
    

Meeting: Sarcoma Expert Advisory Group 

Date: Monday 18 November 2019 

Time: 1.30 – 3.00pm 

Venue: Boardroom, Culture Centre, Peacock Hall, Level 3, RVI, Newcastle 

AGENDA 

1. INTRODUCTION Lead Enc. 

 1.1 Welcome and Apologies  PD  

 1.2 Declaration of Interest ALL  

 1.3 Minutes of the previous meeting 01.04.19 PD Enc. 1 

 1.4 

Matters Arising 

• Terms of Reference – Wording from MR to be 
incorporated 

• Network Pathways (Soft Tissue & Bone Sarcoma) 

• Transfer of Care (IPT) 
• Patients not being removed from Pathway 

 
 MR 

 
PD 
LW 

KE/MR 

 
 

2. AGENDA ITEM 

 2.1 Cancer Alliance Update KE  

 2.2 Health Inequalities in Sarcoma Cancer (Presentation) PL  

 2.3 Regional Guidelines PD  

 2.4 Audit Presentation   

 2.5    

3. STANDING ITEMS  

 3.1 Clinical Trials PW  

 3.2 
Meeting Dates: 
To be confirmed 

  

4. MEETING CLOSE   

Contact    england.nca@nhs.net 
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Meeting: Sarcoma Advisory Group 


Date: 1 April 2019 


Time: 1.30 – 3.00pm 


Venue: Boardroom, Culture Centre, Peacock Hall, Level 3,  RVI, Newcastle 


  


Present:  Iain Anderson, Plastics Registrar, Newcastle (IA) 


 Tom Beckingsale, Consultant Orthopaedic, Newcastle  (TB) 


 Holly Buist, Consultant Pathologist, Newcastle (HB) 


 Quentin Campbell Hewson, Consultant Paediatrician Oncologist, 
Newcastle (QC) 


 Petra Dildey, Consultant Pathologist, Newcastle  (PD) 


 Katie Elliott, CRUK Strategic GP, Cancer Alliance  (KE) 


 Karen Fisher, CNS, Newcastle  (KF) 


 K M Ghosh, Consultant, Newcastle (KG) 


 Danielle Gorman, CNS, Newcastle (DG) 


 Gail Halliday, Consultant, Newcastle (GH) 


 Emma Lethbridge, Consultant Clinical Oncologist, Newcastle (EL) 


 Fabio Nicoli, Consultant Plastic Surgery, Newcastle (FN) 


 Mani Ragbir, Consultant Plastic Surgeon, Newcastle (MR) 


 Kenneth Rankin, Consultant Orthopaedic Surgeon, Newcastle  (KR) 


 Brioney Scott, CNS, Newcastle (BS) 


 Joanne Taylor, CNS, Newcastle (JT) 


 Luke Wigney, Data Clerk, Newcastle (LW) 


 Su Young, Business Support Assistant, Cancer Alliance (SY) 


  


Apologies: Ann Chambers, Newcastle (AC) 


 Shane Lester, Head & Neck Consultant, South Tees 


 Phil Sloan, Consultant Histopathologist, Newcastle 


 Radha Todd, Consultant Medical Oncologist, Newcastle  


 Hans Van der Voet, Consultant Clinical Oncologist, South Tees 


 Penny Williams, Research Manager, NIHR 


  


MINUTES 


1. INTRODUCTION Lead Enc 


 1.1 Welcome and Apologies    


  PD welcomed the group and apologies were noted. 
 


  


 1.2 Declaration of Interest   


  There were no declarations of conflict of interest. 
 


  


 1.3 Minutes of the previous meeting 19.11.18  Enc1 


  Minutes of the previous meeting were agreed as a true and 
accurate record. 
 


  


 1.4 Matters arising   
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  Terms of Reference – Sign Off  
Amended wording for the Terms of Reference have not been 
received, MR to send to SY to be added to the TOR and 
shared with the group for virtual signoff. 
 
Network Pathways (Soft Tissue & Bone Sarcoma) 
Amendments are to be made to the pathways following the 
discussions at the last meeting.  Once these are done they 
will be shared with the group. 
 
Transfer of Care (IPT) 
It was agreed at the last meeting to use the current form.  PD 
agreed to share this with Michelle Mangan so that it can be 
circulated to all Trusts.  SY agreed to share with Linda 
Wintersgill at the Alliance 
 


 
 
 
MR/SY 
 
 
 
PD/SY 
 
 
 
 
PD/SY 
 


 


2. AGENDA ITEMS   


 2.1 Cancer Alliance Update   


  KE provided an update from the Alliance. 
 
Performance – 62 Day 
There continues to be an increase in referrals and treatments 
for patients however, the Northern Cancer Alliance is 
currently the 3rd highest in the country for meeting the target 
rates. 
 
Alliance Funding  
Funding allocation for 2019/20 has been confirmed with clear 
guidance from the National Team of the priorities.  There is 
lots of talks ongoing regarding the Rapid Diagnostic Centres 
and priorities remain heavily on Prevention and Early 
Diagnosis. 
Newcastle Gateshead CCG have been chosen to be the 
phase 1 pilot site for the National Targeted Lung Health 
Checks programme.  There is funding available for 4 years. 
 
Alliance Recruitment 
Angela Wood has been appointed to the Secondary Care 
Clinical Lead post.  Angela is working closely with Katie Elliott 
and are currently looking at the Expert Advisory Groups to 
make them effective and have a clear purpose.  Some may 
change into tumour boards especially those who are working 
on the optimal pathways. 
 


  


 2.2 Update from SAG Chair Meeting at BSG (Feb 19)    


  KR gave a presentation highlighting the discussions from the 
SAG Chair meeting held in February.  A copy of the 
presentation is attached for information. 


 Enc. 2 
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The National Sarcoma Guidelines are due to be published at 
the end of April 2019. 
 


 2.3 Update on Sarcoma Research   


  KR gave a presentation on the current Sarcoma Research 
that is ongoing and it was noted that some research trials 
have now ended. (A copy of the presentation is attached for 
information) 
 
KR also gave feedback on the data provided from the 
100,000 Genomes.  The data showed that the North East has 
done 47 however it was felt that the region had done a lot 
more than this and clarification was required if other samples 
taken were of insufficient quality.  At present 1539 samples 
have been recorded across the country.  From July 2019, all 
sarcomas in England are due to be tested for whole-genome-
sequencing. 
 


 Enc. 3 


 2.4 Update on Management of Lipoma Referrals   


  MR noted that the number of benign lipomas is increasing, 
and the team is currently trying to approach the front-line 
staff, especially ultrasound staff, to recognise and refer 
patients with suspected sarcomas, but avoid unnecessary 
referrals of patients with bland lipomas. 
Road shows are currently being done and one has been held 
in Darlington. It is hoped to have more across the region and 
to also link in with Cumbria and Whitehaven.  Feedback is still 
being collated from these. 
MR noted that no patients are being added to MDTs without 
being screened. 
Discussions were held regarding cancer waiting times and 
clarification as to why patients can’t be removed from the 
pathway.  MR and KE to meet with Michelle Mangan to 
discuss this further. 
 


 
 
 
 
 
 
 
 
 
 
 
 
 
MR/KE 


 


 2.5 Update on Cooperation with Gynae MDT at QEH   


  Gynae sarcoma’s are currently being discussed at both MDTs 
and a meeting has been held with the gynae MDT lead at 
Gateshead which had positive feedback to work together with 
assurance that sarcoma patients come to RVI for 
Chemotherapy Treatment.  Telephone calls are being held 
prior to an MDT to see who is to be discussed and there are 
now clear guidelines for who is referred on. 
Gynae radiology reporting is still outstanding however it was 
noted that Jon Scott would be leading on this. 
 


  


3. STANDING ITEMS   
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 3.1 Clinical Trials   


  No update was available at today’s meeting. 
 


  


 3.2 Any Other Business   


  None. 
 


  


 3.3 Next meeting   


  Monday 18 November 2019 – 2.00 – 4.00pm 
Venue TBC 


  


4. MEETING CLOSE   
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Meeting: Sarcoma Advisory Group 



Date: 19 November 2018 



Time: 3.00 – 4.30pm 



Venue: MediCinema, RVI, Newcastle 



  



Present:  Tom Beckingsale, Consultant Orthopaedic, Newcastle  (TB) 



 Quentin Campbell Hewson, Consultant Paediatrician Oncologist, 
Newcastle (QC) 



 Petra Dildey, Consultant Pathologist, Newcastle  (PD) 



 Katie Elliott, CRUK Strategic GP, Cancer Alliance  (KE) 



 Karen Fisher, CNS, Newcastle  (KF) 



 K M Ghosh, Consultant, Newcastle (KG) 



 Danielle Gorman, CNS, Newcastle (DG) 



 Gail Halliday, Consultant, Newcastle (GH) 



 Geoff Hide, Radiology Consultant, Newcastle  (GH) 



 Ashish Magdum, Microsurgery Fellow, Newcastle (AM) 



 Derek Manas, Consultant, Newcastle (DM) 



 Mani Ragbir, Consultant Plastic Surgeon, Newcastle (MR) 



 Kenneth Rankin, Consultant Orthopaedic Surgeon, Newcastle  (KR) 



 Brioney Scott, CNS, Newcastle (BS) 



 Raj Sinha, Consultant, Newcastle (RS) 



 Joanne Taylor, CNS, Newcastle (JT) 



 Radha Todd, Medical Oncology Consultant, Newcastle (RT) 



 John Tuckett, Radiology Consultant, Newcastle  (JT) 



 Luke Wigney, Data Clerk, Newcastle (LW) 



  



Apologies: Sion Barnard 



 Richard Milner 



 Hans Van der Voet, Consultant Clinical Oncologist, South Tees 



 Penny Williams,  



  



MINUTES 



1. INTRODUCTION Lead Enc 



 1.1 Welcome and Apologies    



  PD welcomed the group and apologies were noted. 
 



  



 1.2 Declaration of Interest   



  There were no declarations of conflict of interest. 
 



  



 1.3 Minutes of the previous meeting 23.04.18  Enc1 



  Minutes of the previous meeting were agreed as a true and 
accurate record. 
 



  



 1.4 Matters arising   



  Terms of Reference – Sign Off    
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The group discussed the TOR and it was noted that MDT 
attendance was to reduce to 30% and that each speciality 
should be represented.  KE highlighted that these are the new 
minimum requirements for MDT meetings however the TOR 
are specific for this tumour group. 
MR to circulate wording for the group to agree these prior to 
being included in the TOR. 
 
 
Network Pathways for Approval 
Soft Tissue Sarcoma 
The group reviewed the soft tissue sarcoma pathway and the 
following suggestions were recommended: 



• Radiology Upgrade before coming to centre – Patients 
to have a standard MRI protocol prior to being referred 
to clinic.  This wouldn’t change the pathway but would 
enhance and help the MDT discussion. 



• Diagnostics – image guided core or open biopsy 



• Top Box – remove the wording ‘growing rapidly’.  
Wording should now state ‘History of previous 
sarcoma’ 



• Due to ultra sound capacity these may not get done 
within two weeks hence a 2ww referral to head and 
neck. 



 
 
 
Bone Sarcoma 
This pathway was discussed at the last meeting and it was 
suggested that referrals are made to CUP.  KE informed the 
group that only Newcastle has MOU for CUP and other Trusts 
will not accept referrals.  Agreement was to be sourced from 
the orthopaedic team for the timescales of referrals and what 
the best route is for patients with abnormal x-rays as there is 
a variation across the patch.  KE reiterated the need for a 
clear route for primary care referrals.  It was suggested for the 
GP to investigate for myeloma and metastatic prior to referral 
as the local orthopaedic team are not accepting patient 
referrals. 
The following changes were agreed to the form 



• 2 week wait to be removed and replaced with urgent 
referral to local orthopaedic team (expect to be seen in 
2 weeks) 



• Bone disease and myeloma (remove ‘or’) 



• Under 18s to be referred to paediatrics 



• 16-18 year old to GNCH not GNCC 



• 19 and over to TYA 



 
 
 
 
 
MR 
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A discussion was held regarding the timeline diagnostic.  It 
was reported that it is unlikely that 50% of diagnosis can be 
done by day 14.  KE informed the group that this is being 
measured nationally by Cancer Waiting Times however the 
group felt that day 28 was more realistic.   
It was agreed to make the above amendments to the form 
and recirculate to the group for comments.  KE agreed to 
change the 2ww referral form. 
 



 
 
 
 
 
KE 
 
 



2. AGENDA ITEMS   



 2.1 Cancer Alliance Update   



  Alliance Funding  



There has been a national commitment to continue Cancer 
Alliances however no clarification of funding from March 2019 
has been received.   There could be a potential reduction of 
70% for Alliance support staff which has been highlighted as a 
risk.  As soon as an update is available from the National Team 
this will be shared.  



KE informed the group that the Alliance was one of two 
Alliances across the country to receive 100% transformation 
funding for this year however this is linked to the 62 day 
performance. This funding is being used on pathway work 
within Trusts, Cancer Navigators posts and community 
education within primary care. 
 



  



 2.2 Transfer of Care (IPT)    



  The group discussed the Inter Provider Transfer and a 
sample of an aide memoir was shared.  The group felt that 
they already had a current proforma which works well but 
would require a few changes to bring this up to date.  
Questions were raised regarding once the form is updated 
how this is shared with other Trusts and it is expected this 
would be through the cancer managers.  All IPTs should be 
received by the MDT co-ordinator. 
 



  



 2.3 Consultation of Sarcoma Specification    



  A deadline for responses on the current specification is 
required by 11 December.  PD will be sending a combined 
response but encouraged all to respond individually too. 
PD highlighted specific areas including: 



• Key workers for all patients (this is already done 
through CNS) 



• All specialities training programme and succession 
planning 



• Clinical pathology to be available 24/7 – it is presumed 
this will be for haematology and biochemistry however 
PD agreed to clarify 



• Accreditation for all except radiology 
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• Referral with hospital palliative care – already have 
good links through CNS 



• Core MDT advance communication course 



• Bone Sarcoma to be discuss at National MDT 



• Links with skull base MDT – this is already being done 



• Gynae – refer to Sarcoma MDT 



• Patients from Leeds are to be offered a choice to come 
to Newcastle or Birmingham 



There is a webinar next Thursday and PD asked for several 
people to join. 
 



3. STANDING ITEMS   



 3.1 Clinical Trials   



  No update was available at today’s meeting. 
 
 



  



 3.2 Any Other Business   



  None. 
 



  



 3.3 Next meeting   



  Monday 1 April 2019, 1.30 – 3.00pm 
Monday 18 November 2019 – 2.00 – 4.00pm 
Venue TBC 



  



4. MEETING CLOSE   



     



 













SAG Chairs Meeting 
Summary



28th February 2019











Attendance



• Jeremy Whelan
• Chair of the National Clinical Reference Group for Sarcoma



• Representatives from 10 centres
• London, Birmingham, Newcastle, Oxford, Oswestry



• Penninsula, Bristol, Liverpool, Sheffield



• Yorkshire & Humber, East Midlands



• BSG (Craig Gerrand)



• NCRAS (Sandra Strauss)



• Sarcoma UK (Richard Davidson)



• NHS England



• Quality Surveillance Team











National Commissioning Update



• Service specification document due out April 2019



• SAG members need to be familiar with it



• Draft is on the internet- search ‘sarcoma service 
specification’



• SAG chairs are encouraged to engage with their local 
commissioners



• Prof Whelan will email the list of commissioners











Clinical Reference Groups



• Radiotherapy, Chemotherapy, Specialised Cancer 
Surgery, Specialised Cancer Diagnostics, Children 
and Young Adult Cancer Services  



• SAG members are encouraged to apply



• Closing 10th April



• Get involved to influence policy from the inside



• https://jobs.bmj.com/job/83762/clinical-
leadership-appointments-specialised-
commissioning-national-/





https://jobs.bmj.com/job/83762/clinical-leadership-appointments-specialised-commissioning-national-/








Prioritise data collection for newly 
diagnosed sarcoma patients



• Performance status



• Staging
• Only 40% documented



• Seen with a clinical nurse specialist











SAG Chairs Group



• Group formalised



• Support from BSG and Sarcoma UK



• Aims
• Maximise interaction with commissioners
• Share best practice
• Promote visibility of sarcoma



• Day planned this year to discuss
• Data collection
• Service specification
• Diagnostics 











Questions?













Research Update



SAG day 1st April 2019











100,000 genomes- sarcoma 
league table
• North Thames- 699



• West Midlands- 499



• West London- 125



• North East- 47



• Yorkshire & Humber- 47  



• East of England- 41



• Oxford- 26



• Greater Manchester- 23



• South West Penninsula- 19



• West of England- 8



• North West- 4



• South Coast- 1



Total 1539











Sarcoma GeCIP



• London 14th March 2019
• Overview of future work



• Genomics, Epigenetics, Proteomics



• Contact Prof Flanagan for access to the 100,000 
genomes data



• Whole genome sequencing all sarcomas
• July 2019



• Centres are requested to concentrate on data 
collection











Paeds medical oncology



• Phase 3: 



• EuroEwing’s and rECCUR



• LCHIV for LCH



• Biological



• Ewing’s PK



• CCLG biobank



• FACT



• GenoEwing’s



• In the pipeline



• Betinides for alveolar rhabdo
and Ewing’s



• E-Smart for all phenotypes



• Early phase



• Cobimetinib for rhabdo and 
MPNST



• VIT for rhabdo



• Regorafinib for rhabdo and 
Ewing’s



• Something beginning with L 
for relapsed osteosarcoma











Adult medical oncology



• Phase 3: 
• EuroEwing’s and rECCUR



• Biological
• GenoEwing’s



• Newcastle biobank



• Early phase
• Something beginning with L for relapsed osteosarcoma



• Bicycle Trial therapeutic targeted against MT1-MMP



• Relapsed sarcoma











Osteoblast



MT1-MMP



Basement 
membrane



Blood vessel



Stromal
cell



proMMP-2TIMP-2



MMP-2



OS Cell



MT1-MMP



BONE

















Non-targeted intra-operative  
imaging 



Indocyanine Green Fluorescence camera for open surgery e.g. 
Stryker SPY-PHI 











Cases so far



• 85 year old male, myxofibrosarcoma thigh
• ICG 25mg i.v. day before op



• 65 year old male, pelvic chondrosarcoma
• ICG 62.5mg i.v. day before op



• 73 year old female, ulcerated myxofibrosarcoma 
forearm
• ICG 75mg i.v. day before op















































Already underway

















ACCRUAL (3 year period)
Original target 30, Extended to 50. 
Final achieved 42
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18 osteosarcoma, 5 soft tissue sarcoma, 1 chondrosarcoma



***p<0.001 (Mann Whitney U)



***











ICONIC



• Improving Outcomes for Osteosarcoma Through 
Collaboration



• Opening this summer



• All newly diagnosed osteosarcoma patients eligible

















London studies



• Stanmore chondrosarcoma 
• Assessing IDH as a biomarker



• Recruiting well



• Sarcoma Assessment Measure
• Just opened



• All sarcoma patients  at any stage of treatment/follow 
up eligible



• Stanmore chordoma
• Due to open immunently











SarcoPET











Zak Gamie PhD- Dediffchondrosarcoma mouse model











Questions?








