
Brain Tumour Action has been in the news over the
summer. In particular, you’ll have seen the results of a
quite superb media campaign by brain tumour patient and
BTA fundraiser NicoleWitts and her team, who took on
the formidable Three Peaks Challenge in July. Nicole
promoted her team and BTA simply everywhere – and
not just in her local newspapers: the News of theWorld
covered her story in depth with pictures, and at the time
of writing she is also in touch with the Daily Mail.

Media coverage is absolutely vital to everyone involved in
the fight against brain tumours.They do not receive the
same attention enjoyed by the better known breast, lung
and colon cancers. But every time brain tumours are
discussed by the media, public knowledge grows, and so
does support for essential research and development.
Nicole’s huge efforts this year will make a lasting
difference.

Of course, publicity for your fundraising efforts means
your donations expand, which means that charities like
Brain Tumour Action can fund the essential activities that
help brain tumour patients, carers and families now. So
how can you follow Nicole’s example and interest
journalists in your fundraising efforts and events? Read on!

1. Remember that TV, radio and newspapers need
stories above all. If you want them to cover your
event, make a story for them. Be original and
imaginative with ideas for pictures and lines that can
be featured, the more attention-grabbing the better.
Is your event a first in any way, or is it
unusual/arresting?

2. For local media, make sure that your fundraising
efforts and events have a strong local angle. Can you
involve a local celebrity, or well-known local
business or landmark?

3. Keep your press releases concise – ideally they
should be one page long. Always include contact
details – make it easy for a journalist working to a
deadline to find you when they need to.

4. Remember that the media love to use statistics, facts
and figures, so make sure that they have some to
quote.

5. Make sure that those media outlets you are
contacting hear about you in good time, in case they
choose to send a photographer or interviewer. But if
you have a strong story like Nicole’s, you can still
obtain good coverage long after your event. So if
everything has already happened, don’t be put off.
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Use this format for press releases:

1. Headline – look at a range of magazines in a large
newsagent for inspiration

2. Lead paragraph – the who, what, where, when, why
and how of your fundraising event!

3. Quote – include a quote from a leading participant in
your group

4. Contact details – phone, email, website, address –
make yourself easy to find.

5. If at all possible, send your press releases by email.
Nowadays, most initial contact with journalists in all
media is made this way. Subsequent contact can be
made by telephone.

How to find contact details of media outlets:

1. National tabloids will usually carry a “Tell Us Your
Story” section with contact details in it. For national
coverage, papers such as The Sun, The Mirror, The
Daily Express, The Daily Mail and The News of the
World will be your first port of call.All national – and
local – newspapers will have their contact details
listed inWillings Press Guide, which is usually carried
in major public libraries. Remember to contact the
News Desk or its equivalent.

2. Local newspaper contact details can be obtained
online at www.newspapersoc.org.uk

3. Your local BBC radio andTV stations can be found on
the BBC website – go to www.bbc.co.uk and find
your “region.”

4. Independent radio stations in your area can be found
through the website www.radio-now.co.uk

5. Local independent television stations can all be found
through the website www.itvlocal.com

It’s well worth asking around for the best person to talk
to – perhaps you’ve noticed a particular local reporter’s
byline on earlier, similar stories. If you can address your
press release to a named person, all the better.Also check
for the best office to call where large local newspaper
groups have several to choose from.

A little work beforehand can make all the difference to
media coverage of your event, and to what you can
achieve. Most of the time, working with the media is an
enjoyable experience, and experienced journalists will
regard it as in their own best interest to make their
contact with you go as smoothly as possible. So next time
you’re out raising funds, get them involved, and really let
everyone know about our cause and how they can help!

Brain Tumour Action Is looking for people to join
us at committee and volunteer level and help us
drive on in the fight against brain tumours. It’s a
chance for everyone who has a passion for our
cause and who can offer their time, effort and
commitment to play a serious and significant part
in our work.

Are you a manager? A capable administrator? Do
you have counselling skills? Are you practically-
minded and eager to try out fresh ideas? Could
you help produce and update our leaflets?

Perhaps you yourself are a brain tumour patient or
survivor. Or you know of or care for a relative or
friend who is experiencing this terrible set of
cancers.Whatever your background, if you’ve been
feeling frustrated or overwhelmed by the problem,
we’d like you to have the opportunity to take
decisive action.

Come on board, use your skills and learn new
ones.We need people to lobby and campaign for
funding into research. We need people who can
help out at our support groups or found new ones
in areas we have yet to reach. Could you man a
helpline? Or raise funds?Are you good at designing
posters, leaflets and websites – or would you like
to learn? Could you bring in fresh ideas – or
identify the existing ideas that we need to develop
further?

When you join in with the work of Brain Tumour
Action, you’ll be meeting like-minded people and
creating amazing memories for yourself. Brain
tumours present more complex problems yet they
receive far less funding than many better
understood cancers whose research funding has
been greater, for longer. There are years of
worthwhile work and effort ahead of us before we
see GBM IV or anaplastic astrocytomas or
currently-inoperable low-grade brain tumours
brought under proper control.

If you’d like to be part of that work, just email us
on administrator@braintumouraction.org.uk or
phone us on 0131 466 3116. Don’t worry if you’re
not based in Scotland or the north of England: just
get in touch. The next few years are going to be
memorable ones in the fight against brain tumour,
and we’d love to welcome you along.

CONTINUED FROM PAGE 1

Come On Board with BTA
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The recent opening of the Leeds Gamma Knife Centre
within the St James’s Institute of Oncology in Leeds by
Nova Healthcare brings stereotactic radiosurgery to
NHS and private patients across the North of England
and beyond. This technology has arrived in Yorkshire
courtesy of a partnership between Nova Healthcare
and the Leeds Teaching Hospitals NHS Trust.The Leeds
Centre is not the only such centre in the UK, and we
can expect Gamma Knife and similar technologies to
become more widely available throughout the UK over
the next few years. So what is stereotactic radiosurgery
and what does it have to offer brain tumour patients?

The Gamma Knife is a machine for treating brain
lesions. It does this by delivering a single, highly-targeted
dose of radiation during the course of an out-patient
visit. 192 sources of gamma rays are aimed precisely so
as to treat only the actual target (the tumour) with
minimal risk to nearby brain structures and adjacent
tissue. Because this can all be done without opening the
patient’s skull, the risks that attend open brain surgery
can be avoided. This is true too of conventional
radiotherapy, but the superior accuracy of delivery
available to the Gamma Knife patients means they can
be treated with one or two sessions, rather than a
series of treatments over several weeks.

The ideas that lie behind the Gamma Knife aren’t new:
the basic principles were outlined as long ago as 1949
by the Karolinska Institute’s Lars Leksell and Bjorn
Larsson.The Gamma Knife at Leeds is the latest in a line
of models going back to 1968. Nor is it the only
procedure of its kind: at the end of 2008, the first
British Cyberknife machine, which works along similar
lines, was made available at the private Harley Street
Clinic in London. In the United States and elsewhere,
Novalis, XKnife and Gyro Knife are other developing
procedures.

So why has this treatment taken so long to arrive? Dr
Nick Plowman (consultant at Barts and Clinical
Director at the Harley Street Clinic) put it down to
computing power. Only recently has the software
available for stereotactic radiosurgery machines
reached the levels of accuracy and reliability
demanded in the UK. "It is only in the past couple of
years that the software has got to the stage where we
believe it is right for introduction to our clinical
service,” he told the BBC. "So we don't believe we
have been tardy; we have been waiting for the
improvements to come and now they're here we are
happy to introduce the machine."

And so are Nova Healthcare in Leeds.The machine in
the St James’s Institute is the very latest model of
Gamma Knife, the “Perfexion”, costing £3 million. A
treatment day at the Institute begins with the chance to
ask questions of a member of the team before changing
into a hospital gown (you can wear your own clothing
from the waist down so long as there is no metal).

You’ll be wearing a special Gamma Knife frame on your
head, which will be applied using local anaesthetic for
comfort. Once fitted and ready, you’ll have an MRI scan,
and in some cases a CT scan as well.While this imaging
is going on, a “coordinate box” is placed on your head
frame, which shows up on the scans to provide
reference points for later on, but this is removed once
the imaging is finished.

At this stage, you take a break while your consultant
and medical physicist plan your treatment in detail.The
treatment plan will be unique and personalized to your
situation, and usually takes about sixty minutes to put
together.

You’ll spend your actual treatment reclining on a bed,
awake and able to make comments to your team
through a microphone. You’ll be fully conscious
throughout, and if you bring music or a talking book on
a portable CD or MP3 player, you’ll be able to listen to
it through speakers. The treatment itself is silent and
painless. Treatment probably won’t take much more
than an hour, and often lasts much less.

Afterwards, your head frame will be removed with the
aid of more local anaesthetic. Most patients have no
subsequent problems but you may experience headache
or some nausea – just report either of these to the
nurse so that they can be treated.You’ll remain under
observation for a while – some people may need an
overnight stay.

The effects of stereotactic radiosurgery can be seen
over a period of weeks or months, so follow-up
evaluations and further imaging sessions are essential.

The Gamma Knife – Transforming Surgery for Tumour Patients

The Gamma Knife Perfexion
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It’s tough to be a young person with a brain tumour.You
have your illness to cope with. You are in and out of
treatment a lot of the time.You can’t do everything you’d
like to do.You’re different from other people of your own
age. And on top of that there is all of the usual family and
school stuff everyone else has to manage.

It can be hard to get away from it all even for a day, let
alone for a holiday. But the right kind of break can be a
transforming experience, and giving you and your family
time off from the constant demands of illness.

It’s one of BrainTumourAction’s goals to help children and
teenagers enjoy the freedom of a holiday and we are lucky
to be able to work with the charity OverTheWall which
provides specialist camps for children and teens and which
has long experience with brain tumour patients.

Over The Wall is just one organization in the UK to
provide holidays-with-care. Here is a useful guide to the
main charities and organizations which can help young
people and their parents take some time off away from
it all.

Over The Wall
www.otw.org.uk Telephone: 01420 82086

Over TheWall provides residential activity camps during
the Easter and summer holidays for children aged 8-17,
who are affected by serious illnesses.Many spend months,
even years in and out of hospital undergoing treatments
which can be frightening and painful. Many have endured
isolation and lack of childhood experiences.

At its camps Over TheWall helps children rebuild their
confidence and self esteem by encouraging them to take
part in a range of activities such as kayaking, climbing,
horse riding, archery, arts & crafts, technology and media,
as well as a weekly talent show and disco. Perhaps the

most important part of the holiday, judging by the
children’s comments is the number of new friends they
make.

The children and young people are supported during the
week by Over The Wall staff, a dedicated team of
volunteers who work with them on a one to one basis
and a team of specialized paediatric doctors and nurses
who kindly volunteer their time (and join in all the
activities with the children!)

While the children are staying with Over TheWall, their
parents are able to take a much needed break knowing
they are having a fantastic time and being cared for twenty
four hours a day.

OverTheWall also ensures that siblings are not forgotten;
during the Easter and Autumn school holidays they run
camps that give siblings a break from the stresses of living
with a sick brother or sister. The activity programme is
exactly the same for both sets of children.

Finally, Over The Wall runs an Outreach Programme
throughout the UK to give children confined to hospital
wards a taste of camp life with the hope that once they
are well enough they will join them for a full week of fun
and magic.

Other Organizations and Charities

Clic Sergant
Malcolm Sargent House in Ayrshire offers family breaks
and specialist weekends for young people, siblings, and
bereaved families.All meals are provided.There are a wide
range of indoor and outdoor activities for all ages -
including cycling, arts, crafts and team games organised
within the house. Families can also opt for one of their
luxury self-contained caravans in Exmouth (Devon),
Pagham (West Sussex), Fleetwood (Lancashire) and Filey

Holidays for Children and Teenagers with Tumours
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(Yorkshire).They are located in well-equipped holiday
parks, close to beaches and small towns. Each caravan has
three bedrooms and sleeps up to six people. For
information on CLIC Sargent Holidays, contact the CLIC
Sargent Holiday Administrator on 01292 671233.

Youth Cancer Trust
The Youth Cancer Trust is a unique charity based in
sunny Bournemouth. It provides free, fun activity based
holidays for young people (aged 14 to 30) suffering from
cancer or other serious diseases from anywhere in the
UK and the Irish Republic, or who are patients of any
UK hospital.You can also come on a holiday if you have
been in remission for up to five years. Groups are made
up of similar ages and you can also put your own group
together from friends you’ve made in hospital. Have a
look at the website (www.yct.org.uk )and if
you're interested please contact them on:
Tel:01202 763591: Tracy Ann House, 5 Studland
Road,Alum Chine, Bournemouth, BH4 8HZ

Katie’s Ski Tracks
www.katiesskitracks.org/main.html

Katie's Ski Tracks was named after the late Katie
Noctor who helped co-found the charity in 1990. Katie
lost her own fight when she died of cancer in 1993.
Katie's Ski Tracks are committed to providing skiing
holidays of a lifetime for children from disadvantaged
backgrounds, be it through a terminal illness, sickness,
disability or extreme social problems. Katie's Ski Tracks
provides backup from a full medical team with
specialised insurance, along with all the necessary
adaptive ski equipment including their own trained ski
guides to help facilitate each individual. Katie's Ski
Tracks liaises with parents and all other relevant
agencies that are involved and work with such children.

The Ellen Macarthur Trust
www.ellenmacarthurtrust.org

The Ellen MacArthur Trust takes young people on their
way to recovery from cancer, leukaemia and other
serious illness sailing to help them regain their
confidence.The trips last four days and are for those aged
between 8 and 18.The boats used are 38ft to 45ft cruising
yachts, ideal for carrying groups of children.Each night the
boats stay at a different port and the children and crew
live and sleep on board. Each voyage is led by
experienced, professional sailors who are used to
working with children.There is a high adult to child ratio
- at least three adults to five children. For medical
support, a nurse travels with the children, with on-shore
back-up from a paediatrician with oncology experience.

The Christian Lewis Trust
www.christianlewistrust.org.uk

The Trust provides specially co-ordinated, 'stress-free'
programmes that ensure that children with cancer and
their families who need a break in the UK, Disneyland
Paris or Florida, do not have to worry about anything
except enjoying themselves.

And of course,

The Make a Wish Foundation
www.make-a-wish.org.uk

and

Dreams Come True
www.dctc.org.uk

A Big Thankyou!
Without our fundraisers, Brain Tumour Action
would not be able to do its work of funding
research, providing support and getting vital
information out to the public.We’d like to express
our thanks to everyone who has given us their
time and efforts over the last few months.

Nicole Witts organized a team to take on the
Three Peaks Challenge, and promoted the brain
tumour cause in the News of the World and the
Daily Mail. James and Sam from Beeslack School in
Penicuik, with help from Yair Goodfellow, spent
three days rough-cycling theWest HighlandWay in
memory of John Mill, a friend of James’s family who
died last year after a brave battle with a brain
tumour. David and Catherine Wood organised a
collection for BrainTumour Action as part of their
wedding day celebrations. The West of Scotland
Breast Screening Service held a collection in
memory of their colleague Dr Carole Ann
Alexander. Graeme Sinclair took on the Big
London Swim, a one –mile open water swim in the
Royal Victoria Dock in London. Paul Haynes took
on the formidable Three Peaks Challenge –
Snowdon, Scafell Pike and Ben Nevis in one day. In
remembrance of her husband, Doug Healy, who
died recently of a brain tumour, Fiona Cook
donated the retiring collection from his funeral.
We’d also like to express our thanks for the
substantial donations we have received from
Bencross School Fund ,Graeme Alexander ,K.B.
and D. Harrison, the Multithon Trust , Beeslack
High School and Mr and Mrs DT Hansell.
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I recently spent almost a month in hospital. If asked, and
if I think about it, I will always say that I hate hospitals. I
have spent too much time in them during the last
sixteen years. I go for a regular MRI scan every six
months, and even the smell of antiseptic in the
corridors gives me a sinking feeling in my gut.
Perversely, everyone in a hospital makes a huge effort to
be friendly and cheery. The people
who work there (almost) universally
mean well, and fellow patients are
often eager to talk and to listen. In
the midst of heartbreak, worry and
pain there is a huge effort to
maintain a semblance of human
normality.

Sickness is for most people
something which happens and then
passes, either when we get better or
when we die. However, there is also
the in-between situation of those
who will live with a medical
condition for their entire lives until
they die, but can also at other times
function in a normal way. For some
people, the condition is visible, and cannot be ignored.
Others of us have the luxury of being able to continue
in a “normal” way with our lives without strangers
knowing of the situation.

I never tell people immediately I have a brain tumour,
not because I am worried they will treat me differently
but because I guess they will assume my condition is
terminal. “Brain tumour” strikes fear into the hearts of
many, and rightly so.Malignant brain tumours have a bad
prognosis, with the available treatments often being
almost as damaging as the condition itself. My tumour is
entirely benign, however, and the solid component has
not grown in over five years. It is like a Satsuma-sized
wart in the middle of my head which just sits there,
inoperable but not doing very much. However, my
health is dependent on a plastic pipe which runs from
the ventricle at the front-left of my brain over my
collarbone and ends in the abdominal cavity below my
ribs. This pipe is called a shunt, and it regulates the
pressure in my head which would otherwise be
abnormally and dangerously high.

The most confusing aspect of my condition for me is
that for much of the time I am not ill. However, I live
with the knowledge that I will be ill again in the future,
and that drives me to make the most of the times I have
when I am well.The feeling that I cannot do something
because of my brain tumour is profoundly depressing.
When I am ill one of the few symptoms is short-term

memory loss and I occasionally have
memory problems at other times as
well. I can forget that I have spoken
to someone ten minutes beforehand,
but if reminded of it my response
will be “Oh, of course.” The problem
is not that the memories are gone,
but that I cannot access them.When
I try to reach into the blackness of
amnesia I have to simultaneously
fight the desire to self-destruct. The
knowledge that I am at times not
whole is almost unbearable.

However, during my recent stay in
hospital, as in the past, I felt an
amazing sense of love which
supported me at the deepest pits of

bad news and depression.That feeling was coupled with
the strong belief that everything would be alright and
that I would recover fully. There were times when the
doctors gathered to tell us the latest piece of bad news,
and I could almost feel the comforting force growing
within me.

I knew that people all over the world were holding me
in the light and praying for my recovery. To be at the
receiving end of that prayer is a truly amazing feeling,
where one feels held in the palm of God’s hand. I am
someone who likes to be able to understand what I
experience, but this feeling of calm and peace at a time
when I could have justifiably been devastated requires
faith to explain. Faith in an actively good and supportive
universe, faith in the power of love and prayer, and deep
humility that I should have received that gift. My own
belief is in a universal balance, and so I explain the love
I received as being the balancing force to the despair
linked to my faulty memory.Whatever it is, though, it is
deeply sacred to me, and I feel blessed to have had this
experience.

Vivian Barty

Holding Me in the Light: Vivian Barty
(Reproduced with permission from “The Friend” 5 June 2009)
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The big internet phenomenon of 2008 and 2009,
without a doubt, has beenTwitter.Twitter is a service for
friends, family, and co–workers to communicate and stay
connected through the exchange of quick, frequent
messages. People write short updates, often called
"tweets" of 140 characters or fewer. BecauseTwitter is
outstandingly simple, easy to use and flexible – you can
use it from an ordinary mobile phone if you know how
to send and receive text messages – it has taken off
internationally.

Charities are using Twitter more and more, taking
advantage of the free nature of the service and its wide
reach across countries and populations. They use it to
keep in touch with their campaigners and fundraisers,
and to reassure those who rely upon their help that
they are working hard on their behalf.The database of
all Twitter messages can be searched by anyone, so
charities can also use Twitter to help people get access
to vital information and advice.

Brain Tumour Action has been using Twitter since May
2009.We weren’t the first charity in the brain tumour
field to join – but we are using it in a different way from
our colleagues.

One of Brain Tumour Action’s most important
objectives is to provide information and education
about brain tumours, for example, new treatments.The
internet has dramatically lowered the costs of
information transmission and created new
opportunities to communicate important material in
novel ways. Twitter provides one of those new
opportunities.

Likewise, Brain Tumour Action exists to provide
support for brain tumour patients, their families and
carers.We do this in many different ways – through
support groups, running an online forum, and
supporting research, to give three examples. Again,
Twitter provides a direct means of communication
with patients, families and carers which they might not
otherwise have had.

What we’ve done at BrainTumourAction is to pioneer
the use of Twitter to provide information, education
and support. Most companies and charities have used
Twitter as a channel to publicize their activities or to
promote events. Brain Tumour Action, however, is
using as a new way to deliver the core services which
we exist to provide. More and more of our colleague
charities are catching on to what can be done for

people through Twitter, and the next eighteen months
will be exciting ones online for everyone concerned.

You can get involved. Registering for a Twitter account
is quick, easy and free – go to www.twitter.com and
follow the instructions on-screen. Brain Tumour Action
is at www.twitter.com/braintumourchat . Once you’ve
registered and logged in, you
can “follow” us and join in
the conversation. We’ll be
pointing everyone towards
important new research,
inspiring real-life stories, as
well as forthcoming events.
And we’ll do our best to
answer people’s questions as
we go along.

If you are a brain tumour
patient, a relative, or a carer,
Twitter is a great way to
meet other people who are
sharing your experiences.
Many of them are following
us on Twitter, people from all over the world and from
all walks of life.The mutual support people provide each
other through Twitter is encouraging and uplifting – a
great example of the way the internet helps people find
new friendships to help them through the most difficult
times. So do join in!

BTA has just launched a shiny, new
Just Giving web-page, where you can
donate online – and fundraise too.
Secure, safe and with the bonus of
adding Gift Aid to every donation
made, it’s the ideal way to make a
one-off or monthly donation.You can
also set up your own fundraising
event – and let the sponsorship take
care of itself.

www.justgiving.com/braintumouraction

Donate Online

Brain Tumour Action on Twitter

Brain Tumour Action
is using Twitter



8

Printed by Metro Press, Edinburgh

Brain Tumour Action are
delighted to announce their
support of Rent a Date for
Charity, the initiative of Lisa
Connell who, after her own
diagnosis, has decided to raise
£1 million for brain tumour
charities, including Brain
Tumour Action.

On the online auction site,
www.rentadateforcharity.com,
individuals can bid against each
other, either for specific items –
or for a date. Celebrities have
also put themselves forward as
potential dates, including
Cheryl Baker, the model Orlaith
McAlisatair and Corrie star
Jimmi Harkishin. Other auction
items include beauty packages,
an apartment in Spain and a
session with a fitness trainer.

You can raise money for Brain
Tumour Action through this
site by specifying us as your
designated charity when you
bid for something or
(someone!) Visit the website
below for more details.

K I T E
Keeping In Touch with Everyone

We’d like to encourage everyone affected by brain
tumour – patients, carers, family members and friends –
to sign up for our online support forum, BTUK
(http://health.dir.groups.yahoo.com/group/btuk/).

BTUK is a virtual support group run by volunteers and
provided free of charge to help anyone who is or has
been directly or indirectly affected by a brain tumour.
It’s an online community of individuals working
together to help one another, make friends, learn how
to cope with tumour and provide moral support.

Its members come from all over the UK and abroad to
share experiences, information, tips and inspiration.
More than warmth and company is exchanged: the
cumulative knowledge of our members about services
available in different places is greater than any single
individual’s. BTUK can be a good place to pick up
essential pointers without which living with a brain
tumour would be that much more difficult.

If you’re about to undergo treatment, or are having
symptoms, BTUK allows you to tap into the
experiences of people who have gone before you, in an
easy, friendly way without unnecessary or isolating
medicalese. Or perhaps there’s something you’d like to
know, but haven’t been able to find out: our members
might well have the information you need.

If you are a carer looking for advice on how best to
look after someone, our members will help you. If you
are a family member wondering how to bring comfort
to a relative, you can find advice and help here,too.

Signing up is easy and quick – just visit the web link
above,make yourself a freeYahoo membership profile if
you haven’t one already, and join the group. We’ll be
delighted to have you online!

Join Our Online Support
Forum, BTUK

Brain Tumour Action’s James posting on BTUK


