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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 21st. 2017 at 6.30pm in 
the offices of French Duncan, 56, 
Palmerston Place, Edinburgh EH12 5AY. 

Do you have an interest in PR, 
fundraising, IT development, 
public speaking or project 
management? We are always 
looking for new members to join 
our small, friendly charity which 
is wholly voluntary and where 
everyone’s contribution is valued. 
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.

Our range of printed materials such as Living with 
a Brain Tumour and Radiotherapy for Brain 
Tumours is available to individuals, hospitals and 
clinics across the UK. Brain Tumours and Epilepsy 
which has recently been revised and updated is being 
reprinted next month. 

The New Patient Guide leaflet, written by a neuro-
oncology clinical nurse specialist to assist patients 
between surgery and diagnosis is also available in 
generic form. Pathology results can take some weeks to complete, an anxious 
time for patients and carers. The leaflet explains the process and outlines the 
next steps prior to a clinic appointment being made. There is space to insert 
contact details of the individual doctor, nurse specialist and clinic.

Please get in touch if you would like copies of these or any other of 
our leaflets sent to you.

Irene Hopkins, committee member, is continuing to raise money for The Western 
General Hospital, Edinburgh in memory of her husband, John. Just before Christmas 
she and our enthusiastic volunteers held another fundraiser at Tesco in Haddington 
with raffle prizes donated by individuals and local businesses. This is the fourth 
fundraiser she has undertaken there and donations were, as always generous. As 
you can see from the photo everyone got into the Christmas spirit! Thank you so 
much to all who contributed. 
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INSIDE THIS ISSUE
BTA Fundraiser   1
Our booklets and leaflets  1
Annual General Meeting   1
Travelling Scholar Awards   2
Edinburgh and South East  
Scotland Support Group   2
Our Services    2
NHS Tayside Travelling  
Scholar Visit   2
Blair Drummond Family Day 3
The Forth Bridge Abseil   4
Funding CPD in neuro-oncology 4
Donations   4
Putting the fun in Fundraising 5
“The Loss that Keeps on Losing” 5
CNS tumour multi-disciplinary 
team meeting    6
Risk of meningioma from cell  
phone and cordless phone use 7
Rosie’s experience   8
Youth and Philanthropy Initiative  8

Newsletter of Brain Tumour Action, Scotland’s Charity - SC 021490

BTA Fundraiser
Best wishes to you all for 2017

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

Our booklets and leaflets
Brain Tumours and Epilepsy 

Scottish Charity No. SCO 21490

2Information Booklet

Published in
association with

In Festive Mood



2

This thoughtful report from Hannah Lord, 
Consultant neuro-oncologist at Ninewells 
Hospital in Dundee shows how well the 
programme can work. 

Introduction:

NHS Tayside Oncology sees approximately 
50 new patients per annum with a diagnosis 
of a primary tumour affecting the central 
nervous system (CNS) and many more with 
a diagnosis of vestibular schwannoma or 
metastatic spread to the brain. Treatments 
for these conditions are evolving as 

radiotherapy techniques become more 
targeted and refined, new drugs are tested 
in clinical trials and broader support services 
are set up to help patients with what can at 
times be an overwhelming diagnosis. 

I (Hannah Lord) and my colleagues, 
Bernadette Cassidy and Colin Mackay, applied 
successfully to Brain Tumour Action to visit 
Addenbrooke’s Hospital in Cambridge, in 
order to observe their service, learn how 
they treat patients with intensity modulated 
and stereotactic radiotherapy (IMRT/SRS)) , 
and to discuss best practice.  
(continues on Page 6-7.)

BTA’s Support Group, held on the first 
Tuesday of the month between 7-9 pm, has 
been meeting as usual at Maggie’s in the 
Western General Hospital, Edinburgh.  It is 
led by committee member Alice McGregor. 
In the early summer members took to 
the grounds with their buckets and spades 
to plant wildflower seeds and assemble 
insect shelters donated by Grow Wild in 
association with the Royal Botanic Gardens, 
Kew. See www.growwilduk.com 

 In December we had our popular Christmas 

NHS Tayside Travelling Scholar Visit to 
Addenbrooke’s Hospital, Cambridge, 
July 2016

Edinburgh and South East 
Scotland Support Group

The Brain Tumour Action Travelling 
Scholar Awards were established 
with the aim of improving services 
to patients in NHS Tayside by 
enabling advanced training and 
the acquisition of new skills for 
health care staff including doctors, 
nurses, radiographers, physicists, 
physiotherapists and others caring 
for patients with tumours of the 
CNS. We would like to extend the 
programme to more parts of the 
country this year. 

Applications for the 2017 
Awards are now open.

Brain Tumour Action 
continues, as it has always done, 
to provide ongoing, free services: 
information booklets, both 
electronically and in paper format, 
a telephone help line, grants for 
professional training, massage and 
aromatherapy sessions, management 
of ring-fenced funds as well as 
running our monthly Support Group 
– see above. We also campaign for 
better provision for patients and 
carers at Scottish Government level 
through the Cross Party Group 
on Cancer and as members of the 
Scottish Cancer Coalition and the 
Health and Social Care Alliance 
Scotland - ALLIANCE. 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. 

Please visit our Facebook Page where 
we post updates on fundraising 
campaigns, new research, family days 
and more. The greater awareness 
we can raise the more people we 
can support, so next time you’re 
scrolling through your Newsfeed – 
go to Brain Tumour Action 
and give us a ‘Like’ at facebook.com/
BrainTumourAction.  
Thank you so much.

Travelling 
Scholar Awards 

Our Services 
Party.  A wonderful buffet was created 
by Lydia and a variety of drinks were 
contributed by Alice. Crackers and Christmas 
music helped make it a lively event enjoyed 
by everyone.

 Gill Harris, Neuro-oncology Nurse Specialist 
and Peter Kravitz, Psychotherapist at Maggie’s 
have regularly provided professional advice 
to the group for which we are most grateful. 
Our strength lies in the support we continue 
to share – a big thank you to everyone. 

Planting wildflowers June,2016 
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Our Family Day at Blair Drummond 
at the end of May was great fun. Fifty 
three adults and twenty seven children 
attended. Not only did the sun lift our 
spirits but so did the magician. The 

Blair Drummond Family Day

Blair Drummond team were excellent 
as usual and provided us with a 
generous picnic lunch. 

and it was lovely to see so many 
children and adults having a good time 
and making new friends. 

Mick Magic not only kept us guessing 
with a range of tricks for young and old 
but also turned his hand to balloon hats. 

 Brain Tumour Action volunteers 
helped with the entertainment 

“10 out of 10 for everything.  As always 
it was a fantastic, well organised event 

enjoyed by the whole family.”  

“We all had a brilliant time, thanks again. The 
kids loved the crafts - they still have their door 

decorations on display from last year.” 

“Thanks zillions for the wonderful day out at the 
Safari Park   - we all enjoyed it immensely.”  
“Communication was fantastic. Miles can find 

crowds difficult.  It can sometimes make it look like 
he isn’t enjoying things but he wanted to come up 

at the end to say thank you.”  

“It was wonderful to be out and meet so many 
people who are in the same boat! Makes you feel 
stronger, knowing you’re not alone. Also it’s so 

amazing to have a nice day out, they are too rare!”

“Perfect for kids and that always 
means perfect for parents too!”

“We had a fantastic day, the kids loved the arts and 
crafts you had set out for them and the magician was 
great, the kids were telling everyone about him and 
his magic powers. Thank you very much for inviting 
me and my family and looking forward to seeing you 

all next year.” 

Some of the feedback:

The magician 
was a massive hit

Balloon hats 
made to order

Enjoying our lunch A BTA volunteer in action

Busy making 
jungle mugs

It’s good to 
unwind
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Dr Emanuela Molinari is a Consultant Neurologist at The Queen 
Elizabeth University Hospital in Glasgow. Brain Tumour 
Action contributed funding towards the development of a 
dedicated neurology service in the West of Scotland by providing 
her with specialist neuro-oncology training.

She writes: “I am grateful to BTA for giving me the 
opportunity.  A special thanks to all the Edinburgh Neuro-
oncology Team. Having the opportunity to share their experience 
has been extremely beneficial. 

After a period of collaborative work we have now opened a 

dedicated clinic for neuro-oncology patients in Glasgow. 

This is part of a bigger project that will allow me to gain 
specialised skills from a world class centre of excellence. I will 
travel to the USA to join the NIH neuro-oncology group in 
Bethesda which has expertise in the management of the late side 
effects of more aggressive treatments. 

The focus is to improve the quality of life of patients both in the 
adult and paediatric populations.

If you are interested in helping fund the last part of this project 
please get in touch at: emanuela.molinari@ggc.scot.nhs.uk”

In October Shona Gossip, her brother 
Alastair, and three friends, Karen, Stephen 
and Morag abseiled from the Forth Bridge, 
at a track height of 158 feet above the 
estuary. They were fundraising in memory 
of Shona and Alastair’s older sister, 
Caroline, who died in January 2016. In a 
poignant coincidence “Sweet Caroline” 
was being played over the PA system just 
as they were descending. 

Shona admitted to finding the first part 
quite frightening as they had to climb over 
the iron safety barriers into thin air but 
this was only part of a range of challenges 
she undertook throughout the year.

Funding CPD in neuro-oncology

The Forth Bridge Abseil  Donations

STOP 
PRESS! 
Shona’s next 
event is the 
Ruby Ball in 
March. “Just 
wanted to 
drop you a line 
and tell you 
about my next 
fundraiser - 
don’t worry, 

there’s no dangling from bridges this time! 
I am currently organising a charity ball 
with proceeds being split between BTA 
and Clan. The Ruby Ball will be held at 
Pittodrie, Aberdeen on March 3. It’s a silent 
nod to it being my sister’s 40th birthday 
weekend, and her love of red, but not a 
morbid birthday party - it’s open to all! 
There’ll be a disco, 
and about to start 
hounding people 
for auction/raffle 
prizes.”

We’re sure it will 
be another great 
success. Well done 
Shona – you are a 
real inspiration! 

Thank you to each and every one of 
you for your support this year. It has 
been invaluable.  Many thanks as well 
to all the generous donors who have 
contributed through Just Giving and 
Everyday Hero. Every penny will go 
to achieving BTA’s four main aims:

Support for patients and carers of 
those with a brain tumour

Training programmes for those 
working with brain tumour sufferers

Information on brain tumours and 
their treatment

Research into brain tumours.

List of Donors: Shona Gossip, 
Dan Fennessy;  Kirsty Brown; 
Lauren Watson; Lora Green; In 
memory of Yvonne Campbell; In 
memory of Gillian; NHS Central 
Decontamination Unit, Glasgow; 
Fiona McOwan, Tabitha Steemson, 
Madeleine Wiltshire; Gail Easton; 
Jim Bell; Irene Hopkins; Currie Post 
Office; Pennies Distribution; Ian 
Gossip; Thomas and Pearl Williamson; 
Donna Evans; DNK Parry; Central 
Edinburgh Quakers; Ruth Blair; N 
Cameron Funeral Collection; Blair 
Drummond Safari Park; Auld Brig Inn; 
BN and T Connelly; AC Rae; R and M 
Gowans; R and S Grierson; Mr. and 
Mrs. Donnelly; Mr. and Mrs. Iddon; 
Mary MacCalman; International 
Lyceum Club; Paypay Giving Fund.  

  She wrote:  “As you’ll see we’re all hard 
at work fundraising - with my brother 
currently listed as top fundraiser, and Team 
Gossip leading the team table too! See, 
these big charities dismiss the wee ones... 
but we’re just as dedicated! 

Forth Bridge 
Abseil

Scary stuff!
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Putting the ‘fun’ in Fundraising

Funding CPD in neuro-oncology
In May, Hamish Guthrie and Barbara 
Hyslop, both with decades of 
experience as parent/carers spoke at 
an Aftercare and Carers Workshop 
organised by the Psychological Care 
Subgroup of SANON at Forth Valley 
Royal Hospital in Larbert. Each has been 
the long term carer of a son who was 
diagnosed with a low grade tumour in 
infancy. Barbara’s son, Fergus died at the 
age of 31 while James, 34, requires 24 
hour support. Their talks were candid, 
selfless, at times pointedly critical and 
deeply moving. As they recounted 
their loving struggles to provide and 
maintain the best possible quality of life 
for their children the lecture theatre 
fell completely silent. For many it was 

the first time they had listened to 
experiences like these.

Both parents described years of 
frustration, inadequate levels of care 
in the community, gaps in provision, 
frequent communication breakdowns 
and lack of training for staff in how best 
to support the highly complex needs 
of long term survivors. This is a major 
failure of our healthcare system. But, 
as Hamish asked: “Are there any Social 
Services staff here this afternoon?” 
Although the event had been advertised 
as “open to all patients, carers, charities, 
local authorities, universities and NHS 
staff who are involved in the care of 
brain/CNS tumours in Scotland”  the 

answer was a deafening silence.

Standing alone in front of an audience 
and talking about such personal and 
painful experiences requires inordinate 
courage. I am humbled and indebted to 
Barbara and Hamish for sharing their 
histories so that we can better learn 
how to help and support these young 
people throughout their lives. Their 
voices need to be heard, their self-
sacrifice acknowledged. I hope that one 
day we will get the provision for long 
term survivors of brain tumours and 
their families that are so desperately 
needed.       

                                                          
Lynne Barty.

“The Loss that Keeps on Losing”

Dan’s Amazing 
Technicolour 
Beard

Dan Fennessy 
wrote:  “For a 
few years, now, 
I’ve been dying 
my beard pink 
for charity. 
This year, I’ve 
decided to dye 
it 5 different 
colours for Brain Tumour 
Action. It’s a subject very close 
to my heart and I’d be immensely 
appreciative if you’d take some time 
to donate to help me in my efforts.” 
It looks fantastic, Dan. Thank you so 
much! 

Ready for anything

Lora Green has been fundraising for 
Brain Tumour Action to commemorate 
Georgie Wick and June Bowie and to 
support Ruth Kennedy. She asked her 
friends to donate to BTA in lieu of 
presents for her 60th birthday. Thank 
you, Lora for such a generous idea.

Kirsty Brown is taking on several 
major challenges throughout 2017 

yourself through something for a good 
cause you need to make it worthwhile. “ 
Great attitude – we like it! Many thanks 
for your support.

Lauren Watson ran the Bear Grylls 
Survival Race and wrote: “I did the race 
with 2 of my friends from work. It was 
a fab day! In fact I had so much fun that 
I’ve signed up for the 10K next year! 

I choose Brain Tumour Action to 
raise money for as I had a family friend 
die around Spring time this year from a 
brain tumour. Your charity was one he 
did a lot of fundraising for personally 
and thought I would continue that 
on for him. I also worked in neuro 
theatres, and now work in theatres at 
the Sick Kids in Edinburgh and do a lot 
of work with neuro surgeons and brain 
tumours in children.” Thank you, all 
three, for fundraising for us and good 
luck with the 10k! 

including Tough Mudder and the 
Edinburgh Marathon.  However her 
first one is the McTough Guy race on 
behalf of Kelly Ann Alexander & Rosie 
Toal (see page 8) and in memory of her 
friend Blair Russell. She wrote: “I chose 
McTough Guy which is held on January 
8th 2017 due to it being branded one of 
the toughest obstacle races in Scotland 
and I feel if you are going to put 
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What we did:
On Thursday 14th July, we attended the 
CNS tumour multi-disciplinary team 
meeting (MDT), It was interesting to 
see the larger number of patients being 
discussed, but reassuring that our MDT 
procedure is similar and indeed in some 
areas works more fluently. Following 
this we attended the review clinic 
where patients receiving treatments are 
seen. Cambridge has some of the most 
sophisticated radiotherapy planning 
systems in Europe, but ultimately the 
difficulties that patients suffer whilst 
having radiotherapy for their CNS 
tumours remain universal. 

Next day I joined the CNS Planning 
Meeting attended by physics and 
radiography staff along with Consultant 
colleagues to review that week’s 
radiotherapy plans. This is a model I will 
aim to introduce to my practice in NHS 
Tayside as it allows good communication 
across the staff groups and reciprocal 
learning. It may seem a luxury but it is 
time well spent in terms of allowing on-
going development.

 We all spent the day together at 
Addenbrooke’s on Monday 18th 
discussing radiotherapy planning for CNS 
tumour patients with the Cambridge 
lead physicist, Hannah Chantler. We also 
met June, the senior Radiographer, and 
Andrew, another Physicist, to discuss 
stereotactic radiotherapy (SRS) planning, 
set up, immobilization and verification. 
This is a particular form of radiotherapy 
delivery I would like to introduce to 
NHS Tayside, as the demand is increasing 
year on year. It is a highly precise 
form of radiotherapy which allows a 
standard dose to be delivered in 1 to 8 
fractions rather than 30 or 35 fractions, 
to small tumours. This potentially 
provides greater efficacy and of course 
greater convenience. The use of SRS is 
continually extending to treat solitary 

CNS tumour multi-
disciplinary team meeting 

cerebral metastases as well as vestibular 
shwannomas. Currently NHS Tayside 
patients have to travel to Edinburgh for 
this service.  

 On Tuesday I reviewed more than 20 
radiotherapy plans recently created 
to treat patients. This was very helpful 
as it enabled me to appreciate the 
subtleties of contouring the tumour 
and the margins around it, as well as 
the identification and delineation of 
organs at risk. With IMRT, the radiation 
dose is delivered in a way that spares 
nearby structures to the tumour, but 
structures further away also need to be 
defined to avoid dumping of doses in 
potentially sensitive areas of the brain. 
This is a learning process for everyone 
and it was useful to see how the team in 
Cambridge is extending and using their 
knowledge. The planning system they 
have for IMRT (Tomotherapy) is a variant 
to the one we have in NHS Tayside so 
there are some differences as well as 
similarities. 

I attended their clinic, seeing new 

patients and those on review for 
chemotherapy and radiotherapy, where 
I met Kate, the Clinical Nurse Specialist, 
who co-ordinates much of the patients’ 
care. It was interesting to hear the 
challenges she meets, some quite 
similar to our own in NHS Tayside. The 
distance patients need to travel is one 
of them, as Addenbrooke’s serves a wide 
geographical area where traffic is dense.  
Computer and IT systems are another 
source of frustration. 

I also saw the written information she 
provides to patients, some of which 
is generic in terms of dealing with the 
costs of cancer, whereas we tend to 
give written information which is very 
focused on brain tumours. She has a 
leaflet introducing the entire team, 
including members’ names and contact 
details, which seems useful, and I would 
like to discuss if this is something we 
should adopt in NHS Tayside. Currently 
patients are given the Specialist Nurse’s 
contact details and are introduced to the 
team one step at a time.   

Hannah Lord with 
her colleagues
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Risk of meningioma from cell 
phone and cordless phone use

On Wednesday I visited the Maggie’s 
Wallace Centre which is situated some 
distance from the Oncology Unit. I 
think this is a real disadvantage as it 
creates an obstacle to easy access and 
is therefore detrimental to patients. 
Our own Maggie’s Centre at Ninewells 
is an architect designed building which 
is inspiring and soothing. In this regard 
we are very fortunate. The Cambridge 
service is currently provided in two 
converted nurses’ flats and as such does 
not have the same impact or level of 
beauty and calm as our own. 

On Thursday I attended the CNS 
MDT again, and was able to question 
Neil Burnet and Sarah Jefferies, 
Consultants in Neuro Oncology with 
world-renowned expertise. I also 
observed patients being treated in the 
department and the particular use of 
equipment, in terms of immobilization 
masks, set up, and the particular 
advantages of Tomotherapy. 

On Friday I attended a base of skull 
tumour MDT and then the clinic. This 

This article is adapted from the website of the Center for 
Family and Community Health School of Public Health, 
University of California, Berkeley, California. See:

http://www.saferemr.com/2015/05/brain-tumor-rates-are-
rising-in-us-role.html

Meningiomas are the commonest type of brain tumour, 
accounting for over one-third of all primary brain tumours 
diagnosed in adults. Using national tumour registry data, 
a recent USA study found that the overall incidence of 
meningioma has significantly increased in recent years 
(Dolecek et al., 2015). from about 6.3 per 100,000 in 2004 to 
about 7.8 per 100,000 in 2009.

A recent study by Carlberg and Hardell (2015) in Sweden 
adds to the growing body of evidence that heavy use of 
wireless phones (i.e., cell phones and cordless phones) is 
associated with increased risk of meningioma. Heavy cordless 
phone users (defined as more than 1,436 hours of lifetime 
use) had a 1.7-fold greater risk of meningioma (OR = 1.7; 
95% CI = 1.3-2.2). The heaviest cordless phone users (defined 
as more than 3,358 hours of lifetime use) had a two-fold 
greater risk of meningioma (OR = 2.0; 95% CI = 1.4 - 2.8). 

The heaviest cell phone users had a 1.5-fold greater risk of 
meningioma (OR = 1.5, 95% CI = 0.99 - 2.1). 

Two earlier case-control studies conducted in other countries 
have also found evidence of increased risk for meningioma 
among heavy cell phone users:

(1) In France, Coureau et al. (2014) found a two and a half-fold 
greater risk of meningioma for heavy cell phone users (defined 
as 896 or more hours of lifetime use) (OR = 2.57; 95% CI = 
1.02 to 6.44). 

(2) In Australia, Canada, France, Israel and New Zealand, 
Cardis et al. (2011) found a two-fold greater risk of 
meningioma for heavy cell phone users (defined as 3,124 or 
more hours of lifetime use) (OR = 2.01; 95% CI = 1.03 to 
2.93). 

The two prior studies did not assess cordless phone use so 
they may have underestimated the overall meningioma risk 
from wireless phone use.

Thus, we now have three independent, case-control 
studies which find that wireless phone use is a risk 
factor for meningioma.

was useful in order to gain further 
insight in to which tumours were felt 
would be best served by surgery, and 
which by stereotactic radiotherapy. 
I also discussed with Dr. Jeffries the 
management of low grade tumours, such 
as meningioma, vestibular schwannoma and 
other rare tumour types.

What we learnt:
It was invaluable to discuss patient 
care with colleagues. This is something 
I do not get the opportunity to do 
in day-to-day practice as I am the 
sole practitioner in NHS Tayside. It 
was immensely helpful to review the 
treatment plans of so many patients, to 
see how the team in Cambridge edits 
their radiotherapy volumes and to learn 
more about contouring potential organs 
of interest. It was useful to discuss 
the recent changes in pathological 
classification of brain tumours and 
the management of low grade brain 
tumours, which is an area of practice 
that is widely debated.

It was also helpful to take part in 
three multi-disciplinary meetings and 
to appreciate that our own service is 
being well run with good input from 
Neuropathology. 

The Cambridge team is in a transition 
period with their delivery of 
stereotactic radiotherapy, moving from 
one system to another. The greatest 
hurdle is from the physicist and 
radiographers’ perspective, hence the 
value of having Bernadette and Colin 
present, to meet their counterparts 
actually involved in this service.

This was an immensely useful visit, 
increasing my knowledge, confidence 
and abilities. I have returned to NHS 
Tayside with new ideas, deeper 
understanding and a keenness to 
translate this into better patient care. 
We have also established professional 
links which will support collaborative 
working in the future.

Thank you to Brain Tumour 
Action for supporting us.
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When I was diagnosed in April 2015 with 
a meningioma I was working full time in 
the Scottish Government. I also did high 
intensive aerobic and strength training 
3-4 times a week At that moment my life 
changed. I lost my driving license, had to 
take seizure medication and was told an 
operation was the only viable treatment.  

My symptoms prior to diagnosis had been 
vague – fatigue, weakness in one leg, a 
twitch, weird pulsing sensations, headaches 
and finally a focal seizure which led to the 
diagnosis. Initially my GP thought it was 
stress.It was not until the seizure that he 
suspected it might be neurological. An MRI 
was arranged and that was when “Minnie” 
was discovered.

When I spoke to the neurosurgeon, 
Mr. Gallo, he told me that meningiomas 
normally grow slowly and I had probably 
had it for years. I found that exercise helped 
me to cope both with the stress and the 
effects of the medication (Keppra) which 
had reduced my energy and made me so 
nauseous I lost 24lbs in weight. 

However I was fortunate to have the 
support of a colleague’s husband (Prof. 
Malcolm McLeod). Many newly diagnosed 
people really struggle through lack of 
information and coping with the changes in 
their lives. My GP and the other specialists 
were all extremely helpful, answering my 
questions patiently and reassuring me.

 Mr Gallo confirmed that my operation 
would be scheduled in ten weeks time. I 
was going on holiday then but fortunately 
he was comfortable postponing it. He 
advised me not to wear high heels in case 
I fell and I had to check that my insurance 
would be adequate.The holiday was great - I 
even treated myself to a few pina coladas 
– my excuse was I needed to put on some 
weight!

As the operation approached my anxiety 
levels rose, however I kept reminding myself 
I was in excellent hands. Pre-operation was 
when it all became real. Everything is tested 
– bloods, weight, another MRI and I saw Mr 
Gallo again. The tumour had grown slightly 
and looked on the scans like a big lump of 
cotton wool. Nevertheless he was able to 

remove it completely.

After the operation my whole right side felt 
numb and I could not lift my right leg but I 
was told this was normal, due to swelling. 
I was discharged after a week on crutches, 
and within days the local authority had 
fitted a banister on my stairs. I also received 
regular physiotherapy to help rebuild the 
muscles in my hip and right leg.  

I was then referred to the Community 
Rehabilitation and Brain Injury Service 
(CRABIS) which specialises in rehabilitation. 
They gave me invaluable advice: Pace 
yourself. Take time away from all distractions, 
including the phone and TV as your brain 
needs rest to recover. I downloaded a 
relaxation app to help my brain switch off 
(this is much harder to do than you realise). 
Initially I kept falling asleep but after a while 
it became restorative.  

In January 2016 I had my post operation 
MRI which was clear – yay!  I then returned 
to work on a gradual basis. There is no 
doubt it was hard. I could no longer multi-
task,I got tired easily, was forgetful and 
found stress much harder to manage. There 
were a few tears but my colleagues were 
very supportive.  

In June the DVLA said I needed to wait a full 
year after my operation in case of another 
seizure. Meanwhile my neurologist and 
I agreed that I could stop taking Keppra. 
Having only had one focal seizure I was 
not convinced I needed it and I wanted my 
appetite back. So I became medication free - 
what a great feeling! 

Rosie’s experience

I sldo attended a forum looking at the 
benefits of pre and post-operative exercise 
and shared my experiences. There I met 
the Chief Executive of Move More, a  
MacMillan Cancer Support initiative to 
provide tailored Personal Training. This was 
also instrumental in my recovery.  By August 
I was back at work full time. In November 
I had a family holiday to celebrate my 60th 
birthday and in December 2016 my driving 
licence was returned. 

I will need regular scans as meningiomas can 
recur. I have some residual damage but am 
still hopeful it may resolve and meanwhile 
I can relax and enjoy life. It is not the same 
as it was pre-op but it is has been a positive 
experience in many ways. I am humbled 
by the love and support I have received 
from family, friends, colleagues, meningioma 
groups, brain tumour charities and the 
NHS. There is a lot of help out there and I 
recommend anyone in my situation to seek 
it out. A brain tumour is a tough diagnosis. 
Having a positive attitude undoubtedly helps 
as does taking exercise.

 Finally, although there are many criticisms 
of our NHS I personally cannot commend 
it enough. I received first class care from my 
GP, staff at the Western General Hospital 
and Mr. Gallo whose skill meant I can return 
to living life normally. For that, my husband, 
family and I are eternally grateful.

BTA committee members regularly support pupils in secondary 
schools undertaking the Youth and Philanthropy Initiative.(YPI) This 
is an active citizenship programme that raises awareness amongst 
young people about philanthropy and their local community. This 
year we were invited to Holy Rood High School where we spoke 
to a team of Year 5 pupils. Afterwards the teacher in charge of the 
programme wrote:  “It was great for them that you could come into 
school. The pupils have been inspired by the work (which was our aim) 
and it is so good for us to see them so enthused by what each other has 
been doing. Thank you again for giving Holy Rood pupils this opportunity.  
You will not be able to imagine the difference the opportunity you gave 
them has made to their confidence.”

Youth and Philanthropy Initiative 

Rosie and 
Mr Gallo.

Rosie Toal agreed to share with BTA her own experience of having 
a brain tumour from pre-diagnosis through to her return to work. 
A positive attitude coupled with an admirable commitment to 
regular exercise has helped her make an excellent recovery. 


