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How patient groups can 

“Contribute to Research" 
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Disclosure slide   

Jayne Bressington 
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What currently exists ? 
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Our story begins… 
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In our case we found… 
 

• No effective treatments   

• No research in UK 

• Many unanswered questions 

• “lack of infrastructure” to support GIST 
research in the UK 

 

– Similar picture in mainland Europe 
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Options…. 
 

– Accept how it is…    

     

    or 

 

    - Find a way to improve it! 
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Work with specialists  
• Identify what is needed 

 

• Create a “wish list” 

 

• We created a project plan 
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Networking and 

Communication 
• Find out who is doing what 

 

• Find allies  

– Doctors with the same vision 

 

• Work to facilitate the vision 
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Our Objectives - 2010 
• registration of all UK patients & data collection - WIP 

• growing wild type GIST cells “in vitro” – WIP 

• minimum doctors data set before seeing patients  

• research to achieve better outcomes and a cure  

• tissue, biopsy & blood sample management  

– a “National GIST tissue bank”  

• create specialist “PAWS-GIST clinic” 

• include Paediatric GIST patients in clinical trials  

• break down the Sarcoma & GI MDT barriers  

• Gain “Specialist Commissioning Status” for GIST patients  

• find a cure - WIP 
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Current Status 2014… 
                         

•                                launched 2014 
 

• National GIST Tissue Bank   

• Register started… 

• x4 attempts to grow cell lines this year so far… 

• Building a PAWS-GIST patient data set 

• Work continues… 
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Patient groups CAN  
“Contribute to Research" 

• 4 years so far… not yet reached our goal…. 

• Creating infrastructure to support research 

• Patient data and tissue samples – rare 

• Formula:  

    Patients + Doctors + Fundraising =  
 

Organise, Focus, Communicate, Network  
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Where there’s a will,  

there’s a way! 


