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Introduction
This annual report shares information about
Mesothelioma UK’s activities, income, expenditure
and services between April 2018 and March 2019.
Mesothelioma UK continues to grow. We are grateful
to our wonderful supporters, donors and fundraisers;
it is your help that has enabled the charity to expand
what we provide to an increasing number of people.
The charity is about to enter the penultimate year
of the five-year strategy prepared in 2016. Whilst
income has grown significantly over the last three
years, it has not yet reached the level required to
meet the hugely, perhaps overly ambitious, vision
outlined in the strategy. The need has not diminished
however, and so the whole team will continue to
work toward the comprehensive, equitable service
needed and deserved by all those living with, or
affected by mesothelioma.
The Mesothelioma UK nursing team now numbers
24. From Plymouth to Inverness, Kent and Cambridge
to Wales and beyond, this formidable, passionate
and dedicated team of professionals has been
described as a ‘tour de force’. Appreciative words
flood into Mesothelioma UK on a regular basis,
describing some of the simple, compassionate care
the nurses have delivered and sometimes describing
complex challenging differences they have made to
a region, an NHS trust or an individual person and
their family. The nurses really are the face and hands
of the charity out there where it really matters, at
the front door of our wonderful NHS.

The Mesothelioma UK Operational team numbers
have not kept pace with the charity’s growth. Our
brilliant, dedicated ops team, who were based at the
University Hospitals of Leicester for many years,
now reside off site in serviced offices on the edge of
Leicester’s northern city limit. The team amounts to
five full time equivalents who manage all of the
operational management of Mesothelioma UK,
addressing the increasing needs of a growing,
successful charity. It is quite remarkable what this
small team has achieved. Despite the workload
pressures, the ops team pride themselves on the
support that they offer to all of our fundraisers and
donors, giving personal attention and ensuring that
everyone feels our appreciation and gratitude. I take
my hat off to them; they have worked above and
beyond for a cause to which they are committed.
Enjoy reading this report, be proud that you have
been part of supporting or providing some of this
amazing work. On behalf of all the Mesothelioma
UK team; the trustees, ops and nursing teams,
advisory board and ambassadors, we feel privileged
to be able to do what we do. We are beyond grateful
for all of the donations, fundraising, legacies and
sponsorship. We promise to continue to work
towards the charity vision, to provide more, to reach
further afield and do all we can to raise awareness
and find better treatments.
Liz Darlison
Head of Services and Consultant Nurse
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Key achievements in 2018/2019:

600

6

952

new nurses
recruited

patients
seen

magazines
sent

new Facebook
likes

new Twitter
followers

£1,713,015

7,350

604

593

of lump sum benefit
payments identified

information
packs provided

13,988
leaflets
provided

£1,211,836
Total income
raised

1,901
calls taken via
the information
line
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INTRODUCING THE TEAM
Meet the Mesothelioma UK team
Operational Team:
The team is based at Unit 116 Greenacres,
The Sidings, Leicester, LE4 3BR
Liz Darlison,
Head of Services
Faye Forde,
Business Manager
Caroline Barry,
Benefits Advisor
Ghislaine Boyd,
Business Development Manager
Tracey Calvert,
Finance Officer
Jill Lemon,
Fundraising Manager
Debbie Neale,
Information Line Co-ordinator and PA
Rubina Sheikh,
Administration Assistant
Communications Team:
Sandstar Communications
Dock, 75 Exploration Drive,
Leicester LE4 5NU
Board of Trustees:
Alida Coates
Ruth Davies
David Hetmanski
Dawn McKinley
Professor Mick Peake (chair)

Clinical Nurse Specialists
The Clinical Nurse Specialists are based in
NHS hospitals across the UK.
Liz Darlison,
Consultant Nurse, Leicester
Clinical Nurse Specialist Team Leaders:
Anne Moylan, Lorraine Creech, and Leah Taylor
Clinical Nurse Specialists:
Roisin Trehy,
Oxford
Simon Bolton,
Yorkshire
Carolyn MacRae,
Scotland
Christine Jones,
Plymouth
Karen Lord,
Leicester
Kate Slaven,
Cambridge
Helena Stanley,
Sheffield
Rachel Thomas,
London
Joanne Hargraves,
London
Louise Gilham,
Kent
Sarah Morgan,
Wales
Mairead Dixon,
Manchester

Maria Guerin,
Liverpool
Helen Wilkes,
Southampton
Samantha Westbrook,
Basingstoke
Jenn Latham,
Inverness
Lucy Heycock,
Inverness
Joanne Darby,
Morecambe Bay
Karen Price,
Morecambe Bay
Anne Moylan,
Portsmouth
Leah Taylor,
North East
Helen Higham,
Manchester

Mesothelioma UK Ambassadors
We currently have three ambassadors covering
different parts of the country in East Anglia, Norfolk
and London. They support the charity and give their
time selflessly, promoting our services and raising
awareness at events they attend.
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FINANCE AND FUNDRAISING
During
2018/2019,
Mesothelioma UK
received a total
income of

£1,211,836
The income sources
were:

Donations,
grants and
sponsorship
income

£982,311
Legacies

£218,511
Investment
income and gains
on investments

£11,014
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Total income for the year ended 31st March 2019:
During 2018/2019 Mesothelioma UK received a total income of £1,211,836. The income sources were:

£

Investment income
and gains on investments
1%
Legacies
18%

Donation, grants and
sponsorship income
81%

Donations, grants and sponsorship income

Legacies

Investment income and gains on investments

Expenditure in the year ended 31st March 2019
A total of 87.5% of total expenditure was spent on charitable activities.

£
Raising Funds
13%

Charitable activities:
87%

Raising funds
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Fundraising & Corporate Donors
Fundraisers
Fundraisers are the largest financial contributors to Mesothelioma UK and we are extremely grateful for their
support in helping us to meet our aims and objectives.

774 people took part in 420 events this year. People took part in runs, they cycled, danced, brain teased and
challenged themselves to accomplish all sorts of wonderful, sometimes exhausting, and exciting things. Some
people have told us that they have started their bucket list and will continue to challenge themselves until it is done.

420 Fundraising Events

MUK initiatives = 47
Celebrations = 12
Weddings = 2

1.4%
1.9%
10.7%

Challenges = 30

11.2%
2.9%
0.5%
7.1%

Walks = 29
Charity fundraisers = 124
Shave/wax = 5

23.1%

6.9%

Cycle = 12
Swim = 3
Running = 97

0.7%
2.9%
1.2%

Funerals = 45
29.5%

Information stands = 6
In memory = 8

7

Annual Report 2018/19

Corporate
Corporate sponsorship donations totalled £128,742 during the year.
They have also supported our initiatives, our fundraising events, completed walks, swims and everything in between.
In particular they have been very generous in supporting our research projects this year.
For the Gendered Experience of Mesothelioma Study (GEMS), we have had support from:
HASAG

5,000.00

Irwin MItchell

5,000.00

Papworth Support Group

5,000.00

Royds Withy King

5,000.00

NEXT

5,000.00

Grants and Trusts
Grants and trusts are a valuable source of income for many charities. In 2018/19 Mesothelioma UK was proud to
the be the recipient of grants from the following:
EMH Group

£

500.00

Bristol Myers Squibb

£

10,000.00

The Goldsmiths Company

£

3,000.00

The Albert Hunt Trust

£

7,000.00

Battens Charitable Trust

£

500.00

HASAG (to support our CNS in Portsmouth)

£

22,904.00

BLF/ Mick Knighton Mesothelioma Research Fund (to support our CNS in Newcastle)

£

50,162.00

Pat Stone Mesothelioma Support (in support of the MDT Organisational Survey)

£

10,000.00

SSP Group

£

1,000.00
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Fundraising Events
In 2018/19 Mesothelioma UK held two fundraising events for the first time.

Awards Night - theme
‘Race Night’

Ladies Lunch in support of GEM

For the first time, we held an awards
ceremony in 2018. It was held the night
before our Patient and Carer Day and
included awards for partner of the year,
donor of the year and fundraiser of the year.
The theme of the evening was a race night
and everyone enjoyed the racing and the
meal before the awards were announced.
A Strictly Come Dancing theme is planned
for the 2019 awards night.

In March 2019 we hosted a new event to
launch a new study and also to celebrate
International Women’s Day. The event was
a ladies’ lunch and marked the launch of
the Gendered Experience of Mesothelioma
(GEM) study. The event was held in
Manchester and was extremely well
received by the guests who enjoyed a lunch,
a raffle, an auction and the chance to meet
others with similar experiences. We hope
to make this an annual event.

Donations totalled:

Donations totalled:

£4,842

£9,995

Legacies
In 2018/19 Mesothelioma UK received £218,511 from legacies, which represents 18% of our income. This was
an increase from last year and we are extremely grateful for those people who chose to support us and to give
a legacy gift.
Legacies will continue to form a significant part of our income and in the next year we will be promoting a will
writing service as well as encouraging people to pledge to leave a gift to the charity in their will.
9
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Patient & Carer Day and Awards Evening
Our annual Patient and Carer Day was held in October 2018 at the
National Memorial Arboretum in Staffordshire and was attended by
170 guests.
The event included talks by Mesothelioma UK Chair of Trustees,
Professor Mick Peake, Dr Paul Beckett, Consultant Respiratory Physician
at the Royal Derby Hospital, Professor Dean Fennell, Consultant Thoracic
Medical Oncologist at University Hospitals Leicester, Professor Bill
Cookson, Professor of Genomic Medicine at Imperial College London,
Ian Jarrold, Head of Research at the British Lung
Foundation, and Professor Angela Todd and Dr Beth Taylor,
both from Sheffield University.
This year was the first year that Mesothelioma UK also
hosted a fundraising event the evening before the Patient
and Carer Day that included an awards ceremony. This will
become an annual event. The first annual Mesothelioma UK
awards were presented to winners of seven categories.

DRIVING UP STANDARDS AND EQUITABLE
ACCESS
Mesothelioma UK Advisory Board
The Mesothelioma Advisory Board is an expert advisory group that meets to discuss and make recommendations
concerning the needs of people living with mesothelioma. There are currently 19 members on the Board which met
three times last year and was kindly supported by Field Fisher solicitors. The main topic discussed last year was the
type of research that Mesothelioma UK funds and how research funding is communicated.
Members include: nurses, clinicians, patients, carers, asbestos group representatives and Mesothelioma UK
Operations Team members.

10
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Mesothelioma Clinical Nurse Specialist (CNS) Team
Mesothelioma UK was delighted to appoint the first
Peritoneal Mesothelioma Nurse Specialist based at
Basingstoke. This postholder has already made a great
impact in the provision of care and support. In addition,
Mesothelioma UK appointed five new CNSs in adopted
roles, two in Inverness, two in Morecambe Bay and a
further post in Manchester. The main aims of adopting
existing nurse specialists is to support their development
whilst enhancing specialist mesothelioma knowledge
and skills, and improving the outcomes and experience
of mesothelioma patients and their families.
This brings the total to 24 CNSs across the UK and puts
us well on our way to the total of 30 that we hope to
support by 2021. Each CNS is employed in an NHS
Trust that agrees to a service level agreement with
Mesothelioma UK. The agreement outlines local, regional
and national responsibilities for each postholder, all
focused on ensuring equitable access to the best
possible treatment, care and support available,
irrespective of a patient’s location.

Team Leaders
This year a third team leader post was filled by existing CNS, Leah Taylor.

New Posts
Six new posts were established – a peritoneal nurse at Basingstoke and five
adopted nurses in Inverness, Morecambe Bay and Manchester.

11
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Patient Contact
The charity experienced difficulties with data collection throughout the year which has resulted in underreporting
for some of the below measures. Mesothelioma UK realises that accurate data collection is essential and ensuring
accurate reporting is a priority for the year ahead.
This year the CNSs saw 952 new patients and in excess of 12,018 follow-up contacts.

Information Line Contacts
473 patients were given advice and support via the Mesothelioma UK information line.

Meetings
Throughout the year, CNSs represented Mesothelioma UK at 548 meetings, including specialist, regional and
national meetings. Overall, the nurses have continued to increase the number of telephone calls and conference
call meetings.

Presentations
CNSs gave 151 presentations locally, regionally,
nationally and internationally.

Support Groups
CNSs attended a total of 193 support groups over the
year with a combined attendance of 3,061 people.

12
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Quotes from patients/families
I wanted to send you a big
thank you from the bottom
of my heart for all your help
and advice.

Thank goodness for
Mesothelioma UK and the
work you have all done to
put meso research on
the radar for funding
and action.

We would love to thank you
for your professionalism and
care for my Dad, you made
my Dad feel better with you
being there.

There is no better
dedicated group of nurses
then those attached to
Mesothelioma UK.

SUPPORT, INFORMATION AND EDUCATION
Information line Calls
Our freephone information line is available Monday to Friday with an answerphone facility for out of hours
calls. Both operational team members and CNSs answer the calls. The information line received 1,901* calls
in 2018/19.
Calls came from the following groups:

Doctors/GPs
34
Relatives/Carers
548

* Some enquiries resulted in several
calls. The total number on the
pie-chart is larger than 1,901 to
reflect several calls from one person.

Fundraising
Enquiries
630

Nurses
183

Patients
473
Other
296
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Information Distribution
600 Mesothelioma UK information packs were requested and sent out in 2018/2019. An unknown quantity were
also distributed through the CNS team, at conferences and through members of the National Lung Cancer Forum
for Nurses. In addition to the information packs, 13,988 individual leaflets were also sent out.

Magazine Distribution
In 2018/2019, 7,350 printed copies of the magazine, Mesothelioma Matters, were distributed. Electronic copies
and a link to the online version were circulated to in excess of 2,070 contacts through the charity’s own circulation
list and networks of partner organisations such as the British Thoracic Oncology Group and the National Lung
Cancer Forum for Nurses.

Benefits and Finance Advice
Mesothelioma UK employs a Citizens’ Advice Bureau Benefits Advisor as part of the operational team and a
dedicated Armed Forces Benefits Advisor. In 2018/19 the advisors supported 200 clients to make claims.

Benefit/Lump Sum Payments 2018/2019
CAB advisor:
Number of clients

141

Lump Sum Payments Identified

£1,713,015

Estimated Annualised Benefit

£1,220,270

Armed Forces Benefits Service:
Number of clients
Lump Sum Payments Identified

14

48
£6,160,000
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Patient Travel Expenses
Mesothelioma UK acknowledges that people living with mesothelioma do not always have access to specialist
care at their local hospitals.
Following a proposal submitted by our Advisory Board, from 1st April 2017, Mesothelioma UK has offered
grants to support patient travel. This ensures that all can gain equitable access to specialists, treatment and
trials without the worry of high travel costs if those things aren’t available locally.
In 2018/19, a total budget of £45,000 was allocated for patient travel expenses and received claims from 47
individuals. The total expenditure by 31st March 2019 equated to £36,513.91.

ARMED FORCES UPDATE
The Mesothelioma UK ‘Supporting Our Armed Forces’ project was
launched in April 2017 with funding through a grant from the
chancellor, using LIBOR funds.
The project aims to raise awareness of mesothelioma amongst
armed forces personnel and veterans and seeks to ensure people
diagnosed with mesothelioma, who have served in our armed forces,
receive optimal, appropriate and timely support and information.
In addition, the project will strengthen relationships between the
NHS, the armed forces community, and support agencies.
Over the last year the following progress has been made
- see overleaf
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Communications
• Produced a range of awareness materials and event materials including pin badges,
pull up banner stands, wristbands, stickers and table cloths
• Collated a GDPR compliant mailing list
• Launched a ‘Supporting Our Armed Forces’ email update, with project news and events
• A Facebook group with 75 members has been established for Armed Forces
patients and families wanting to connect and find out more

PR/Media
• Achieved national media coverage on the Mesothelioma Clinical Nurse Specialist role
becoming full time

Events
• The Armed Forces project team attended national events including the HMS Excellent Health Fair and ASDIC
(Association of ex-Service Drop In Centres) Annual Conference, Inaugural Forces in Mind Research Centre
Conference and Forces Health and Awareness Day in Suffolk
• Mesothelioma UK Annual Patient and Carer Conference held at the National Memorial Arboretum

Benefits
• Funding secured to make the dedicated Armed Forces Clinical Nurse Specialist role full-time
• Helped 48 patients claim £6,160,00 through our specialist benefits advisors

Memberships/Partnerships
• Joined Cobseo as ‘associate’ member
• Profiling the project on partner websites including NHS Choices, HASAG and Cobseo

Research
• The project includes a comprehensive research programme. The Military Mesothelioma Experience Study
(MiMES) launched this year and to date, 11 veterans with a mesothelioma diagnosis and 4 family members
have been interviewed. Early analysis has commenced. A PhD Student has also been appointed to focus on a
relevant armed forces/mesothelioma study

Stakeholder and community engagement
• Strong relationships have been established with Armed Forces groups including Cobseo particularly the
Cobseo Medical Advisory Committee, Veterans UK, NHS England Armed Forces and their Families Clinical
Reference Group
• Applied to the National Memorial Arboretum to launch a sculpture that captures the essence of Mesothelioma UK
16
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RESEARCH, AUDIT AND EVALUATION
Research funding
Mesothelioma UK’s vision is to spend a third of the charity’s income, ideally £1 million, per year on mesothelioma
audit and research. This year we have managed to spend £304,650, representing 26% of our income.
For larger basic science/translational research, Mesothelioma UK has worked with the British Lung Foundation
(BLF), allocating up to £150k per annum for the BLF to award on our behalf through their robust grants scheme.
Mesothelioma UK also allocates up to £25k per annum to nursing research and this is awarded through the
National Lung Cancer Forum for Nurses Research Interest Group.
Other grants have been awarded in a more ad-hoc manner through bespoke peer review, led by the
Mesothelioma UK Board of Trustees.

Audit
The Mesothelioma UK CNS and operational teams routinely record data about their workload and practices. This
data helps to shape the development of Mesothelioma UK, particularly regarding establishing additional post
holders.

MORE Study
The MORE Survey (Mesothelioma Outcomes, Research and Experience) commenced at the beginning of January
2019 and follows the previous Mesothelioma UK patient and carer survey undertaken in 2012. 190 responses were
received between January and 31 March 2019.
Many developments in treatment and care have occurred since the last survey in 2012 and Mesothelioma UK is
inviting mesothelioma patients to have the opportunity to describe what their experience of investigations,
treatment and care have really been.
The survey will enable us to inform healthcare providers what is being done
well, what could be improved and, hopefully, where there are variations in
treatment and care to be addressed. It will also assist Mesothelioma UK
to develop its services to complement those of the NHS.
Mesothelioma UK will make recommendations representing the patient
experience and circulate these to the wider mesothelioma community
and healthcare providers.
We hope to receive between 400 and 600 responses before completion of the
survey in June 2019.
17
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National Mesothelioma Audit
Mesothelioma UK continues to fund the National Mesothelioma Audit that is managed by the Royal College of
Physicians (RCP). 2018/19 saw the publication of the 3rd (2nd funded by Mesothelioma UK) National
Mesothelioma Audit Report (available at www.rcplondon.ac.uk).
Results are presented for over 7,000 patients from England and Wales, and for the first time, the report included
people with peritoneal mesothelioma.
Whilst an encouraging trend toward higher active treatment rates are seen within the report, the variation in
outcomes across cancer networks persists.
Mesothelioma UK is keen to broaden the scope of the NMA and has embarked on additional work with the
RCP to explore variations practice in more detail so that we can continue to address differences experienced.

Research
The following research studies were funded by Mesothelioma UK and partners
in 2018/19:
Title: Immunotherapy for
malignant mesothelioma
using IL-6-neutralising
CAR T-cells.
Amount awarded:
£149,977.16
Grant awarding partner:
British Lung Foundation
Main researcher: Dr John Maher
More effective treatments are
required for patients with
mesothelioma. One approach
involves teaching a type of white
blood cell, called a ‘T cell’, to
recognise and destroy tumour cells.
This project aims to move this
technology closer to clinical trials
by developing a better approach
that is likely to have fewer side
effects.
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Title: Mesothelioma Multidisciplinary Team (MDT)
Organisational Audit
Amount awarded: £10,000
Research partner: Royal College of
Physicians and the National
Mesothelioma Audit
Co-Funder: Pat Stone Meso
Support
Main researcher: Paul Beckett and
Susan Harden

The survey had a 70% response rate and
identified 19 Mesothelioma MDTs.
Phase two is drilling down into those
Mesothelioma MDTs to find out in
detail how the Meso MDT operates,
where, when and how they meet. To
achieve this each Mesothelioma MDT
lead clinician has been asked to complete
a further online survey which is
followed up with a telephone interview
by the National Mesothelioma Audit
clinical lead, Dr Susan Harden.

The Royal College of Physicians
National Mesothelioma Audit team
is conducting a Mesothelioma MDT
Organisational Review across the
UK on behalf of Mesothelioma UK.
The review is in two phases. Phase
one is already completed; it involved
every lung cancer MDT in the UK
being invited to complete an online
survey that explored how the MDT
manage their mesothelioma referrals.

Once completed it is hoped 1) a
final report will be adapted for
publication, 2) a directory of
Mesothelioma MDTs will be made
available on the Mesothelioma UK
website 3) examples of good
practice will be collated and made
available to share appropriately
and 4) gaps in service provision/
access to specialist Mesothelioma
MDTs will be identified.

Annual Report 2018/19

Title: Gender and Mesothelioma:
experiences of presentation, diagnosis,
treatment and care GEMS
Amount awarded: £38,284.00

Title: ‘Living well’ with Mesothelioma:
Improving the patient experience. A
qualitative study
Amount awarded: £8,000

Co-funders: HASAG, Irwin Mitchell, Papworth
Support Group, Royds Withy King,
12 Kings Bench Walk
Main researcher: Professor Angela Tod,
University of Sheffield

Grant awarding partner: National Lung Cancer
Forum for Nurses (NLCFN)
Funding partner: Pat Stone Meso Support
Main researcher: Karen Lord, Clinical Nurse
Specialist

The GEMS study aims to explore the experiences of
men and women with mesothelioma, their family,
carers as well as the various staff with whom they
come into contact. The overall aim is to identify the
differences and similarities in the experience of
men and women with mesothelioma across the
care pathway. We will seek to understand why any
differences that are identified occur.

This study aims to look at ways in which people
with pleural mesothelioma, and/or family members
can suggest ways that could improve the experience
of having this condition for others.

Title: Genomics of Peritoneal Malignancy
including rare forms of mesothelioma
Amount awarded: £19,926
(total study cost £49,926)
Co-funder: Peritoneal Malignancy Institute
Basingstoke
Main researcher: Professor Sarah Ennis
This project aims to characterise peritoneal cancers,
with a focus on peritoneal mesotheliomas, to
catalogue the key transformative genetic changes
driving these tumours.

Title: Mesothelioma patients' experiences
of follow up care across
three NHS trusts
Amount awarded: £25,000
Grant awarding partner: National Lung Cancer
Forum for Nurses (NLCFN)
Main researcher: Dr Catherine Henshall
A study to identify best practice for patient followup care to help them to lead fulfilling lives and ‘live
well’ with their condition. The study will involve
interviews with patients to identify any common
themes around what constitutes living well. Studies
involving patients with other long-term conditions
have highlighted patients’ need for self-esteem and
reliable professional and peer support, retaining
personal responsibility and preserving identity.

19

Annual Report 2018/19

RADIO Meso study
Mesothelioma UK funded a team of researchers at the University of Sheffield to carry out a study into the best
ways to communicate a mesothelioma diagnosis to patients and families.
The team, led by Professor Angela Tod and Dr Bethany Taylor, carried out 31 interviews with patients, family
carers and health professionals. Interviews were followed by two group interviews and an electronic consultation
exercise.
The result of the study is a unique insight into the diagnostic experience of patients, family carers and health
professionals. Key findings include the importance of regarding diagnosis as a process, and provision of continuity
and consistency.
Factors such as honesty and timeliness, a patient-centred approach, and partnership working were all identified
as important in the diagnosis process.
The findings were used to produce a set of recommendations that can be used by health professionals to improve
the way a mesothelioma diagnosis is given. The recommendations have been published as a patient leaflet which
has been presented at several conferences and meetings as an example of best practice.
Furthermore, Beth Taylor was given a young investigator award at the International Mesothelioma Interest Group
conference in 2018 and the study is now published in the British Medical Journal, a peer-reviewed journal
publishing high-quality papers.
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PREVENTION AND AWARENESS
Communications & PR
Since April 2017, Sandstar Communications has supported Mesothelioma UK with its communications and PR
needs. Sandstar manages the charity’s social media accounts and website content, keeping them up to date and
engaging. Sandstar has used traditional PR to raise awareness of the charity and build a strong reputation
resulting in local, regional and national press coverage. The quarterly magazine, Mesothelioma Matters, is also
produced by Sandstar.

Twitter

Number of
tweets:

517
with an average of 43 each
month (an increase of
28% on 2017/2018).

Number of followers: 2,620 followers - a 25% increase in
followers over the year with 593 new followers - an average
of 49 new followers each month.
2700
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Impressions:

915,100
with an average of 76,250
each month
(an increase of 28% on
2017/2018).

2300
2200
2100
2000

Apr

May

Jun

Jul

Aug

Sept

Oct

Dec

Jan

Feb

Mar

Apr

Retweets:

2,847

with an average of

Facebook

Number of likes

Number of Likes:

1,865
604

237

retweets per month – a 5%
increase in the average
number of retweets in 2017/18.

a 38% increase in likes
over the year with
new likes - an average of
50 new likes each month
– a 25% increase on the
average in 2017/18.
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Number of posts:

407
34

The Peritoneal Mesothelioma Group, which was
created in June 2016, saw a

with an average of

posts each month.

Website

124

increase in members during
2018/19 and now totals

members from all
over the world.

Website views

Page views:

4100

122,114

3900

total page views with an
average of 10,176
page views per month.

121%

3700
3500
3300
3100
2900
2700
2500

Apr

May

Jun

Jul

Aug

Sept

Oct

Dec

Jan

Feb

Mar

Apr

Press releases
19 press releases were produced and distributed, resulting in 54 pieces of coverage in the media including
national and local newspapers, publications for healthcare professionals, television, radio and online – an
increase of 74% on 2017/18.

Action Mesothelioma Day
Each year in July, Mesothelioma UK is overwhelmed by the number of
Action Mesothelioma Day events that take place around the country. Many
events took place in 2018. It’s encouraging to see these events as it means
awareness of mesothelioma is increasing.
In Leicester, where Mesothelioma UK is based, a service of reflection and hope was held at Leicester Cathedral.
Patient, families, friends and healthcare professionals gathered to hear talks, share stories and pay tribute to
those they have lost to mesothelioma.
22
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THE YEAR AHEAD
Mesothelioma UK has now entered the penultimate year of the charity’s five Year Strategy – Dedicated to
making Mesothelioma Matter. Whilst the strategy does not include all of the work that has emerged and
developed over the last three years, the key requirement remains; to increase Mesothelioma UK income to £3
million per year. This sum is essential if the charity is to provide equitable access to support and care through
our expert Clinical Nurse Specialists across the whole of the nation.
It is also necessary if we are to achieve £1 million per annum to award in research grants. It is therefore vital
that the operational team, the engine room of Mesothelioma UK, grows and develops to acquire the
necessary income.
Mesothelioma UK will seek to appoint a further two Clinical Nurse Specialists this year. The charity is committed
to supporting the Scottish National Mesothelioma Network and as such, one nursing post will be based in
Scotland. A call for expressions of interest for at least one further nursing post will be released via the charity’s
communication channels; the location will be dependent on where the funds have come from for the post.
The charity will undertake a Mesothelioma Multi-disciplinary Team national review in collaboration with the
Royal College of Physicians. The outputs from this initiative should help to inform where there are gaps in
service and need for investment or service review across the UK. The charity will seek to utilise the survey
findings fully to improve equitable access to specialist treatment and care.
The Mesothelioma Outcomes Research and Experience (MORE) survey will conclude this year and the charity
will seek to ensure the direction of services and growth in the resources developed, will reflect the finding of
this extensive survey.
The Armed Forces project has gone from strength to strength. 2019/20 will see the project materials and key
messages being rolled out across the UK through the charity’s Clinical Nurse Specialists. Toward the end of this
year, it will be important for the project team to commence negotiations to secure ongoing funding for the
longer term services the project has planned and developed.
People living with mesothelioma, their family and loved ones often state that they want to raise awareness
about the dangers of asbestos and to prevent others being affected as they have. Other than our annual Action
Mesothelioma Day event and various education and media activity, Mesothelioma UK has not addressed this
in this past. Given the charity’s credible position with the mesothelioma community, 2019/20 will see
Mesothelioma UK increase awareness activity and will seek to engage with decision and policy makers to
help realise the awareness and prevention that patients and their families seek.
There will be ongoing work with the National Mesothelioma Audit, Mesothelioma UK’s Information Catalogue,
research grants, the CNSs, access to clinical trial details, support groups and media activity, all in keeping with
the charity’s core business.
Mesothelioma UK could not do any of this without the ongoing support of our fundraisers, donors, corporate
partners and legacies. Please, please continue to do all you do for the charity. It is your contribution that
enables us to reach out and to do all we can to help those living with mesothelioma.
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