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Annual General Meeting – Your Chance to Get Involved.
The next AGM of Brain Tumour Action will take place on Tuesday January 22nd. 2013 at 6pm at the offi ces of French 
Duncan, 56 Palmerston Place, Edinburgh EH12 5AY. You are most welcome to attend this event, fi nd out more about what 
we do and,  if you wish, to get involved yourself next year. The rewards of contributing to our small, lively charity are many. 
Nomination forms for committee membership may be obtained by phoning 0131 466 3116 or by emailing 
administrator@braintumouraction.org.uk  Please leave your name and postal address.

Our charity is one hundred per cent 
dependent on the generosity, dedication 
and hard work of those who choose to 
fundraise for us. So everything you read 
about inside this issue of KITE – and 
much more that we have no space to 
cover - has happened because of the 
time and effort they have given to our 
cause. Because our overheads are kept 
to a minimum and our staff all work as 
volunteers both you and they know that 
every penny raised goes to sustain one of 
our four main aims, aims which have not 
changed in the twenty years of our exist-
ence: Information, Education and Training, 
Support and Research.

However, amongst this year’s fundraisers, 
we want to pay a special tribute to the 
magnifi cent effort of Ian Thompson and 
his team who cycled from Land’s End to 
John O’Groats, in memory of Ian’s wife 
Delia Catherine Thompson. Dee died far 

too young at the age of 37 having lived 
with a brain tumour for thirteen years. Yet 
she continued to inspire all those around 
her with her zest for life.

Ian, brothers John, Mark and David and 
friends Sammy, Tubs and Gio rode the 977 
mile route, ably backed up in the support 
vehicle by her Dad, Mark Senior and (“I’ll 
drive”) Cameron.

At the same time they were able to 
celebrate the good news that Sammy’s 10 
year old niece, Sarah, is now all-clear from 
the brain tumour that had struck her, too, 
at the age of 6.

This brilliant team has raised over 
£13,000 for our charity. See their target 
still growing at http://www.justgiving.com/
teams/weedee  What can we say except 
thank you, thank you all so much! 

Do it for Dee 
Every turn of the crank, every push, every pull,

Every inch, every yard, every mile on the road,

Every second, every minute, every hour on the bike,

I’ll do it for Dee.

Every hill, every climb, all the work to the top,

Every straight, every turn, each bend in the road,

Every ache, all the pain, the hurt and the loss,

I’ll do it for Dee.

I can’t fail, or falter nor give up this ride.

I won’t quit or stop, nor forget why I’m here.

I’ll get to the end, no matter the cost.

I’ll do it for Dee.    

Ian Thompson.

They Did it for Dee.
Warm Seasonal Greetings to You All.
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Herald Calendar 
Sales from the Herald Charity Calendar 
have exceeded £9,000. This money is 
being used to support further research 
into paediatric brain tumours. We are 
indebted to Sean Duffy, whose son Caleb 
inspired the Appeal, and to all the staff at 
the Herald and Times for this wonderful 
commitment to our charity. 

Glasgow to Edinburgh 
Cycle Ride
Jane Murray and friends cycled from 
Glasgow to Edinburgh in September, 
raising over £1000 for Brain Tumour 
Action. This is the second, major 
fundraising initiative Jane has undertaken 
and we are enormously proud of her 
achievements. Thank you so much.

Highland Half Marathon
David Sim, members of his family 
and friends have continued to send 
us donations throughout the year in 
memory of David’s late wife, Evelyn. We 

were privileged 
to meet David 
when he 
attended our 
Committee 
Meeting in 
September. One 
of those who 
raised funds 
was Susie Smith 
who bravely ran 
the Highland 
Half Marathon. She wrote: “Well I’m 
still standing after the Aberfeldy Half 
Marathon . I managed to get round 
pain free too which was a bonus.  
David planted 3 young rowan trees 
beside the family caravan in Killin. The 
attached is a picture of me beside the 
trees before we set off for Aberfeldy.”

Great Scottish Run
Stacey Morgan took part in the 
Great Scottish Run round Glasgow in 
September in memory of her Gran, 
Helen Morgan. Well done Stacey, and 
your family, what a fantastic effort! 

Great Wall of China
Sophie Gunner, who featured in last 
year’s KITE raising funds for the Charity 
Challenge to China, exceeded her target 
and had a wonderful trek as you can see 
on our website. Congratulations, Sophie 
– your photos were brilliant and the Wall 
was awe-inspiring.

A big thank you to our many, 
generous supporters. You’ve 
worked so hard to support our 
charity during what has been a 
difficult year for us all and we 
are immensely grateful.

The following individuals and 
organizations have donated to Brain 
Tumour Action in the last twelve 
months:

JC & J Ringrow, Mrs M Dunn, Mr B M 
Webber & Mrs P Webber, P & M Hide,

Mrs J Read , Ms F Mcowan, Mr TD Slack 
& Mrs C Slack, Mrs S Souter, Mrs Jane L 
Murray, 

Mrs M Loy, Mr JS Brabban & Mrs SC 
Brabban, Mr John A Lee, David Sim,

Daniel Craig & Mrs Helen Craig, D M R 
& L E Adamson, Claire  Morgan, Stacey 
Morgan, Sophie Gunner, S A & M Smith, 
Mrs Margaret Hall, James King, Miss R E 
Morrison-Bell & Evelyn Sutherland Trust, 
Mr GA & Mrs CJ Sanders, Thomas & 
Gillian Brewis, G & M Catnach, E Savage, 
F M & H E A Turnbull, Mrs D L J Read, 
Mrs A Anderson, Mrs S Bir, Mr & Mrs 
Luk, Mr & Mrs Pearce, Ian Thompson 
and Miss Stacey Morgan.

University of Strathclyde, Murray 
Donald Drummond Cook LLP, Yorkshire 
Building Society, BRC Consultancy 
Limited, Nationwide Building Society, 
Royal Bank of Scotland, Anglia Giving, 
Redcliff Training Association Limited, 
Currie Post Office, Newsquest Media 
Group, Bank of Scotland Foundation 
(Matched funding for Alan Thomson, 
Claire Andrew and Kirsty MacLennan), 
IPOS MORI, the Mary Erskine Young 
Enterprise Team and Bright Grey 
(Edinburgh), a Division of the Royal 
London Group.

It is with great sadness that we record the death, in March, of our friend, colleague and former 
Committee Member, Anthony Read, who gave so much time and legal expertise to the charity. 
Anthony featured in last year’s KITE celebrating his 50th birthday. He was a long-term survivor 
of a malignant brain tumour who never let the illness destroy his sense of fun and whose warmth 
touched the lives of many people from different walks of life. This was demonstrated by the very 
large number who came to pay their respects at his funeral. We are greatly indebted to Julie, her 
family and all those who contributed to the collection for Brain Tumour Action held in his memory. 

Our Magnificent 
Fundraisers.

Thank you!

Obituary
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To coincide with International  Brain Tumour Awareness 
Week in late October Brain Tumour Action held 
a four day exhibition in the Members’ Lobby at the 
Scottish Parliament, sponsored by Jim Eadie, MSP for 
Edinburgh Southern. We handed out copies of the Brain 
Tumour Coalition’s Manifesto which has won support 
from the All Party Parliamentary Group on Brain 
Tumours at Westminster. This attracted considerable 
attention and we are now hopeful of being able to 
develop a similar group at Holyrood, particularly since 
MSPs from all three main political Parties signed up to 
register their interest.

 Among a range of materials on display were copies of 
the annual IBTA magazines, a resource booklet from 
brainstrust and newsletters from BTUK. The moving, 
short fi lm “It’s Me” created by Brain Tumour Research 
played continuously throughout the event. Michael 
Matheson, Minister for Public Health, stopped by for a 
helpful chat and agreed to pose for a photograph with 
our newly-updated booklet, Radiotherapy for Brain 
Tumours. 

Thank you! Taking the 
message to 
Holyrood.

Our patient support booklet, 
Radiotherapy for Brain Tumours, has 
now been fully revised and updated. It 
is designed for individuals undergoing 
radiotherapy, as well as their families, 
due to its clear, comprehensive and 
accessible presentation.

Taking readers through every step of the 
way, it includes useful information about 
planning your treatment, the processes 

involved, an explanation of the roles of 
the clinical team and potential post-
treatment side-effects, both short and 
longer term. Emotional effects of having 
radiotherapy are also explored. 

It is available on request from Brain 
Tumour Action and can also be 
downloaded from our website. 

New 
Radiotherapy 
Booklet 2012 Edition

Michael Matheson
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We were thrilled that Andrew 
Slack, 22, was chosen to be one 
of the Olympic Torch-bearers 
this Summer. Linlithgow resident 
and Special Olympian Andrew 
carried the lit torch through 
Dunfermline on Wednesday June 
13th 2012.

Andrew has been an active member of 
the No Limits Sports Club for children 
and young adults with special needs for 
many years and regularly takes part in 
challenging outdoor activities. Six years 
ago he took up the disabled sport of 
Boccia and has become a very skilled 
player, winning many competitions. In 
2009 he won both the Scottish Senior 
& English Junior titles for people with 
learning difficulties, however his highest 

Easy fundraising is a shopping directory 
listing some of your favourite online 
stores, including Argos, Next, Amazon, 
Debenhams, John Lewis, Toys R Us, HMV 
and over 2000 other top name stores. 
Whenever you shop with any one of them 
using the links provided on the http://
www.easyfundraising.org.uk/bta. you’ll 
generate a free donation for us of up to 
15% of the purchase price every time!

achievements came in the Special 
Olympics in Leicester in 2009 where he 
won individual Gold and team Bronze 
medals for his category.

Andrew was nominated by his Dad, 
Tim Slack, who regularly raises money 
for Brain Tumour Action. Many 
congratulations and best wishes to 
Andrew and his family.

Brain cancer kills more children 
and young adults than any other 
form of cancer. 

This year we are delighted to have 
collaborated with the Astro Fund (01485 
572767 – info@astrofund.org.uk – 
www.astrofund.org.uk) to provide 
grant funding for 2012-2013 to the 
research team led by Prof. Denise Sheer at 
Barts and the London Hospital.

This dynamic group is studying genetic 
abnormalities of juvenile pilocytic and 
low grade astrocytomas which are crucial 
to advancing our understanding and 
eventually to providing better treatment 
for these common paediatric brain 
tumours.

Prof. Sheer’s team has been responsible for 
several major breakthroughs during the 
past three years including the identification 
of specific gene fusions in virtually every 

case of pilocytic astrocytoma. They have 
been awarded the Jeremy Jass Prize for 
Excellence in Pathology for this work 
because the discovery has opened avenues 
for new types of treatment for low grade 
astrocytomas which are currently being 

tested in paediatric clinical trials in the 
United States.

See Prof. Sheer’s article opposite.

Olympic 
Torchbearer 
Andrew Slack

Raise funds for 
Brain Tumour 

Action

Grant Aid for 
Paediatric Research

(Below) Meeting with Denise Sheer and 
Team, London, February 2012

Andrew Slack carries the 
torch through Dunfermline

When organising a sponsored event why 
not set up a Just Giving page, with us as 
your designated charity. It is easy for your 
supporters to donate, simply follow the 
link Raise Funds on the Brain Tumour 
Action web site. Our charity is run by 
volunteers so you can be assured 100% 
of what you raise for us will go towards 
research, support and providing information 
and counselling, so you are directly helping 
someone when they need it most.  
http://www.braintumouraction.org.uk



Every normal cell in our bodies has 46 chromosomes, which 
are long DNA molecules containing strings of genes.  As a 
result of the Human Genome Sequencing Project, we now 
know the complete human DNA sequence (made up of series 
of “bases” called A, T, G and C) and we can look up the DNA 
sequence of every single gene on websites. This is crucial be-
cause the genes contain the “blueprint for life”, meaning that 
they code for all the proteins that keep our cells and bodies 
functioning. 

Cancer arises from abnormalities in the DNA sequence (ge-
netic) or in the regulation of the DNA sequence (epigenetic), 
which make cells divide faster than they should. Therefore, if 
we can identify differences in the “genetics” or “epigenetics” 
between normal and cancer cells, we will know which genes 
are affected and we can begin to understand the cellular pro-
cesses that give rise to the cancer. Importantly, we can then 
work to design drugs that specifically target the affected genes 
and cellular pathways, as a means of controlling the cancer.

In our laboratory, we study the regulation of genes in cells 
from children’s brain tumours so that we can understand 
how cancer starts and progresses. We take several strategies, 
including: 

• Analysis of the DNA sequence itself to look for 
changes that affect critical genes involved in cell 
division. In the last few years, we have discovered 
important sequence abnormalities in growth-reg-
ulating genes in children’s low-grade astrocytomas. 
We have also detected tiny patterns in the DNA, 
called microhomology, that we believe are directly 

involved in causing these abnormalities to occur.

• Analysis of an epigenetic mechanism called “DNA 
methylation” that controls where and when genes 
are active. By combining the DNA methylation 
patterns in children’s low-grade astrocytomas with 
details of the DNA sequence of the same tumours, 
we now are in a unique position to unravel how the 
activity of the growth-regulating genes is altered 
during development of these tumours.

As Brain Tumour Action is very kindly supporting our 
DNA methylation studies, I will tell you some of our interest-
ing findings. We have been using a powerful test system that 
allows us to analyse 450,000 sites across the DNA in each 
tumour sample to determine the tumour’s “DNA methyla-
tion” profile. As we are studying multiple tumours as well 
as “control” samples of non-cancerous brain tissue, we are 
deriving a huge amount of information. Importantly, we find 
that genes that are involved in brain development have differ-
ent methylation patterns compared to the control samples. 
An unexpected bonus is that the methylation patterns are 
suggesting which types of cells the tumours arise from. Our 
findings have been presented at several conferences so far, and 
we are now preparing a substantial publication.

We are extremely grateful to Brain Tumour Action for 
enabling us to do such a comprehensive study.

The undiscovered landscape - A 
journey into the epigenetics of 
children’s brain tumours
Professor Denise Sheer, Barts & The London School of Medicine & 
Dentistry, 8th November 2012

Diagram to show a DNA molecule (green) with 
a sequence abnormality (red) and with DNA 
methylation (blue).

Dr. Jennie Jeyapalan presenting a poster with the findings from our 
DNA methylation study. William Harvey Day, St. Bartholomew’s 
Hospital, London, October 2012.
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Brain Tumour Action runs a 
Helpline, open twenty-four hours a 
day and staffed by a trained counsellor.
This service has been running for over 
ten years. Recently a call came through 
at 11.20 pm. The call was answered. At 
the end of the conversation, the person 
who had phoned in great distress had 
this to say:  “I’m very glad I rang you. 
I almost didn’t because it was so 
late, but I really needed to talk to 
someone, and yours was the only 
number available at this time of 
night. Thank you so much for what 
you do.” 

The number to call is: 0131 466 
3116. All calls will be answered as a 
matter of priority and anything you 
say in conversation on the Helpline is 
completely confi dential.

The Edinburgh Support Group 
continues to fl ourish. It meets 
on the fi rst Tuesday of the 
month at 7pm in the friendly 
surroundings of the Maggie’s 
Centre, Western General 
Hospital. Anyone who has been 
affected by a brain tumour directly or 
indirectly is most welcome to attend. 

The group, sponsored by Brain 
Tumour Action for the past 
eighteen years, offers support and advice 
to patients, carers and their families 
from Edinburgh, South and East Central 
Scotland. This year, among other events, 
there was an excellent talk on epilepsy 
given by the charity Enlighten. In July, 
members took to the Union Canal 
for the afternoon, ending up at the 
Bridge Inn, Ratho, for some welcome 
refreshment. Edinburgh group members 
also met up with their sister group in 

Kirkcaldy for a convivial get-together in 
September. 

In November there will be the chance to 
join members of brainstrust and BTUK, 
two fellow charities, for a pizza night, 
sponsored by brainstrust.

The annual Christmas Lunch will take 
place on the 4th December and everyone 
is warmly invited to come along for a 
Festive catch-up. Catering for the event 
is being provided by Lydia Curran who 
assists Alice McGregor with running this 
proactive support group. Contact details 
can be found on our website 
www.braintumouraction.org.uk.

  We are happy 
to report that we 
are extending our 
Nurse Training 
Initiative to 
Aberdeen Royal 
Infi rmary, under 
the mentorship 
of their Neuro-
oncology Nurse Specialist. This 
successful programme, which started in 
Edinburgh in 2010-11, enables neuro-
surgery nurses to acquire further 
expertise in the specialised discipline of 
neuro-oncology.

  We were also delighted to support 
the British Association of Neuroscience 
Nurses’ Annual Conference, 26-28th 
October, by enabling two nurses to 
attend the Neuro-oncology Day. Brain 
Tumour Action also provided a 
stand of materials which attracted 
considerable interest.

Our charity has ring-fenced a major 
grant award in support of a new 
Neuro-Oncology Fellowship under 
the auspices of Consultant Clinical 
Oncologist Hannah Lord at Ninewells 
Hospital, Dundee. Further funding to 
cover the remaining costs of the post 
are actively being sought.

The Fellowship will provide:

• supervised training in modern 
techniques of radiation therapy 
for Central Nervous System 
(CNS) tumours, including 
its indications, planning and 
limitations; 

• training in paediatric neuro-
oncology, including the particular 
diffi culties and differences 
associated with this subspecialty; 

• a laboratory-based grounding in 
clinical trial development and 
conduct.

The program will also provide guidance 
in developing a career specifi cally in 
Neuro-oncology (encouraging academic 
presentations and publications) and 
consequently participation in national 
and international research and 
development.

The long-term objective of the 
successful implementation of this year-
long post is to broaden the skill-set of 
future Neuro Radiation Oncologists. 
In this way, enhanced patient access 
to modern treatment modalities and 
research projects can be achieved, and 
outcomes for those affected by CNS 
tumours improved.

We are very pleased to support such 
an imaginative training initiative and 
we hope our partner brain tumour 
charities will also be inspired to make a 
contribution. 

Brain Tumour 
Action 
Helpline

Support 
Group 
News

Training 
Support

Clinical Training Award

Helpline
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Jimmy Edgar’s Story

The illness started when I was travelling 
home from my then, fiancée’s (now 
my wife’s) house quite late at night. As 
I was driving I began to experience a 
narrowing of vision and severe headache. 
Once I got parked I sat in the car for a 
while, thankful that I had got home safely. 
I went in, fell asleep on the settee and 
woke up in the morning with ‘double 
vision’ and a blinding headache and 
sickness.

I rang in sick and went to the doctors 
to find out what the problem was. I was 
diagnosed as suffering from migraine 
(although I had no previous history!) and 
told to get my eyes tested and stand in a 
dark corner when the headaches started. 
I thought it would clear up and went 
back to work, still with the double vision 
and not really feeling ‘great’! One day at 
work and I was bad again so back to the 
doctor who echoed the first diagnosis 
until a week later I was so bad that, 
on my third visit I finally asked for, and 
received a letter for an appointment at 
Oldchurch Hospital in Romford.

No appointment was available until 
late June, 1981, so my Dad booked 
for a private appointment (May 25). 
This resulted in me being admitted to 
hospital for tests. The tests obviously 
detected a brain tumour but I still had 
no knowledge of it, suspecting I had 
something wrong with my eyes and they 
could simply ‘laser’ it away! Maybe if I’d 
known what I would have to go through 
that may have killed me first!

2.00 pm, Tuesday 9th June 1981 the 
operation was carried out to remove a 
large, malignant astrocytoma which was 
causing pressure on my eye muscles and 
hence the double vision (although still 
oblivious to the fact and only found out 
later as well as waking up with tubes etc. 
coming out of my head!)

 Although the operation was a success I 

still had to have a course of radiotherapy 
to clear any remaining tumour that could 
not be removed (maybe for fear of brain 
damage).

My recuperation was encouraged by visits 
every day from my wife and family and 
occasionally friends, and the atmosphere, 
in a ward where death was unfortunately  
a common occurrence,was ‘fun’ to say the 
least, so much so that we called ourselves 
‘the nut house club’ due to our ‘scarred’ 
heads.

I was finally discharged back into the 
world on 4th July (Independence?!) with 
a couple more weeks of radiotherapy as 
an outpatient. Then regular check-ups 
for about 5 years. My gratitude to the 
surgeons and nursing staff at Oldchurch 
will never be enough for saving my life. I 
was also fortunate that one of the most 
pioneering neurosurgical units in Europe 
at that time was right on my doorstep!

I returned to work in early September 
to ‘get on with my life’(as the consultant 
suggested!), got married the following 

April and had three wonderful children 
(who are all now grown up!)

I hope this ‘tale’ was not too ‘long 
winded’ but it is the first time I’ve ever 
written or recorded it. Hope it’s OK and 
thanks for the opportunity to actually 
do it!

I pray that your good work continues to 
prosper and look forward, hopefully, to 
being able to support you further in the 
future.

Jimmy Edgar.

Just wanted to add that my family and 
friends organized a fundraising 70’s disco 
as a surprise for me and raised over £1100 
for the charity. The work you’re doing is 
fantastic.  I wish I’d got in touch years ago. 
But, never mind, that’s life. Wishing you all 
the very best in all you do.

It looked like a great party! 
Thank you so much, Jimmy, 
and all your generous friends 
for their support.

Beating the Odds.
Jimmy , a long term survivor of a malignant brain 
tumour,  sent us his inspiring story below.
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Brain Tumour Action is supporting 
our fellow charity Hammer Out in a 
new initiative to raise awareness, in 
association with The Brain Tumour 
Charity.

They are encouraging members of 
the public, celebrities, schools and 
workplaces to participate in this day. Find 
out more at: www.hammerout.co.uk

There are lots of  ways you can 
help support Brain Tumour 
Action. If you like cooking, for 
instance, why not turn your 
hand to a tray of home-baking? 
Then invite your family, friends 
or colleagues to join you for 
a sociable cuppa. They will be 
delighted to support such a 
worthy cause. 

This tried and tested recipe 
should go down a treat!

You may also be interested to know 
about the Asha Project (www.
ashatogether.co.uk ) whose launch 
we recently attended in Edinburgh. The 
company offers a vibrant collection of 

stylish turbans and headscarves which 
have been micro-encapsulated for 
greater comfort. They are donating 10% 
of all sales to the Maggie’s Cancer Caring 
Centres.

Bandanas For Brain Tumours Day!

It’s Brain Tumour Awareness Month - 
next March!

Help raise awareness 
and Wear a Bandana 
on 1st March 2013.

Healthy Seed Cake

Ingredients
•  4oz wholemeal fl our  
•  2oz wheatgerm
•  2oz oatmeal   
•  2oz wheatbran
•  2oz demerara sugar  
•  1oz caraway seed (optional)
•  4oz poppy seed  
•  3oz sesame seed
•  3oz husked sunfl ower seeds 

•  2oz raw pumpkin kernels 
•  4 oz washed raisins or sultanas
•  2 oz dried cranberries/blueberries/

apricot/date
•  2 oz chopped nuts according to taste
•  2 oz ground ginger/coriander/

clove/cinnamon/cardamom/nutmeg/
turmeric (as desired)

•  (I always use at least three spices)
•  Zest and juice of 2 lemons, 1 lemon 

and 1 orange or 2 oranges.
•  1 large tbsp butter/margarine melted 

in a pan on the hob with 1 tbsp honey
•  2 large eggs (preferably organic) 
•  ½ tsp salt
•  1 tsp baking powder  
•  A little milk

Method
Combine all the dried ingredients 
together to create a kind of muesli plus 
seeds. Then stir in melted fat and honey, 
juice of lemons/oranges and enough 
milk to make the mixture doughy. It 
should turn over the spoon smoothly 
leaving little trace in the bowl. Beat both 
eggs and add to the dough. Spoon out 
mixture into previously greased cake tin 
and bake in a moderately hot oven (190 
degrees) for about 50 minutes. Check 
after 35 minutes and lower temperature 
if necessary. This cake has a tendency to 
burn on top before cooking thoroughly 
inside so you may wish to cover the cake 
with aluminium foil for the fi rst half hour. 

 Happy New Year to 
Everyone from Brain 
Tumour Action. 
May 2013 bring new 
discoveries, better treatments 
and the belief that we really 
can make a difference, together.




