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 Independent, non-governmental 
umbrella organisation set up in 
2003 

 65 member organisations – 
national umbrellas and EU-level 
disease-specific patient 
organisations  

 

 

What is EPF ? 

• Vision: All patients in the EU have equitable access to high quality, 
patient-centred health and social care 

• Mission: to ensure that the patient community drives policies that 
enable positive changes for patients to become equal citizens  



Background on cross-border healthcare 

Long engagement with the Directive during 
“legislative journey”, work with EU Institutions 

and stakeholders  
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General feedback from EPF events 

• Not yet a lot of practical experience 
among patient representatives 

• Uneven implementation by MS – 
little involvement of patient 
organisations 

• Potential benefits – patients’ ability 
to exercise of their rights, 
transparency…   

• Key concerns: equity, quality of 
information, safety & quality of care   

• Many uncertainties  



The “home” system is complex 

• Patients often have to “fight the system” to get care 

• Health/social system is difficult to navigate, even for the well informed and 
well educated...  ... let alone those with low health literacy 

• Patients face “a labyrinth of confusing, sometimes insufficient and sometimes 
too detailed information”  

• NCPs play a critical role in enabling meaningful decisions 

 



The patient journey 
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Key messages from the patients  

More information provided early on = better 

 Total cost 

 Patients’ rights 

 What information/documents needed 

 Communication issues  

 Whom to turn for help / emergencies  

 Who is responsible for me, my safety etc. ? 

 Need for practical step-by-step guides, checklists  

 Harmonisation of procedures and documents 

 



Information needs  

• Transparency: potential for patient & community empowerment 

• Knowing your rights and how to make use of them  

• But information needs are complex – provision patchy, not 
geared to patients’ needs 

• Still lack of clarity on basics, e.g. planned / unplanned treatment 

• Patient organisations can play a powerful supporting role towards 
the patient community & the NCPs  

 
“We have a lot of work to do in terms of 
basic information to patients about their 
rights … very little is known about these 
at the moment, so we need to rectify 
this.”  

                    – Patient representative 

“The absence of the patient voice is mostly 
due to lack of information, not due to 
indifference of patients.“ 

- Patient representative  



Provision of information to enable patients to make an informed choice and 
to enable them to exercise their rights 

• Healthcare providers 

• Standards and guidelines on quality and safety of treatment 

• Accessibility of hospitals for persons with disabilities 

• Patients’ rights, complaints procedures and mechanisms, legal and 
administrative options for settling disputes 

• Entitlements & conditions for reimbursement and the relevant procedures 

• Clear distinction shall be made between the rights which patients have by virtue 
of the Directive and rights arising from Regulation (EC) No 883/2004 

 

 

The role of the National Contact Points 

Article 6 (1): “Member States shall ensure that the national contact points consult 
with patient organisations, healthcare providers and healthcare insurers.” 



Recommendations  

• Information (esp. on quality and safety) that is lay-friendly 
and easily comparable, up to date and accurate  

• EU-level guidelines for NCPs on how to provide information 
to patients  

• Standardised templates for all administrative forms 

• Simple step-by-step guides on application processes 

• “Designed for and by patients” 

• User-test information & services – with patient organisations 

 

 



• Impact assessment of the Directive on equity of access  

• Data collection on treatment costs, availability of treatments that 
are not authorised or available in some MS 

• Mechanism for providing financial for patients based on need  

– Implementation of direct cross-border payment systems 

• Identification of practices and solutions found in different 
Member States  sharing, learning 

 

Recommendations (ii) 



• Patients’ free, prompt and timely access to their own medical 
records 

• eHealth and database interoperability – improve global patient 
records and continuity of care 

• Basic financial support to patient organisations to enable them to 
play their role at national level – supporting both patient 
communities (less workload for NCP) and NCP (facilitating their 
work)  

 

Recommendations (iii) 



• Ensure consistent quality of NCPs across the EU 

• Develop criteria for independent performance assessment  

• Develop common operating principles & guidelines 

• Possible indicators could be:  

– Timeliness of answers, availability of “fast-track” 

– Clear explanations of all decisions 

– Patient-friendliness 

– Continuous improvement system in place 

– Effective & transparent complaints and feedback process 

– Quality of engagement with patient organisations 

– Collection of key data for assessment of Directive  

 

Recommendations (iv) 



The “Ideal NCP Checklist”  

Result of brainstorming and group discussions in all regional & 
national seminars  

Could be used as a basis for performance criteria 

Recommendations in four main areas: 

• Fundamental principles 

• Accessibility & visibility  

• Operational 

• Information for patients  



• EPF believes there is great potential in NCPs to facilitate 
empowerment of patients and citizens 

• This requires sustained collaboration between NCP and 
patient community – so far, too little patient involvement  

• Specific challenges /roadblocks faced by Member States? 

• The patient community is keen to get involved at national 
level both through EPF  and directly  

 

 

 

In conclusion  

Let’s work together ! 



/europeanpatientsforum 
 
/eupatientsforum 

More information 
www.eu-patient.eu 
info@eu-patient.eu 

THANK YOU FOR YOUR ATTENTION! 

Follow us on Social Media!  
   

/eupatient 
 
 eu-patient.eu/blog 


