
From your stakeholder group perspective, what needs 
to be put in place to create an invigorated clinical trials 

environment?



2 main ideas

Feedback loop

Share data by default



Patient-centric feedback Loop

• Patient organizations can facilitate a continuous feedback 
loop by partnering with regulatory bodies and clinical trial 
sponsors

• They could implement simple surveys or feedback forms at 
different stages of clinical trials

• This data should be regularly reviewed and used to make 
incremental changes to the clinical trial regulations patients' 
perspectives on the process



Share data by default after CT
• Patient organizations can advocate for and help implement a 

“Share-by-Default” approach to clinical trial data
• After a trial concludes, anonymized patient data can be made 

available through a secure, accessible online portal
• This platform would allow patients, researchers, and healthcare 

professionals to review and analyze data, contributing to a more 
transparent and collaborative environment

• Patients could opt-in to receive updates on how their data is being 
used and what discoveries or advancements have been made as a 
result

• Additionally, patients should have the ability to withdraw their data 
if they change their mind
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