
Information
• We publish digital and print 

information for people 
affected by sarcoma and 
healthcare professionals

• In the past 12 months we’ve  
sent out 18,256 print  
information resources

• We’ve published a soft  
tissue sarcoma data hub  
to help people to see  
where their subtype fits in

• We have a clinical trials hub to allow  
people to search for and find trials for  
their sarcoma subtype.

Who we are
• Sarcoma UK was founded by Roger Wilson 

CBE, a sarcoma patient.

• We are the only cancer charity in the UK 
focusing on all types of sarcoma.

Patient Involvement
• We want to make sure the 

voice of people affected by 
sarcoma is heard throughout 
the organisation and within  
the Sarcoma community.

• Our Patient Involvement Network is made up 
of people affected by sarcoma who want to 
shape our work

• The Network now has over 120 members

• Opportunities offered include:

‣ Reviewing research proposals 

‣ Joining recruitment interview panels

‣ Reviewing information resources

‣ Joining focus groups 

Policy
• Our Policy Priorities:

 ‣ Earlier and more accurate  
 diagnosis

 ‣ Access to the best possible care 

 ‣ Access to appropriate psychological    
 support

• Our 2020 report, Delays Cost Lives calls  
on policy makers to improve early     
diagnosis of sarcoma

• We have launched a new 
 sarcoma education module 
 for GPs and new Signs and 
 Symptoms resources for    
 people concerned they  
 have sarcoma

What we do
Guided by our strategy Tackling Sarcoma 
Together, we:

• Find answers through funding 
sarcoma research.

• Drive awareness of sarcoma cancer.

• Provide information and support to anyone 
affected by sarcoma.

• Campaign for better treatments and to 
improve standards of care.

• Fundraise to help us continue our work

Research
• Since 2009, we’ve invested 

over £5 million into  
research across the UK

• We fund research into:

‣ Cause
‣ Diagnosis
‣ Treatment 
‣ Quality of life

• We offer small, large grants 
and PhD Studentships

• We prioritise collaboration and 
fund research in partnership with LifeArc, 
GIST Cancer UK, the Bone Cancer  
Research Trust and the Grace Kelly 
Childhood Cancer Trust

• We target our research funding  
into areas of patient priority  
including:

‣ Genomics
‣ Diagnosis
‣ Ultra-rare subtypes

• Our research funding has led to over  
140 publications and presentations, and  
over £5 million of follow on funding for 
sarcoma researchers

Support
• The Support Line is staffed  

by healthcare professionals 
with expertise in sarcoma

• The team can be contacted  
by phone, email and  text

• We’ve been in contact with almost 5,000 
individuals

Top 3 reasons to contact the Support Line: 

1. Emotional support 

2. To discuss treatments 

3. Questions pre-diagnosis 
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Collaboration
• We collaborated with NHS England on a webinar and data 

story to share insights with professionals.

Background
• Historically, there has been limited data on soft tissue 

sarcomas in the UK, which has caused uncertainties  
for patients.

• Bacon et al. (2023) analysed soft tissue sarcoma data held 
by the National Cancer Registration and Analysis Service  
for England from 2013-2017.

• This work made incidence and survival rates for many 
sarcoma subtypes publicly available for the first time.

• We aimed to make this data accessible for non-scientific 
audiences and people affected by sarcoma.

Making the data accessible
• We created visual resources on Sarcoma UK’s website and 

social media.
• We built an interactive dashboard that allowed users to 

explore the data in more detail.

 
 

• We built a website hub that provided more detailed in 
formation on over 80 subtypes of soft tissue sarcoma.

Conclusions and next steps
• It’s clear that the visual data has benefits for patients, 

healthcare professionals, and Sarcoma UK.
• We’ve used the visual data in our policy, research, 

fundraising, and communications work.
• We are now extending this analysis into bone sarcoma data 

in collaboration with the Bone Cancer Research Trust.

Feedback
• We’ve had overwhelmingly positive feedback from people 

affected by sarcoma and healthcare professionals.
• The dashboard became the 6th most viewed webpage on 

the Sarcoma UK website.
• Our social media infographics garnered over 40,000 

impressions.
• The new data sparked conversations and knowledge 

exchange amongst the patient community.

• We created shareable infographics that were tailored for 
social media.

• We published an ongoing weekly data series highlighted 
individual subtypes.

Learning from conversations  
with the bereaved

Background
In 2016 we opened the Sarcoma UK support line. 
We have had 243 contacts since from people who 
are bereaved, some are new to the service when they 
call, others we have supported over the previous six 
years. The bereaved want to talk about choices that 
were made at the time, why certain things were not 
offered, for example, more surgery or chemotherapy, 
some calling us 15 years after the bereavement still 
with questions. 

We are keen to share what we have heard from  
these calls. They have highlighted several areas  
that could potentially have useful learning for the 
sarcoma community and future services the support 
line could offer. 

End of Life
Since the pandemic hit the PCT community services 
have been significantly stretched, with some only able 
to provide a service to those in the last few days of 
their life. People are telling us they feel adrift once 
they have left the sarcoma service.  

We have had an increasing number of calls from 
people trying to understand what to expect from 
a death from sarcoma.  We are not sure if this is 
because there has been less time in a physical clinic 
to feel comfortable to ask these questions or because 
of the poor access to community palliative care.   

Direct referral from the teams to the support 
line at this point could give us the opportunity 
to support the patients and their families 
including follow up after a death.   

Sarcoma UK Support Line Team

Difficult pathways
Several bereaved callers have highlighted significant 
issues with late diagnosis and not making it from the 
local hospital to the specialist centre.  

We have had callers that have highlighted that 
pathology had been reviewed at the specialist centre 
but a referral to the unit did not follow automatically, 
increasing the delay in treatment for another 2 
months in some cases.  

Could the sarcoma teams be proactive in 
taking the lead in discussing all sarcoma 
cases that come for pathology review, would 
this reduce the time to treatment? 

We hear it is particularly difficult when a referral is made 
to a sarcoma MDT and the plan is for local palliative care 
only. Families report that little or no information is given 
out about sarcoma, they don’t understand why decisions 
were made, they are left with many unanswered questions. 
We have feedback from callers that it is particularly helpful 
when we explain the pathway, disease and why treatment 
options are not offered. Some of the anxiety is because 
many people feel if their loved one had got to the specialist 
centre there would have been a different outcome, we know 
that often this is not the case. 

Could Sarcoma MDT decision letters go back with 
clear information with a copy going to the family 
or GP so the bereaved have an opportunity to 
understand why treatment was not possible?  

We have been working with a bereaved family  
over the past year helping them work through what 
happened with their loved one, this has now resulted 
in a positive HSIB (Healthcare Safety Investigation 
Branch) national panel to consider the variation 
in delivery of palliative care services to adults in 
England, initiated because of the bereaved family’s 
need to improve the sarcoma patients journey  
for others.  

The family have highlighted that earlier referral to 
palliative care team, more information about what 
to look out for with recurrent or metastatic disease, 
and keyworker contact at local centre could have 
helped their family member feel supported and have 
a peaceful death.
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Sarcoma UK
Our mission is to ensure everyone affected by sarcoma  
receives the best treatment, care, information and support 
available and to create the treatments of the future
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Patients will be  
diagnosed earlier  

(at stage I or II)

Tackling sarcoma together:  
our strategic approach 

What this means for people a�ected by sarcoma

To achieve this over the next three to five years we will focus on:

Patients will have  
better experiences  

of their sarcoma

Our long-term vision
All people with sarcoma will be diagnosed earlier, have better 
experiences and live longer lives with less long-term e�ects.

Patients will live longer

• Improving education on 
sarcoma for healthcare 
professionals.

• Increasing awareness  
of sarcoma.

• Improving referral and 
access to scans.

• Prioritising research  
into the early diagnosis  
of sarcoma.

• Ensuring patients have 
more treatment options.

• Ensuring all care is given 
at specialist centres or 
involves sarcoma multi-
disciplinary teams.

• Supporting more targeted 
treatments.

• Improving our 
understanding of sarcoma 
and how it develops.

• Funding research to 
improve outcomes and 
quality of life.

• Ensuring access to the 
most appropriate care 
and support.

• Ensuring patients have 
more access to reliable, 
transparent information.

• Enabling patients to have 
access to peer support.

Visualising soft tissue sarcoma
incidence data for patient empowerment
Author: Sarah Kingsmill, Information And Content Manager  
Co-Authors: Sorrel Bickley PhD, Kate Quillin, Enda Guinan MA

Sarcoma UK,  
17/18 Angel Gate,  
City Road,  
London,  
EC1V 2PT. 

Collaboration
• We collaborated with NHS England on a webinar and data 

story to share insights with professionals.

Background
• Historically, there has been limited data on soft tissue 

sarcomas in the UK, which has caused uncertainties  
for patients.

• Bacon et al. (2023) analysed soft tissue sarcoma data held 
by the National Cancer Registration and Analysis Service  
for England from 2013-2017.

• This work made incidence and survival rates for many 
sarcoma subtypes publicly available for the first time.

• We aimed to make this data accessible for non-scientific 
audiences and people affected by sarcoma.

Making the data accessible
• We created visual resources on Sarcoma UK’s website and 

social media.
• We built an interactive dashboard that allowed users to 

explore the data in more detail.

 
 

• We built a website hub that provided more detailed in 
formation on over 80 subtypes of soft tissue sarcoma.

Conclusions and next steps
• It’s clear that the visual data has benefits for patients, 

healthcare professionals, and Sarcoma UK.
• We’ve used the visual data in our policy, research, 

fundraising, and communications work.
• We are now extending this analysis into bone sarcoma data 

in collaboration with the Bone Cancer Research Trust.

Feedback
• We’ve had overwhelmingly positive feedback from people 

affected by sarcoma and healthcare professionals.
• The dashboard became the 6th most viewed webpage on 

the Sarcoma UK website.
• Our social media infographics garnered over 40,000 

impressions.
• The new data sparked conversations and knowledge 

exchange amongst the patient community.

• We created shareable infographics that were tailored for 
social media.

• We published an ongoing weekly data series highlighted 
individual subtypes.

Learning from conversations  
with the bereaved

Background
In 2016 we opened the Sarcoma UK support line. 
We have had 243 contacts since from people who 
are bereaved, some are new to the service when they 
call, others we have supported over the previous six 
years. The bereaved want to talk about choices that 
were made at the time, why certain things were not 
offered, for example, more surgery or chemotherapy, 
some calling us 15 years after the bereavement still 
with questions. 

We are keen to share what we have heard from  
these calls. They have highlighted several areas  
that could potentially have useful learning for the 
sarcoma community and future services the support 
line could offer. 

End of Life
Since the pandemic hit the PCT community services 
have been significantly stretched, with some only able 
to provide a service to those in the last few days of 
their life. People are telling us they feel adrift once 
they have left the sarcoma service.  

We have had an increasing number of calls from 
people trying to understand what to expect from 
a death from sarcoma.  We are not sure if this is 
because there has been less time in a physical clinic 
to feel comfortable to ask these questions or because 
of the poor access to community palliative care.   

Direct referral from the teams to the support 
line at this point could give us the opportunity 
to support the patients and their families 
including follow up after a death.   

Sarcoma UK Support Line Team

Difficult pathways
Several bereaved callers have highlighted significant 
issues with late diagnosis and not making it from the 
local hospital to the specialist centre.  

We have had callers that have highlighted that 
pathology had been reviewed at the specialist centre 
but a referral to the unit did not follow automatically, 
increasing the delay in treatment for another 2 
months in some cases.  

Could the sarcoma teams be proactive in 
taking the lead in discussing all sarcoma 
cases that come for pathology review, would 
this reduce the time to treatment? 

We hear it is particularly difficult when a referral is made 
to a sarcoma MDT and the plan is for local palliative care 
only. Families report that little or no information is given 
out about sarcoma, they don’t understand why decisions 
were made, they are left with many unanswered questions. 
We have feedback from callers that it is particularly helpful 
when we explain the pathway, disease and why treatment 
options are not offered. Some of the anxiety is because 
many people feel if their loved one had got to the specialist 
centre there would have been a different outcome, we know 
that often this is not the case. 

Could Sarcoma MDT decision letters go back with 
clear information with a copy going to the family 
or GP so the bereaved have an opportunity to 
understand why treatment was not possible?  

We have been working with a bereaved family  
over the past year helping them work through what 
happened with their loved one, this has now resulted 
in a positive HSIB (Healthcare Safety Investigation 
Branch) national panel to consider the variation 
in delivery of palliative care services to adults in 
England, initiated because of the bereaved family’s 
need to improve the sarcoma patients journey  
for others.  

The family have highlighted that earlier referral to 
palliative care team, more information about what 
to look out for with recurrent or metastatic disease, 
and keyworker contact at local centre could have 
helped their family member feel supported and have 
a peaceful death.

Photo by Zoe on U
nsplash


