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About EPF

- Independent & non-governmental
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- Umbrella organisation

- Active since 2003

EU patients’ voice

patients’
organisations

74 patients’ groups
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Mission and vision

b

uential patient
> alth and related
policies and a driving force to advance

patient empowerment and patient access
in Europe.”



The Added Value of Patient Organisations — a survey and publication

280 respondents : Policy & Advocacy

Top 4 advocacy activities

reported:

e Monitoring policies and

on informing members (72%);

. y * Responding to consultations

policy-making, ba - (72%);

* Meeting with decision-
makers (76%);

e Participating in advisory

bodies (EU or national) (76%).



Huge discrepancies reported by POs

Inequities in the patients’ voice

rced

nfluence of
patient organisa

But, profound complexities and challenges can sometimes fast-track

7 solutions — Bulgaria, Lithuania
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Some challenges

* Lack of performance measurement — or
rather lack of knowledge on how to measure
the impact of patient organisations?
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Some drivers
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® Effective use of resources

* Solidarity ?Q
® Shared learning 9 ’
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* Alliances with the broa Ith stakeholder community

* Explicit commitment to transparency
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Patients Active in Research and Dialogues
for an Improved Generation of Medicines

0 EUROPEAN MEDICINES AGENCY
SCIENCE MEDICINES

cost product
clinicalmarkefacees®
NICESME
Research ethics HTA agencies and
committees committees

”ﬁ‘t EUPATI

European Patients‘ Academy
on Therapeutic Innovation

Clinical research
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Collaboration with * AllTrials’
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® patient empowerment,
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/) ® patient access, etc
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Improving Patient
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Research
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. Dissemination
Research design Research conduct and o
Communication

and Planning operations Post-approval

Fundraising Srmatia Reporting

for research Post-Study

Communication

Informed
Consent
Practical Health

Considerations Technology
Assessment

Medium expertise in
disease area required
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D EUPATI Toolbo» i Jsers frm 217 countries

D EUPATI Patient Expert Training Course (58 disease areas, 31 European countries,

course 3 complete)

/3> National Platforms in 18 European countries

See http://www.eupati.eu’
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Patients Active in Research a
for an Improved Generatio

gful, ethical,

innovative ates the ‘return on the

engagement’

develops processes and a set of metrics to measure the impact of patient engagement

/j See http://www.imi-paradigm.eu |



From policy to practice

<) PARADIGM

Patients Active in Research and Dialogues
for an Improved Generation of Medicines

®* People with Alzheimer’s — Alzheimer Europe

® Children and Young People with Chronic Diseases — St
Joan de Deu Hospital, Barcelona

Research and Design of
(3=, priority setting clinical trials

Early dialogues with
regulators and HTA bodies
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® Consultati

organisation - agent of

® Dialogue with Government and oublic health
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https://www.privateinternetaccess.com/blog/2012/05/big-brother-is-watching-007-style/
https://creativecommons.org/licenses/by-sa/3.0/
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https://creativecommons.org/licenses/by-sa/3.0/

on Patient

scientific ac of Ireland eHealth

® Charter on Medicines Assessmen Committee

and Reimbursement

/ This Photo by Unknown A
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https://creativecommons.org/licenses/by-sa/3.0/
https://creativecommons.org/licenses/by-sa/3.0/
https://creativecommons.org/licenses/by-sa/3.0/

UDIIC

onal

icipation in Health,
ive led by a group of
yatient and user organisations,
as discussed at the national parliament
with two parliamentary groups.



http://www.participacaosaude.com/charter-public-participation-health
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PATIENTS AS
CONVENERS




www.edpatientaccess.ed

NEWS / ABOUT US / PARTNERS / MEP INTEREST GROUP / WORKSTREAMS / CONTACTS

[ Better Access, Better Outcomes -
Shared Vision, Shared Responsibility ]
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Insights into Presidency related activities
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EU options for improving access to medicines
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Rapporteur in the INV Committee
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Data Saves Lives

Vision and Mission

ortal that

provide a trusted environment for dialogue
about the use of health data in Europe”




Future of health cooperation
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What are we asking for?

We call on the European Commission to step up coordinated EU action to tackle cross-
border health challenges.

"% All Policies for
%+ aHealthy Europe

Improving citizens’ well-being

Supporting Organisations

#europeforpatients






Training for Young Patient Advocates

In July, the third EPF Summer Training Course took place in Vienna on overcoming

discrimination -




Education and Training

Annual EPF Capacity Building Programme on Empowering Leadership and

Positive Organisational Governance

First face-to-face
module
Brussels, March



Some learnings

overage

olders together
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® POs should not ole , but powerful change
agents - -

Advocacy — then implementation- full circle approach is key
O
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Some learnings
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* Patient involvenr health systems’ strengthening —
much to be learned from pl in > cycle of medicines

The value of Public Private Partnerships

Trend towards pharma/technology/ digital/ data -new partnerships — POs — be

/ai?ead of the curve







