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ÅA little about me 

ÅIntroduction to the European Patients Forum 

ÅStatus of patient organisations ς and added value 

ÅImpact of patient leadership  at EU level 

ÅPolicy, regulatory, research 

ÅImpact of patient leadership at  national level 

ÅPatients as conveners in policy environments 

ÅPatient Access Partnership, #Data Saves Lives, EU4Health 

ÅCapability and capacity building 

ÅExamples from EPF 

ÅSome personal learnings  

Presentation 

  



Å9ǳǊƻǇŜŀƴ tŀǘƛŜƴǘǎΩ CƻǊǳƳ 

- Independent & non-governmental 

- Umbrella organisation 

- Active since 2003 

- 9¦ ǇŀǘƛŜƴǘǎΩ ǾƻƛŎŜ 

 

ÅMembers  

- тп ǇŀǘƛŜƴǘǎΩ ƎǊƻǳǇǎ 

- EU disease specific organisations & 

National patient coalitions 

 

About EPF 



Vision! 

ά!ƭƭ ǇŀǘƛŜƴǘǎ ǿƛǘƘ ŎƘǊƻƴƛŎ ŎƻƴŘƛǘƛƻƴǎ ƛƴ 

Europe have equal access to high quality, 

patient-centred ƘŜŀƭǘƘ ŀƴŘ ǊŜƭŀǘŜŘ ŎŀǊŜΦέ 

 

Mission and vision 

 Mission! 
ά¢ƻ ōŜ ǘƘŜ ŎƻƭƭŜŎǘƛǾŜΣ ƛƴŦƭǳŜƴǘƛŀƭ ǇŀǘƛŜƴǘ 
voice in European health and related 
policies and a driving force to advance 
patient empowerment and patient access 
ƛƴ 9ǳǊƻǇŜΦέ 



ÅtǊƻǾƛŘŜ ǘƘŜ άend-user perspectiveέ- POs help 

policy-makers understand the experience of 

living with a disease or condition; 

ÅActive at all stages of policy development and 

in a range of institutional settings; 

ÅWork across a range of policies; 

ÅContribute to  more nuanced and balanced 

policy-making, based on fairness and equity 

The Added Value of Patient Organisations ð a survey and publication 

  280 respondents : Policy & Advocacy 

Top 4 advocacy activities 
reported:  
Å Monitoring policies and 

informing members (72%); 
Å Responding to consultations 

(72%); 
Å Meeting with decision-

makers (76%); 
Å Participating in advisory 

bodies (EU or national) (76%).  



ÅThe European environment ς Ψ.ǊǳǎǎŜƭǎΩ ς ƻǇŜƴƴŜǎǎ ǘƻ ǘƘŜ ǇŀǘƛŜƴǘǎΩ 

voice  

ÅGenerally, in Western Europe, culture of patient and ŎƛǘƛȊŜƴǎΩ 

involvement more advanced, and thus recognised and resourced 

ÅCEE ς political backdrop often reflects the status and influence of 

patient organisations 

ÅBut, profound complexities and challenges can sometimes fast-track 

solutions ς Bulgaria, Lithuania 

Huge discrepancies reported by POs 

Inequities in the patientsõ voice 



ÅLack of, and unpredictability of resources & 
funding, lack of unrestricted funding 

ÅCredibility & alleged lack of independence 

ÅProfessionalisation vs. representativeness 

Å9ƳŜǊƎŜƴŎŜ ƻŦ ƴŜǿ Ψƻƴ-line patient 
ŎƻƳƳǳƴƛǘƛŜǎΩ 

ÅOvercoming the culture of tokenism, 
cronyism 

ÅLack of performance measurement ς or 
rather lack of knowledge on how to measure 
the impact of patient organisations? 

 

 
 

Some challenges 



ÅLeadership 

ÅStrategic, anticipatory approach 

ÅCollaboration with other patient groups and other communities 

ÅSolidarity 

ÅShared learning 

ÅEffective use of resources 

ÅStructured Capacity ςbuilding 

ÅAlliances with the broader health stakeholder community  

ÅExplicit commitment to transparency  

Some drivers 



PATIENTSõ INCREASING ROLE 

Research ethics 

committees 

HTA agencies and 

committees 

 

Clinical research 

Public perception Competent authorities Policy makers 

Driving force 

Co-researcher 

Reviewer 

Advisor 

Info provider 

Research subject 



PATIENT INVOLVEMENT 
IN HEALTH POLICY  

Pharmacovigilance Directive 

(Direct Patient Reporting of 
Adverse Events)  

Collaborating with Community 
Pharmacists 


