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 May 2009: Diagnosed Melanoma 

 August: Lymph node dissection 

 May 2010: New ‘Mets’ 

 June: Google 

 July: NKI / AvL Amsterdam 

 August: Vemurafenibtrial 

 April 2011: Yervoytrial 

 October 2011: TIL/ACT-trial 

 December: 1st European CR 
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WHY ME? 

 Oncology & Emotional experienced 

 Fighting spirit 

 Outspoken / straight forward 

 Well-informed (internet) but not always knowledge or 

understanding (overwhelmed) 

 Decisive 

 Afraid 

 Confident (but rational and realistic) 

 Honest and open about self-reporting and side effects 

 Overall general good health 
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Activities 

 Online forums & patient networks 

 Patient’s voice / HCP awareness 

 Patient Advocacy 

 Advisory Boards 

? 

? 

? 

? ? 
Patient emancipation 

is already a fact! 
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PATIENT 

 Time 

 Quality of life 

 Peace of mind 

 Control 

 Best care/knowledge 

available 

 Counter emotion with logic 

 Cure! 

 

RESEARCHER (HCP) 

 General input on treatment 

effects 

 Patient factor 

 Additional online 

‘knowledge/expertise’ 

 Better ‘human’ skills 

 Challenges 

 

 

 

 MY EXPERIENCES: THE BENEFITS 
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PATIENT 

 Trial regulatory restrictions 

 Acces 

 Emotional rollercoaster 

 Disappointments / fear 

 Physical burdens of S.E. 

 Communication mismatch 

 Wrong expectations 

 Social isolation/pressure 

 

 

RESEARCHER (HCP) 

 Burden of maintaining 

rational / unemotional / 

objective 

 Right approach/advice? 

 Inner conflict 

 Full disclosure of S.E.? 

 Patient’s best interest? 

 

 

 

 

 

 MY EXPERIENCES: THE CONSIDERATIONS 


