
EUPATI

European Patientsô Academy
on Therapeutic Innovation



Â A Public Private Partnership *

Â A key pan-European initiative 

Å to build patient competencies and expert capacity 

Â A patient-led project

Å European Patientsô Forum

Å Courses run by European Group for Good

Clinical Practice

Â Advisory bodies & codes committed

Å for independence and good governance

ïEMA, Swissmedic, MHRA, BfArM, AIFA

ïEunetHTA

*2012-2016: Resources composed of financial contribution from the European Union's

Seventh Framework Programme and in-kind and financial contributions from EFPIA 
companies

EUPATI partners
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Changes in expectations to research

Â Molecular targets

Â Genome sequencing

Â Precision and personalised medicine

ÅSmall trials 

ÅBiomarkers

ÅCompanion diagnostics

Ç Increased complexity 

Ç Interdisciplinary work-relations

Ç Impact is more than a clinical health-index, value to society

Ç Outcomes are patient reported benefits  

Ç more than a publication or number of references
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Changes in expectations to patients

Patients can and do help:

Â Prioritize research questions

Â Define research population

Â Prioritize endpoints

Â Protocol design

Â Scientific advise

Â Language advise

Â PRO

Â HQOL

Â HTA

Â Patient information
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Window of
opportunity

relationship 
between 
researchers, 
regulators, 
industry, 
patients



Dimensions of patientsô engagement
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Consultation

Information

Dual directed
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power
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Process
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Data control
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ownership

Manipulation

Placiation

Information

One way

Non-participation                 Involvement Engagement



6

Patientsô contribution in every step
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Research design

and Planning

Design of Protocol               

Informed Consent Study reporting

Post-study 
communication

Patient Info 

Leaflet 

Trial steering committee

Investigators Meeting     

Level of expertise in the disease area required:

mediumhigh  

Practical con-

siderations

Health Technology 
Assessment

Protocol 

Synopsis:
design, 

comparators

endpoints

Research

priorities

Setting

research

priorities               

Fundraising

Research conduct and

operations

Ref.: Geissler, Ryll, 

EPALCO (2014, unpublished)

Regulatory affairs  

Scientific Advise         

Dissemination,

communication,

post-approval

Risk communication

Adverse drug eventsInformation to 

trial participants

Data Monitoring Committee               

Interpretation of results
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Public distrust and lack of knowledge

Â Only 6-12% of cancer patients
participate in clinical studies

Â 75% of Phase II-IV studies delayed due to slow 
patient recruitment

Â In Denmark patients are positive about 
participation

What happens?

Â Bad image one reason for delayed generation of 
meaningful clinical data

Â Patients do not have the knowledge about R&D 
process



What does EUPATI do?

- We bring knowledge and insights
-We build patientsô capacity  
ïWe inform the public



Patientsó roles are part of every key area

EUPATI key areas of medicinesô R&D

Â Discovery of Medicines & Planning of Medicine Development

Â Non-Clinical Testing and Pharmaceutical Development

Â Exploratory and Confirmatory Clinical Development

Â Clinical Trials

Â Regulatory Affairs, Medicinal Product Safety, Pharmacovigilance and 
Pharmaco-epidemiology 

Â HTA principles and practices
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EUPATI Patient Experts
Training Course
-- for expert patients

EUPATI at different levels

EUPATI Educational 
Toolbox
-- for patient advocates

EUPATI 

Internet Library
-- for the health-interested public

Á e-learning, 18 months

Á 2 face to face course modules

Å assessment

Á Slide shows, factsheets, 
videos and webinars, glossary

Á 'print ready' content

Á Glossary - Encyclopaedia 

Á Short video documentaries

Á Patient interviews

Á Micro-lectures (as podcasts)

Á Images, diagrams 
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Patient involvement increase

52Ą72%

44Ą72%

8Ą52%

12Ą40%

4Ą8%

Ref.: EUPATI, 2016: Survey, 98 patient representatives

Patientsô  tasks before education Patientsô  tasks after education

Leadership

in patient org.

Speakers at conf.

ADVISING:

Pharma

Regulatory bodies

Reimbursement
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EUPATI Patient Experts
Training Course
-- for expert patients

EUPATI education at different levels

EUPATI Toolbox
-- for patient advocates

EUPATI 

Internet Library
-- for the health-interested public

Á Slide shows, factsheets, 
videos and webinars, glossary

Á óPrint ready' content

Á Glossary - Encyclopaedia 

Á Short video documentaries

Á Patient interviews

Á Micro-lectures (as podcasts)

Á Images, diagrams 
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Á E-learning, 18 months

Á 2 face to face course modules

Å Assessment
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EUPATI Toolbox
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www.eupati.eu
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EUPATI Toolbox
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Articles

www.eupati.eu
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EUPATI Toolbox
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Articles

www.eupati.eu

PowerPoints
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EUPATI Toolbox
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Articles

www.eupati.eu

PowerPoints

Infographics
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EUPATI Toolbox
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Articles

www.eupati.eu

PowerPoints

Infographics
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EUPATI Toolbox
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Articles

www.eupati.eu

PowerPoints

Infographics
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Toolbox
success
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EUPATI Denmark



21

EUPATI Denmark

Á EUPATI Denmark established November 2015 by
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Experiences: framework and process

LEAD CONTRIBUTIONS

Patient as research 

partners

Led by academia

Refine research topics

Educated in specific methodsïinterviewers

Discuss research findings and interpretations

Patient Advisory Board in 

pharmaceutical company

Patient journey brings understanding to pharma

Patients help prioritise research topics

Feedback to 
Å study protocol

Å language / tone-of-voice

Å Informed consent form

Å product information

Shared study: survey and 

interviews

Patient organisation own

ALL data

Patient organsiation:
Å QOL 

Å information and support needs among members

Industry:
Å need for treatment

Å willingness to participate in clinical trial

Å risk/benefit balance for new medical treatment



EUPATI Denmark in 2017  

We will

- be online Web site 

Toolbox translated into Danish

- partner with

Authorities

(Clinical) research institutions

Biobanks

- organize public

Meetings

Workshops 

Webinars

- contribute New Medicines Council, patients in

Nordic EUPATI Network
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Academic perspective
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Boote (2010)



25

Why?
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Â #1: Ethical / moral
Patients are the reason the research is being conducted, and have a 
right to be involved. Publically funded research is conducted with tax-
payersô money and is therefore answerable to the public.

Â #2: Epistemological
There are experiential insights that only patients can bring to research; 
patients are experts in the experience of their own disease.
As researchers òwedonôtknow what wedonôtknowò.

Â #3: Consequential
By involving patients in research, we get research of higher quality
(relevant questions and outcomes, user-friendly, assisted with 
recruitment and dissemination).

Boote (2010)
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Academic perspective:
How?
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Â Communication

Á Common language and understanding

Á Avoid overburdening

Á Educating ourselves and each other

Á Patients in the drivers seat

Á Humbleness; how can we improve our
research


