Sarcoma UK Support Group Leaders
Network Day and Development of
the Sarcoma Support Groups

Carly McDonald, Ellis Lill (Sarcoma UK)
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Support Group Leaders’ Network Day lllustration

Introduction

There are several sarcoma support
groups within the UK, some facilitated
face-to-face, some virtually and others
offering a hybrid approach. Many of these
groups are led by individuals affected

by sarcoma, and some by Clinical Nurse
Specialists. These groups provide people
with the opportunity to meet others

who have been affected by sarcoma,

to help ease the isolation felt by these
individuals. The support group leaders
(SGLs) will often signpost members to
other support services, including the
Sarcoma UK support line (SL).

Sarcoma UK provide support to SGLs,
whilst also promoting the groups via

the website, social media and SL. For

the past 6 years, Sarcoma UK have
hosted a network day for leaders and
representatives from the groups. With
new groups being launched, Sarcoma UK
are continually looking at ways to further
develop the groups.

Network Day Feedback

“Getting that time to discuss ideas
and share experiences. Really enjoyed
the group discussions. Great group”

“Networking, bouncing ideas around”

“Listening to each other’s wins/
challenges”

“Excellent and relaxing, enabling
openness and sharing”

“This has been so rewarding”
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Method

2019 saw the first SGL network day, which
was a pilot project based on feedback that
the SGLs wanted:

- More contact with other SGLs
- Practical support/ideas for running groups
- Training in emotional resilience

The event was a success, and it was
decided that the meeting would run
annually. Due to the pandemic, the
meetings in 2020 and 2021 ran virtually
but in 2022, following feedback from the
SGLs, this meeting ran face to face at
The Priory Rooms in Birmingham (where it
was held in 2019). It was also held at this
same venue in 2023, and in 2024, it was
again the chosen venue.

The aim of this network day is to bring
the leaders together to discuss highlights,
challenges and share ideas for future
development. In 2024, 13 support group
leaders attended, broken down into:

- 5 patients

- 1 family member

- 6 Healthcare Professionals
- 1 Cancer Support Worker

The day included updates from Sarcoma
UK, a talk from Roger Wilson (Sarcoma
UK’s Founder) about his work with

the Sarcoma Patient Advocacy Global
Network, in addition to time spent

iIn small groups, getting to know one
another. The Sarcoma UK team were also
able to gather feedback for the future

Network Day Feedback
“Inky thinking was a lovely touch”

“The day was well thought out and really
informative. It had a lovely, relaxed feel,
getting the best from everyone”

“Really enjoyed meeting Roger and hearing
his story”

“Very thankful, today was amazing and
very inspiring”

development of the groups, and discuss
the formation of an induction package for
new leaders and training opportunities.
Attendees were also joined by an
Illustrator to capture the presentations
and discussions taking place in a most
creative way!

Results

The feedback received from those

In attendance has always been
overwhelmingly positive, the most
valuable part being meeting others,
sharing experiences and ideas and gaining
support to set up and grow a support
group. Attendees also appreciate the
Sarcoma UK updates and are keen to hear
more about the work of the charity.

Conclusion

Sarcoma UK will continue to work with the
SGLs to ensure they feel supported, further
enhancing their ability to provide peer
support to those affected by sarcoma.

@Sarcoma_UK
F1 uk.sarcoma

sarcoma.org.uk

Email: supportline@sarcoma.org.uk



