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• Health at EU level is a success

story! A lot has been achieved,
citizens want more of it and better/

more cooperation should lie ahead

• The EU is facing common challenges: from an aging 
population and increased chronic disease to health 
inequalities and the sustainability of health systems

• We should find common solutions! 

EU actions in Health

On average 70% of 

Europeans would 

like the EU to act 

more on health 

than it does now
Source: EP Eurobarometer 2017



• European Patients’ Forum

- Independent & non-governmental

- Umbrella organisation

- Active since 2003

- EU patients’ voice

• Our members 

- 74 patients’ groups

- EU disease specific organisations & 

- National patient coalitions

• Our vision

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

About EPF



EMPOWERMENT 

Empowerment



May 2015 – June 2016 

EPF membership survey & Strategic Plan 2014-2020: 
Patient empowerment as key “thematic priority”, 
internal Working Group set up

Campaign: 

• Promote awareness of patient empowerment 
to policy-makers

• What it means for patients 

• Critical role of patients – the “untapped 
resource” for health systems

• Patients’ individual & collective participation 
in healthcare & policy-making

The Patient Empowerment Campaign

Supported by: 

and by unrestricted grants from GSK, Amgen and 
MSD. 



Campaign on Patient Empowerment

→ Patients prescribe E5 for Better Health Systems!

EDUCATION

EXPERTISE

EQUALITY

EXPERIENCE

ENGAGEMENT

Campaign messages



Outcomes & outputs 

The Charter
&

The Roadmap



Patient safety: EPF priority 

• EPF active engagement: JA PaSQ, EC Expert Group… 

• EU HPP on 5 December 2016: joint call for action for EU Patient 
Safety Policy

• Emergence of AMR and HAIs as a serious patient safety issue

• EPF takes forward patient safety linked to empowerment: 

– Conference November 2016 -> Food for thought, broad 
recommendations 

– Advocacy for PS as EU Health Policy priority

– 2017: Task force -> proposal on how to address key 
provision of 2009 CR for patients’ empowerment 

Patient safety & Quality of care



Access



• Goal 3: Ensure healthy lives and promote well-being for all at all 
ages

• Key target: achieve universal health coverage by 2030, including 
financial risk protection, access to quality essential health-care 
services and access to safe, effective, quality and affordable 
essential medicines and vaccines for all

However we still have some way to go… whether it is: the population 
covered, the type of services, or the proportion of costs that patients’ 
pay. Many unmet needs and unequal experiences still exist.

UN SDGs - The road to universal access in 
the EU by 2030



Campaign’s strategic objective: The EPF Access 
campaign will contribute to making universal 
access a reality for EU patients by 2030, through 
defining and promoting concrete actions, in 
concert with the health community, to which 
decision makers need to commit, to ensure we 
achieve the Health SDG by 2030

Campaign’s Strategic Objective



5 Areas for Action

Providing access to 
quality of care



• A comprehensive document which will identify and 
propose key political steps, actions and 
recommendations that EU decision makers and 
member states need to take in order to achieve or 
tend to universal health coverage for all patients in 
the EU. 

• The EPF working group on access will have a leading 
role in the reflection process and drafting of the 
roadmap.

Final Political Document towards achieving 
universal health coverage by 2030



Patient involvement in medicines R&D

Research design
and Planning

Research
Priorities

Research conduct and
operations

Dissemination 
Communication 
Post-approval

Setting 
research
priorities
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Protocol 
synopsis

Protocol 
design

Trial 
Steering 
Committee 

Information 
to 
participants

Data 
Monitoring
Committee

Investigator 
meetings

Regulatory 
Affairs

Fundraising 
for research

Practical 
Considerations

Patient 
Information

Informed 
Consent

Ethics 
Review Study 

Reporting

Health
Technology 
Assessment

Post-Study 
Communication



The “New” EUPATI Programme 

EPF-led, permanent programme in the PPP spirit

 3rd EUPATI Patient Expert Training Course

 EUPATI Toolbox in all languages 

 “Mini-Course Starter Kits” and capacity building

 Content updates (~10 Toolbox elements updated p.a.)

 National Platforms

 Evolution!

IMI Call 1:
not funded

2015 2016 20172012 2013 20142010 2011

2-stage
application,
consortium

building

EUPATI IMI Project 2012-2016:
patient-led PPP of patients, academia, NGOs and industry

EUPATI
Programme

2018



• Feeding in the perspective of people with allergy, 
asthma and COPD in our movement

• Long-standing member of EPF: contributed to our 
development

• Susanna: Vice president during EPF’s formative years 
until 2016, Board member, represents EPF on many 
occasions

• Key role in advocating for the recognition of the 
added value of patient organisations

• Acting as critical friends

EFA/EPF

a very valued cooperation



The Patient Access Partnership is a patient-led multi-

stakeholder network bringing together patients, the

medical and public health community, industry and the

European and member states policy makers and

institutions, in order to develop and move forward on

innovative solutions to reduce inequities in access to

quality healthcare in the European Union.

27 January 

20162015

Patient Access Partnership (PACT) 



Key objectives:

• To facilitate the dialogue between European and 

national health stakeholders according to the mission

• To identify key hurdles in access to healthcare for 

patients in a holistic way

• To assess gaps in access to quality healthcare within 

EU member states

• To collaborate with relevant EU-led or national 

initiatives

• To develop innovative and sustainable solutions

27 January 

20162015

Patient Access Partnership (PACT) 



Patient Access Partnership 

Health professionals

(CPME, PGEU, Hospital Pharmacists, EPHA)

Industry

(COCIR, EFPIA, ME, MedTech Europe, 
EUCOPE)

Policy-makers

(MEPs, DG SANTE)
Patient organizations

Health advocates



PACT Key activities 2017

1. Improving awareness on available mechanisms and innovative approaches 
for improving access at the national level

1.1. Country round-tables

2. Explore new approaches for improving access across the EU-27

2.1. PACT Expert Group on universal access to healthcare

2.2. Advance the measurement tool (5As of Access) 

3. Promoting the work of PACT by applying for a Pilot Project 

3.1. Submit a tender proposal for an access measurement tool 

4. Supporting the efforts in maintaining access high on the agenda

4.1. Support the work of the MEP Interest Group (events, etc)

ACCESS



Priority 1:

Improving awareness on available mechanisms for improving access

• What? 

 Round-table “Patient-Centred Roundtable on Working Together for Accessible Health”

• When? 

 June 8, Lithuanian Parliament (Vilnius) 

• Who? 

Lithuanian Cancer Patient Coalition (POLA) in cooperation with PACT, EPF, Committee on 
Health Affairs of Lithuanian Parliamant, Lithuanian Patients‘ Forum

• Endorsements 
 Under the auspices of the Lithuanian Minister of Health, Prof. Dr. Aurelijus Veryga
 With the participation of Commissioner Dr. Vytenis Povilas Andriukaitis

• Objectives: 

 To increase cooperation between policy-makers and the healthcare community 

 To explore opportunities for effective engagement on healthcare policies 

 To improve access to quality healthcare for patients



Priority 2: 

Explore new approaches for improving access across the EU-27

Results

Objective

• To validate the PACT 5As concept: to 

improve existing access indicators or 

develop a new set of indicators

Milestones 

•i) Extensive literature review of the existing measures 
assessing access,

•ii) Development of comprehensive tool for measuring 
healthcare access 

•iii) Pilot-test of the new tool to each group of 
stakeholders

•iv) Validation study in Greece, Bulgaria and Cyprus

•v) Comparison of the current situation in healthcare  
access between the three European countries.



Priority 3:
Promoting the work of PACT by applying for a Pilot Project 

Pilot Project “Towards a fairer and more effective measurement of access to healthcare
across the EU in order to enhance cooperation and know-how transfer”

PACT’s application

Objectives

 Addresses the need for comparable and timely data
on access in EU through

 improvement of existing indicators

 piloting of a new set of measurements

 Affirms the importance of a credible and comparable
tool for measuring access



Priority 4:
Supporting the efforts in maintaining access high on the agenda

Nov 28
2016

Jun 29
2016

Jun 27
2017

The Value of EU Cooperation in 
Healthcare

 Robert Madelin, Senior Adviser for Innovation, 

European Political Strategy Centre 

 DG SANTE 

 Dr Clemens-Martin Auer, Director-General, 

Austrian Federal Ministry of Health (tbc) 

 Sandra Garcia-Armesto, Executive Director, 

Institute of Health Sciences in Aragon 

 Yann le Cam, Chief Executive Officer, EURORDIS 

(tbc )

 Stanimir Hasardzhiev , Patient Access 

Partnership 



PACT: Why does it matter for the EPF Members? 

PACT provides: 

• A unique multi-stakeholder platform with all concerned stakeholders on various issues 

• An opportunity to engage with high-level actions (MEP Interest Group) 

• A platform for local-level activities (e.g. PACT Regional Conference) 

• Valuable input in line with EPF’s efforts to expand access (e.g. EPF WG on Access) 

• An opportunity for collaboration on specific projects (e.g. EPF Access Campaign) 

• Support for patient advocacy activities (e.g. 5As’ modeling for disease-specific areas) 



THANK YOU! 


