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Annual General Meeting –  
New Members Most Welcome.
The next AGM of Brain Tumour Action will be held on Tuesday 27th. 
January, 2015, starting at 6.30pm. at the offices of French Duncan, 56, 
Palmerston Place, Edinburgh EH12 5AY. We would be delighted if you could join 
us especially if you are interested in getting involved with a small, friendly charity 
where everyone has an equal voice and all the work is done by volunteers. 
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. We look forward to meeting you.

Quite recently, 
before he was 
forced to resign in 
the wake of a sex 
scandal, Brooks 
Newmark, the ex-
Minister for Civil 
Society, said:

“We really want to try and 
keep charities and voluntary 
groups out of the realms 
of politics....  the important 
thing charities should be 
doing is sticking to their knitting and 
doing the best they can to promote 
their agenda, which should be about 
helping others.”

Certainly we try to promote our 
agenda here at Brain Tumour Action, 
amongst other things by campaigning 
for improved services, more research 
spending and safer therapies. Yes, such 

improvements cost money. Is that 
within the realms of politics? I think it 
is, and rightly so.

Certainly our aim, like every other 
charity I know of, is to try and help 
others. We do this in lots of practical 
ways, some of which are listed in this 
newsletter. How do we afford it?  It’s 
entirely due to the goodwill of all the 
unsung heroines and heroes raising 

money for our charity in their free 
time, year in, year out. The Government 
gives us nothing. Heroines like Erin 
Allan who raised over £2000 by having 
her head shaved to support her dying 
friend. “If she has to lose her hair then 
so will I,” she said. Erin is seventeen. 

After his resignation Mr. Newmark 
reflected: “On the surface, I have 
achieved everything I wanted to 
achieve. All those achievements for 
some reason didn’t make me feel 
happy inside.” Can I make a suggestion? 
Perhaps he might like to raise some 
money for charity by making as big a 
personal sacrifice as Erin did. Or he 
could use what political influence he 
has left to campaign for better care 
in the community, a fairer division 
of resources, more help for people 
struggling with this dreadful disease. 
Wouldn’t that be something! 
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Last May seventy three people 
affected either directly or 
indirectly by a brain tumour met 
up at Bair Drummond Safari Park 
for a special day out in glorious 
sunshine. The aim was simple – to 
have fun! Participants came from 
all over Scotland - Grampian, 
Strathclyde, Lothian, Fife and 
the Borders. Everyone, including 
all the Brain Tumour Action 
team, had either suffered a brain 
tumour or helped care for a close 
family member with the disease.

Enjoying the Sunshine

The Safari Park staffers were absolutely 
wonderful - nothing was too much 
trouble for them. They provided us with 
a wheelchair-accessible marquee, picnic 
tables, cordoned-off parking area and 
delicious picnic lunch. 

Brain Tumour Action brought along 
games such as an outsize Connect Four, 
arts and crafts activities and several extra 
volunteers to help out. The design-your-
own wild animal masks were a great hit 
- see photo! 

Many thanks to Beth Wales, Lead Child 
and Family Support Coordinator at the 
Child Brain Injury Trust, whose invaluable 
advice made the organisation much easier. 
Gus Ironside, Operations Manager for 
The Brain Tumour Charity in Scotland, gave 
his enthusiastic support throughout. We 
are most grateful to them for co-financing 
this event.

One of the participants sent us this 
account:

How lucky we were to be blessed with 
such a beautiful day (especially in Scotland)  
for our visit the Safari Park  and what a 
great day it was! Whether exploring the 
park, going on the rides, feeding and petting 
the animals, having a kick about or taking 
part in the array of arts and crafts set up 
in the tent, everybody was kept busy. By 
lunch time the kids (I include myself in this 
category at 17 years old) were starving so 
we had a minute in the shade to escape 
the blazing Scottish sun on our peely wally 
skin whilst munching on sandwiches and 
mars bars and fizzy juice and all things 
sweet and sugary.  As you can imagine, this 
time out did not last very long. Lunch time 

was over, our sugar reserves were well 
and truly stocked up and we were ready 
to begin again. Warming up with a game of 
giant Connect Four and a contest of Beat 
the Goalie, we were off again to see what 
else we could find: a quick peddle on the 
pond in our pedalos and a longggggg but 
worthwhile wait for a ride on the amazing 
boat adventure around Chimp Island. With 
no shortage of things to do and the bliss 
of having the Brain Tumour Action 
tent to relax in between activities, this day 
was a true success. It was wonderful to see 
so many different age groups of people, all 
associated with brain tumours, having such 
a fun and eventful day and it was a pleasure 
to be part of it!

Eilidh 

A Great Day Out

Facebook 
Page 
Please visit our 
Facebook Page 
where we post 
updates on fundraising campaigns, 
new research, family events and 
more. The greater awareness we 
can raise, the more people we can 
support, so if you have a moment, 
next time you’re scrolling through 
your Newsfeed - pop over to Brain 
Tumour Action and give us a ‘Like’ at 
facebook.com/BrainTumourAction. 
See you there! 

Look What 
We Made!

Catching up with 
old friends

A great day out
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The case of Ashya King, the little 
boy reportedly suffering from a 
medulloblastoma, has received 
widespread coverage in recent months. 
His medical team in Southampton did 
not recommend him for proton beam 
therapy abroad. However his parents 
disagreed and took him to the Czech 
Republic to procure it. Subsequently the 
NHS agreed to pay. 

It is of note that the American Brain 
Tumor Association lists medulloblastoma, 
along with various other paediatric brain 
tumours, as being suitable for proton 
beam therapy. The National Cancer 
Institute states on its website under 
medulloblastoma: “ The use of proton-
beam therapy to reduce toxicity is under 
investigation.” So why was Ashya not 

They came, they played, they even suffered ice bucket 
challenges. Two tennis coaches decided to settle a drunken 
bet on who would win a best-of-three-sets singles match to 
raise money for Brain Tumour Action. Euan McGinn 
and Jonathan Pankhurst have been team-mates in their 
county side for years but when they started arguing one night 
in the pub there was only one way to settle it: McGinn v 
Panky - Judgement Day was born!

The pre-match build-up involved plenty of banter and 
predictions on Facebook and Twitter - with Wimbledon stars 
and North of Scotland County team-mates Jamie Murray and 
Colin Fleming helping stir things up. There was even a song 
recorded which can be heard at https://www.youtube.com/
watch?v=q42zvBanJLo

On the great day more than 200 people turned up at 
Giffnock Tennis Club, Glasgow, to watch these heroic guys 
settle their argument.

Colin Fleming’s brother Michael umpired the match and both 
players had an on-court coach to offer pearls of wisdom - 
McGinn picking former county captain Ian Conway and Panky 
choosing former Scotland international Owen Hadden.

In the end, youth had its day when the 35-year-old Pankhurst 
came from set point down in the first set to beat 42-year-old 
McGinn 7-5, 6-2 in an entertaining match.

But the fun didn’t end with a handshake at the net - both 
players received a trophy  from Caleb Duffy, 10, who has been 

battling a brain tumour for several years.

Then it was on to the ice bucket challenges - both players 
and on-court coaches gritting their teeth to prise a few extra 
quid from the crowd.

As well as a Just Giving page in the weeks leading up to the 
match, a raffle was also held on the day and the tennis club 
made a generous donation from the proceeds of a barbecue 
and various drinks promotions. As with all these things, a 
huge debt of gratitude is owed to a lot of people for helping 
turn a daft, drunken argument into a great day out. Massive 
thanks to Giffnock Tennis, Squash and Hockey Club, to all 
the staff, those who generously contributed raffle prizes and 
to the coaches and umpire. Thanks to every single spectator 
who came and to all those who donated money. The total 
raised was £1903.75p. Most of all thanks to the two heroes 
of the day, Euan McGinn and Jonathan Pankhurst. No idea 
what you were thinking when you agreed to do this but 
everyone’s glad you did! Congratulations.        
 Jonathan Russell.

considered a potential candidate? The 
answer may have something to with 
expense.

The problem with proton beam 
accelerators is that they cost over 
£100 million each and are supremely 
difficult to install. This may explain why 
there is only one facility in England and 
only forty-four centres overseas. In fact 
proton beam therapy, although it is more 
targeted than conventional radiotherapy, 
does less damage to surrounding tissue 
and has fewer side effects, accounts for 
just one per cent of global radiation 
therapy worldwide. Put simply, it costs 
too much. 

 Now a new company, Advanced 
Oncotherapy, plans to introduce the first 
commercial Linear Accelerator for Image 

Guided Hadron Therapy, an alternative 
proton beam machine, into the USA in 
2016. This technology was developed by 
Adam, a group created in 2007, then sold 
to Advanced Oncotherapy in 2013, to 
market medical breakthroughs coming 
out of the research into subatomic 
physics at Cern. Unlike existing cyclotron 
accelerators these new machines 
accelerate proton particles in a straight 
line, making them easier to manage. 
Advanced Oncotherapy’s proton beam 
accelerators are expected to cost much 
less than the older machines and will be 
significantly lighter and more compact. 
There is growing interest in acquiring 
them here in the UK. 

The NHS currently pays for a small 
number of children to go abroad for 
proton beam treatment but this is also 
very expensive. It is hoped that these 
new machines, if and when they are 
installed, will allow more children like 
Ashya to benefit from proton beam 
therapy in the UK. 

Proton Beam Therapy

Judgement Day! Every One 
a Winner
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Here is a selection of this year’s fantastic fundraisers, to all of whom we say a huge THANK 
YOU! Individuals, friends, families, teams, work colleagues, along with their generous 
supporters up and down the UK have been taking part in an amazing range of activities – see 
below! Their generosity inspires us to continue doing all we can to improve the lives of all 
those affected by a brain tumour.

Paula Mcevoy cycled from Glasgow 
to Edinburgh. She told us why.

“Sean was born in 2002 and was 
immediately diagnosed with albinism.  
He seemed happy and healthy until 
December 2005 when he took ill 
suddenly and was diagnosed with a 
brain tumour. He was only three years 

Martin Healey ran in the 
Edinburgh Half Marathon in 
memory of his Dad. 

Before it he wrote: “I’m taking part in 
the Edinburgh Half Marathon on the 6th 
Sept at the age of 57 the same age as my 
Dad died back in 1982.” 
And afterwards: “Thank you for the 
email. It was worth the agony in aid of 
an illness very close to my family.”

old.  He underwent an operation to 
remove some of the tumour and then 
went on to have almost two years 
of chemotherapy which resulted in a 
reduction in size of the tumour.  Since 
then he has had regular scans and checks 
to ensure there are no changes and 
fortunately the tumour has remained 
‘stable’.  Sean has some vision difficulties 
(he’s registered blind) and uses a 
white stick or a guide to get around in 
unfamiliar places.  He has not let the 
challenges of his albinism or his other 
heath issues hold him back and is doing 
really well in school (he uses braille 
and large print) and has just started 
secondary school which he loves.  He 
had his 12th birthday in September 
this year.  He plays guitar really well, 
adores anything to do with music and 
loves spending time with friends, family 
(particularly older sister Sianhan) and 

Laura, Deeds, Colly and Sarah, The Inglorious Bitches, took on the Tough Mudder, 
London South, and lived to tell the tale! Before the event they wrote:

For anyone that knows us, we’re not your average Tough Mudder participants......

However, we’re 
always game and 
up for a challenge 
(plus, Deeds talked 
us into it), so on 
October 25th 
we’re facing the 12 
mile assault course 
head on and going 
to raise money 
for a charity close 
to home, Brain 
Tumour Action.

Our team name is 
Inglorious Bitches. 
God help us.

dog (Paddy).  He is an amazing child 
who has inspired so many people with 
his achievements despite all he has been 
through and we are all very proud of him.”  

Fantastic Fundraisers

The Indomitable ‘Inglorious Bitches’

Sharing 
a Joke 
at The 

The end in 
sight!

Sean’s got rhythm!

Ready to Ride
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The Stone Roses Fans’ Page Team, 
Richard, Stephen, Mark, Glynn, Nick 
and Katie  raised money for Brain 
Tumour Action and The Alfie 
Lund Fund, for children with Mecp2 
duplication, by holding a massively 
successful gig in Manchester. Katie 
wrote: we would like to thank our 
families and friends for their support and 
assistance, everyone on The Stone Roses 
Fans’ Page for their contribution to the 

page success, to everyone who bought 
a ticket, the bands and artists for their 
patience and great performances, to 
James and his hard-working team 
of staff at Manchester Metropolitan 
Students Union, to Rita Corneille 
and her team at A Little Red Original, 
to Colin Hodgins for designing the 
posters and to Ian Tilton for his 
continuing support. If we missed 
anyone out we thank you too.

More wonderful fundraisers

The Buff Mudders
The Indomitable ‘Inglorious Bitches’

The Stone Roses Fans’ Page Team

Stacey Reid and her seven-
strong team of ‘Buff Mudders’ 
from Uxbridge raised an 
amazing £6360 doing the 
Tough Mudders West London 
challenge in April. They also 
hosted a fundraising event 
of live entertainment from 
StaceySings, DJs, a raffle with 
designer clothing, beauty 
treatments and an evening 
DJ package worth £1,370 at 
Uxbridge Golf Club to raise 
more money. Stacey said: 
“One of the team member’s Mum has unfortunately been diagnosed with a brain 
tumour and we all wanted to pick a charity where our money will really make a 
difference with support, counselling, education and research.”  

Robert and Ton from The Men’s 
Hash did the Mongol Rally from 
London to Ulan Bator and raised 
3862 euros. Thank you so much!

Last December Andrew Conlon, aged 
five, completed the Santa Dash in 
Glasgow with his Dad, Michael. They 
made a donation to Brain Tumour 
Action and we presented Andrew with 
a special Certificate to mark his brilliant 
achievement. It was too late to include his 
photo in last year’s KITE so we’ve put him 
in this year’s. Andrew ranks as one of our 
youngest fundraisers ever. A huge thank 
you to him and his family.

Look what Andrew did!

Andrew Conlon with 
his Dad, Michael, and 
BTA Certificate 

Doing the Mongol Rally

Stone Roses Gig
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Brain Tumour Action’s support 
group has been meeting regularly in the 
friendly atmosphere of The Maggie’s 
Centre where a warm welcome and a 
cup of tea or coffee is always to hand. 

In November there was a session run 
by the Macmillan National Tailored 
Information Programme Manager for 
NHS Inform, Uzma Aslam. She wanted to 
canvass opinions about how the Inform 
website could be improved for people 
with brain tumours and their families. 
With everyone’s written consent the 
session was recorded. 

It made for some spirited, at times 
humorous exchange of views. Several 
people agreed that they only wanted 
to see positive information about their 
condition, some said they found it difficult 
to operate or read from a computer 
screen, still others had no access to a 
computer or couldn’t afford to run one 
anyway. 

Brain Tumour Action disburses 
grants from ring-fenced and other 
memorial funds usually set up for 
a specific purpose, for example 
research into a particular type of 
brain tumour.  

 The Leighanne Easton Fund was 
established in memory of an 
inspirational young woman who 
died in January of this year from a 
glioblastoma at the shockingly young 
age of twenty-six. Since then her family 
and many friends have been fund-
raising to heighten awareness of brain 
tumours in the young adult population. 

In children the incidence of this illness 
is second only to leukaemia; much less 
well known is the incidence among 
young adults where it is still the fourth 
commonest malignancy. Leighanne was 

determined to make a difference so 
as to spare other young adults from 
the delay and distress she suffered 
before receiving a correct diagnosis. 
Brain Tumour Action is 
currently in negotiation with the BMJ 
to develop an e-learning module for 
GPs in accordance with her and her 
family’s wishes.

Grants from a Memorial Fund which 
our charity also administers have 
been made to three of the Maggie’s 
Centres in Scotland - Edinburgh, 
Glasgow and Aberdeen for books 
relating to brain tumours and 
bookplates in memory of our former 
Patron, Rachel Squire.

Another ring-fenced fund has 
recently been created in memory of 
John Hopkins (see article on page 
8) to support research and nurse 
training at The Western General 
Hospital where he was treated.

Many found accessing information about 
benefits bewildering and frustrating. 
This led on to a further debate about 
the major problems of communicating 
with Assessment Officers who have no 
knowledge of their condition and who do 
not understand the challenges presented 
by impaired memory or cognitive 
processing. 

There was broad agreement on making 
all information as simple as possible with 
visual choices and not too many drop-
down menus. 

Watching such a lively group in action, 
helping to improve services for others 
while sharing their own experiences and 
offering each other such positive support 
is an absolute inspiration! 

Ring-fenced 
Funds.

Here for Each Other
Edinburgh and South East Scotland Support Group.

Leighanne Easton

Some of the Edinburgh 
Support Group
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Grampian Nurse Training Programme.

Here for Each Other

New Development - Magnetic Resonance (MR) Guided Focused 
Ultrasound in the Treatment of Brain Tumors (FUS-Tumor)
A group led by Dr. Fandino at the 
Kantonspital Aarau and based at the 
University Children’s Hospital, Zurich 
is currently recruiting adult participants 
into the first European Phase 1 Trial of 
Magnetic Resonance Guided Focussed 
Ultrasound to treat both primary and 
metastatic brain tumours. (ClinicalTrials.
gov Identifier: NCT01698437.) It is the 
only centre world-wide to treat primary 
malignant brain tumours in this way.

Over the past few years MR Guided 
Focused Ultrasound has been used for a 
number of other conditions, for instance 
uterine fibroids, but was until very recently 
considered too risky to apply to the brain. 

However it was recognised that if these 
risks could be overcome there would be 
major advantages to this type of treatment.  

MR Guided Focused Ultrasound is 
non-invasive, it can be performed on 
an outpatient basis and unlike with 
chemotherapy, brain cells cannot become 
resistant to it. Focused ultrasound has a 
rapid dosing drop off which means that the 
technology concentrates high levels of heat 
on a target site but does not spill over to 
nearby healthy tissue, thus it avoids causing 
ancillary damage as with conventional 
radiotherapy. 

“When they intersect, ultrasound waves 
have enough energy to destroy tumour 
cells, much like sun beams can be focused 
with a magnifying glass to burn a hole 
through a piece of paper,” explains Alan H. 
Matsumoto, M.D. Professor of Radiology 
at the University of Virginia, one of its 
leading exponents. “The technology is so 
precise that it can treat sites as small as a 
millimetre which is about half the size of a 
grain of rice.”

So far the Swiss Phase 1 Trial has had four 
recruits and has documented the safety of 
the procedure in the first patient to have 
been treated. 

The researchers report the case of a 
63-year-old patient presenting with a 
centrally located recurrent glioblastoma who 
was included in their ongoing clinical phase 
I study aimed at evaluating the feasibility 
and safety of transcranial MRgFUS for brain 
tumour ablation. Applying 25 high-power 
sonications under MR imaging guidance, 
partial tumour ablation was achieved 
without provoking neurological deficits or 
other adverse effects in the patient. This 
proves, for the first time, the feasibility 
of using transcranial MR-guided focused 
ultrasound to safely ablate substantial 
volumes of brain tumour tissue. ( The Journal 
of Therapeutic Ultrasound, 2014 2:17 )

I was fortunate to receive a grant from Brain Tumour Action  to develop a 
programme for ward nursing staff with an interest in neuro-oncology and the care 
and treatment of patient’s with brain tumours and their families.

Unfortunately Grampian and Highland were without a Neuro-Oncology 
Consultant in Aberdeen for over a year. However our colleagues in Scotland came 
to the rescue and an excellent service was provided initially by Dundee followed 
by Edinburgh. I know how difficult patients and relatives found it being away from 
home for treatment at such a demanding time. I must admit I struggled even with 
the great support I received from all the other centres in Scotland. However 
Brain Tumour Action  came to the rescue in the form of Vicky Bone, an SN 
working in the cancer unit in Aberdeen Royal Infirmary with previous neurosurgical 
experience and a real zest for improving the neuro-oncology service. The money 
allocated for the development programme was transferred to an account to pay for 
Vicky to work with me for two days a month.

We now have an excellent neuro-oncology consultant in Grampian, Dr Rafa 
Moleron and Dr Kay Kelly has returned to work in Highland. Vicky has returned to 
the cancer unit and is even more enthusiastic about neuro-oncology nursing.

There is money remaining and I have a waiting list of seven nurses from 
neurosurgery who wish to complete the training programme. Unfortunately ward 
staffing levels remain a problem but hopefully this will get off the ground in January. 

I would like to thank everyone at BTA for funding this project.

Margaret Ritchie
Macmillan Neuro Oncology Nurse 

Brain Tumour Action spoke to 
the patient’s sister and asked her for her 
opinion. She reported that the immediate 
effects were remarkable – her brother was 
alert, aware and communicative shortly 
after receiving the treatment, in marked 
contrast to his condition immediately 
beforehand. Moreover this improvement 
was maintained for almost six months 
afterwards, a rarity with recurrent 
glioblastoma. 

As this procedure becomes more widely 
deployed it may offer real hope to people 
with other types of brain tumours for 
whom surgery is not a safe option and for 
whom radiotherapy or chemotherapy is 
seldom curative.

Magnetic Resonance (MR) 
Guided Focused Ultrasound 
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Janice McClure, Patient Representative on 
our Committee, has been participating in the 
Neurosurgical Voices training programme led by 
the Neurological Alliance of Scotland.

There are now groups of Neurosurgical Voices 
established throughout Scotland, supported by 
their local MSN contact. Some of the groups have 
already met since the main training programme 
and many of the participants have had a tour 
of their local unit to better understand the 
different neurosurgical patient procedures.

MSN Neurosurgery has established four 
local Hubs comprising a lead consultant, 
MSN contact and multi-disciplinary 
neuroscience staff. Neurosurgical Voices will 
be involved in these Hubs to ensure that 
the perspective of those using neurosurgical 
services are incorporated into planning and 
improvement.

There will also be opportunities for 
national involvement with the MSN where 
Neurosurgical Voices may help with the 
design of projects, check that reports are 
‘patient-friendly’ and help decide priorities 
for improvement.

Neurosurgical Voices 
training programme 

He was one of the fittest people I knew: a walk leader 
with East Lothian Council Walking Group, a hill climber, 
he cycled a lot, did not smoke but enjoyed a glass 
of wine! The surgeon told me the morning after his 
operation that there was neither rhyme nor reason for 
John getting this tumour. Indeed, the Western General 
could not believe that he was not on any medication - 
the fittest person they had seen.

Until John’s illness I did not know a lot about the disease, 
nor did I know the work that the Western General 
Hospital did in respect of brain tumours. I applaud the 
wonderful bunch of surgeons, doctors and nurses they 
have there. They are worth their weight in gold and 
more! John had the best possible treatment. He never 
complained and just kept going until the end. We were all 
there with him – his three daughters – Audrey, Heather 
and Fiona and me.

 John loved life and he was a great joker! He was also 
a keen model railway enthusiast and had trains running 
around the back garden. Ours was the only front garden 
on Burnside to have vegetables growing - everyone used 
to admire them on the way past! 

His 69th birthday would have been on the 17 December 
2013 so I thought that it was fitting to run a fundraiser 
in aid of Brain Tumour Action  which has a long 
association with the Western General Hospital.

In my thoughts was a ceilidh because John loved ceilidh 
dancing. So I got the local radio station – East Coast 

FM involved and as it was raising money for a charity, the 
advertising was free. We even got some air time at the 
radio station to promote the event and the work of Brain 
Tumour Action .

We held the Ceilidh in Haddington. ‘The Clappy Doo’ were  
our amazing band. With a ‘bring your own supper’ and 
excellent bar on the night we had a wonderful evening with 
games and raffles, as well as all the dancing, of course and we 
managed to raise £2,052.

It was an emotional night but if John had been there he would 
have loved it. People are still asking when we’re going to have 
the next one!             

Irene Hopkins.

Remembering John Hopkins

John Loved Life

My husband John was born on the 17 December 1944 and he died of a Grade 4 
Glioblastoma brain tumour at the Western General Hospital on the 4 September 2013.  
He was only 68.

Our Work continues, as it 
has always done, to provide 
ongoing, free services:  
information booklets, 
both in electronic and 
paper format, a telephone 
help line, grants for nurse 
training, massage and 
aromatherapy sessions 
as well as our monthly 
Support Group – see page 
6. All our work is voluntary. 
No-one from the charity 
is paid a salary and we 
rely completely on the 
generosity of our supporters 
and fundraisers to continue 
with what we do. 
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Our son, Gareth was diagnosed with 
Desmoplastic Infantile Ganglioglioma 
(DIG), a very rare, “benign” brain tumour, 
in May 1997 when he was just nine 
months old.

Due to a delay in diagnosis Gareth 
suffered right sided hemiplegia (paralysis 
of one side of the body) as the tumour, 
the size of an orange, pushed his brain to 
the side of his head. 

Over the years he has had behavioural 
issues and has a limited understanding 
of concepts like money, time, etc. He 
also has learning difficulties and other 
neuropsychological problems. In addition, 
he required an emergency shunt revision 
which, although successful, has left him 
with serious visual problems to the extent 
that he was eventually diagnosed with 
optic nerve damage and is now registered 
blind. 

People just don’t understand the range of 
issues we, his parents, have to deal with, 
day after day, week in, week out, year after 
year.

In the early years, we had very little 
support, partly because we thought we 
could handle things on our own but also 
because the tumour was so rare. Even 
today, DIG only accounts for under half of 
one percent of all children who present 
with a brain tumour worldwide and 
Gareth was the first child in the UK to be 
diagnosed with this tumour.

Over the last seventeen and a half years 
we have had a lot of help from parents 
and brain tumour organisations, first 
in the United States and then here 
in Scotland, specifically from Brain 
Tumour Action. We have also had 
tremendous help from the many doctors 
and nurses in multiple departments at 
the Royal Hospital for Sick Children in 
Edinburgh and from doctors, clinics and 
hospitals in Fife.

However, as he moves from Paediatric to 
Adult Care later this year we are very 

concerned about how Gareth and, up to 
a point, we ourselves will cope with the 
move. If it is anything like the Education 
Service then I suspect we are in for a 
rough ride. For example, although he had 
a huge amount of help and support from 
the Visually Impaired Service in Fife when 
he was at Buckhaven High School, as 
soon as he started at Elmwood College 

last year, all that support ended. Just like 
that! There is some help but it is nothing 
compared to what he had as a child in 
school. We sincerely hope that the same 
will not apply in the Health Services.

David Brandon, Gareth’s father.

Making the Move from 
Paediatric to Adult Services
Gareth’s father, David sent us this revealing account 
of the challenges he, his wife and son face on a daily 
basis.

An interesting career.
Gill Harris took up her post as Clinical 
Nurse Specialist for Neuro-oncology at the 
Western General Hospital in Edinburgh 
in January, 2014. However she has had a 
remarkably varied career. 
She kindly took time out 
one evening from her busy 
schedule to tell us a little 
about her interesting life. 

Gill said she knew she 
wanted to become a nurse 
while still a small child. Her 
paternal grandmother with 
whom she often stayed 
in the holidays was both 
the Matron of a Psychiatric 
Ward and an Augustinian 
nun. This dedication made a 
powerful impression on her. 

Nevertheless after leaving 
school at seventeen her first career 
was with the Civil Service and she only 
decided to pursue her real interest, 
nursing, in her mid-thirties after a serious 
illness allowed her time to reappraise 
her life and the direction in which she 
was going.

During her nursing training she 
studied subarachnoid haemorrhage, an 
uncommon type of stroke, and this led 
to an abiding interest in neurological 
nursing although it was one that was 
not to be realised for some time. 
For thirteen years she worked in 
Intensive Care at Raigmore Hospital in 
Inverness. At the same time she was 
also volunteering for the Territorial 
Army’s 205 Field Hospital where she 
completed three spells of duty, one in 

Oman and two in Iraq.

After moving to Edinburgh to care for 
her mother in 2002 Gill accepted a 
post in The Intensive Care Neuro Unit 

at The Western General 
in 2005. She became 
increasingly interested 
in the management of 
glioblastoma multiforme 
and was involved in Phase 
1 clinical trials from 2011 
while studying for a PhD 
in the Advanced Care 
Directive for this type of 
brain tumour. However 
after funding restrictions for 
postgraduate training came 
into effect she was obliged 
to set this work aside. 

She says that top of her bucket list is a 
desire to complete her PhD, to improve 
service provision for all brain tumour 
patients, both high and low-grade, and to 
“feel she has made a difference”. Asked 
how she copes with the enormous 
stress and emotional demands of her 
work she smiles and says “Well, I’ve 
always enjoyed a challenge.”  Like many 
Health Care Professionals she has also 
learned the vital skill of switching off 
when not at work. She enjoys long walks 
with her Cockapoo, cycling around 
Scotland and visiting art exhibitions 
although she wryly admits that she 
“doesn’t have much spare time at the 
moment”.

She may not yet have completed her 
PhD but she has certainly made that 
difference.

Gareth, 
School 
Prefect
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Many people have raised funds for Brain 
Tumour Action this year. Some 
have created justgiving pages where 
family, friends and colleagues have made 
donations, others have sent gifts directly 
to us. Some have asked for their donations 
to be included in ring-fenced funds, others 
have supported the charity directly. A few 
have chosen to remain anonymous. To each 
and every one of you – thank you so much. 
Your generosity is an absolute inspiration.

Samuel English, Paige Dennis, Katherine 
Irvine, Fiona McOwan, Madeleine 
Wiltshire, Serena Bradley, Martin Healey, 
Jonathan Russell, Riley England, Odette 
McCullouch, Robert and Ton, Erin Allan, 
John and Melody Peters, M N Malcolm, 
Claire Comrie, Mrs. Jane Roger, Nicola 
McLaughlin, Craig Sandle, Mirren Rattray, 
Kevin Watt, C G Scott, J and A Green, 
J.P.Dickson, M V Fox, Tabitha Steemson, 
Kat Wilson, Mrs. S.M Peat, R.A.Kennedy, 

G Catnach, J and N Gilfillan, Paula Mcevoy, 
Mrs. S.I Bradbrook, G.J and A.A Leek, 
Redcliffe Training, W A Deacon, Funeral 
Services, Craig and Beverly Ltd., St. 
Patrick’s School, The Buff Mudders, Ward 
209, RIE, Spreadex, Dubai Caledonian 
Society, Airts Burns Club, Thomson Airlines, 
The Inglorious Bitches, Mainetti Jedburgh, 
Currie Post Office, Give a Car, Ltd. and the 
Stone Roses Fan Club. 

Thank you to our friend and fundraiser, 
Nicola McLaughlin, who wrote:

 “I am doing some more fundraising 
this year - we want to raise our total 
amount to £5000 as this will be my 5th 
anniversary since having the tumour 
removed.  I am doing the 5 x 50 
challenge where I have to walk, run or 
cycle 5k every day for 50 days starting 
30th March.”     

Wonderful news!

Special thanks:

We would also like to thank Kim McAuley 
and her colleagues in the Air Crew at 
Glasgow Airport who successfully bid for 
Brain Tumour Action to be chosen 
by Thomson’s Airlines as one of their 
charity recipients for 2014. Kim’s husband, 
William, died from a malignant brain 
tumour earlier this year. Their appeal has 
raised over £14,500, a huge tribute to the 
commitment of both passengers and staff.   

For some families this was the first outing they 
had been able to have together for a long 
time. Sharing their enjoyment made our day!Feedback

Thank You So Much

Thank you to all who 
organised yesterday you 
should be very proud as 

it was a fantastic day.

It was a terrific day, thank you so much.   
I met lots of lovely people too.

It was good to meet new 
people in a similar situation 
and the kids loved the Safari 

Park.

Thank you for a lovely day out. 
Lunch was much appreciated, the 
sandwiches were soft and a good 

variety.

As a family we would just like to 
express our appreciation once 
again for a  wonderful day that 

you provided for us. Abigail had an 
absolute ball, she can’t wait to tell all 

her friends at school.

From start to finish it was really good and 
very well organised and the lunches were 
lovely, as were all the volunteers and the 
helper who was making masks with the 

kids was really nice too.

I’d like to pass on thanks on 
behalf of Laura, John and 

Aiden. They all had a fab day, 
especially Aiden, he’s still 

telling me about the animals.

I did enjoy 
myself very 

much.

I just wanted to say a BIG Thank 
you from all of us - we have had a 

really fab time and I really hope you 
understand how magical today has 
been for us. Thanks for all that you 

have done and continue to do

Had a very enjoyable day, 
weather was fantastic 
– don’t know how you 

arranged that!

Awesome.....really fun!

Abigail had a ball!

The Glasgow Air Crew


