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SPAGN’s Global Community 2023
~ 60 Member Groups from all Parts of the World



Classified as internal/staff & contractors by the European Medicines Agency 

Wishes of patients for research and advocacy:

● More research especially on different 
subtypes

● More emphasis on quality of life
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For many patients a trial is their last hope

● Need for (new) treatments and new methods
● Baskets, Repurposing
● Other criteria than RECIST and overall survival
● Quality of life 

Rare/Ultra rare subtypes
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● PROs in addition to clinical data
● Symptomatic side effects
● Overall side effect impact
● Physical function
● Social function

Patient Reported Outcomes
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● ‘Hidden’ side effects
● Some AEs challenging to observe (fatigue)
● Absence of patient perspective may lead to 

underestimation 
● Develop supportive measures

Patient Reported Outcomes
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Use of smartphones and Internet for patient 
reporting opens up opportunities for longitudinal 
data collection

Empowerment of patients

Digital revolution
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● Set up international registry 
● Tissue bank
● Discussion forum / social media used to share 

experiences

Exaples: GIST, Chordoma, EHE,..

Collaboration with researchers and specialists

Patients take action together
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Facebook
Group

6000 memnbers

>100,000 posts 

Example
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Comparison: FB with trial (avapritinib) 
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Side effects as obtained from Facebook discussions 

compared to official trial results

Grading: comparison with trial
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Comparison with survey



Classified as internal/staff & contractors by the European Medicines Agency 

Conclusions

● Clinical trials are important for patients with (ultra) 
rare sarcomas

● Important to look at other criteria than RECIST
● Patient Reported Outcomes have to play an 

important role
● Collaboration between 

patients/clinicians/researchers is important
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