Winter Edition 2021

MESOTHELIOMA

MATTERS
Cover Feature | Page 4-5

Operations Team
moves into new UK
headquarters

Inside Mesothelioma Matters
Page 8 I Ladies’ Lunch is back
Page 14 I MiST5 trial opens
Page 21 I Research team shortlisted in
RCN Awards

Mesothelioma Matters

Winter 2021

Christmas Carol Off returns

NEWS
Goodbye to 2021, hello to 2022!
We’re almost at the
end of what has been a
particularly difficult time
for us all. I’d like to start
by saying a big well done
to our dedicated nursing
team for keeping services
going throughout the
pandemic, supporting
patients at a local level and also covering
Covid-19 related clinical activities.

As always, but especially this year, we are grateful to
our fundraisers, supporters, legal panel and corporate
donors for digging deep to support us through another
challenging year.
We’re feeling optimistic for the future of the charity
and have some exciting plans for the coming years.
The move to the new office has come at the perfect
time, as we expand both our operations and nursing
teams to deliver our services to patients and carers
across the country.
From everyone at Mesothelioma UK, we wish you
all a happy Christmas and a peaceful New Year.
Liz Darlison, Chief Executive Officer of Mesothelioma UK

DWP extends definition of
terminally ill for benefits claims
The Department of Work and Pensions
announced in July that it would extend
the definition of terminally ill from
6 to 12 months.
The Minister for Disabled People has announced the
Department’s intention to make changes as a result
of the evaluation. They will legislate to introduce
a 12-month, end of life eligibility definition for the
Special Rules.

The actual legislation has not yet been enacted so
the rule remains at six months for now. Mesothelioma
UK welcomes the forthcoming change in the rules.
We would prefer to see any patient who is given
a terminal diagnosis allowed access to the Special
Rules claims process, regardless of their prognosis.
The situation in Scotland is more complex. Changes
are on the way and are expected to start rolling out
in 2022. Mesothelioma UK will provide further
updates as information becomes available.

The Christmas Carol Off is back by
popular demand!
The contest is open to all and no matter where you
are, Zoom will bring us together and help to
spread some very welcome Christmas cheer.
Registration opened in November and to enter,
participants just needed to sign up, pick their song
and get meeting or Zooming. Once the performances
were completed, the video entries were submitted
and the rest is now up to the judges.

All entries had to be in by midnight on 10 December
2021. A panel of independent judges will vote on the
three winning teams. They will be announced at the
Mesothelioma Christmas Facebook Quiz on 16 December.
The winning entries will be uploaded to the
Christmas page on the Mesothelioma UK website
from 17-31 December 2021 and each winning team
will be presented with a Mesothelioma UK winners
certificate signed by our CEO, Liz Darlison.
Find out more on our website at
www.mesothelioma.uk.com/christmas-carol-off/

This year, participants could sign up for one of three
new categories including:
• Best Vocal Harmony - for all budding singers
• Best Performance & Musicality - for those who 		
play an instrument(s) including spoons, kazoo, 		
recorders, anything goes!
• Best Entertainment & Presence – if you can’t sing
or play an instrument, then you can just dress up
and perform

When implemented, where a clinician considers
someone to be in their final year of life, they will
be able to make fast-tracked claims to the benefits
system.
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Marking a milestone
We marked a significant milestone this
year by relocating our headquarters to
a new office in Mountsorrel,
Leicestershire.
The former local authority building at 235
Loughborough Road has been refurbished and is
now home to Mesothelioma UK’s Operations Team
including 12 staff, covering administration, finance,
business development, research, events
and fundraising.

Liz Darlison, Chief Executive Officer at Mesothelioma
UK said: “We’re so proud that our charity is going from
strength to strength and very excited to be in new
premises. We’ve grown the Mesothelioma UK team,
both nurses and operational staff, considerably over
the last few years and this growth coupled with our
amazing new HQ is the perfect platform to develop
the charity and have a greater impact.

Lord-Lieutenant of Leicestershire, Mike Kapur OBE
officially opened the offices on Monday 22 November
2021.

“We’re delighted to be making a new home for the
charity in Mountsorrel and no words can express how
eternally grateful we are to Walter Miles Ltd and their
team, without whom this wouldn’t have been possible.”

Walter Miles Electrical Engineers Ltd, which has a
long-standing relationship with the charity, has made
the new offices possible. The refurbishment has been
completed by them and a number of their associates,
some of whom have donated materials, their skill and
time.
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Jane Hunt MP, Member of Parliament for
Loughborough, Shepshed, Quorn, Barrow, Sileby,
Hathern, Mountsorrel Castle and the Wolds villages,
added: “I’d like to warmly welcome Mesothelioma
UK to their new home in Mountsorrel. We have a
tremendous community spirit here, and we are already
home to many amazing people and organisations
performing some incredible things. I am sure the
charity will find themselves right at home here!”
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Mesothelioma
updates
Newly published research in mesothelioma,
compiled by the University Hospitals of
Leicester Clinical Librarian Services.
Mesothelioma UK are delighted to include
this regular addition to Mesothelioma
Matters. In each edition any new publications
in the preceding three months, the title,
author and journal, will be listed. We
hope that you find this useful and thank
you to UHL clinical librarians!
New scientific research
Nivolumab versus placebo in patients with relapsed
malignant mesothelioma (CONFIRM): a multicentre,
double-blind, randomised, phase 3 trial.
Author(s): Fennell, Dean A; Ewings, Sean;
Ottensmeier, Christian; Califano, Raffaele; Hanna,
Gerard G et al.
Source: The Lancet. Oncology; Nov 2021; vol. 22
(no. 11); p. 1530-1540
Mesothelioma Risk Score: A New Prognostic
Pretreatment, Clinical-Molecular Algorithm for
Malignant Pleural Mesothelioma.
Author(s): Yeap, Beow Y; De Rienzo, Assunta; Gill,
Ritu R; Oster, Michela E; Dao, Mary N; Dao, Nhien
T; Levy, Rachel D; Vermilya, Kimberly; Gustafson,
Corinne E; Ovsak, Gavin; Richards, William G;
Bueno, Raphael
Source: Journal of thoracic oncology : official
publication of the International Association for the
Study of Lung Cancer; Nov 2021; vol. 16 (no. 11);
p. 1925-1935
Multivariate Model for Predicting Overall Survival
in Malignant Pleural Mesothelioma After Adjuvant
Radiotherapy.
Author(s): Li, V R; Wang, Z; Yu, V Y; Dams, R V;
Philipson, R; Lee, P; Kishan, A U; Lee, A; Qi, X
Source: International journal of radiation oncology,
biology, physics; Nov 2021; vol. 111 (no. 3S); p. e131
6
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Pleural mesothelioma (PM) - The status of systemic
therapy.
Author(s): Cui, Wanyuan; Popat, Sanjay
Source: Cancer treatment reviews; Nov 2021; vol.
100 ; p. 102265
Cytoreductive Surgery Plus HIPEC With and
Without NIPEC for Malignant Peritoneal
Mesothelioma: A Propensity-Matched Analysis.
Author(s): Sugarbaker, Paul H; Chang, David
Source: Annals of surgical oncology; Nov 2021; vol.
28 (no. 12); p. 7109-7117
Prediction modeling using routine clinical
parameters to stratify survival in malignant pleural
mesothelioma patients complicated with malignant
pleural effusion.
Author(s): Zhang, Shu; Zhang, Yuan; Feng, Wei; Shi,
Zhongyue; Shi, Huanzhong; Zhang, Yuhui
Source: Thoracic cancer; Oct 2021
Available at Thoracic cancer - from Europe PubMed
Central - Open Access
Assessment of interferon-γ in pleural fluid as a
prognostic factor of survival in malignant pleural
mesothelioma.
Author(s): Dozin, Beatrice; Carbotti, Grazia; Roncella,
Silvio; Ferro, Paola; Dessanti, Paolo; Canessa, Pier
Aldo; Ferrini, Silvano; Fabbi, Marina
Source: Cancer immunology, immunotherapy : CII;
Nov 2021; vol. 70 (no. 11); p. 3349-3355
Non-resectable Malignant Peritoneal Mesothelioma
Treated with Pressurized Intraperitoneal Aerosol
Chemotherapy (PIPAC) Plus Systemic Chemotherapy
Could Lead to Secondary Complete Cytoreductive
Surgery: A Cohort Study.
Author(s): Kepenekian, Vahan; Péron, Julien; You,
Benoit; Bonnefoy, Isabelle; Villeneuve, Laurent;
Alyami, Mohammad; Bakrin, Naoual; Rousset,
Pascal; Benzerdjeb, Nazim; Glehen, Olivier
Source: Annals of surgical oncology; Oct 2021
A New Pretreatment Mesothelioma Risk Score:
Integrating Clinical and Molecular Factors for
Predicting Outcomes in Malignant Pleural
Mesothelioma.
Author(s): López-Castro, Rafael; Recondo, Gonzalo;
Gorría, Teresa; Mezquita, Laura
Source: Journal of thoracic oncology: official
publication of the International Association for the
Study of Lung Cancer; Nov 2021; vol. 16 (no. 11);
p. 1782-1784

Integrated genomics point to immune
vulnerabilities in pleural mesothelioma.
Author(s): Nastase, Anca; Mandal, Amit; Lu, Shir
Kiong; Anbunathan, Hima; Morris-Rosendahl,
Deborah; Zhang, Yu Zhi; et al.
Source: Scientific reports; Sep 2021; vol. 11 (no. 1);
p. 19138
Available at Scientific reports - from Europe
PubMed Central - Open Access

Qualitative studies and patient experience
Experiences of healthcare professionals with support
for mesothelioma patients and their relatives:
Identified gaps and improvements for care.
Author(s): Frissen, Anne-Roos; Burgers, Sjaak; van
der Zwan, Jan Maarten; Raijmakers, Natasja; Arber,
Anne; Kunst, Peter; Aerts, Joachim; Duijts, Saskia F A
Source: European journal of cancer care; Sep 2021 ;
p. e13509

Gemcitabine with or without ramucirumab as
second-line treatment for malignant pleural
mesothelioma (RAMES): a randomised,
double-blind, placebo-controlled, phase 2 trial.
Author(s): Pinto, Carmine; Zucali, Paolo Andrea;
Pagano, Maria; Grosso, et al.
Source: The Lancet. Oncology; Oct 2021; vol. 22
(no. 10); p. 1438-1447

The psychosocial impact of living with mesothelioma:
Experiences and needs of patients and their carers
regarding supportive care.
Author(s): Prusak, Agata; van der Zwan, Jan
Maarten; Aarts, Mieke J; Arber, Anne; Cornelissen,
Robin et al.
Source: European journal of cancer care; Nov 2021;
vol. 30 (no. 6); p. e13498

Perspectives on the Treatment of Malignant Pleural
Mesothelioma.
Author(s): Janes, Sam M; Alrifai, Doraid; Fennell,
Dean A
Source: The New England journal of medicine; Sep
2021; vol. 385 (no. 13); p. 1207-1218

Improving mesothelioma follow-up care in the UK:
a qualitative study to build a multidisciplinary
pyramid of care approach.
Author(s): Davey, Zoe; Henshall, Catherine
Source: BMJ open; Nov 2021; vol. 11 (no. 11);
p. e048394
Available in full text at BMJ open from Europe
PubMed Central - Open Access

Environmental asbestos exposure and clustering
of malignant mesothelioma in community: a spatial
analysis in a population-based case-control study.
Author(s): Airoldi, C; Magnani, C; Lazzarato, F; Mirabelli, D; Tunesi, S; Ferrante, D
Source: Environmental health : a global access science source; Sep 2021; vol. 20 (no. 1); p. 103
The use of a next-generation sequencing-derived
machine-learning risk-prediction model (OncoCast
-MPM) for malignant pleural mesothelioma:
a retrospective study.
Author(s): Zauderer, Marjorie G; Martin, Axel; Egger,
Jacklynn; Rizvi, Hira; Offin, Michael; Rimner, Andreas;
Adusumilli, Prasad S; Rusch, Valerie W; Kris, Mark G;
Sauter, Jennifer L; Ladanyi, Marc; Shen, Ronglai
Source: The Lancet. Digital health; Sep 2021; vol. 3
(no. 9); p. e565

Experiences of healthcare professionals with support
for mesothelioma patients and their relatives:
Identified gaps and improvements for care.
Author(s): Frissen, Anne-Roos; Burgers, Sjaak; van
der Zwan, Jan Maarten; Raijmakers, Natasja; Arber,
Anne et al.
Source: European journal of cancer care; Nov 2021;
vol. 30 (no. 6); p. e13509
Please contact your own clinical library or view the
journals webpages to seek access to the full
publications.

Examining the impact of physical function
performance in predicting patient outcomes after
lung-sparing surgery for malignant pleural
mesothelioma.
Author(s): Ho, Simon; Culligan, Melissa; Friedberg,
Joseph; Goloubeva, Olga; Marchese, Victoria
Source: Disability and rehabilitation; Aug 2021 ;
p. 1-8
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Ladies’ Lunch is back!

Update on Project Wales

We’re delighted to be able to
host another Ladies’ Lunch
in 2022. The event will be held
on Tuesday 8 March. Again,
the wonderful Manchester
Macdonald hotel will host the
afternoon for us.
We’d love you to join us for the afternoon,
which coincides with International
Women’s Day. Come and enjoy a threecourse lunch, raffle and auction, and raise
some funds for Mesothelioma UK. Tickets
are just £35 per person. You will meet
patients, carers, nurses, researchers, support
groups and legal professionals who specialise in
mesothelioma cases.

This engagement with patients, carers, family, and
healthcare professionals has been critical in
assessing the mesothelioma pathway and needs of
patients across Wales. The needs identified are
further supported by a review of the latest data,
reports and studies highlighting that patient
experiences and outcomes suffer from regional
variations, and urgently need a national approach.
It has been a very busy year, but these are a few
highlights...
In conjunction with AASC, a monthly virtual support
group called CafeAASC was set up early in the
project and has proved extremely successful.
You can register for tickets on Eventbrite (search
for Mesothelioma UK) or email
info@mesothelioma.uk.com

Patient and Carer Day 2021
Friday 1 October
saw the launch of
our 16th annual
Patient and Carer
Day which was
conducted virtually
over Zoom. Over
200 delegates
attended the event which comprised of
a day of learning and sharing.
The packed agenda covered a host of topics
including coroners’ inquests, Breathe Arts Health
Research, making the most of your palliative care
team and patients’ experiences, while the speakers
were drawn from various groups including patients,
8

clinicians, coroners and research fellows.
This year’s event was made possible with the
support of Bristol Myers Squibb, along with the
sponsorship of the sessions by law firms, Slater and
Gordon, Irwin Mitchell, Novum Law, Fieldfisher,
Hugh James, Thompsons, Royds Withy King and
Leigh Day. The video recordings of the event are
available to watch on our YouTube channel.
We would like to thank everyone who attended
the event, and hope that you found it helpful and
informative. Thanks to your generosity, the event
raised over £2,500 for Mesothelioma UK.

It’s been just over a year since
Mesothelioma Project Cymru was
launched, with the aim of assessing the
needs of patients and to enhance
mesothelioma services across Wales,
ensuring that all patients receive the
standards of care outlined by the
British Thoracic Society and UK
Mesothelioma Alliance.
Much has been achieved but there is still a long way
to go to ensure equitable care for mesothelioma
patients in Wales.
The project has benefitted from enormous support
from wide ranging groups including professionals
from all health boards and specialisms, national
governing bodies, charities, patient groups and
solicitors. The project has raised the profile of
mesothelioma in Wales and led to a significant
increase in requests for support and information
from Sarah Morgan, Mesothelioma UK Senior CNS
and Project Lead for Wales.

We’ve welcomed the second Mesothelioma CNS to
Wales, Sam Williams as an adopted post in recent
months. We’ve also welcomed Kim Crossman who
is compiling an all-Wales patient database and
distributing information packs to all patients. On
a policy level, we are working on numerous fronts
to develop national guidelines, most notably: work
with WHSCC on an application to incorporate
mesothelioma as an NHS Wales specialist
commissioned service; and working with the
Welsh Cancer Network to develop a National
Optimal Pathway for Mesothelioma.
There will be a Patient and Carer Day in April plus
a professionals’ education event in 2022. We have
also translated patient information resources into
Welsh and a Welsh page is being developed for
the Mesothelioma UK website to meet the specific
needs of those in Wales.
There are further exciting developments in the
pipeline for the project in Year 2, so watch this
space!
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Partnership working
Mesothelioma UK is proud of the strong
relationships we have built with various
support groups. Without the support
of groups such as HASAG, Action on
Asbestos and Asbestos Action Tayside,
we wouldn’t be able to fund the number
of clinical nurse specialists (CNSs) that
we do.
Recently, Sophia Holden has been appointed as
a Mesothelioma UK CNS, based at Guy’s and St
Thomas’ NHS Foundation Trust. The post was
funded in partnership with HASAG, the
Southern-based asbestos-related disease charity.

#20for20
Mesothelioma UK and 19 other charities
representing rare and less common
cancers have joined forces once again in
a major fundraising campaign, 20 for 20.
The campaign aims
to raise awareness of
rare and less common
cancers, encourage
people with symptoms to
seek help early, empower
patients in their treatment journey and highlight the
need for research into better treatments.

10

SWASAG donates £10,000 to
Mesothelioma UK

Lynne Hunter was appointed as a Mesothelioma UK
CNS, based at the Western General Hospital, part of
NHS Lothian. Lynne’s post was made possible thanks
to funding from asbestos, industrial disease and
injury charity, Action on Asbestos.
The groups have very dedicated supporters who do
some fantastic fundraising. We’re incredibly grateful
when the groups decide to donate their fundraised
monies to us and we’re delighted to be able to use
it to best support patients and families local to each
group.
We all have the same goal in mind and that is to
improve the lives of patients and families living with
mesothelioma. We look forward to continuing to
work with charities and support groups.

The Mesothelioma UK
nursing team is taking part
and the nurses have been
doing some great challenges
including baking, cycling,
yoga, learning Spanish,
crafts and spin class.
Rare and less common
cancers such as
mesothelioma account
for 47 per cent of cancers
diagnosed and more than
half (55 per cent) of all cancer deaths in England.

In its second year, the 20 for 20 campaign sees the
20 charities encourage their supporters to take on
a challenge activity for 20 days, based on the
number 20.

Like Mesothelioma UK, many charities who support
patients with rare and less common cancers are
also the drivers of key research in these areas but
have seen a drop in income since the coronavirus
pandemic. Collectively, their focus across the 20
for 20 campaign is to make sure that they can
continue to support both patients and the NHS
at this crucial time.

Participants can do any challenge or activity based
on the number 20 across 20 consecutive days.

If you’d like to set yourself a 20 for 20 challenge to
support us, please visit www.20for20.org.uk

SWASAG, the Southwest Asbestos
Support Awareness Group, provided a
welcome boost to Mesothelioma UK’s
fundraising efforts with a cash donation
of £10,000. The financial gift was the
result of two years’ worth of fundraising
during the Covid-19 pandemic.
Steve Jones, Chairman of SWASAG, expressed his
delight at being able to extend the Group’s support
to Mesothelioma UK. He said: “As a group, we are
very grateful to Mesothelioma UK for their tireless
work in highlighting the dangers of asbestos,
promoting clinical trials and supplying our expert
nurse, and we will continue to do anything we can to
support their efforts.”

A cheque for £10,000 was presented to Christine
Jones, Mesothelioma UK Clinical Nurse Specialist
for the Peninsula Cancer Alliance region, at one of
SWASAG’s regular support group meetings.
Christine said: “We’re extremely grateful for the
donation of £10,000 from SWASAG. We have
strong relationships with local support groups
and working with each other means better overall
support for our patients and families. Donations like
this are vital to us and we really appreciate it. We
will ensure that the money is spent in the best way
possible to make a real difference to people affected
by mesothelioma.”
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Scottish Mesothelioma Network
winners of Scottish Health Awards
The Scottish Mesothelioma Network
(SMN) team were delighted to win the
Innovation Category of the prestigious
Scottish Health Awards at the O2
Academy in Edinburgh on 3 November.
Julie Roberts, SMN Patient and Carer
Representative, and Dr Phil Reid,
Respiratory Physician and Mesothelioma
Clinical Lead in Lothian represented the
team at the socially distanced awards
ceremony.

You may have seen the headlines
recently about One Cancer Voice - a
rallying cry led by Michelle Mitchell,
Head of Cancer Research UK. With the
support of 49 other charities including
Mesothelioma UK, the group sent a
letter to the Government calling on
policy makers to improve the detection,
diagnosis and treatment of cancer to
prevent survival rates from slipping
backwards.

The ceremony was hosted by Scottish comedian
and broadcaster, Fred MacAulay, and also attending
were Humza Yousaf, Scottish Cabinet Secretary
for Health and Social Care and Professor Jason
Leitch, the National Clinical Director of the Scottish
Government who presented the award to the
Mesothelioma team.

The Covid-19 pandemic has caused a major
disruption to all aspects of cancer care with tens of
thousands of people still undiagnosed, or waiting
for tests and treatment.

Professor Kevin Blyth, Founder and Director of
the Scottish Mesothelioma Network commented:
“I’m so proud of the team. Scottish Mesothelioma
Network is a national team with clinical leads and
nurses in five cities across Scotland, a weekly MDT,
national QPI targets and a focus on equitable care
and access to life changing trials. Built with patients,
for patients, and funded by amazing partners
Mesothelioma UK and Macmillan Cancer Support.”
Julie Roberts, who lost her father and uncle to
mesothelioma and has campaigned for the network
since a round table discussion with the Government
in 2015, added: “I’m beyond speechless and am
bringing this home for the amazing mesothelioma
team, partners and for every dad that has paid the
price of their lives.”
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One Cancer Voice urges Government
to improve detection, diagnosis and
treatment of cancer

Scotland has some of the highest incidence of
mesothelioma globally due to its industrial past.
The Scottish Health Awards are the most prestigious
and recognised awards for those working across
NHS Scotland and its partners to deliver high quality
health and social care services to the people of
Scotland. Run by the Daily Record in partnership
with NHS Scotland and the Scottish Government,
the awards are now well established in the Scottish
calendar and recognise those that go that extra mile
to improve the health and wellbeing of others.

The Comprehensive Spending Review presented the
Government with a valuable opportunity to make
meaningful improvements. These include increasing
the cancer workforce and investing in equipment,
levelling up to ensure that poorer communities are
not disproportionately affected, and strengthening
funding for research and development.
They added that without action, the number of
patients diagnosed with cancer is projected to rise
above 500,000 per year by 2035. This is an increase
of 40 per cent on 2015 levels. This in turn could
mean that the Government could fail to deliver on
its commitment to improve cancer survival and to
diagnose 75 per cent of cancers early by 2028.
Other charities who signed the letter include Breast
Cancer Now, Prostate Cancer UK, Ovarian Cancer
Action, Pancreatic Cancer UK, Blood Cancer UK,
and Macmillan Cancer Support.

The One Cancer Voice movement suggested that

CLINICAL TRIALS

The Innovation Award is sponsored by NHS
Research and Scottish Health Innovations Limited.
For more information, visit
www.scottishmesotheliomnetwork.scot.nhs.uk,
contact anna.morton@ggc.scot.nhs.uk or follow us
on Twitter at @ScotMesoNet

MESO-PRIME
MESO-PRIME is a study sponsored by
The Royal Marsden NHS Foundation
Trust. This study is investigating the use
of Pembrolizumab and Hypofractionated
Stereotactic Body Radiotherapy (SBRT) in
patients with Malignant Pleural
Mesothelioma.
13
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Pembrolizumab is an immunotherapy agent,
also called an immune checkpoint inhibitor, that
stimulates the body’s immune system to fight cancer
cells. Pembrolizumab targets and blocks a protein
called PD-1 on the surface of certain immune cells
called T-cells. Blocking PD-1 triggers the T-cells to
find and kill cancer cells.
SBRT is an effective way of giving more targeted
radiotherapy to the lung, over fewer treatment
sessions. Numerous x-ray beams of high energy are
used to deliver a high dose of radiation from outside
the body to a cancerous lesion, while sparing the
surrounding normal tissues as much as possible.
It is known that immunotherapy has activity in
the treatment of mesothelioma. It is possible
that the combination of radiation treatment and
immunotherapy may be more effective against
cancer than either radiation or immunotherapy alone.
This is a phase one study designed to assess the
safety of this treatment combination in patients with
advanced malignant pleural mesothelioma (i.e., not
amenable to surgery) who have previous treatment

Winter 2021

with platinum based chemotherapy or have declined
chemotherapy.
Aim:
This study aims to evaluate the safety of using SBRT
in combination with pembrolizumab. It will also
assess the effectiveness of these treatments by
taking regular images and measuring the control of
the growth of the cancer.
Treatment:
Treatment consists of an initial dose of
pembrolizumab during week one and SBRT delivered
on week three only. Patients will then continue
to have pembrolizumab every three weeks for a
total of 35 cycles, or until disease progression, or
unacceptable side effects, whichever comes first.
Recruitment:
This study aims to recruit 18 participants in total. To
date, three participants have been recruited.
For more information, visit:
www.clinicaltrials.gov/ct2/show/
or contact mesoprime.trial@rmh.nhs.uk

MiST5 trial opens and is recruiting
We spoke to Professor Dean
Fennell about the new trial,
MiST5, which is now open to
recruitment. Here’s what he said…
“Only a minority of patients respond to immunotherapy
and so we need to find better ways of activating the
immune system. One way may be to identify new
combinations of drugs.
“We showed in our published phase III trial
CONFIRM that a single agent immunotherapy
(nivolumab) improves survival of patients with
relapsed mesothelioma in a placebo double-blind
randomised trial. Immunotherapy requires immune
cells to be present in the cancer but this is not
always the case (so called ‘cold tumours’).
“To make a tumour ‘hot’, we have combined an
immunotherapy drug (niraparib) with an oral drug
14

called a PARP inhibitor. We reported good activity of
a PARP inhibitor alone earlier this year in the MiST1
trial.
“There is good evidence to suggest that the
combination leads to a higher recruitment of
immune cells into the cancer. Our hope is that in
MiST5, in which Niraparib is paired with the anti-PD1
drug dolstarlimab, we will see a good positive
interaction and hopefully improve upon what we
have seen with either drug alone.
“It seems that we will continue to have nivolumab
via the NHS for a while and so it’s going to be
important to let patients know that MiST5 could
potentially provide a more effective treatment
option.”
If you’d like to find out more about this or any other
trial, speak to your medical team or download the
Mesothelioma UK Clinical Trials App. There is also
a table detailing the current UK trials inside this
magazine and on our website.

Breakthrough results for mesothelioma
treatment published in The Lancet
Oncology
The results of the first ever trial of its
kind to show improved survival for
people with mesothelioma have been
published in The Lancet Oncology.
The CONFIRM trial was led by Professor Dean
Fennell at the University of Leicester and Professor
Gareth Griffiths at the CRUK Southampton Clinical
Trials Unit, based at the University of Southampton,
who are both members of the Mesothelioma
Research Network (MRN).
Mesothelioma is traditionally treated with surgery,
chemotherapy and radiotherapy. Until now, there
have been few options available when patients no
longer respond to treatment. However, the CONFIRM
trial, funded by Cancer Research UK’s Stand Up
To Cancer campaign, looked at whether giving the
immunotherapy drug nivolumab, after chemotherapy
has failed, could prolong life by boosting the body’s
immune system to recognise and kill cancer cells.
332 patients with mesothelioma in either the lung
or the abdomen were involved in the randomised
Phase III study. 111 patients received a placebo and
221 were given nivolumab.
The trial showed a 33 per cent reduction in the risk
of their condition worsening and a 31 per cent
reduction in the risk of them dying if they had been
treated with the immunotherapy drug. This was
equivalent to an additional three to four months of
life.
Professor Dean Fennell, Co-Chief Investigator of the
trial, said: “Malignant mesothelioma is a rare disease
and there is a huge need for more effective treatments.
This is the first study ever to show increased survival
for relapsed mesothelioma. The trial involved
patients at any stage of disease relapse, and this
study therefore shows that immunotherapy can be
effective treatment at all disease stages.

Professor Gareth Griffiths & Professor Dean Fennell

“We worked very closely with our partners at
Mesothelioma UK and PPI leads representing their
‘meso-warrior community’ which made a real impact
in opening and recruiting participants into this trial
ahead of target.”
The preliminary results of CONFIRM were presented
at the World Conference on Lung Cancer in January
when it became clear that the trial had shown clear
evidence of benefit to mesothelioma patients, and
now the full results have been published.
Co-Chief Investigator, Professor Gareth Griffiths,
said: “We started to develop CONFIRM after the
James Lind Alliance Priority Setting Partnership
identified the number one mesothelioma research
priority as ‘Does boosting the immune system
improve response and survival rates for
mesothelioma patients?’.
“This is a significant breakthrough for a cancer
where treatment options have been very limited,
and we now have clear evidence that giving
immunotherapy as a second or third line of
treatment is of benefit. It’s a fantastic result and
we hope that this could become the new standard
of care for our future mesothelioma patients in
the NHS.”
15

Mesothelioma Matters

Winter 2021

University of Vermont research
leads to first-of-its-kind
mesothelioma clinical trial
The approach targeted a universal vulnerability in
cancer cells that could be exploited therapeutically.
“All tumour cells are very reliant on efficient waste
management systems to grow and survive; we were
interfering with that,” said Dr Cunniff.
The pharmaceutical company, RS Oncology offered
funding for the research and over the last four-and-ahalf years, Dr Cunniff and his research team, in
collaboration with Wake Forest School of Medicine a
suitable formulation for delivery to humans.
“The drug takes away the ability of cells to metabolise
toxic byproducts, so they essentially choke on their
own exhaust,” Dr Cunniff said.

Dr Brian Cunliff

A promising new therapy for
mesothelioma and metastatic cancer,
arising from laboratory investigations
at the University of Vermont (UVM) in
the United States, is about to enter a
Phase I clinical trial and will launch in
England in late 2021.
Dr Brian Cunniff, a faculty member in UVM’s Larner
College of Medicine’s Pathology and Laboratory
Medicine Department, identified the new therapeutic
approach as a PhD student in partnership with his
advisor, Emeriti Professor Dr. Nicholas Heintz, and
UVM Alumni Dr. Kheng (Newick) Bekdache.

This will be a ‘first in human’ trial to test the safety
and activity of this novel approach in malignant
mesothelioma patients and will be subsequently
considered as a targeted therapy for other cancers
as well.

RESEARCH
Patients under 55 years
old needed for new
study

If you, or someone you know, would you be willing to
share your experiences of living with mesothelioma,
you can contribute to the research which aims to
help healthcare professionals better understand the
experiences of individuals living with mesothelioma
and improve the future care of patients.

A new patient experience
study is looking for
participants who are aged
between 18-55, with a
diagnosis of mesothelioma.

If you agree to take part, you will be invited to share
your experiences in a relaxed online interview with
Benjamin. You may also provide photographs to help
convey your experiences of mesothelioma if you
want. Your participation would be kept confidential.
Benjamin Lond

The study, ‘Exploring Younger Peoples’ Experiences,
Challenges and Strategies in Living with Mesothelioma’,
is being carried out by Psychology PhD student
Benjamin Lond at De Montfort University in Leicester.

Your Health
Companion
In collaboration with DaSH Global,
Mesothelioma UK has developed a new,
digital ‘Health Companion’ which enables
patients to submit data regarding their
quality of life and experiences in the
management of mesothelioma, as well
as any costs associated with the
condition.
Patients can submit their answers at any time
outside routine clinical appointments. By providing
them with the capability to record, monitor and
communicate healthcare information, patients will
be able to take more control in the management
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If you would like to take part or want to find out
more about the research, please contact Benjamin at
benjamin.lond@my365.dmu.ac.uk

of their condition, and improve
the interaction and outcomes
they have with healthcare services.
The data collected from the
Health Companion will provide
evidence to support better
targeting of services and enhance
nurse-patient communications.
Health Companion managers
will also be available to
support patients directly or via
communications with the clinical
nurse.
Mesothelioma UK, as part of this partnership,
will be able to access the anonymised data to
undertake research and audit, and may be able
to earn additional income for the charity through
ethically approved research studies from commercial
companies.
To find out more about the Health Companion,
please email info@mesothelioma.uk.com
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Palliative care and the role of the
Mesothelioma UK clinical nurse
specialist
Researchers at the Mesothelioma UK
Research Centre in Sheffield have
completed a research study on The role
of Mesothelioma UK clinical nurse
specialists in meeting the palliative care
needs of people living with mesothelioma
and their families.

4. Interviews and focus groups with MCNSs to find
out about their role in providing palliative care,
and any barriers and opportunities to providing
good palliative care

Palliative care is treatment, care and support for
people with a life-limiting illness, and their family
and friends. The aim of palliative care is to help people
have a good quality of life; it can involve managing
physical and psychological symptoms, providing
social care, and supporting family and friends.

• People with mesothelioma have significant
palliative care needs from the moment they are
diagnosed, such as the management of symptoms
• Family carers have their own palliative care
needs, for example, information needs around
‘what lies ahead’
• MCNSs are highly skilled at providing palliative
care
• There is a difference between the ‘general’
palliative care provided by MCNSs, and ‘specialist’
palliative care provided by community and
hospice palliative care teams. MCNSs provide an
important role in supporting patients with their
early ‘general’ palliative care needs, and they
work closely with specialist palliative care teams
to manage greater needs
• Good partnership working between MCNSs and
specialist palliative care teams is vital to providing
ongoing care
• A co-ordinated approach to palliative care is vital.
People with mesothelioma and their families
value a single point of contact to make sure
that people do not ‘fall through the gaps’
between services, especially at end of life
• People can be reluctant to accept palliative care
because of negative perceptions about the word
‘palliative’
• The COVID-19 pandemic has been very
challenging for both people with mesothelioma
and healthcare professionals

Palliative care is an important part of care for people
living with mesothelioma. You can receive palliative
care at any stage of your illness and some people
receive palliative care for years. Palliative care also
includes caring for people who are nearing the end
of life – this is sometimes called end of life care.
This research aimed to explore:
• the palliative care needs of people with 			
mesothelioma and their families
• the role of Mesothelioma UK Clinical Nurse
Specialists (MCNSs) in supporting palliative
care needs
The study included:
1. A review of published international evidence
2. Analyses of data from a pre-existing national
survey (the National Mesothelioma Outcomes,
Research and Experience Survey)
3. A survey of MCNSs to find out about the delivery
of palliative care
18

5. A workshop with experts in palliative care and
mesothelioma to develop recommendations
There are eight key findings:

This study provided valuable insights into palliative
care needs in mesothelioma and the role of
MCNSs and wider teams in meeting these needs.
Using the study findings, we developed some
recommendations for improving clinical practice.
These focus on valuing the role of MCNSs in
providing palliative care; addressing disjointed care;
and supporting better partnership working between
different providers of palliative care.

We also recognise the need to challenge negative
perceptions of palliative care and provide better
support for family carers. We hope to produce some
information resources specific to mesothelioma
to help with this. We hope our findings will
inform clinical practice, future research, and
policy to improve the experiences of people with
mesothelioma and their families.
More information and copies of the summary can be
found at www.sheffield.ac.uk/MURC

Cough and mesothelioma –
help us to learn more
Kate Slaven,
Mesothelioma
UK Clinical
Nurse Specialist
based at the
Royal Papworth
Hospital in
Cambridge, has
been awarded
a research grant
from Lung
Kate Slaven
Cancer Nursing
UK. This initial, exploratory study is
looking at the impact that coughs can
have on the quality of life of patients
with mesothelioma and their carers.
Kate is looking for patients and carers
to take part in the study and share their
experiences through a telephone
interview. She is very keen to hear from
you if you have a story to share.

In 2020, the MORE (Mesothelioma Outcomes,
Research and Experience) survey identified that
patients with mesothelioma can experience many
symptoms during their illness journey. The symptoms
can be hard to control and difficult to treat. One of
the main offenders is coughs. 41 per cent of patients
stated that they had experienced coughs and
one fifth of patients felt that their healthcare
professionals did not know the best ways to help
and support them.
Coughs can vary from being just an inconvenience
to, at its worst, preventing people from leaving
home or eating in company. Some people feel unwell
and exhausted with coughs, while others have to
deal with the embarrassment that having a cough
can bring. Some people feel fear that the cough can
indicate a deterioration in their condition. We need
to find out more so that we can help and support
people with coughs.
If you are interested in participating, please call the
Mesothelioma UK support line on 0800 169 2409
and your information will be passed onto Kate.
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Update on Mesothelioma UKfunded research study: Experience
of long-term survival for people
diagnosed with mesothelioma
and their carers
Research funding was
awarded to
Dr Matthew Johnson,
Macmillan Lead
Cancer Nurse at Royal
Brompton and Harefield
Hospitals, to work with
the Mesothelioma
Matthew Johnson
UK Research Centre,
University of Sheffield, exploring the
experiences of people and their carers
diagnosed with pleural mesothelioma,
three or more years ago.
Most previous research has focused on the
experiences of people at, or just after, the time of
diagnosis. Consequently, little is known about the
needs of those who are living with the condition
over a longer period. The aim of this study is to gain
an in-depth understanding of living with pleural
mesothelioma long-term from the perspective of
those diagnosed with it and their carers. From this,
we hope to make recommendations on the care and
support available to those living with this condition
long-term.
The study began in March 2021. We have
recruited participants by publicising the study
through mesothelioma and asbestos support group
networks, and also via social media such as Twitter
and the Mesothelioma UK website.
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The study was planned in two phases. Between
April and June 2021, we have recruited people
diagnosed with mesothelioma and their main carer
to be interviewed about their experiences. Some
initial analysis of the data has been done now and
we are now recruiting people to join one of two
focus groups – one for patients and one for carers
– to check and expand these initial findings. A final
report of the findings will be completed in spring
2022. The study was given ethical approval by the
University of Sheffield Research Ethics Committee.
So far, we have interviewed 14 people diagnosed
with mesothelioma. All but one identified a main
carer, such as their husband, wife, son, daughter
or friend, to join the interview. Patients were aged
between 38 and 79 years and came from across the
UK. They were diagnosed between 3 and 12 years
ago, and perhaps surprisingly there were
more females than males.
There are several key areas of interest from the
interviews we have already done. One example is
how people with mesothelioma and their carers
process and deal with having a life limiting condition.
Another area is the difficulty that some people
experience in getting access to the best treatment
and clinical trials. Another common problem was
coping with difficult treatment and with the worry
that is often associated with having scans.
We are still looking for people interested in joining
a patient or carer focus group to discuss these and
other topics. If you are interested, please contact the
Mesothelioma UK support line, call Matthew on
07531 978548 or email
matthew.johnson@sheffield.ac.uk

ATOMIC-Meso research team shortlisted as
finalists in the RCN Awards
A team of nurses from the Mid and South
Essex NHS Foundation Trust based at
Broomfield Hospital’s Research and
Development department was shortlisted
as finalists for the Excellence in Cancer
Research Nursing Award at the Royal
College of Nursing (RCN) Awards.

The team of five, headed up by Tracey Camburn, Lead
Research Nurse, faced some challenges at the outset
when the research centre was recommissioned as a
treatment room and the nurses were deployed for
coronavirus research.

The team is working on the ATOMIC-Meso trial of a
new drug called ADI-PEG 20 with chemotherapy for
people with mesothelioma. The team was lauded
for their commitment in ensuring patients with
mesothelioma who previously had few options,
could access the potentially life-lengthening
treatment which was fast-tracked by the National
Institute for Health and Care Excellence (NICE)
during the pandemic.

The team has been invited to speak at Cancer
Research UK’s 2022 conference. The conference
themes will cover a range of topics including the
vision for the future of clinical research delivery and
your role in making it a reality, recognising your
adaptability, resilience and response to the pandemic
and embedding learnings and innovative practice to
facilitate high-quality cancer research. Details of this
event will be published closer to the date.

Mesothelioma UK
Research Centre update

in the 2021 Festival of Social Sciences and was
accompanied by a panel discussion from the study
team. You can watch the film on our website at
www.sheffield.ac.uk/MURC

It has been a busy few months at the
Mesothelioma UK Research Centre.
We have completed the final report for
our study on palliative care needs in
mesothelioma and the role of clinical
nurse specialists (see page 18 for more
details on this study).

They were able to overcome these issues and went
on to ensure that patients could take part in the trial,
giving them hope and extra time with their families.

In the last month, we have been collaborating with
Mesothelioma UK and Lung Cancer Nursing UK to
conduct a survey of Specialist and Advanced Practice
Nurses. The survey explores their perceptions and
experiences on the impact of COVID-19 on their
patients but also themselves and their work. Please
consider filling out our survey if you are a specialist/
advanced practice nurse in lung cancer or mesothelioma.

We have also completed our Research Prioritisation
Exercise which aimed to identify the top research
priorities for mesothelioma. Following extensive
consultation with the mesothelioma community and
working with a steering group of experts, we have
identified 11 key research priorities related to the
patient and carer experience of mesothelioma. We
will be launching our consensus statement outlining
these priorities in the coming months.

Our PhD students Virginia Sherborne and Emilie
Couchman were invited to present an overview
of their work at a recent Mesothelioma Matters
webinar hosted by Mesothelioma UK. The webinar
featured PhD students from across the UK who
are working on studies in mesothelioma. Virginia’s
PhD focuses on the psychological effects of
mesothelioma in the UK military context, from the
carers’ perspective, while Emilie’s PhD focuses on
rethinking continuity in primary care for people with
mesothelioma.

Following on from the Gendered Experience of
Mesothelioma Study (GEMS), we have been
working with a film company to produce a short
animation about the findings. The film was featured

We would like to thank everyone who has participated
in or collaborated on our research. Without your
help and support we would not be able to generate
the evidence or impact from our work.
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Mesothelioma patients’ stories

LEGAL PANEL
Railway Workers and
Asbestos – A Deadly
Connection
Andrew Stinchcombe

According to an HSE report published in 2018,
‘former railway ‘vehicle body builders and repair’
workers have a higher than average risk of mesothelioma,
as some workers are likely to have directly worked
with asbestos when insulating the carriages.’
The report states that over a seven-year period
between 2011-2017, there were 225 new cases of
mesothelioma from working in the rail industry, plus
additional cases of other asbestos-related diseases.

Asbestos use on the railways
Asbestos was used extensively in the railway
industry because of its fire-resistant properties and
high strength.

Many would spray asbestos onto the coach linings
and then remove it by forcibly breaking it when
repairs were performed.

Asbestos was commonly used as insulation on
numerous items including railway carriage walls,
boilers, heating systems, pipes, engine rooms, brake
pads, pistons, cylinders, and fireboxes in the steam
locomotives.

The disturbance of the asbestos resulted in deadly
fibres being released into the air and inhaled, causing
severe health issues, including mesothelioma, many
years later.

Many thousands of rail workers were exposed to
asbestos while going about their jobs. This included
workers fitting and repairing pipework, maintaining
the boilers and the braking systems. Other workers
would be cutting, sanding, and smoothing the
asbestos materials.
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“The man would literally mix up large amounts of the
asbestos powder with water and would then apply it
to the coaches.”

In the 1950s and 1960s, they had no idea about the
dangers of asbestos exposure. It sounds shocking
today, but some of our clients describe how, during
breaks from work, they and their fellow workers
would roll the asbestos into balls and play football or
cricket with them, depending on the season.

Andrew Stinchcombe says: “The deadly legacy
of asbestos from Britain’s railways is still all too
apparent. Research has shown that railway workers
face a significantly higher risk of mesothelioma
mortality compared with the general population.

Little did they know that decades later, their
exposure to the white substance that blew around
the railway works ‘like snow’ would eventually lead
to their deaths.

By Andrew Stinchcombe, Director at Novum Law
Decades after the use of asbestos was
banned and after the closure of many
railways works, Novum Law’s specialist
asbestos solicitors are still being
contacted by former railway workers
diagnosed with mesothelioma and other
asbestos-related diseases.

Our mesothelioma clients often talk about how
the railway carriages they were working on were
covered in a layer of thick asbestos dust.

Asbestos fibres would land in workers’ clothing, hair
and skin and be carried into their homes, putting
their families at risk from secondary asbestos
exposure.
Novum Law has helped many women who were
exposed to asbestos after shaking the dust from
their husbands’ overalls and washing them.

Another client explains: “My job involved building
the frameworks for train coaches. Working near me
would be a man mixing up asbestos to apply to the
coaches. I recall the large sacks of asbestos arriving;
these would be full of asbestos powder and there
would be dust everywhere.

“While we have been able to assist many asbestos
disease sufferers and their families by securing
compensation from British Rail and their successors,
this does not lessen the terrible impact and the
untold suffering that asbestos has caused.”
Novum Law’s specialist asbestos solicitors continue
to help many clients who worked in the railway
industry and have developed mesothelioma and
other asbestos-related diseases including asbestosis,
lung cancer and pleural thickening.
Novum Law contact details: FREEPHONE 0800 884
0777, email: info@novumlaw.com

Securing urgent funding
for private medical
treatment
By David Dunne, Principal Lawyer in the
Asbestos Team
Great strides continue to be made in
the treatment of mesothelioma with
immunotherapy, but access to that
treatment remains limited. It remains so
important, where possible, for lawyers to
secure funding for our clients to ensure
that all available treatments, including

David Dunne

those available on a private basis only,
remain as options.
Time is always of the essence and the
aim is to get to the position where such
funding is in place as quickly as possible.
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I am currently acting on behalf of Chris Ward who
was diagnosed with mesothelioma in August 2020.
Chris contacted Slater and Gordon shortly after
receiving his diagnosis.
Chris is 59 years of age and prior to him developing
mesothelioma, he was running a successful business
providing Health and Safety advice to companies,
including asbestos awareness training. Due to
this work, Chris had always been conscious of the
risks posed by asbestos, particularly in terms of
mesothelioma and prior to diagnosis, he had also
raised money for Mesothelioma UK including by
running up and down Ben Nevis, followed by a 25mile road cycle and culminating in canoeing on Loch
Lochy. He was driven to support Mesothelioma UK
through his friendship with Meso Warrior Mavis
Nye, who he had met when presenting her with an
award.
After Chris instructed Slater and Gordon, we
thoroughly investigated his life and work history
to identify where it was that he had been exposed
to asbestos dust. It was clear that Chris had not
been exposed during the last 20 years as a Health
and Safety consultant but there was a suspicion of
asbestos exposure during his school years. However,
our focus quickly moved to Chris’s employment with
a well-known national High Street retailer where he
had worked as a store manager between 1984 and
1991.
During that period, the retailer was running
a programme of modernising their stores but
rather than closing down each store whilst the
refurbishment works took place, trading continued
with part of the store being partitioned off. Proper
precautions were not taken, and dust generated
by the contractors who were undertaking the
refurbishment work, including asbestos dust, came
into the parts of the store where trading continued.
In addition to that exposure, Chris was also exposed
to asbestos from ceiling tiles when hanging display
signs.

Winter 2021

Faced with Chris’s detailed and compelling account
of his exposure to asbestos, the defendant’s insurers
sensibly indicated a willingness to progress towards
an out-of-court settlement and whilst finalising the
evidence required to properly value the claim, we
were quickly able to move to the point where the
defendant agreed to make a substantial interim
payment of £100,000 to Chris, primarily to cover the
cost of private medical treatment.

APPOINTMENTS
Welcome Abi

Chris had, at that point, undergone some
chemotherapy and immunotherapy treatment. He
had been referred to one of the leading Oncologists
in the treatment for mesothelioma, Professor
Szlosarek, who had recommended a different type of
immunotherapy treatment not presently available on
the NHS. With the benefit of the interim payment,
Chris was able to fund that important further
treatment.
Chris’s story is worth telling because it demonstrates
how solicitors can very quickly progress a case
to the point where funds are secured to pave the
way to receiving vital private medical treatment,
where often only a small window of opportunity for
such treatment exists. Immunotherapy and other
emerging treatments can and do offer real benefit in
terms of prolonging life expectancy in mesothelioma
cases and offering a treatment which for many
patients involves significantly reduced side-effects.
Finally, this case highlights the importance of
consulting one of the specialist firms of experienced
asbestos lawyers on the Mesothelioma UK legal
panel at the first opportunity following diagnosis.

Abi Wilson
Charlotte Buckle

We welcomed Abi Wilson to the
Mesothelioma UK operations team
recently. Abi joins us as an apprentice
until December 2022.
Alongside her work placement with us, Abi is
studying business administration at Wise Origin
College in Leicester. Business administration is a
change of direction for Abi, who previously studied
animal care, but decided that it wasn’t for her.
As a member of our operations team, Abi will
develop her administration and IT skills, and learn
about how the charity works, as well as supporting
the team.
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Two new clinical
nurse specialists join
Mesothelioma UK

We’ve recently further strengthened our
UK team of clinical nurse specialists.
Charlotte Buckle joins us and will be
based at the Churchill Hospital, which is
part of Oxford University Hospitals NHS
Foundation Trust.
Charlotte qualified as a Registered Nurse in 2000
and brings 20 years of experience to her role. She
has worked in wards, chemotherapy units and as
part of research teams both at Oxford and at the
Royal Marsden Hospital in London.
She qualified as a Lung Cancer Specialist Nurse 10
years ago and spent time working alongside a
dedicated mesothelioma specialist nurse. Inspired
by the positive impact her colleague made, Charlotte
applied for the role with Mesothelioma UK.
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APPOINTMENTS
(cont’d)
Commenting on her new role, Charlotte said:
“Having seen the positive impact a mesothelioma
specialist nurse made to mesothelioma patients and
their families, this is a wonderful opportunity for me
to take on that role, and I feel really excited to do so.”
Charlotte will provide nursing care and support for
mesothelioma patients across the Thames Valley
region. Her focus will be on caring for patients with
mesothelioma through every part of their treatment
journey, helping to ensure their journey is as smooth
as possible. She will provide specialist support and
advice to patients, families, healthcare professionals,
and link in with local patient support groups and
colleagues across the region to promote equitable
access to mesothelioma specific support and treatments.

Sophia Holden

Meanwhile, Sophia Holden
has also been appointed and
will be based at Guy’s and
St Thomas’ NHS Foundation
Trust. The new role has been
funded in partnership with
HASAG, the Southern
-based asbestos-related
disease charity.

Sophia will provide nursing care and support for
mesothelioma patients across the South East London
Cancer Alliance. She will link with colleagues across
the region to promote equitable access to
mesothelioma specific support and treatment
throughout the region.
The Trust is currently managing around 80 cases of
mesothelioma.
Sophia will care for patients throughout their treatment
journey, and provide specialist support and advice
to patients, families, healthcare professionals, whilst
working with local patient support groups.
Sophia has been working with mesothelioma
patients for the last 15 years, mostly as a Thoracic
Surgery Nurse Specialist with Guy’s and St Thomas’.
Commenting on her new role, Sophia said: “I’m really
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FUNDRAISING
looking forward to this role and being able to dedicate
time to mesothelioma patients in a proactive and
holistic manner. I’m also really excited to be working
closely with the other Mesothelioma UK Nurses
around the country and with HASAG, helping with
support groups and fundraising.”

A Million Dreams
Charity Ball raises £21k

Caroline Fox, Partner at Simpson Millar said: “We are
delighted that our charity ball raised this fantastic
amount for Mesothelioma UK, the Child Brain Injury
Trust and the Seashell Trust.

Lorraine Creech, Head of Nursing for Mesothelioma
UK, added: “Mesothelioma UK is extremely grateful
to HASAG for part funding Sophia’s post. Our
charities work so well together, supporting each
other and working towards the common goal of
helping mesothelioma patients and their families.
Sophia joins our growing team of 34 clinical nurse
specialists and I’m sure she will be an invaluable
source of information and support to patients,
families, and also to her healthcare colleagues in
the South East London Cancer Alliance area.”

Bethan joins the
Ops Team
Bethan Colbert has joined the
Mesothelioma UK Operations
Team as our new Administration
Officer.
Bethan will provide administration
support to the Senior Management
Team including writing campaign
Bethan Colbert
letters, arranging meetings,
creating and maintain spreadsheets, and producing
reports on activity of funded researchers. She will
also be a data protection champion as the point of
contact within the organisation for auditing records
and maintaining good data quality.
Bethan joins Mesothelioma UK from Blaby District
Council where she spent 18 years in a variety of
roles, most recently as a Voluntary and Community
Sector Officer.

“We’re extremely grateful to Simpson and Millar for
hosting the event and for choosing our charity as
one of the beneficiaries. The donation will make a
real difference to our patients and their families.”

“These are three causes that we’re really passionate
about supporting because we work with clients who
benefit from the services these charities offer every
day.”

Move for Meso
Law firm Simpson Millar held a charity
ball which raised more than £21,000.
This money will be donated to the
Mesothelioma UK, Child Brain Injury
Trust and the Seashell Trust.
The A Million Dreams Charity Ball black tie event
saw guests enjoy a three-course meal at the
Edwardian Manchester hotel on Thursday 9
September, followed by an evening of entertainment
including live music and an auction.
Mesothelioma UK CEO Liz Darlison and Head of
Nursing Lorraine Creech attended the ball. Liz said:
“We were delighted to go to the ball, it was a fabulous
evening made even better by the generosity of
everyone who contributed to the amazing fundraising
total.

We would like to say a huge thank you to all those
who took part in our Move for Meso campaign
between June and September 2021. There were
well over 50 of you! Thanks to our fantastic
fundraisers who took part in walks, runs and cycles,
we managed to raise £4,487! We can’t wait to see
what you come up with next year!
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Regular donations
If fundraising is not for you, why not become
a Friend of Meso instead? Fundraising isn’t
always for everyone with trying to balance
home and work commitments, but by setting
up a regular donation to Mesothelioma UK, you
can still be committed to the cause.

Ian Maughan
My Dad, Bob
Maughan, lost
his battle with
mesothelioma
in 2016 and
my Mam, Janet
suffered with
Myeloma until
her untimely
death in 2018.
I had originally
wanted to
complete the
Great North Run
(GNR) in 2020
and raise money
in their memory
and because I
had originally
run in the GNR in 1990, marking a 30-year gap.
However, the pandemic got in the way of that and
2021 was set as the new target, along with the fact
that I was now 60 years old myself, further adding to
the challenge of a 13.1-mile run!
In addition to my own family suffering, my dear friend
Sally Collins was diagnosed with mesothelioma in 2018
and has raised, along with her supporters, over £12,500
for Mesothelioma UK. Sally has a growing and
committed number of supporters from friends and
family to the specialist teams at Castle Hill Hospital
(Prof Lind and Kath, the CSN) and Glenfield Hospital
in Leicester (Prof Fennell and Andrea Flint, the CSN).
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For as little as £5 per month, you can make
difference and help us to continue to support
our patients and their carers. Together, we can
Make Mesothelioma Matter.
www.mesothelioma.uk.com/friends-of-meso/

Mesothelioma UK have been there since the start of
Sally’s journey, offering support through their regular
online magazines and emails, providing an expert,
one stop reliable source of the most up to date
clinical trials and success stories.
So the decision was made. I would run the 2021 GNR
and help raise money for Mesothelioma UK and
support the great work they are doing for my dear
friend Sally and in respectful memory of my dear Dad.
The training was hard, my old little legs not used to
jogging along the pavements and country lanes of
North Lincolnshire, and I suffered with a few
niggling injuries as a result but grit, determination
and support from family and friends, in particular
the generous donations and sponsorship, carried
me through to the big day.

Alistair & Cameron
Gemmell
On 7 August 2021, my brother and I undertook
the national Three Peaks challenge over a 24-hour
period to raise money for Mesothelioma UK - a
charity very close to our hearts.
Last year, we very sadly lost our Auntie Ann to this
disease. Whilst walking in her memory, we hoped
to raise some money which can aid further research
and hopefully help others in the future, whilst also
raising awareness of mesothelioma and the work of
Mesothelioma UK.
So, starting at the bottom of a damp and drizzly
Ben Nevis on a Scottish Saturday morning, 26 hours
later we had climbed the three highest mountains in
Scotland, England and Wales, a 10,000 ft ascent and
a total of 37 km.
With an original aim of completing the challenge
within 24 hours, you cannot always prepare for the
unexpected. In our case, this was a lost lone walker
with two walking poles and a highly strapped up
knee near the summit of a pitch black and incredibly
foggy Scaffel Pike at around midnight.

Daniel Pinnington

The day itself was extremely
exciting and exhilarating.
The crowds were fantastic
and the support all along
the course made for a truly
memorable experience
and the achievement of
completing the GNR only
a little slower than I had
done back in 1990 as a 29
year old. Will I do it next
year? Let’s see.
Ian raised £1568.33 for
Mesothelioma UK.
At 7:10am on 14 July 2021, I successfully reached
the summit of Mount Kilimanjaro at 18 years old,
raising £1,102 (as it stands) for Mesothelioma UK.

So, after helping him
to the summit, we
quickly realised that
we would also have
to help this chap get
down quite a bit of
the way to where the
path became easier to
navigate. Consequently,
this delayed our time
for completing the
challenge. However,
we knew that we had
displayed the kindness
which our auntie had
always shown. And, by the time the bottom of
Snowdon was in our sights, it was not time that was
in our minds and in our thoughts, but rather the
challenge we had just accomplished and memories
of our auntie, Ann Chapman.
In total, we managed to raise £1,655 due to
incredibly kind and generous donations from
everyone who gave to the page.
We would both like to take this opportunity to thank
everyone greatly for their donations.

It was certainly
the proudest
moment of my
life and knowing
that I had
done it for this
amazing charity
made the
accomplishment
ever so sweeter.
It was incredible
to challenge
myself like this
and now I plan
to do even
more alpine
expeditions in
the future.
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Mesothelioma Matters

The GT Memorial Tour

Winter 2021

We are delighted to announce that £10,197.45 has
been raised from this event with only 73 entries
and thanks to their generosity Mesothelioma UK
now have a substantial sum to continue their very
important work, both supporting families suffering
the disease and creating awareness of the illness.
Many thanks to all who were involved in the
tour and made the event happen despite all the
restrictions and limitations caused by the pandemic,
including Rob Taylor who created the amazing logo.

Victoria Bennett – To
Start The Year From
Its Quiet Centre

www.bognor-regis-mc.co.uk
Bognor Regis Motor Club organised a Classic Car
Tour and Picnic in memory of Graham Thornton who
passed away from asbestos-related lung cancer in
January 2020. His widow, Clare Thornton sponsored
the event through their company, Hamnton Construction.
Peter and Mary Hall allowed the event to start from
their farm at North Baddersley. All Covid restrictions
were adhered to during the event and as most of the
tour was outside, this did not prove too difficult to
achieve.
After a fantastic breakfast bap catered for by Matt’s
Hog Roast, the crews left the start heading across
the New Forest to Breamore Countryside Museum,
where they enjoyed a visit to the Museum and ate
their picnics. Although cloudy, the rain held off as cars
then headed for the highlight of the event, a visit to
Duncan Hamilton’s Showroom at Micheldever.
As ‘petrolheads’, the chance to get up close and
personal with some very exotic machinery was a
delight. The Ladies from The Worthies WI provided
tea and delicious home-made cakes on site.
The final leg of the tour returned to Mary & Peter’s
farm at North Baddersley and here, Matt’s Hog
Roast provided tasty hog rolls with apple sauce and
crackling. Sadly, the rain then arrived, and everyone
headed home, tired but happy to have been back out
socialising with like-minded individuals.
To raise this amazing amount of money, crews paid
an entry fee, which included a small donation to the
charity. Chilworth Manor Hotel offered an online
raffle prize of an overnight stay with dinner for two
and this raised another £845. Crews were then
asked to put some money in a gift aid envelope,
which increased the total still further.
There were two large donations including a CAF
voucher and company matched funding, giving the
final figure. Ace Loo Hire gave us a discount on hire
and all of the volunteer team of marshals gave their
time and paid their travel costs to help us raise as
much as possible.
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When in September 2020, my father-in-law,
Rod Clarke, was also diagnosed with malignant
pleural mesothelioma, we just couldn’t believe
it was happening again. He was exposed to
asbestos during his many years working as an
electrician for Fords Motor Company. Sadly, in
May 2021, Rod died, leaving behind his wife,
Norma, and children and grandchildren. To
grieve yet another loved one, to watch another
family suffer in this way, is so hard.

More than £6,500
raised for HASAG and
Mesothelioma UK
following team’s daring
descent
The Industrial
Disease team from
Fieldfisher enjoyed
a bird’s eye view
as they abseiled
down the iconic
Arcelor Mittal Orbit
sculpture in the
Queen Elizabeth
Olympic Park,
Stratford. The asbestos disease team was joined
by Steven Snowden QC and Gemma Scott from 12
King’s Bench Walk, and Lynne Squibb, Alison Squibb
and Jay Squibb from HASAG, who together raised
more than £6,500 for mesothelioma charities.
The general consensus from the team, following a
moment of sheer terror as they stepped backwards
off the ledge 80m above ground, was that the whole
experience was ‘brilliant’ and one not to be missed.
The team was also overwhelmed by the generosity
of those who sponsored them to complete the
challenge which they certainly won’t forget any time
soon.
We are proud to support HASAG and Mesothelioma
UK in providing vital information and support to
people affected by this terrible disease.

Mesothelioma is supposed to be a rare
disease. In our family, it doesn’t feel this way.
My mother, Maureen Bennett, was the last
of three siblings to die from it and I have
since discovered that my maternal greatgrandmother died from it in 1964. That makes
four. The most probable cause was exposure
to asbestos from my grandfather’s work as a
joiner.

I wrote To Start The Year From Its Quiet
Centre, after caring for my mother during the
last year of her life. She died in December
2015, from malignant pleural mesothelioma,
leaving behind her husband, Walter, children,
grandchildren and great-grandchildren.
The poems follow the intimate hours of care
and parting, and on into the first year after
her death, as I learnt to live without her in the
world. It was published in August 2020, by
Indigo Dreams. I knew when I wrote it that I
wanted to use the poems to raise awareness
of mesothelioma. I hope that they can help
others who are facing the same experiences.
As well as giving readings online and
interviews to talk about my experience, I
am pleased to have been able to raise £350
from sales of signed copies, to support the
invaluable work of Mesothelioma UK.

I am so grateful for the work of Mesothelioma
UK and the support they give to families like
ours. And, despite our losses, there is still
hope. Even in the last year, we are hearing of
more positive results from trials. I hope, one
day, that mesothelioma becomes not just a
rare disease, but a disease of the past.

To Start The Year From Its Quiet Centre
is published by Indigo Dreams and
can be purchased online at https://
www.indigodreams.co.uk/victoriabennett/4594998880 from the publisher or
ordered through any UK bookshop.
(If you want to buy a signed copy, and help
raise further funds, then please email
vik@wildwomenpress.com).
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Mesothelioma UK exists to provide services for the
treatment and care of mesothelioma patients across
the UK. Any sponsorship, grants or donations made
to the charity support this activity.
Mesothelioma UK would like to thank all of our wonderful donors.
If you would like to find out more about becoming a corporate donor,
please contact us on 0800 169 2409 or email info@mesothelioma.uk.com
Please donate to Mesothelioma UK if you can.

Events Calendar
16 December 2021
Christmas Quiz (and announcement of Carol Off winners)
www.facebook.com/mesouk

Many thanks to our Mesothelioma UK
Legal Panel supporters

29/30 January 2022
London Winter Walk
www.ultrachallenge.com/london-winter-walk
8 March 2022
Ladies’ Lunch
www.mesothelioma.uk.com/events
3 April 2022
London Landmarks Half Marathon
www.mesothelioma.uk.com/london-landmarkshalf-marathon
9 April 2022
Easter 50 Challenge
www.ultrachallenge.com/easter-challenge

Please send details of any local events to
meso@sandstarcomms.com so that they can be
added to the Mesothelioma UK website.
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