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féwe work with
the best melanoma
minds and are at the

forefront in bringing
together national
and international
experts %%

Susanna Daniels,
CEO Melanoma Focus

It is both a privilege and an honour to know that sunscreens using our 2024 commissioned and
melanoma patients and their families turn to us published health economic report on zero-rated
for trusted information and support at a time of high factor sunscreens.

reat personal difficulty.
& P 4 In reviewing our work this year, and as we head

We work with the best melanoma minds and are into 2025, we are confident that our planned

at the forefront in bringing together national and collaborative work with patients, carers,
international experts to our accredited melanoma professional members and other charities will
healthcare professional conferences and we seek continue to provide solutions for this underserved

to unite this medical excellence with everything we community.
do for patients and carers.

This is evident at the Melanoma Patient
Conference where melanoma patients and their
loved ones can network in a safe environment and
listen to the latest advances in melanoma medicine.

Our national awareness activities and advocacy
work are key as nearly 9 in 10 cases of melanoma
are preventable. We continue to influence the
Government to remove VAT from high factor
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A bit about Melanoma Focus:

Since forming in 2012, Melanoma Focus, Registered
Charity No 1124716 has developed into a very
determined charity which holds at its heart the
meeting of medical excellence with a passion that
every person who is affected by melanoma will
receive the very best information and support.

Our work is based around three intertwining pillars

1. Patients and carers and their pathway through
melanoma.

2. Awareness and Advocacy

3. Professional Education, resources and funding
research

To oversee our activities, in 2024, Melanoma Focus
recruited 5 additional trustees with wide-ranging
skill sets to support the growing development of
the charity.

This year we are very proud to bring you up to date on
the work we have done to maintain our position as a
trusted resource for melanoma patients and the
professionals who care for them with our Autumn
2024 report.

To meet the growing need for our work and to meet
these challenges:

We fund the only UK confidential Melanoma
Helpline manned by leading clinical nurse
specialists in skin cancer.

We involve experts and patients in the
creation of PIF TICK accredited patient
information including guidelines for rare
melanomas.

We organise and support the annual
Melanoma Patient Conference, a safe space
for patients and their loved ones to interact
and network while hearing about the latest
advances in melanoma medicine.

We have produced and maintain the Melanoma
TrialFinder, a resource to support the
understanding of melanoma clinical trials across
the UK.

We raise awareness of melanoma and its
prevention.

We organise the UK’s only multidisciplinary
biannual, CME-accredited melanoma meetings
for our healthcare professional colleagues.

We commission vital melanoma research
for patient benefit.

We routinely provide expert witnesses fo NICE
technology appraisals and SMC assessments
of melanoma treatments.

We create and publish educational, resources,
reports and guidelines for clinicians, scientists
and nurses.

We contribute to national debates on melanoma
issues on behalf of patients and clinicians.
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1. For Patients

Every week, of every month the
Melanoma Helpline is available:

, © Melanoma Helpline ) '
Call 0808 801 0777

In November 2024, the Melanoma Helpline enters
its 8th year of service. Formed in answer to patient
demand, it provides crucial out- of hours emotional
support, guidance and information to patients,
caregivers and the general public who might be
concerned about a mole or lesion. It is the ONLY
melanoma specific helpline in the UK and is staffed
by melanoma expert Clinical Nurse Specialists
whose daytime work is within the melanoma clinics
throughout the UK.

We reach about 2,500 people a year and demand
is growing. To answer this need, we have expanded
the hours and the number of responders over the
last two years.

Our latest data showed that 100% of those surveyed
said that they would recommend the Melanoma
Helpline to friends and family

‘ ‘ This service has
given me so much
help and information
on a rarer form of
melanoma at times when
there literally seemed
nowhere else to go for

that information \\

“This service is a LIFELINE. | was in despair, anxious
and depressed. The nurse was knowledgeable,
understanding and quickly into getting to the crux
of my problems. She gave me a wonderful sense of
comfort. She suggested 3 courses of action which
were totally practical and absolutely spot on! |
wished | had phoned before rather than mulling
over the anxieties.”

The Melanoma Patient Conference
— Bringing the melanoma patient
community together

Ve =IN1

conjere

223 people attended the 2024 conference and
spent two days immersed in all things melanoma at
the Voco St John Hotel in Solihull with topics ranging
from the importance of a healthy gut biome, new
research and advice on scar management as well
as hearing patient stories. The Melanoma Patient
Conference provides hope to so many.
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Delegates came from as far north as Scotland and
as far south as Cornwall and the Channel Islands.

The overarching ethos of the Melanoma Patient
Conference is to provide our patient delegates with
the opportunity to:

Connect and network with other melanoma
patients.

Empower themselves with the knowledge to
take an active part in their own care.

Access information on the latest developments
in treatments and information on clinical trials
that may be available to them.

Provide a safe forum to discuss pressing issues
faced by patients and medical professionals.

Discuss living life beyond melanoma treatment
— non-medical support and psycho-social
services.

Engage in sessions on the latest treatments,
coping strategies, and patient stories.

Participate in workshops that provided practical
advice on managing life with melanoma.

“| took a lot of inspiration from Willie, Lucy and
Imogen and | don’t think it would’ve been the
same without them. The gut microbiome talk
was very on trend - The health professionals are
incredible and it feels reassuring to have them on
our side.”

“I really enjoyed listening to Willie Munro, | thought
his talk was excellent. It was so good to hear his
experiences and he told it in just the right way with
dignity and humour! Sarah Danson’s talk was also
really interesting and gave me lots of reassurance
about trials”

Trusted Patient Information —
2024 reaccreditation

Our trusted patient information has maintained its
status with the renewal of its PIF TICK award. We
work hard to collaborate with patients and
healthcare professionals alike to ensure our
information is of the highest quality. Significant
updated information in 2024 include pages explaining
the chances of getting, and the potential side effects of,
immunotherapy treatment and fatigue management.

Melanoma TrialFinder — Increasing
the chances of participation in
clinical trials for melanoma patients

When Melanoma Focus launched the Melanoma
TrialFinder, a uniquely managed database of current
UK melanoma clinical trials available for melanoma
patients in 2022, it quickly became an important
resource for melanoma professionals and patients
as it is up to date in real time. It has two portals;
one to give patients information about possible trials
so that they can then discuss with their medical
team and the clinician’s version contains all the
information that can indicate whether the patient
would qualify to apply for inclusion in a clinical

trial. As well as regularly liaising with trial sponsors,
investigators and hospitals to maintain keep the
TrialFinder accurate, Melanoma Focus continues to
work with an increasing number of Trial Management
Groups as a patient group to support the development
and review of clinical trials.
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2. Awareness and Advocacy

May is Melanoma Awareness Publishing challenging reports
Month - Shoutlng IOUdly about In 2024 Melanoma Focus commissioned and

sun safety and knowing your skin. published health economic research looking into the
5 impact of applying a zero-rate VAT on sunscreens in
Why the UK. Here are some of the key findings:

TR .
CHECK YOUR SKIN FQRNENoncmm:mem::souﬁswons ] Cumng VAT from SPF 30+ sunscreen Could save

the NHS over £128 million annually in treatment
costs.

¢ These savings for the public sector would, from one
year, outweigh the annual revenue lost from VAT
on sunscreen which currently stands at £67 million.

E y __ e Around 2,500 - 3,200 cases of melanoma skin
g ncer cancer could be prevented annually over the next
' decade and 300 lives per year could be saved.

| PROTECT YOUR SKIN FROM THE SUN USE SPF 30+ SUNSCREEN

MELANOMA

Fecus [ | Melanoma Awareness 2024 - Our

month-long national campaign in
Melanoma is the 5th most common cancer in May il‘lClUdEd:

the UK

Nationwide motorway service station poster and
17,500 people annually in the UK are digital advertising #KnowYourSkin campaign which
diagnosed with melanoma; that's 48 people were seen by 247 million people and created much
every day. interest in across all media platforms and in print
2,300 people die each year from melanoma. and on television.

Melanoma is the second most common cancer

in men and the third most common cancer in MEI.AN']MA

women in the 15 — 44 year age group. e o o i
Melanoma is preventable in 9 out of 10 cases. I O e

The UK have a higher incidence and death
rate than Australia.

For the third year running we rose to the challenge g ®

of improving general public awareness of melanoma MEEL!:MAT! gsMoaA
as a dangerous cancer, but one that you CAN reduce

your risk of contracting by running national awareness
campaigns. Our activities kick off in May during
Melanoma Awareness Month
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Melanoma is the most common cancer
amongst females aged 20-24 years. This year
we worked hard to get our messaging out to
the younger generation. We created brand
new posters and social media assets specifically
aimed at Gen Z.

Our CEO, Susanna Daniels was also interviewed
on Good Morning Britain about our recent
sunbed data, touching on the following
worrying stats:

@ over a quarter (28%) of adults in the UK
say they use sunbeds, rising to 43% of
18-25 year olds

@® 52% of 18-25 year olds know that sunbed
use increases the risk of skin cancer

@® 23% of 18-25 year olds believe that
sunbed use actually decreases the risk of
skin cancer

During May, two iconic landmarks in London were
lit up with important melanoma awareness
messaging and emblems thanks to the support of
patients Ben Whitehouse and Shiona Ramage.

Knocking on important doors

On Wednesday 8th May, we attended a Melanoma
Awareness Month parliamentary event, hosted by
campaigner, Amy Callaghan. We came together
with other charities, to talk to MPs about melanoma
awareness and sun safety and the ongoing VAT burn
campaign. Thank you to the MPs who came along
to show their support and the brilliant patient
advocates for sharing their personal experiences.

MELANOMA FOCUS IMPACT REPORT - AUTUMN 2024 7




MELANOMA

FLCUS

Podcasts

We launched a series of podcasts which were
released by ITN Business discussing some important
topics:

e Living beyond a melanoma diagnosis,
e The importance of protecting all skin tones,
e Unpacking common melanoma myths and prevention

Each episode features people living with melanoma
and melanoma healthcare professionals.

The series was fully funded by MSD in the UK,
however, MSD has had no input on content and ITN
Business have reserved full editorial control.

Colourful fun with our rainbow
crew- August 2024

Continuing our awareness work, on Saturday 3rd
August, Melanoma Focus took part in the Brighton
and Hove Pride LGBTQ+ Community Parade!

We were celebrating diversity and inclusion but also
raising important awareness of melanoma skin cancer
to over 300k spectators. The atmosphere was

incredible and it was great to see people taking an
interest and wanting to learn more about melanoma.
With our bright attire and lively supporters, many
co-ordinated by patient Luke Thomas, we made a
real impact. We were so proud to be a part of this
important event and we feel privileged to have been
able to spread important awareness messages and
sunscreen along the route.
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3. Professional education, resources and

funding research

We arrange two CME accredited healthcare
profesional educational meetings a year, one virtual
one face to face to meet the needs of the clinical
community.

Delegate feedback from the virtual meeting in May
2024:

* 98% rated the scientific programme as excellent
or good (82% excellent)

® 97% stated that the meeting would definitely or
possibly impact on their future practice
(70% definitely)

® 99% said they would definitely or possibly
recommend the meeting to their colleagues
(97% definitely)

Guideline updates

Under the chairmanship of Mr Myles Smith and
project management from Nancy Turnbull, the
ano-urogentical national mucosal melanoma
guidelines and corresponding patient information
are under review.

And to support medical teams and patients,
guidelines on the treatment of skin side-effects
from immunotherapy treatment are underway and
near completion. This group is chaired by Dr Andy
Muinonen-Martin and he will present the work at
the Focus on Melanoma medical meeting in
October 2024.

Melanoma Research Funding -
changing the future of melanoma

When our funds allow we support research in
melanoma that has a translatable patient benefit.

In 2024 we awarded funding to two NEW melanoma
research projects.

1: National audit to Evaluate the impact of Adjuvant
Therapy on melanoma patient survival (NEAT).

2: Exploring young adults’ views on alternatives to
sunbed use.

Our next call for research proposals is planned for
December 2024

This is a round up of some key aspects of our work
and to give a snapshot of what it is we do.

Every aspect of the work we do, whether itis in,
patient support, melanoma awareness, or profes-
sional education holds at its forefront a passion to
ensure that patients with melanoma can be certain
that they are being supported by an organisation
whose entire focus is on them.

We cannot do this without the dedication, loyalty
and incredible generosity of our fundraisers, who
leap out of planes, swim miles, run and fish and dog
walk to raise money for our important cause.

We also have to thank Trust and Grant makers,
corporate partners and every donor, however large
or small. Without you the future would be very
bleak indeed.
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You can find Melanoma Focus on:

m Facebook@focusonmelanoma
X@focusonmelanoma

[®) Instagram@melanomafocus

B Linkedin Search ‘Melanoma Focus’
TikTok@melanomafocus

Salisbury House, Station Road, Cambridge, CB1 2LA.
Tel: 01223 324359

Email: info@melanomafocus.org

Website: https://melanomafocus.org

Registered Charity No 1124716

B

o ]

A

MELANOMA

FLCUS




