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Status Report Summary
Commencing in the second year of the two-year EFO-EUPATI project, Task 4.3 within
Workpackage 4 aims to provide teaching and coordination support to promote the
development of Patient Education and Training Programmes at the national/regional level. As
the starting point to this task, the status of such activities has been surveyed across the ENP
network in September 2019 and updated in April 2020. Based on that survey, the status can
be summarised as follows:

3 ENPs have EUPATI based Patient Expert Training
Courses
EUPATI type Patient Expert Training Courses provide patients and patient advocates
expert-level training in medicines research and development. Ireland, Italy and the
Netherlands have adapted the course in part or in full to deliver patient education and
training programmes. Greece is currently preparing such a course.

12 EUPATI toolbox translations
The EUPATI Patient Expert Training Course content is available as the “EUPATI Toolbox on
Medicines R&D” translated into many of the languages of member countries including English,
French, German, Spanish, Polish, Italian, Russian, Dutch, Danish, Portuguese, Romanian,
Swedish.

4 ENPs have EUPATI based Mini-Courses
Parts of the EUPATI Patient Expert Training Course content has been developed as mini
courses. Belgium; Portugal; Spain and the UK have used such material to develop and
implement mini courses and workshops.

14 ENPs have other patient education and training
initiatives
Many member countries (including Belgium; Denmark; France; Finland; Germany;
Ireland; Luxembourg; Norway; Portugal; Slovakia; Spain; Sweden; Switzerland; UK) have
developed various patient education and training initiatives other than EUPATI based
patient expert training courses.

The majority of ENPs are actively developing and
implementing patient training initiatives
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Background
Development and implementation of patient training initiatives in EUPATI member countries
is facilitated by Task 4.3 Support the Implementation of Patient Education Initiatives (Month
12–24). This task aims to provide teaching and coordination support to promote the
development of Patient Education and Training Programmes at the national/regional level. It
will develop and implement procedures, topics and templates for nationally/regionally
required education and training initiatives. This will include concepts for face-to-face/blended
learning and webinar-based teaching opportunities, pre-requisites for establishing the
EUPATI course on a local level and other teaching options like train-the trainer courses
according to the needs and opportunities of the ENPs. Template education/training
guidelines, terms of reference, codes of conduct, work plans, reporting templates, cost
sheets, confidentiality agreements, checklists, etc. will be prepared and shared with the ENPs,
with a focus on maintaining the quality of information and training provided through the
EUPATI course as well as the Irish education programme.

Figure 1 EUPATI National Platform (ENP) network including Austria; Belgium; Cyprus; Denmark; France; Finland;
Germany; Greece; Ireland; Italy; Luxembourg; Malta; The Netherlands; Norway; Portugal; Romania; Slovakia;
Spain; Sweden; Switzerland; Turkey; UK.

A report describing the preparatory and implementation work that is likely to be carried out
by the different patient education training programme partners, will be produced in Month
3

24. This will include a consultation with ENPs through WP4 leadership, which will allow them
to share promising processes and practices of patient education/training in their respective
countries.

In the meantime, this current report is on the status of the development and
implementation of patient training initiatives in EUPATI member countries (highlighted
in Figure 1) in Sept. 2019 and updated in April 2020 based on collecting information from
each ENP.

EUPATI based Patient Expert Training Courses
The EUPATI Patient Expert Training Course provides patients and patient advocates expertlevel training in medicines research and development. The Course is a blended mixture of elearning coursework and face-to-face training events over 15 months.
The first course cycle kicked off in October 2014 and ran until December 2015. The second
course started in September 2015 and ended in November 2016. The third expert patient
course 56 participants ended in 2018 with the last graduates finishing in December. The
fourth course finished recruiting participants in October 2019.
More than 150 patient experts in three cohorts have graduated from the course since 2014.
The EUPATI fellows have acquired skills and knowledge to make significant, active
contributions in high level processes of patient involvement in medicines research and
development in Europe.
The course uses six modules to teach participants about the process of medicines
development including patient involvement in these processes.
➢
➢
➢
➢
➢

Module 1 Discovery of Medicines & Planning of Medicines Development
Module 2 Non-Clinical Testing and Pharmaceutical Development
Module 3 Exploratory and Confirmatory Clinical Development
Module 4 Clinical Trials
Module 5 Regulatory Affairs, Medicinal product Safety, Pharmacovigilance and
Pharmacoepidemiology
➢ Module 6 Health Technology Assessment (HTA)
The content of the course is available for free download for use by those who want to run the
EUPATI Patient Expert Training Course. The content of the course is available for free
download https://www.eupati.eu/download/ under a Creative Commons AttributionNonCommercial-ShareAlike license.
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Figure 1 highlights the three countries, Ireland, Italy and the Netherlands, that have availed
of the EUPATI Patient Expert Training Course in part or in full and adapted it to their national
context to deliver patient education and training programmes. Greece is currently preparing
such a course.

Figure 2 EUPATI based Patient Expert Training Courses in Ireland; Italy; The Netherlands; and in preparation in
Greece.

In Ireland, the first Patient Education Programme came to a close in March 2019 with a
graduation for all 19 students. It marked a very successful end to the pilot programme in
which patients, carers, students, education partners and IPPOSI worked together to promote
patient education on clinical trials, regulatory affairs and health technology assessment. The
course comprised a mixture of e-learning and face-to-face workshops. The second course
started with 25 students in Jan. 2019 from which 23 graduated in Nov. 2019 including a Good
Clinical Practice Certificate award. See https://www.ipposi.ie/our-work/education/patienteducation-programme/for additional information on the course.
The IPPOSI Patient Education Programmes were supported by a combination of the Health
Research Board, unrestricted grants from IPPOSI Industry members (Abbvie, GSK, Janssen,
Pfizer) as well as in-kind resources from IPPOSI and the Programme Education Partners.
On the strength of successful patient education programmes in 2017 and 2019, funding has
been secured by IPPOSI for patient education programmes for 2021 and 2023. In 2020, an
editorial board will be established to look at new content with new education partners. New
areas of focus will be developed as new modules for example on ethics and medical devices.
For further information contact Derick Mitchell dmitchell@ipposi.ie at IPPOSI (The Irish
Platform for Patient Organisations, Science and Industry).
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The first expert patient training course in Italy started in Nov. 2018. It comprised 160 hours
of e-learning, managed through a Moodle platform with 6 conclusive tests, and 60 hours in
the classroom divided into 6 face-to-face meetings. These meetings involved 23 expert
speakers from Universities, Drug Agency, Pharmaceutical Companies and Expert Patients
already graduated in Europe. 52 students from all over Italy started the course, of which 32
were also representatives of patient associations with a decision-making role. 41 students
successfully completed the course in Sept. 2019 and obtained the certificate of participation
in the course which qualifies them as an "EUPATI Expert Patient". A website
http://www.forumpazienti.it/ is entirely dedicated to the course.
A new course is scheduled for 2020. For further information contact Silvia Starita
s.starita@accademiadeipazienti.it at the Accademia dei Pazienti.
In the Netherlands in September 2019, the kick-off of the first course took place at
PGOsupport. During an event with all stakeholders, the Secretary General of the Dutch
Ministry of Health and Matthew May (EUPATI) first addressed the students via a video
message. After this, students and other attendees engaged in an interactive program on the
‘soft skills’ that are crucial for effective patient engagement. Together with the Dutch EUPATI
fellows of the European program the program was officially launched!
EUPATI NL is the first training program in the Netherlands that really focusses on patient
representatives in the field of medicine research and development. Five working groups with
experts from academia, industry, governmental agencies and patients adapted the EUPATI
program to the Dutch language and context and were able to realize an up-to-date and
relevant curriculum.
From nearly 50 candidates, 18 were selected to start with the first cohort. All students are
experienced patient representatives, most of them actively involved in a patient organisation.
The set-up and delivery of the EUPATI NL course closely resembles the European example,
with self-study via the e-learning modules and face-to-face meetings for additional training
and networking. For the latter, the aim is to select the meeting locations that are directly
relevant for the content of a specific module. Various stakeholders from academia, industry
and governmental organisations collaborate with the EUPATI NL team at PGOsupport to make
the training a success. The first cohort of EUPATI NL students is expected to graduate in
December 2020.
For more information contact the program co-ordinator, Annemiek van Rensen
eupati@pgosupport.nl at PGOsupport.

The EUPATI Patient Expert Training Course provides patients and patient advocates
expert-level training in medicines research and development. Ireland, Italy and the
Netherlands have adapted the course in part or in full to deliver patient education and
training programmes. Greece is currently preparing such a course.
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EUPATI Toolbox Translation
Parts of the EUPATI Patient Expert Training Course content is available as the “EUPATI Toolbox
on Medicines R&D” at www.eupati.eu. The Toolbox covers most of the topics of the EUPATI
course in an easily accessible form and translated into many languages including English,
French, German, Spanish, Polish, Italian, Russian, Dutch, Danish, Portuguese, Romanian,
Swedish. Figure 3 shows countries for which the translation of the EUPATI toolbox is complete
(green) and in progress (orange).
In some cases, for example for Portuguese, translations were delivered in early 2018 but due
to a combination of management of the EUPATI website and technical changes during the
evolution of the website, the material is still (June 2020) not publicly available. This delay has
severely limited Portuguese audiences from benefiting from toolbox material. Furthermore,
the delay in sharing translated material has impacted training opportunities in Portuguese.
Similarly, the toolkit has been translated into Swedish, but is not yet available on the EUPATI
website.

Figure 3 Translation of the EUPATI toolbox complete (green) in English, French, German, Spanish, Polish, Italian,
Russian, Dutch, Danish and in progress in Portuguese; Romanian; and Swedish.

The EUPATI Patient Expert Training Course content is available as the “EUPATI Toolbox
on Medicines R&D” translated into many of the languages of member countries.
7

EUPATI Mini Courses
Parts of the EUPATI Patient Expert Training Course content has been developed as mini
courses https://www.eupati.eu/starter-kits/. The EUPATI mini courses provide links to
relevant background reading in the toolbox and associated PowerPoint slide decks and media
in order to prepare a single or multi-day training on various topics including:
➢
➢
➢
➢
➢
➢
➢
➢

Starter Kit- Community Advisory Boards
Information & consent in trials
Protocol design
Medicines safety
Health Technology Assessment
Ethics Committee
Data Monitoring Committees
Setting Research Priorities

ENPs in Belgium; Portugal; Spain and the UK have developed and implemented mini courses
and workshops (Figure 4).

Figure 4 EUPATI based Mini Courses developed in Belgium; Portugal; Spain; and the UK.

Belgium has developed workshops based on the EUPATI Clinical trials and Ethics Committees.
ENP Portugal has provided a mini course on Information and Consent in trials in February
2019, hosted by Infarmed (National Authority of Medicines and Health Products, I.P.). The
8

mini course was organized for 8 hours training, in two sessions. From the 31 registrations, 29
were from patient organizations’ representatives. The mini-course was adapted from the
EUPATI Mini-course starter kit. The overall evaluation from the trainees was very positive.
EUPATI Portugal was also invited as a lecturer for the 2nd edition of the training course
provided by Infarmed to patients’ organisations to speak about how patients’ organisations
could be involved in HTA procedures, the material of the mini-course on Health Technology
Assessment was used.
Portugal is planning to organize a mini course on patient involvement in ethics committees.
It was also foreseen to have a 2nd edition of the mini course on Informed Consent in the
northern region of Portugal or in an interactive digital platform. It is also planned to present
a proposal to Infarmed for the next training courses to empower patients’ organisations to
provide their contribute to the agency’s procedures.
In 2019 the Spanish ENP (within the Plataforma De organizaciones de pacientes - Spanish
Patient organisation platform) implemented the Clinical trials module based on EUPATI
material and adapted to the Spanish context. The course comprises 60 hours of e-learning,
face-to-face workshops and individual mentoring and is supported by industry.
The UK ENP (within the European Patients’ Academy) organised three separate workshops in
London, Leeds and Glasgow to introduce and explore the phases of clinical research and the
role that patients and patient advocates can play as they contribute to medicines research
and development. This course was designed to demonstrate practical and useful examples of
meaningful contributions that can be made by patients and their advocates.
Parts of the EUPATI Patient Expert Training Course content has been developed as mini
courses. Belgium; Portugal; Spain and the UK have used such material to develop and
implement mini courses and workshops.

Other patient education and training initiatives
Apart from adaption of the EUPATI Patient Expert Training Courses or translation of the
EUPATI toolbox, several ENPs (Figure 5) have developed other patient education and training
initiatives.
In Feb. 2019, the ENP in France took part in the organisation, at the Toulouse University
Hospital, of a two-day training course for patients which comprised presentations, workshops
and on-site visits (at the Clinical Investigation Centre and at the Research Imaging Platform).
Beside the fact that EUPATI and the EUPATI toolbox were presented during the training
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course, some of the presentations were based on material available in the toolbox (“Clinical
research: What is it? Why? - Definitions, origin and evolution”, “Clinical research: How? Who?
Where? - Conditions and actors” and “A trial in real life”). This enabled highlighting how the
toolbox’s content can be used to create teaching material. The feedback from the 11
participants was very positive.
In April 2019, the Irish platform, IPPOSI, organised a media training and public speaking
sessions for patient members and others. 13 participants undertook a detailed study of storytelling, media engagement and presentation delivery across two days.
Luxembourg has organised several patient educative activities including workshops to better
understand the world of medicine organised in close collaboration with patient organisations
and presentations of EUPATI to researchers. Further workshops are planned.
Norway’s ENP organises a bi-annual course at Oslo University Hospital on Patient engagement
in research.
Poland has many and diverse patient education and training activities. A public governmental
educational campaign for patients and doctors was launched in November 2018 called
Patients in Clinical Trials (“Pacjent w badaniach klinicznych”). The formal webpage with
general information about clinical trials is only the first step in this project initiated by the
patients' environment (PUOP and Urszula Jaworska Foundation). It is a highly collaborative
effort involving the Ministry of Health, a public partner and honorary patrons, the Patient
Rights Ombudsman, the Ministry of Enterprise and Technology, the Polish Development Fund,
the Association for Good Clinical Practice, Infarma (The Employers' Union of Innovative
Pharmaceutical), and POLCRO (a Polish CRO Organization).
Patients in Clinical Trials is just the beginning, other aims include setting up a helpline at the
Patient Rights Office, public media campaigns, meetings and training for patients and doctors.
Various forms of education are targeted to strengthen patient awareness of the development
of innovative therapies and the importance of patient participation.
The Association for Good Clinical Practice in Poland (GCPpl), closely involved with the Polish
ENP, has established a network of educators – experts in clinical trails who provide as
volunteers presentations on clinical trails at meetings and workshops with patients. The
standard slides and information materials in polish are available for all educators for training
purposes.
Slovakia delivered an expert patient training from October 2018 to April 2019. The course
content included legislation, economics, treatment and education of patients. The course was
prepared by experts from the European Academy of Patient Education, EUPATI, teachers from
the Slovak Academy of Educated Patients at the Slovak Medical University and other experts
from private and public institutions. The course consisted of lectures, interactive workshops
and a final thesis. They opened a new expert patient training in October 2019 and aim to finish
in June 2020.
For the past three years, EUPATI Switzerland has organised a Swiss Patient Forum addressing
topical concerns of local patients in national languages. In 2017, the forum focused on Patient
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information. In 2018, the forum addressed the topic of patients’ quality of life. The Digital
Patient was the topic for 2019. Plans for 2020 include developing and delivering a Swiss specific
training module; conducting Swiss Patient Forum on patients in a pandemic; and developing
a German webinar as result of the EFO region 2 joint activities.

Figure 5 Various patient education and training initiatives (other than EUPATI based patient expert training
courses) in Belgium; Denmark; France; Finland; Germany; Ireland; Luxembourg; Norway; Portugal; Slovakia;
Spain; Sweden; Switzerland; UK.

Many member countries (including Belgium; Denmark; France; Finland; Germany; Ireland;
Luxembourg; Norway; Portugal; Slovakia; Spain; Sweden; Switzerland; UK) have
developed various patient education and training initiatives other than EUPATI based
patient expert training courses.
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Overall Status of the Development and
implementation of patient training initiatives in
EUPATI member countries
In order to develop education and training opportunities at the national level, stakeholders
(patient communities, academia, industry and authorities) in medicines R&D are engaged in
and encouraged to support training initiatives within their country. These education
opportunities range from replicating EUPATI-like training courses at the national level, to
tailored training initiatives on specific areas of Medicines R&D where existing infrastructure
and resources can be leveraged within the country.
Task 4.3 within WP4 of the EFO-EUPATI project aims to provide teaching and coordination
support to promote the development of Patient Education and Training Programmes at the
national/regional level. To date ENPs have organised a range of patient education and training
initiatives including EUPATI based Patient Expert Training Courses; translation of the EUPATI
toolbox; EUPATI based mini courses; training courses and workshops; patient forums and
conferences. It is clear from these efforts represented, geographically in Figure 6, that the
majority of EUPATI member countries are actively developing and implementing patient
training initiatives.

Figure 6 All patient education and training initiatives across the ENP network including EUPATI based patient
expert training courses; EUPATI toolbox translation; and other initiatives).
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For the second year of the EFO-EUPATI project, Task 4.3 is examining the procedures, topics
and templates including concepts for face-to-face/blended learning and webinar-based
teaching used to implement an expert patient training course in Ireland and compared with
those in Italy and the Netherlands. A package or repository of such information and tools for
establishing a EUPATI-based course on a local level is being prepared with a view to making
them available within the ENP network using the Patient Portal developed within WP3.
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