixed group of
walkers who use the park.

On 25 October 2007 Mr John Bercow MP (Chair
of
the UK All Party Parliamentary Group on Brain Tum
ours)
asked the Rt Hon Harriet Harman QC MP (Minister of
State, Ministry of Justice) the following question: “As it
is international brain tumour awareness week and supporters
in
several countries across the world have covered twice the circumference of the globe in undertaking fund-raising sponsore
d
walks on its behalf, may we have a debate in Government time
on the Floor of the House as a matter of urgency? No fewe
r
than 16,000 people are diagnosed with brain tumours
each year, yet survival rates have not risen in line with those
for other cancers and the brain tumour research community
beneﬁts from only a tiny proportion of the resources available to Cancer Research UK and the Medical Research
Council. Is it not time that we considered how we can do bett
er
in the interests of helping those thousands of people who have
suffered far too much for far too long with far too little don
e
to help them?”
Ms Harman replied: “I welcome the Hon. Gentleman’s point,
as will
the House. I am pleased to have the opportunity to congratulate Hon. Members throughout
all
working together as part of brain tumour awareness week as well the organisations that are
as
pay tribute to the Hon. Gentleman’s support for those organisa throughout the year. I also
tions.”
Top: John Berc

ow MP won the prestigious ePolitix.co
m Charity Champion Award in Nove
outstanding work both in and outside
mber 2006 in recognition of his
the UK Parliament for the cause of
health, including work on brain tumo
Bottom: John Bercow MP chatting with
ur issues.
attendees at a House of Commons
reception for representatives of brain
patient groups, brain tumour specialist
tumour
s and politicians.
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Staff and students at the Joseph H. Kennedy Public
School in Matheson, Northern Ontario, Canada,
undertook a walk on 25 October as part of the World
Walk project and the funds raised were donated to the
Brain Tumour Foundation of Canada. Teacher Laura
Michaud advises that 174 walkers (including some from
Kindergarten) covered 801 kms in total. Well done!
Above right: Pupils at the
Joseph H Kennedy Public
School getting ready to
“Walk Around the World
for Brain Tumours”
Far right: A large wall panel
about the International
Brain Tumour Awareness
Week at the Joseph H
Kennedy Public School
Right: One hundred and
seventy-four walkers
(including some from
Kindergarten) covered 801
kms in total and donated their
mileage to the World Walk

Two hundred and ﬁfty walkers covered 5 kms each during the
6th
May by the Michael Quinlan Brain Tumor Foundation base Annual Walk held on 12
d in
The group raised $30,000 for the brain tumor community. Louisville, Kentucky, USA.
The total of 1,250 kms was
included in the World Walk target.
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The mileage covered by participants in the 2nd Annual
Kortney’s Challenge on 8 September was donated to the
World Walk and the funds raised will be used for pediatri
c
brain tumour research being undertaken at the Children’s Hos
pital
of Philadelphia (US). Nine year old Kortney Rose Gillette
was diagnosed with a brainstem glioma and passed away on
27 April 2006.
Far right: Meeting the
challenge –
walkers remember
Kortney Rose Gillette as
they set out on their 8th
September event
Right: Some of the online
information about the 2nd
Annual Kortney’s Challenge

The Long Term Conditions Alliance (LTCA) is the umbrella
body for national
voluntary organisations in the UK working to meet the needs
of peop
health conditions. The LTCA was a supporter of the 2007 le with long-term
International Brain
Tumour Awareness Week and Walk Around the World for
Brain Tumours and
publicised these two events in their e-newsletters.
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Kylie Wright CNC Neurosurgery and Teresa Simpson
Senior Social Worker both report on their involvement with
the
Awareness Week: “In celebration of the Inaugural International
Brain Tumour Awareness Week 21 to 27 October, 20
07
the Sydney (Australia) South West Area Health Service
Liverpool Hospital Brain Tumour Support and Education
Group participated in a walk and outing on Wednesday 10t
h
October. A group of 21 patients and carers travelled to
Scenic World in the very beautiful Blue Mountains in New
South Wales, Australia, and participated in a very eventful
day.
“The group undertook a one-hour walk through the World
Heritage Listed Blue Mountains National Park walking
tracks, walkways and boardwalks, the largest elevated boa
rdwalk
in Australia. Teeming with many of Australia’s most exotic
and
wonderful ﬂora and fauna species the Blue Mountains was
a
picturesque rainforest setting for this memorable walk to raise
awareness of the challenges of brain tumours. As part of the
day
the group also enjoyed rides on the Scenic Skyway, Railwa
y and
Cableway which revealed breathtaking views of the valley ﬂoo
r, the
the Jamison Valley. The day was made complete with morning famous “Three Sisters” landmark, and
tea
ﬂoor restaurant which was kindly supported by the John Ric and lunch in the Scenic World revolving
hard Kuhlman Foundation.”

Teresa Simpson (in above lower phot
o) is holding one of the IBTA’s Awar
eness Week posters at the group outin
Blue Mountains.
g to the
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n tumor walk
Lori Silk of Pennsylvania, USA, organised a 5 kms brai
lkway in
on 13 October at Dubois City Memorial Park and Wa
vely walked
Dubois, PA, with 70 walkers participating. They collecti
those affected
280 miles or 448 km. The walk was dedicated to all
re, John
by brain tumors. Fellow survivors Barb Averill, Mike Wa
ate in
Allen and two year old Wade Huwar were present to particip
the walk.
age from the
Right: Lori Silk reading a good luck mess
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Silk of Pennsylvania,
towards the World Walk target.
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Mandy Lou Patton and nine friends walked ten miles at
Great Salt Lake (USA) on 26 October, in honour of
her brother in law Brad Forest Schmidt who passed away
in September from a brain tumour. Funds raised were donated to the American Cancer Society - Relay for Life.
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Peggy Flannigan advised that on 29 September
600 participants in the 5th Annual Mark Linder
Walk For the Mind in Peoria , Illinois, (USA)
each covered a distance of one mile, resulting in a
donation of 966 kms to the World Walk Target.
ts who took part in the 5th
Above right: Some of the 600 participan
for a picture
pose
Annual Mark Linder Walk for the Mind
the Meet for the Mind
leads
who
),
Bottom right: Sally Wecker (far right
p
support grou

Walkers in the Fifth Annual Matthew’s Miles – Walk for
a Brain Tumor Cure,
in honour of Matthew Passarella (New Jersey, USA),
donated 300 miles
(483 kms) to the 2007 Walk Around the World for
Br
Matthew was originally diagnosed with a diffuse pontine brai ain Tumours.
nstem glioma in 2001,
but a biopsy revealed it was a juvenile pilocytic astrocytoma
.
Right: A group of high school students
who participated in the Fifth Annual
Matthew’s Miles – Walk for a Brain
Tumor Cure, in honour of Matthew
Passarella (New Jersey, USA). Three
hundred miles (483 kms) were donated by the Matthew’s Miles – Walk
for a Brain Tumor Cure to the 2007
Walk Around the World for Brain
Tumours
Far Right: The Passarella family,
including Matthew (far left)
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On Sunday, May 13, 2007, Mother’s
Day, in Toronto, Canada, the organizers and
more than 2000 participants in Meagan’s
Walk: Creating a Circle of Hope walked
ﬁve kilometres, to raise hope and awareness and funds for
A’s
paediatric brain tumour research, and in support of the IBT
World Walk.
who died
Meagan’s Walk is named in memory of Meagan Bebenek
er,
on Father’s Day 2001. Denise Bebenek, Meagan’s moth
now
organized the ﬁrst Meagan’s Walk in 2002, and it has
t, a
become an annual event. At the 2007 Mother’s Day even
during
special message from the IBTA was read to the participants
hed
the post-walk get together. In 2007 Meagan’s Walk reac
the milestone of more than $1 million raised for research.
parBeginning at Ontario Place, Toronto, Meagan’s Walk
join
ticipants walk to The Hospital for Sick Children, where they
r signal
hands and form a “circle of hope” around SickKids, a clea
ney
to the children, and all those within, that they need not jour
party
alone. After this “human hug” is complete, there is a street
and entertainment.

e of Hope.
ut for Meagan’s Walk: Creating a Circl
Top two photos: There was a huge turno
eness and
awar
and
hope
raise
to
,
etres
kilom
ﬁve
More than 2000 participants walked
ld Walk.
rch, and in support of the IBTA’s Wor
funds for paediatric brain tumour resea
excitement
ur patient enjoys the sunshine and the
2nd from bottom: A young brain tumo
of Meagan’s Walk on 13th May 2007
an’s Walk tee shirts
Bottom: Young supporters wearing Meag
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han Deakes of
World 50 kms racewalk champion and record holder Nat
areness Week
Australia, who was a supporter of the World Walk and Aw
during the
from the very ﬁrst, donated the distance he covered in training after
weeks
Awareness Week, which was 180 kms. This was just eight
ka, Japan.
becoming world champion at the IAAF championships in Osa
his wife made
At that stage he was training from a base in Italy and he and
the Italian
use of some of the IBTA brochures that had been printed in
Nathan said
language. At the commencement of the World Walk project
now in raising
in a message to potential participants “The help you provide
erence”.
awareness about this devastating disease will really make a diff
The World Walk awareness-raising project was also
supported by former racewalk world champions Simon Baker
and Kerry Saxby-Junna.
line and becomes world champion at
Top: Nathan Deakes crosses the ﬁnish
on 1st September 2007. Nathan
Japan
a,
Osak
in
the IAAF championships
tes, 53 seconds of walking.
minu
43
s,
completed a gruelling three hour
ld 50 kms racewalk champion and
Wor
the
es,
Bottom: Australian Nathan Deak
ld
Wor Walk and Awareness Week from
record-holder was a supporter of the
the very ﬁrst.

Nichole’s CORD Foundation, which is a chapter of Malia’s
CORD Foundation Inc and was formed in memory
of
Nichole, a young woman who passed away from a glioblastoma
in 2005, supported the awareness activities and had its
own fundraiser in Philadelphia (USA) on 29 September.

64

Meningioma UK supported
the Awareness Week and the
Walk Around the World for Brain Tumours.
Co-founder Ella Pybus said that members of her Phone
Pals groups (teleconference groups for people living
with a brain tumour) are scattered around the UK so they
undertook personal walks with family and friends. Members of the Norwich BTUK-East (Brain Tumour UK)
support group led by Ella met at Whitlingham Broad,
Norwich, for a walk arranged by Trudy Thomas, Community Fundraising Manager for BTUK.

The Musella Foundation, whose founder and
President is Al Musella, was a very strong
supporter of the 2007 awareness-raising
projects. Al included IBTA Newsletters in his
regular Brain Tumor Blast E-Newsletter sent
to thousands of contacts around the world but
particularly in the USA.

Magi Lluch i Ariet of the company Microart,
which is working in collaboration with a European
Commission-funded project called “Health Agents”,
that seeks to produce an “Agent-based Distributed
Decision Support System for Brain Tumour
Diagnosis and Prognosis for the improvement of
health conditions of the European population” and
consists of a consortium of research institutes in
Spain, the UK, Italy, and Belgium, assisted with
translation of one of the IBTA’s brochures.
Lynn Park, Clinical Nurse Specialist from
Newcastle General Hospital (UK), helped arrange
a stand in the Regional Neurosciences Centre and
another at the Northern Centre for Cancer Treatment
containing patient information on brain tumours and help
that can be sought locally as their contribution to the
Awareness Week.
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The National Brain
Tumor Foundation
(NBTF) organises
“Angel Adventure
Walks” to raise funds
and raise awareness. 302 individuals each
walked 5 kms on 29 September in a walk for
the National Brain Tumor Foundation held in San
Diego (USA), resulting in 1510 kms being
added to the World Walk target. On 6 October
at an Angel Adventure Walk in Washington DC
191 people covered a total of 955 kms. At
Phoenix,Arizona, on 13 October 392 people each
walked 5 kms to generate a contribution of 1960
kms to the World Walk target. On 20 October
at the Orange County Walk 314 participants
donated a total of 1570 kms and on 3 November
848 people each walked 5 kms in Dallas/
Fort Worth, Texas to add 4240 kms to the
World Walk total.
Top right: Smiles all around!
F Walk in front of an
Top left: Participants in the Dallas NBT
archway of colourful balloons
some of the 848 people
Right: More enthusiastic smiles from
t Worth to add 4240 kms
who each walked 5 kms in Dallas/For
total
Walk
ld
to the Wor
314 participants doFar right: At the Orange County Walk
Walk target
ld
Wor
the
to
kms
nated a total of 1570
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loyee
The day after the Ark UK walk (see page 23), Ark emp
raise
Nick Plummer took part in a “Military 10 kms Run” to
Ed
funds for the IBTA, for which we thank him. His colleague
and
Bliss also took part. Nick is in the photo on the near right
t. This
Ed is in the middle of the group in the photo on the far righ
was a deliberately muddy section of the “run”.
Nick is in the ﬁrst photo on the right

and Ed is in the middle of the group

Nikky Blower from Bath (UK) organised a
walk in honour of her father who passed away in
2006. Sixty people covered a total distance
of 500 miles. The funds raised went to Sue
Ryder Care, Leckhampton.

photo

The North American Brain Tumor Coalition
(NABTC) supported the World Walk and the
Awareness Week.Since its inception in 1993, the
North American Brain Tumor Coalition (NABTC),
a network of nonproﬁt organizations in the United States
and Canada, has established a strong public policy voice
on behalf of adults and children with brain tumors.
The NABTC was formed by brain tumor organizations
that believed they could advance the interests of individuals with brain tumors through coordinated and cooperative
public policy efforts. The Coalition also works cooperatively with other disease groups.
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The NSWOG—Neuro-oncology group was a
supporter of the two 2007 awareness raising projects
with some of its member organisations and individuals
arranging various activities.

The 5th Annual Head for a Cure
Walk in aid of the Gerry and
Nancy Pencer Brain Trust was
held on Sunday 14 October in
Toronto, Canada. 252 people
walked a total of 1260 kilometres
which was contributed to the World Walk total.

The Pediatric Brain Tumor Foundation (USA)
kindly showed their support of the International Brain
Tumour Awareness Week by publicising the event and
linking from their website to the IBTA’s website.
Sarah Young from Sydney, Australia, organised a mini
fund-raising walk for brain tumour research via the Cure
for Life Foundation on Sunday 21 October from
Bondi to Coogee and back.
Tara and Paul Gent, with family and friends, walked
around Albert Park Lake (Melbourne, Australia)
on 21 October, in memory of their brother Steve, who
died on 2nd September 2007, aged 34. They
accumulated 175 kms from 35 participants to add
to the World Walk target.
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Two hundred and ﬁfty
two people took part in
the 5th Annual Gerry
and Nancy Pencer Brain
Trust “Head for A Cure”
walk and contributed a
total of 1260 kilometres
to the World Walk total.

Right: Brightly coloured
hats for all ages! Walkers
don headgear for the
“Head for a Cure” walk
in Toronto, Canada on
Sunday, 14 October 2007

Peter Bennett, President of Racewalking
Queensland, competed in a 24 hour walk in Kuala
Lumpur, Malaysia, during 11-12 August and donated
the distance he covered to the World Walk target.
Peter walked 165.26
kms and came ﬁfth in a
ﬁeld of 291 competitors
from 19 countries. The
course was around
Dataran Merdeka
(Independence Square).

On Sunday 15 July members of Racewalking
Queensland in Australia contributed 135 kms to the
World Walk target during the Racewalking Australia
State Challenge and donated the funds raised to the
Cancer Council Queensland for brain tumour purposes.
An effort by
Racewalking
Queensland
saw 135 kms
donated to
the World
Walk target

, Peter Bennett competing in the
Racewalking Queensland’s President
while wearing his special
ysia,
Mala
ur
Lump
Kuala
in
walk
24 hour
IBTA awareness cap

Sally Payne and family and friends from Sydney, Australia,
took the opportunity on Sunday 18 March to undertake their
own mini-walk as part of the 200,000 people who wal
ked
across the iconic Sydney Harbour Bridge on the occasion of
its
75th anniversary. The group wore signs on the back of their
shirts:
“Walk Around the World for Brain Tumours”. Funds raise
d Right and above:
through sponsorship were donated to the brain tumour
Sydney Harbour Bridge
celebrates its 75th
research organisation Cure for Life Foundation, one of the
birthday on Sunday, 18th
March 2007, and these
supporting organisations for the IBTA awareness-raising proj
friends and family of Sally
ects. Payn
e celebrate donating
Sally’s group contributed 63 kms to the World Walk targ
63 kms to the World
et. Walk target.

With colourful tee shirts and signs
on their backs two walkers set out
to cross Sydney Bridge for the Walk
Around the World for Brain Tumours
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The UK-based Samantha Dickson
Brain Tumour Trust (SDBTT)
was a great supporter of the World
Walk project. Jim Huggins, Adrian
North
Clark, Tim Ives, Chris Higgins, and Paul Wilkin walked the
They
Downs Way between Oxted and Farnham on 21 October.
orna
raised funds for their friend Emma who has a brain tumour...M e
plac
Sinclair organised a walk in Banchory, Aberdeen which took
treaton 26 October. Her daughter Hannah has had successful
the
ment for a brain tumour. Stan & Beate Ralph combined with
Fund.
Banchory walk to raise funds for SDBTT Dennis Ralph
On
Stan and Beate lost their son Dennis in April 2007 ...
who has
25 October Edward Burch, daughter Susannah Twiddy
rtmoor
a brain tumour and friends organised a sponsored walk in Da
Paul
National Park the funds from which went to SDBTT ...
of his
Glass held a public walk around Welland Valley in memory
ie loved
partner Jodie Adams. It was called the Hippo Hike as Jod
d
hippos... Clare Humphries and friends walked in memory of frien
dAmanda Withey. The walk went from Amanda’s home in Cha
Lake
derton, Oldham along the Rochdale canal to Hollingworth
er
in Rochdale...Emma Parlett who has a brain tumour, her moth
ihull.
Jayne and a group of friends walked near their home in Sol
e
Zoe and Andrew Hughes organised a walk in memory of Alﬁ
a
Jack Morland who died of a brain tumour aged just ﬁve and
half months.
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walkers who
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derton, Oldham to
family walked from her home in Chad
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Hollingworth Lake, Rochdale (UK) along
pink and we
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Christine Forecast, who organised the SDBTT Astro Fun
d Holkham Hall Walk in Norfolk
(UK) on 21 October, reported “Over 150 people walked
a total of 688 miles during the
gloriously sunny day and we are delighted to have raised over
£5,000. The children’s walk
was very popular as they toddled the mile from the Hall to the
obelisk with games along the way. The adults and teenagers
walked the 3, 6 or 10 mile routes, the long one going out
of the
beach before returning up the main drive.” The aim of this wal Hall grounds to Wells-next-the-Sea and along the
k was
daughter’s husband Paul who passed away in March 2006 to raise funds and honour the memory of Christine’s
from
World Walk target and funds raised were donated to the Sam a brain tumour. The mileage was donated to the
antha Dickson Brain Tumour Trust (SDBTT)
and the SDBTT Astro Fund.
Far left: Note the dogs
lining up to register!
Middle: There were walks
for all age groups.
Near left:
Christine Forecast with
the tally sheet

During a company Oncology-Virology meeting held in Toronto
during 27-31 August members of Schering-Plough Canada
that
walked a combined distance of 220 kilometres and donated
bal
distance to the World Walk target. Schering Plough Glo
of
and its constituent national companies were strong supporters
and
the 2007 Walk Around the World for Brain Tumours
the inaugural International Brain Tumour Awareness Week.

Employees of Schering-Plough Cana
da contributed 220 kms to the
World Walk and gathered for this pictu
re to commemorate
the occasion
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Shannon Bradbury and friends climbed Mount
Warning in NE New South Wales (Australia) and
donated their combined distance of 52.8 kms to
the World Walk. As can be seen from the photo of
Shannon (red hat and white shirt) it was more of a
vertical than a horizontal walk! The funds
Shannon and his friends raised were donated to the
Cancer Council Queensland. The highest point of the
mountain is 1157 metres above sea level.
Left & below
Shannon Bradbury
on his Mount
Warning ascent.

Below:
friends
Shannon and
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The Society for Neuro-Oncology (SNO) is a
multidisciplinary organisation dedicated to
promoting advances in neuro-oncology through
research and education. The membership is drawn
from many disciplines, including epidemiology, medical
oncology, neuro-oncology, neurosurgery, pathology,
pediatrics, psychology, radiology, radiation oncology,
and basic science.
SNO supported the International Brain Tumour
Awareness Week and Walk Around the World
for Brain Tumours by publicising these activities on
their website and spreading word about the projects
amongst their members.
SNO has recently launched an international outreach initiative to promote neuro-oncology education in
developing regions of the world. To learn more about
this initiative please visit www.soc-neuro-onc.org

The Singapore Brain Tumour Patient Care Group in
the National Neuroscience Institute held a picnic outing
in the Singapore Botanical Gardens on 27 October, in conjunction with International Brain Tumour
Awareness Week. The late patient’s husband who
worked in the Singapore Prison Service led his staff
to support the picnic outing. It was the ﬁrst outing
organised by the group. Though there was rain at the
beginning, it did not dampen the spirit of the 30
participants who came for the activity. They consisted
of patients, family members, volunteers and staff.
The brain tumour support group meets on the last
Wednesday evening of each month at the National
Neuroscience Institute in Neuroscience Clinic, Level
1. For more information, visit their website listed at the
back of this book.
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More than 1,200 runners and
walkers participated in the Southeastern Brain Tumor Foundation’s
8th Annual Race for Research held on Saturday 21
July at Atlantic Station, Atlanta, GA, USA. More than
$300,000 was raised for brain tumor research and
support. The walkers contributed 582 miles to the World
Walk target. A message of support and encouragement from
the IBTA was read out at the commencement.
e the walk
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Ase Rinman from our
supporting organisation in
Sweden, Svenska Hjarntumorforeningen, let us know
that the group held a short walk on Sunday,
21 October over a central bridge at Goteborg to an indoor shopping mall where they had
some entertainment, a talk by a well known
oncologist and patients’ testimonials sharing
hope. The boxed item below is taken from their
website where they link to the IBTA website
and the Awareness Week.
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The 111 miles covered by “Team
John Geyer” on 11 May, in honour
of the memory of the late John
Geyer who passed away from a
GBM in 2005, were added
to the World Walk. Funds
raised were directed to the
American Cancer Society.
Right: A picture paints a thousand word
Far Right: Some of the photographs

s....
from the Team John Geyer walk
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The Cancer Council of Australia (TCCA) listed
the Walk and Week in its on-line calendar. TCCA
is Australia’s peak national non-government cancer
control organisation. Its members are the eight State and
Territory cancer organisations.
The Tug McGraw Foundation (based
in
California) supports the Awareness Week
and
World Walk. The Foundation was estab
lish
Tug McGraw in 2003 to raise funds ed by
to
the quality of life of children and adults enhance
with
tumors and their families by stimulating and brain
facilitating research that addresses the ph
ysica
social, emotional, cognitive, and spiritual l,
impact of
the disease.

Far right: Five hundred walkers
covered two miles each for a
contribution of 1,000 miles to the
World Walk total. Funds raised
beneﬁted the research programs of
the American Brain Tumor Associatio
n
Right: One of the young helpers
smiles for the camera
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The second annual Sharing Hope
walk took place on Saturday,
June 30th at the UConn Alumni
Association on the UConn Storrs
campus (USA) with at least
500 walkers covering two miles
each for a contribution of 1,000
miles to the World Walk total.
All proceeds will beneﬁt the research programs of the
American Brain Tumor Association.

The United Brain Tumour
Campaign (UBTC),
which supported the
International Brain Tumour Awareness Week and the
Walk Around the World for Brain Tumours, is a
group of UK brain tumour charities working together with
patients, carers, professionals, families and friends, to
raise public awareness and increase funding.

Mag. Sabine Spiegl-Kreinecker, a biologist at the
Wagner Jauregg Hospital (Linz, Austria), which is
a hospital specialising in neurosurgery, neurology and
psychiatry, advised that they held a scientiﬁc meeting
on 24 October in Lentos, in connection with the
Awareness Week. “We had about 100 participants
consisting of clinicians, researchers and hospital nurses
from Austria with a focus point on Linz who work in
the ﬁeld of neurooncology. The lectures were informative
and of high quality and showed very well the
indispensability of interdisciplinary cooperation,”
Ms Spiegl-Kreinecker wrote.

Seventy-ﬁve racewalkers in Melbourne, Australia,
contributed a total of 387 kms to the World Walk
target and $600 to the Neuroscience Foundation
at the Royal Melbourne Hospital during the Racewalking Australia State Challenge event held on 14
July and organised by the Victorian Racewalking
Club. During the event Heather Carr equalled her
10 kms Masters 55W world record of 53:55
and Andrew Jamieson set a new Masters M60
10kms world record of 46:46. Racewalkers of
all ages competed.

One of the under ten competitors (abov
e left); Heather Carr
(above centre); Andrew Jamieson (abov
e right)
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Frank Boeye, Chair of the
Belgian brain tumour support
group Werkgroep Hersentumoren
(WGHT), advised that a
press conference held in Brussels
on 26 October, as part of the Awareness Week,
went very successfully: “We had 38 people in the
conference room, half of them patients and their families,
eight reporters (two from radio and
television), ﬁve
physicians, two people
from industry, one
politician.”
Left: Frank Boeye of
Werkgroep Hersentumoren
giving his press conference
speech

Right: A statue of Don
Quixote in the centre
of Brussels. Werkgroep
Hersentumoren held its
International Brain Tumour
Awareness Week press
conference in this city
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The Western Australian Cancer and Palliative Care
Network supported the World Walk and the Awareness
Week. A new brain tumour support group (Brain Tumour
Association, Western Australia) has recently been established in Perth, Western Australia and may be contacted
through John Carey at braintumourwa@hotmail.com

George Plym, President of Western North Carolina
Brain Tumor Support (WNCBTS) and his
colleagues undertook their “Walk Around the Lake”
at their Annual Survivors’ Picnic on 20 September
2007 and donated 30 miles to the Walk Around
the World for Brain Tumours. The funds raised went
to the Pediatric Brain Tumor Foundation (PBTF)
of the United States, which is a strong supporter of the
IBTA and its work. That’s a tremendous effort,
considering that a number of the WNCBTS
supporters were unable to walk very well.
Right: Members
of the WNC Brain
Tumor Support
group at the Annual
Survivors’ Picnic.
Many of the families
and their children
are not pictured.

“Westminster Challenge is delighted to donate
543kms (walked) of the total mileage achieved
(by a combination of walking, sledding and running)
on our Arctic trek to the IBTA’s Walk Around the
World for Brain Tumours campaign. The Westminster Arctic Challenge team
are honoured to help further the IBTA’s goals by donating the distance walked.”
- Richard Stephenson (Chairman).
enge Team
er Arctic Chall
The Westminst
The 15-member Westminster Arctic Challenge team, including ﬁve Members of Parliament (United Kingdom),
embarked on a combined journey of sledding, running and walking during one week in February 2007 in the Arctic.
Each participant covered a distance of 285-300 km (over 4000 kms collectively).
We appreciate their support. One of the charities for which the team raised funds was Cancer Research UK. That
organisation pioneered the early development of temozolomide in the UK - a chemotherapy that has been of beneﬁt to
many brain tumour patients around the world.

Incredible Arctic scenery
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The Zimbabwe Brain Tumour Association (ZBTA)
supported the Walk Around the World for Brain
Tumours and the inaugural International Brain Tumour
Awareness Week. The ZBTA is led by energetic and
dedicated coordinator Christine Mungoshi, who lost her
young daughter Paidamoyo to a brain tumour in 2006.
The ZBTA’s logo is a ﬂame which is the Zimbabwean
national symbol for sharing information. It is also reﬂective
of the Greek symbol of the ﬂame as in the ‘Olympic ﬂame’
which symbolises greater awareness, strength, agility and
unity. The ZBTA told the IBTA that they believe the
Walk Around the World for Brain Tumours has the
capacity to ignite the world
to greater awareness of the
effects of brain tumours and
the need to increase funding
for research.
Right: Mrs Christine Mungoshi
of the Zimbabwe Brain Tumour
Association (ZBTA) with IBTA
Secretary Kathy Oliver
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The World Federation of Neuroscience Nurses
(WFNN) supported the World Walk and the
Awareness Week. The WFNN is an international
neuroscience nursing organization dedicated to the
promotion and development of neuroscience nursing
throughout the world.

WEB ADDRESSES (WHERE KNOWN) OF THE BRAIN TUMOUR SPECIFIC
AND CANCER SUPPORT ORGANISATIONS WHO SUPPORTED THE
IBTA’S 2007 AWARENESS-RAISING PROJECTS
Ali’s Dream (United Kingdom)
American Brain Tumor Association - ABTA
Andrea’s Gift (United Kingdom)
Ark Oy (Finland)
Ark Therapeutics (United Kingdom)
Association pour la Recherche sur les Tumeurs Cérébrales - ARTC (France)
Associazione Italiana di Neuro-Oncologia - AINO (Italy)
Associazione Italiana per I Tumori Cerebrali - AITC (Italy)
Astro Fund Low Grade Glioma Support (United Kingdom)
b.r.a.i.n.child (Canada)
BrainLife (Italy)
Brainstrust (United Kingdom)
Brain Research Trust - BRT (United Kingdom)
Brain Resource and Information Network - B.R.A.I.N (United States)
Brain Tumor Foundation for Children Inc (United States)
Brain Tumour Action - BTA (United Kingdom)
Brain Tumour Foundation of Canada
Brain Tumour Foundation of India
Brain Tumour Northwest - BTNW (United Kingdom)
Brain Tumour Research Campaign - BTRC (United Kingdom)
Brain Tumour UK - BTUK
Brain Tumour UK - East
Brains Together for a Cure (United States)
British Journal of Neuroscience Nursing - BJNN
British Neuro Oncology Society - BNOS
Canadian Alliance of Brain Tumour Organisations - CABTO
Canadian Brain Tumour Consortium - CBTC
Cancer Council Queensland (Australia)
Cancer Nurses Society of Australia

www.alisdream.org.uk
www.abta.org/index.cfm
www.andreasgift.org.uk
www.arktherapeutics.com
www.arktherapeutics.com
www.artc.asso.fr/fr/index.htm
www.neuro-oncologia.eu
www.tumoricerebrali.it
www.astrofund.org.uk
www.sickkids.ca/brainchild
www.brainlife.org
www.brainstrust.org.uk
www.brt.org.uk
www.brainsite.org
www.braintumorkids.org
www.braintumouraction.org.uk
www.braintumour.ca/braintumour.nsf/eng/home
www.braintumourindia.com/
www.braintumournw.org/index.html
www.wayahead-btrc.org/index.htm
www.braintumouruk.org.uk
www.braintumourukeast.co.uk
www.brainstogetherforacure.org
www.bjnn.co.uk
www.bnos.org.uk/index.html
www.cabto.ca/
www.cbtc.ca
www.cancerqld.org.au/default.asp
www.cnsa.org.au/about.htm
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Cancer Society of New Zealand, Wellington Division
Caps4Sam (United States)
Central Brain Tumor Registry of the United States - CBTRUS
Central New Jersey Brain Tumor Support Group - CNJBTS (United States)
Charles Warren Brain Tumor Awareness Foundation (United States)
Childhood Brain Tumor Foundation (United States)
Childrens Brain Tumor Foundation - CBTF (United States)
Children’s Brain Tumour Research Centre CBTRC (United Kingdom)
Christopher Clarke Cancer Research Fund - CCCRF (United Kingdom)
Clinical Oncological Society of Australia - COSA - NOG
Connecticut Brain Tumor Alliance - CBTF (United States)
Cure for Life Foundation (Australia)
David M Bailey
Edinburgh Centre for Neuro Oncology (United Kingdom)
European Association of Neuro-Oncology - EANO
European Cancer Patient Coalition - ECPC
European Federation of Neurological Alliances - EFNA
European Organisation for Rare Diseases - EURORDIS
Gentle Giant (United Kingdom)
Gruppo Italiano Cooperativo di Neuro-Oncologia - GICNO (Italy)
Glioblastome Fundation Michèle Esnault - GFME (France)
Hammer Out Brain Tumours (United Kingdom)
Have a Chance Foundation - HAC (United States)
Head Start (New Zealand)
Il Fondo di Gio ONLUS (Italy)
International Union Against Cancer - UICC
IRENE ONLUS (Italy)
Japan Brain Tumor Alliance
Japan Pediatric Brain Tumor Network
Kortney Rose Foundation (United States)
Long Term Conditions Alliance - LTCA (United Kingdom)
Matthew’s Miles (United States)
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www.cancersoc.org.nz/csw-latest/index.html
www.caps4sam.com
www.cbtrus.org
www.njbt.org
www.charleswarrenfoundation.org
www.childhoodbraintumor.org
www.cbtf.org/cms
www.cbtrc.org
www.cccrf.co.uk
www.cosa.org.au/Groups/COSAGroups/
NeuroOncology.htm
www.ctbta.org/home.html
www.cureforlife.org.au
www.davidmbailey.com
www.dcn.ed.ac.uk/ecno
www.eano.eu
www.ecpc-online.org
www.efna.net
www.eurordis.org
www.gentlegiant.co.uk
XXXXXXXXXXXXXXXXXXXX`
www.gfme.free.fr
www.hammerout.co.uk
www.haveachancewalk.org
www.headstart.org.nz/Site/Default.aspx
www.ilfondodigio.it
www.uicc.org
www.associazioneirene.it
www.jbta.net
www2.pbtn.jp
www.thekortneyrosefoundation.org
www.ltca.org.uk
www.matthewsmiles.org

Meagan’s Walk: Creating a Circle of Hope (Canada)
Meningioma UK
Michael Quinlan Brain Tumour Foundation (United States)
Musella Foundation (United States)
National Brain Tumor Foundation - NBTF (United States)
Neuroendoscopy (Australia)
Nichole’s CORD Foundation (United States)
North American Brain Tumor Coalition - NABTC
Pediatric Brain Tumor Foundation - PBTF (United States)
Pediatric Low Grade Astrocytomas Foundation - PLGA (United States)
Pencer Centre Head for a Cure Walk (Canada)
Samantha Dickson Brain Tumour Trust Astro Fund (United Kingdom).
Samantha Dickson Brain Tumour Trust - SDBTT (United Kingdom)
Singapore Brain Tumour Patient Care Group
Society for Neuro Oncology - SNO
Southeastern Brain Tumor Foundation SBTF (United States)
Stichting Hersentumor.nl (The Netherlands)
Students Supporting Brain Tumor Research - SSBTR (United States)
Svenska Hjarntumorforeningen (Sweden)
T.H.E. Brain Trust/MIT BrainTrust (United States)
The Brain Tumor Society - TBTS (United States)
The Cancer Council of Australia - TCCA
Tug McGraw Foundation (United States)
United Brain Tumour Campaign - UBTC (United Kingdom).
Wagner Jauregg Hospital (Austria)
Werkgroep Hersentumoren - WGHT (Belgium)
Western Australia Cancer and Palliative Care Network
Western North Carolina Brain Tumor Support - WNCBTS (United States)
World Federation of Neuroscience Nurses - WFNN
Zimbabwe Brain Tumour Association - ZBTA.

www.meaganswalk.com
www.meningiomauk.org
www.mqbtf.org
www.virtualtrials.com
www.braintumor.org/GeneralMenu
www.neuroendoscopy.info
www.cordfoundation.org/?page=NicholesStory
www.nabraintumor.org
www.pbtfus.org/index.htm
www.ﬁghtplga.org
www.pencerbraintrust.com
www.astrofund.org.uk
www.braintumourtrust.co.uk
www.sgh.com.sg/ForPatientsnVisitors/Services
Guide/SupportGroups/braintumour.htm
www.soc-neuro-onc.org
www.sbtf.org/index.html
www.hersentumor.nl
www.ssbtr.org
www.braintumor.se
web.mit.edu/braintrust/www
www.tbts.org
www.cancer.org.au/Home.htm
www.tugmcgraw.org/home.asp
www.ubtc.org.uk
www.wagner-jauregg.at
www.wg-hersentumoren.be
www.healthnetworks.health.wa.gov.au/
cancer/home
www.wncbraintumor.org
www.wfnn.nu
www.zbta.co.zw

Please note that the IBTA is not responsible for the content of any third-party websites listed above.
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2008 INTERNATIONAL BRAIN TUMOUR AWARENESS WEEK
(26 October to 1 November 2008)
& THE WALK AROUND THE WORLD FOR BRAIN TUMOURS
As of the publication date of this book the following organisations had pledged
their support for the 2008 “Week” and “Walk”:
Adult Brain Cancer Support Association of South Australia
Ali’s Dream
American Brain Tumor Association (ABTA),
Amy’s Walk
Andrea’s Gift
Andrew McCartney Trust Fund for Brain Tumour Research
Angels Among Us Walk
Association of Neuro-Oncology Nurses (ANON)
Association pour la Recherche sur les Tumeurs Cérébrales
(ARTC & ARTC Sud)
Associazione Italiana di Neuro-Oncologia (AINO)
Associazione Italiana per i Tumori Cerebrali (AITC)
Astro Fund Low Grade Glioma Support (LGGS)
Ben and Catherine Ivy Foundation
Brad Kaminsky Foundation
Brain and Spine Foundation
Brain Candy Project
b.r.a.i.n.child
BrainLife
Brain Research Trust (BRT)
Brain Tumour Action (BTA)
Brain Tumor Action Network
Brain Tumour Association Western Australia
Brain Tumor Awareness Organization
Brain Tumor Resource & Information Network (B.R.A.I.N.)
Brain Trek Hong Kong
Brain Tumor Foundation for Children Inc
Brain Tumour Foundation of Canada
Brain Tumour Foundation of India
Brain Tumour North West (BTNW)
Brain Tumour Research Campaign (BTRC)
Brain Tumour UK
Brains Together for a Cure
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brainstrust
British Journal of Neuroscience Nursing (BJNN)
British Neuro-Oncology Society (BNOS)
Canadian Alliance of Brain Tumour Organisations (CABTO)
Canadian Brain Tumour Consortium (CBTC)
Cancer Council Queensland
Cancer Nurses Society of Australia (CNSA)
Cancer Society of New Zealand, Wellington Division
Cancer Voices Australia (CVA)
Cellular and Molecular Neuro-oncology Research Group,
University of Portsmouth (UK)
Central Brain Tumor Registry of the United States (CBTRUS)
Central New Jersey Brain Tumor Support Group
Centre for Minimally Invasive Neurosurgery
Charles Warren Brain Tumor Awareness Foundation
Charlie’s Challenge
Childhood Brain Tumor Foundation
Children’s Brain Tumor Foundation
Children’s Brain Tumour Research Centre (Nottingham)
Chinese University of Hong Kong - Brain Tumour Centre
Clinical Oncological Society of Australia (COSA)
Neuro-oncology Group
Christopher Clarke Cancer Research Fund (CCCRF)
Cure for Life Foundation
Ed Evans Foundation
Edinburgh Centre for Neuro-Oncology
Emory Brain Tumor Support Group
Endurance Trust Inc
European Association of Neurooncology (EANO)
European Cancer Patient Coalition (ECPC)
European Organisation for Rare Diseases (EURORDIS)
European Organisation for Research and Treatment of Cancer –
Brain Tumour Group (EORTC Brain Tumour Group)

Fitzy’s 5kms Run/Walk
Florida Brain Tumor Association (FBTA)
Friends of O.S.C.A.R.
Gentle Giant (UK)
Glio-Blastoff 5K
Glioblastome Association Michèle Esnault (GFME)
Gruppo Italiano Cooperativo di Neuro-Oncologia (GICNO)
Hammer Out
Have a Chance Foundation
Headstart
Il Fondo di Fabrizio
Il Fondo di Gio ONLUS
Irene ONLUS (Italy)
Jack Wilkinson Memorial 9 Mile Walk
Jeffrey Thomas Hayden Foundation
Just One More Day
Kartu Lengviau (Lithuania)
Katie’s Kids for the Cure
Kelly Heinz-Grundner Foundation Inc
Kevin J Mullin Memorial Fund for Brain Tumor Research
Kortney’s Challenge
League Against Cancer, County Primorsko-Goranska Rijeka
(Croatia)
Levi’s Star
Long Term Conditions Alliance (LTCA)
Making Headway Foundation Inc
Mark Linder 5th Annual Walk for the Mind
Matthew Larson Pediatric Brain Tumor Research Foundation
Matthew’s Miles
Meagan’s Walk: Creating a Circle of Hope
Medical University of Vienna, Neurooncology Team
Meningioma Mommas Inc
Meningioma UK
Michael Quinlan Brain Tumor Foundation
Monmouth and Ocean County Brain Tumor Support Group Inc
Musella Foundation
National Brain Tumor Foundation (NBTF)
National Hospital Development Foundation (NHDF)
Neurooncology Working Group of the German Cancer Society
(NOA)

Nichole’s CORD Foundation
Nikki’s Hope Foundation
North American Brain Tumor Coalition (NABTC)
NSWOG: Neuro-oncology
Oklahoma Brain Tumor Foundation
Paul Levitt Foundation
Pediatric Low Grade Astrocytomas Foundation (PLGA)
Pediatric Brain Tumor Foundation (PBTF)
Pencer Centre Head for a Cure Walk
Preston Robert Tisch Brain Tumor Center at Duke
Samantha Dickson Brain Tumour Trust (SDBTT)
San Diego Brain Tumor Foundation
SDBTT Astro Fund
Singapore Brain Tumour Patient Care Group
Society for Neuro-Oncology (SNO)
Southeastern Brain Tumor Foundation (SBTF)
Stichting Hersentumor.nl (The Netherlands)
Students Supporting Brain Tumor Research (SSBTR)
Svenska Hjarntumorforeningen (Sweden)
Tal Doron Memorial Fund
Tanner Seebaum Foundation
T.H.E. Brain Trust/MIT Brain Trust
The Brain Tumor Society
The Ed Evans Foundation
Tug McGraw Foundation
UConn Alumni Association
United Brain Tumour Campaign (UBTC)
Unlocking Brain Tumors
Viennese Scout Group 42
Wagner Jauregg Hospital
We Can Pediatric Brain Tumor Network
Werkgroep Hersentumoren vzw
Western North Carolina Brain Tumor Support Group
(WNCBTSG)
Westminster Challenge
Worcestershire Brain Tumour Support Group (WBTSG)
World Federation of Neuroscience Nurses (WFNN)
Zentrum für NeuroOnkologie, Universität Regensburg, Germany
Zimbabwe Brain Tumor Association (ZBTA)
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HOW TO WALK AROUND THE WORLD FOR BRAIN TUMOURS...
We don’t want you to individually attempt to walk around the circumference of the Earth - after all, it is
40,000 kilometres (25,000 miles) at the Equator! But you can join one of the many sponsored walks talking
place in 2008, the mileage from which will be donated to the IBTA in order to reach our target of nearly three
times around the Earth - or 120,000 kms (75,000 miles). The IBTA does not want any of the funds raised.
These should go to local brain tumour support groups or relevant research institutions. Any organisation can
do a sponsored walk. Individuals can also do sponsored walks, providing it is for raising brain tumour awareness. Walks can take place anytime between now and 1 November 2008.

2008 INTERNATIONAL BRAIN TUMOUR AWARENESS WEEK
SUNDAY, 26 OCTOBER TO SATURDAY, 1 NOVEMBER (INCLUSIVE)
Anything goes! As long as it raises awareness of brain tumours i.e. sponsored walks, scientiﬁc meetings, press
releases, picnics, concerts, tea parties, coffee mornings, information days, dinner dances, sporting events, etc.
The more creative and noticeable the better!

TELL US ABOUT YOUR “WALK” AND “WEEK” PLANS BY EMAILING:
chair@theibta.org or kathy@theibta.org

And ﬁnally Please... In memory of all those who have been lost to brain tumours, in support of those patients, families

and caregivers who are currently on a brain tumour journey and for all who will be diagnosed with a brain
tumour in the future, we ask you to please support the International Brain Tumour Awareness Week and the
Walk Around the World for Brain Tumours.
Your support will make a difference.
Thank you.
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THE INTERNATIONAL BRAIN TUMOUR ALLIANCE (IBTA)

CONTACT US:
Mr Denis Strangman, Chair

10 Carrodus Street
Fraser ACT 2615 Australia
Tel: (61) (2) 6258 3912
Email: chair@theibta.org
Mrs Kathy Oliver, Secretary

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
Contact chair@theibta.org with your name and email address to be included
on the distribution list for a regular electronic newsletter sent by the IBTA.
We have a small number of extra copies of this book.
Please contact the IBTA for details regarding quantity, availability and cost.
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INTERNATIONAL BRAIN TUMOUR ALLIANCE SPONSORSHIP POLICY
The International Brain Tumour Alliance (IBTA) seeks to achieve a wider public understanding of the speciﬁc challenges
faced by patients (and their families and caregivers) living with a central nervous system tumour. The IBTA advocates for
equal access to clinically effective treatments.
To this end, we welcome ﬁnancial support from individuals, pharmaceutical companies, private industry, businesses
and other organisations. (A list of organisations that have recently given grants to the IBTA appears on the next page).
Regardless of the sources of its funding, the IBTA’s projects are totally independent and uninﬂuenced by those sources so
that the integrity of our work remains beyond question.
With speciﬁc regard to pharmaceutical industry funding, we endeavour to accept unrestricted grants from multiple companies where feasible. However, in certain circumstances this may not be possible and funding for a project may come
from just one company. In this situation, our independence will be maintained just as it is when working with a group of
sponsors, whether pharmaceutical companies or others. Brain tumours have hitherto constituted an “orphan” disease in a
general sense with very few companies or research institutions involved in actively pursuing promising new therapies.
Furthermore, we are strongly committed to the principle that brain tumour patients should have equal access to the most
effective, up-to-date treatments available for their disease. Therefore, we feel that it is within our remit both to advocate
for a clinically efﬁcacious treatment (whether it is a single technology or used in combination with others) and accept
pharmaceutical (or other industry) funding towards this end if our objectives coincide with those of the donor.
No matter what the source of its funding, the IBTA retains copyright and full editorial control over all its publications,
projects and printed materials. This also applies when working with PR, advertising and marketing agencies employed by
pharmaceutical companies or participating in any public media campaigns regarding issues of relevance and importance to
brain tumour patients, families and carers.
The IBTA welcomes the ABPI Code of Practice (effective in the UK), the CHF/MA Working Together Guide and Manual
(effective in Australia) and other relevant national industry-patient guidelines and endeavours to work within their recommendations. Where required by the UK ABPI Code of Practice materials produced by the IBTA may be subject to the
pharmaceutical company certiﬁcation process. In such cases alterations may only be suggested to ensure the materials
comply with the Code of Practice. Any such ABPI recommended alterations will not jeopardise the editorial independence of the IBTA.
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Companies’ sponsorship, whether pharmaceutical or otherwise, will be acknowledged appropriately and the organisations
will be kept regularly informed of the progress of the initiative they are supporting. The welfare of and optimal treatment
for brain tumour patients remain our primary focus and concern so that ultimately, every brain tumour patient will be able
to access the highest possible standard of care.
At the same time, transparency is fundamental to any funds that are accepted by the IBTA to ensure that government, the
public, industry, and above all patients and their caregivers, are fully aware of any commercial arrangement that the IBTA
has negotiated
In 2005-2008, the IBTA accepted ﬁnancial support and support in kind either directly or as part of a wider grouping of
patient organisations, from the following companies and organisations: Antisense Pharma, Archimedes, Ark Therapeutics,
AstraZeneca, Brain Tumor Resource and Information Network (B.R.A.I.N.), Crusade, Dijon Designs, Eli Lilly (Global), Link
Pharmaceuticals, MGI Pharma, NeoPharm, Neuroendoscopy, NovoCure, Schering-Plough (Global), Spink, Vane Percy, and
the Wallerstein Foundation.
DISCLAIMER
The International Brain Tumour Alliance (IBTA) has made every effort to be accurate regarding the information contained
in this book. However, the IBTA accepts no liability for any inaccuracies or omissions herein nor can it accept liability for
any loss or damage resulting from any inaccuracy in this information or third party information.The information contained
in this book is for educational purposes only and should in no way be taken as a substitute for medical care nor is the
information in this book meant to constitute medical advice or professional services. For medical care and advice, please
contact your doctor.
Any company sponsorship of the IBTA does not imply the IBTA’s endorsement of any particular form or forms of therapy,
treatment regimen or behaviour promoted, manufactured, or distributed by those companies.
Views and opinions which may be expressed in the materials included in this book may not necessarily be those of the
International Brain Tumour Alliance.
Promotion of other organisations’ and individuals’ activities with regard to the International Brain Tumour Awareness
Week and the Walk Around the World for Brain Tumours is undertaken in good faith but the IBTA takes no
responsibility whatsoever for any other organisations’ or individuals’ activities and cannot be held liable in any way for any
events held in any country in connection with the International Brain Tumour Awareness Week and the Walk Around the
World for Brain Tumours.
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EPILOGUE
“After a dark age of poor options at diagnosis, biological knowledge and treatments,
characterized by the feeling that this ﬁeld of medical oncology might remain motionless, recent years
have seen new improvements that have consistently changed the landscape. These advances have been
the fruit of the efforts of many clinicians and biologists that, both individually and together,
have led to the organization and realization of clinical studies providing new therapeutic standards and,
more importantly, the increased survival of patients with brain tumors.”
Dr Alba A Brandes, Medical Oncology - Chairman, Bellaria-Maggiore Hospital, Bologna, Italy

“It can be hard to put someone else ﬁrst all the time to let someone go but be there for them still.
It’s like standing on the shore watching [him] out at sea.
Sometimes the waves bring him back closer to me and
sometimes the tide takes him away again.”
CKH - friend of a brain tumour patient

“I am often asked how I feel within myself about what has happened to me.
My answer is always this...It would be very easy to crawl up into the foetal position and
cry yourself to sleep, but I don’t think that’s in our nature as human beings.
The will to survive, rise to the challenge and the will to live is strong in all of us; it just needs to
be coaxed out sometimes. The love and support from friends, family and colleagues has a tremendous
impact on us to kick-start and maintain our determination to beat our adversity. It must be remembered
that there is always somebody worse off than ourselves...You get on, get going and make the best of it!”
On a Wing and a Prayer by Cameron Fulljames, on his brain tumour journey
Janus Publishing Company, London 2004
Reprinted with kind permission of Janet and Graham Fulljames
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KEEP ON WALKING

“Beware how you take away
hope from another human being.”
Oliver Wendell Holmes,
19th Century physician,
poet and essayist

“Some see a hopeless end,
while others see an endless hope.”
Author unknown

“We cannot direct the wind,
but we can adjust the sails.”
Author unkown

“Turn your face to the sun and the
shadows will fall behind you.”
Maori saying, dedicated to Dave Bowman,
brain tumour patient, advocate
and founder of Head Start, New Zealand kia kaha, kia maia, kia manawanui

Keep on walking, even when you fall
nervous
Keep on walking, even when you’re
l
Keep on walking, even when you stal
one
Keep on walking, the journey is a long
Keep on walking, lift your foot again
you
Keep on walking, no one’s gonna pull
end
the
hed
reac
Keep on walking, you have not
d
tire
’re
Keep on walking, don’t matter if you
’re lost
Keep on walking, don’t matter if you
al
ears
reh
a
not
Keep on walking, this is
t
cos
the
Keep on walking, no matter what
t midnight
Keep on walking, through the darkes
y sun
Keep on walking, through the noonda
rs
rive
ng
Keep on walking, across the ragi
un
Keep on walking, you’ve only just beg
ains stop you
Keep on walking, don’t let the mount
be deep
may
ey
Keep on walking, tho the vall
with you
Keep on walking, know that God is
p
He only makes a promise He will kee
ons
reas
nd
usa
tho
So keep on walking, for a
why
you
Keep on walking, I don’t need to tell
rt while
Keep on walking, we’re only here a sho
Keep on walking, until you learn to ﬂy
Keep on walking...
ng-term
David M Bailey, singer/songwriter/lo
brain tumour survivor
From his song “Keep On Walking”

www.davidmbailey.com

id M Bailey

Reprinted with kind permission of Dav
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Greater Collaboration Greater Knowledge

Greater Hope

An old proverb says:

“It is better to light a candle than to curse the darkness.”
In an effort to light a ﬁrecracker - no less a candle in the darkness - the International Brain
Tumour Alliance (IBTA) launched the ﬁrst Walk Around the World for Brain Tumours and the
International Brain Tumour Awareness Week in 2007.
This is the extraordinary story of how over 22,000 people in 18 countries and regions across
the globe “walked around the world” to raise awareness of brain tumours, a devastating disease
that strikes people of all ages, from all backgrounds and geographic areas.
Both the “World Walk” and the “Awareness Week” were an outstanding success, generating
publicity, fund raising, new initiatives and a sense of community across the globe.
This publication is a celebratory record of these two projects. But even more so, it is a tribute
to the triumph of the human spirit over adversity and a call to action to bring brain tumours
out of the shadows on the cancer map and at long last, to ﬁnd a cure for them.

www.theibta.org
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