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Annual General Meeting – Everyone Welcome.
The next AGM of Brain Tumour Action will be held on Tuesday March 
22nd. beginning at 6.30pm at the offices of French Duncan, 56, Palmerston Place, 
Edinburgh EH12 5AY. 

Do you have an interest in 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 soon.

Thank you so much for a great day 
at Blair Drummond on Saturday, my 
two kids had great fun even tho’ the 

weather wasn’t very good.

Hopefully see you all next year.

Hi, we had a great day yesterday at the family 
day. Thank you to everyone, Ella had a ball and 

I know Dougie enjoyed chatting to everyone. 

It was great to be involved and hope 
to do it again, sorry we didn’t get a 

chance to say goodbye. Thanks again.

Thank you for a great day out at the 
safari park. Still can’t figure out how 

he done those tricks. Couldn’t post on 
your page, so thought I would send in 

a message. 

Just wanted to drop you a note to 
thank you very much for inviting us 

to the family fun day.  We all had a 
brilliant time, thanks so much. 

Thank you for a lovely day on 
Saturday  - “despite the weather”. 

Brain Tumour Action has a 
bright new website for 2016, many 
thanks to Stuart McIntosh whom 
we commissioned to re-design it. 
We hope you like it! Our aim was 
to make the content more easily 
accessible while retaining relevant 
material from the previous site. 
We also tried to avoid having 
too many options, colours and 
moving images which could make 
it distracting for people to use. The 
website can be viewed on a range 
of devices but please contact us if 
you experience any difficulty.  We 
would welcome your feedback. 

Winter 2016
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Here’s what you said
All Our Best Wishes for 2016

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

Our New Website

Cheers!
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The idea that patients are partners in 
their own treatment is one that has been 
promoted widely in recent years. A 
wealth of documents exist online, for 
example this from the British Medical 
Association (BMA): “Patient and 
Doctor Partnership comes of Age (2014). 
A doctor’s first priority is to their patients 
whose care should be at the centre of 
everything they do.” 

Or this from the Edinburgh Patient 
Partnership Programme: “the 
involvement of patients as educators enables 
medical students to understand the full 
social, psychological and clinical needs of the 
patients they will serve. Here real patients 
can act as experts in their condition.” 

But what actually happens when patients 
move to the next level and choose 
treatments not within the approved list 
of therapies for their condition? Then the 

partnership can be strained to breaking point 
as Brett and Naghmeh King found when they 
landed briefly in gaol for taking their son 
Ashya abroad for proton beam radiotherapy 
against the advice of his doctors. 

Although that case received sympathetic 
press coverage and the NHS later agreed to 
fund his treatment, other cases slip under 
the radar as some patients’ requests for 
non-standard drugs under the Individual 
Patient Treatment Requests (IPTR) system 
are rejected. 

In a ground-breaking initiative The Scottish 
Government has doubled the amount of 
money available to fund treatments for 
people with rare or end-of-life conditions 
to £80 million for 2015/16. This is welcome 
news but it needs to be backed up by 
clinicians showing a real willingness to 
support their patients’ informed choices. 

It is in this respect that the UK seems to 

lag some way behind the USA. Reading 
about pro-active, long term survivors such 
as Professor Ben Williams (http://www.
virtualtrials.com/surviveben.cfm) who 
selected his own supplementary treatments 
for a grade 4 brain tumour twenty years ago 
or Jeannine Walston (http://jeanninewalston.
com/about/my-cancer-story/) diagnosed 
with a grade 2 brain tumour in 1998 who 
has developed “Integrative Cancer Care 
for the Whole Person and Healing Focus,” 
(explaining how cancer patients can support 
their optimal health and healing with specific 
strategies), shows us that such patients 
can provide a valuable resource to others. 
Jeannine writes, “Dr. Rosenbaum told me that 
I needed to serve as my own best advocate...
he emphasized that I needed to track 
scientific studies and even care for myself.”

This enlightened attitude could greatly 
enhance the Patient-Doctor Partnership if it 
were more widely adopted over here.

Being Pro-Active –What does it really mean?

We had a great day out at Blair 
Drummond Safari Park in June despite 
the weather. Battered by high winds 
and torrential rain we nevertheless 
managed to enjoy ourselves, though 
mostly under cover. Almost everyone 

Most magical of all the sun finally came 
out in the afternoon and so did the 
animals! 

Blair Drummond Family Day.
Has it really stopped raining?

Time for lunch

who had registered made it on the 
day, some driving many miles in 
atrocious conditions and arriving 
wet and cold. One family had to call 
off because their car broke down. 
However the Blair Drummond 
staff came up trumps as always and 
provided us with a powerful fan 
heater in the marquee to warm us all 
up. David, the magician, kept everyone 
guessing over lunch as he dazzled us 
with some astonishing sleight of hand. How did he do that? Warming up at last

Our appreciation and thanks to The 
Brain Tumour Charity for their support 
with this event.
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Irene Hopkins has brought 
invaluable experience to Brain 
Tumour Action from 
her long career in Business 
Administration. Since she joined 
the Committee in 2014 she 
has been raising money for 
The Western General Hospital, 
Edinburgh through the ring-

fenced fund she created in memory of her husband, John. 
Her most recent success was to organise an event at 
Tesco in Haddington just before Christmas which raised 
money to print our new Support Group Card for patients 
and carers attending the Oncology Outpatients’ Clinic. 

Irene Hopkins

Aromatherapy Treatment
Last autumn  BTA made a donation to Cancer Support 
Scotland to provide aromatherapy to brain tumour 
patients in Strathclyde. We received this heartening reply: 

“I am writing to you with thanks on behalf of Cancer 
Support Scotland and all of our services users for your 
generous cheque. As you are aware it’s a crucial time for 
us and your contribution towards the complementary 
service programme is gratefully received. 

Should the opportunity arise we would love to welcome 
the Trustees of Brain Tumour Action to come 
and visit us at the Cancer Support Scotland centre for 
a coffee and tour of the facilities to see first-hand how 
this contribution will make a difference in the lives of the 
people we support.”

“Creating video clips for a patient-and carer-
focused Clinical Neuropsychology website: 
helping patients and carers understand what 
neuropsychological assessment and treatment 
following a brain tumour involves”.

He wrote: 

We would like to develop a short number of video clips 
that will help patients with brain tumours and their carers 
understand the contribution that Clinical Neuropsychology 
might play in their care and treatment. The videos will help 
patients, carers (and also non-psychology staff) understand what 
neuropsychological assessment and treatment involves. Our 
expectation is that if patients view these videos prior to meeting 
with a neuropsychologist they will be more prepared for the 
meeting and their engagement in neuropsychology sessions will 

be enhanced. This will allow for less time spent orientating 
patients to the service and more time providing beneficial 
assessment and intervention which will improve outcomes for 
patients with brain tumours, brain injury or neurological illness.

In October  Sarah Gillanders, Clinical Psychologist, sent this 
update: 

I am very pleased to say that the neuropsychology website 
has now gone live!  http://www.nhslothian.scot.nhs.uk/
Services/A-Z/Neuropsychology/Pages/default.aspx  Thank 
you very much to Brain Tumour Action for funding the 
videos. They really add some invaluable information to the 
site. I have made reference to your support on the home 
page.

We were very pleased that Janice McClure, Chair of BTA 
was invited to contribute to some of these videos.

Clinical Neuropsychology Website Video Clips
After being approached by Dr David Gillespie, Consultant Clinical Neuropsychologist at 
The Department of Clinical Neurosciences, Western General Hospital, Edinburgh, Brain 
Tumour Action agreed to fund the following project – 

Dr. W  Mathewson
Rev. John Mill
Mrs. M K Morrison
Mrs. P Hagger
Mr. and Mrs. Allbrooke 
GS and AA Leek 
Mrs. S I Bradbrook
Mr and Mrs J V Dwek
L D Morris
Mrs V R Spalter 
Michael, Kerrith, Katyann and  
Rosie Harris  
Mr and Mrs NRJ Stranks
Baron A W Bernstein
Mr and Mrs R D Bernstein
Mrs G J Bernstein
Aileen and Colin Gardner
Siber Charitable Trust
Kingsknowe Golf Club Ladies 
Section
Corporate Rentals Ltd
Pennies from Heaven - Crédit 
Agricole CA-CIB
Wardle Village Church
Redcliffe Training
Thomson Airways
The Auld Brig
Lettie MacKinnon
Colin Naylor
Madeleine Wiltshire
Tabitha Steemson
Fiona McOwan

Debbie and Matt Slack
Nicola McLaughlin
Clare Morgan
Danielle Williams 
Ruth Blair
Linda Cameron
Barbara Hyslop
Riley England
Katie Nelson
Irene Hopkins – John Hopkins Fund
Andrew Slack Memorial Donors
Krista McGarvie -  
Leighanne Easton Fund
Katherine Irvine – 
Leighanne Easton Fund
Gartly School –  
Leighanne Easton Fund
Dr. Donna Evans,
Mr. and Mrs. T N Williamson,
Ian Gossip
Kat Wilson
Lynne Thomson
Gregor Alexander
Hannah Hinton
Colin Henderson
Brian Brookes
Anthony Hammond
Astrid Herchenroder
We are indebted, also, to the many 
anonymous people who have 
donated through justgiving – thank 
you to every one of you.

Thank you so much to all these 
generous donors:
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We’re so grateful for your energy and commitment to our charity.

John Kinlan and Alexandre Pincemin from 
Credit Agricole wrote:

“We asked the department and the 
suggestion was a support for a Brain 
Tumour Charity following the death in 

service of two CA CIB employees in 
2014. Brain Tumour Action was 
the choice as it’s an entirely voluntary 
charity reliant upon funding that not 
only supports research into this disease 
but also support and counselling for 
those affected.

Alex and I swam the 12km in just under 
4 hours but unfortunately we weren’t 
allowed to take photos on the poolside 
while we were doing the event.”

Thank you to all our  
inspirational fundraisers! 

Luke Draycott said: “I am Boxing 
on a Funkin Fitness White Collar 
Boxing Event @ The Studio, 
Nantwich to raise funds for Brain 
Tumour Action. Many families are 
affected by this unforgiving disease. 
We sadly lost our Mum, Jill only 
last year.” 

Luke 
Draycott 

Nikki Grant raised funds in memory 
of her Dad, John. She wrote: “It’s 
been 3 years now since Dad passed 
away at home after battling this cruel 
disease for 14 months and it’s still as 
raw when I look back on it all and try 
and believe it all really did happen. I’m 
so so proud of the fight in my Dad 
throughout, not once did he moan 
even when he lost all his hair and 
was undergoing the most dreadful 
treatment.”

Nikki Grant

John Kinlan 
and Alexandre 
Pincemin

The customers at 
Currie Post Office have 
once again excelled 
in their counter top 
contributions to BTA. 
Thank you so much to 
all of them and to the 
Post Office staff for 
their assistance and 
support

Currie 
Post 

Marie at Currie 
Post Office

Clara Bernstein 
ran 10km in the 
Manchester ‘Run 
in the Dark’ at 
the end of 2014 in 
recognition of the 
great bravery of 
her friend Darren 
Walshaw who was 
diagnosed with 
a terminal brain 
tumour last August. 
Well done, Clara 
and thank you so 
much to you and 
all your sponsors 
for your generous 
donation.

Clara 
Bernstein

Clara  
Bernstein

Jing Li and The Credit Agricole CIB 
London Dragon Boat Racing team the 
‘Green Tigers’ braved the fast-flowing 
currents of the River Thames on the 
weekend of 14th June in order to raise 
funds for Brain Tumour Action! 
This is the third year the UK team have 
picked up the baton from their Hong 
Kong colleagues to compete at the 
Marlow Dragon Boat Festival.

Green Tigers Roar
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Gail and her son Andy went purple for a 
fundraising day at the local primary school to 
raise money for the Leighanne Easton Fund.

Angeline and Sue raised money 
on behalf of their sister Mags. Sue 
organised a dress-down day at her 
work while Angeline and Stuart ran 
the Edinburgh Half-Marathon

The Stone Roses Fan Club did us 
proud for the second year running. 
Marky wrote:  “Hi Lynne just a wee 
note to let you know we will be 
having another night in September 
and half the proceeds will be 
coming to you.”  What a great 
group - thanks again all for your 
support! 

More wonderful fundraisers

Gail and Andy

A Family Affair 

Lorna Crawford has 
been fundraising for 
the John Hopkins 
Fund and in memory 
of two friends who 
died of cancer last 
year. For her 40th 
birthday  she asked 
all her friends for 
donations instead of 
presents. She also 
completed the 25km 
run in Brighton.

Lorna Crawford

Lorna 25KM Brighton

Lesley Archibald, 
her husband 
and their two 
children took 
part in the 
Supernova 
run (Speed of 
Light 5K) on 
7th November.  
Afterwards 
Lesley wrote 
this:
We did it - my 
poor boy has 
been off school for the last 2 days 
with tonsillitis, a bad cough, no voice 
and a stinking cold, but he wasn’t 
going to miss it. So the wee soul 
battled on tonight and we finished 
as a family in 47:12 (his 5k personal 
best is 24:19 so that’ll give you an 
indication as to how tough this was 
for him tonight). My 
daughter kept everyone’s 
spirits up by moaning at 
every opportunity that 
she’s not a runner, she’s 
a dancer! Fun and games 
all round, an absolutely 
brilliant night, though, and 
we really did love it. We 
had neon finger lights, 

glow sticks and head torches - my 
hubby even wore a pink tutu!  We 
stopped along the way for some 
selfies so you can see the Kelpies 
(we live 5 minutes away, and they 
are absolutely beautiful - especially 
at night). Many congratulations to 
you all!

Leslie Archibald
Painting the Town 
Purple

Angeline and 
Stuart running 
for BTA

Stone Roses Fan Club
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There is growing evidence that hyperbaric oxygen therapy 
(HBOT) both alone and in combination with other 
treatments, may be effective in treating a wide range of 
cancers including brain tumours. The extracts from four 
articles below illustrate its wide potential.

The first discusses recent research while the second examines the 
potential benefits of HBOT for patients with malignant brain tumours. 
The third describes the effectiveness of combining HBOT with the 
Ketogenic Diet while the last reports on improvements after HBOT 
in neurophysiologic performance among long-term, brain tumour 
survivors. 

1. Hyperbaric oxygen therapy and cancer—a review Ingrid 
Moen  and Linda E. B. Stuhr Springer Targeted Oncology, 
December 2012.

We have summarized the work performed on HBO and cancer in 
the period 2004–2012. Based on the present as well as previous 
reviews, there is no evidence indicating that HBO neither acts as a 
stimulator of tumor growth nor as an enhancer of recurrence...There 
is evidence that implies that HBO might have tumor-inhibitory effects 
in certain cancer subtypes, and we thus strongly believe that we need 
to expand our knowledge on the effect and the mechanisms behind 
tumor oxygenation.

 Patients with high-grade gliomas generally have poor prognosis and 
the illness is rarely curable. Designing therapy is challenging due to the 
neoplasm’s infiltrative nature, resistance to apoptosis, and recurrence 
and resistance to therapy. 

In 2007, Stuhr et al. published an experimental study, examining the 
effect of HBO on the growth of rat glioma xenografts... They found 
that increased levels of pO2, using both normobaric and moderate 
HBO, significantly reduced tumor growth, possibly by increasing cell 
death and reducing the vascular density. This might indicate that HBO 
alone has a favorable effect on gliomas. However... the experimental 
tumors were implanted in the neck and not in the brain, and this may 
well have influenced the outcome of the experiments.

Only three other papers in the period 2004–2012 have been 
published utilizing HBO on gliomas... all preliminary clinical 
studies, investigating HBO in combination with radiotherapy and 
chemotherapy. Kohshi et al. and Ogawa et al. both conclude that 
there is a possible advantage to combining HBO with radiotherapy, 
but they also underline the need for further investigation. Special 
caution should be taken when interpreting the results from the study 
by Koshi et al. as anaplastic astrocytomas are included in the trial and 
compared with the patients with glioblastoma multiforme.

In a study of HBO and chemotherapy, Suzuki et al. [44] suggest that 
HBO therapy prolongs the biological residence time of carboplatin. 
However, the mechanisms of action of HBO on the clinical efficacy of 
carboplatin are still unknown. 

The consensus today is that research performed hitherto has failed 
to demonstrate that HBO has a cancer-promoting effect or that it 
enhances recurrence. Nevertheless, both recent and older research 
studies have shown that HBO can be inhibitory and reduce cancer 
growth in some cancer types. In vitro studies have confirmed that 
there are discrepancies in growth fractions between different cancer 
cell lines following exposure to hyperoxia [10]. Thus, this supports the 
need for performing randomized studies on HBO as a stand-alone 
treatment or in combination with other therapies. 

The observed variety in response to HBO found during the last 
decades can be ascribed both to differences in types of cancers but 
also to the large variety in HBO treatment protocols... which should 
not lead to an exclusion of HBO as a form of cancer treatment or as 
a cancer treatment adjuvant.

To clarify if tumor hypoxia is as important for cancer progression as 
indicated in the literature, HBO can be used as an important research 
tool... We therefore strongly believe that we need to expand our 
understanding of what happens during oxygenation of cancer tissue 
and... the effect of hyperoxia on different cancer types and subtypes.

2. Potential roles of hyperbaric oxygenation in the treatments 
of brain tumors. Kohshi K1, Beppu T, Tanaka K, Ogawa K, 
Inoue O, Kukita I, Clarke RE. Journal of the Undersea and 
Hyperbaric Medical Society, 2013.

Abstract: Over the past 50 years hyperbaric oxygen (HBO2) therapy 
has been used in a wide variety of medical conditions... this review 
briefly summaries the potential role of HBO2 therapy in the treatment 
of malignant tumors and radiation injury of the brain. HBO2 therapy 
is used for the enhancement of radiosensitivity in the treatment of 
some cancers, including malignant brain tumors. Radiotherapy within 15 
minutes following HBO2 exposure, a relatively new treatment regimen, 
has been studied at several institutes and has demonstrated promising 
clinical results for malignant gliomas. HBO2 therapy also increases 
sensitivity to some antineoplastic agents; non-randomized clinical trials 
using carboplatin-based chemotherapy combined with HBO2 show 
a significant advantage in survival for recurrent malignant gliomas. The 
possibilities of combining HBO2 therapy with radiotherapy and/or 
chemotherapy to overcome newly diagnosed and recurrent malignant 
gliomas deserve extensive clinical trials. HBO2 therapy also shows 
promising potential for the treatment and/or prevention of radiation 
injury of the brain after stereotactic radiosurgery... The possibilities with 
HBO2 to enhance the therapeutic effect of irradiation... should boost 
new scientific interest into the whole field of oncology looking for new 
armamentaria to fight cancer.

3. The Ketogenic Diet and Hyperbaric Oxygen Therapy 
Prolong Survival in Mice with Systemic Metastatic Cancer 
Angela M. Poff , Csilla Ari, Thomas N. Seyfried, Dominic P. 
D’Agostino.   PLOS/ONE 2013.

KD alone significantly decreased blood glucose, slowed tumor growth, 
and increased mean survival time by 56.7% in mice with systemic 
metastatic cancer. While HBO2T alone did not influence cancer 
progression, combining the KD with HBO2T elicited a significant 
decrease in blood glucose, tumor growth rate, and 77.9% increase in 
mean survival time compared to controls.

Conclusions:   KD and HBO2T produce significant anti-cancer 
effects when combined in a natural model of systemic metastatic 
cancer. Our evidence suggests that these therapies should be further 
investigated as potential non-toxic treatments or adjuvant therapies to 
standard care for patients with systemic metastatic disease.

Continued on page 7

Hyperbaric 
Oxygen 
Therapy.
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We heard last month from Denise Sheer whose research we 
helped to fund. She wrote: “I am extremely pleased to let you 
know that our substantial paper on microRNAs in paediatric 
brain tumours (Pilocytic and Diffuse Astrocytomas) has 
just been accepted for publication in Acta Neuropathologica 
Communications. As you will see, we have acknowledged the 
funding from Brain Tumour Action. (I realise that the spelling 
of the name of the charity was changed to American, but I will 
make sure this is corrected in the final publication). Thank you so 
much to you and your colleagues for your generous support of 
our work. I will send you the final version as soon as we have it.” 

Denise Sheer, D.Phil Professor of Human Genetics
Centre for Genomics & Child Health, Blizard Institute 
Barts and the London School of Medicine and Dentistry
Queen Mary University of London

Research into Paediatric 
Low-Grade Gliomas.

Continued from page 6

4. Hyperbaric oxygen treatment improved neurophysiologic 
performance in brain tumor patients after neurosurgery 
and radiotherapy: a preliminary report. 
Schellart NA1, Reits D, van der Kleij AJ, Stalpers LJ. Cancer, 2011.

Ten long-term brain tumor survivors received HBOT for severe 
cognitive deficits after neurosurgery and radiosurgery. Patients were 
tested before HBOT and at 6 weeks and 4 months after HBOT. 
The tests comprised a quantitative electroencephalographic (EEG) 
examination, the Informant Questionnaire on Cognitive Decline in 
the Elderly (IQCODE) for memory performance, and 2 cognitive 
tests, the number connection test (NCT) and the continuous 
reaction time test (CRTT). Late event-related components (LERCs) 
of averaged evoked EEG responses to a visual odd-ball stimulus were 
analyzed from whole-head activity maps. For comparison, a control 
group of healthy individuals (no HBOT) also were investigated.

RESULTS: 
After HBOT, the amplitude of the LERC with the longest latency, 
P3b (involved in object interpretation) was improved significantly 
(P = .02). The amplitudes of the N200...  and the intermediate P3a... 
LERCs with shorter latencies, and of a small... visual component did 
not change. Neither latencies nor reaction times changed after HBOT. 
However, P3a and P3b... latencies were longer in survivors than in 
healthy individuals. The NCT produced inconclusive results, but the 
IQCODE revealed an improvement. When outcomes of the NCT, 
CRTT, IQCODE, and P3b amplitudes were evaluated in common 
tests, HBOT appeared to provide substantial improvement (P<.006).

CONCLUSIONS: 
On the basis of the current results, the authors concluded tentatively 
that HBOT improves neurophysiologic performance in long-term 
brain tumor survivors.

Andrew Slack who 
died last summer at 
the age of twenty-five 
was an extraordinary 
individual, as the 
tributes given at the 
celebration of his life 
last August reflected. 
Born with what might 
have been considered 
life-diminishing physical 
and learning difficulties 
Andrew simply 
disregarded them all 
and got on with living. He continued to enjoy life almost to 
the very end despite the diagnosis of a brain tumour and 
the increasing ill-health it brought. 

He was so proud to be asked to carry the Olympic Torch 
through Dunfermline in 2012. Andrew specialised in 
Boccia, a sport which won him both individual gold and 
team bronze medals in the Special Olympics in Leicester 
in 2009 and which he continued to play competitively until 
the last months of his life.

In everything he did he was supported by his devoted 
parents, sister and brother-in-law, schools, sports and 
recreational clubs, doctors, nurses, therapists and the 
huge number of friends he made during his memorable 
lifetime. So great was the devotion he inspired that the 
West Lothian Crematorium in Livingston was packed to 
capacity. People stood in the aisles while others watched 
from outside the entrance. It was a unique event in every 
way – just like Andrew himself.

Remembering Andrew

Brain Tumour Action continues, as it has always done, 
to provide ongoing, free services:  information booklets, 
both in electronic and paper format, a telephone 
help line, grants for professional training, massage and 
aromatherapy sessions, managing your ring-fenced funds 
as well as running our monthly Support Group – see page 
9. We also campaign for better provision for patients at 
Government level. 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 events 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. See you there!

Our Services for You.
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How can friends, neighbours, medical, counselling and social 
care staff best respond to such a trauma?  There are no clear 
guidelines, no manuals of what to say or do. Every parent’s 
response is unique to them and should be respected as such. A 
father or mother who has a lost a child should have the right 
to behave as they wish without feeling they must conform to 
some acceptable model of grief.  Yet there is still a tendency 
for our society, while it acknowledges the enormity of such a 
loss, to maintain fixed ideas about what is acceptable behaviour 
in the face of it. This only serves to make the grieving parent’s 
loss even harder to bear.

Whereas for some people bereavement counselling may be 
helpful, for others it could be viewed as irrelevant or grossly 
intrusive. If suggestions of help continue to be rejected, 
however, the parent risks losing other forms of support which 
might have worked better for them. People get discouraged 
if the bereaved parent’s response doesn’t meet their 
expectations and they soon start to lose sympathy. “ If they 
won’t let me help then what can I do?”

Some of these reactions reflect more on the needs and fears 
of the wider society than on the bereaved parent. “People 
seem to need you to be very, very sad and it’s not for yourself. 
It’s almost on behalf of everyone,” says Dr Denise Turner, 
Lecturer in Social Work and Social Care at the University of 
Sussex, who has researched this subject in depth. She is herself 
a bereaved parent. 

See: https://societycentral.ac.uk/2014/07/05/the-death-of-a-
child-are-we-still-failing-to-balance-suspicion-and-sensitivity/

She thinks most professionals trying to help bereaved parents 
inevitably experience considerable pain themselves, a pain that 
is not generally acknowledged and that they feel they ought to 
be able to manage. Hiding behind a mask of euphemisms and 
procedures then becomes a coping mechanism. Healthcare 
staff are trained to ‘make it better’ – only when a child dies 
there’s never any way of making it better. 

If we could be more open about our own feelings, perhaps we 
would find it easier to support  parents who are mourning, by 
following their lead. Permitting ourselves to listen, to share the 
grief and anger, the indescribable pain they are going through, 
may be the best we can do. 

See also: The Death of a Child, ed. Peter Stanford , Continuum- 
Bloomsbury, a collection of personal essays on losing a son, 
daughter or sibling with a reflection by the psychotherapist, 
Dorothy Rowe, on surviving the loss of a child. 

Losing a Child

Gail’s Poem

For many people the thought of losing a child – whatever their age - represents the worst 
thing that could possibly happen in life, something from which you can never recover. For 
some bereaved parents this may well be true while for others a recovery is possible, or 
perhaps ‘adaptation’ would describe it better.

The sky is black
The day is gone

The night is dragging
On and on.

The memories are joyful
The days were full of fun
Rattling through my mind

I still can’t believe you’re gone.

I put out the lights
The stars are appearing

I sit looking out
The clouds are clearing.

I search the sky
Scanning the heavens above

Looking for that star
The disco one you loved.

There it is
I stand and stare

It’s pulsing ad glowing
I imagine you partying up there.

Gail Easton.
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Rosie is herself developing a disability-
rights musical production.  She wrote:

“I work as a professional musician (flautist) 
in London and I have been putting together 
a musical production about my own brain-
tumour experience which is slowly but 
surely coming to fruition. 

I am 34 years old and have fought a very 
persistent, recurrent brain-tumour through 
child-hood and my teenage years, the 
most recent recurrence of which looked 
pretty hopeless. However, although of 
course the illness itself and the treatment 

people to fight for both legal and social 
consequences for instances of all kinds of 
disability discrimination.”

After her visit she wrote:  “Just wanted 
to let you know a little bit about my 
experience of the workshop last week.

The writer was very helpful about the 
campaign and production itself and gave 
me some really good advice about how to 
get the political attention I need.

Once again, however, thanks so much for 
your hospitality. I doubt I would have been 
able to afford accommodation otherwise 
and so would have missed an extremely 
helpful opportunity! Thanks for the Fringe 
Festival advice too. When I get a recording 
of The Insurance Worm I’ll send you a 
copy.” We look forward to hearing it!  

Meantime here is a link to her blog: http://
facingthemusic.blog.com/ Rosie invites 
people to e-mail their own experiences 
and comments as she says that’s just what 
the campaign needs. 

Rosie Glass is 
Facing The Music
BTA was delighted to support Rosie Glass’s visit to The Festival Fringe 
in August to attend a workshop led by playwright Louise Page. Louise 
has been exploring ideas for a theatrical production on the theme of 
brain cancer, working at the Cancer Research UK Edinburgh Centre to 
weave together the experiences of patients, doctors and scientists. 

Edinburgh and South East 
Scotland Support Group

Visiting Scholar 
Awards

BTA’s Edinburgh Support Group 
has been meeting as usual at the 
Maggie’s Centre, Western General 
Hospital, on the first Tuesday of the 
month between 7-9pm.

Sometimes there is a visiting 
speaker, at other times it splits into 
two smaller groups - patients and 
carers - for part of the time which 
gives people more of a chance to 
talk about particular issues.  

It has been a challenging year as 
there have been some deaths within 
the group which have been felt 
deeply. We are extremely grateful to 
Gill Harris, Neuro-oncology Nurse 
Specialist and to Peter Kravitz, 
Psychotherapist at Maggie’s for their 
regular, caring attendance. 

In December there was a very 
enjoyable Christmas Party with a 
magnificent buffet created by Lydia, 
drinks provided by Alice, crackers 
with corny jokes, Christmas crafts, 
carols and lots of chat. Our strength 
is in the ongoing support we can 
give each other – thank you each 
and every one. 

The new Brain Tumour Action 
(BTA) Visiting Scholar award scheme, 
brainchild of Consultant Neuro-oncologist 
Hannah Lord, is designed to assist 
doctors, nurses, radiographers, physicists, 
pharmacists and physiotherapists, who 
must be NHS Tayside employees, to 
further their knowledge of treatments and 
care of patients with a primary central 
nervous system tumour.  

A Visiting Scholar Award, maximum 
value £5000, is normally awarded for a 
period of one to three months. It can be 
used partly for travel expenses and to 
pay back-fill work during the Scholar’s 
absence. Applications can be made to 

Rosie & 
Andy

it needed were pretty awful, it was the way 
I was treated both during my illness and 
throughout the following years of my life 
as a “dis-abled” person - what a horrible 
word that is! - that have been most awful.

I am very glad to have the second chance 
at life I never thought I’d get while sick all 
those years ago. However, my production 
“Facing The Music” describes some of 
the ridicule, discrimination and at times 
violence I have experienced both while 
ill and even at times today which often 
threatens to obliterate my enjoyment 
of that second chance. Worst of all, for 
various reasons there is often little or 
no consequences for the perpetrators of 
these actions so of course they continue. 
It is this lack of consequences that is the 
focus of my production and the campaign 
that I hope will follow. I intend to empower 

attend centres 
of excellence, 
practical 
workshops and 
short courses 
worldwide. 
The Awards 
do not cover 
attendance 
at scientific 
meetings and 
conferences. 
Successful 
applicants must 
travel within nine months of receipt of the 
Award and will be expected to provide 
a written report within three months of 
their return. Awards will be judged by 
a panel of at least two members of the 
SANON committee and one member of 
the BTA Committee, who can co-opt 
advisors as appropriate.  

Support 
Group Party
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A new piece of equipment has recently 
been added to the treatment tools 
available for brain tumour patients treated 
at Aberdeen Royal Infirmary’s Radiotherapy 
Department. With the generous 
contribution of Brain Tumour 
Action and Mr Ronald Sim, a new, 
double-shell positioning system has been 
purchased. This will provide the maximal 
geometrical stability required to treat brain 
tumours when precision is essential.

Aberdeen Royal Infirmary already has 
state-of-the-art linear accelerators which 
provide intensity-modulated and image-
guided radiotherapy; this equipment is 
extensively used in the treatment of brain 
tumours.

In some cases, however, small tumoural 
volumes need to be treated with a 
minimal margin and therefore require 
sub-millimetric precision. This technique of 
focal radiotherapy, more commonly known 

as stereotactic radiotherapy, is one of the 
features of which our equipment is capable.  
After an intense period of collaborative 
work among all the disciplines involved 
in Radiotherapy (Clinicians, Medical 
Physicists and Radiographers), we started 
treating patients who previously had had 
to be referred to other centres, adding 
the long journey from home to their 
already difficult situation of undergoing 
radiotherapy for a brain tumour.

The addition of this new, double-shell 
positioning device, which displays volumetric 
images during treatment, will allow even 
greater precision to be achieved. Because 
the margin required to treat the tumoural 
volume will be minimized consequently 
the amount of brain tissue that needs to 
be irradiated will also be reduced. This 
technique will also increase the safety of 
the treatment when tumours are sited very 
close to sensitive organs.

New Radiotherapy 
Equipment

Although most people are familiar with 
the important role of radiotherapy 
in cancer treatment, not everybody 
is aware that radiotherapy can also 
be used in the treatment of benign 
tumours in the brain, achieving up to 
90% rates of control in some situations.

This double-shell system is slightly more 
uncomfortable for the patient than the 
standard thermoplastic shell that will 
continue to be used for many other 
brain tumours. Initially the new system 
will be used mainly for meningiomas, 
pituitary adenomas, for re-irradiation 
of malignant tumours when clinically 
feasible, and in other cases when 
maximal precision is necessary.

We are grateful to our donors for 
their generous help in funding this 
equipment and the contribution it will 
make to improving the treatment of 
brain tumour patients. We will continue 
with our commitment to our patients 
to provide the best possible treatment 
outcomes.

Rafael Moleron
Consultant Clinical Oncologist
Aberdeen Royal Infirmary.

New Patient Guide – 
Discharge Information Leaflet.
BTA was pleased to pay 
for the printing of this 
leaflet written by Gill 
Harris, Neuro-oncology 
Nurse  Specialist at The 
Edinburgh Centre for 
Neuro-oncology,  Western 
General Hospital to assist 
new patients awaiting 
diagnosis after brain 
surgery. Pathology results 
take up to two weeks to 
complete which can be 
a time of great anxiety 
for patients and carers. 
The leaflet explains the 
process and outlines the 
next steps prior to a 
clinic appointment being 
made.

Our 
booklets 
and leaflets
There is always a steady stream 
of requests for our printed 
materials. Recently we received 
this  tribute from a specialist 
neuro-oncology nurse in the 
Midlands:  “Thank you for your 
excellent booklets. I have been 
giving out “Living with a Brain 
Tumour”. This book is fantastic 
and really prepares patients and 
carers. I particularly like the 
coping strategies and the brain 
diagram.”


