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Welcome to the first Exchange of the new
year. I’m Claire Alexander, and with Kim Levan,
User Support Coordinator, I’ve taken over from
Carol Gibbons to become a joint-chair of Exchange.

04
Carers Week

In this edition, we’ll tell you all about recent
developments in self-help and support and user
involvement that can help your group and activities
bloom. Also, there are many ways you can help
Exchange flourish, so head to page 17 to find
out more.
Finally, it’s a year since we last asked you to fill in
a reader’s survey for us. Thanks to your answers
and comments last year, we’re already making
improvements to the newsletter. However, we
also know there are still areas we can do better in,
so please do take the time to complete this year’s
survey and send it back to us. In return for your
feedback, we’ll enter you into a prize draw to win
a £50 M&S voucher.

To submit a story,
or to let me know
your thoughts on
Exchange, email me at
exchangenewsletter
@macmillan.org.uk

I hope you enjoy this edition. And please remember
that Exchange is your newsletter, so get involved with
it – we know you’ll enjoy it.
All the best
Claire Alexander
User Involvement Coordinator (Cancer Voices)
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Boots partnership

Caring
for carers
We care about carers.
After all, they do a
fantastic job supporting
people with cancer.
That’s why we’re an
official partner of Carers
Week, which lasts from
14–20 June. Organised
by seven leading
charities, it’s the perfect
chance to celebrate the
six million carers in the
UK who do so much for
so many. This year’s
theme is ‘a life of my
own’, which highlights
how carers miss out on
things we take for
granted, such as
studying, working or
simply socialising.
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You can get involved in
Carers Week by
organising an event. This
is a great way to promote
the wide range of help
Macmillan offers carers,
such as information about
carers’ rights, emotional
support, benefits advice
and practical help.
For further details,
call Charlotte Argyle,
Carers Support
Manager, on 020 7091
2041 or email cargyle
@macmillan.org.uk.
Oh, and please mention
that you’re contacting
her in response to an
Exchange article.

Macmillan is launching
a ground-breaking new
partnership with Boots
UK to help everyone
affected by cancer find
the expert information
and support they need.

Initially from early Spring
there will be general
information about
Macmillan in Boots
stores. More details to
follow in the next edition
of Exchange.

Hello, and how
are you?
Hello. Just to say the
new edition of Hello,
and how are you? is
now available. This
popular handbook is
written by carers for
carers, with a little
help from Macmillan.
Focusing on the real-life
experiences of people
who’ve cared for
someone with cancer,
it covers topics such as
relationships, ethical and
legal issues, and working
with professionals.
Put simply, it’s essential
for anyone caring for
someone with cancer.
We really need you to

spread the word about
our handbook. So please
tell all the carers you
know, your self-help and
support group and your
cancer network to check
it out.
To order your
free copies, visit
be.macmillan.org.uk
or call 0808 808 00 00.

This year, we’re updating many of our booklets
and would really like you to review them. You
don’t need to be a cancer expert or professional
publisher, just someone who has been affected by
cancer. We want to know that the information we
produce is relevant to your experiences.
Getting involved couldn’t be easier. All you need to
do is spend a few hours reading some of our booklets
and then tell us what you think by email or post.

When you’ve been affected by cancer,
having high-quality information that
gives you practical advice can make a
world of difference. That’s why we’re
committed to developing publications
that offer people with cancer, their family
and friends all the information they
need. And that’s where you come in.

If you’d like to make a difference by
reviewing our resources, please email
cancerinformationteam@macmillan.org.uk
or write to Information Resources Coordinator,
Macmillan Cancer Support, 89 Albert
Embankment, London, SE1 7UQ
To view and order any of our information
materials for free, head to be.macmillan.org.uk
or call 0808 808 00 00

News
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Vote Cancer Support
The date of the general election may still be a few
weeks away, but for Macmillan, the time to get
political is now.
That’s because we need
to influence parliamentary
candidates so they support our
calls for the next government to:
•	improve the support offered
to the two million people
living with and beyond cancer
after their treatment finishes

•	reform the National Institute
for Health and Clinical
Excellence’s drug appraisal
process so more drugs
become available for people
with rarer cancers
•	provide better out-of-hours
care for people nearing the
end of their lives.
You can help us out by following
these four easy steps:
1.	Head to macmillan.org.uk/
vote
2. Type in your postcode.
3.	Add your thoughts to
a ready-written email.
4. Click send.
Then, hey presto, the nice
people clamouring for your
vote will receive an email telling
them that cancer support is a
big issue in their constituency.
Also, while you’re at macmillan.
org.uk/vote, you can find
out which lovely candidates
have already adopted our
call for change.
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Thanks to our campaigners,
which include many Exchange
readers, fuel poverty has
received a lot of attention in
Westminster and been
discussed during the debating
of the new Energy Bill.
However, to make sure people with
cancer receive vital extra support from
energy companies, we need to keep
turning up the heat on the government.
To do this, we’re asking you once again
to join our Freeze Out Fuel Poverty
campaign. All you have to do is visit
macmillan.org.uk/fuelpoverty and
sign our pledge
in one minute.
Or, if you have two
minutes to spare,
you could use our
template letter to
write to your MP or
local newspaper to
let them know how
important you think
this issue is.

Got five minutes to spare and
fancy giving Gordon Brown
the run-around? You do?
Good. Well, look no further
than macmillan.org.uk/parking
There you can play Warden Brown,
our new online game that’s
raising awareness of the need
for free hospital parking for people
with cancer.
Also, while you’re there, email
us your car parking stories at
campaigns@macmillan.org.uk,
chat to Macmillan campaigners,
and, most importantly, sign our
pledge to boot out hospital car
parking charges.

Campaigns
News
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Embracing life
Great news! Grants of up to £3,000 are now
available to community groups and voluntary
organisations as well as cancer network
partnership groups. We have changed the name
of these grants to Inclusion User Involvement
Grants – so jot this down if you’d like to apply.
An Inclusion User Involvement Grant could fund all
sorts of projects, including:
•	running local events, such as open days, to reach
people affected by cancer in your community
•	setting up regular meetings that focus on the diverse
concerns of people affected by cancer
•	producing much-needed information booklets for
people affected by cancer in your neighbourhood
•	translating cancer information materials, such as
booklets, into different languages.
At the end of the day, this grant could help your group
to improve cancer services at Macmillan and beyond.
There will be two rounds of grant applications in 2010 – the
first closes shortly while the second closes on 20 September.
If your group would like an application pack, email
sajackson@macmillan.org.uk. For more information,
contact our user support and involvement projects manager
on 020 7091 2007 or at cgibbons@macmillan.org.uk.
She’d love to hear from you. Oh, and please mention that
you’re contacting her in response to an Exchange article.
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Every photograph and every story in Embracing life after cancer
is packed with courage, inspiration and hope.
Inspired by her first hand experience of living
with breast cancer, Bunshri Chandaria worked
with women from South Asian communities and
Macmillan to capture the courage and vitality
of a group of women living with cancer.
Bunshri’s beautiful photography and personal
profiles of real women who have been affected
by cancer are an inspiration to others to be strong
and confident. The women featured in the book
show how people can live a life they love, during
and after their cancer journey.
In raising awareness of these women’s experiences,
it is hoped the book will help to remove some of
the stigma associated with having cancer as well
as bringing comfort and inspiration
to those people affected by cancer,
and their families and carers.
To order your copy of
Embracing life after cancer email
exchangenewsletter@macmillan.
org.uk or phone 020 7091 2007.
Please mention that you’re
responding to an Exchange article.

News
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T

here’s something magical about
being out on the lake,’ says
Louisa. ‘The sound of the water,
the movement of the paddles and the
pounding of the drum. It’s absolutely
awesome, and we want to share it.
‘When my own breast cancer
treatment finished in 2005, I had a
really tough time trying to find my
way, looking for something that would
help the healing and had meaning.
I’d heard about the dragon boats in
Liverpool, and as soon as I tried them
out I was hooked.

Doing something active can be really beneficial to a
cancer support group. Just ask Louisa Balderson. She’s
the secretary and a trustee of Paddlers for Life, a group
that finds inspiration, friendship and support dragon
boating out on the waters of Lake Windermere.
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strength and power that
comes from working as a
team. Because there are
18 of you in a boat, it
doesn’t fall on one person.
If you need to rest, there
are others who will move it
forward. It’s so revitalising,
particularly when you
pick up a paddle on
your affected side and
you feel that strength that
you once had.

‘After that, I knew we had to bring it
to the Lake District. So, along with
three other women, I helped to set up
Paddlers for Life. We gained funding
from Boost [a charitable trust], set
ourselves up as a charity, and worked
with Dr Helen Crank of Sheffield
Hallam University on a research
project funded by NHS North
Lancashire. Also, Tim Berry of English
Lakes Hotels has been a great help
throughout. He generously provides
the use of facilities at Low Wood
Watersports Centre in Windermere.

‘We have two boats,’
adds Louisa, ‘one for
people who have had
cancer treatment and one
for family and friends.
Often they’ve gone
through that very difficult
journey as well and we
recognise the support
they can give each other.
When they’re out on the
lake it’s amazing how the
men talk to each other
about their partner’s
experiences. That’s a
really unique opportunity.

Strength in numbers
‘We take the boats out every weekend
from March to October, with around
35 people each time. There is a

Get involved
‘Overall, our vision is to
develop Paddlers for Life
as the parent organisation

Dragon boats

‘We take the
boats out
every weekend
from March
to October,
with around
35 people
each time.’
Louisa Balderson

for similar groups across
the UK. We’ve received
enquiries from women
all over the country
asking for their nearest
crews, and we want
everyone to have the
opportunity to experience
it for themselves.’
If you’d like to
find out more about
Paddlers for Life, visit
paddlersforlife.co.uk
or email louisa@
paddlersforlife.co.uk
Oh, and please
mention that you’re
contacting her in
response to an
Exchange article.
If your group offers
activity-based support,
or would like to, we
want to hear from you.
Whether it’s dragon
boating or something
less strenuous like
painting or walking,
please contact
exchangenewsletter
@macmillan.org.uk
or call Kim on
020 7840 4902.

Breast cancer and
dragon boating
– a history
In 1996, research was
carried out in Canada
to test the myth that
repetitive upper-body
exercise encourages
lymphoedema in
women treated for
breast cancer. This
involved 25 women
doing dragon boating.
The result: no new
cases of lymphoedema
occurred and none
of the existing cases
became worse. Now,
thanks to this medical
study, many other
women have been
inspired to form their
own dragon boating
teams and enjoy this
thrilling activity.

Paddlers group on the water

Feature
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F
A Cancer Voices support group brings people together who have been affected
by cancer. Supported by Macmillan, this type of group has three main aims.
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irstly, just like a self-help
and support group, it
provides a safe, confidential
space for emotional support,
whether that be face-to-face,
online or by phone. Secondly,
through sharing, the group
can identify any concerns and
issues that relate to individual
and shared cancer experiences.
Lastly, those experiences can
then be used to help shape the
future of cancer care and make
life better for everyone affected
by cancer.

Get together
Anyone affected by cancer, from
any background, can set up a
Cancer Voices support group.
We hope that this type of group
will work well in drawing together
people from social backgrounds,
groups or communities who may
feel less confident talking about
their cancer experiences.
We think that by sharing
experiences, Cancer Voices
support groups will identify a
range of issues and concerns.

These could be about getting fair
and equal access to services, the
high or poor quality of services
that people from particular
communities have experienced,
or the kind of training and support
that would help people affected by
cancer to feel confident in having
their say.
If you’d like to find out how to
set up a Cancer Voices support
group, contact Carol Gibbons
on 020 7091 2007 or email
cgibbons@macmillan.org.uk

Feature
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We hear you

The winners are...
In our previous edition, we told you about the Macmillan
Quality Environment Mark. Now, we’re delighted to
announce the first 14 environments to receive the award.
These are:
Macmillan Cancer Unit
Leighton Hospital, Crewe, Cheshire
The Nightingale and Genesis
Prevention Centre
Wythenshawe Hospital, Manchester
Macmillan Information
and Support Centre
Northwick Park Hospital,
Harrow, Middlesex
Macmillan Information
and Support Centre
James Cook Hospital,
Middlesbrough
Macmillan Oncology Unit
Milton Keynes Hospital,
Buckinghamshire
The Beacon Centre
Musgrove Park Hospital,
Taunton, Somerset
The Macmillan Oaks
Palliative Care Day Unit
Elgin, Morayshire
14
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Last November saw a first in North Wales, with patients and carers
organising a user-led listening event. And with key cancer and
social care professionals attending, this was a chance to be heard.

Macmillan Information
and Support Centre
Western General Hospital,
Edinburgh
Macmillan Day Unit
The Beatson, West of Scotland
Cancer Centre, Glasgow
Macmillan Information
and Support Centre
Belfast City Hospital, Belfast
Cancer Aid Centre
Merthyr Tydfil
Macmillan Shooting Star
Information and Support Centre
Wrexham Maelor Hospital,
Wrexham
The Mulberry Centre
Twickenham, Middlesex
Macmillan Information
and Support Centre
Southampton General Hospital,
Southampton

We’d like to thank all the Cancer
Voices and other people affected
by cancer who worked with
professional assessors to check
whether the winning environments
were worthy of the mark.
Thanks to the Macmillan Quality
Environment Mark, thousands of
people will know they’re going
to be in very safe hands before
they enter their local cancer unit.
To find out how your cancer
environment can get involved
visit www.macmillan.org.uk/
cancerenvironments

Knowing there was a
need for people affected
by cancer in North Wales
to get together and share
experiences, the North
Wales Cancer Network
Patient and Carer Liaison
Group set up the event.
From arranging venues
to finalising the
programme, the whole
day was led and
arranged by people who
had personal experience
of cancer care.

Dr Jane Hanson,
the lead advisor on
cancer for the Welsh
Assembly Government,
attended as guest
speaker, and had
the opportunity to
hear first hand from
patients and carers.
And after taking part
in ‘tell us your views’
workshops, delegates
had the chance to
enjoy creative and
relaxation workshops.

With funding from
Macmillan, the event
took five months to plan,
and all the hard work
well and truly paid off.
Over 95 people came
together for the day,
with the sole purpose of
sharing their experiences
to make a difference.

It’s hoped the findings
from the day will have
a direct impact on cancer
services. A full report
will be available in the
spring and shared with
healthcare professionals
to improve the quality
of care that local people
want and need.

As Pat Evans, Macmillan
User Involvement
Facilitator, commented:
‘The event was a great
success. Participants
particularly appreciated
the opportunity to meet
with others who had
been through similar
experiences and to
use their views and
experiences to help
to make a difference.’
If you would like
more information
or are interested
in finding out how
you could arrange
a similar event,
contact Pat Evans,
Macmillan User
Involvement Facilitator
on 01745 589608 or
email pat.evans@bsc.
wales.nhs.uk

Feature
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ere at Exchange, we work hard to make sure
the newsletter inspires support groups, helps
you get involved in improving cancer services,
and is simply good to read. But, for Exchange to really
achieve what we want it to achieve, we need you, our
readers, to help shape and improve it:

Join the Exchange advisory group – we meet three
times a year to discuss ways to promote Exchange,
advise on its content and consider its future direction.
We’re looking for new members from all over the UK.
Join the Exchange readers panel – this new panel
comments on Exchange articles through the post and on
email, helping to shape the content of future editions.

Give us your feedback – we do listen to what
you have to say. In fact, we’re already making
improvements in response to the feedback you gave
in our 2009 Exchange survey. That’s why it’s so
important you fill in the 2010 survey enclosed with
this edition. It’ll only take five minutes to complete but
it will really help us fine tune your newsletter. Plus you
have the chance to win £50 of M&S vouchers.
If you’d like to get involved in any
of our opportunities, please email
exchangenewsletter@macmillan.org.uk or write
to Inclusion team, Macmillan Cancer Support,
89 Albert Embankment, London SE1 7UQ.

Become an Exchange champion – help Exchange
gain a wider readership by identifying people and
groups who would be interested in receiving the
newsletter. We’ll send you extra copies to distribute in
your local area.
Tell us your story – have you or someone you know
helped to improve cancer services? Do you have any
good tips about how to make a support group or user
involvement activity a success? If you’ve got a story to
share, we’d love to hear from you.
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Dates for your diary

Can you do it?
Course you can

Workshops

Here at Macmillan, we run a fantastic range of free workshops and courses
for people affected by cancer. Some of them focus on helping you to help yourself.
Some help you to support others. And some give you the support to improve
cancer services for everyone. All great stuff.
However, not one to rest on our
laurels, we are always looking at
our learning and development
opportunities to see how we could
improve them. In particular,
we are keen to make sure that
we offer different types of
workshops and courses to suit
different types of people and their
individual circumstances. So that’s
why we’ve developed some new
online opportunities to help
people develop their skills and
confidence from the comfort of
their own home.
Cancer: thriving and surviving
This new online self-management
course is part of a research study
with the Stanford University School
of Medicine in the USA. It looks
at the different ways people
living with cancer can improve
their health and well-being,
18
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and encourages participants to use
discussion boards to share their
stories and support each other.
You can learn more and sign up
at macmillancancersupport.
stanford.edu
More online courses
You can sign up to loads of other
great online courses, including
Buddying and Befriending and
Setting up a Support Group.
Simply head to macmillan.org.
uk/learnzone to find out more
about them and everything else
you need to know about our
learning and development
opportunities. Or if you have
a question you’d like to ask
our Learning and Development
team, drop them an email at
workshops@macmillan.org.uk
or give them a call on
020 7091 2008/2010.

Would you like to introduce
new activities into your group?
We are developing a range of tool
kits for volunteer facilitators to use
with their local self help and
support groups. If you’re interested,
or would like to know more about
how this can help you and your
support group, contact us on
020 7840 4982/4683 and we’ll
tell you all about the free training
and support we can offer you too.
Please mention that you’re
responding to an Exchange article.

Courses held at UK office, London
Good practice in running/
starting your group 16–17 March
This two-day workshop covers good
practice in setting up a self-help or
support group.
Be good to yourself 8 April
Explore different ways to look after
yourself physically and emotionally,
whether you’re a carer, supporter
or someone living with cancer.
Buddying and befriending
27–28 April
If you already do, or would like to
offer, a buddying/befriending
service, this course will show you
the ropes.
Body image, sexuality and cancer
13 May
Understand how cancer treatments
can affect your body and selfimage. Discover ways of boosting
your confidence.

Talking to children about cancer
25 May

Prostate Cancer Awareness Month
www.prostatecancer matters.org.uk

Learn different ways of
communicating with children
who are affected by cancer.

April
Bowel Cancer Awareness Month
www.bowelcanceruk.org.uk

New Perspectives
Nottingham
13–18 April
Belfast
16–21 April
Middlesex
21–26 April
Cambridge
19 April–24 May

Closing date for round one of
developing grant applications
29 April
www.macmillan.org.uk/howwecanhelp

New Perspectives is a free six-week
course for people living with
cancer, by people living with
cancer. Participants meet each
week for two and a half hours to
learn new skills and techniques that
will help them manage their illness.
For further information on any
of the courses above, email
workshops@macmillan.org.uk
or call 020 7091 2010.

Things to look out for
March
Ovarian Cancer
Awareness Month
www.ovarian.org.uk

May
Sun Awareness Week
www.britishskinfoundation.org.uk
June
Everyman Male Cancer
Awareness Month
www.everyman-campaign.org
Cervical Screening Awareness Week
www.jotrust.co.uk
Carers Week
www.carersweek.org
National Conference of Cancer
Self Help Groups
1-4 June
www.nationalcancer.org or call
01325 312314 or 07754309145
Date for your diary
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Your Macmillan
involvement coordinators
Contact your Macmillan
involvement coordinators
(previously community
network development
coordinators) to talk about:
•	self-help and support
•	getting involved in
improving cancer care
through Cancer Voices
•	financial help for setting up
or developing your group
•	training opportunities.
South and West London
and South East England
Deepa Doshi
Tel 07834 192205
ddoshi@macmillan.org.uk
North and East London
and Anglia
Rajiv Bhattacharjee
Tel 07834 191230
rbhattacharjee@macmillan.org.uk

Scotland
Alan Gow
Tel 0141 647 6342
Tel 07793 579368
agow@macmillan.org.uk

North West and
North East England
Sonia Holdsworth
Tel 07834 191209
sholdsworth@macmillan.org.uk

South and South West England
Paula Bond
Tel 01264 343817
Tel 07834 191218
pbond@macmillan.org.uk

Wales
Anne Mart
Tel 01492 593146
Tel 07834 192207
amart@macmillan.org.uk

West Midlands
Marilyn Meade-Brown
Tel 01543 268216
Tel 07834 191211
mmeade-brown@macmillan.org.uk
East Midlands, Yorkshire
and Humberside
Ruth Wilson
Tel 0114 230 9845
Tel 07834 384463
rwilson@macmillan.org.uk

Do you know someone
who would benefit from
getting their own free
copies of Exchange?
Tell them to sign up to
Exchange for free by calling
020 7840 4936 or email
exchangenewsletter@
macmillan.org.uk
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