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Annual General Meeting – Your Chance to Get Involved.
The next AGM of Brain Tumour Action will be held on Tuesday 21st. January, 2014, starting at 6pm. at the offices of 
French Duncan, 56, Palmerston Place, Edinburgh EH12 5AY. Do join us for this event if you are interested in contributing to a 
small, friendly charity where everyone has an equal voice. Nomination forms for committee membership may be obtained by  
phone: 0131 466 3116 or by emailing: administrator@braintumouraction.org.uk Please leave your name and 
postal address.

This was the title of a joint presentation 
by Brain Tumour Action and The 
Brain Tumour Charity given to The Cross 
Party Group on Cancer in The Scottish 
Parliament last June. Representatives 
spoke about the widespread lack of 
understanding of this illness which leads 
to a disturbing variation in patient and 
carer experiences. First-hand accounts 
poignantly illustrated the difficulties they 
have encountered sometimes over many 
years.  See pages three and four.

 Because brain tumours are fairly rare 
and there are so many different types 
they are often not well understood. 
This can lead to delays in diagnosis and 

treatment. Specialised intervention is 
required and patients often have very 
complex needs which place a huge 
burden on their families. Children 
affected by the illness of a parent 
or sibling experience great distress.  
Feelings of fear, uncertainty and isolation 
are commonly reported by carers. The 
support groups that do exist are mostly 
small or run by volunteers and poorly 
funded.

There is a worrying lack of individualised 
care programmes and an urgent need 
to systematize communication among 
clinical staff and other service providers 
within the community.                                                                                

Laura 
McLean
Laura McLean ran 
the Great Scottish 
Run in memory of her 
mother, Jane Mcpake.

She said “My mum 
was dead within 10 
weeks of diagnosis. 

Yet brain tumours 
receive less than 1% of the national spending on 
cancer research.

• 16,000 people each year are diagnosed with a 
brain tumour.

• 20% to 40% of all cancers eventually spread to 
the brain.

• Brain cancer deaths are rising, year on year.”

Listen to the Fallout
Christmas Greetings from Brain Tumour Action.
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The following people have 
created justgiving pages to 
honour their relatives and 
friends. To these generous 
donors and to everyone else 
who has contributed to their 
fundraising pages – a huge 
thank you from us.

Barbara Hyslop

Sharon White

Gillian Smith

Monkey Car Insurance

Alex Potter

Steph Landsborough

Katrina Lennon

Mhairi Capon

Janice Muir

Marnie McCluckie

Angela Duncan

Rhyn McCutcheon

Louise Mitchell

Elaine Hunter

Pauline Kerr

Marie Ennis

Alison Whitley

Graeme Catnach

Matthew PIlsbury

Kerry McDonagh

Sally Davidson

Laura McLean

Frank Thomas 

Dawn Cruttenden

Thank You  
to Everyone

Jackie took ill on the 18th December 
2012, his 52nd birthday. After tests 
on the 20th December he was told 
he had a mass on his brain. On the 
22nd of December he was diagnosed 
with a Brain Tumour, a glioblastoma 
Grade 4.  On the 8th of January he 
had an operation to remove part of 
the tumour.  Jackie came through the 
operation okay and was doing well until 
the morning of 12th January when the 
pressure built up so much in his head 
he had to be put into an induced coma. 
On the 28th January, 2013, having never 
come out of the coma, my brother 
passed away.

We held his funeral at Mortonhall on 
the 2nd of February where more than 
550 people turned out to pay their 
respects to him.  We had a collection 
for Brain Tumour Action and 

£922.00 was raised then for this very 
worthwhile charity.

On Sunday 27th October we held a 
Football Game as a Tribute to Jackie.  
Jackie was the most capped Junior 
Footballer in Scotland and his love of 
football showed through in everything 
he did. His greatest love was Bonnyrigg 
Rose Junior Football Club. On Sunday 
27th Bonnyrigg Legends played against 
a Whitburn Select team and donations 
were made at the gate. We also sold 
raffle tickets to raise money for Brain 
Tumour Action and I am delighted 
to say that altogether we collected 
£2150.97.

Jackie is sadly missed by family, friends 
and all who knew him. He was cruelly 
taken from us in his prime.

Fergus Hyslop was born on 8th. May 
1981.  Just before his 3rd birthday, 
he looked up to see a plane flying 
overhead - and fell over.  He was losing 
his balance.

A star-shaped tumour (an astrocytoma, 
the most common type of childhood 
brain tumour) was wrapping itself 
around the top of his brain stem - the 
seat of all vital functions.

Despite surgery, radiotherapy and 
chemotherapy, Ferg doggedly tried to 
lead a normal life.  He was sharp, witty, 
loving, music-loving, lateral-thinking, 
questioning, argumentative, often 
exasperating and frequently hilarious 
- because he did his own thing, and he 
did it boldly. 

Ferg was a drummer.  He sang - 
constantly.  He wanted to be in a band.  
He wanted a girlfriend.  He wanted 
to be a Games Designer.  He had just 

passed his HNC in Computing when 
sickness took hold.

Over the last seven years Ferg lost 
his ability to hear, to walk, to stand, to 
feed himself, to move his body.  In his 
final weeks he could barely speak or 
swallow.

He died in his sleep on 20th October 
2012 - exhausted.

Four of his friends ran this year’s 
Edinburgh Marathon in his honour.

Jackie Myles, 
remembered 
by his sister, 
Caroline 
Leslie.

Fergus Hyslop, remembered 
by his mother, Barbara.

The Four Phillips Brothers

Rhyn McCutcheon 
Fund-raising in 

Dubai
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When I could no longer support him 
physically by myself I found that getting 
community care proper was a bit of a 
nightmare.   

 Firstly we had to get a social worker 
who could arrange funding.  That took 
six months. Meanwhile I got support for 
two afternoons per week.

 Then it took about two years to arrange 
a full funding package. Funding came 
from a range of sources. One source 
depended on another source agreeing 
first before it could deliver.

 Finding a flat was difficult. One became 
available in supported housing. We 
needed private funding for six months 
to pay for the care for him to get it. 
Then he could apply for housing benefit. 
(Without housing benefit he couldn’t live 
‘independently’ and he could not access  
other funding streams.)

The social worker had to learn how to 
proceed and often could only learn by 
being knocked back. His case did not 
fit funding criteria and his needs kept 
accelerating. These procedures do not 
adapt easily to needs that change quickly.

When funding was agreed staff had to 
be recruited. So after funding came 
advertising, interviewing, security checks 
and basic training.

Then the guys had to learn what the 
work was really like! Those who were 
already carers had never dealt with a 
‘medical’ situation i.e. one which was 
not static. For example, he had months 
of being constantly sick and at first, they 
had to deal with a young man who was 
determined he did not need help and 
who therefore fell a lot and caused many 
alarms; a man who did not want to ‘go 
to the zoo’ etc - so they were stuck 
while he sat at his PC. One of them 
once described the work as ten minutes 
of intense fear for every five hours of 
boredom.  Not easy - one carer opted 
out. Two more were dismissed by the 
company, and so on.

But the guys who stayed the course 
were marvellous.They became 
marvellous, not just because of the 
people they are, but because of another 
major problem. You could call it 
‘community care in hospital’!

 He was admitted in January 2012 
because he had reacted to a new 
medication and his carers got a fright. 
He was almost comatose. They gave him 
a bed in the ward linked to A&E where 
his care was abysmal. When I left at 2am 
after alerting everyone to his needs, he 
was sedated with the very medicine 
that had caused his admission. Cue 
official complaint and a request from the 
hospital for a charity to take over his 
care in hospital.  He was in a ‘holding’ 
ward for five weeks. What his carers saw 
there made them realise how good they 
had become themselves!   

 We were desperate to get him out of 
hospital but couldn’t until we found a 
suitably-fitted flat. We ended up renting 
one for him nearly thirty miles away - 
the nearest available flat with an adapted 
toilet. He could only have it for three 
weeks and it cost us over £900. 

 So I just want to say that community 
care can be a real life-saver for all 
concerned.  It can be great but it 
takes time to get there for all the 
above reasons. I do not know how any 
patient can cope without somebody 
‘managing’ their care in the community. 
Communication is such a horrendous 
problem that it would take a whole new 
e-mail to rant on about it!  And I do 
not know how people manage without 
some financial backing to plug the gaps in 
provision.

 There is just one more point about 
community care before I stop. It took 
six to nine months after his death for 
his carers to settle back into work. They 
are all now back doing care at home - 
but all needed a change of scene while 
they thought about it. They remain justly 
proud of themselves!

These people and organisations 
have made donations to the 
Charity this year, often with 
additional contributions from 
friends and colleagues. We are 
immensely grateful for all of 
your support.

St. Patrick’s School
Mr Stewart Farmer & Ms Janet Ross 
Mr & Mrs T D Slack 
J Drake 
Dollar Academy

Letham School 
Dr F J Wilson 
122nd Inverleith Scout Group 
Trinity Mirror 
Denise Sheer
J Law 
HMV Group Pension - G Allen
Ayr Dog Training Club 
Currie Post Office 
Mrs GCE Loudoun-Shand 
SAS Charitable Trust 
Mr J D Bendit 
Mrs A S Butlin 
Neil Adams & Mrs E F Adams 
Susan Lasdun 
The Royal High School
Christopher Melluish 
CEB Hoare 
Mrs I Hopkins 
Caroline Leslie
Central Edinburgh Quakers
Liz Adams and Staff, Edinburgh Royal 
Infirmary

A Bit of a Nightmare - 
One Parent’s Experience 
of Community Care.

Our Grateful 
Thanks to These 
Generous 
Donors

Pupils from Letham Primary with 
Brain Tumour Action’s Jim McGugan
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The following quotes have been contributed to  
Brain Tumour Action by five, long-term carers of young 

people with a brain tumour.

“We’ve only met one 
other couple who are 

caring for a child with a 
similar brain tumour to 
ours, and that’s in 28 

years.”

“We didn’t know she 
could get benefits 

for ten years.  
Nobody told us.”

“There seems to be virtually 
no communication between 

services, so you end up 
having to repeat information, 

sometimes on multiple 
occasions.”

“We got one year’s support 
then they said: “right she 

can manage now. She 
couldn’t even stand.”

“Those of us who are caring are 
too busy caring and don’t have the 

energy to speak out very often. 
Who wants to hear anyway?”

“There’s very little support within 
the services when things go wrong 

- there isn’t any clear route to 
take; you have to hunt for this.”

 “That re-growth made it 
clear to us that tumours aren’t 
like traumatic brain injuries. 

Tumours don’t go away.”

“Why don’t people ask how you 
are, how your child is and how 
you are coping? Why don’t they 
offer to babysit and give you a 
night off? Why can’t they just 

say something or just put a hand 
on your arm or shoulder? There 
is more meaning in that than in 

many words.”

“He’s had 26 neurosurgeries in 20 
years  - we’re always there before 
he goes in and after he comes out. 

It never gets any easier.”

 “It’s very difficult to understand 
the reality rather than the theory of 

caring 24/7.”

“We felt we could cope. If we had known 
then what we know now would we have 

made the same decision?  I think so, 
but there have been dark days when my 

answer could have been different.”

“When he was diagnosed, 
and indeed when he 

returned from hospital after 
each surgery, I WAS the 

community care.”

“ IS ANYONE 
LISTENING?”

“As a parent you start with the worry 
that your child will die before you. 
As years pass and they grow older, 

that is replaced by the much greater 
worry about who will look after them 

if you die first?”

“The consequences are that caring 
takes over every aspect of your lives  

as parents and that may be a 
contributing factor in why  

‘friends’ disappear! “

“As a parent it feels like living 
with a child much younger than 
his actual age and living with an 

elderly relative who has a terminal 
condition - but both in the one 

body.”

We weren’t directed 
to any support or 
relatives’ groups

 “People ask how she 
is but most don’t really 
want to know. I started 

saying “not bad, thanks” 
once I realised this.”

In the real world other 
people had normal lives and 

it was lonely to feel this: to 
be suddenly so alone.

“Staff in some services choose not  
to listen or act upon what one has told 
them, or worse, the information seems 
never to have reached them, meaning 

it has to be repeated.”

“On occasions you are 
made to feel that “your” 
issue or problem is not as 
important or urgent as you 

believe it to be.”

“Everything 
seems to be a 
battle - why?”

On brothers and 
sisters: “Their lives 

have already been 
irrevocably affected.”

“Caring can become a 
very lonely existence.”

It makes Me and 
Mummy sad.
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Shanne McNamara, who devoted so much 
of her life to helping people with brain 
tumours, retired in November, 2013 and 
moved to live in the South of France.  It is 
impossible to overstate the impact of this 
or to imagine life without her, so great has 
been her commitment down the years.

Shanne started nursing 38 years ago and 
began working at The Western General 
in Edinburgh in 1993. She became a full-
time clinical nurse specialist in 1998 and 
volunteered to help run the Edinburgh 
Support Group for Brain Tumour 
Action where she maintained a regular 
presence until last month. Her expert 
advice comforted many patients and family 
members who appreciated being able to 
meet a staff member in an informal setting. 
The Group has been immensely fortunate 
to have had her.

I caught up with Shanne one morning 
to say goodbye and ask her something 
about her wishes for the future. (Typically, 
on arrival I was told “she’ll be back in a 
minute, she’s just popped out to see a 
patient!”) 

Top of her wish list is to see two full-time 
posts based at the Edinburgh Centre for 
Neuro-Oncology.  This, she says, would 
allow more contact time with patients and 
also the opportunity to conduct much-

needed research, for example into steroid 
management and wound treatment.

Shanne says patient and carer 
expectations have changed greatly since 
she started nursing. People now want 
much more detailed information and 
an active input into decision-making 
about treatments. Second opinions 
are often requested.  At the same time 
understanding the pros and cons of one 
treatment over another or, in some cases, 
whether to delay treatment until tumour 
progression is detected, can be both 
confusing and frightening. Talking through 
all this takes time and nurses need to 

become skilled patient advocates.

A current debate concerns specialist 
neuro-oncology nurses taking on more of 
an educational role outside the hospital. 
Shanne is in two minds about this. While 
training for GPs may seem desirable, in 
practice they are unlikely to remember 
much because they will see patients 
presenting with a brain tumour so rarely. 
Much more useful, in her opinion, is the 
system operating in Forth Valley where 
the Consultant Nurse for Cancer and 
Palliative Care receives all the clinical 
information about a patient from the 
hospital and disseminates it as necessary 
to clinicians and nurses in the community. 
She wishes this highly-effective model 
could be copied elsewhere.

Nevertheless the move towards multi-
disciplinary teamwork within hospitals is a 
welcome advance. Today nurse managers 
have as much input as consultants and 
the job has become considerably more 
patient-focussed in consequence. Gone 
are the days of doctors referring to “my 
nurse”, she says with a smile! 

We wish Shanne well in her retirement 
– thank you so much for everything you 
have done.

Lynne Barty.    

Au revoir et Bonne Chance!

It’s Good 
to Have a 
Laugh
The Edinburgh Support Group has met 
each month at the Maggie’s Centre. A 
summer picnic and  a joint get-together 
with the Kirkcaldy Support Group were 
two of this year’s highlights. In November 
they gave a special presentation to Shanne 
McNamara who has retired from her 
position as Neuro -Oncology Nurse 
Specialist at The Western General Hospital. 
Shanne has been in this post for fifteen 
years and her departure will be a great 
loss for the group she has helped to run.

Sharing a Joke at The 
Support Group.
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How does a normal cell in the body 
become a cancer cell? Scientists have 
found that this occurs by abnormal 
functioning of genes that makes cells 
divide faster than they should. Our 
laboratory specialises in the study of 
children’s brain tumours called low-
grade astrocytomas.  We have recently 
identified several gene abnormalities 
that we believe play key roles in the 
formation of these tumours. However, 
the processes that give rise to cancer 
are highly complex, and it is very likely 
that further mechanisms are involved.

As described in our report last year, we 
have been examining the ‘epigenetic’ 
regulation of genes in children’s low-
grade astrocytomas, with the support 
of Brain Tumour Action. In 
particular, we are looking at a chemical 
modification of the DNA called 
methylation. If methylation is present 
at the start of a gene it turns gene 
activity off. This has been found to be an 
important mechanism of abnormal gene 
regulation in other cancers. Our strategy 
is to examine the methylation patterns 
at 450,000 sites across the DNA of the 
brain tumour cells. 

We are finding altered patterns of 
methylation that are giving us important 
information about which genes are 
affected and about the cells that give 
rise to these tumours. These are very 
exciting findings and we now want 
to make sure that we are gaining as 
much vital information as possible 
from the extensive data. A critical issue 
facing all studies of gene regulation 
in brain tumours is that comparisons 
should be made between the tumours 
and the appropriate non-cancerous 
brain tissue. During 2013 we have 
been very fortunate to obtain the 

detailed methylation patterns for these 
comparisons from unpublished studies 
where different cell types are analysed 
from different parts of the brain. This has 
been extremely valuable and, together 
with a new statistical package to do 
this part of the work, has considerably 
boosted the power of our study. As you 
can imagine, having to study 450,000 
data points in each additional sample 
with new statistics has also been 
extremely labour intensive. However, our 

committed team are thrilled about the 
new findings and are now preparing a far 
more comprehensive publication than 
previously possible.

Thank you to everyone at Brain 
Tumour Action for your wonderful 
generosity in supporting our research. 
I hope we can arrange another visit to 
the lab in the near future so that we can 
show you how much we have achieved 
with your help!

Update on our journey into the 
epigenetics of children’s brain 
tumours.

Denise Sheer and the Research Team at The Blizard Institute

“Our strategy is to examine the 
methylation patterns at 450,000 sites 
across the DNA of the brain tumour cells”. 

Professor Denise Sheer, Barts & The London School of Medicine & Dentistry,
14th November 2013
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Update on our journey into the 
epigenetics of children’s brain 
tumours.

No, they’re not soft, warm and cuddly 
and always pleased to see you. But like 

puppies they are for life. You can’t ignore 
them and they never leave you alone.

Mine was found when I was two and I am 
now thirty. It’s a low grade astrocytoma 
- which doesn’t sound too bad does it - I 
mean low grade must be better than ‘high’, 
right? Well that depends on how lucky 
you are. Mine was big, occupying half of my 
head so dealing with it was pretty difficult. 
It was also growing from the cross-over 
point on the optic nerve. I had a very long 
operation and lots of shunt operations 
after that and then another big operation 
when it re-grew in 1997. The good news 
about that was that the surgeons were 
able to remove even more of it as the 
techniques and equipment had improved 
so much since 1985. The team of doctors 
and nurses in the Southern General were 
terrific. Thanks for all you did for me.

So what’s it doing now? Well last time the 
‘docs’ looked it seemed to be much the 
same - still there but not growing - so it’s 
hanging around a bit longer.

That’s the good news. But brain tumours 
are like puppies in other ways. They don’t 
just give you one problem, they give you 
lots.

Forgetting how to walk and talk was the 
first thing - though being only two was 
a plus. Like Johnnie 5 in the film “Short 
Circuit” (by the way I love films), I got 
loads of input - from Mum and Dad, my 
sister, my speech therapist and lots of 
other folk. Now they say I can’t stop!

I also have my right eye shut all the time 
as it doesn’t work. That’s a real pain. I’m 
not safe outside on my own because I 
don’t see kerbs and potholes and I am 
not safe with traffic either. I go to Neuro - 
ophthalmology for  tests every year but it 
hasn’t changed much.

I can’t use my right hand either - that 
bothers me more than the rest - but I 

challenge anyone to open a yoghurt carton 
with only their left hand quicker than me!

So what happened next? Well I went 
to mainstream primary for about five 
years with a learning assistant. That was 
great and I made lots of good friends. 
Some still keep in touch even though I 
can’t do lots of the things they can. But 
then I started having problems with my 
head and sometimes I would hit people. 
I didn’t mean to or want to, specially as it 
was usually my Mum or Dad or people  I 
was really fond of - I just couldn’t stop it. 
Sometimes it happened when I was really 
happy and half way through a sentence 
- very suddenly I just hit out, hard, and 
always in the same way. It took until I was 
25 for them to find out what was wrong 
and give me tablets to control it.

I also have epilepsy which is now well 
controlled but I have to take lots of pills 
for that too. It’s not a big deal but it did 
take them a long time to get the dose 
right.

At Primary School I was one of the tallest 
until I was about 8 and then I seemed to 
stop growing. Dr Donaldson at Yorkhill said 

I should be as tall as my Mum and Dad so 
I got growth hormone injections every day 
for a long time. They worked well and now 
I’m almost as tall as Mum and Dad. P.S.  Dr 
D. is married to the lady who wrote about 
the Gruffalo - so he’s seriously famous!

Walking got a bit difficult so I got first one 
and now two leg supports. They used to 
get really uncomfortable and give me big 
blisters - in fact they still do if someone 
doesn’t put them on right. But what the 
doctors did was they filmed my walking 
and got me two really excellent supports. 
Now I can sometimes go even faster than 
my Dad and he has to run to keep up! 

Then, because my right leg wasn’t working 
properly I had to have two operations on 
my Achilles tendon to lengthen it. Still, I had 
a great time in the orthopaedic ward with 
the ‘old men’ and the nurses!

I hope you’re keeping up with the puppies 
- not quite finished yet!

Oh, I almost forgot - my head doesn’t look 
like your’s - it’s a bit of a funny shape when 
I look in the mirror. That doesn’t really 
bother me but some people do stare a lot. 

Why are brain tumours 
like puppies?

Through the voice 
of his son, James’ 

Dad has given 
us this moving 
insight into his 

life. 



8

I guess they don’t understand. It’s not as if 
I’ve ever seen anyone that looks like me, 
either. Got close once though - a young 
boy who had one eye closed just like mine 
- and for the same reason. Some people at 
school were really awful to him and that’s 
not right. We didn’t choose to be like this.

For Upper Primary I had to go to a 
different school. Most of my friends there 
had much worse problems than me. Then 
I went to another school for Secondary. It 
was a bit weird in some ways: I mean the 
first Christmas all of the Nativity angels 
drove on in wheelchairs. Lots of kids had 
wheelchairs, some couldn’t speak and were 
quite often ill and some of my friends died. 
That made us all very sad, the teachers too. 
Most of us believe that we will see them 
again one day which helps. It was a brilliant 
school and I still talk about it a lot.

I did try college for a while but as it meant 
being picked up at 7.20 every morning and 
getting home after 5.30 pm. it was too 
much for me.

So I spent a lot of time at home with my 
Mum. She’s always been there for me; 
she never went back to work after I was 
diagnosed. (She’s also why I know my 
Tables backwards - we used to practise 
them in the car every week, driving to 
physio.) My Dad also gave up full time 
work about then. I guess I had something 
to do with that too.

Then I got this really great social worker 
who arranged for me to do things with 
care workers and go to some other 
college classes. That was great because 
otherwise I was just living at home with 
my Mum and Dad. They never went away 
without me.

The BIG news is that just last month I 
moved into my own flat with 24/7 carers. 
It’s brilliant – I love having my own place 
though I still see Mum and Dad every 
weekend. How that happened I’m not 
quite sure but I know it took a lot of 
meetings, letter writing and arguments. 
I can’t really see why though – isn’t it 
obvious? I can’t do many things on my own 
but at the same time I don’t really want 
to live with people who are very different 
from me. I don’t suppose you would 
either!

Mind you, I am thinking about having a 
puppy. My carers say they would help me 
look after one as puppies aren’t just 
for Christmas, are they?                                    

The Alloa Bootcampers have been raising money in memory of the former 
British Judo International, Josh Gavin who died earlier this year. Josh was a 
member of the British Team for ten years and won World Masters Gold. He 
went on to found the J.S.J Judo Club and his own martial arts academy.

Thank you to all of you for your wonderful support.

Alloa Bootcampers raise money 
in memory of Josh Gavin

Five pupils from The Royal High School of Edinburgh were the runners up in their 
school’s Youth and Philanthropy Programme last session. First they became actively 
involved with the Edinburgh Support Group, attending meetings and interviewing 
members to find out what it means to have, or to care for someone with a brain 
tumour. 

They then gave an outstanding  presentation in the Finals which demonstrated the 
impact of this disease on the lives of patients, their families and friends.

We are hugely appreciative of the commitment and maturity with which they got 
involved in the work of our Charity and the money they raised for the Support 
Group. Many congratulations to them all for their efforts.                                            

Well done Royal High School!
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As usual their programme was quite varied. 
The morning session concentrated on the 
rarer brain tumours including a talk on 
cerebral lymphomas which are extremely 
rare. This was followed by presentations on 
medulloblastomas and germ cell tumours.

What stood out from these talks was that 
despite the poor prognosis and limitations 
in available treatments there is a lot of time 
being spent trying to find new therapies. 
There was great enthusiasm from the 
speakers especially as regards working out 
what was going wrong in these tumours so 
as to develop new ways of dealing with them.

Because these tumours are so rare it 
is impossible to develop randomised, 
controlled trials in single centres therefore it 
was very encouraging to hear that hospitals 
throughout the UK and Europe are going 
to pool their data and work together to 
find new cures. For the medulloblastomas 
there is a new trial starting this year: all 
resected tumour tissue is going to be sent 
to one centre in the UK for analysis. This 
is no mean feat as the tissue has to be 
safely packaged and transported  and the 
turnaround for results has to be fast so that 
treatment can be started promptly.

Of course treatment for these malignant 
tumours is difficult and involves the use of 
radiotherapy. A talk from a radiotherapist 
explained how new techniques were being 
developed to try and reduce the amount 
of radiotherapy that escapes into normal 
tissue, thus causing long term damage both 
cognitively and functionally. These problems 
have profound effects on patients and can 
create challenges for their carers as well. 

The afternoon session was given over to 
patient support. A talk from a patient who 
had survived for thirteen years with a low 
grade oligodendroglioma demonstrated 
how he was able to live life to the full. 
He had not required any treatment until 
twelve years after diagnosis when he had 
undergone chemotherapy. He said that while 
he no longer climbs in the Himalayas he still 
goes climbing in  Northern Scotland. It was 
concerning to hear about the problems he 
has experienced getting people to accept 
him and not to be scared just because he 

has a brain tumour. He has found that a lot 
of clubs will not let him join because he 
has epilepsy and they are not prepared to 
accept the risk of having him with them. 

A second talk was given discussing the 
needs of brain tumour patients after 
radiotherapy and this tied in with a talk on 
fatigue in brain tumours - a very common 
problem. It seems that fatigue is multi-
factorial, not just related to the tumour but 
to the after-effects of surgery, radiotherapy 
and medications. There is some current 
research looking into brain tumour fatigue 
and trying to help patients deal with it. 
Unfortunately some trials of medicines to 
help with this have not shown any benefit 
and it may be that we can offer only a 
supportive roll.This may still be of benefit.

The afternoon was rounded off by an 
interesting talk about tumour-associated 
epilepsy.  A group of neurologists is getting 

together to try and find the optimal 
treatment for this. It can be quite a difficult 
problem to treat but paradoxically those 
lower grade tumours which produce 
seizures also have a better prognosis and 
this is thought to be due to the fact they 
are growing so slowly as to have an irritant 
effect on the brain. Again the main problems 
with treatment are the effects of the anti- 
epileptic drugs on the patient, especially 
fatigue and sometimes impaired cognitive 
function.

It was a very interesting day and 
encouraging to hear that so much is going 
on and that centres are collaborating in 
order to get the best out of clinical trials. 

As a charity it is important that we continue 
to support these causes to improve 
treatments for brain tumour patients.                                                                                                    
Julie Read

SANON Conference 2013.
The Scottish Adult Neuro-Oncology Network (SANON) was set up in 2008 to improve and unify 
the management of brain tumours across Scotland. Their annual conference, this year held in 
Dundee, took place on the 8th November and I attended to represent Brain Tumour Action.

Hello, my name is Vicky Bone and 
I’m currently completing the neuro-
oncology programme in Aberdeen 
Royal Infirmary with the support of 
Margaret Ritchie who is the neuro-
oncology specialist nurse. 

I have been qualified for six years 
now, four of which I spent working 
in the neurosciences ward where I 
developed a keen interest in oncology 
and in particular, brain tumours due to 
their complexity and the vast 
number of side effects an 
individual can experience. 
This interest inspired me 
to further develop my 
oncology and palliative 
skills by completing 
a postgraduate 
diploma in the 
field. I currently 
work within the 
oncology unit 

where I regularly encounter patients 
experiencing the side effects of brain 
tumours and brain metastases that 
require specialist treatment.

With the support of Brain Tumour 
Action I am able to work one day a 
week alongside Margaret where I assist 
in the care planning for the patients 
within the Aberdeenshire region. Over 
time this invaluable experience will 
provide me with all of the skills and 
experience required to fully support 

and care for this patient group 
on my own, which will 
help expand the specialist 
neuro-oncology nursing 
service within the region. 

I feel very privileged 
to be part of this 
programme and 
I’m really enjoying 

the experience.

Neuro-Oncology Nurse Training 
Programme

Well done Royal High School!
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As my Justgiving page says, I’m a lazy git sometimes and it 
would have been very easy to just write a cheque or sponsor 
someone else, but after my brother-in-law Anthony died in 
2012, I felt I needed to make an effort. I started by taking part 
in a 5km run for Cancer Research but then I felt that I wanted 
to directly support a brain tumour charity.

Ironically, I was in my local fish-and-chip shop when I saw the 
notice for the Dorney Dash, “a fast (yeah, right!), flat (works 
for me!) run” around Dorney Lake, the home of the 2012 
Olympic Rowing events, which is only about a mile from my 
home. I signed up and began training.

I downloaded a very simple “Couch to 5k” training plan from 
the web. I still recall the first day of training – brisk walk for 5 
minutes, run for a minute, walk 90 seconds, run for a minute…
repeat for 20 mins, ending with a final 5-minute walk to “warm 
down”. After the first couple of repetitions I was, to say the 
least, somewhat tired! Nevertheless, following the plan and 
running every couple of days it got easier and by the time the 
run came I was over the moon to complete it in just over 30 
minutes.

So, the day of the run came. The course was 2 laps, and I was 
happy to see my 5k time was around 33 minutes. The second 
lap was tougher, and I remember seeing the 6km sign come 
up. Ouch! At about 7.5km I “hit the wall” and just had to stop 
running but I refused to give up and walked for about 500m. 
Something pushed me on and I picked up the pace again, 
smiling as I passed the 9km sign. I was, at this point, running 
alongside another entrant and I noticed if I picked up the 

Brain Tumour Action is hosting a Valentine’s Day Ceilidh 
on Friday February 14th from 7 – 11pm. This will be an evening 
devoted to pleasure (!) with Scottish Country Dancing, good 
food and great company. Be sure to order your tickets soon. 
All profits will go to the work of our Charity.

pace, she would too, so I held back as I didn’t want to overdo 
it. At least I did until the last 100m. As I saw the finish line, I 
increased my pace, as did my “opponent”…then something 
spurred me into a sprint of which Usain Bolt would be proud, 
crossing the line in 1:04:15 (and beating my opponent by 5 
seconds!)

So, I did it, raising £510 for Brain Tumour Action in the 
process, and making me a bit fitter. What it has also proven is 
that with a bit of dedication and training, even exercise-hating 
people like me can achieve satisfying goals…and that buzz of 
crossing the finishing line makes it all worthwhile. 

Graeme Catnach

Doing The Dorny Dash.

A Date for 
your Diary!

Happy New Year to Everyone 
from Brain Tumour Action. 
May 2014 bring new discoveries, better treatments and the 
belief that we really can make a difference, together.

Registered Charity: SCO 21490 

 

* Grand Raffle * 
Exclusive Quality Prizes To Be Won! 

£25 per person 
Includes: Mouth-watering Supper Complimentary Drink on Arrival 

Music from the Norloch Ceilidh Band 
Expert Ceilidh Calling Fully Licensed Bar 

 

 

In Aid of: 

For more information and to 
book tickets, please visit: www.braintumouraction.org.uk  

or call 0131 466 3116 

Registered Charity: SCO 21490 

If music be the food of love… 


