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Editorial

Acting on
professional feedback
The views of Macmillan professionals are helping us
shape the organisation, Steve Richards explains

Further information
Steve Richards
Director of Professional
Engagement
Macmillan Cancer Support
srichards@macmillan.org.uk
020 7091 2423

Help spread
the word

We have been distilling all the recent
feedback we have received from you.
This feedback came to us from the
Macmillan Professionals Awards and
Conference last November, through focus
groups and workshops we have held and
through other informal channels.
You have been telling us that
working in health, social care and
information environments today is
very challenging. You have also told
us that you really value the Macmillan
brand, and that you feel it opens
doors professionally.
But some professionals, specifically
those in nursing roles, told us they felt
less comfortable with some of our past
advertising. The ‘Every step of the way’
campaign did, to some, feel like an
overpromise. Your feedback also tells
us you would like more opportunities to
network with one another; more faceto-face support from the Macmillan
team; and a more coordinated
approach to our communications
with you. Many of you would like new
support to help develop or enhance
your skills. For example, support so that
you can communicate effectively with
your managers or senior managers,

or to provide evidence that shows the
importance and impact of your work.
We are now looking to respond
to this feedback. One key area we
are working on is a new learning
and development offer for Macmillan
professionals. We have identified the
programmes of learning that we believe
are important to you, and we are now
developing the learning outcomes. We
want to test out our thinking with you
as a Macmillan professional, so I would
encourage you, or the team you may
be part of, to get in touch.
We are also trying to make sure
our communications with you are
appropriate, targeted and coordinated.
And we have listened to your thoughts
about brand advertising. Many of you
will have seen the recent Macmillan
television advert that features a real
Macmillan nurse, Vikki Jones. We aim
to involve Macmillan professionals
in shaping future Macmillan brand
advertising. You will hear more on this
over the next few months, but if you
want to get involved more, then please
do contact me.
By the time this magazine is
distributed, we will be some way
through judging the Macmillan
Excellence Awards. The awards
ceremony will take place during the
Macmillan Professionals Event between
12–13 November in Birmingham. I
would definitely encourage you to
come; this year’s event will be bigger
and better than any before.
Thank you for all you do for
Macmillan.

Macmillan produces a range of
materials about the five ways we can
support people affected by cancer. Use
the booklets and cards to discuss this
support with people affected by cancer.
Visit be.macmillan.org.uk
and order yours today.

0808 808 00 00
www.macmillan.org.uk
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News

Macmillan award
nominees
From an outstanding 83 nominations, 35
professionals have been shortlisted for this year’s
Macmillan Professionals Excellence Awards. To
ﬁnd out who they are, visit macmillan.org.uk/
professionalsawards
Winners and fellows will be announced at an
awards ceremony hosted by a celebrity guest on
Thursday 13 November. The ceremony will be part
of the annual Macmillan professionals event on 12
and 13 November in Birmingham. Event registration
opens in September and will be advertised in Mac
Mail. Places will go quickly, so please make sure you
register early if you’d like to attend.
Nine nominations were also submitted for the
Henry Garnett certificate award. Winners in this
category will be informed in August and certificates
will be presented locally later in the year.

Accreditation for
the Macmillan
Support Line
Macmillan Support Line and Macmillan Information
and Support Services have been accredited by
the Customer Contact Assocation (CCA) – making
Macmillan the ﬁrst charity to acheive this.
The CCA Gold Standard was awarded following
a three-day assessment, where quality standards
needed to be demonstrated.
Dorothy Duffy, Deputy Head of Macmillan Support
Line, said: ‘It is fantastic to be the first charity to be
CCA accredited. We are delighted to have this as a
mark of the quality service we give to people affected
by cancer.’
The CCA is an industry organisation promoting
best practice in customer experience. Members
include The BBC, British Airways and HM Revenue
and Customs.
More information
People affected by cancer can call the
Macmillan Support Line on 0808 808 00 00,
Monday–Friday, 9am–8pm.

Trust awards
Karen Clayton, Macmillan Lung Cancer CNS, and
Lorraine Creech, Macmillan Lung Cancer Lead
Clinician (pictured left and second left), were
awarded the East Cheshire Trust’s Chairman’s
Award for outstanding service at the Trust’s
annual award ceremony in November 2013. They
are pictured with Kath Senior, Director of Nursing,
Quality and Performance.
Macmillan Cancer Information and Support
Facilitator Beverley Gambles (pictured right) was
celebrated at the United Lincolnshire Hospitals
NHS Trust Staff Awards in February. Beverley was
highly commended in the category of Compassion
and Respect Towards others.
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In brief
What a difference
a year makes

Paula Henderson,
Specialist Physiotherapy
Service Coordinator, Gill
Drew-Griffiths, Specialist
Physiotherapist, Annie
Sheringham, Physiotherapy
Assistant and Michelle Bath,
Macmillan Development
Manager, Essex

When it launched in 2013, the aim of the Macmillan
Specialist Physiotherapy Service at St Luke’s Hospice in
Basildon was to help people living with cancer and other
life-limiting diseases to be as independent and mobile
as possible.
Now, one year on, the service has exceeded its
referral targets, expanded its offer into the local hospital,
and developed pilot courses and patient leaflets that go
above and beyond the service’s initial aspirations.
The team of three – a physiotherapy coordinator,
specialist physiotherapist and physiotherapy assistant –
sees patients from the inpatient unit and day hospice,
as well as the community and the local hospital.
‘Before this service, the hospice was only able to
carry out a limited amount of physiotherapy support
as it didn’t have a specialist physiotherapy team,’ says
Paula Henderson, St Luke’s Specialist Physiotherapist and
Team Coordinator. ‘Since our launch we have seen high
referral figures and have had some fantastic outcomes.
Group exercise sessions, a breathlessness clinic and
balance classes are just some examples of how the
service has evolved to respond to need.’
Sheila, who has used the service, says, ‘Between
2012 and 2013 I was very ill with cancer, a benign
tumour on my spine, and pneumonia. I spent 13 weeks
in hospital and by the time I left I was very weak. I was
visited at home by the St Luke’s team who set me targets
and showed me how to build up my strength. I was also
offered a six week course of physiotherapy at the hospice
which was fantastic. My main goal was to drive again,
and although it seemed unlikely, I’m delighted to say that
the team has helped me to achieve that.’
Paula says, ‘We look forward to supporting even
more people through our new weekly clinic at the
oncology ward of our local hospital. We hope this will
help bust myths around hospice care and encourage
people to access hospice services earlier on.’
More information
Visit tinyurl.com/stlukesphysio or call
the hospice on 01268 524 973.

In your area
A new area of the Macmillan
website lets people search for
support groups, information and
opportunities to get involved where
they live. Visit macmillan.org.uk/
in-your-area

Team Up
Based in Brighton and Hove,
Team Up is a new pilot project from
Macmillan that connects people
affected by cancer with people in
their local community who want to
lend a helping hand.
Visit goteamup.org.uk

Not Alone
Macmillan’s Not Alone campaign
is continuing to gather steam. A
new TV advert was launched in
February. The main objective for
the campaign in 2014 is to change
perceptions so that the public
understands the urgency of our
cause and our need for support.
Watch the advert at macmillan.
org.uk/notalone

Genetics ﬂyer and poster
New ﬂyers and posters can help you
signpost to Macmillan’s genetics
information. Macmillan’s genetics
resources includes the Are you
worried about... ? leaﬂets, which
looks at the risks of inheriting
particular types of cancer; the
Cancer genetics booklet; and an
online self-assessment tool called
OPERA for hereditary breast or
ovarian cancer (macmillan.
org.uk/opera). Order the
ﬂyer and poster, or Macmillan’s
genetics resources, free from
be.macmillan.org.uk

www.macmillan.org.uk/macvoice | 5

MAC5772_0614_Mac Voice Summer_AW.indd 5

28/05/2014 16:01

News

Evaluating digital
Mac Voice
Mac Voice has been available online since July 2012. We ran an
evaluation between September and November last year, and
thanks to your feedback, we now have a clearer picture about
what you think of the digital edition.
Through an online survey of 60 professionals we discovered that:
• nearly everyone (97%) agreed that the home page of the digital
edition is well structured, well presented and easy to navigate
• 76% selected Sharing good practice as one of their favourite
sections to read online
• only 24% had used the article search – this tool is a great way
to hone in on topics that interest you
• 46% had shared an online article with colleagues.
For information resources and
posters, visit be.macmillan.org.uk/
cancerawareness
July
Ethnic Minority Cancer
Awareness Week
8–12 July
Raising awareness of cancer risk
factors and how to access support
in black and minority ethnic (BME)
communities. Visit
cancerequality.co.uk
August
Douglas Macmillan’s birthday
10 August
September
Blue September
Male cancer awareness month
blueseptember.org.uk
Lymphatic cancer
awareness week
15–21 September
The Lymphoma Association
coordinates events across the UK
to increase knowledge of lymphatic
cancers. Visit lymphomas.org.uk/
lcaw2014

We also interviewed six professionals to get more in-depth
feedback. Comments included:

‘I can click straight to articles that are relevant to me.’
‘It would be easier to share a link around with
colleagues before a meeting, rather than giving
everyone a hard copy.’
‘We have 100 odd volunteers – this is something we
should be telling them about as they don’t receive
the print magazine.’

We’ll now be taking your feedback on board as we continue to
improve the online edition. Thank you to everyone who took part in
the evaluation.
To read Mac Voice online, visit
macmillan.org.uk/macvoice You can also join the Mac
Voice group on LinkedIn to network with other readers. Visit
tinyurl.com/mv-linkedin

World’s Biggest Coffee Morning
26 September
macmillan.org.uk/coffee
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Expanding services in
remote areas of Scotland
Scotland has a number of rural and
remote areas where people need
Macmillan’s support. One of those
areas is Argyll and Bute in the west of
Scotland, which has a population of
around 90,000. Of that population,
17% live on islands.
With the expected increase in
people being diagnosed with cancer,
Macmillan is aware of the need to
expand local services and has been
working with Argyll and Bute Council
and NHS Highland (which covers a
wide area including Argyll and Bute) to
acheive this.
Mid Argyll Hospital’s chemotherapy
suite was completely refurbished
and moved into a larger area. This
has allowed for comfortable use
of chemotherapy chairs, created a
therapeutic environment for people
affected by cancer and carers, and
provided a more pleasant working
environment for staff. A relatives room
has been introduced at the hospital,
offering overnight accommodation.
In Lorn & Islands Hospital,
chemotherapy used to be delivered

in a small side room. The service
has seen greater demand, more
complex treatments and more need for
palliative care. The new chemotherapy
suite will provide a more welcoming
environment. There are also two private
areas with an information point, a
pharmacy room and quiet area.
Macmillan recently opened its
first Cancer Information and Support
Service in the area at Campbeltown
Library, which Deirdre Henderson wrote
about in the last issue of Mac Voice.
A second service is now open at
Rothesay Library. These developments
have happened thanks to the dedication
of Macmillan supporters in the area.
More information
Contact Trisha Hatt, Macmillan
Senior Development Manager, at
thatt@macmillan.org.uk
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Tools for tackling
tomorrow
Heatherwood and Wexham Park Hospitals in
East Berkshire are equipping people with a range
of tools to help them recover from cancer and
improve their ability to ‘tackle tomorrow’.
The Macmillan-funded health and well-being
programme offers a package of services, which
people can use when most appropriate for their
needs. Comprehensive needs assessments revealed
that many people have complex needs up to 18
months after treatment, and these can be properly
addressed through the programme.
Feedback
The flexibility of the programme has been wellreceived and people have already said that they:
• feel empowered
• have more confidence
• are better informed
• have greater motivation to
help themselves.
Optional activities
The components of the programme include:
• A twelve week exercise circuit programme for
people at any stage of recovery. Run by a physical
activity expert and clinical nurse specialist, a key
objective is to achieve behavioural change.
• Interactive, group based self-management
courses, such as the HOPE (Helping to Overcome
Problems Effectively) course, and the Penny Brohn
living well programme.
• An eight week rolling programme of health and
well-being educational talks, including talks on
healthy eating, fatigue management and getting
the most from your professionals, with a pamper
afternoon at the end.
• Access to support from other cancer survivors,
which grew organically out of the social interaction
that took place in the physical activity class.
A support group now meets monthly.

From left to right, front row: Natalie Thomas,
Support Worker; Sue Howse, CNS East Berks.
Back row: Jane Woodhull, CNS West Berks; Kevin
Johnson, Physical Activity Lead; Shelagh Thompson,
Programme Lead.

Future plans
Following a successful evaluation of the 12-month
pilot, Macmillan has funded an extension of the
project for a further two years with expansion across
Berkshire. The new programme will run across two
acute trusts and six unitary authorities (local authorities
that provide all local government services within a
district). It aims to reach a minimum of 500 people
with cancer each year. The programme will now
include sessions from the relationships charity Relate
and a clinical psychology service. It will also link
with other services such as the Macmillan’s Direct
Volunteering service and its one-to-one support
project in East Berkshire, as well as the acute hospital’s
pastoral care service and other community services.
The whole programme will be formally evaluated by
Bucks New University in 18 months’ time.
More information
Please contact Shelagh Thompson,
Macmillan Well-Being Programme Lead, at
shelagh.thompson@nhs.net
or 077 7553 8341.
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Evaluating
Macmillan’s
information
resources:
results update
‘Over two-thirds of [the 672 survey respondents]
took further action after reading our information’
‘On average, booklets had 12% more impact
across all quality of life outcomes than online
information’
‘One-ﬁfth of people felt they had received our
information too late’
These are some key findings from Macmillan’s project
evaluating the impact of its information for people
affected by cancer. Early findings were highlighted
in the autumn 2013 edition of Mac Voice and the full
results are now available.
Macmillan asked people questions about seven
of its booklets, and measured their answers against
quality of life outcomes. Anna Leibowitz, Head of
Cancer Information Development at Macmillan, says
the results clearly show that cancer information is very

Macmillan’s
online audio pilot
Macmillan ran a pilot to find out how useful
people would find it to have audio
information online.
The pilot has ﬁnished, but you can still stream
or download information about brain tumours,
fatigue, chemotherapy and relationships.
Visit macmillan.org.uk/cancerinformation
The Cancer Information Development team
is currently reviewing usage statistics and survey
responses, but the key ﬁndings so far are:

important for people affected by cancer throughout
their cancer journey. ‘Our evidence suggests that
receiving timely information can have a significant
impact on a person’s quality of life, in both the
immediate and longer term,’ she says.
Of the two-thirds of people who took further
action after reading Macmillan’s information, about
a quarter felt this was directly due to them accessing
the information. When looking specifically at people’s
actions after reading Help with the cost of cancer,
over a quarter had applied for financial support
and a further two-fifths were intending to do so. In
addition to this, four-fifths had contacted, or were
intending to contact a welfare rights or benefits
adviser and just under half had applied or planned
to apply for a Macmillan Grant.
‘It was interesting to see that our booklets made
more of an impact across all outcomes than the same
content online. The most marked difference between
booklet and online information was for the outcome
areas of “feeling less anxious”, “feeling more in
control” and “having all the information needed”,’
Anna says.
`While the majority of respondents reported that
they had received information at the right time for
them, a fifth felt they had received it too late.’
Macmillan is planning an in-depth review of more
of its information resources later this year.
More information
Download the full report at macmillan.org.
uk/macvoice

• Shorter clips performed best – more people
listened to the whole clip if it was short.
• Full audiobooks were downloaded more
than individual clips.
• On average, 60% of users streamed the
content from mobiles and tablets.
The team are still considering what this means for
online audio information in the future. But it hopes
to have more available with our new website,
which launches later this year.
Questions about the pilot?
Please email audiofeedback@
macmillan.org.uk
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New project raises
bowel cancer
awareness in
under-60s
While 8 in 10 bowel cancer cases in the UK occur
in people aged 60 or over, there are still more
than 2,000 people under 50 diagnosed with bowel
cancer each year.
Macmillan and Mid Staffordshire NHS Foundation
Trust established an innovative bowel cancer
awareness project to target this group in May last
year. The project is working with adults aged 18–59
across Staffordshire who are too young to participate
in the National Bowel
’Many younger people are Cancer Screening
unaware of how common Programme, to raise
bowel cancer is or what awareness of bowel
symptoms to look out for’ cancer, its signs and
symptoms, and the
importance of early detection. There is also a focus
on awareness of lifestyle factors.
The project is coordinated by Macmillan Bowel
Cancer Awareness Project Nurse Lorraine Mycock.
Lorraine assesses people’s personal risk of developing
bowel cancer, then provides emotional support and
individually tailored information. She can refer people
for tests such as a colonoscopy, or to the Genetics
Unit at Birmingham, if appropriate.
Lorraine, who is based at Stafford Hospital, says:
’Many younger people are unaware of how common
bowel cancer is or what symptoms to look out for.
Bowel cancer is also strongly linked to diet and
lifestyle choices so an important aspect of the project
is to raise awareness of the choices people can make
to lower their risk.’
Lorraine has visited local GPs and community
nurses to encourage referrals and gave talks to the
local bowel cancer support group and the Patient’s
Carer’s Council at Stafford.

Rural
pharmacy
support
In the ﬁrst role of its kind in rural
Scotland, Gill Harrington, Macmillan
Palliative Care Rural Pharmacist
Practitioner, has been giving specialist
advice and support to people with lifelimiting conditions on the Isle of Skye.
The service, which was set up by
Macmillan, NHS Highland and Boots UK,
marked its first anniversary in March this
year. During the first year Gill established
a weekly drop-in clinic for people with
cancer and their carers within the Boots
pharmacy in Portree. She has also
attended palliative care meetings in most
local GP practices. This has led to referrals
for people needing follow-up and home
visits where more intense input is required.
Researchers from the University of
Strathclyde in Glasgow have been working
closely with the project partners to assess
the impact and development of the new
service. The baseline evaluation report of
the project has recently been published,
highlighting strengths of current palliative
care service provision, along with the key
areas where a need has been identified for
pharmaceutical care input.
More information
Contact Gill Harrington at
gillian.harrington1@nhs.net or Alison
MacRobbie, Macmillan Palliative and
Community Care Pharmacist, at
alison.macrobbie@nhs.net

More information
Contact Lorraine Mycock at
lorraine.mycock@midstaffs.nhs.uk
or 017 8525 7731, extension 4990.
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Improving communication

Speed networking
It can feel impossible to keep up
with every new service, community
organisation or charity. With that in
mind, I wanted to ﬁnd an innovative
way of getting all of these services
under one roof to network with
healthcare professionals in
the Southern Health and Social
Trust area.
I attended an older people’s event
in our trust area that used speed
networking, and was so impressed
with the concept that I was confident
it would work well for cancer services.
I wanted to target
‘The inclusion of two community staff to start
service users was a with, so I planned an
masterstroke – their event to take place over
messages hit home lunchtime.
I shared my ideas
as they were very
with our Macmillan
real experiences’ Development Manager
who also shared my
enthusiasm for the event. I started
planning three months in advance,
securing a good location with plenty
Further information
of space for people to mingle and for
Sharon Clarke
exhibitors to showcase their services on
Macmillan Cancer Information
information stands.
Project Manager
I invited local and regional cancer
Southern Health and Social
charities, Macmillan professionals
Care Trust, Northern Ireland
and voluntary organisations, targeting
077 8619 8818
anyone who may help people on their
sharon.clarke@southerntrust.
cancer journey.
hscni.net

From left to right, back row: Barry
McVeigh, Macmillan Development
Manager; Sinead Hughes, Personal
and Public Involvement Officer; Sharon
Clarke; Lynne Smart, Head of Health
Improvement. Front row: Angela McVeigh,
Director of Older People and Primary
Care; Brenda Toal, Promoting Well Being
Specialist Lead.

The first event
The two-hour session was held in May
2013 in Lurgan, Northern Ireland.
There were 29 exhibitors and 20
speakers. The room was set up in a
market stall format with information
tables around the perimeter and tables
of 10 in the centre to allow people to
network and share information.
The event was opened by Angela
McVeigh, Director of Older People
and Primary Care Services in the
Southern Health and Social Care Trust,
who spoke about the importance of
information sharing and networking
with colleagues. After the opening
address, the networking got underway.
Each speaker was allocated a strict time
limit of three minutes and one slide
to deliver their pitch. Presenters were
given a friendly reminder if they ran
over their time slot. I also invited our
Cancer Service User and Carer Group
to the event. One of the members
kindly shared their cancer story and
explained how the group contributed to
the shaping of cancer services.
Post event feedback
Feedback from participants was
extremely positive. Comments included:
• ‘Fantastic, well organised event ... I
look forward to attending more of
this type of event in the future.’
• ‘The three-minute presentations
were informative and interesting. All
were backed up with contact details
and information leaflets.’
• ‘The inclusion of two service users
was a masterstroke – their messages
hit home as they were very
real experiences.’
Such was the success of the event
that I was invited by the Southern
Trust’s Head of Cancer Services, Fiona
Reddicks, to facilitate another two
events for acute staff in two hospitals.
The concept of speed networking for
cancer services is being rolled out by
Macmillan colleagues across Northern
Ireland with great success.
www.macmillan.org.uk/macvoice | 11
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Andrea Chatterley
Job title
Macmillan Nurse Specialist Malignant Bone Disease
In post
Since December 2011
Location
University Hospital of North Staffordshire NHS Trust
Contact
andrea.chatterley@uhns.nhs.uk
0178 267 5278

Anglea supports people with primary bone
cancer, soft tissue sarcoma and secondary bone
cancer. Part of her role is to coordinate treatment
and care for people with metastatic spinal cord
compression. Here she disusses the impact of the
condition and how her work is helping.
How did your professional background lead
to this post?
I’ve been nursing for 34 years. I started in hospitals
and communities as a district nurse. I then became
a specialist palliative care nurse and developed
an interest in metastatic/malignant spinal cord
compression (MSCC). This is where a cancer
compresses the spinal cord, either by putting direct
pressure on it or by causing the vertebra to collapse.
People may suffer a neurological disability as a result.
At that time it was clear that there were some
people who had symptoms of MSCC that were either
not identified early enough, or whose journey had
not been as efficient as it perhaps could have been.
Once the National Institute for Health and Clinical
Excellence (NICE) brought out guidance about MSCC
in 20081 I became involved in a steering group to
establish an MSCC pathway within our hospital. This
pathway aims to ensure that clinicians know what
to do, who to refer to and sets out timeframes for
scanning and review. My work with the group led me

12 | Mac Voice | Summer 2014

MAC5772_0614_Mac Voice Summer_AW.indd 12

28/05/2014 16:01

Are you working to raise awareness of MSCC?
I provide education to colleagues throughout the
hospital but especially those who work in the areas of
the hospital where people first present, areas such as
accident and emergency (A&E) departments, acute
medicine and elderly care. I use our trust intranet site
to inform staff about MSCC and there is a dedicated
section with advice on how to identify and deal with it.
I have just been part of the acute oncology study
day arranged by the hospital, which was also
open to community-based professionals. All aspects
of the service have become more widely known and
referrals are increasing. GPs and ward staff are
ringing me directly when they spot the signs of MSCC.

to apply for this post, which is the first Macmillan role
of its kind.
How common is MSCC?
It’s estimated that 5–10% of people with cancer will
get MSCC.2 There are certain cancers that more
commonly spread to the bones, such as breast,
prostate and lung cancers. This means MSCC is more
common for people with these cancers. It occurs in
about 40% of people who already have secondary
cancers in the bone that are not in the spine.
Unfortunately, the signs of MSCC are often not
picked up early enough.
Why was your role introduced?
The NICE guidelines and guidelines from the National
Cancer Action Team recommended that trusts
introduce an MSCC coordinator.1,3 This is a trained,
dedicated contact person who is alerted to people
presenting with MSCC. They give advice to other
healthcare colleagues and to ensure that people
affected by cancer travel through the MSCC pathway
within the correct timescales. The coordinator
ensures the person has an MRI scan, and that they
are referred to a relevant spinal cord consultant or
oncologist.
What is the most challenging part of the role?
The MSCC coordinator part of my role is challenging,
as it’s very responsive – I am often the bridge of
communication between professionals with
different specialities.
We’re ultimately aiming to catch MSCC before it
happens. If it happens and goes untreated, people
may lose control of their arms, legs, bladder or
bowel, which can have devastating consequences.

Have you had feedback on the impact of
your role?
I’ve had letters and verbal feedback from GPs saying
how much they appreciate having someone they
can contact within the hospital and who can support
people when they are admitted. In one case, a GP
arranged an MRI of a person’s spine, suspecting they
had sciatica. The results showed they actually had
cancer that had spread to the spine and that there
were signs of MSCC. The GP rang me for advice.
I recommended that they arrange tests to find out
where in the body the cancer had started while I
arranged for spinal consultants to check the scans.
The consultants saw the person in the clinic the day
after, on a Tuesday. By the Friday, they had been
through surgery to treat the MSCC and had been
given their cancer diagnosis. The GP thought the
speed of this process was impressive.
What’s the most rewarding part of your job?
I get satisfaction in my role from knowing that
people affected by cancer are well supported, that
they have the right information and can make the
right decisions.
Find out more about MSCC by visiting
macmillan.org.uk and searching for ‘MSCC’.
References
1 National Institute for Clinical Excellence (NICE). Metastatic
spinal cord compression: diagnosis and management of adults at
risk of and with metastatic spinal cord compression. 2008.
2 National Spinal Task Force. Commissioning spinal services getting the service back on track. 2013.
3 National Cancer Action Team. Rehabilitation Care Pathway:
Metastatic Spinal Cord Compression. 2009.
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Feature Nurse-led clinics

Who should break
the news?
A nurse-led clinic where
people are given their bowel
cancer diagnosis is getting
positive feedback – Lucinda
Mackay explains
‘I didn’t mind who gave me
my diagnosis, I just wanted
to know ASAP and the
Macmillan nurse was superb’

At the Royal Sussex County
and Princess Royal Hospitals,
a bowel cancer diagnosis has
traditionally been explained
by a consultant surgeon or
oncologist. Clinics could take place across two
hospital sites and be managed by a number
of consultants, so it was a challenge for the
clinical nurse specialist to be present at each
appointment.
People gave feedback about the stress
they felt from waiting for results. They also
said they weren’t always receiving the right
level of verbal or written information. So my
colleagues Mark Danieletto, Gill Hilton and I
looked into ways to improve their experience.

Further information
Lucinda Mackay
Colorectal Macmillan Nurse
Princess Royal Hospital
0144 4441 881 ext 5694
lucinda.mackay@bsuh.nhs.uk
Gill Hilton and Sarah Back
Colorectal Macmillan Nurses
Royal Sussex County Hospital
0127 3696 955 ext 4349
gill.hilton@bsuh.nhs.uk or
sarah.back@bsuh.nhs.uk

Clinic pilot
We were discussing this with people affected
by cancer at Brighton’s bowel cancer support
group, C-Side, when one person asked why
the consultant had to give the diagnosis
when the Macmillan nurse could. The group
supported this idea so we took it to our
multidisciplinary team. It was debated and
concerns were resolved before a six-month
pilot was agreed.
Clinics on both sites started in September
2012. Now, whenever a histology result is
received and discussed at our multidisciplinary
team meeting, and it’s felt appropriate, the
person is offered a nurse-led appointment
within three working days. The 45-minute
slots allow us to undertake a holistic needs
assessment, and offer support and information
to the person and their family or carer.

After the pilot, we audited the clinics by
sending a survey to 62 people. We received
27 responses (44%).
The audit focused on:
• the type of information given,
its quantity and quality
• feedback on how people were told
they had cancer and by whom.
70% of survey respondents said a Macmillan
nurse gave them their diagnosis.
One said, ‘I didn’t mind who gave me my
diagnosis, I just wanted to know ASAP and the
Macmillan nurse was superb’. All respondents
who attended a clinic felt the right person
informed them of their diagnosis, except
one who was ‘unsure’.
Everyone surveyed felt they received
enough verbal information in a way they could
understand. We have a standard information
pack we give to everyone with a cancer
diagnosis, which we adapt as appropriate.
80% felt they received enough written
information. One person felt they received
too much, whereas five people received none.
We also asked about information
prescriptions. The majority were in favour of
these, but would prefer to be given a website
address or booklet – as is our current practice.
Unexpected finding
It was surprising that 52% of patients felt they
had been given their cancer diagnosis before
their clinic appointment. Most of these thought
they had been diagnosed during endoscopy
(35%) where, we presume, the doctor warned
that something suspicious had been biopsied.
With this evidence, we will work more closely
with endoscopy staff to support people
more effectively.
With the positive feedback we’ve received,
both from the audit and verbally from patients,
carers and colleagues, we will continue to
expand the nurse-led clinic.
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Practice nurse education
In the winter 2013 issue of Sharing good practice, Charles
Campion-Smith described the pilot of a new training course
for practice nurses. Jayne Fordham, a course participant,
explains how it has inﬂuenced her work with people affected
by cancer
When the chance came along to
attend the Macmillan course, Cancer
as a long-term condition: developing
practice nurse skills, it seemed too
good an opportunity to miss. I work as
a practice nurse in a rural community
that has a large population of older
people and poor transport links.
People with cancer and those who have
survived cancer can find it difficult to
access the ongoing support they need.
Before attending the course, which
was facilitated by Dr S Hill in Devon,
I was seeing people with cancer for
their pre-chemo blood tests and the
removal of sutures and dressings
after operations. But I didn’t have the
knowledge or skills to engage them in
a discussion about their condition and
ongoing care.
The course has given me the
knowledge and skills to broach
the subject. I can provide support
and information, or signpost to
the appropriate person, website or
organisation to best manage the
person’s needs. People seem to
appreciate having someone in the
practice who they can talk to, without
having to meet their GP.
New skills
I’ve gained much more confidence in
speaking and listening to people with
cancer and their relatives. Examples of
what I have been doing include:
• liaising with a diabetes specialist
nurse to ensure an insulindependent person was being
monitored during chemotherapy

• supporting someone with cancer
to make plans before and after
receiving post-treatment scan results
• conducting discussions about how to
keep or get active.
I use Macmillan’s Learn Zone
(learnzone.org.uk) to increase my
knowledge and skills, and I research
each new cancer diagnosis and
treatment as information about people
with cancer is presented to me. This
is enabling me to build up a folder of
useful resources. Attending Macmillan’s
Primary Care Conference in November
2013 provided me with more valuable
information and contacts. Speaking
to people with cancer about what they
need is also an invaluable resource.
Cancer care reviews
The plan is for me to take over
conducting cancer care reviews (CCR)
within the practice. I will be making
contact by telephone soon after people
have been diagnosed with cancer to
introduce myself. I will then see or
speak to them for a review of their care
within three months, and then as often
as they need. I will use Macmillan’s
CCR consultation checklist as a
guideline for conducting the reviews.
Time is the biggest barrier to taking
this forward. The practice is looking
at the cost of employing a healthcare
assistant to free up practice nurse time.
Participating in this course has been
a positive experience. Taking it forward
into practice has been a challenge, but
one I am enjoying and looking forward
to developing.

Further information
Jayne Fordham
Practice Nurse
Mid Devon Medical Practice
[phone number]
jaynefordham@nhs.net

Information about CCRs
is available at ncsi.org.
uk/what-we-aredoing/cancer-carereview
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Feature Diet and cancer

Nutrition in advanced cancer
Elizabeth McCreery highlights the problem of cancer cachexia,
with reference to the extreme weight loss that can be seen in
advanced cancer
Weight loss and anorexia are often seen in advanced
cancer and can cause a variety of emotions in people
with cancer and those close to them. Healthcare
professionals are sometimes unsure how to manage
these problems. Anyone supporting someone through
their cancer journey should keep in mind the possible
variety of emotions caused by this issue, in order to
respond appropriately.
Effects of cancer cachexia
Cancer cachexia, which can be seen in advanced
cancer, causes metabolic changes that lead to a
loss of skeletal muscle and function. Anorexia (early
satiety), weakness and weight loss may follow.
This can cause general weakness, fatigue, mental
apathy and loss of independence. These changes
are irreversible and there is no cure. Standard
nutritional support, which maximises nutritional intake
by increasing the calorie content of food, may not
improve the outcome for the person with cancer.
Secondary causes of cachexia include some of the
side effects of cancer treatment, such as diarrhoea,
dysphagia (swallowing problems), pain, taste
changes, depression and anxiety. These should be
treated where appropriate.
16

Food and daily life
Food is a social part of life and culture. It is part of
our identity and plays an integral part in care giving,
as it also aids recovery. Rapid weight loss can lead
to fear, a sense of failure and sometimes a loss of
self-identity. People experiencing this may avoid social
situations and established routines such as attending
church, simply to avoid embarrassing and off-putting
attention. People report the distress felt when a friend
doesn’t recognise them, or when comments are made
by well-meaning friends. People should be drawing
care and reassurance from their friends and family,
not detaching themselves from their support network.
There can often be conflict with family members
around food. Carers may feel helpless when meals
are pushed away and may fear blame from others for
allowing the person to lose weight.
The Macmillan Approach
The Macmillan Approach is a strategy for weight
management and eating, which creates a focus
on the social aspects of eating and weight gain,
emphasising the effects of malnutrition on both the
person with cancer and the carer.
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Diet and cancer Feature

The Macmillan Approach includes the following
suggestions for healthcare professionals:
• Nutritional support in curative cancer aims
to improve or prevent further weight loss and
improve response to oncology treatment. In
palliative care, the focus is reducing the effects of
the cancer (such as diarrhoea, pain, nausea and
vomiting) and improving energy levels. Weighing a
person may be counterproductive.
• Meal and snack suggestions should be provided,
encouraging simple nourishing meals and snacks.
Macmillan produces a recipe booklet for people
affected by cancer, which can be ordered for free
at be.macmillan.org.uk
• Ask about the overall picture of food, past and
present, including food preferences.
• Empower the person to take control over food
and improve perception of eating and weight in
relation to the effects of advanced cancer.
• People should be encouraged to eat for
enjoyment, not focusing on high energy foods and
drinks, ie that there should be a shift in emphasis
from quantity of food eaten to eating being
a pleasure.
The aims of this approach should be to minimise
anxiety, promote relaxation and reassurance and
encourage the person with cancer to try new foods.
Where possible, the person should be referred to the

appropriate professional for further advice about diet,
fatigue management, body image and swallowing
problems, and artificial nutrition where needed. This
may include the dietitian, occupational therapist or
speech and language therapist.
Team approach
Managing people with cachexia requires a team
approach and referral to specialist help where
appropriate. The overall aim is to help the person with
advanced cancer to live well, by encouraging them
and/or their carer to accept the weight change and
make appropriate adjustments.

Further information
Elizabeth McCreery
Specialist Cancer and Palliative
Care Dietitian
Victoria Mill Health Centre,
Manchester
0161 202 8920
elizabeth.mccreery@pat.nhs.uk
References
McCreery E and Costello J.
‘Providing nutritional support for
patients with cancer cachexia’.
European Journal of Palliative
Nursing. 2013; 19(1):32-37.
Hopkinson, et al. The
deliverability, acceptability, and
perceived effect of the Macmillan
approach to weight loss and
eating difficulties: a phase II,
cluster-randomized, exploratory
trial of a psychosocial
intervention for weight- and
eating-related distress in people
with advanced cancer. Journal
of Pain Symptom Management.
2010. 40(5):684-95.
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Feature Young people

Developing youth support services
Helping young people in a family health crisis
Hope is a charity based in England.
We support young people aged 11 or
over when a close relative has cancer
or another life-threatening illness. We
can be there from after diagnosis to
however long we’re needed. Since
2012, Macmillan’s funding for our
roles as youth development officers
has helped us extend and develop our
service.
As youth development officers,
we run the face-to-face side of
the service in Hereforshire and
Gloucestershire. We support young
people during a period of uncertainty
that can otherwise, in some cases,
lead to disengagement with education,
unhealthy coping strategies (eg
alcohol, drugs) and a breakdown in
relationships with family and friends.

Further information
Sammy Jay Powell and Ness
Holbrook
Youth Development Officers
Hope Support Services
Herefordshire and
Gloucestershire
019 8956 6317
sammy.powell@
hopesupportservices.org.
uk or ness.holbrook@
hopesupportservices.org.uk

Supportive
Each time a young person is referred
to Hope – by their school, a Macmillan
professional, a family member, or by
seeking us out themselves – we become
a first port of call. It’s vital the young
person feels comfortable enough to tell
us as little or as much as they like. It
might start with a chat on the phone, a
school visit or just a cup of coffee. We
then help pick out parts of the service to
suit them.
Some of our young people need
one-to-one time with a support worker,
some like the regularity of weekly
youth sessions, while others prefer
our monthly ‘Hope on the Road’ trips
(anything from fishing to sausagemaking). We can also support young
people natonally with our safe online
support service via Facebook and
Skype.
Our holistic service looks at how
our young people are coping day to
day, but also their individual progress,
and personal and educational needs.

This might mean liaising with schools
or youth services, guiding a young
person through a college application or
simply sending a text to remind them
someone’s thinking of them.
By young people, for young people
Alongside our professional team, we
have two youth management teams,
called Y-Teams, in Herefordshire and
Gloucestershire. These groups of young
people, aged 14–25, have all been
through a family health crisis and now
volunteer to help develop the service.
We support the Y-Teams and attend
their monthly meetings. They write their
own funding bids, develop fundraising
activities and events and run their own
bank account. They keep Hope young
and fun.
Many Y-Team members have
received support from Hope
themselves. It’s so rewarding to see
their spark and confidence return as
they develop the service for others like
them. Some stay on and some are
promoted internally (eg from vice chair
to chair) while some leave – perhaps
when they go on to university.The
2012 Y-Team members received Diana
Awards, which are presented to young
people who have made a positive
difference to other people and to their
communities.
Seeing young people who are
struggling to cope with a parent or
close relative having cancer is a difficult
part of our everyday role. Seeing them
go on to flourish, smile and meet new
friends is the rewarding part.
Related information
Macmillan has information on
talking to children and teenagers when
an adult has cancer, and information
for young carers. Visit be.macmillan.
org.uk to order.
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What do we tell the children?
Book boxes are helping parents talk to children about cancer

What to tell the children is not a
question we are asked every day, but
when we are, is it answered fully? This
is something myself and colleagues,
Steve Bass, Macmillan Palliative Care
CNS (pictured above), and Leanne
Picco, Macmillan Lung Cancer CNS,
felt could be handled better.
Our idea for a children’s book
box grew from conversations we had
with parents about how they could
explain their cancer to their children.
In Communicating with children when a
parent is at the end of their life, Rachel
Fearnley talks about the importance
of sharing information with children,
encouraging them to participate in
something that is having a huge impact
on their lives.1 By involving children,
their fears are more likely to subside.
Although we had information
available for end-of-life discussions
with children, there was a gap in our
information for when someone has a
serious illness, whether they recover or
progress to needing end-of-life care. We
researched and then brought together
appropriate resources to form a book
box. We also discussed our idea with a
wide range of people to ensure there was
a need for this type of support, including
the hospital’s chaplains, the equality and
diversity team, family services at local
hospices, and a paediatric social worker.
Following a meeting with Rebecca
Hawkins, our local Macmillan
Development Manager, we were

fortunate to be awarded a Macmillan
Service Improvment Grant for £1,000.
We identified five key oncology settings
we felt would benefit from the resource,
including breast, lung and neurooncology. We used the grant to create
five boxes containing a selection of
reading books, mainly for younger age
groups, a folder containing information
provided by Macmillan on how to talk
to children, and Macmillan’s booklet
and CD, Talking to children and
teenagers when an adult has cancer.
We also included Stepping Stones
cards (postcards from the Childhood
Bereavement Network on which children
can tick boxes to show what help they
need), colouring pictures and crayons.
We created a survey to monitor box
usage. These haven’t been used, so we
need to look further into this. However,
feedback from staff and people with
cancer has been encouraging.
We are raising awareness of the
scheme with colleagues at study days
and conferences, and Steve runs a
book club where staff read the books
to understand their meaning. We have
placed two further boxes in palliative
care and haematology. The special
care baby unit and the dementia ward
are both keen to develop the idea.
We hope our book boxes will
continue to provide information for
families but we are also keen that it
acts as a learning tool for all health
professionals to develop their skills.

Further information
Gill Walsh
Macmillan Neuro-oncology
Nurse Specialist,
Princess Royal Hospital,
Haywards Heath, Sussex
077 6988 4957
gill.walsh@bsuh.nhs.uk
Reference
Fearnley R. ‘Why
communication?’ in
Communicating with children
when a parent is at the end of
their life. 2012. Jessica Kingsley
Publishers. London.
1
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Life skills
Sue Llewelyn, pictured centre with volunteers Chris Chiplen (left) and
Louisa Sham, says volunteers at an information and support centre have
both helped to improve services and developed new personal skills
The Macmillan Information and Support Centre at
the University Hospital of Wales in Cardiff opened
in April 2012. Months later it was agreed that the centre
would look at recruiting volunteers to support the service.
I had not worked with volunteers before, so
I contacted the Macmillan Volunteering Adviser
for Wales, Rachel Biggs, and enrolled myself on
Macmillan’s free, one-day workshop – Working
Effectively with Volunteers. The workshop covers best
practice in volunteer management. I also contacted
the Cardiff and Vale Health Board Volunteer Manager
Michelle Fowler about the possibility of having
volunteers in the centre.
The Health Board has a comprehensive volunteer
strategy and underpinning framework in place. We
decided to recruit a small number of volunteers
and then grow numbers gradually. The volunteers
would help the Macmillan Information and Support
Facilitator and support visitors to the centre.
Volunteer role profiles were written and presented
to the staff representatives for discussion and
agreement, as agreed within the volunteering
framework. After several re-writes and meetings, the
profiles were agreed and signed off.

Further information
Sue Llewelyn
Macmillan Information and
Support Facilitator
Macmillan Information and
Support Centre, University
Hospital of Wales, Cardiff
029 2074 5655
susan.llewelyn@wales.nhs.uk

Adverts for volunteers were placed within
local volunteer bureaus and at the hospital. A
comprehensive training and induction programme
was developed, which incorporated the Cardiff
and Vale Health Board induction programmes and
e-learning modules for volunteers from Macmillan’s
Learn Zone (learnzone.org.uk). Interviews took place
and five volunteers were selected. After completing
the induction programme they started volunteering at
the centre.
Through involving volunteers, the service has
been able to provide more outreach work in the
community. For example, volunteers have supported
health and well-being events, the nursing conference,
and other awareness raising events.
Volunteers bring with them ‘life skills’ and ideas
on how to improve a service. By using volunteers’ IT
skills, ideas such as improving the centre’s databases
have been implemented, and paper storage has been
greatly reduced.
Volunteering is not only of value to Macmillan
and the Health Board, but also to the individuals, as
they grow in confidence and gain knowledge. It has
helped some move into permanent employment.
One volunteer said, ‘It wasn’t until volunteering with
Macmillan that I truly appreciated how many aspects
of your life cancer can affect.’
With perseverance and good partnership support,
volunteers are now firmly embedded in the centre.
More information
There is more information about setting up a
volunteering service in the summer 2011 edition of
Sharing good practice. Visit macmillan.org.uk/
sgpsummer2011
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Information and support Feature

Improving access to information
How Basildon Hospital acted on survey results and
helped more people access cancer information
Between 2010 and 2012, results from
England’s National Cancer Patient
Experience Surveys placed Basildon
and Thurrock University Hospitals
Foundation Trust in the lowest 20%
of all NHS hospitals for patient
experience. This was despite evidence
of improvement during 2010–2011.
Information provision to people
with cancer was one area shown to
be below standard. More than 3,000
people are diagnosed with cancer each
year in the trust, and we knew that
among other areas it was important
to improve access to information and
support for these people, and for
anyone else requiring information.
A new service
To make improvements in this area,
we launched a Macmillan Infospace at
Basildon Hospital in March 2012. This
is a dedicated area, manned by trained
volunteers, where people affected
by cancer can pick up information
or ask questions. It is located in the
outpatients department of the hospital,
where most outpatient oncology clinics
are held, making it accessible to a high
number of people. Anyone affected by
cancer within the trust is told about the
Infospace when they are diagnosed.
The space is managed jointly by
Basildon Hospital’s Macmillan team
and the Information Resource Service
at St Luke’s Hospice (see page 5 of
this issue for relevant news about the
success of a physiotherapy service at
St Luke’s Hospice). Professionals from
both sites formed an Infospace steering
group. The group has provided training
and education to staff and the wider

public about the service it provides and
the information available for people
affected by cancer.
The steering group has also been
collecting data on the service. Since
the Infospace has opened, the number
of patients and carers accessing the
information service has increased
significantly.
Between 9 May 2012 and 2 July
2013, Infospace offered support,
information or advice to 1,044 people.
This included 435 new contacts with the
information and support service (42%).
Most people spent between 31 and
60 minutes in the Infospace, while five
required more than an hour’s time and
were classified as needing a complex
level of intervention.
Continuing improvements
We have introduced longer opening
times so more people can access the
Infospace. We have also improved our
data collection forms and database, to
help us look at trends and any gaps in
service provision.
During the rest of 2014 we will
be looking at our health promotion
activities. And as part of our work to
access hard-to-reach groups, we will
be offering an information service for
specific audiences.
The information service is just one
area of improvement that has been
happening in Basildon and Thurrock
University Hospitals NHS Foundation
Trust. In September 2013, data from
Macmillan suggested we were one of
the most improved NHS trusts in terms
of cancer patient experience,1 though
we recognise there is still work to do.

Further information
Emma Elliott
Lead Cancer Nurse
Basildon Hospital, Essex
012 6852 4900 ext 4021
emma.elliott@btuh.nhs.uk
References
1

Macmillan Cancer Support.
Cancer Patient Experience
Survey: Insight Report and
League Table 2012-13. 2013.
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Feature Music therapy

Rising voices
A community choir for people affected by cancer

Further information
Noëline Young, Dr Alastair
Smith, Dr Simon Pennell
admin@risingvoices.org.uk
www.risingvoices.org.uk
www.facebook.com/
risingvoiceschoir
References
1

Donnellan et al. Something
to sing about: A global choir
of cancer survivors. Journal of
Clinical Oncology. 2013. 31
(suppl. Abstract 20505).

2

Department of Health.
National Cancer Survivorship
Initiative: Vision. 2010.

There are established associations
between music and health, both physical
and spiritual. Involvement with musicmaking is recognised as having benefits
for people affected by cancer1, including
improved well-being and helping people
communicate during times of difficulty.
This formed the background to the
establishment of Rising Voices Wessex, a
choir for people recovering from cancer
treatment. The intention of the choir is
to use singing to encourage confidence
and social interaction to promote wellbeing for the group.
The focus of the choir stemmed
from the key principles defined by the
2010 National Cancer Survivorship
Initiative (NCSI) Vision.2 A number of
pilot projects by the NCSI confirmed the
potential of initiatives that encouraged
a shared activity and focused on
involvement and participation to
improve well-being and quality of life,
thus reducing medical dependency.
Singing improves self-confidence and
well-being, encourages creativity and
helps to improve breathing techniques
(something that is valuable for people
with cancer).
Having developed the concept, an
application was made to the Dorset
Cancer Network Rehabilitation Group,
which agreed to provide a grant to cover
the initial set up of a choir. The local arts
centre in Poole was approached and it
became a key partner in the venture,
providing invaluable help with publicity
and assistance in the interview process
for a musical director. A steering group
of health professionals and potential
members was established, and a
community bank account set up before
the publicity and launch of the choir.
An evaluation of the benefits of the
choir was commissioned during the first
three months, with the assistance of a
music psychologist. The psychologist

The Rising Voices choir

used simple questionnaires and
in-depth interviews with randomly
selected participants to complete the
evaluation. Key outcomes from the initial
evaluation have shown that:
• People feel empowered.
• People use the choir as a transition to
a ‘new normal’.
• Public performances help confidence
and self-esteem.
• Choir members provide a good
source of support for one another.
The initial objectives appear to have
been met. While singing as a group
provided enjoyment and satisfaction, the
social interaction at weekly rehearsals
and travel to events also proved to be
a key benefit. The evaluation identified
a mutually empathetic community –
supporting each other and not seeing
each other as victims, the all too
traditional image of people with cancer.
In future, the choir aims to be selfsufficient, supported through voluntary
donations by members, friends, local
donations and money from public
performances. The choir has already
had several singing engagements and
local radio appearances.
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One-to-one support: creating a
workforce to meet the needs of
people with cancer

oir

In this section
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Macmillan’s one-to-one support pilots
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Macmillan Healthcare Project Ofﬁcer
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Support when it matters
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Macmillan Support Worker
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New model of aftercare
Jane Beveridge
Nurse Consultant Cancer Services/
Macmillan Lead Cancer Nurse
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Joint working
Sandra Campbell,
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Margaret Ferguson
Macmillan Community Care Nurse
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In focus

Macmillan’s one-to-one
support pilots
Macmillan is piloting four new
roles to deliver personalised
support – Ross Matthews explains
By 2030, there are likely to be around
four million cancer survivors in UK.
The current system of follow-up is not
meeting people’s needs and will not
cope if the number of people living with
cancer increases to this level.1
Following extensive research,
Macmillan identified the nine outcomes
below, which it found were the things that
matter most to people affected by cancer.
By 2030, the 4 million people living
with cancer in the UK will say:
• I was diagnosed early.
• I understand, so I make good
decisions.
• I get the treatment and care
which are best for my cancer,
and my life.
• Those around me are well
supported.
• I am treated with dignity and
respect.
• I know what I can do to help
myself and who else can help
me.
• I can enjoy life.
• I feel part of a community and
I’m inspired to give something
back.
• I want to die well.
The overall aim of the one-to-one
support project, which started piloting
in April 2012, is to create a workforce
that delivers on these outcomes.
Macmillan believes that individual
needs are best met through interactions
with a mix of people from the cancer
workforce. To ensure people receive
this personalised support, Macmillan
is working with the NHS and other

healthcare organisations, to build
teams that enable people to see the
right person with the right skills and
knowledge at the right time.
One-to-one support for people
living beyond cancer might best be
understood as a service delivered
by a team of cancer specialists and
generalists. This team supports people
across the whole cancer pathway,
tailoring support according to their
individual needs.
We have been piloting four new roles:
• Macmillan Complex
Case Manager.
• Macmillan Primary Care Nurse.
• Macmillan Community
Care Nurse.
• Macmillan Cancer
Support Worker.
You can read the job descriptions for
these roles by visiting tinyurl.com/
onetoonepilot The following articles
in this In focus section also give more
details about what the roles involve.
Macmillan worked with workforce
experts, including senior nurses and
educators, to identify these positions.
They are being piloted in various
combinations, depending on the
identified local need.
For the past two years sixteen sites
have piloted a total of 55 professionals
in these roles, across the four nations of
the UK. A final evaluation report will be
produced in December 2014.
The one-to-one pilot sites are
over half way through testing these
roles. We have already seen how they
significantly improve patient experience
by signposting and coordinating care
after treatment.

Further information
Ross Matthews
Macmillan Healthcare Project
Officer, London
020 7840 4925
romatthews@macmillan.org.uk
Reference
1

National Audit Office, 2005;
Picker Institute, 2009
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In focus

Support when
it matters
A person with cancer and a
support worker describe the
beneﬁts of one-to-one support
Elisabeth Tripp describes how a one-to-one
support service has helped her
In April 2011, I was diagnosed with a rare form of
cancer called a gastro-intestinal stromal tumour.
Unfortunately, there isn’t a cure for my cancer. I went
on to have a course of chemotherapy, and although
it is currently well-managed with Sutent (sunitinib), a
multi-kinase inhibitor, the side effects mean I find it
difficult to get out and about.
After 18 months, I was feeling very down.
Although, from a medical point of view, the treatment
I was receiving was great, I was struggling with some
of the side effects. I have a very supportive family, but
it made such a huge difference when I was referred
to the Macmillan one-to-one support service and
met Verity, my cancer support worker. She has been
absolutely fantastic in providing me with the support
I need. It’s great having someone else to talk to who
knows the issues I am facing and who can help me
with potential solutions.

It’s really noticeable that Verity has time to talk,
and I never feel as though I am being rushed. I’m not
just another person on her list – she knows me, my
family and my situation and it really helps not having
to explain myself again and again. I am sure that by
having Verity’s support I need less time from the GP
and the district nurse, so this service is worthwhile not
just because of the individual benefit it is providing.
Verity Thorne, Macmillan Cancer Support Worker
at North Bristol NHS Trust
The team has a range of different, but
complementary, skills, and we have an enormous
resource directory so we know what is available in
the local area. But it’s not just a question of providing
a phone number. If I have a patient who is finding it
difficult to make a phone call or to access the right
help, then I will support them in that, perhaps making
the initial call for them and setting up a home visit.
We support people across most of Bristol and
south Gloucestershire, focusing on those who are
not getting support from elsewhere. Some are not
having any further active treatment but are too well to
be looked after by the hospice. Others have finished
treatment and it has been a success, but they need
help in returning to normal life. I work with a lot of
people who need help in building up their confidence
again, for example ladies who are conscious about
changes in their appearance and need someone to
guide them through the help that is available.

As part of the one-to-one support
pilot, eight Macmillan professionals
(nurses, a physiotherapist, an
occupational therapist and cancer
support workers) are working across
University Hospitals Bristol NHS
Foundation Trust, North Bristol
NHS Trust, South Gloucestershire
Community Health Services and
Bristol Community Health CIC.
Macmillan for two years.
Further information
Verity Thorne
Macmillan Support Worker
North Bristol NHS Trust
From left to right: Gill Laidlow, Macmillan Community
Nurse; Amy Perrin, Macmillan Complex Case Manager;
and Verity Thorne, Macmillan Support Worker

macmillan121support@nbt.nhs.uk
0117 323 2125
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In focus One-to-one support

New model of aftercare
The Newcastle upon Tyne Hospitals NHS
Foundation Trust is one of the pilot sites for
Macmillan’s one-to-one support roles
The Newcastle upon Tyne Hospitals
NHS Foundation Trust is one of 16 pilot
sites across the UK for Macmillan’s
one-to-one support roles.
The aim of the pilot is to develop a
new model of aftercare to replace the
current provision, which faces pressure
from the increasing number of people
living with and beyond cancer. The new
model will ensure people are supported
to lead as healthy and active a life as
possible, for as long as possible. The pilot
also aims to identify the workforce and
skills needed to provide effective support
to people with cancer and their families.
Service to date
A steering group was established a
year before the pilot was launched
and staff began in post. The group
included GPs and service users,
alongside representatives from social
care, palliative care, community nursing
and acute care. They mapped where
the needs of people affected by cancer
weren’t being met locally, and began to
communicate details of the new pilot to
the wider population.
The service, which operates from a
local GP practice, went live in January
2013 with four new posts:
• A complex case manager, who
manages people who have cancer
and multiple other health and social
care issues, are living at home, and
have complex care needs.
• A Macmillan community care nurse,
who supports people who, after a
Holistic Needs Assessment (HNA),
have been shown to need more
support.
• A Macmillan primary care nurse,
who supports people who,
after a HNA, have been shown to
26
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need more support.
 Macmillan care coordinator, who
• A
provides a first point of contact,
signposts to appropriate resources
and coordinates care.
The team has been working with
Clinical Commissioning Group leads
to develop a process rolling out
the service across the city. They are
currently working with 23 GP practices
and are supporting people living with
and beyond cancer in their own homes.
Evaluation
Responses to a local patient survey
have included:
• ‘[It gave me] the chance to talk
to someone in my own home,
who listened to my concerns and
treated me with understanding and
compassion’
• ‘It was good to bend someone’s
ear and not feel guilty’
• ‘[They] helped with finding
relaxation groups I was interested
in and support groups’
• ‘This is the first time I have sat face
to face with anybody to discuss my
illness’
• ‘So easy to talk to, they explained
everything [in a way] I could
understand and [told me how I
could get] help with physiotherapy’
The project is being evaluated locally
and nationally throughout the pilot,
with a focus on outcomes for people
affeted by cancer and the economic
impact of the service. In January 2014
the team launched tumour site-specific
Health and Wellbeing Clinics, which
are evaluating extremely well.

Further information
Jane Beveridge
Nurse Consultant Cancer
Services/Macmillan Lead
Cancer Nurse
Freeman Hospital, Newcastle
upon Tyne
019 1213 9400
jane.beveridge@nuth.nhs.uk
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One-to-one support In focus

Joint working
Sandra Campbell and
Margaret Ferguson share
how the one-to-one pilot
at NHS Forth Valley,
Scotland has developed
over the last 18 months
NHS Forth Valley’s one-to-one pilot
started in November 2012 and is
testing two new roles – the Macmillan
community care nurse (band 6) and the
Macmillan healthcare support worker
(band 3). The pilot is led by a steering
group, which is chaired by Nurse
Director, Professor Angela Wallace.
Set up
We started by developing a care pathway
and involving key stakeholders in service
development. The first referrals were
received in January 2013 from breast
and colorectal teams and other teams
came on board shortly after.
Progress
We have had 176 referrals up to May
2014. Most are from CNS teams, but
we also get referrals from the local
hospice, district nurses, GPs, social
services, occupational health, clinical
psychology, people with cancer and
carers. Referrals were originally lower
than anticipated, so we amended
pathways to provide easier access
for patients. This, together with wider
communication, has led to an increase
in referrals over the past few months.
The provision of high-quality care,
with integration of third sector and
community services, is proving to
be beneficial to patients and carers.
We have collected a number of case
studies that support this.

Key successes include the development
of telephone triage and introduction of
Holistic Needs Assessments (HNAs).
The telephone triage service is
provided by the Macmillan healthcare
support worker. The team are triaging
around 50% of all calls to the breast,
stoma and urology teams. This is
beneficial to the CNS teams as well as
the patients, and provides an efficient,
cost effective and quality service.
An audit of HNAs has shown the
value of using the ‘concerns checklist’
and provides good outcome data for
the service. The team have found the
HNA to be an excellent tool which
enables the practitioner to focus
discussions from the first visit.
The project team has also been
supported by action learning sets
delivered by the Macmillan Learning
and Development team. These have
been helpful in facilitating reflective
practice to influence change.
Next steps
We are continuing to deliver a quality
service to people with cancer. People
with brain tumours have been identified
as having particular needs and can
benefit from this service. We are also
using the findings from the internal audit
report on HNAs to highlight improved
outcomes for patients and carers.
Other plans include developing
the Macmillan community care nurse
role to become more of a facilitator/
educator role so they can cascade the
use of holistic needs assessment within
district nursing teams.
Positive outcomes
This type of support demonstrates how
generalist staff working with specialist
teams can provide person centred care
to people with cancer.

Further information
Sandra Campbell
Macmillan Nurse Consultant
Cancer and Palliative Care
Margaret Ferguson
Macmillan Community
Care Nurse
NHS Forth Valley, Scotland
013 2467 8524
margaret.ferguson2@nhs.net
or sandra.campbell2@nhs.net
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Resources

New

Revised

Sexuality and cancer – information
for men
MAC14767

Help with the cost of
cancer
MAC4026, 12th edition
Our guide to benefits
and financial help in
England, Scotland and Wales, updated
for the financial year April 2014–April
2015. For information about benefits
in Northern Ireland, visit
macmillan.org.uk/financialissues

Understanding
colon cancer
MAC12474, 3rd edition
A booklet about colon
cancer, how it may be
treated and how to cope with it.

Financial guidance
series
The booklets in this series
discuss personal financial
issues and signpost
to Macmillan’s financial guidance
service. The series includes: Financial
planning (MAC14282), Housing costs
(MAC14650), Insurance (MAC14285)
Managing your money day to day
(MAC14283), Pensions (MAC14284),
Sorting out your affairs (MAC14286).

Understanding
rectal cancer
MAC12475,
2nd edition
Information about the
treatments used for rectal cancer and
how to cope with it.

Sexuality and cancer – information
for women
MAC14768
These booklets explain how cancer and
its treatment can impact on sexuality,
sex life and relationships. They also
discuss body changes and ways of
dealing with these effects.

Order free copies
Visit be.macmillan.org.uk
or call 0800 500 800. Some of our
resources are also available on CD.

Crossword
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12
13
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16

14

17
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11

Clues across
3 French capital
6	Unvarying way of
doing things
7	Breaks off ...
a relationship?
8	Burning property
intentionally
9 A place of residence
12 Shouts for a taxi
14	Fifteenth century
architecture
15 Repairer of firearms
18	Garment fabric
decoration
19 The pictures
20 Go backwards
21 In the nude

Clues down
1	Sentence requiring
an answer
2 Evil spirits
3 Nag continually
4 Compete with
5 Shrill warning device
6	Selfish and reckless
motorist (4,3)
10	A manufacturing
enterprise
11	Execute by
strangulation
13 Male witch
14 To rob
16 Trade federation
17 Tiny mark or spot

Answers across 3 Paris 6 Routine 7 Severs 8 Arson 9 Dwelling 12 Hails 14 Tudor 15 Gunsmith 18 Inset 19 Cinema 20 Reverse 21 Naked
Answers down 1 Question 2 Fiends 3 Pester 4 Rival 5 Siren 6 Road hog 10 Industry 11 Garotte 13 Wizard 14 Thieve 16 Union 17 Speck
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