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The next AGM of Brain Tumour 
Action will take place on Tuesday 18th. 
June at 6.30 pm at The Quaker Meeting 
House, 7 Victoria Terrace, Edinburgh 
EH1 2JL. We welcome new members 
to join our friendly charity, a wholly 
voluntary organisation where everyone’s 
contribution counts. If you have an 
interest in PR, fundraising, administration, 
IT development, public speaking, 
campaigning or project management 
please get in touch.

Application forms for membership may 
be obtained by emailing: administrator@
braintumouraction.org.uk or by phone on 
0131 466 3116.

Please leave your name and postal 
address. We look forward to meeting you.

Winter 2019
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Brain Tumour Action

Welcome to the twenty-fifth 
Anniversary Edition of KITE, 
with best wishes from

25, Ann Street, Edinburgh EH4 1PL.  Telephone: 0131 466 3116

Annual 
General 
Meeting – 
Please come 
and join us

Brain Tumour Action 
celebrated its 25th. anniversary 
in May 2018. It is the oldest brain 
tumour charity in the UK. A great 
deal has been achieved since Robin 
Grant, Consultant Neurologist 
and Moira Thompson, Meningioma 
Survivor, founded the charity in 
1993 and many, many people have 
received help since then. Our 
booklets are in demand across 
the UK, the Support Group, also 
the oldest of its kind, continues to 
flourish, requests for advice and a 
listening ear are answered promptly, 
research and training projects 
are funded every year and all this 
is achieved by a small group of 
committed individuals who know 
what it is like to live, or care for 
someone with this life-changing 
disease. All of them give this service 
voluntarily. 

Their commitment was commended 
in a letter received from Frank 
Ross, Right Honourable Lord 
Provost of the City of Edinburgh 
where the charity is based. He wrote: 

“On behalf of the Council I would like to congratulate your 
organisation on reaching this important milestone and to thank in 
particular the volunteers who give their services. This has enabled 
important work to be undertaken including the provision of support 
to people affected by brain tumours, along with their families and 
carers. My congratulations to your staff and volunteers who tirelessly 
give their time to supporting further developments to improve future 
treatment of brain cancer.” 

Celebrating our 25th. anniversary
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At Brain Tumour Action we provide a wide range of free 
services. Information booklets, available electronically on our 
website and in paper format, a telephone help line monitored 
by our trained Counsellor, small grants for professional 
training, larger grants for clinical research and development, 
management of ring-fenced funds for specific projects and the 
monthly Edinburgh and South East Scotland Support Group, 
are only some of them.

We also campaign for better provision at Scottish Government 
level through the Cross Party Group on Cancer, through 
the Scottish Cancer Coalition and the Health and Social 
Care Alliance Scotland – ALLIANCE, and we liaise with 
other brain tumour charities in the UK to improve services. 
We are members of the Scottish Adult Neuro Oncology 
Network (SANON) and the Managed Service Network for 
Neurosurgery.

No-one from the charity is paid and we therefore rely 
completely on the generosity of our supporters and 
fundraisers to continue with this level of support.

Please visit our Facebook Page or website - www.
braintumouraction.org.uk where we post 
updates on our campaigns, new research, family 
days out, fundraising and more. You can help 
Brain Tumour Action by giving us a ‘Like’ 
at facebook.com/BrainTumourAction. 

Thank you so much! 

In May Brain Tumour Action celebrated its 25th. 
anniversary with a traditional ceilidh in true Scottish style. 
Members and supporters, including three former Chairs of 
the charity, got together for an evening of delicious food 
and drink, energetic reels and excellent craik. 

We were delighted to receive 
a Highly Commended 
Award from the British 
Medical Association for our re-
issued booklet, Brain Tumours 
and Epilepsy, produced in 
association with the Scottish 
Adult Neuro-Oncology 
Network (SANON). Particular 
thanks are due to Gill Harris 
and Yvonne Leavy for their 
detailed revisions and to Robin 
Grant for his guidance . 

Two BTA committee 
members visited the august 
premises of the BMA in 
Tavistock Square, London for 
the Awards Presentation along 
with representatives from 

Our Work Celebratory Ceilidh

British Medical Association Patient 
Information Awards 2018

over 100 other organisations 
similarly honoured. 

The greater awareness we can raise, the 
more people we can help.

The Norloch Ceilidh Band who have played for BTA 
events before were in fine form and introduced us to 
one or two new dances to test our mettle along with 

Here is what they said:  “This 
resource aims to provide easy-
to-read answers to questions 
people with a brain tumour 
may have about epilepsy as 
well as more specific advice 

about medications, seizure 
management and self-help 
strategies. The intended 
audience are adults with a 
brain tumour and their carers. 
It has been designed to give 
information while avoiding 
more complex or negative 
aspects that can be associated 
with this challenging condition. 

This is excellent, pitched at 
exactly the right level to tell 
patients and their relatives 
what they need to know. 
Patients and relatives will 
often be shocked at point of 
diagnosis and need a paper 
booklet handed to them to 
read once they’re home, not 

some app or online website 
link info when they’re reeling 
from diagnosis. It is spot on for 
the layperson.”

old favourites like The 
Dashing White Sergeant 
and Gay Gordons. 
Many thanks to all who 
contributed and to The 
Sicilian Pastry Shop for 
their delicious cream 
cake, generously donated 
by our current Chair, 
Irene Hopkins.

Highly Commended

In London with our 
award-winning booklet

The Military Two-Step

Strip the Willow
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Blair Drummond Safari Park
Our Family Day was enjoyed by all who 
came along although this year, unfortunately, 
there were several last-minute cancellations 
due to ill-health. 

Reflections on the UK’s first Paediatric  
Brain Tumour Symposium December 2018, Nottingham

I’ve never been to Nottingham – but then, 
there are lots of things in life I hadn’t 
thought I’d do. Your life changes in so 
many ways when your child is diagnosed 
with a brain tumour.

In February 2015 our son Nic, then aged 
17, asked me if he could see the optician 
since something wasn’t quite right with 
his vision. We were working in China 
at the time. Within three days we were 
talking with a group of mostly Mandarin 
speaking neuro-surgeons who told us our 
son had a brain tumour.

There started a most difficult two-year 
journey as Nic had to undergo significant 
medical treatment, first for the mixed 
germ-cell tumour in his brain, and then 
for the relapse to his spine. That full story 
is for another day, but I wanted to set the 
context for my first trip to Nottingham 
– it was important for me to be at the 
first paediatric brain tumour symposium 
since I continue to actively research what 

more can be done for families facing this 
disease.

I wasn’t sure that I could cope with 
attending the event – despite more than 
two years following Nic’s treatment I still 
struggled with many things. Nonetheless, 
I wanted to fulfil his wish to help others, 
to see what we could do to support 
them. Here we would like to share with 
you how much the Brain Tumour 
Action charity has helped us – mostly 
in the person of Lynne Barty (she will not 
like me saying this, but her considerable 
expertise and guidance and support has 
been, and continues to be invaluable). My 
first phone call after that initial MRI was 
to BTA – and Lynne was on the end of 
the phone, and over two very hard years, 
she is still there on the phone, and on 
email, always there…

Anyway, back to Nottingham (it’s a 
surprisingly long journey from Scotland), 
where I had been invited by Khadijha 

Sundus, Support Specialist of Brainstrust 
to share my experience as a parent. Our 
son Nic encouraged me to share his story 
(always the brave, generous soul that he 
is) and so off I went. Here are some of 
my reflections from the first event of this 
type that I have attended.

The usual mix of games, crafts, cake and 
picnic lunches were on offer, along with 
Douglas Cameron, an outrageous magician 
who kept everyone laughing and guessing. 

These, added to the huge range of 
attractions Blair Drummond has to offer 
made for a great day out. Children and 
volunteers enjoyed each other’s company 
while the adults were able to share 

Nic today

continued on next page

experiences and make some new friends. Best of all the 
sun finally agreed to shine and the kids could play outside.

Nothing was what  
it seemed...

Volunteers enjoying themselves

 Fun in the Sun

Getting crafty

Look what I made!
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The day-long programme comprised 
a broad spectrum of topics aimed at 
patients, caregivers and healthcare 
professionals, for example:

• The drug delivery challenge in 
paediatric brain tumours

• The convection enhanced delivery 
approach

• Treating brain tumours with electric 
field therapy

• Research using polymers to deliver 
drugs to brain tumours

• Taking patient views into account 
during treatment and care

• Transitioning between paediatric/ 
teen/ young adult services Impact on 
education

With such diversity I can only reflect on 
some of the things that resonated for 
me. It was a distinct pleasure to meet the 
chair of the event, Will Jones (Brainstrust), 
son of Helen Bulbeck and brother 
of Megan Hill, diagnosed with a brain 
tumour in 2004. Helen and Megan both 
helped us throughout Nic’s treatment. 

David Walker (Professor of Paediatric 
Oncology, University of Nottingham) 
was animated, accessible and engaged. 
Speaking with him left me with hope that 
the quest for excellence in this difficult 
field continues with a vigour and passion. 
His team pursues diverse streams of 
research, all aimed at finding better ways 
to help our kids, to give families the hope 
that something more can be done and to 
improve outcomes.

Stuart Smith talked about developments 
in the field of neurosurgery and also 
about electrical field therapy – both 
topics of interest to me. It seems that, 
whilst things are progressing, there is so 
much more to be done. “There are more 
ideas than can be tested,” was one of the 
responses during Questions and Answers. 
This led on to a discussion about the 
£40 million annually that the government 
has now committed to brain tumour 
research, largely as a result of Tessa 
Jowell’s lobbying. The consensus seemed 
to be that, while this was welcomed, there 
were ongoing issues of prioritisation – 
and this group obviously wanted more 
focus on paediatric brain tumours.

The Edinburgh and South East 
Scotland Support Group also held 
a party to celebrate our 25th. 
anniversary at which Dr. Eppie 
McClelland, the charity’s first 
Chairperson, gave an impromptu 
speech. 

Support 
Group News

Eppie 
McClelland

Alice McGregor provided her 
characteristic, warm hospitality 
while Lydia Curran made one of her 
magnificent cakes, complete with the 
charity logo. 

Guests included Dr. Robin Grant 
who is the co-founder of the charity, 
several former committee members, 
and staff from the Western General 
Hospital and Maggie’s who have 
all continued to give their unfailing 
support to Brain Tumour 
Action over the years.  Molly was 
her usual charming self - now in 
her elevated role as a registered 
Therapet! 

 The presentations on education and 
support and ‘transitioning’ (to adult 
care) left me wanting more – things 
were happening, but appeared somewhat 
anecdotal and case-specific; I didn’t hear 
a lot about the Scottish experience, but 
then this was in Nottingham and we 
only had one day for all of these topics. 
Our own family experience reveals the 
importance of having a key team of 
supporters – at school, at the hospital as 
well as various other resources you know 
you can draw upon. 

Then came my own presentation which 
I think was well received; a number of 
families including Make William Well’s 
Dad, Stephen Frost,  and various agency 
representatives came up to me after 
the talk seeking more information. My 
main aim was two-fold – to share Nic’s 
experience and to identify possible areas 
where families could help in practical 
ways, mostly linked with nutrition and 
health, where I feel we are left bereft of 
meaningful support and guidance (the 
NHS leaflets are inadequate and I’ve only 
found one truly helpful NHS dietician; 
most are constrained by NHS guidelines). 

Throughout Nic’s two years of harsh 
medical treatment I researched possible 
‘best practice’ on his brain tumour type, 
including what we could do to help him 
sustain and recover his health. I was 
struck by the “noise” in this field – so 
much cancer-related propaganda and 
conflicting ideas, often conflict-of-interest 
infused and thus suspect, misinformation. 
Working with families whose children 
have a similar type of tumour and with 
peer-reviewed researchers in the health 
field, I tried to identify what things we 
could do to support Nic. This led to 
a focus on nutrition and supplements 
and various health tests, a quest that 
continues today. My own view is that 
much more can be done to provide 
meaningful guidance to families in their 
day-to-day support for their child facing 
a brain tumour, especially during and post-
treatment. I continue to research this and 
hope to be able to share my findings with 
you – “Nic’s Notes for families” -watch 
this space! Nottingham is now a special 
place for me  where I met so many good 
people working so hard to help our kids 
with brain tumours; it helps.

With warmest thanks to Brain 
Tumour Action.

Patricia Wouters, mother of Nic.

continued from previous page

Molly posed dutifully for the camera

Lydia’s amazing cake
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Fabulous Fundraisers

Amy and her friends ran the Edinburgh Relay Marathon

Sheena and Fiona did a sponsored slim

Sheena Motion decided to do a sponsored 
slim for Brain Tumour Action, after 
her son Steven was diagnosed with a brain 
tumour. 

She and her daughter Fiona hoped to lose 
70lbs – five stone – between them while setting 
themselves a fundraising target of £300.

Not only did they do brilliantly on their diet 
– they have so far lost 135lbs - but they also 
smashed their fundraising goal, with friends 
and family donating generously to the cause. 

They were also given a massive boost after 
Fiona’s husband, Richard, nominated BTA to 

benefit from his work’s Christmas raffle.

Offshore oil drilling company Transocean 
donated £1,000 towards their fundraiser so 
altogether it was a fantastic achievement.

Sheena said: “My daughter and I decided at 
Christmas we would try and do something 
for the charity because of the way Steven has 
coped with his treatment. “We wanted to give 
something back.”

BTA were delighted to meet her in person 
and to thank her for the family’s donation. We 
would also like to thank Transocean for so 
generously adding their support.

Hannele Korhonen 
cut her hair - 
Goldilocks-to-no-
more-locks - and 
donated it to The Little 
Princess Trust to make 
children’s wigs. She also 
did it to raise funds for 
BTA. She was doing 
this in memory of 
Charlie Dawson who 
died of a brain tumour 
in 2016. Thank you 
for such a wonderful 
gesture, Hannele. We 
really appreciate it. 

Hannele 
gave away 

her beautiful 
hair

Derek Dalgleish held his 65th. 
birthday party in November. 
He wrote: “I am having a 
celebration on 24 November. I 
have requested no presents but 
instead am asking for donations 
to BTA. My wife died from a 
brain tumour 18 years ago in the 
Western General Edinburgh.” 
We were touched that Derek, 
who has been a supporter of 
our charity for many, many years 
should choose to raise funds for 
us in this way. Thank you so much 
– and we really liked the T-shirt!

Frances Bullick
Elana Allan                                  
Don Stubbings
Currie Post Office
Carol McCrossan
Pennies Distribution
Gibson’s of Haddington
Nicola McLaughlin

Irene Hopkins
easyfundraising
Mr. and Mrs. F Morrison
Fiona McOwan
Tabitha Steemson
Stuart and Roma Crampin
Wardie Village Church
Mr and Mrs Jones

Bree Goodbrand
Alison Ford
Allana Laidlaw
Stephanie Small
Tammy Hunter
Lauryn MacGregor
Ashlea Lamb
John Motion

Dionne Alexander
Valerie-Ann Gill
Sarah O’Reilly
Gillian Gauld
Fiona Macpherson
Joe Mearns
Daniel Benson
David Hilliard

Lewis McKenzie
Karyn Porteous
Lisa McIntyre
Anne Cameron

Donations have also been made by individuals and through businesses and other organisations, just giving and easyfundraising, some people 
choosing to remain anonymous and others sending messages of encouragement. Thank you so much to you all from Brain Tumour Action.  
Your generosity makes it all worthwhile.

Aidan Gilroy ran the 
Scottish Half-Marathon 
in September – 
congratulations! (He 
also modelled our new 
green T-shirt while 
he was at it.) Many 
thanks for making 
this tremendous 
commitment, including 
all the hours of training 
that led up to it, and 
for your generous 
compliment: “It is an 
honour to run for 
BTA.” 

The Scottish 
Half-Marathon - 
during the race

It”.”  Thank you, Amy, for putting into words what so many of us 
feel and thank you to the whole team for such an outstanding 
result. 

Amy Cameron – 
Star Fundraiser

Amy and three friends ran the Edinburgh Relay Marathon in 
May and raised nearly £3000 for BTA. She wrote: “You may or 
may not know I lost my Dad in June 2016 to a brain tumour, 
something I still can’t believe happened to him. When he was 
first diagnosed he said to me “I’ll beat this pal, I’ll beat it” - this 
still makes me cry to this day. Why didn’t he beat it? Why didn’t 
the tumour go away? Why is he not here today? These are 
answers many of us along with myself all want to know and for 
that reason this is why I’m running for this charity to get more 
funding for the research into why this happens, and hopefully one 
day a cure for this horrible disease so that someone can “Beat 
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Brain Tumour Action has 
generously supported a research 
technician and experiment costs 
with the result that over the last six 
months work on this project has 
moved forward significantly. Most 
of the cell lines under investigation 
have been growing very well and 
therefore substantial progress 
has been made. A medical student joined our team between 
September and December 2018 which increased our research 
capacity and also helped us raise awareness of brain tumours 
and cannabidiol research amongst clinicians of the future.

The experiments are being conducted on cells with a lineage 
from paediatric high grade glioma or paediatric ependymoma. 
These are the most robust cells in culture and have a faster 
growth rate, therefore enabling more experiments to be 
performed on them per week. For each experiment to be valid 
we have to perform it a minimum of three times (optimisation 
experiments) and six times for experimental data. Importantly, 
we have been able to show that we can kill tumour cells with 
CBD whilst the astrocyte population remains unchanged. 
Professor Grundy is pleased with the results but adds a note of 
caution: “these results, though promising, are very preliminary 
and there are a range of increasingly complex studies that need 
to be conducted to assess whether cannabinoids may have a 
role in treating children’s brain tumours”.

We are now conducting a range of experiments to explore 
what happens to tumour cells when they are treated with 
CBD, and if the cells die, what it is that causes this to happen. 
Below is a summary of all of the different experiments being 
performed:

1.Metabolism Assays 
Metabolism assays are used to quantitatively measure the 
effect of a drug on the proliferation of cells, i.e. how quickly the 
cells are growing and dividing. We have conducted a range of 
experiments so that we can extrapolate the concentration of 
the drug needed to achieve 50% cell death. The concentration 
of drug which causes 50% cell death (EC50) has been 
confirmed in the SF188, BxD-1425EPN and astrocytoma cells 
and this is then used for further experiments.

2. Western Blot
Western blots are used to detect specific proteins within cells. 
In our experiments the cells were cultured either alone, in 
the vehicle in which the drug was diluted, or in CBD. The cells 
were also cultured in the presence of two different control 
drugs, staurosporine (which initiates apoptosis) or chloroquine 

CANNABIDIOL RESEARCH PROJECT
The Children’s Brain Tumour Research Centre, Nottingham

In vitro evaluation of the effect of cannabidiol as an adjuvant therapy for paediatric brain 
tumours: Update December 2018.

(which initiates autophagy) as controls. We then monitored the 
cells and used Western blot analysis to identify which proteins 
were released during cell death. By understanding the clear 
mode of cell death we are able to begin to perceive how the 
different drugs cause the cells, or parts of the cell, to die. 

1. 3D spheroids 
3D spheroid culture is thought to better represent the growth 
of brain tumours in vivo. At the CBTRC we have developed 
a model for culturing cells in 3D which allows end point 
evaluation by immunohistochemistry (IHC), a technique usually 
reserved for tissue pieces. So far, we have grown the cells 
which have lineage as high grade glioma into 3D models as 
these cells rapidly divide and therefore can be used in many 
experiments at once. 3D evaluation has shown a significant 
difference between control cells grown in culture media only 
and those grown in CBD. We have prepared the spheroids in a 
way which means we can perform IHC at a later date to look 
for the markers of cell death (apoptosis and autophagy) and 
cell replication and also identify their specific locations within 
the 3D structure. 

2. Lactate dehydrogenase assay
Lactate dehydrogenase (LDH) is a soluble enzyme present in 
most cells which is released into the culture medium upon cell 
death due to damage of the plasma membrane. The breakdown 
of the membrane may be due either to necrosis, or in smaller 
amounts, apoptosis or autophagy. To date we have completed 
this assay on the SF188 cells, with the BXD-1425EPN cells 
expected to be completed by Christmas. 

Figure 1: Representative images of SF188 spheroids cultures 
for 5 days in vehicle only (A and B) and CBD at the EC50 of 
14.8µM (C and D) showing the decreased size of the spheroids 
after drug treatment.

A

C

A

D
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2. Hypoxic Chamber
It was an aim of the project to perform 
all of the experiments both in normoxic 
conditions and in hypoxic conditions. 
Cell culture is usually performed at 
a constant temperature (37°C), high 
humidity and 5% carbon dioxide for 
the optimum growth of the cells. 
However, this is not thought to be a 
very good comparison with what is 
occurring in a brain tumour where 
the cells, particularly towards the 
centre of the tumour, are undergoing 
a degree of hypoxia or lack of oxygen. 
We have recently been granted access 
to a hypoxic chamber which allows 

us to run experiments at 1% oxygen which more closely 
represents the oxygen levels within the core of a tumour. To 
use this chamber cells have to be grown in antibiotic media 
and they must be shown to be mycoplasma free. We are still 
experiencing some infection difficulties with the diffuse infantile 
pontine glioma (DIPG) cell lines and this is preventing us using 
the hypoxic chamber at present with those lines. We hope 
that by Christmas we will have these established, free from 
infection, and that experiments will be started on them in the 
New Year. We have now begun to explore the concentration 
of drug which causes 50% cell death on these cells in hypoxic 
conditions.

3. Future plans 
This year, preliminary experimental results were presented at 
BNOS 2018 and ISPNO 2018 in poster format. The first half 
of 2019 will be spent conducting further experiments and we 
intend to share our results internationally via publication and at 
international conferences in 2019 and 2020. 

We are discussing our preliminary results with colleagues at 
the University of Western Australia. They are also conducting 
cannabinoid research on paediatric brain tumours but 
using cells from Medulloblastoma tumours.  This is a great 
opportunity to compare results and also gain an understanding 
from a wider range of tumours and has the potential to be an 
exciting collaboration as the study progresses. 

On behalf of the research team, we would like to thank Brain 
Tumour Action and its supporters for making this study 
possible. We are excited about the results and the potential 
impact we can share with the scientific community later in 2019.

Figure 4 DAPI stained nuclei of SF188 cells

3. Immunofluorescence
Immunofluorescence is the detection of proteins using 
fluorescent markers. We aim to use the same antibodies 
that we have used in the Western blots to demonstrate by 
a second method the mode of cell death. Figure 4 shows a 
representative image of SF188 cells grown for 24 hours with 
the nuclei of the cells stained by DAPI to enable optimisation 
of cell numbers. This method ensures enough cells have been 
seeded to still be visible after any experimentation.

Figure 2: LDH assay demonstrating the increase in cell death 
when SF188 cells are incubated with different concentrations 
of CBD for 24 hours.  

1. RNA analysis – to examine the 
expression of genes
The two different groups of cells have been grown in the 
different concentrations of CBD, and a vehicle only solution. 
The cells have been prepared for RNA analysis. Gene 
expression analysis will be performed early in 2019 to see if 
growing the cells in CBD alters the expression of different 
genes.

Good News at Last
Last year we reported on our long campaign to establish 
paediatric neuro-oncology clinical nurse specialists in 
Scotland. This year’s exciting news is that the RHSC (Sick 
Kids) in Edinburgh has now appointed Rachel McAndrew 
and a job description and business case have been put 
forward for a similar post at The Royal Hospital for 
Children in Glasgow. Watch this space! 



8

David and Kathleen have, as they say, 
had a roller-coaster of a year. Together 
for forty years (they were high school 
friends in Philadelphia) David had taken 
early retirement and they had made the 
decision to settle in Scotland. He had just 
completed the renovation of a semi-
derelict station building, transforming it 
into a successful micro bar to promote 
locally-produced spirits and ales when one 
evening, out of the blue, he became ill. That 
was in March 2018. 

For someone who had spent his working 
life as a high-powered IT manager and 
consultant, used to working long hours, 
always on the go, this was definitely not 
part of the plan. 

The crippling headache, however did not 
disappear so he was transferred for a 
scan which showed he had had a bleed on 
the brain. This was thought to have been 
caused by a stroke and he was admitted 
to hospital for a period of observation 
and cognitive assessment. Then he was 
discharged. By April Kathleen noticed he 
had developed one-sided mouth and foot 
drop but the GP was satisfied that this was 
because of the “stroke” and dismissed the 
possibility of it being due to something 
else. She remained unconvinced.

By mid-May he was so ill that further scans 
had to be taken and these showed the 
presence of a large brain tumour which 
was surgically removed five days later.

Kathleen calls the month of June their 
“golden period” when David was “as 
good as before” and they could enjoy 

their precious retirement with family and 
friends. Sadly it was not to last. During a 
regimen of chemo and radiotherapy in July 
he became extremely ill and had to return 
to hospital, dehydrated and confused. His 
daughter, a special needs teacher, noticed 
twitching in one hand and eye which was 
diagnosed as being caused by focal seizures 
and he was prescribed anti-epileptic drugs. 
At his lowest ebb he couldn’t walk and was 
suffering significant memory loss.

After the radiotherapy finished he began 
to feel better again, his walking returned 
and his memory, though not the same 
as before, also began to improve. It is 
this aspect that David finds the most 
frustrating. As he puts it - “I should know 
the answer but I don’t”. For someone who 
had always enjoyed an excellent memory - 
“I never needed to write anything down” 
– this has been a challenge for both of 
them. Kathleen says he has become much 
better at recording essential information to 

One Day at a Time: living 
with a glioblastoma

help her with the finances. “It’s been a bit 
of a role reversal,” she says. “David always 
managed these things before and I was the 
scatty one.”

They both find the “not knowing” 
extremely hard. While openly 
acknowledging that he is living with a 
terminal illness David would like to know if 
he has three weeks or three months – or 
longer – so that he can make some plans. 
This, however is a question that no-one 
can answer. Meanwhile they have had a 
lovely, if exhausting Christmas and New 
Year with visits from their family, including 
two small grandchildren, and friends 
dropping in from all over the world. Some 
are surprised and delighted to find him 
as well as he is but as Kathleen remarks 
wistfully, “they’ve come in the middle of the 
movie”.

BTA would like to thank David 
and Kathleen for so generously and 
courageously sharing their experience.

Sam was an integral member of 
the Edinburgh Support Group 
for many years and his death 
has been keenly felt by all who 
knew him.

His sister, Cathleen and 
daughters, Megan and Emily, 
brought bouquets of flowers to 
say thank you for all the support 
their Dad had received. 

Support Group News, continued from page 4.

Remembering Sam

They said it with flowers

Coffee and chat at the  monthly 
social evening

This year for a trial period the Support 
Group is meeting on the third Tuesday of 
the month in the afternoon at Maggie’s, 
the Western General Hospital and also 
on the first Tuesday of the month for a 
social evening at the nearby Village Hotel 
and Leisure Complex.  We hope this new 
arrangement will make it easier for people 
to attend, especially those coming from 
further afield.

David




