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Editorial
A warm welcome to the winter edition of Exchange.
In August I returned from maternity leave to take over
the reins from Kim Levan. I’d like to say goodbye and
a huge ‘thank you’ to Kim for all her hard work; she’s
certainly left big shoes for me to fill.
I hope you’ve enjoyed reading about the goings
on in the world of self-help and support and user
involvement over the past year. We’re constantly
evolving Exchange so that it stays interesting and
relevant to you. Exciting changes are afoot for 2011
and, as well as introducing some brand new features,
we’ll also be making it even easier for you to give
us your feedback. We’ll be sending out details soon,
so keep your eyes peeled.
Remember, this is your newsletter, so please keep
your stories and ideas coming in. Your contributions
really do inspire others to get support, provide help
and improve cancer services throughout the UK.
All that’s left for me to do is to wish you the season’s
greetings and a happy new year!
To submit a story,
or to let me know
your thoughts on
Exchange, email me at
exchangenewsletter
@macmillan.org.uk
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Best wishes

Kelly O’Sullivan
User Support Coordinator
Self-help and support groups
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When you’re affected by cancer, the more control
you can have over your health the better. That’s
why here at Macmillan we’re very excited that the
NHS is giving people in England electronic access
to their personal health information.
The NHS Summary Care Record (SCR) is a secure
summary of someone’s key health information,
including medication, medical history, allergies
and adverse reactions. Over time an individual’s
record can even be enriched to cover choices and
preferences about their care. This development could
be particularly beneficial for people living with cancer,
and those with complex needs, long-term conditions
or on multiple medications.

The SCR programme is still in its early stages – over
half a million adults in England have received letters
about it so far, with many more on their way.
Exchange will keep you posted on further
developments, but in the meantime you can
discover more at connectingforhealth.nhs.uk/
systemsandservices/scr or contact the Summary
Care Records Information line on 0845 603 8510.

Picture perfect

04

In September, Macmillan
was asked to contribute a
photograph representing
what legacy income means
to us for an exhibition called
Legacies Through A Lens.

behind the scenes of the photo
shoot at macmillan.org.uk/rac?
We invited all Cancer Voices to
submit their photos too – view the
fantastic results at flickr.com/
groups/legaciesthroughalens

Our entry, featuring Cancer
Voice Leanne Grose, shows how
Macmillan can make good days
happen. Why not take a peak

Legacies fund over a third
of our services – to find out
how you can leave one, visit
macmillan.org.uk/legacies

News
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At Macmillan, we’re passionate about the fact that people with
cancer are not simply numbers, but individuals who rightly expect
to be cared for in a dignified and humane way. We want to change
people’s experiences of cancer care services, not just of those who
have cancer, but also those of carers and staff delivering the services.
That’s why Macmillan is developing a Human Rights
Framework. Wondering what this has to do with
cancer? Our new framework will help us ensure
the highest standard of care is received by all.
Real life examples in hospitals include people being
left unwashed for weeks and calls for help to use
the bathroom being ignored. These cases are all
too common.
Macmillan wants this project to promote human
rights more widely. We believe that cancer care must

demonstrate a commitment to key human rights
principles: fairness, respect, equality, dignity and
autonomy. We believe these principles make cancer
care more compassionate and focused on the person.
A practical Human Rights Framework for cancer care
will make this a reality for all.
Want to know more about our Human Rights
Framework? Contact Vibha Sharma on
020 7840 4679 or at vsharma@macmillan.org.uk

Rights for cancer
Campaigns
care
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Working it out
Work. Love it or hate it, it’s a main source of income and
an integral part of who a person is. So it’s no surprise that
many people with cancer want to remain in their job or
return to work after treatment.
The problem is that the majority
of employers aren’t aware of their
responsibilities towards employees
with cancer. That’s why we’ve
launched our brand new Working
Through Cancer campaign.
109,000 people of working age
are diagnosed with cancer every
year in the UK. Not only do they
have to deal with the physical and
emotional impact of their illness,
but they often have to cope with
losing their job too. Macmillan
wants to change this.
As part of our Working Through
Cancer campaign, we’re
contacting employers to tell them
about their new responsibilities to
employees with cancer under the
Equality Act which came into force
on 1 October. We’re also raising
awareness among employees with
cancer about the protection that
the Equality Act gives them and
06

their carers against discrimination
in the workplace. After all, helping
staff with cancer to remain in work
can be beneficial for business.
Not only does it boost morale
and productivity, but it also saves
on the time and money it takes to
recruit new staff.
We’ve produced a report called
Making it work which explains
the issue in depth, and a guide
to the Equality Act. We think
they’re invaluable resources
for the workplace. To find out
more, head to macmillan.org.
uk/work
If you’d like to join our Working
Through Cancer campaign
head to Facebook and Twitter.
The more awareness we
can raise about the rights of
employees with cancer and the
responsibilities of employers,
the better.

You can help – here’s how
If you’re an employee…
Get to grips with the support
that you’re entitled to with
our handy booklet about the
Equality Act and our guide to
work and cancer. This includes
advice about coping with the
effects of your treatment and
talking about cancer with your
employer and colleagues.
If you’re an employer…
Get up to speed on your
obligations. Sometimes small
changes are all it takes to
help an employee with cancer
come back to
work. We’ve many
tools to help you,
including a guide to
the new legislation,
a Working Through
Cancer booklet and
a Cancer in the
Workplace DVD.
To find our
resources for
employees and
employers, go to
macmillan.org.
uk/work.

Working it out
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Volunteers. We couldn’t exist without them.
That’s why we’re celebrating their hard work and
dedication once more with the Macmillan Volunteer
Awards … and we’re after your nominations.
Here at Macmillan we don’t ever
want to take our volunteers for
granted. After all, our organisation
was started by a volunteer nearly
one hundred years ago, and today
volunteers are still at the very heart
of everything we do. They raise
millions of pounds for us. They
devote their time and energy to
championing Macmillan’s work.
And ultimately they improve the
lives of people affected by cancer
across the UK. Our Macmillan
Volunteer Awards are for them.
This year we’re taking nominations
for volunteer groups as well as
individuals. So, if you know anyone
who’s made an exceptional
contribution to Macmillan’s cause,
then we want to hear about it.
Perhaps you want to sing the
praises of someone who’s using

their own experiences of cancer
to influence change in their
local community. Maybe you
want to give an inspirational
group leader their moment in
the spotlight. Or perhaps you’d
simply like to shout from the
rooftops about an extraordinary
group of fundraisers. Whoever
they are and whatever they do,
there’s bound to be a Macmillan
Volunteer Award that’s right
for them.
The deadline for nominations
is 1 December 2010, so why
not get cracking today? Start
by visiting macmillan.org.uk/
GetInvolved/Volunteer/
MacmillanVolunteerAwards.
Alternatively contact our
Volunteering team by calling
020 7840 4961 or emailing
volunteering@macmillan.org.uk
Time for celebration
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Macmillan’s phone service may have a new name – the
Macmillan Support Line – but it’s still the place to go for
expert cancer information and support.

08

Cancer support at home
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Y

ou will know from
experience that when you
or someone you care about
has cancer all kinds of questions
race through your mind. ‘How will
my treatment affect me?’ ‘Am I
entitled to any benefits?’ ‘How can
I explain my illness to my family?’
It’s an overwhelming situation,
and one made even more difficult
by the bewildering amount of
information available.
Cancer support at home
What the Macmillan Support Line
provides is the opportunity to speak
from the comfort of your home to
specialists who can answer these
questions and thousands more.
You can ask a cancer information
nurse about anything from breast

reconstruction to prostate cancer
drugs. You can talk to a welfare
rights adviser about any financial
support you may be entitled to.
And you can chat to a cancer
support specialist about how you’re
feeling today.
It’s support that can really mean
the difference between a good
day and a bad day, as Lyn Holmes
explains. ‘When I was diagnosed
with breast cancer, money was
the thing that was keeping me
awake at night, not the cancer or
treatment. Thankfully, my district
nurse told me to get in touch with
the Macmillan Support Line. In my
first call I was told about benefits
I was entitled to and that I could
apply for a Macmillan Grant.

It meant I went to bed that night
feeling like a big weight had
been lifted.’
It’s free to call
We know that there are many
more people out there who
would greatly benefit from getting
in touch with our specialists.
So please think about giving
0808 808 00 00 a call – it won’t
cost you a penny. And don’t forget
to pass on details of the service
to your support group or anyone
you meet in your role as a Cancer
Voice. We want to help as many
people as possible.
Call the Macmillan Support
Line free on 0808 808 00 00
(9am–8pm, Monday–Friday).

Keep this handy
Pop our card into your purse
or wallet. Or pass it on to
someone who may benefit from
our support. And to order more
of our We’re here for you cards
visit be.Macmillan.org.uk

Call us free on

0808 808 00 00

Mon–Fri, 9am–8pm
Hard of hearing? Use textphone
0808 808 0121, or Text Relay.
Non English speaker? Interpreters available.

www.macmillan.org.uk

Cancer support at home
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This year’s Carers Rights Day takes
place on Friday 3 December. The
theme is ‘know your rights’, and the
aims are to let carers know what
they’re entitled to and raise awareness
of the new Equality Act. The act has
introduced a whole host of rights for
carers, including protecting them from
discrimination in the workplace.
Macmillan is getting involved so
that we can let carers of people with
cancer know about the range of
support we offer. From information
about working while caring to financial
advice, we can help. Visit macmillan.
org.uk for more information.
Why not hold your own event on
Carers Rights Day? It’s a great way
to make sure the carers you know
are getting the help that they need.
Whether it’s a benefits advice session
or a social Christmas get-together, it
could be great fun. Just don’t forget
the mince pies.

Carers do an incredible job supporting people
with cancer. Many don’t realise that benefits are
available to them, or even that they have rights.
That’s why we’re taking part in the 2010 Carers
Rights Day. What’s more, you can too.

10

To find out more about Carers
Rights Day, hold or attend an event,
please contact Charlotte Argyle at
cargyle@macmillan.org.uk or on
020 7091 2041. Alternatively visit
macmillan.org.uk/carersrightsday

We’re right here for carers
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Buddy up
Caring for someone with cancer can be tough. But just having
someone to talk to can make the world of difference – something
Carers-in-Cancer, a self-help and support group in central
Lancashire, understand well. Alex Burton, the Chair and founder
of the group tells us about the new buddying scheme they’re
hoping to introduce.
’While there is lots of written material out there, one of the primary
concerns for a lot of carers is having someone to talk to. So we ran a
trial, carefully matching carers with their new buddies. As well as
practical help with shopping and hospital trips, we found that carers
most appreciated just having someone there – at the end of the phone,
or at home over a cup of coffee – to sit with and talk about what
they’re going through. And because we’ve all been carers ourselves,
we’ve been through some of the same experiences.
’Emotional support for buddies themselves is really important, so
each worked with a supervisor, and had monthly counselling sessions.
The service was warmly welcomed by the carers we worked with –
and the one thing we have no doubt about is that there’s more than
sufficient demand for this kind of service. Subject to funding we will
roll out the scheme in early 2011.‘

‘Having a vision for our group is one matter;
determination to keep going tries us all.
But supporting even one carer makes it
all worthwhile.’
Alex Burton
Fancy being a buddy? Or maybe you’re a carer in
central Lancashire and would like to talk to someone
who’s been in a similar situation. If so contact Alex at
information@carers-in-cancer.co.uk or call 01772 977555.
Campaigns
Buddy up
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Setting up a support group
is a big achievement. The
Oesophageal Patients’
Association South Coast Branch
tells us about its first year, and
what makes it all so worthwhile.

12

One year on
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Verena Smith, who was
central in setting up the
group, says, ‘when I
stand back at the end
of a meeting and see
everyone mingling,
discussing their problems
and helping each other
out, I find it so rewarding.’
But there have been
some challenges along
the way, which they have
overcome. For example,
finding a suitable venue
was difficult – somewhere
affordable with parking,
easy access and good
public transport. Luckily,
after a short search,
the group found the
perfect location to
meet: a seafront hotel
in Rottingdean.
When starting out, costs
can quickly add up, so
the group found it really
helpful to receive a
start-up grant from
Macmillan. This took
away the stress of paying
out initial costs, such
as hiring the venue for
meetings, and the
stationery and postage

for contacting new
members and sending
out information.
Organising a group can
be a heavy workload for
just one person, so tasks
like setting up meetings,
organising social
activities and managing
the finances are shared
between members.
Support from the local
upper gastrointestinal
nurse specialist and a
Macmillan involvement
coordinator also helped
in getting the group
off the ground,
particularly by putting
them in touch with
potential new members.
Now the group meets
four times a year, and
brings together its 28
members and their
carers. With professional
speakers including
dieticians and
physiotherapists it
provides the opportunity
to get information from
experts in a relaxed and
friendly setting.

‘When I stand
back at the
end of a
meeting and
see everyone
mingling,
discussing their
problems and
helping each
other out, I find
it so rewarding.’
Verena Smith

More than that, it gives
members support from
people who don’t just
have knowledge of what
they’re going through,
but have experience of
it. ’Bringing people
together is so valuable,’
says Verena. ‘As a patient
myself, it’s given me
a great sense of focus
and achievement.’
To find out more,
contact Verena Smith
at verena.smith
@ntlworld.com or
give her a call on
07964 925494.
Have you recently
set up a group?
We want to hear
from you – the
progress you’ve
made, the problems
you’ve faced and
how you’ve overcome
them. Tell us your
story. Contact us at
exchangenewsletter
@macmillan.org.uk
or call 020 7840 4936.

One year on
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With ten years’ experience behind them, the Lost Chord Club in
North Staffordshire knows a lot about running a self-help and
support group. So it’s used its wealth of experience to support
a new group – The North Staffordshire Head and Neck Cancer
Support Group, otherwise known as Head Cases.

A

s well as providing support
for people who have had
a laryngectomy, the Lost
Chord Club has made a real
difference to local services over
the last decade. So when their
head and neck specialist nurse,
Wendy Robson, suggested starting
a similar group for people with
head and neck cancer, it seemed
obvious that the Lost Chord Club
should work with them to set it up.
Together they talked about the
way the new group should be
organised, how to get funding,
014
14

what‘s involved in running
meetings and where to hold them.
The first meeting was held this
January and the group got off
to a flying start. The two groups
work in tandem, holding joint
meetings if there are speakers that
are of interest to both of them and
coming together for social events,
like this year’s Christmas party.
Tony Joynes, Secretary of the
Lost Chord Club, says his main
advice to any new group is to hold
meetings on the same day each
month, at the same time, so that

‘It’s been very helpful
to have support from
people who have been
running a group for
such a long time, and
the most useful advice
they gave us was to get
funding right from the
very start.’
Mike Boughey

Working side by side
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people understand that there are
regular meetings and know when
they are. He also says that finding
support from people who‘ve
already set up a group is crucial,
especially if you‘re starting from
scratch, so there are people to talk
to who‘ve been there before.
’Knowing where to get funding
from was something we found
difficult ten years ago,’ says Tony,
‘but we sent the new group straight
to Macmillan who gave them a
grant for setting up the self-help
and support group and for getting

members to and from meetings.’
And what does Mike Boughey,
secretary of the new group, think?
‘It’s been very helpful to have
support from people who have
been running a group for such
a long time, and the most useful
advice they gave us was to get
funding right from the very start.
They then pointed us in the right
direction to get it.’
Would you like to offer your
expertise in setting up and
running a support group?
Your help could be anything

from mentoring to setting up a
website to offering fundraising
tips. The possibilities are
endless! If so, email resources@
macmillan.org.uk telling us the
ways in which you’d like to help.
If you’d like to find out
more about the Lost Chord
Club contact Tony Joynes at
Anthony.c.joynes@btinternet.
com. Alternatively to get
in touch with Head Cases
email Mike Boughey at
headcases2010@yahoo.co.uk
or call 07770 354477.
Working side by side

MAC12347 exchange_Winter 10_AW.indd 15

15

04/11/2010 17:15

For more than 25 years the National Conference
of Cancer Self Help Groups (NCCSHG) has
brought together people affected by cancer.
This year, at the 26th conference, it relaunched
as a new organisation – National Cancer Support
(NCS). With a new name, new look and new
vision it’s set for an exciting future.
16

A new start
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T

he conference is a success
every year, with people
travelling from as far away
as Devon and Scotland to hear the
high-profile speakers it attracts.

With this new start, NCS hopes
to reach a much wider group
of people affected by cancer
and increase the ways in which
it can help.

That’s entertainment
The event usually features 300
people representing approximately
30 groups. Delegates enjoy
hearing about old and new
groups, research, and the future
of cancer care, as well as letting
their hair down with some great
evening entertainment.

If you’d like to find out
more about National Cancer
Support or are able to offer
your expertise, particularly
regarding fundraising,
then please get in touch
with Carl Stonier at
chair@nationalcancer.org

After 26 years, NCS felt there was
more they could offer, so they
started looking at ways to expand
the support they provide. The first
step was to establish a not-forprofit limited company, and decide
on a new name and identity to
help to raise awareness and the
organisation’s profile.
A committee planning meeting
was held in August, and included
representatives from Macmillan
and Cancer Research UK. A
couple of members of the group
volunteered their expertise in
management consultancy and
strategic development to help
take the project forward.

The next conference is on
from 30 June to 3 July 2011
– get it in your diary now!

Here to help

Thank you to the self-help
and support group leaders
and members who took
part in Macmillan research
delving deep into the nature
of such groups. Two resulting
reports highlighted that people
with cancer reap bundles of
benefits from getting involved
in this way. It just proves what
we already know – self-help
groups are great!
To take a look at the reports,
visit:
•	www.springerlink.com/
content/
1837j18317664p6p
for Cancer support
group participation in
the United Kingdom:
a national survey
•	springerlink.com/content/
x72730v1074x8737
for Characteristics of
professionally-led
and peer-led cancer
support groups in the
United Kingdom.

The new National Cancer Support
identity unveiled
A new start
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Live and learn
Macmillan’s range of free workshops and courses for
people affected by cancer is quite simply top of the class.
Many people have found that participating in one has
helped them to rise up and face the challenges brought
about by cancer.
The training is broadly divided into
three categories and there’s sure to
be one that’s just right for you:
Self-management
These courses develop the skills
and confidence of participants
and help them to help themselves.
An example is New Perspectives
(formerly known as Living with
Cancer), a six-week course
available to anyone who’s had
cancer. We’ve recently revised it
to address the unique issues
associated with cancer, such as
the fear of uncertainty.

‘The programme has
helped me to take
control of my health
and future.’
New Perspectives participant

18

Supporting others
These courses concentrate
on developing the knowledge
and skills of those supporting
people living with cancer.
They range from day workshops
offering guidance on running
self-help and support groups to
the year-long Open College
Network accredited Cancer
Support course.

‘Talking to people
with cancer no
longer terrifies me;
I feel I have a better
understanding of
different people’s
circumstances.’
	Cancer Support
course participant

Getting involved
These courses support the work of
Cancer Voices and cover a range
of topics such as research training,
making a difference and chairing
meetings. The courses aim to help
participants take part in activities
designed to benefit others at both
a local and national level.

‘This is an excellent
starting point on
which to build.’
Consumer research training
workshop participant
All of the courses take place in a
variety of local settings, with some
using conference calling or
e-learning to reach a wider
audience. The courses rely on
using the knowledge and
experience of the group, and also
offer an important opportunity to
meet and connect with people who
have similar issues and concerns.
As one participant on the loss and
bereavement course said, ‘It made
a group of people into friends.’

Live and learn
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For up-to-date information about
all of the learning opportunities
for people affected by cancer,
why not visit macmillan.org.uk/
learnzone today? You never know
what you find.
Things to look out for
November
Mouth Cancer Action Month
www.mouthcancer.org
Lung Cancer Awareness Month
www.lunguk.org/media-andcampaigning/campaigns/
lungcancerawarenessmonth.htm
22–28 November Pancreatic
Cancer Awareness Week
www.pancreaticcancerawareness.org

December
4 December Carers Rights Day
www.carersuk.org/
Newsandcampaigns/
CarersRightsDay
14 December Britain Against
Cancer Conference
www.macmillan.org.uk/
GetInvolved/APPG/APPG.aspx

March
Prostate Cancer
Awareness Month
www.prostate-cancer.org.uk
Ovarian Cancer
Awareness Month
www.ovarian.org.uk

2011
January
23–30 January Cervical Cancer
Prevention Week
www.jostrust.org.uk
24–30 January Cancertalk
Week
www.macmillan.org.uk/
GetInvolved/CancertalkWeek
February
4 February World Cancer Day
www.worldcancercampaign.org
15 February International
Childhood Cancer Day
www.icccpo.org

Live and learn
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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.

Scotland
Alan Gow
Tel 0141 647 6342
Tel 07793 579368
agow@macmillan.org.uk
South and South West England
Paula Bond
Tel 01264 343817
Tel 07834 191218
pbond@macmillan.org.uk

South and West London
and South East England
Deepa Doshi
Tel 07834 192205
ddoshi@macmillan.org.uk

West Midlands
Marilyn Meade-Brown
Tel 01543 268216
Tel 07834 191211
mmeade-brown@
macmillan.org.uk

North and East London
and Anglia
Rajiv Bhattacharjee
Tel 07834 191230
rbhattacharjee@
macmillan.org.uk

East Midlands, Yorkshire
and Humberside
Ruth Wilson
Tel 0114 230 9845
Tel 07734 384463
rwilson2@macmillan.org.uk

North West and
North East England
Sonia Holdsworth
Tel 07834 191209
sholdsworth@
macmillan.org.uk
Wales
Anne Mart
Tel 01492 593146
Tel 07834 192207
amart@macmillan.org.uk
UK wide
Damyanti Patel
National Diversity Coordinator
Tel 07834 191235
dpatel@macmillan.org.uk
To order more copies
of Exchange for free
call 020 7840 4936 or
email exchangenewsletter
@macmillan.org.uk

Printed on recycled paper – please recycle
Macmillan Cancer Support, registered charity in England and Wales (261017), Scotland (SC039907) and the Isle of Man (604). MAC12347_WIN10

MAC12347 exchange_Winter 10_AW.indd 20

04/11/2010 17:16

