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Annual General Meeting – Please 
come and join us
The next AGM of Brain Tumour Action will take place on Tuesday March 
20th. 2018 at 6.30pm in the offices of French Duncan, 56, Palmerston Place, 
Edinburgh EH12 5AY. All are welcome to attend. We will be voting on changes to 
our Constitution at the AGM, the draft version of which may be viewed on our 
website from February 26th.

We are always looking for new members to join our friendly charity, a 
wholly voluntary organisation where everyone’s contribution counts. If 
you have an interest in PR, fundraising, IT development, public speaking 
or project management please get in touch.
Nomination forms for committee membership may be obtained by phone on 0131 
466 3116 or by emailing: administrator@braintumouraction.org.uk   
Please leave your name and postal address. We look forward to meeting you.

This year is the twenty-fifth year of our 
charity which was inaugurated in May, 
1993. To mark the occasion we’re hosting 
a Celebratory Ceilidh. Please join us 
from 6pm-10pm on Saturday, May 
26th at St. Columba’s-by-the-Castle 
Episcopal Church Hall, 14, Johnston 
Terrace, Edinburgh for an evening of 
Scottish entertainment – dancing to the 
Norloch Ceilidh Band, a delicious buffet 
supper and complimentary wine or 
prosecco to help it all go with a swing. 
There’s also a beautiful roof garden where 
you can sit and  enjoy views over the Old 
Town.  
See https://www.stcolumbasbythecastle.
org.uk/our-spaces/ 

Tickets are a snip at only £12.00 so 
make a note in your diary and tell us 
how many you want by applying to: 
administrator@braintumouraction.org.
uk *Numbers are restricted to 100 so 
don’t leave it too late!*

Our tireless fundraisers have been hard at it, running, walking, disco dancing, 
endurance training as well as engaging in some less strenuous events like fairs, can 
shakes, raffles and even a sports brunch. (More on Page 4.)

Julie Scott-Gilroy, her partner Aiden and friends did the Dirleton 10k Run in 
September, a really fantastic achievement.  Well done to all of you!
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BTA’s Support Group, held on the 
first Tuesday of the month between 
7-9pm, continues meeting at Maggie’s 
in the grounds of the Western General 
Hospital, Edinburgh and is led by 
committee member, Alice McGregor. In 
December we had our always-popular 
Christmas Party with a delicious 
hot- and - cold buffet created by 
Lydia Curran.  Gill Harris, Julie Collins, 
Neuro-oncology Nurse Specialists 

at The Western and Peter Kravitz, 
Psychotherapist at Maggie’s continue 
to provide regular professional advice 
to the group for which we are most 
grateful. 

Committee members have 
also visited the Support 
Group at Maggie’s Fife on 
two occasions and have 
recently established links with 
Maggie’s Forth Valley where a 
new group will have its first 
meeting on 22nd. February 
from 4-6pm. The new Maggie’s 
is absolutely stunning and 
we’re sure group participants 
will love spending time there - 
we certainly did. 

At Brain Tumour Action we provide 
a range of free services as we have been 
doing since the Charity started twenty-five 
years ago. Information booklets, available 
both 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, massage and aromatherapy 
sessions for outpatients, management of 
ring-fenced funds for specific projects and 
the monthly Edinburgh and South East 
Scotland Support Group, run by facilitators 
with many years of experience, are only 
some of our varied services to you.  

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 provision. We are members of the 

Edinburgh and 
South East Scotland 
Support Group

What we Do.

Scottish Adult Neuro Oncology Network 
(SANON) and the Managed Service 
Network for Neurosurgery.  All our work 
is voluntary. No-one from the charity is 
paid, we have no office overheads and we 
rely completely on the generosity of our 
supporters and fundraisers to continue 
with this level of provision. 

Please visit our Facebook Page or website, 
www.braintumouraction.org.uk where 
we post regular updates on items such as 
awareness-raising campaigns, new research, 
family days out and much more. The greater 
awareness we can raise the more people we 
can support, so next time you’re scrolling 
through your Newsfeed please go to Brain 
Tumour Action and give us a ‘Like’ at 
facebook.com/BrainTumourAction. 
Thank you so much.

Patient Booklets 

How does Focused Ultrasound 
work and what is it currently 
being used for? 
Focused Ultrasound Surgery (FUS) 
is a novel, non-invasive method of 
destroying a target tissue whilst 
sparing adjacent tissues and organs 
using ultrasound sonification. MRI-
guided FUS (MRgFUS) has recently 
gained EU CE and FDA approval 
for use in Essential tremor and 
Parkinson’s tremor. 

Bringing 
non-invasive 
functional 
neurosurgery 
to Scotland:

In KITE 2014 Brain Tumour 
Action reported on the first 
European Phase 1 clinical trial 
for brain tumours using Magnetic 
Resonance Guided Focussed 
Ultrasound, led by Dr. Fandino 
at the Kantonsspital, Aarau in 
Switzerland.

This year we are delighted to 
be making a contribution to its 
further development here in 
Scotland. Kismet Hossain-Ibrahim, 
Consultant Neurosurgeon at 
Ninewells Hospital in Dundee, 
explains more:

Kismet 
Hossain-
Ibrahim
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MRI-guided Focused Ultrasound Surgery (contd) 

Early studies on MRgFUS for treatment of 
breast cancer, prostate cancer, liver tumours 
and pancreatic cancer have demonstrated 
encouraging results, leading to the 
development of neuro MRgFUS for brain 
tumours. A Phase IIa clinical trial is currently 
recruiting patients to assess safety and 
efficacy in brain tumours (Toronto, Canada), 
measuring survival benefits as a secondary 
outcome. 

The very high doses of radiation therapy 
that glioblastoma patients receive after 
surgery and chemotherapy preclude a 
second course. Disease progression is 
inevitable but further surgery is rare due 
to the neurological risks; life expectancy 
averages only 6 months at recurrence. 
MRgFUS therefore represents a non-
invasive therapy that can provide patients 
with vital local tumour ablation. 

Destruction of the tumour is performed 
under MRI guidance with real-time 
monitoring of the ablative ultrasonic 
hyperthermia. As the cytotoxic effects 
are caused by hyperthermia, there is no 
cumulative radiation effect. Benefits for 
patients include local control of the tumour 
and prolonging the time to subsequent 
salvage therapies. A similar situation exists 
for brain metastases. 

MRgFUS treatment is carried out in awake 
patients as a painless, day-case procedure 
and it can be offered to patients who 
would previously be considered unfit for 
further surgery, which is the case for many 
recurrent glioma patients. We are therefore 
proposing a Scottish clinical trial to assess 
safety and efficacy of MrgFUS in patients 
with malignant brain tumours. 

Why Dundee? 
Through strong links formed between the 
clinical research imaging facility (CRIF), 
Clinical Research Centre (CRC) and 
University of Dundee’s Institute for Medical 
Science and Technology (IMSaT), Dundee 
has an international level of expertise in 
FUS (Karakitsios et. al., 2014; Saliev et. 
al.,2013). Dundee also has a history of 
leading the field of functional neurosurgery 
in Scotland, having been the first centre in 
Scotland to perform Deep Brain Stimulation 
in 1993. We have engaged with the 
community and established a collaborative 

platform to safely 
treat and follow-
up NHS tremor 
patients that we 
will treat with 
MRgFUS. Uniquely, 
we will optimize 
lesion localization 
and monitor for any 
psychological effects 
of FUS, utilising 
our experience 
as the UK centre 
for assessment 
of patients 
for functional 
neurosurgery 
for psychiatric 
conditions (Steele et. al., 2008). 

Currently there is a single MRgFUS facility 
serving the entire population in England (St 
Mary’s Hospital, London) which has recently 
started treating patients with essential 
tremor but cannot treat brain tumour 
patients. The 4 neurosurgery centres in 
Scotland perform approximately 350 glioma 
operations per year and most patients are 
expected to have tumour progression at 
some point. We estimate that up to 50 
patients per year may benefit from MRgFUS. 
It is cost-effective compared to further 
surgery and/or second-line chemotherapy 
for recurrent glioma, the current treatment 
modality. Therefore both clinical need 
and the additional research income make 
MRgFUS a sustainable long-term proposal.

What is being proposed? 
If we can purchase a focused ultrasound 
machine for Scotland, the manufacturer 
has agreed to fund the trial required to 
demonstrate safety and effectiveness for 
recurrent glioblastoma patients. No adverse 
side effects have yet occurred in the 1000 
patients treated with focused ultrasound to 
the brain for tremor. Here is an example of 
the treatment: https://www.youtube.com/
watch?v=s5vmzLcrn_8

We want to place Dundee and Scotland at 
the forefront of this emerging technological 
revolution in non-invasive neurosurgery by 
purchasing the first ultrasound machine in 
Scotland and the second in the UK. Housing 
the focused ultrasound machine within 
Dundee’s state-of-the-art Clinical Research 

Centre (CRC), we will have the expertise 
and research skills to conduct clinical trials 
exploring the use of focused ultrasound 
surgery in other neurological and 
neurosurgical conditions. Our immediate 
goal is to initiate trials in the treatment of MS 
tremor, advanced Parkinson’s disease and brain 
tumours deemed too deep and dangerous to 
reach by conventional neurosurgery. 

Establishing a Scottish Centre of focused 
ultrasound neurosurgery will cost 2 million 
pounds overall. £1.5m is the cost of the 
ultrasound machine to treat MS tremor and 
movement disorders plus £0.5m for the brain 
tumour surgery system, which would be one 
of the first in the world to be used with the 
better resolution Siemens MRI scanner that 
we already have in place at the CRC.

We are well on our way of achieving our 
funding target, with the first £300,000 
recently pledged from Dundee publishers, 
DC Thomson and £20,000 from Brain 
Tumour Action. We are hoping to 
achieve our fund-raising goals by the third 
quarter of 2018. We believe that this non-
invasive procedure represents the future 
of neurosurgery where operations can be 
performed painlessly as an outpatient. With 
the addition of these ultrasound machines, 
we will establish the Scottish National 
Non-Invasive Intervention Centre for 
Neurosurgery, offering treatment and hope 
to thousands of Scottish patients with MS 
tremor, Parkinson’s disease and currently 
inoperable brain tumours.   

Bringing 
non-invasive 
functional 
neurosurgery 
to Scotland:
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Everyone had a good time at the 
Family Day at Blair Drummond 
Safari Park last June despite a 

downpour in the middle. We had nearly 
eighty applications but there were one 
or two last-minute cancellations. From 
craft tables to Mick Magic’s wizardry and 
a surprise tray of chocolate doughnuts 
donated by the Catering Team, there was 
something for every taste.  

Blair Drummond

Janice, our Chair, had brought along 
wonderful, homemade tray bakes 
and chocolate marshmallows which 
disappeared before you could say 
abracadabra. Brain Tumour Action 
volunteers were on hand to join in the 
fun and it was lovely to see so many 
children and adults enjoying themselves 
and exploring all that the Park has to 
offer. Play Dough Is  

Not For Dads

The Chopped Finger

Caitlin was an expert assistant

Be sure you 
keep it hidden

Up Close and Personal

“Thanks to all at BTA for a lovely day out.
They mean a lot to us as we don’t have the financial 

means to do things as a big family.
The lunch was lovely and the donuts were a treat 
The magician was a nice gesture as well. We are 
grateful for all volunteers who offer their time  

and do so much.”

“We had a fab day on Saturday 
and thought you all did a great 
job. Thanks for having us. Sarah 

especially enjoyed the magic 
show.”

“The day out was brilliant, as always.  We 
really appreciate all your hard work and effort 

for making the day a fantastic day out and a 
truly memorable one for me and my family.”

“Thank you for a lovely day at 
Blair Drummond. I had a very 
pleasant afternoon and enjoyed 
meeting new people and seeing 

familiar faces”.

“The day just flew by. The safari park 
is a trip we just couldn’t afford to 

go to as a family with me not being 
able to work; you make it possible.”

“My husband and I were very 
grateful to have met lovely 
families and workers at the 
Blair Drummond Safari day. 

Thank you kindly.” 

Family Day

Time to recharge the 
batteries
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Irene Hopkins, our indefatigable 
fundraiser and one of the Committee, 
held another very successful event 
at Tesco in Haddington just before 
Christmas, in memory of her late 
husband John. Raffle prizes included a 
meal for two at The Waterside Bistro - 
highly-recommended on facebook and 
Tripadvisor! This is the fifth fundraiser 
Irene has undertaken and shoppers were, 
as always, incredibly generous.  East Coast 
FM helped promote the event this year 
and joined us for a happy sing-along which 
got everyone tapping their toes. A very 
big thank you to all who contributed. 

 Shona Gossip, another fantastic 
fundraiser and member of our 
Committee organised the Ruby Ball in 
memory of her sister, Caroline Thomson, 
on 3rd March. Caroline would have been 
40 on that day. The associated raffle and 
auction included prizes ranging from a 
Manchester United shirt signed by Zlatan 
Ibrahimovic to tickets and flights to see 
John Bishop at the O2 Arena. Proceeds 
were split between CLAN (Cancer Link 
Aberdeen and North) and BTA to be 
used to help develop support groups in 
the Grampian area. Well done, Shona for 
this hugely successful event.

Lesley Hoyle organised the annual 
Cramond Christmas Fair in early 
December with proceeds being split 
between Fresh Start and BTA. People 
started queuing up to an hour before the 
doors opened and no wonder - there 
were so many generously-filled stalls and 
attractions! They included a luxurious 
selection of hampers, cake and candy, 
a tombola, bric-a-brac, Santa Claus in 
his grotto, books, toys and games and 
displays of exquisite crafts, many made by 
members of the Kirk themselves. Lesley 
wrote: “Diagnosis of a brain tumour 
is a frightening and often life-changing 
experience, both for the patient and their 
relatives. It is so helpful to have people 
to turn to with knowledge and expertise 

Nicola, Debs, Natalie 
and Alison ran the 
Balmoral 5km in April 
to raise money in 
memory of Charlie, 
Alison’s brother.  
Nicole wrote: “Charlie 

(“Chaz”) was a truly decent, genuine 
guy who was loved by many. He took 
his illness with bravado and continued 
to live his life to the best of his ability. 
He was given between one and two 
years and lived three! He left two 
beautiful boys, Owen and Carter.” 

Our Star Fundraisers.
Tesco Fundraising.

Shona’s Ruby Ball. 

Cramond Christmas Fair. 

The Balmoral 5km. Blair Drummond
Tesco Toe-Tappers

The Gossip Gang-all in red

Cramond Kirk  Contribution

Nicola and friends at  Balmoral

They also organised a disco and raffle 
in their local community centre in 
June. “We got loads of donations from 
companies and people and raffled 
them.” Thank you so much for your 
brilliant fundraising and for keeping 
Chaz’s memory alive.

in the field. BTA provides information 
and counselling to all in need, with a 
confidential, responsive helpline.” Thank 
you for including us in this happy event, 
Lesley and a big thank you to the Minister 
and Kirk Session members for selecting 
us as one of your charities this year.

Sports Brunch.

Linda Cameron organised a Sports 
Brunch in memory of her husband, 
Norrie who died in 2016. Norrie, a 
keen sportsman and former boys’ 
football coach, is much missed in 
his community. The Brunch raised 
money for BTA and for a memorial 
bench at Monktonhall Golf Club in 
Musselburgh. Linda also arranged for 
a highly-successful bucket collection 
at The Usher Hall over Christmas. 
She wrote: “I don’t want my husband 
only to be remembered for having 
cancer – he was much bigger than 
that.” We are really grateful for your 
support, Linda. Thank you so much 
for these magnificent contributions.

Sports Brunch Fundraisers

Family Day
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Brain tumours are the leading cause of cancer related death in 
children and are one of the most challenging childhood cancers 
to diagnose and to treat. Only 50-60-% of children diagnosed 
with a brain tumour are cured and 60% of those cured are left 
with a disability affecting quality of survival. Ependymoma and 
high grade glioma account for up to a quarter of all children 
diagnosed with a brain tumour. Compared to other childhood 
brain tumours 5-year survival rates are relatively poor. In 
addition, tumour recurrences are common with treatment 
options becoming more limited and many children dying from 
the disease. We therefore would like to investigate other 
treatment options which could be used in conjunction with 
standard therapies. 

Cannabidiol (CBD) is one of the active cannabinoids found in 
the Cannabis plant. It has been shown to have a lack of side 
effects, including a lack of psychoactive side effects which are 
more commonly experienced with other active agents found in 
cannabis. It has also been shown not to interfere with several 
psychomotor and psychological functions and therefore it is 
under consideration for a wide range of potential medical 
applications. CBD is in use in childhood epilepsy patients and 
has already been subject to rigorous testing, clinical trials and 
safety examinations. There are currently a number of clinical 
trials in progress to obtain safety and efficacy data on CBD 
in other conditions including Dravet syndrome and Tuberous 
Sclerosis Complex. This means that it could quickly be re-
purposed as an anti-cancer drug.

In vitro studies show that CBD can decrease cancer cell 
proliferation and/or induce apoptosis or autophagy in cell 
models of various cancers including lung cancer, breast cancer, 
glioma, colon cancer, cervical cancer, multiple myeloma, 
leukaemia and neuroblastoma.  

In vivo, CBD also reduces the growth of tumour xenografts in 
mice with additive effects when co-treated with temozolomide. 

Although most evidence to date is preclinical, a very recent 
small trial in 21 patients with recurrent glioblastoma 
multiforme showed that patients treated with THC:CBD had 
an 83% one year survival rate compared with 53% for patients 
in the placebo cohort. 

We are therefore interested in investigating whether CBD 

In vitro evaluation of the effect of 
cannabidiol as an adjuvant therapy for 
paediatric brain tumours
Professor Richard Grundy, Associate Professor 
Saoirse O’Sullivan, George Lockwood, Alice 
Dalby and Dr Lisa Storer, Children’s Brian Tumour 
Research Centre, University of Nottingham.

can be used as a way of attacking certain other types of brain 
tumour cells. In order to do this we would like to grow brain 
tumour cells and normal brain cells in the presence of CBD. 
The brain tumour cells we will use have all been grown from 
either Ependymoma or high grade glioma tumours. We will 
grow them under standard conditions in the presence and 
absence of CBD.  After 7 days we will measure the level of 
cell death and how many viable cells are present by two 
different assays. We will then perform different stains on the 
cells to see how many of the cells are dividing, whether the 
cells are undergoing cell death and also screen for a group of 
proteins which regulate the expression of genes [peroxisome 
proliferator-activated receptors (PPARs)]. These PPARs 
play essential roles in the regulation of cell differentiation, 
development, metabolism and the formation of cancer. We 
expect the cells (brain tumour and normal brain) grown in 
our standard conditions to be healthy and actively dividing. 
We expect that normal brain cells grown in CBD to also be 
healthy. However, we expect the brain tumour cells grown in 
CBD to be unhealthy and dying.

The James Lind Alliance priority setting partnerships created 
in 2015 identified clinical research questions of greatest 
importance to patients and families actually affected by 
brain tumours. One of the questions raised was how 
effective complementary and alternative medicines, including 
supplements and herbal remedies, are compared to standard 
treatments alone, for extending and improving quality of life in 
malignant brain tumour patients. We would include the use of 
CBD in this category and feel that it is timely to perform this 
research which will give us vital information into the potential 
clinical effectiveness of CBD in paediatric brain tumours.

The Research Group

Brain Tumour Action is delighted to be contributing to the research project in cannabidiol, described below, which 
started at the beginning of 2018. We are funding it in collaboration with the Astro Brain Tumour Fund, the Jessica 
Hope Foundation and Make William Well whose intitiative it was. Congratulations to Stephen Frost and his 
supporters for getting this particularly promising ball rolling.
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BTA has campaigned periodically 
since 1995 to secure Government 
funding for paediatric neuro-oncology 
nurse specialists in Scotland. 

Last year we raised a question at 
the Cross Party Meeting on Cancer, 
Holyrood on 17th. February, 2017 
and also through the Scottish Cancer 
Coalition the same month.

Question: “Paediatric brain 
tumours account for 26% of all 
childhood cancers. They require 
both expert medical intervention 
and highly skilled nursing care 
which may last for many months.

Why, then, are there still no paediatric 
neuro-oncology nurse specialists in 
Scotland unlike in England where they 
are routinely employed in every major 
childhood cancer centre?”

Answer: The Scottish Government 

BTA committee members are 
regularly asked to talk to pupils at 
secondary schools undertaking the 
Youth and Philanthropy Initiative (YPI). 
This is an active citizenship programme 
that aims to raise awareness among 
young people about different charities 
operating in their area. This year we 
were invited again to The Royal High 
School, Edinburgh where we answered 
questions put to us by a team of five 
Senior 3 pupils. These questions were 

Campaign for paediatric neuro-
oncology nurse specialists

Congratulations to The Royal High 
School Team.

Thank you to our 
many, committed 
supporters. 

is committed to ensuring that children 
and young people with cancer, including 
brain tumours, get access to the best 
possible care. The Scottish Government 
has invested an extra £2.5 million annually 
in specialist nurse training to improve 
specialist nursing and care. 

However, the Scottish Government 
expects NHS Boards to ensure that 
patients with specialist conditions 
have appropriate access to a range of 
professionals, including specialist nurses, 
to ensure optimum management of their 
condition. In addition, NHS Boards have 
been asked to work in partnership with third 
sector organisations, social care partners and 
people with specialist conditions to inform 
decisions about investment and in designing 
and delivering services.

Observation: As far as we know 
there are still no paediatric neuro-
oncology nurse specialists in 
Scotland.

meticulously planned, well-thought-out 
and far-reaching. Not surprisingly the 
team made it to the Finals to which two 
of our committee members were invited 
and where the group were commended 
for their excellent presentation. Quite 
off their own bat the girls also designed a 
poster to help promote Brain Tumour 
Action and four of them joined us at our 
Support Group Christmas Party as well. 
Many thanks to the whole team for their 
commitment and enthusiasm. 

Royal High School Team

Fiona McOwan  
Mr. and Mrs. J A McGugan
Mr J A and Mrs S  Wilson
Richard I Hill
Linda Cameron
Mr and Mrs Pratt
Madeleine Wiltshire
Janice Kerr
Irene Hopkins
Natalie Hardie
Cramond Kirk
Mrs. P M McEvoy
Norrie Cameron Sports Brunch
Miss E Sommerville
Mrs R E Black
Usher Hall Bucket Collection
Katherine Irvine
Nicola Barbour
Eddie, Emma and Evan Carr
NHS Central Decontamination Unit, 
Glasgow
Rotary Club of Huntly
Pennies Distribution
Mrs. M P Maccalman
Trinity Mirror Shared Services
Easy fundraising
Shona Gossip 
S P Beer
J S and Mrs.  
G M Easton
G Davidson
The Auld Brig
Charities Trust
Mr and Mrs Stewart
Sheila Henderson
Alison and Martin Coutts
Currie Post Office
Mrs. I M West
Douglas B Cant
Ian Stirling
Tabitha Steemson

Your energy and generosity enable us 
to keep on with our work and to move 
steadily towards the day when this deadly 
disease will be curable and families’ lives 
will no longer be blighted. Donations 
have come in from many individuals and 
organisations, through justgiving and 
blackbaud heroix, easyfundraising, some 
anonymously and others with messages of 
encouragement. Thank you to you all from 
Brain Tumour Action. 
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Meeting Clare over coffee you would never 
guess she had had a brain tumour. That’s 
part of the problem. She knows from 
bitter experience that there’s no ‘get out 
of jail free’ card with this disease and that 
everyone has to make painful adjustments 
to their lives.

It all started after Clare, who had been 
having visual problems and headaches 
for a year and a half, misdiagnosed as 
migraines, ended up in court charged with 
driving under the influence. In fact she had 
swallowed just one migraine tablet.

Only then did her doctor suspect that 
something other than migraines might be 
the problem and sent her for an MRI scan 
which identified the mass in her brain. The 
court case was subsequently dismissed but 
Clare - a lawyer of good character with 
no previous history of substance abuse - 
admits it was an embarrassing and stressful 
time. As if that wasn’t enough she also had 
to make arrangements for her teenage 
daughter, who has severe additional needs, 
to go into respite for six weeks.

Surgery was recommended and having 
been told the tumour was benign she was 
confident it would be curative. After she 
regained consciousness, however, she felt 
different. “I knew the minute I woke up that 
my memory had changed” she said. Three 
days later her short-term memory was 
tested and found to be within the normal 
range. She remained unconvinced.

Two months after that the next bombshell 
fell – she was told she would require 
radiotherapy because her tumour was 
malignant.  After a six-week course Clare’s 
treatment finished.  All that was required 
now was time to convalesce.

Only it is never as straightforward as that. 
First there was the tiredness, not what 
we usually mean by that term but the 
incapacitating periods of neurologically-
induced “downtime” demanded by the 
damaged brain as it starts to adjust and repair.

Then there were the ongoing memory 
problems which she pro-actively tackled 
with brain-training exercises. Late in 2015, 
after more detailed tests were carried out 
by the same Clinical Neuropsychologist 
who had tested her post-surgery, Clare 
discovered the extent of what she had 
lost.  But by then she had been living and 
trying to cope with these deficits for over 
a year. She had returned to work part-
time – though some of it was a struggle – 
and for the rest: “I was in denial. I thought 
all I had to do was work at the brain 
training and all would be well.”

The results of the tests “scared the living 
daylights out of me” so she hid them in 
a drawer and tried to forget about them. 
Not only was her short-term memory 
affected but her cognitive abilities had 
slowed, she had processing and problem-
solving difficulties and her speed of 
speech was also affected.  “I just couldn’t 
multi-task like I used to,” she admitted. 

Eventually she discussed her difficulties 
with her boss and agreed to an 

Clare White – 
adjusting to a 
new reality.

occupational assessment. She had to give 
up doing work in court – one of the best 
parts of her job, she said. Otherwise, 
though she needed longer to complete 
most tasks, her accuracy was still one 
hundred per cent. “Most of my job I can 
still do” she says. “I could still do a PhD if I 
wanted, I’m just not as high-functioning as 
before!” Behind that cheerful facade lies 
the awareness of loss that can never be 
reclaimed. “I grieve for the person I was,” 
she says candidly, without a shred of self-
pity. She knows that she has suffered brain 
damage and has largely come to terms 
with it. “Well, I could either throw myself 
over a cliff or just get on with it. But you 
know that saying: ‘whatever doesn’t kill 
you makes you stronger’. It’s bollocks!” 
Her advice is to “seek out and take 
advantage of as much support as you can 
– I was bad at doing that to start with.” 
She feels nostalgic whenever she passes 
the building where she received most of 
her treatment. “I was cared-for, cosseted 
in there. But post-treatment – well it’s a 
different kettle of fish altogether.”

We’ve had some really excellent replies to our request for young adults to contribute to our 
awareness-raising video which was inspired by Leighanne herself. We advertised it as follows:

Brain Tumour Action is raising awareness about the signs and symptoms 
of brain tumours in young adults where delays in diagnosis sometimes 
occur.

We’re working to create a short video, featuring people’s own 
experiences. If you are between 21-39 and have ever been diagnosed 
with a brain tumour we’d really like to hear from you.

Alternatively, if you know someone who may be interested, please share 
this post.

All first-hand accounts will be voiced by actors to maintain complete 
confidentiality.

If you’re reading this for the first time and would like to become involved, there is still time! 
Please email: administrator@braintumouraction.org.uk for further details.

Leighanne Easton Video.

Clare White




