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Patient Access

and 

Fighting Inequalities



EPF Campaign on Access to Healthcare

With input from %0&ȭÓ 7ÏÒËÉÎÇ 'ÒÏÕÐ ÏÎ !ÃÃÅÓÓ,  we implemented a campaign:

Å Driven by members:with related advocacy tools, including a toolkit for EPF 

members and a petition which was signed by 571 signatories.

ÅWith a strong political resonance:two high-level meetings on 

Access to Healthcare (Commissioner Andriukaitis and the MEPs 

champions attended the final event).

Å Development of awareness-raising materials:two factsheets 

ɀone on the campaign and the second illustrating a snap shot of the Roadmap.



Policy Dossiers & Projects

Access to Medicines

Cross-border 
Healthcare

Patient Safety and 
Quality of Care

Medical Devices and In Vitro 
Diagnostics Regulations

Health Technology 
Assessment (HTA)

Social Inclusion and 
Non-discrimination

Implementing Good Practices 
for Chronic Diseases

Accelerated Development of Appropriate 
Patient Therapies a Sustainable,              

Multi -stakeholder Approach from 
Research to Treatment-outcomes



Patient Access Partnership -PACT

EPF is a founding member of the Patient Access Partnership (PACT), 
a patient-led multi-stakeholder network:

Å contributed to setting up the European Parliament                               
Interest Group on Patient Access to Healthcare; 

Å launched initiative with 80+ MEPs supporting statement                               
for continued EU action in health; 

Å supported EPF campaign on Access to Healthcare.

Events at the 
European 
Parliament

2 country 
stakeholder 

meetings



Patient Empowerment



Empowerment Working Group

EPFandthe WorkingGroupon PatientEmpowerment:

ÅDeveloped a Toolkit to support patient organisations in 

their advocacy on patient empowerment;

ÅBuilt on the Charter and Roadmap;

ÅContinued outreach and advocacy activities on patient 

empowerment to explore possibilities for action in areas 

such as patient-centred skills                                           

development. 



Policy Dossiers

Health Literacy 
and Information to 

Patients

Information to 
patients on Food 

and Nutrition

Clinical Trials

Digital Health, Big 
Data and 

Personalised 
Medicine

Pisceand PRO STEP
On self-management

On patient-preferences in 

decision making during 
the drug life cycle



The course:

Å 3rd cycle launched in September, 60 trainees;

Å Topics: drug discovery, non-clinical and clinical 
development, regulation, and HTA.

Å Train the Trainer capacity-building event for 44 EUPATI 
alumni on how to transform the tools provided by 
EUPATI into training tools on a disease specific or 
national level.

The outreach: 

Å EUPATI continued to attract global attention with new 
partnerships with patient organisations and academia 
in Brazilto adapt the programme for their own needs.

Project: EUPATI

4ÈÅ ȬÎÅ×ȭ %50!4) ÐÒÏÇÒÁÍÍÅ ÂÅÇÁÎ ÕÎÄÅÒ ÔÈÅ ÍÁÎÁÇÅÍÅÎÔ ÏÆ %0&ȟ 
continuing as a public-private partnership, with a focus on core 
activities including the Patient Expert Training Course. 

60 traineesfrom 28
countries for 2017/2018

7educational webinars

96EUPATI Fellows

408,000users on the EUPATI 

website

3,300mailing list members

2,496Facebook fans

4,714Twitter followers

EUPATI IN NUMBERS



The future:

Å The EUPATI Futures Teamwill be working diligently to deliver a 
sustainability proposal for the future of EUPATI for the coming years. 

Å EUPATI will continue to maintain its mission to increase the capacity                                                        
and capability of patients to understand and contribute to medicines 
research and development  also                                                                                      
improve the availability of objective,                                                          
reliable, and patient-friendly                                                                                                 
information for the general public. 

Project: EUPATI



A Vibrant 

Network



Leadership meeting

Mid-term review of our Strategic Plan

Å Our new Vision
All patients with chronic conditions in Europe have equal access 
to high quality, patient-centred health and related care.

Å Our new Mission:
Our mission is to be the collective, influential patient voice in 
European health and related policies and a driving force to 
advance patient empowerment and patient access in Europe.



Europe needs more, not less health

#EU4HEALTH campaign

234 civil society and 

health-related 

organisations support 

the campaign

4ɀthe number of 

letters we sent to EU 

Officials (President 

Juncker, Vice-President 

Timmermans).

70%-of EU citizens 

want the EU to do more 

for health, according to a 

recent Eurobarometer 

survey. 

#EU4HEALTH
AT A GLANCE

What do we want?
Å EU action on health that fosters cross-country 

collaboration, complements the action of Member 
States and supports them in addressing the 
unprecedented challenges the EU is facing;

Å Strong leadership for health, and a dedicated 
Directorate in the European Commission;

Å Health included in the future budget of the EU.



Added Value of Patient Organisations

Patient organisations: the untapped potential of healthcare systems!

Report on the Added Value of Patient 
Organisations

Objective: to highlight the value of patient 
organisations as legitimate stakeholders in 
health-related policies. 

The report identifies 4 main areas where 
patient organisations provide added value:

Policy and Advocacy
Capacity-Building & 

Education

Peer Support
Research, Technology 

and Innovation

Challenges:
Å Lack of resources & funding
Å Credibility & alleged lack of independence;
Å Professionalisation vs. representativeness;
Å Overcoming the culture of tokenism;
Å Lack of performance measurement ςor 

rather lack of knowledge on how to 
measure the impact of patient 
organisations?



EPF Breakfast Briefings

An innovative way of communicating with members

Video podcasts intended to help members to get the latest updates on 
European health policy and to receive practical advice to advance your 
organisationΩǎknowledge and skills.

8 Breakfast Briefings in 2017:
Å EPF campaign on Access;
Å Transparency & Ethics for POs;
Å Relationship with the European 

Parliament; 
Å European Solidarity Corps; 
Å HTA;
Å Antimicrobic resistance;
Å EU4Health Campaign; 
Å The added value of patient 

organisations.



National Coalitions Meeting

30 representatives from 28 countries!

The meeting focused on 3 objectives:

Å ŘŜǾŜƭƻǇƛƴƎ ǘƘŜ ǇŀǊǘƛŎƛǇŀƴǘǎΩ ƪƴƻǿƭŜŘƎŜ ƻŦ ǘƘŜ 9¦Τ

Å learning how to get involved in a European 
advocacy campaign;

Å finding a common approach for advocacy for EPF 
and the national coalitions.

Participants shared best practices in setting 
up and managing national coalitions and 
took the floor proposing examples of the 
5hǎ ŀƴŘ 5hbΩ¢ǎ ƛƴ ŀŘǾƻŎŀŎȅ.



EPF Capacity Building in 2017

At national level: thematic trainings



EPF Capacity Building in 2017

EPF Summer Training Course for Young Patient 

Advocates

The summer training: 
Å focused on overcoming 

discrimination; 
Å offered a tailored high-quality 

training to young patient 
advocates;

Å about advocacyand maximising 
their leadershippotential.



EPF Youth Group

2017: Focus on Discrimination

Å They produced a factsheet and a video 
to raise awareness of the discrimination 
faced by young patients with chronic 
conditions.

Å They selected a new Board: Andreas 
Christodoulou is the new President. 

Å They were speakers and panellists at 
conferences, raising awareness about 
the special needs of young patients. 



Membership

The EPF membership counts 

74 members, strengthening the 

patient movement and its 

representativeness at the EU level!



Communications



3.500readers of our newsletter

8.052likes on Facebook 

7.206followers on Twitter

720followers on LinkedIn 

1.900.000impressions on social media

45.900unique visitors to EPF website.

3 Policy Factsheets

2 Video 

EPF Communications in Numbers
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EPF & Access

2017 ɀRoadmap to achieve Universal 
Health Coverage for All by 2030

2015 -%0& $ÅÆÉÎÉÔÉÏÎ ÏÆ !ÃÃÅÓÓȡ ȰÔÈÅ Χ !Óȱ

2016-EPF Report on Access

2017 -Campaign on Universal Health Coverage

Ȱ(Ï× ×Å ÃÁÎ 
achieve 

universal health 
coverage for 
ÁÌÌȱ

Ȱ4ÈÉÓ ÉÓ ×ÈÁÔ 
Access 

means to 
ÕÓȱ

Ȱ4ÈÉÓ ÉÓ ÔÈÅ 
situation 
×Å ÆÁÃÅȱ

Ȱ4ÈÅÓÅ ÁÒÅ 
our claims: we 
need to take 
ÁÃÔÉÏÎȱ



The aim of the campaign was to 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

#ÁÍÐÁÉÇÎȭÓ 3ÔÒÁÔÅÇÉÃ /ÂÊÅÃÔÉÖÅ



Å Identifying outstanding challenges, ǇŀǘƛŜƴǘǎΩ ŎƻƴŎŜǊƴǎ 
and unmet needs.

Å Providing recommendationson how to achieve UHC 
and what actionsthat need to be taken. 

Å Encouraging more EU cooperation and inclusive 
approach to SDG implementation to improve access 
to health.

Taking Action ɀA Roadmap to Achieving 
Universal Health Coverage for All by 2030

What is it about?
Leading the way to Universal Health Coverage 
ςa reality where everyone, everywherecan 
access essential quality health care and 
services without facing financial hardship.



ÅGoal 3: Ensure healthy lives and 
promote well-being for all at all ages.

Å 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.

UN SDGs

ñIf we donôt get it right in the 

SDG on health, then there is a 

risk that the other SDGs will failò 

Nicola Bedlington



While universal health coverage is a well-recognised goal for all 
healthcare systems in the EU, this basic right is not yet a reality for all 
patients in the EU.

For this reason, such a Roadmap is needed.

ü This Roadmap opens the way to achieving Universal Health Coverage for 
All, to ensure the rights of all patients are respected, to fight the 
inequalities that persist in health across the EU, and to make health a 
priority in all policies at national and EU levels.

Why does the Roadmap matter?

ά!ŎŎŜǎǎ ǘƻ ƘŜŀƭǘƘŎŀǊŜ ƛǎ ŀ basic human right and should never be withheld in 
our society. Without equality in healthcare, we cannot obtain longer-term 
ǎǳǎǘŀƛƴŀōƭŜ ŘŜǾŜƭƻǇƳŜƴǘέ ά!ŎŎŜǎǎƛƴƎ ǉǳŀƭƛǘȅ ƘŜŀƭǘƘŎŀǊŜ ƛǎ ŀ ǇǊƻōƭŜƳ ŦƻǊ ŀ 
ƭŀǊƎŜ ǎŜƎƳŜƴǘ ƻŦ ǘƘŜ ǇƻǇǳƭŀǘƛƻƴ ŀƴŘ ƴƻ ƭƻƴƎŜǊ ŀ ϦƳƛƴƻǊƛǘȅϦ ƛǎǎǳŜΦέ

Katherine Wheeler, Vice-chair Lupus Europe



What do we want to achieve?

Å Inspire and motivate decision makers and 
stakeholders to commit to UHC.

ÅGuideEU and MS when developing SDG 
implementation strategies and related policies.

What is EPF advocating for? 

VA transparent, inclusive and collaborative
implementation of the UN SDGs;

VIntersectoral action for health;
VKey elements and actions described in the 

recommendations which reflect in their entirety the 
needs that are considered by patients to be 
essential in attaining UHC.



Developed in dialogue with the EPF 
membership and wider health community

%ÖÅÒÙÂÏÄÙȭÓ ÂÕÓÉÎÅÓÓ



VFebruary 2017:              
Campaign Kick-off meeting

Ψ²Ƙŀǘ ŀǊŜ ǘƘŜ ǳƴƳŜǘ ƴŜŜŘǎ ŀƴŘ 
ōŀǊǊƛŜǊǎ ŦŀŎŜŘ ōȅ ǇŀǘƛŜƴǘǎΚΩ

VDecember 2017:              
Roadmap Launch and 
Campaign Closing Meeting 

Ψ²Ƙŀǘ Ŏŀƴ ōŜ ŘƻƴŜ ǘƻ ŀŘŘǊŜǎǎ ǘƘŜǎŜ 
ǳƴƳŜǘ ƴŜŜŘǎ ŀƴŘ ŀŎƘƛŜǾŜ ¦I/ΚΩ

High-level Meetings



Recommendations - 5 Areas for Action

Providing access to 
quality of care





Who is this Roadmap intended for?

ÇEU and National SDG Implementation Strategies
ÇEuropean Semester Country-Specific Recommendations
ÇDelivering on the EU Pillar of Social Rights



How to use this Roadmap?

Ç UHC Roadmap

Ç Factsheet: English, Bulgarian, 
Estonian, German, Hungarian, 
[ŀǘǾƛŀƴΣ [ƛǘƘǳŀƴƛŀƴΣ aŀƭǘŜǎŜΧ

Ç Video

× When advocating for improved patient 
access to high quality health and related 
care to national and European policy-
makers

× When engaging and holding national 
governments accountable to their 
commitments, as national ownership is key 
to achieving sustainable development

× Monitoring and reporting SDG progress
× National (parliamentary) meetings on 

Access ςCascade effect



Political Opportunities

Advocacy in practice

ÅBait (content) = UHC Roadmap

ÅHook= UN SDG framework

ÅAdvocacy Opportunities:

V EU and National SDG implementation strategies, policies 
and plans.

V 9ǳǊƻǇŜŀƴ /ƻƳƳƛǎǎƛƻƴΩǎ ƳƛŘ-2018 strategy for the 
implementation of the 2030 Agenda for sustainable 
development ςJune 2017 Council Conclusions on the EU 
response to the 2030 Agenda for Sustainable Development
EU Multi-stakeholder Platform.

V UN High-Level Political Forum (July): Reviewing SDG 
progress / SDG Anniversary (September).



V EU Pillar of Social Rights ς20 principles and rights

Proclaimed by EP, EC and Council, November 2017

Improving enforcement + updating and complementing EU law where 
necessary + supporting social dialogue in the EU.

Principle 16: Health care

Everyone has the right to timely access to affordable, preventive and 
curative health care of good quality.

European Social Fund: support MS implementation of the Social Pillar

V European Semester Process

Country-specific recommendations, May

Semester analysis and recs will put 

emphasis on social considerations and follow-up on the Pillar

Χ

Political Opportunities continued

Advocacy in practice



Å Subsequent to our 2017 campaign, equity of 
accesscontinues to be a high priority for EPF:

Å New internal working group on Universal Access 
to Healthcare;

Å Focus on the implementation of the political 
steps and actionshighlighted in our Roadmap;

Å Continue to raise awareness of unmet needs and 
barrierspatients face in accessing healthcare;

Å Support the 2030 Agenda (SDG Watch Europe);

Å While advocating for a transparent, inclusive and 
collaborative implementationof the UN SDGs 
and

Å Intersectoral action for health

Å Milestones: three events between now and 2030

Next Steps

Ȭ%0&ȭÓ 2ÏÁÄÍÁÐ 4Ï×ÁÒÄÓ !ÃÈÉÅÖÉÎÇ 
Universal Health Coverage for All by 
ΤΡΥΡȟ ×ÉÌÌ ÆÅÅÄ ÉÎÔÏ ÔÈÅ #ÏÍÍÉÓÓÉÏÎȭÓ 
ÂÒÏÁÄÅÒ ÒÅÆÌÅÃÔÉÏÎ ȬÔÏ×ÁÒÄÓ Á 
ÓÕÓÔÁÉÎÁÂÌÅ %ÕÒÏÐÅ ÂÙ ΤΡΥΡȭȢ

EU Commissioner for Health Vytenis 
Andriukaitis
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Balance Sheet -Assets

 -

 100,000

 200,000

 300,000

 400,000

 500,000

 600,000

 700,000

 800,000

 900,000

 1,000,000

 1,100,000

 1,200,000

 1,300,000

 1,400,000

 1,500,000

 1,600,000

 1,700,000

 1,800,000

Accounts
receivable

Cash in
bank and
deposit

Prepaid
expenses

Total
current
assets

Leasehold Furniture,
ICT

equipment
and

software

Guarantee
(rent and

social
security)

Total fixed
assets

2016 811,277.00 852,994.00 38,614.00 1,702,885. 40,402.00 18,730.00 50.00 59,182.00

2017 822,369.00 718,788.00 16,416.00 1,557,573. 18,112.00 53,493.00 50.00 71,655.00

2016

2017



Balance Sheet - Liabilities

 -
 50,000

 100,000
 150,000
 200,000
 250,000
 300,000
 350,000
 400,000
 450,000
 500,000
 550,000
 600,000
 650,000
 700,000
 750,000
 800,000
 850,000
 900,000
 950,000

 1,000,000
 1,050,000
 1,100,000
 1,150,000

Accounts
payable

Deferred
income

Income to
be

allocated to
projects'
partners

Total
current

liabilities

Funds
brought
forward

Surplus or
deficit for
the year

Total
reserves

Provisions

2016 141,057.00 452,165.00 553,405.00 1,146,627. 505,507.00 80,000.00 585,507.00 29,933.00

2017 174,985.00 750,041.00 10,116.00 935,142.00 585,507.00 98,831.00 684,338.00 9,748.00

2016

2017



Income as at 31 December 2017

Funding from the 
public sector

54%

Funding from the 
private sector

44%

Membership fees
1%

Interest and other 
income

1%

2017



Detailed income as at 31 December 2017

Operational work 
programme (EAHC 
operating grant co-

funding)

EC projects

Eupati (through IMI JU)

Operational work 
programme (co-

funding of CHAFEA's 
OG)

Capacity building 
programme

Contribution to EC 
projects

Project development 
and other costs

EUPATI

Membership fees Interest and other 
income

2017



Income ɀOperating Grant 2017

ΩΨΨȟΩΩΩȢΦΡ Ή

ΣΣȟΡΡΡȢΡΡ Ή 

ΣΡȟΡΡΡȢΡΡ Ή 

ΣΧȟΡΡΡȢΡΡ Ή 

ΥΡȟΡΡΡȢΡΡ Ή 

ΥΧȟΡΡΡȢΡΡ Ή 

ΣΤȟΦΧΧȢΡΡ Ή 

ΤΧȟΡΡΡȢΡΡ Ή ΣΧȟΡΡΡȢΡΡ Ή 

ΤΡȟΡΡΡȢΡΡ Ή ΣΪȟΤΥΫȢΥΧ Ή 

European Commission

AbbVie

Baxter

Eli Lilly

GSK

Janssen

Novartis

Pfizer

Sandoz

Teva

Membership



Expenditure as at 31 December 2017

1,047,185.99 

204,101.18 

15,814.46 52,676.70 

49,726.30 

26,682.19 

21,431.59 

31,502.77 

121,316.95 

48,537.82 

443,992.41 

12,331.32 

1,129.52 98,830.84 

Expenditures 2017
Staff costs

Office and admin costs

Depreciation

Travel and subsistence (EPF staff)

Annual General Meeting

Autumn Advocacy Seminar

Youth meetings

Working Groups meetings (access,
empowerment, patient safety)
Capacity-Building Programme modules

Cross-border healthcare Conference

Other costs linked to operations, project
development
Campaigns

Bank and financial charges



Expenditure comparison 2016/2017
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EPF Annual General Meeting @eupatientsforum

14/04/18

NETWORKING

LUNCH
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8. EPF MEMBERSHIP

Elena Balestra
EPF Membership & Capacity Building Officer
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8.1. PRESENTATION OF CANDIDATES 
TO EPF MEMBERSHIP

Elena Balestra
EPF Membership & Capacity Building Officer

@eupatientsforum



üFor Full Membership

Å Plataformade Organizacionesde PacientesςPlatform of Patient 
Organisations(Spain) 

üFor Associate Membership

Å SAFEςStroke Alliance for Europe 

Candidate Organisations

Applications



Å Applied for: Full membership

Å Recommendation from the Board: Full membership

http://www.plataformadepacientes.org/

Plataforma de Organizacionesde Pacientes

http://www.plataformadepacientes.org/


Å Applied for: Associate membership

Å Recommendation from the Board: Associate membership

http://www.safestroke.eu/

SAFE ɀStroke Alliance for Europe 

http://www.safestroke.eu/


üMembershipresignation

Å ECPP ςEuropean Coalition of Positive People

Å HOPAςHungarian Osteoporosis Patient Association

üMembershipdiscontinuation

Å PE.Pso.POFςEuropean Forum for Psoriasis Patient's Associations 
in Europe 

Membership Discontinuation

Organisations



ÅAsked for: Membership Resignation

ÅRecommendation from the Board: Accept their 
resignation

http://www.ecpp.co.uk/

European Coalition of 
Positive People -ECPP

Membership Discontinuation

http://www.ecpp.co.uk/


ÅAsked for: Membership Resignation

ÅRecommendation from the Board: Accept their 
resignation

http://www.obme.hu/

HOPA ɀHungarian Osteoporosis Patient Association

Membership Discontinuation

http://www.obme.hu/


ÅCurrent Status: Full Member

ÅCurrent Situation:  Not active

ÅRecommendation from the Board: Discontinue PE.Pso.POF
Membership

European Forum for Psoriasis Patient's 
Associations in Europe  -PE.Pso.POF

Membership Discontinuation



14/04/18
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8.2. APPROVAL OF NEW MEMBERSHIP 
REQUESTS

@eupatientsforum
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8.3. TRANSPARENCY GUIDELINES

Camille Bullot
EPF Director of Operations &Engagement

@eupatientsforum

14/04/18



Å bƻǘ ŀ άōƭŀƳŜ ŀƴŘ ǎƘŀƳŜέ ƎŀƳŜΣ ōǳǘ 
supporting and guiding patient 
ƻǊƎŀƴƛǎŀǘƛƻƴΩǎ ŜŦŦƻǊǘǎ

Å Developing a common understanding of 
what constitutes an ethically sound 
patient organisation

Å To reflect on the accountability of patient 
organisations, and how to demonstrate it

Å To ensure the highest possible standards 
for our own network

Å To increase the level of trust from other 
stakeholders

Å A learning process for us too!

Scope and Objectives



Transparency ɀbeyond funding

Transparency

Finances and 
Cooperation 
with Funding 

Partners

Advocacy

Membership

Governance

Comms



ÅWho can join you? Membership criteria

ÅApplication process
ïWho reviews the applications? 

ïObjectivity, publicity, transparency, 
communications around the process

ÅMonitoring compliance over time
ïDealing with inactive members? 

ÅMembership consultations and 
involvement
ïHow much involvement is enough 

involvement

ïThe importance of providing feedback?

Membership ɀthe key to your legitimacy



ÅYour Governing bodies: a lively assembly, more than a 
structure on paper!

ÅBoard (your ambassadors) ςsetting the example

Governance

Positive, transparent, effective, accountable

Commitment
Knowledge of the 

patient community + 
Vision

Expertise



Describe processes and leave no room to ambiguity

Å Elections processes

Å Board rotation policy

Å Length of term and limits in the terms of mandates

Ask yourself questions

Å What happens in case of cessation of 
appointment? 

Å Board members should be different from paid staff

Å Do you have a conflict of interest policy? 

Governance

Positive, transparent, effective, accountable



ÅThere is very little guidance

Åaŀƴȅ άǳƴǎǇƻƪŜƴέ ǊǳƭŜǎ

ÅA question of public perception

ÅTransparency of your purpose: 
what are you fundraising for? 

Finances and fundraising

AKA the burning issue

Your purpose Fundraising



Å Take a minute to think of what the benefits for 
the funding partners are

Å LǘΩǎ ƴƻǘ ŀƭƭ ŀōƻǳǘ ǘƘŜ ƳƻƴŜȅ ςƛǘΩǎ ŀōƻǳǘ ǘƘŜ 
relationship, common goals, and assumed 
good intent

Å ¢Ƙƛƴƪ ŎǊŜŀǘƛǾŜƭȅ όƛǘΩǎ ƴƻǘ ŀƭƭ ŀōƻǳǘ ǘƘŜ ƳƻƴŜȅ LLύ

Å Trust your worth: you are bringing something 
to the table

Å Set up a framework for cooperation (code of 
conduct)

Å Make your finances public and intelligible!

Finances and fundraising

Unrestricted funding
(no strings attached)

Independence

No single company 
funding

Transparency 
(publicity)



Finances and fundraising

Don£t do anything 

you are not 

comfortable with



Å We all do advocacy - Representing the interests 
of a patient community is advocacy

Å LǘΩǎ ŀōƻǳǘ ƳƻǊŜ ǘƘŀƴ ƴƻǘ ƎƛǾƛƴƎ ƎƛŦǘǎ ǘƻ ŘŜŎƛǎƛƻƴ-
makers!

Tips:

Å Develop a conflict of interest policy

Å Register on the EU Transparency Register

Å Say what you do (publish your position papers)

Å Say whom you meet: publish your meetings

Advocacy 

Your reputation is your currency



Å άaŀƪƛƴƎ ǾƛǎƛōƭŜ ŀƭƭ ƻŦ ǘƘŜ ƻǘƘŜǊ ǇǊƻŎŜǎǎŜǎέ

Å άLŦ ƛǘΩǎ ƴƻǘ ƻƴ ȅƻǳǊ ǿŜōǎƛǘŜΣ ȅƻǳΩǊŜ ǇǊƻōŀōƭȅ 
ƘƛŘƛƴƎ ǎƻƳŜǘƘƛƴƎέ

Å Determine what level of publicity you need 
for which action;

Å Communicate on figures, but also on 
impact!

Å Choose the right tool (website, annual 
report, in-ǇŜǊǎƻƴ ƳŜŜǘƛƴƎǎύΧ

Å Transparency is a lot about communicating 
what you do anyway. 

Communications



Å Transparency is not only about funding

Å Working on transparency is good for you!

ï Increased visibility, Increased credibility

ï Better governance, Reputation 
management

Å LŦ ȅƻǳ ŘƻƴΩǘ ƘŀǾŜ ǘƘŜ ŀƴǎǿŜǊΣ ǘƘŜ ŀƴǎǿŜǊ 
ƛǎ ƭƛƪŜƭȅ ǘƻ ōŜ άŎƻƴǎǳƭǘ ǿƛǘƘ ȅƻǳǊ 
ƳŜƳōŜǊǎƘƛǇέ

Å The values of your organisation are at 
least as important as the policies 
themselves

Key messages and main learnings
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ÅElisabeth Kasilingam ςEuropean Multiple Sclerosis 
Platform (EMSP)

ÅMercedes MaderueloLabrador ςSpanish Patient Forum

ÅMarzena NelkenςFederation of Polish Patients (FPP)

ÅCor OosterwijkςEurordis

ÅMichal Rataj ςEuropean Alliance of Muscular Disease 
Associations (EAMDA)

ÅGabriela Tanasan - European Network of Ex-Users and 
Survivors of Psychiatry (ENUSP)

Candidates to the Board

Applications
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Three thematic objectives, three pillars of work

Patient 
involvement & 
Empowerment

Sustainable 
Healthcare 

Systems for all

Effective 
Research & 
Regulatory 
Framework

Policy & 
Advocacy

Projects: 
Collecting 
evidence

Capacity-
Building 

Programme



#1 Patient involvement & 

Empowerment



Å 24 participants

Å hōƧŜŎǘƛǾŜΥ ǘƻ ǎǘǊŜƴƎǘƘŜƴ ǇŀǘƛŜƴǘ ƻǊƎŀƴƛǎŀǘƛƻƴǎ ōȅ ŜƴƘŀƴŎƛƴƎ ǘƘŜƛǊ ƭŜŀŘŜǊǎΩ 
leadership skills and consequently enabling positive governance in their 
organisation

Strengthening the patient community

Capacity-building module on empowering leadership and 
positive governance

First face-to-face module
Brastislava, 26-27 May

Second face-to-face module
Warsaw, 6-7 October

Intensive 
coaching



ÅYouth Group: joint awareness campaign 
on non-discrimination in access to 
healthcare, the work place and 
education

ÅSecond edition of the Summer Training 
Course for Young Patient Advocates
ïVienna, 1-4 July 2018

ï40 participants

ï23 countries

ïFocus on inclusion & non-discrimination

Preparing the next generation of Advocates



Å34 partners

Å IMI project

Å9 million over 2,5 years

ÅObjectives: 
ïSustainability of patient engagement

ïDelivering tools and practices

ïDelivering metrics for impact

PARADIGM

Focus areas



PARADIGM- providing a 
unique framework that 
enables structured, effective, 
meaningful, ethical, 
innovative, and sustainable
patient engagement (PE)

Making patient involvement a reality

PARADIGM & EUPATI ɀTwo complementary projects

EUPATI - education and training to 
increase the capacity and capability of 
patients to understand and contribute 
to medicines R&D and also improve 
the availability of objective, reliable, 
patient-friendly information for the 
public. 

Providing the tools for 
patient engagement

)ÎÃÒÅÁÓÉÎÇ ÐÁÔÉÅÎÔÓȭ ÃÁÐÁÃÉÔÙ 
to play their legitimate role

Focus: Medicines R&D



ÅComplementarity with #EU4HEALTH Campaign

ï#EU4HEALTH Campaign: Making sure health is a priority in 
the EU post-2020

ï2019 Elections campaign: making sure patients play a role 
within health-related policies post-2020

EPF Elections Campaign 2019

Step 2 -Collecting stories
Step 1 ɀdefining 

our priorities
Step 3 ɀTargeted 

advocacy



Patient involvement 

3ÅÔÔÉÎÇ ÔÈÅ ÓÔÁÇÅ ÆÏÒ %0&ȭÓ ÐÁÔÉÅÎÔ-led Framework for Meaningful 
Patient Involvement 

ÅMapping the state of the art ςcollecting 
initiatives of patient involvement in 
different parts of healthcare

ÅPatient rights ςŘǊŀŦǘ ǇŀǇŜǊ ŦƻǊ ƳŜƳōŜǊǎΩ 
feedback 

In our project portfolio:

ÅCOMPAR-EU: ranking effective self-
management interventions ςάǇŀǘƛŜƴǘ 
ǇǊƛƻǊƛǘƛŜǎέ ǘŀǎƪ 



Health Literacy as an enabler of PE

Testimonials
Objective, 

evidence-based 
research

A pilot workshop

Building Vaccines confidence in the patient community

Å Pilot Project

Å Objective: Understanding and countering vaccine hesitancy

Å First step: EPF survey - STILL OPEN UNTIL 16 APRIL! 

Å Evidence-based, needs-oriented information tools 



#2 Sustainable Healthcare

for all



Å Promotion of the Roadmap and 
awareness raising of the UN SDGs

Å New EPF Working Group on Universal 
Access to Care (2 meetings)

Å Cooperation with the Patient Access 
Partnership (PACT)

Å Focus on Access to medicines and 
their affordability ςupdate of 9tCΩǎ 
ǇŀǇŜǊ άtǊƛŎƛƴƎ ŀƴŘ ±ŀƭǳŜέ (2016) 

Å Information on generic and biosimilar 
medicines 

Universal Access to Healthcare

The Roadmap as a compass!



Activities

ÅtǊƻƳƻǘƛƻƴ ƻŦ 9tCΩǎ ǊŜŎƻƳƳŜƴŘŀǘƛƻƴǎ ŀƴŘ 
materials on equal treatment and inclusion in 
the workplace (also throughout CHRODIS+)

ÅCooperation with the EU Fundamental Rights 
Agency

ÅStrengthening allianceswith NGOs 
representing groups vulnerable to social 
exclusion

Å Implementation of the European Pillar of 
Social Rights and relevant initiatives

Social Inclusion and Non-discrimination

Advocacy to end discrimination and stigma & promote 
ÐÁÔÉÅÎÔÓȭ ÒÉÇÈÔÓ ÁÎÄ ÉÎÃÌÕÓÉÏÎ ÏÆ ÐÁÔÉÅÎÔÓ ×ÉÔÈ ÃÈÒÏÎÉÃ 
diseases in healthcare, employment, education and society 



ÅContribution to the OECD PaRISinitiative on 
indicators ςPROMs and PREMs (PRIMs)

ÅEnsuring patient-centrednessŀƴŘ άǿƘŀǘ 
ƳŀǘǘŜǊǎέ ǘƻ ǇŀǘƛŜƴǘǎ ŀǊŜ ƳŜŀǎǳǊŜŘ ŀǎ ǇŀǊǘ ƻŦ 
healthcare quality;

ÅDialogue with our members on what 
ŎƻƴǎǘƛǘǳǘŜ άƘƛƎƘκƭƻǿέ ǾŀƭǳŜ ŎŀǊŜ ŀƴŘ άǿŀǎǘŜέ 
ςpolicy brief 

ÅEngaging with WHO Europe on health systems 
strengthening

Health System Performance

Patient Safety, Quality and Patient-centeredness 



ÅDefining 9tCΩǎ ǎǘǊŀǘŜƎȅ & the patient 
ŎƻƳƳǳƴƛǘȅΩǎ Ǿƛǎƛƻƴ ŦƻǊ ŘƛƎƛǘŀƭ ƘŜŀƭǘƘ 

Å Informing you about digital health and 
health data: development of info resources

Å Identifying principles for patient-centred 
digital health 

ÅNew! Working group on digital health 

and health data

ÅEPF patient survey 

Digital Health & Health data

For patient-centred digital healthcare solutions & services



#3 Contributing to 

effective research and 

regulatory frameworks



Advocacy:

ÅConsultation with EPF membership ςuntil 
27 April + liaison with EU policymakers 

ÅCooperation with the HTA Network 
Stakeholder pool

ÅCooperation with HTAi

In our project portfolio: 

EUNetHTAJoint Action 3: focus on early 
dialogues, governance, re-use and national 
uptake of assessments

Health Technology Assessment

Feeding the patient perspective to EU legislative proposal



Cross-border healthcare 

ÅNext COM report on implementation due October 2018 

ÅEngage with patient organisations in Member States to get 
their perceptions 

Medical devices 

Å Lay-friendly information 

aŜŘƛŎƛƴŜǎ ǎŀŦŜǘȅΣ ǇƘŀǊƳŀŎƻǾƛƎƛƭŀƴŎŜΣ tL[Χ

Å via engagement with EMA 

Paediatric Regulation

ÅWatching brief on developments 

Other EU regulation 

Focus on information, monitoring, patient perspective 



And also¢



ÅSustainability of EPF 2019-2021

ÅPreparing the Constitutional 
reform 2019

ÅCooperation with our key allies: 
WHO, OECD, EMA, ECDC, HCP 
ƻǊƎŀƴƛǎŀǘƛƻƴǎΣ ƛƴŘǳǎǘǊȅ ǇŀǊǘƴŜǊǎΧ

ÅImproving our internal and 
external communications further

Other challenges
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EPF Budget 2018 -Overview



Public funds 
(European 

Commission)
24%

Membership fees
1%

Private funds
62%

EUPATI
13%

Income 2018

EPF Income 2018



Expenditures 2018

720,868.00 , 
36%

431,285.00 , 
22%

268,746.00 , 
13%

476,879.00 , 
24%

104,936.00 , 
5%

Operations & Engagement Capacity-Building Programme

EUPATI Projects

Project development



Expenditures 2018 ɀCore operations

Operation
s (AGM, 
Policy 
work, 
Youth 

meetings
Χύ

86%

Incentives 
Workshop

2%

Elections campaign 2019
12%

720,868.00 , 
36%

431,285.00 , 
22%

268,746.00 , 
13%

476,879.00 , 
24%

104,936.00 , 
5%

Operations & Engagement Capacity-Building Programme

EUPATI Projects

Project development



Expenditures 2018 ɀCapacity-building

Coordination
12%

European 
module on 

empowering 
leadership

24%

Digital health 
6%

Patient 
Advocacy 
Seminar

16%

Vaccines 
literacy

16%

Nutrition 
initiative

5%

Summer 
Training for 

Young Patient 
Advocates

20%

European 
Health 

Parliament
1%

720,868.00 , 
36%

431,285.00 , 
22%

268,746.00 , 
13%

476,879.00 , 
24%

104,936.00 , 
5%

Operations & Engagement Capacity-Building Programme

EUPATI Projects

Project development



Expenditures 2018 ɀProject portfolio

720,868.00 , 
36%

431,285.00 , 
22%

268,746.00 , 
13%

476,879.00 , 
24%

104,936.00 , 
5%

Operations & Engagement Capacity-Building Programme

EUPATI Projects

Project development

EUNetHTA 
JA3
1%

Chrodis +
6%

PROSTEP
3%

PREFER
3%

ComparEU
21%

PARADIGM
63%

EHDEN
1%

EFO EUPATI
2%



2018 Expenditures by type

Personnel costs
56%

Administrative costs
11%

Costs relating to 
operations (running 
of events, meetings, 
impelmentation of 

the CBP, etc)
31%

Subcontracting
2%
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Public funds 
(European 

Commission)
24%

Membership 
fees
1%

Funding 
from the 
private 

sector 62%

EUPATI
13%

2018

EPF Income 2017 vs 2018

Funding from 
the public 

sector
54%

Funding from 
the private 

sector
44%

Membership 
fees
1%

Interest and 
other income

1%

2017



Evolution of income 2011-2018

 -

 500,000.00

 1,000,000.00

 1,500,000.00

 2,000,000.00

 2,500,000.00

2011 2012 2013 2014 2015 2016 2017 2018
(projection)

Public funding Private funding Foundations

Membership fees Other (interest) Total Income



Å9tC ǿƛƭƭ ΨōǊƛŘƎŜΩ нлму ŦƛƴŀƴŎƛŀƭƭȅΣ ǿƛǘƘƻǳǘ ǳǘƛƭƛǎƛƴƎ ǊŜǎŜǊǾŜǎ
ïCost savings internally

ïStreamlining our work plan ςdelivering quality with fewer resources

ïNew ventures

ÅWorkshop on incentives, Vaccines Project, Nutrition Initiative, etc.

ï Intense work with current and new sponsors - 35+ companies, TA

ïOverheads from major projects such as PARADIGM

ïOngoing political work with the Commission, European Parliament to 
find a solution for 2019 and beyond , but NO reliance on this

ÅBalance between public and corporate funding no longer 
there

No operating Grant -Repercussions

Extremely difficult  few months , but 



Å Uncertainty re. future of health collaboration post-
2020ςour positioning in (co)-leading the campaign, 
convening the players;

Å Despite  no core funding, still seen as THE 
interlocutor with the Commission on crossςcutting  
patient/ health issues;

Å Increased profile as a responsible public health 
NGO, ŀǎ ǿŜƭƭ ŀǎ ǘƘŜ ǇŀǘƛŜƴǘΩǎ ǾƻƛŎŜΤ

Å EPF as a pan-European organisation ςnew 
relationships with WHO Europe, sister organisations;

Å New opportunities ςleading the discourse and 
providing the solutions on patient involvement in 
health systems ςcreating a framework.

Political context ɀEPF yet stronger



Å Industry Roundtable in June 2018;

ÅAdditional fundraising expertise building on our existing 
knowledge base;

ÅSeveral prospective EU funded projects in the pipeline ςlink 
with our Strategic Plan and values;

ÅOwn Congress 2019 ςplatform for visibility and income ς
generating;

ÅOn-going advocacy work with the EU Institutions- also in the 
context of the next EU Programming Period.

Sustainability Strategy 

Discussed and agreed by EPF Board December 2017
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ÅMandate to examine this (AGM 2017) 

ÅDocument circulated with AGM 2018 pre-reads 

ïProductive discussions with IAPO in August and 
ŀƎǊŜŜƳŜƴǘ ŦƻǊ 9tC ǘƻ ǿƻǊƪ ǿƛǘƘ Ψ 9¦ ƴŜƛƎƘōƻǳǊƘƻƻŘ 
ŎƻǳƴǘǊƛŜǎΩ

ïConfirmed interest from WHO-Europe to support process 
(Memorandum of Understanding, Mapping of 
neighbourhood countries through national WHO offices ) 

EPF and wider Europe



Geographic area

UK
(post Brexit) 

EFTA (Iceland, Liechtenstein, Norway and Switzerland)

Western Balkans: Montenegro, 

Serbia, Albania, Bosnia and 

Herzegovina, Kosovo

EU East Neighbourhood 
Countries: Belarus,Ukraine,

Georgia, Moldova, 

Azerbaijan, Armenia


