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ECPC: 

Nothing about us without us

Å~300 cancer patient groups in  41 countries

ÅAll cancersïcommon and rare

ÅRun and governed by patients

ÅInfluence European health and research policy. 
High visibility with EU Commission, EMEA, 
Parliament

ÅPromote timely access to appropriate 
prevention, screening, early diagnosis, treatment 
and care

ÅReduce disparity and inequity across the EU 



Cancer: The rollercoaster patient journey

ÅTime is of essence in cancer: 

access to experienced doctors, 

effective treatment, information 

and support

ÅTaking tough decisions 

quickly is difficult for the patient, 

family and caregiver



Having cancer, 

access to information is crucial

ÅCancer patients need to take 

informed decisions.

1. Understand the disease

2. Find the right doctor

3. Find other patients

4. (Understand & consider trial participation)

5. Decide on therapy

6. Know about interactions, adherence, CAM use, QoL

ÅIn contrast, policy makers want to regulate medicine 

advertising and control health care costs.

ÅThe current Commission proposal only covers #1, #5



Lack of information about treatments

leads to e.g. 

ïMiscommunication and

double effort

ïSuboptimal treatment

ïLack of trial participation

ïLack of compliance

ïInteractions with 

complementary medicines 



"Informed Patients"?

ÅHealthcare systems do 

not incentivize detailed consultation:

12 minutes from door to door!

ÅNon-medical language barrier



"Advertising"?

ÅEven the SpC is banned from

consumers in some

countries (despite it is 

on the EMA website)

ÅEven the Package

Leaflet considered 

advertising when

"out of the box"



"Advertising"?

ÅMedical

journals 

also 

inaccessible


