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Introduction
This annual report
shares information about
Mesothelioma UK’s activities,
income, expenditure and
services between April 2019
and March 2020.
Mesothelioma UK has
made tremendous progress
throughout this financial
year. As always, the charity
is extremely grateful to our
wonderful supporters, donors
and fundraisers. It all starts
with you and without your
efforts there would be little
to report, so thank you all
sincerely. I would urge each of
you, as you read, to feel proud
and take some credit for your
contribution to the charity’s
achievements.

The charity has reached more people
this year than ever before. The
nurses saw 1,726 people living with
mesothelioma. There were 1,700
calls to our information line and
we distributed 15,000 information
leaflets. Followers of our social
media platforms increased by 597 for
Facebook and 568 for Twitter.
Reflecting the growth in
Mesothelioma UK’s activities this
year, the charity’s board of trustees,
operational and nursing teams
have grown in number and we are
delighted to report income has grown
again, reaching £1.3m.
Mesothelioma UK aims to keep
the UK mesothelioma community
engaged, connected and active.
National events such as the annual
Patient and Carer Day, Action
Mesothelioma Day, the Ladies’ Lunch
and our award night all support this
and in addition, on a local level, the
nurses attended 220 patient support
groups between them.
Enjoy reading this report, be proud
that you have been part of supporting
Mesothelioma UK and if you have
any comments or recommendations
for the charity, please make contact
with us. We'd love to hear from you.
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On behalf of all the Mesothelioma
UK team - the trustees, operations
and nursing teams, advisory board
and ambassadors, we would like
to voice how very privileged we all
feel 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 for Mesothelioma
UK and Consultant Nurse
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Key Achievements

2

1,726

new nurses
recruited

438

patients
seen

information
packs sent

14,921
leaflets
sent

at least

3,000
magazines
sent

4

597

new Facebook
likes

568
new Twitter
followers

1,698
calls taken via the
information line

£1,314,182
Total income raised
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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

Caroline Barry,
CAB Leicester
Sarah Thomas,
CAB Newcastle
Lisa Booth,
HASAG
(Armed Forces Specialist)

Liz Darlison,
Head of Services

Communications Team

Faye Forde,
Senior Business Manager

Sandstar Communications
Dock,
75 Exploration Drive,
Leicester LE4 5NU

Lynn Furber,
Research Manager
Tracey Calvert,
Finance Manager
Jill Lemon,
Senior Fundraiser
(Campaigns, Challenges and Legacies)
Alyshia Riley,
Senior Digital Giving Officer
Julie Morton,
Charity PA & Information Line Co-ordinator
Rachel Owen,
Events Officer
Rubina Sheikh,
Administration Assistant
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Benefits Advisors:

Board of Trustees
Professor Mick Peake (chair)
Dawn Mckinley
Alida Coates
Dr Avinash Aujayeb
Sharon Hague
Dr David Hetmanski
Helen Childs

Clinical Nurse Specialists
The Clinical Nurse Specialists are based in NHS
hospitals across the UK.

Cancer Alliance
NHS Trust
Cheshire and Merseyside Cancer
University Hospital Aintree
Alliance		
NHS Foundation Trust
East Midlands Cancer Alliance
University Hospitals Leicester
			
East Midlands Cancer Alliance
University Hospitals Leicester
East of England Cancer Alliance
Royal Papworth Hospital
		
NHS Foundation Trust
Greater Manchester Cancer Alliance
Manchester University
		
NHS Foundation Trust
Greater Manchester Cancer Alliance
Manchester University
		
NHS Foundation Trust
Kent and Medway Cancer Alliance
Maidstone and Tunbridge Wells
		
NHS Trust
Lancashire and South Cumbria
Morecambe Bay
Cancer Alliance
Lancashire and South Cumbria
Morecambe Bay
Cancer Alliance
National
University Hospitals Leicester
			
National
Hampshire Hospitals
		
NHS Foundation Trust
Northern Cancer Alliance
Northumbria Healthcare
		
NHS Foundation Trust
Peninsula Cancer Alliance
Plymouth Hospitals NHS Trust
Scotland
Greater Glasgow and Clyde Heath Board
Scotland
Highland Health Board
Scotland
Highland Health Board
Scotland
NHS Tayside
South East London Cancer Alliance
Guys and St Thomas NHS Foundation Trust
South Yorkshire, Bassetlaw,
Sheffield Teaching Hospitals NHS Trust
North Derbyshire and Hardwick
Cancer Alliance
Thames Valley Cancer Alliance
Oxford University Hospitals NHS Trust
UCLH Cancer Collaborative Cancer Alliance Barts Health NHS Trust
Wales		
Hywel Dda University Health Board
Wessex Cancer Alliance
Portsmouth Hospitals NHS Trust
			
Wessex Cancer Alliance
University of Southampton
		
NHS Foundation Trust
West Midlands Cancer Alliance
Birmingham

Nurse
Maria Guerin
Liz Darlison
Consultant Nurse
Karen Lord
Kate Slaven
Mairead Dixon
Lisa Clarke
Louise Gilham
Joanne Darby
Karen Price
Lorraine Creech
Head of Nursing
Samantha Westbrook
Leah Taylor
Team Leader
Christine Jones
Carolyn MacRae
Lucy Heycock
Jenni Latham
Susan Smyth
Rachel Thomas
Helena Stanley

Hannah Ball
Joanne Hargrave
Sarah Morgan
Anne Moylan
Team Leader
Helen Wilkes
Sophie Phillips
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Finance
Total income for the year ended 31st March 2020:
During 2019/2020, Mesothelioma UK received a total income of

£1,314,182

The income sources were:
Donations, grants and sponsorship income:
Legacies:
Investment income:

£1,047,016
£255,843
£11,323

Income sources in the year ended
31st March 2020:

Expenditure in the year ended 31st March 2020
expressed as a percentage of the total income
generated:
A total of 87.3% of total expenditure was spent on
charitable activities.

Investment
income
(1%)

Raising funds
(12%)

Legacies
(19%)

Donations, grants and
sponsorship income
(80%)
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Charitable activities
(88%)

Fundraising
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.
Fundraising is a substantial proportion of Mesothelioma
UK's yearly income so we are incredibly grateful to our
supporters for their fantastic efforts and achievements
this year.
Total amount for individual giving:

£429,151.16

This year, around 564 people and teams took part in
events, campaigns and challenges for Mesothelioma UK.
They held quizzes, organised walks, took on running challenges and baked until they could bake no more in aid of
Mesothelioma UK.
Number of fundraisers and teams:
Breakdown of donations:
Fundraising
Funeral
General Donations
Gift Aid
Weddings & Celebrations
Regular Donations
Unknown Donations
Matched Giving
Payday Giving

564

£171,299.83
£97,044.49
£57,593.54
£51,621.70
£36,633.01
£10,008.72
£2,753.87
£1,750.00
£446.00

Breakdown of donations
£180k
£160k
£140k
£120k
£100k
£80k
£60k
£40k
£20k

Payday
Giving

Matched
Giving

Unknown
Donations

Regular
Donations

Weddings &
Celebrations

Gift Aid

General
Donations

Funeral

Fundraising

£0k
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Corporate
Mesothelioma UK has been supported by 19
legal firms during this financial year. Corporate
sponsorship totalled £107,000 including
£17,000 trading income.

We are also grateful for the following significant
unrestricted corporate donations this year:
HASAG
Lympstone Manor

£8,000
£6,000

The legal firms, along with other corporate donors,
have kindly supported Mesothelioma UK initiatives and
fundraising events, and have taken part in Muffins 4 Meso,
Miles 4 Meso, Raise a Brow and Grow a Mo as well as
taking part in baking, walking, running, cycling, swimming
and climbing events to name but a few. We are very grateful
to all of our donors for their continued support.

Grants and Trusts
Grants and trusts are a valuable source of income
for many charities. In 2019/20, Mesothelioma
UK was proud to the be the recipient of grants
from the following:
BLF/ Mick Knighton Mesothelioma Research Fund (to support our nurse in Newcastle)
G&P Hartley’s Charitable Trust
Green & Ainsworth & Family Benevolent Fund
HASAG (to support our nurse in Portsmouth)
HASAG (to support our nurse in Southampton)
MAPS (to support our nurse in the West Midlands)
The McNally Brownson Trust

10

£48,160.00
£1,000.00
£2,000.00
£23,245.00
£15,000.00
£17,861.00
£3,200.00

Major Donations
All donations are always gratefully received,
but we would especially like to acknowledge
the following donations made in 2019/20:
John Blunt and family - £50,000 to support our
nurse in the West Midlands.

Fundraising Events
In 2019/20, Mesothelioma UK held four
fundraising events.
AWARDS NIGHT

For the second year running, we held an awards ceremony
in 2019. It was held the night before our Patient and
Carer Day in Blackpool and included awards for partner
of the year, donor of the year and fundraiser of the year.
The theme of the evening was Strictly Come Dancing and
our 140 guests enjoyed a ballroom dancing demonstration
and a meal before the awards were announced.
Income received:

£11,372.20

PATIENT & CARER DAY

Our 14th annual patient and carer day was held in
October 2019 in Blackpool and attended by 180 guests.
The event was an opportunity to meet others with similar
experiences and learn about the latest mesothelioma
research, treatment and care. Attendees heard from guest
speakers including oncology consultants, researchers,
support groups and other patients sharing their stories.
Income received:

LADIES LUNCH

In March 2020, we hosted our second Ladies’ Lunch
which coincided with International Women’s Day. The
event was a chance to update guests on one of the Mesothelioma UK-funded studies (the Gendered Experience of
Mesothelioma (GEM) study). The lunch was held in
Manchester and was extremely well received by the 140
guests who enjoyed lunch, a raffle, an auction and the
chance to meet others with similar experiences.
Income received:

£7,394.13

ACTION MESOTHELIOMA DAY

As part of the events taking place nationally to mark
Action Mesothelioma Day 2019, Mesothelioma UK
organised a service at Leicester Cathedral with speakers,
a cream tea and a remembrance tree.
Income received:

£170.00

£3,425.85
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Legacies
In 2019/20, Mesothelioma UK received £255,843 from
legacies, which reperesented 19.5% of our income. This
was an increase of 1.5% on 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 a charity in their will.

Campaigns & Challenges
In February, we launched our newest Mesothelioma UK
campaign - FitnessFebruary4Meso. The event was a great
success and our legal panel members Leigh Day took the
lead in the campaign as well as some members of the
operations team. The campaign raised £1,680.
The Vitality Big Half in March was another great success
this year with our supporters raising £17,595.97
including Gift Aid.

Online Shop
In early 2020 we launched our brand-new online shop.
The shop features all of Mesothelioma UK’s branded items
such as Forget-Me-Not pins, wristbands and trolley coins
as well as Armed forces merchandise and products to suit
the needs of those taking parts in our campaigns or
challenges, such as baking and running packs.
Total made: £324.85
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We hope to secure more places next year to enable even
more people to get on board and support Mesothelioma
UK.
In total, our campaigns and challenges throughout the year
raised £26,983.65.

Driving Up Standards and
Equitable Access
Mesothelioma UK Advisory Board

Members during 2019/20

The Mesothelioma Advisory Board is an expert
advisory group that meets to discuss and make
recommendations concerning the needs of
mesothelioma sufferers.

Dr. Jeremy Steele
Simon Clarke
Maureen Cook
Lorraine Creech
Faye Forde

There was only one meeting of the advisory board during
2019/20 as the second meeting was due to take place in
March but due to concerns over the coronavirus, it was
postponed.
FieldFisher solicitors continued to support the board
during the year.
However, although there was only one meeting, the
agenda was packed and topics ranged from the
forthcoming Research Strategy, the provision of nursing
services across the UK and the annual Patient and
Carer Day.

Anne Moylan
Julie Morton
Mavis Nye
Ray Nye
Prof. Mick Peake
Ravi Ruparelia
Lynne Squibb
David Staley
Joanne Tatam
Tracey Wood
Dr. John Edwards
Dianne Foster
Ana Fuller
Sarah Smith
Jan Topliss
Brian Wallis

Clinician CHAIR
patient
carer
Mesothelioma UK nurse
Mesothelioma UK operational
staff member
Mesothelioma UK nurse
Mesothelioma UK operational
staff member
patient
carer
Mesothelioma UK trustee
carer
HASAG
patient
carer
carer
surgeon Sheffield Hospital
support group
carer
nurse
patient
ambassador/carer
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Clinical Nurse Specialist
(CNS) Team
By the end of March 2020, Mesothelioma UK
was delighted to have 28 Mesothelioma Clinical
Nurse Specialists. 21 of these were in
substantive posts with five in adopted posts and
two fostered posts. The fostered posts do not
receive any funding from Mesothelioma UK
and are affiliated. A new post was established
covering the West Midlands and based at the
Queen Elizabeth University Hospital,
Birmingham.
Another new post was set up at Ninewells Hospital in
Dundee, part of NHS Tayside, with funding from Macmillan
Cancer Research for the first two years and from
Mesothelioma UK from year three onwards.
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Each CNS is employed by an NHS Trust via a service level
agreement and we are well underway to achieve our target
of improving the UK footprint of CNSs by having at least
one in each of the 21 Cancer Alliances and the devolved
nations. The CNS posts are now very well established
including the Armed Forces CNS, the Peritoneal
Mesothelioma CNS and the Thoracic Surgery CNS.
A ‘hub and spoke ’approach to providing mesothelioma
Clinical Nurse Specialists across Scotland has now become
well established in line with other aspects of multidisciplinary
working. Glasgow has become the hub with other
mesothelioma nurses sited in Inverness, Aberdeen, Dundee
and Edinburgh.
Guidance and mentoring have been provided by the three
Mesothelioma UK CNS Team Leaders.

Map of Clinical Nurse Specialist locations across the UK
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"She dedicates her work and
social life to helping patients
with mesothelioma. She is quiet,
kind-hearted and sensitive, and
never wants praise for her work.
She has successfully maintained
the mesothelioma social group
and works tirelessly to improve
the care for mesothelioma
patients. She is also a supportive
and caring colleague."
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“Thank you for continuing to raise
the profile of mesothelioma,
being a patient advocate and
voice is key to being a superb
specialist nurse. You are a
wonderful role model.”

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. We help with general,
operational and clinical enquiries.

Calls came from the following groups:
Healthcare professionals

191

Relatives/carers

492
Fundraisers

487
Patients

The information line received

1,698
calls in 2019/20

212
Other

261
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Quotes about nurses
from patients and staff
438 Mesothelioma UK information packs were
requested and sent out in 2019/2020. 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,
14,921 individual leaflets were also sent out.
Providing reliable, accurate and up to date
information remains a key element of the work
of the charity. In the coming year, we will be
undertaking a new certification process, as
well as revitalising the website to enable faster
access to the information patients want.

438

Information distribution

3,000
printed copies distributed

1,110
digital copies circulated

Magazine distribution
In 2019/2020, a minimum of 3,000 printed copies of the
magazine, Mesothelioma Matters, were distributed.
Electronic copies and a link to the online version of each
issue were circulated to in excess of 1,110 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.
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"We’ve never met and I am not
a patient at Guy’s, yet you have
been wonderful, professional,
warm-hearted, empathetic and
a fount of expert knowledge
and experience."

Quotes about nurses
from patients and staff
Benefits and finance advice

Mesothelioma UK funds two Citizens’ Advice Bureau
Benefits Advisors as part of the operational team and a
dedicated Armed Forces Benefits Advisor. In 2019/2020,
the advisors supported 219 clients to make claims.

"Just to remind you that you are
doing a fantastic job. Hope this
makes you feel as special as you
are to us and a lot of others too."

Benefit/Lump Sum Payments 2019/2020
Number of clients
Lump Sum Payments Identified
Estimated Annualised Benefit

Advisor 1
157
£2,153,704
£1,614,556

Advisor 2 (from Oct 2019)
23
£118,294
£162,081

Armed Forces Advisor
39
£5,460,000

"Thank you for your kind words re mum. We miss her loads. Thank you
too for all your kindness, care and information over the time we brought
mum to the old Papworth. You gave mum much comfort and us too."

Patient travel expenses
Mesothelioma UK acknowledges that sufferers of
mesothelioma do not always have access to trials at
their local hospitals. To ensure that all patients can
gain equitable access to trials without the worry of
high travel costs, we offer a patient travel grant to
support those costs.

In 2019/20

£24,779.00
was paid to 44 patients
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Armed Forces update
- Supporting Our Armed
Forces Project
Mesothelioma UK’s Supporting Our Armed
Forces project was launched in April 2017.
Having identified a gap in service provision,
Mesothelioma UK launched a specialist
UK-wide service for Armed Forces personnel
and veterans, called ‘Mesothelioma UK –
Supporting our Armed Forces’. The development
and launch of this project is supported by a
grant from the treasury through the LIBOR
monies.
The Mesothelioma UK – Supporting our Armed Forces
project has achieved great success within a short period
of time. We have established a comprehensive service,
providing information and support specifically for Armed
Forces personnel and veterans, and developed a strong
project team and long-term, sustainable relationships with
the NHS, Armed Forces agencies and charities.
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The project team developed an action plan for the service
with key targets linked to the four key workstreams:
1. Relationships
• Increase the relationships and contacts linked to
		 the Armed Forces project
• Developing and sustaining new relationships to
		 reaching out to new audiences through a dedicated
		 Armed Forces Facebook group
2. Awareness
• Raise awareness of mesothelioma across the
		 Armed Forces community
3. Research
• MiMES report, pen portraits and PhD student
		research
4. Support and Information
• Comprehensive range of bespoke Armed Forces
		 information, support services and materials
		 available equitably across the UK

2019/2020 project achievements:
• Raising awareness about mesothelioma and available 		
support with organisations and healthcare
professionals responsible for the healthcare provision 		
to Armed Forces personnel and veterans
• Developing a distinct brand and identity and a range 		
of information resources to raise awareness of
the disease within the Armed Forces and military
personnel community and providing a bespoke service
to them
• A comprehensive research programme that has
collated all available data to quantify and describe 		
the experience of mesothelioma among Armed
Forces personnel. The study has made a number
of recommendations to better support veterans
affected by mesothelioma and also to raise 			
awareness and the index of suspicion within the
Armed Forces
• Developing a single point of contact database 		
which has over 100 contacts
• A dedicated quarterly Armed Forces email update 		
established with a mailing list of over 70 contacts
• Completed a register of veterans’ groups, non-profits
and organisations to which we have linked and identify
those with which we haven’t yet linked. The project
built partnerships with the Veterans Gateway, Cobseo,
NHS Choices, HASAG, Armed Forces Covenant
and Veterans UK
• Mesothelioma UK signed the Armed Forces Covenant
• Agreement to place an Armed Forces Memorial at the 		
National Memorial Arboretum
• Clear understanding of which NHS trusts
Mesothelioma UK is linked to that have been awarded
veterans aware
• Mesothelioma UK nurses have communicated with
their own MPs about the Armed Forces project
• Mesothelioma UK nurses have engaged in awareness 		
events and national events, and have a register
of events they have attended
• House of Commons awareness initiative launch event 		
planned, but cancelled due to Covid-19

• PhD study and data collection
• All Armed Forces benefits data channelled and collated
through Mesothelioma UK Armed Forces Benefits
Advisor, we have received in total 106 referrals and to
this date, 90 applicants have received payments
• Profiling the project on partner websites including 		
NHS Choices, HASAG and Cobseo
• Having face to face meetings to share project
developments including meeting with MP Johnny
Mercer, Minister for Defence People and Veterans,
Ministry of Defence and Surgeon General’s office
• Attending relevant meetings and steering groups to
present outcomes of the work including the Medical 		
Advisory Committee and Cobseo Research Cluster
• Posting updates on Mesothelioma UK social media
channels including Facebook, Twitter and Instagram
regularly, as well as the dedicated Armed Forces
Facebook group
• Sharing patient case studies who have an Armed
Forces or military background on the Armed Forces 		
project web page
• Distributed over 6,000 awareness information leaflets
at events, hospitals, to patients, families/carers
and stakeholders
• Attending local and national events including Armed
Forces Day, HMS Excellent Health Fair and Armed
Forces and veterans breakfast clubs
• Sharing positive news and project developments
through local and national outlets, and gaining
coverage in publications such as Pathfinder
International, Forces.Net, Reservist Magazine
and many others
• Submission of article to Journal of Thoracic Oncology
• Hosting a virtual event for key stakeholders to share
MiMES research, inviting MPs, Armed Forces charities,
healthcare professionals and many others
• Internally sharing project successes and outcomes
with other Mesothelioma UK Clinical Nurse
Specialists and the charity’s trustees
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Research, Audit and
Evaluation
While the number of new grants decreased
this year, we have several grants still open and
our research spend across the whole year was
£164,362.
Mesothelioma UK has ambitions to increase our research
spend and is well placed to support high quality research.
This year, we have focused on developing a new strategy
which will be launched in 2020/21 and will outline the
charity's vision for 2020-2023. As part of this strategy, we
appointed a Research Manager on a fixed term basis in
January 2020. Dr Lynn Furber will focus on preparing the
strategy for launch and developing our research
infrastructure.
Grants Awarded During the Year 2019/20
Title of Project
Healthcare workers and
mesothelioma: experiences
of presentation, diagnosis,
treatment and care:
Healthcare Worker
Mesothelioma Asbestos
Guidance Study (MAGS)
Understanding the role of
the CNS in meeting the
palliative care needs of
patients and families:
a mixed methods study
Exploring clinical decision
-making in mesothelioma
treatment pathways across
three NHS Trusts: a mixed
methods study
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Main
Amount
Year Grant
Researcher
Awarded
Awarded
Peter
£10,527
2019/20
Allmark 			

Completion
Date
July
2021

Clare
£55,644
2019/20
Gardiner 			

January
2020

Catherine
£24,911
2019/20
Henshall 			

May
2021

Grant Awarding
Partner

NLCUK

Open Grants
Title of Project
MEDUSA: MESOUK 17-8.
Mesothelioma Evolution:
Deciphering drugable somatic
alterations as potential targets
for synthetic lethal therapy
Gendered Experience of
Mesothelioma Study (GEMS)
Genomics of Peritoneal
Malignancy including rare
forms of Mesothelioma
Living Well with Cancer

Main
Amount
Year Grant
Completion
Researcher
Awarded
Awarded
Date
Edward
£149,930
2018
2021
Hollox 				

Angela
£38,284
2019
Tod
Sarah
£19,926
2019
Ennis			

Grant Awarding
Partner
BLF (British Lung
Foundation)

July 2020
September
2020

Karen
£8000
2019
April 2021
Lord				
					
Immunotherapy for malignant
Dr John
£149,977.16 2018
TBC
mesothelioma using
Maher
IL-6-neutralising CAR T-cells.
Addressing Hypoxia as a
Professor
£111,750
2016
TBC
New Target for Treatment
Marija Krsticof Asbestos-Induced Cancer
Demonacos

LCNUK (Lung
Cancer Nursing
UK)

BLF

Completed during 2019/20
Title of Project
A new approach for
personalising therapy for
mesothelioma patients
using a targeted,
drug-based strategy

Main
Amount
Year Grant
Researcher
Awarded
Awarded
Dr Dean
£149,755.96 2015
Fennell 			

Completion
Date
November
2019

Grant Awarding
Partner
BLF

The goal of this project was to explore whether a common subtype of mesothelioma would respond to a new type of targeted therapy. The study identified an
old drug, Quinacrine, as a well-tolerated antimicrobial that may have a role as a novel anti-cancer agent in this specific subtype of mesothelioma.

Mesothelioma Patients’
Experience of Follow Up Care
across three NHS Trusts

Catherine
£24,911
2018
Henshall 			

February
2020

LCNUK
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Audit
Organisational Audit Report (Royal College of
Physcians)
This first mesothelioma Organisational Audit set out to
obtain a first insight into mesothelioma multidisciplinary
services across the UK. It highlights variation in access to
diagnostic services, treatment, information and referral to
Mesothelioma Multi-Disciplinary Teams (MDTs) across the
country.
The report builds on evidence from the National
Mesothelioma Audit to demonstrate that national
variance exists in the provision of diagnostic services,
treatments, support and access to specialist MDTs and
clinical trials for mesothelioma patients. Evidence showed
that patients who were referred to one of the 17
identified Mesothelioma MDTs appeared more likely to
benefit from direct access to a mesothelioma site-specific
clinical nurse specialist and achieve ready access to
on-site clinical trial options including surgical trials.
You can read the full report at
www.rcplondon.ac.uk/projects/outputs/mesotheliomaorganisational-audit-2019

National Mesothelioma Audit (NMA)
Mesothelioma UK continues to fund the National
Mesothelioma Audit that is managed by the Royal
College of Physicians (RCP). The team also worked on
a 4th report (3rd funded by Mesothelioma UK) for
publication in spring/summer 2020.
As previously highlighted, Mesothelioma UK is keen to
broaden the NMA to include all four nations and routinely
add patient reported outcomes.
The latest report is available at www.rcplondon.ac.uk
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MORE Survey
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.
Recruitment to the survey was delayed and finished in
August 2019. In total, 503 responses will be included in
the final report, for publication in summer 2020. A huge
thank you to all of the patients who took part in this
survey, which gives us vital information to continue
our work.

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:
409 with an average of 34 each month.
Impressions:
749,600 with an average of 62,400 each month.
Number of followers:
3,228 at 31st March 2020 with 568 new followers over
the year and an average of 47 new followers each month.

The top 10 most viewed pages:
•
•
•
•
•
•
•
•
•
•

Homepage
About mesothelioma					
Symptoms and controlling them
Treatments
Clinical trials
Benefits and compensation
Getting-involved/donate
Legal advice
About Us
Fundraising

Press releases
35 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 26% on 2018/19.

Facebook
Number of likes:
2,462 at 31st March 2020 - a 32% increase over the year
with 597 new likes - an average of 50 new likes each
month.
Number of posts:
506 with an average of 42 posts each month.
Reach
Total post reach: 492,597
The Peritoneal Mesothelioma Facebook group gained 120
new members in 2019/20, bringing the total to 244.
Website
111,891 total page views with an average of 9,324 page
views per month.
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The Year Ahead
In 2020/21, Mesothelioma UK will enter the final year
of the charity’s 5 Year Strategy – Dedicated to making
Mesothelioma Matter. Achieving an income of £3 million
per annum is still a key aim if the charity is to achieve
equitable access to support, services, treatment and
care throughout the UK. Whilst we recognise reaching
this huge amount will have to remain a longer-term
goal, it has become increasingly apparent that building
a stronger foundation and investing in the charity’s
processes, the operational and fundraising team is vital
as we continue to go from strength to strength.
In the year ahead, the charity will seek to launch its first
ever research strategy. The strategy will be centred
around the opening of a Mesothelioma UK Research
Centre and our ability to award grants in a rigorous
manner, direct to researchers.
The charity will look to appoint more members to the
Mesothelioma UK Clinical Nurse Specialist team and the
newly-appointed Head of Nursing will provide clearer
and more direct leadership for the nurses. A Nursing
Strategy will be launched to shape the future growth and
development of the growing nurse specialist team.
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A third Mesothelioma UK-funded National Mesothelioma
Audit Report will be published and the charity will
continue to try and establish a means to improve audit
collection and include patient reported outcomes and
experience routinely.
The Mesothelioma UK Supporting our Armed Forces
project will cease in 2020/21. Research findings from the
project will be disseminated and we will look to secure
funding so that the services established during the project
can be embedded in the charity’s daily activities. The
Scottish Network will continue to evolve and grow with
ongoing support from Mesothelioma UK, who will look to
strengthen the nursing contribution to the network.

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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