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Introduction

Welcome to the 17" Scandinavian Sarcoma Group Working Committee
Meeting in Copenhagen 2011. Below please find a summary of the issues
that will be discussed. In addition, all working committees have their own
program and will discuss comprehensively selected topics.

We will receive a report by the Chairman of the register, C. Trovik, on the
present status of the SSG central registry. There are concerns linked to
certain register data, and the statistician L. Werner Hartman will explain
some of them. To further underline the importance of the Central register,
the working group will during the meeting come together to thoroughly
discuss various problems related to the registration.

Euramos-1 was closed June 2011. K. Sundby Hall will present the recent
development of the work on establishing a new international protocol. How
to treat osteosarcoma patients in Scandinavia until activation of a new
protocol will be discussed.

A new SSG protocol (SSG XXI) will start very soon: Pazopanib in
Advanced Gastrointestinal Stromal Tumours Refractory to Imatinib and
Sunitinib — A Non-comparative Phase Il Multicenter Study. M. Eriksson is
the primary investigator and will present the study.

Other studies in which SSG centres participate: hedgehog inhibitors in
chondrosarcomas, denosumab in giant cell tumors and multiferon in desmoid
tumors and a short review of these studies will be given.

N. Jebsen will present the status of her planned thesis: Effects of surgery and
radiotherapy in soft tissue sarcoma of extremities and trunk wall, a SSG
project.

The 36™ SSG plenary meeting 2013 will be held in Helsinki Oct 9-11".
All subcommittees are requested to discuss proposals for program.

Unfortunately, gaining financial support for the SSG’s activities has proved
more difficult in recent years. Therefore, it has become necessary to charge a
registration fee for attendance.

Notably, our Scandinavian multidisciplinary cooperation is central in
maintaining a high quality of diagnosis, treatment and follow-up of patients
with bone- and soft tissue sarcoma. We should therefore strengthen such
cooperation in the future.

All chairmen of the working committees should send their report from the
meeting to the SSG's Secretariat (ssg@med.lu.se) before December 17",
2011.

The dates for the next Working Committee Meeting (18™) are Dec 2- 4™,
2012. Place: DGI-byens Hotel.

Kirsten Sundby Hall Otte Brosjg
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Sunday November 27, 2011

17.00-19.30 Board meeting, Meeting room 5

20.00 Dinner, board members, BioMio Restaurant
(www.biomio.dk)

Arrival

Monday November 28, 2011

07.00-08.30 Breakfast, Registration
08.30-12.00 Joint meeting, Meeting room: Hovedbanen
Chairmen: K. Sundby Hall, Oslo, O. Brosjg, Stockholm

08.30 SSG central register: status and future plans
C. Trovik, Bergen
9.00 Is it necessary to register cause of death?
L. Werner Hartman, Lund
9.15 Status of osteosarcoma treatment: EUROBOSS 1,

EURAMOS-1, EURAMOS-2, “standard treatment”, Mepact?
K. Sundby Hall, Oslo

9.45 Chondrosarcoma study with hedgehog inhibitor
M. Eriksson, Lund
9.55 PAGIST (SSG XXI), a new SSG protocol
M. Eriksson, Lund
10.05 Denosumab in giant cell tumor, status and interim results
J. Engellau, Lund
10.15 A new protocol for desmoids tumors
C. Linder-Stragliotto, Stockholm
10.25 Coffee
10.55 Status of “Effect of surgery and radiotherapy in soft tissue

sarcoma of extremities and trunk wall” — a thesis project
N. Jebsen, Bergen

11.10 SSG matters
K. Sundby Hall, Oslo, O Brosjg, Stockholm

12.00-13.00 Lunch, Vesrestaurangen
13.00-19.00 SSG working group meetings
20.00 Dinner, Vesrestaurangen



Tuesday November 29, 2011

07.30-08.30
08.00-09.30

08.30-11.00
10.30
11.00-13.00

13.00-14.00
14.00-17.00

Breakfast

SSG central register meeting, Meeting room: Amager Strand
Chairmen: C. Trovik, Bergen

Cont. SSG working group meetings
Coffee

Joint meeting, Meeting room: Hovedbanen
Chairmen: K. Sundby Hall, Oslo, O. Brosjg, Stockholm

Reports from all groups
SSG central register
C. Trovik, Bergen

SSG Morphology/Tumor biology group
B. Bjerkehagen, Oslo

SSG Orthopaedic surgery group
F. Vult von Steyern, Lund

SSG Imaging group
M. Skorpil, Stockholm

SSG Oncology group
K. Sundby Hall, Oslo, M. Eriksson, Lund

SSG Nurse and Physiotherapists group
C. Vade, Oslo

Lunch
SSG Visceral and retroperitoneal sarcoma working group
Meeting room: Hovedbanen



Central register working group

Date: November 29, 2011, 08.00-09.30
Place: Meeting room: Amager Strand
Chairman: C. Trovik, Bergen

Agenda

« Presentation and discussion of up-dated Central register.
C. Trovik

« Report from local coordinators

« Improving data quality by registry inquiry when data are
missing or incongruent.
Discussion on how to do Control runs effectively.

« Local coordinators suggestions for improvements and new
studies.



Morphology /tumor biology working group

Date: November 28, 2011, 13.00-19.00
November 29, 2011, 08.30-11.00

Place: Meeting room: Istedgade

Chairman: B. Bjerkehagen, Oslo

Agenda

« Home page for SSG: Discussion on the content from the
pathologist’s prior of view.

- Diagnostic checkpoints. A proposal for the diagnostic set
up/check points for GIST, soft tissue sarcoma and bone
sarcoma will be discussed.

« Diagnostic guidelines for Ewings sarcoma. A proposal
will be discussed.

« Revision of “Guidelines for genetic changes in
musculoskeletal tumors”, from 2000.



Orthopaedic working group

Date:

Place:

Chairman:

Agenda

November 28, 2011, 13.00-19.00
November 29, 2011, 08.30-11.00

Meeting room: Enghave plads/Kodbyen

F. Vult von Steyern, Lund

Referral guidelines for soft tissue tumors — joint session
with SSG Radiology group.
E. Styring, Lund, O. Zaikova, Oslo

Reconstructive surgery in EWS and OS: has adherence to
protocols and postoperative radiotherapy changed the
indication/possibilities of biological reconstructions?

0. Brosjg, Stockholm

Presentation of sarcoma centres: a proposal of a short
early feed-back from the sarcoma centres.
O-J. Norum, Oslo

Postoperative infections in bone sarcoma surgery: how do
we handle such events?
F. Vult von Steyern, Lund

What should sarcoma centres do and not do: What type of
diagnoses should not be treated at centres? A discussion
with reference to results of referral guidelines and new
rules for time limits in the public health care

O. Brosjg, Stockholm, F. Vult von Steyern, Lund

Follow-up Study of patients operated for STS of the
extremities +/- radiotherapy — an update
N. Jebsen, Bergen

Multiple enchondromas, Mb Ollier: Case reports and a
literature survey
R. Lofvenberg, Umea

Treating GCT of bone with Denusomab
C. Trovik, Bergen

Isolated limb perfusion — an update
P. Bergh, Gothenburg

An unusual, almost fatal, complication following revision
of a tumor prosthesis
B. Gunterberg, Gothenburg

Themes/subjects for upcoming SSG working group
meetings
General discussion

Role of antiresorptive drug treatment in lytic bone lesions
M. Farhang, Umea

Infection rate after implantation of megaprostheses in
Scandinavia.
M. Nottrott, Bergen

European Randomized study on criteria for a wide Margin
C. Trovik, Bergen



Imaging working group

Date:

Place:
Chairman:

Agenda

November 28, 2011, 13.00-19.00
November 29, 2011, 08.30-11.00

Meeting room: Vesterbro torv

M. Skorpil, Stockholm

« New referral guidelines for suspected soft tissue tumors —
conjoint meeting with the orthopaedics surgeon group

« Presentation and discussion of interesting cases from
participants of the imaging group

« Discussion topics — new techniques and tumor
involvement of joints
* The value of MRI diffusion in tumor orthopaedic imaging
* The value of dual source CT in tumor orthopaedic imaging
* Evaluation and signs of secondary tumor involvement of
joints
* Primary intraarticular malignant tumors

« Other questions



Oncology working group

Date:

Place:
Chairmen:

Agenda

November 28, 2011, 13.00-19.00
November 29, 2011, 08.30-11.00

Meeting room: Hovedbanen

M. Eriksson, Lund, K. Sundby Hall

« Osteosarcoma: any more questions - EURAMOS-2?
K. Sundby Hall, Oslo

« Treatment of Ewing’s family tumors in SSG. Anything
new?
K. Sundby Hall, Oslo, L. Hjorth, Lund

o SSG XX: status and reminders
K. Sundby Hall, Oslo

« Preoperative radiotherapy in large soft tissue sarcoma:
discussion about a potential protocol
C. Blomqvist, Helsinki

« Chemotherapy in a cohort of patients with metastatic soft
tissue sarcoma
K. Engstrgm, Gothenburg

« Long term morbidity after sarcoma treatment: SSG
guidelines for follow up
L. H. Aksnes, Oslo, K. Engstrgm, Gothenburg

« Discussions of program for The 36™ SSG Plenary meeting
in Helsinki Oct 9-11™ , 2013
All participants

« Presentations of difficult cases



Nurses and Physiotherapists working group

Date:

Place:

Chairman:

Agenda

November 28, 2011, 13.00-19.00
November 29, 2011, 08.30-11.00

Meeting room: Tivoli

C. Vade, Oslo

Status: Norge
Sverige
Danmark

Kurs for ferdigbehandlede sarkompasienter och pasienter
med GIST
L. Vade, Oslo

Svensk sarkomdag — krishantering, syskonstddjare m.m.
I. Johansson, Umea

Metastasemanster, lokal recidiv og overlevelse ved
myxoid liposarkom
H. Fuglg, Kgbenhavn

Prognostisk veerdi ved FDG-PET/CT ved udredning af
knogle- og blgddelsarkomer
H. Fuglg, Kgbenhavn

Fra sykehus til opptrening
A. Lekven

Projekt - rehabilitering og vurdering af fysisk funktion ved
patienter, som har faet foretaget hemipelvectomi,
hofteeksartikulation eller femuramputation.

B. Hedegard, Arhus

Hypertermibehandling
L. Utne Hgiland, Bergen

Siste nytt fra CTOS
S. Granlien, Oslo
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Visceral and retroperitoneal sarcoma working group

Date: November 29, 2011, 14.00-17.00
Place: Meeting room: Hovedbanen
Chairmen: J. Ahlén, Stockholm, A. Bergenfelz, Lund

Agenda

« Aktuellt angaende GIST
- Tolkningar och slutsatser av SSG XVIII
- Diskussion om eventuell justering av vardprogram
M. Eriksson, Lund

o PAGIST studien
- Information om studien och planerad start
M. Eriksson, Lund

« STRASS studien
J. Ahlén, Stockholm

« Register
- Status for registret och implementeringen i INCA for
Sverige
J. Ahlén, Stockholm

« Ovrigt
Falldiskussioner/kort presentation av egna studieresultat
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