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Mesothelioma Supplement
Happy New Year
Although we are back in lockdown, I thought I would bring you some
hope and share in a separate supplement. This includes information
about the research, which is taking place at the University of Sheffield
at the newly formed Mesothelioma UK Research Centre as well as
some results from the GEMS study, of which DAST is credited, as I
know some of our members participated. Thank you.
If you haven’t heard of Mavis Nye she is an inspiration in the support
she gives to other Mesothelioma patients and such a lovely person.
Also, a reminder to get involved with Action Mesothelioma Day and
the build-up. https://www.actionmeso.org/
At the time of writing I’ve just come from a meeting where Liz Darlison
from Mesothelioma UK was present and she has urged you to contact
your Lung Cancer Nurse or Mesothelioma UK nurse if you have any
concerns with treatment etc. Please don’t wait.
Another useful tip was to have your NHS number handy, you may
need it for booking vaccination appointments.
As patients, you are 4th in the priority list, unless of course your age
means you are higher up the category list.

residents in a care home for older adults and their carers
all those 80 years of age and over and frontline health and social
care workers
all those 75 years of age and over
all those 70 years of age and over and clinically extremely
vulnerable

Warm wishes, Joanne

GEMS Study Report

Here are some of Mavis’s Facebook pages

Produced by the Mesothelioma UK Research Centre, the
Gendered Experience of Mesothelioma Study (GEMS) found
differences in the experience of mesothelioma, depending on
gender.

https://www.facebook.com/groups/onestopmesothelioma
Page for Meso Warriors to ask questions – Private Group – ask to
join

The GEMS study was carried out after consultation with health
and legal professionals indicating that women may have a
different experience to men in terms of awareness of the disease,
diagnosis, access to treatment and compensation and legal
processes.

https://www.facebook.com/groups/292526330865533
Craft page - Public group

Researchers from the Mesothelioma UK Research Centre carried
out interviews with patients and key findings included:

https://www.facebook.com/groups/413155525456321
Mesothelioma Pleural and Peritoneal Support (Warriors Voices) Private group – ask to join

https://www.facebook.com/groups/MesotheliomaWarriors
Meso Warriors Blogs – Private Group – ask to join



High risk occupations for men differed from high-risk
occupations for women
 Women of all ages and younger men lacked awareness of the
dangers of asbestos exposure
 Gender differences existed in the experiences of explanations
and support provided at the time of diagnosis
 Men and women’s roles within the family and society
influenced how they coped with a diagnosis of mesothelioma
 Men and women had different ways of communicating with
professionals along the mesothelioma pathway.
Familial and social expectations of men and women influenced
their willingness to pursue civil compensation
A full copy of the GEMS Report, detailing the findings and
recommendations, is now available at:

Social media – If you or your family use Social Media please
check out our sites and help us to reach more people
Facebook - DAST (Derbyshire Asbestos Support Team)
dast - east midlands wide asbestos support

Twitter

- @DAST24

Instagram - Dast_east_midlands

You can also keep up to date with what we are up to by visiting
our website:

www.asbestossupport.co.uk/

Basically, we want as many people as possible to come together
under one umbrella so We are calling for action to be taken
to eradicate this incurable but preventable disease.
Action Meso actionmeso.org https://www.actionmeso.org
When it comes to supporting my well being I don't do much I'm
afraid. This has been a terrible year 2020 I have been held inside
my home in lock downs. First my treatment was stopped as they
didn't know how Cancer patients would react to having treatment
with bloods lowering and loosing immunity. At first I was grateful
for a break in treatment after so many years of having chemo and
drugs but then a scan showed the mesothelioma had grown out
of my lung and attached to my spine. They thought the Bailey
trial might suit me but then they read that a side effect was
damage to the Cornea which I already had from Mk3475 so that
ruled that out. So it was decided to wait until the Dec 29th scan to
see how fast it was growing. I keep meaning to exercise as all I
do all day is work on the computer and attend so many Zoom
meetings but to be honest I'm scared of going out as the COVID
19 has mutated here in Kent. I haven't been in a shop since
March.
Ray has Lymphoma back as well so he isn’t going to have chemo
he is having radiotherapy which I think is the route I will take.
So we care for each other as we work for our Mavis Nye
Foundation this is keeping us mentally sane I think. I hope !!
We must make a New Years Resolution to exercise eat healthier
and keep zooming !!

www.mesothelioma.uk.com/GEMS
“We’re so grateful to everyone who took part in this research
which provides valuable insights into the experiences of women
and men living with mesothelioma. The findings and implications
from GEMS will provide some guidance and support for
professionals working with men and women living with
mesothelioma.”
Prof Angela Tod, Co-director MURC
Stephanie Ejegi-Memeh, who you may have met if you attended
our International Women’s Day event, which took place just
before lockdown in 2020 and was in fact the only physical event
we held last year stated;
“Our work does not stop here. The Division of Nursing and
Midwifery at the University of Sheffield have recently been
awarded funding to establish the Mesothelioma UK Research
Centre – Sheffield. The Centre aims to conduct a portfolio of
robust and rigorous research of benefit to the care of people
diagnosed with mesothelioma and their families. You can find our
website here:
https://www.sheffield.ac.uk/murc
The Mesothelioma UK Research Centre – Sheffield is currently
establishing a Public and Patient Involvement (PPI) panel. We
are inviting people with mesothelioma, their family members and
informal carers to sit on the panel, which will provide advice to
the Research Centre and other research teams in the future.”
Stephanie is asking if you or your family members would be

interested in being a panel member. The Asbestos Support
Groups Forum, of which DAST is a member is represented. If you
did attend our International Women’s Day event you would also
have met Peggy Walker who has joined the panel.
Further information is available at:
https://www.sheffield.ac.uk/murc/patient-and-public-involvement
or you can contact DAST for the terms of reference to the panel.
If you would like to get involved or would like more information
please contact:
Clare Gardiner (c.gardiner@sheffield.ac.uk) or
Angela Tod (a.tod@sheffield.ac.uk).

I think I sit on at least 3 Committees for the Asbestos Victims
Support Group’s Forum with Mavis, and what an inspiration she
is, so dedicated to raising awareness and always smiling. I
asked Mavis to write a piece for one of our newsletters.
Mavis Nye
In 2009 when I was diagnosed with Mesothelioma and told it was
from asbestos which Ray bought home on his clothes and I
washed. I was numb after having 7litres of fluid drained from my
Lung and then a talc op in guys I wouldn’t say I had cancer. Not
the big C I had dreaded all my life.
I googled Mesothelioma and boy oh boy the dreadful news that it
was incurable and the only future for me was death. I had been

told 3 months was all I could expect.
I went on Face Book and met up with Debbie Brewer and we
became great friends as we both suffered sleepless nights. We
chatted away all night sometimes.
Sadly Debbie faded away but she made me promise to carry on
with the Mesowarrior groups we ran together.
I still run the groups almost 12 years later.
I also became a Asbestos Activist fighting for more awareness
and also I got interested in the history of Asbestos so
when #Actionmeso came to be the word for 2021 I was volunteering to take part.
#ActionMeso is a campaign that brings together
the diverse mesothelioma
community with a single
voice. tt is the first time
that so many patient
support groups and
charities have joined
forces to raise awareness
of mesothelioma.
Our aim is also to get the rest of the mesothelioma community on
board including patients, carers, healthcare & legal professionals
together with the asbestos removal firms and the construction
industry.

