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Definitions 

Partners of the PARADIGM Consortium are referred to herein according to the following codes: 

- EPF. EUROPEAN PATIENTS FORUM (Luxembourg) – Project Coordinator 
- EURORDIS. EUROPEAN ORGANISATION FOR RARE DISEASES ASSOCIATION (France) 
- EATG. EUROPEAN AIDS TREATMENT GROUP (Germany) 
- AE. ALZHEIMER EUROPE (Luxembourg) 
- AIFA. AGENZIA ITALIANA DEL FARMACO (Italy) 
- HTAi. HEALTH TECHNOLOGY ASSESSMENT INTERNATIONAL (Canada) 
- IACS. INSTITUTO ARAGONES DE CIENCIAS DE LA SALUD (Spain) 
- FSJD. FUNDACIO SANT JOAN DE DEU (Spain) 
- VU-ATHENA. STICHTING VU (The Netherlands) 
- UOXF-CASMI. THE CHANCELLOR, MASTERS AND SCHOLARS OF THE UNIVERSITY OF OXFORD 

(United Kingdom) 
- EFGCP. EUROPEAN FORUM FOR GOOD CLINICAL PRACTICE (Belgium) 
- SYNERGIST. THE SYNERGIST (Belgium) 
- EFPIA. EUROPEAN FEDERATION OF PHARMACEUTICAL INDUSTRIES AND ASSOCIATIONS (Belgium) 

- Project Leader  
- MSD Corp. MERCK SHARP & DOHME CORP (United States) 
- UCB. UCB BIOPHARMA SPRL (Belgium) 
- ABPI. THE ASSOCIATION OF THE BRITISH PHARMACEUTICAL INDUSTRY (United Kingdom) 
- AMGEN. AMGEN LIMITED (United Kingdom) 
- BAYER. BAYER AKTIENGESELLSCHAFT (Germany) 
- GSK. GLAXOSMITHKLINE RESEARCH AND DEVELOPMENT (United Kingdom) 
- GRT. GRUENENTHAL GMBH (Germany) 
- JANSSEN. JANSSEN PHARMACEUTICA NV (Belgium) 
- LILLY. Eli Lilly and Company Limited (United Kingdom) 
- LUNDBECK. H. LUNDBECK AS (Denmark) 
- MERCK. MERCK KOMMANDITGESELLSCHAFT AUF AKTIEN (Germany) 
- NOVO NORDISK. NOVO NORDISK A/S (Denmark) 
- PFIZER. PFIZER LIMITED (United Kingdom) 
- ROCHE. F. HOFFMANN-LA ROCHE AG (Switzerland) 
- SERVIER. INSTITUT DE RECHERCHES INTERNATIONALES SERVIER (France) 
- VFA. VERBAND FORSCHENDER ARZNEIMITTELHERSTELLER EV (Germany) 
- SARD. SANOFI-AVENTIS RECHERCHE & DEVELOPPEMENT (France) 
- NOVARTIS. NOVARTIS PHARMA AG (Switzerland) 
- COVANCE. COVANCE LABORATORIES LTD (United Kingdom) 
- ALEXION. ALEXION SERVICES EUROPE (Belgium) 
- TEAM-IT. TEAM-IT RESEARCH (Spain) 

 

 Consortium. The PARADIGM Consortium, comprising the above-mentioned legal entities  

 Consortium Agreement. Agreement concluded amongst PARADIGM participants for the implementation 
of the Grant Agreement. Such an agreement shall not affect the parties’ obligations to the Community 
and/or to one another arising from the Grant Agreement. 
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1. Publishable Summary 

This deliverable aims to ensure that the selected PARADIGM project outputs have a clearly defined 
sustainability plan that facilitates their use by the community after the end of the project. It includes the 
sustainability plans for the selected PARADIGM outputs beyond the project and as well as the process followed 
to gather this information from the different Work Packages (WPs) involved in the development of these tools, 
listed as follow: 

- Monitoring & Evaluation framework (WP3) 
- Enhanced EUPATI industry guidance: suggested working practices (WP4) 
- Enhanced EUPATI industry guidance: events and hospitality (WP4) 
- Recommendation on the required capabilities for patient engagement (WP4) 
- Raising awareness on managing competing interests in a multi-stakeholder environment: 

Guidance to patients and engaging stakeholders (WP4) 
- Educational scenarios on competing interests and conflicts of interest (WP4) 
- PARADIGM Patient Engagement Toolbox (PE Toolbox) (WP4) 

 
It also includes a set of recommendations, based on the feedback and discussions with stakeholders, for the 
sustainability of the Patient Engagement Open Forum (PEOF) beyond the lifetime of the PARADIGM project. 
The output of this task is the set of recommendations focusing on the vision, mission, added value, guiding 
principles, governance, and financial aspects of PEOF202X, in Section 4. Results (b).  
 
These recommendations have been developed based on discussions with the three co-organisers of the PEOF 
during PARADIGM (PARADIGM, EUPATI and PFMD) and the insights gathered from several workshops and 
consultations with different stakeholders involved in the PARADIGM project such as patient organisations and 
academic teams as well as industry members. In general, stakeholders are keen that the PEOF continues to be 
organised after PARADIGM, given the added value that such an event would bring to the patient engagement 
community to advance patient engagement. However, the organisations involved in ensuring its continuation 
will also be responsible for deciding if and how PEOF should continue after considering financial viability, 
fundraising and governance. 
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2. Introduction 

PARADIGM Task 6.4 (T6.4) previously focused on defining the catalogue of patient engagement (PE) services 
by an entity organising patient engagement in Europe. However, since PARADIGM stakeholders showed 
preference for a scenario in which multiple organisations provide such services (and not a single entity), the 
scope of T6.4 shifted to providing a sustainability plan for the selected project outputs, including the PEOF. 
The previous task, which called for creation of a directory of services, seems in retrospect to have presumed 
a strong desire to create a one-stop shop for patient engagement services.  
 
Work Package 6 (WP6) decided to modify the scope of the T6.4. based on the result of the consultation for 
deliverable 6.3 (D6.3) that identified the preferences of PARADIGM stakeholders regarding the long-term 
sustainability of PE. The consultation results showed a preference for making PE almost mandatory in medicine 
development, combined with a diverse and broad offering of services developed by a multitude of 
organisations.  
 
With the new approach, T6.4 Sustainability of the PARADIGM outputs and the associated deliverable D6.4 are 
devoted to ensuring that the selected project outputs have a clearly defined sustainability plan that enables 
and facilitate its long-term use by the community. Within T6.4, the selected results per WP will be identified 
and, with the input of the WP Leaders, the following aspects will be detailed for each output:  

 Recommendations/plans on how it might be sustained and made available, when and by whom,  
 Further work necessary, if any, 
 Potential/expected impact. 
 

It was agreed that special attention would be devoted to the Patient Engagement Open Forum (PEOF), which 
has been positioned as a very welcome asset to gather and structure discussions within the PE community, 
with a specific aim of helping to follow through on the commitments of the PARADIGM project. Following 
discussions with the three sponsoring initiatives of the PEOF, a set of recommendations has been developed 
to serve as a basis to decide on the continuation of the PEOF after the end of PARADIGM. 
 
The new approach was approved by the PARADIGM Steering Committee and included in the first PARADIGM 
amendment submitted to IMI in June 2020. 

3. Methodology 

a) Sustainability tables of selected outcomes. 
 

It was agreed that there was a need to identify the project outputs to be considered in order to pragmatically 
define a sustainability plan for each relevant output. The final list of PARADIGM’s selected results to be 
included in the redefined T6.4 and D6.4 were agreed at Project Team level, during different meetings with the 
project coordinator, the WP6 leaders, the T6.4 leaders, with all stakeholders representation. Please see as 
follows: 

- Monitoring & Evaluation framework 
- Enhanced EUPATI industry guidance: suggested working practices  
- Enhanced EUPATI industry guidance: events and hospitality 
- Recommendation on the required capabilities for patient engagement  
- Raising awareness on managing competing interests in a multi-stakeholder environment: 

Guidance to patients and engaging stakeholders  
- Educational scenarios on competing interests and conflicts of interest 
- PARADIGM Patient Engagement Toolbox (PE Toolbox) 
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The purpose of the sustainability tables within this deliverable is to outline the sustainability plans of the 
PARADIGM selected outcomes in a single document to ensure their use beyond the PARADIGM project.  
 
It was decided that each of these sustainability plans would include the links of other PARADIGM tools so the 
potential users of these plans, tools and results have a broader and complete context and are able to take 
advantage of the interconnection between the different outputs. Regular communication with WP4 have 
occurred to ensure alignment given the joint work of T6.4 (sustainability of the tools) & T4.3 (Toolbox). All the 
outputs included within this deliverable will also be included in the D4.3. PARADIGM Patient Engagement 
Toolbox (PE Toolbox). 
 
During the Steering Committee and Project Team meeting held in December 2020, it was further agreed that 
a template would be produced to facilitate the development of the sustainability plans, and accompanying 
guidance notes. This template was built by the T6.4 leaders and was afterwards reviewed by WP6 major 
contributors. The template was then filled in by the developers of the tools and are listed above. The collected 
information is described in section 4. Results (a). 
 
The Sustainability Template Table is available for use by other project tasks that may be interested in outlining 
the sustainability of the generated results. See Annex I. 

 
b) Patient Engagement Open Forum (PEOF) sustainability 

 
It was agreed that special attention would be devoted to the Patient Engagement Open Forum (PEOF) as it is 
a very welcomed asset to gather and structure discussions within the patient engagement community.  
 
TEAM-IT (formerly SYNAPSE) as task leader, organised two meetings in early 2020 to initiate discussions with 
the three organisations powering PEOF in the timeframe of the PARADIGM project (represented by EPF, PFMD 
and EUPATI. 
 
A series of webinar consultations with stakeholders were conducted with the goal of getting initial feedback 
on the continuation of the PEOF after the end of PARADIGM (called PEOF202X). In advance of these 
consultations, the T6.4 lead developed a pre-reading document based on the outcome of the initial 
conversations with EPF, PFMD and EUPATI. 
 
It was considered of critical importance that the different stakeholders’ voices were brought into the 
conversation to ensure the multistakeholder approach, which is essential to build an integrated and efficient 
PE community. Therefore, industry members, patient organisations and academic teams within the 
PARADIGM project were invited to join these consultations that took place in April and May 2020. EPF and 
PFMD attended as co-organisers of previous editions of the PEOF. All feedback received (both during and after 
the webinars) were consolidated by the T6.4 lead (see Annex II) and shared with the three current organisers 
to further elaborate and develop the suggestions with aim of  drafting the set of recommendations around 
the sustainability of PEOF beyond PARADIGM project. The final decision on continuation will reside with the 
entities that will invest the operational efforts and bear the financial risk/cost of organising the event in the 
future. 
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4. Results 

a) Sustainability of project results: sustainability tables. 
 

The 2 combined tables below outline the different sustainability plans for the selected PARADIGM outputs 
and EUPATI guidance compiling the following information: 

- Table 1: Result identification: 
o Short description 
o Reference 
o Tools development co-leads & Other Beneficiary(ies) / Project Partners involved 
o Target audiences 

- Table 2: Plans for sustainability: 
o Publicly available YES/NO. If yes, when? 
o Licensing terms 
o Where it will be hosted? 
o Updates YES/NO. If yes, updating process, frequency and by whom? 
o Organisations/initiatives that will make the results available to the target audiences 

 
 
All tools included in the below tables are not yet published and will be publicly available on September 1st, 
2020, as part of the PARADIGM toolbox.   
 
 
 
 



  

 

 

RESULT IDENTIFICATION 

 
Short description 

D3.2 Monitoring 
& Evaluation 
framework 

Enhanced EUPATI 
industry guidance: 
suggested working 

practices 

 
Enhanced EUPATI industry 

guidance: events and 
hospitality 

D4.1 
Recommendations on 

the required 
capabilities for 

patient engagement 

D4.2 Raising awareness on 
managing competing interests in a 

multi-stakeholder environment: 
Guidance to patients and engaging 

stakeholders 

D4.2 Educational scenarios on 
competing interests and conflicts 

of interest 

D4.3. PARADIGM Patient 
Engagement Toolbox (PE 

Toolbox) 

Monitoring and 
Evaluation 
Framework 
with sets of 
metrics to 
determine the 
value of patient 
engagement in 
a variety of 
patient 
engagement 
contexts. 

Checklist designed 
to help organisers 
planning patient 
engagement 
activities and 
address the 
PARADIGM defined 
recommendations 
on the required 
capabilities for 
patient 
engagement 
consisting of 4 
pillars:  
1) competencies 
(knowledge, skills 
and behaviours) 
and the 
organisational 
capabilities in terms 
of  
2) processes,  
3) tools and 
systems and  
4) organisational 
structure.   

Document designed to 
help individuals 
responsible for 
coordinating patient 
engagement activities 
consider specific 
patient needs for travel, 
meeting venues, 
accommodation, and 
associated elements 

This document aims 
to provide 
recommendations 
on a set of 
capabilities and 
competencies 
(understood as 
knowledge, skills 
and behaviours) 
that each 
stakeholder should 
aspire to have in 
their respective 
organisation in 
order to be able to 
undertake the 
planning, 
implementation 
and reflection of PE 
activities. 

A set of three tools: a reference 
guidance, a short guidance, and 
the log of activities. 

Main objectives of these tools 
are: 

 To raise awareness among 
patients and engaging 
stakeholder organisations 
of the consequences that 
the engagement might 
have on patients during 
multi-stakeholder 
interactions. 

 To promote best practices 
and highlight how each 
stakeholder could better 
prospectively manage 
competing interests. 

 To help patients make 
informed decisions when 
they decide to engage 
with one or more 
stakeholders, and to raise 
awareness about the 
potential consequences of 
doing so. 

 To help avoid /minimise 
conflict of interest by 
suggesting risk mitigation 
strategies. 

 

This tool describes educational 
scenarios that will help patients 
make informed decisions when 
they decide to engage with one 
or more stakeholders, and to 
raise awareness among the 
engaging stakeholders about 
the potential consequences of 
doing so. They explore 
hypothetical situations and 
possible actions for the 
management of competing 
interests and conflicts of 
interest during patient 
engagement in medicines 
research and development 
(R&D). 

In each scenario, the user 
should select what is probably 
the most appropriate response 
and will learn the impact that 
response might have on the 
patient, any potential conflict it 
might raise, and their potential 
ability to interact with other 
stakeholders in a similar 
manner. 

 
 
 
 
 
 

The PARADIGM Patient 
Engagement Toolbox (PE 
Toolbox) is created to 
encapsulate PARADIGM’s 
co-created 
recommendations and 
tools with the relevant 
background information 
in order to effectively 
coordinate their 
dissemination by the 
consortium partners and 
later on by external 
stakeholders and 
supporters. The PE 
Toolbox also provides a 
structure within which 
the individual tools can 
be interlinked to each 
other.  
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Tools development co-leads & Other Beneficiary(ies) / Project Partners involved 

PARADIGM 

 
EFGCP, Bayer, GSK, 
Roche, EPF, EUPATI, 
EATG, Janssen 
 
 
 

 
 
 
 
EFGCP, Bayer, GSK, 
Roche, EPF, EUPATI, 
EATG, Janssen 
 

Tools development 
co-leads: 
EURORDIS-Rare 
Diseases Europe 
 
Project partners 
involved: Bayer, 
EATG, University of 
Oxford, Alzheimer 
Europe, Servier, 
EFCGP, The 
Synergist, Alexion, 
EPF, AIFA, FSJD, 
GSK, Novo Nordisk, 
IACS, ABPI, EFPIA 

Tools development co-leads: 
EURORDIS-Rare Diseases 
Europe 
 
Project partners involved: 
University of Oxford, Novartis, 
EATG, Alzheimer Europe, Bayer, 
Alexion, EPF, AIFA, Servier, 
EFPIA, European Medicines 
Agency 

Tools development co-leads: 
EURORDIS-Rare Diseases 
Europe 
 
Project partners involved: 
University of Oxford, Alexion, 
GSK, Alzheimer Europe 
 

European Patients’ Forum  
The Synergist  
EUPATI 

Target audiences 

Scientific 
communities of 
patient 
engagement 
and monitoring 
and evaluation, 
pharmaceutical 
industry, 
patient 
organisations, 
regulatory 
authorities, HTA 
bodies, health 
care 
professionals 

Scientific and 
medical research 
community, 
pharmaceutical 
industry, patient 
organisations, 
patient community, 
policy makers, 
public sector / 
government 
organisations, 
regulatory 
authorities, HTA 
bodies, health care 
professionals, ethics 
committees, non-
government 
organisations, 
contract research 
organisations 

Scientific and medical 
research community, 
pharmaceutical 
industry, patient 
organisations, patient 
community, policy 
makers, public sector / 
government 
organisations, 
regulatory authorities, 
HTA bodies, health care 
professionals, ethics 
committees, non-
government 
organisations, contract 
research organisations 

Scientific 
community (higher 
education, 
research, others), 
pharmaceutical 
industry, civil 
society, patient 
organisations, 
policy makers, 
public sector / 
government 
organisations, 
regulatory 
authorities, HTA 
bodies, funders 

Patient organisations, civil 
society, scientific community 
(higher education, research, 
others), pharmaceutical 
industry, policy makers, public 
sector / government 
organisations, regulatory 
authorities, HTA bodies, 
funders 

Pharmaceutical industry, 
patient organisations, policy 
makers, public sector / 
government organisations, 
regulatory authorities, HTA 
bodies, funders, scientific 
community. 

All stakeholders involved 
in PE in medicines R&D 
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PLANS FOR SUSTAINABILITY 
 

D3.2 Monitoring 
& Evaluation 
framework 

Enhanced EUPATI industry 
guidance: suggested 

working practices 

 
 

Enhanced EUPATI 
industry guidance: 

events and 
hospitality 

D4.1 Recommendations 
on the required 

capabilities for patient 
engagement 

D4.2 Raising awareness 
on managing competing 

interests in a multi-
stakeholder 

environment: Guidance 
to patients and 

engaging stakeholders 
 

D4.2 Educational scenarios on 
competing interests and conflicts 

of interest 

D4.3. PARADIGM Patient Engagement Toolbox (PE 
Toolbox) 

Publicly available YES/NO. 
If yes, when? 

 
YES 
 
 

YES. From September 
1st, 2020 

YES. From 
September 1st, 
2020 

YES. 
See here 

YES. 
From September 1st, 
2020 

YES. 
From September 1st, 2020 

YES. 
From September 1st, 2020 

Licensing terms 

Open source Open source Open source  Open source  Open source  

 
Attribution-NonCommercial-
NoDerivs 3.0 Unported (CC BY-
NC-ND 3.0). 
 
See more information in page 
13. 
 

Open source  

Where will it be hosted? 
PARADIGM 
toolbox 

PARADIGM PE toolbox 
http://imi-
paradigm.eu/PEtoolbox
/enhanced-eupati-
guide 
 
(not published yet) 

 

PARADIGM PE 
toolbox 
http://imi-
paradigm.eu/PEto
olbox/enhanced-
eupati-guide 
 
(not published 
yet) 

 

PARADIGM PE 
toolbox, PFMD 
Synapse platform, 
EUPATI toolbox, 
EURORDIS website 
and IMI-PARADIGM 
website 
http://imi-
paradigm.eu/PEtoolb
ox/pe-capacity  

As part of 4. toolbox 
on PFMD Synapse 
platform and EUPATI 
toolbox; at the 
EURORDIS website 
and at the IMI-
PARADIGM website 
http://imi-
paradigm.eu/PEtoolb
ox/conflict-of-interest 

At the EURORDIS Open 
Academy online training 
platform and as part of 4.3 
toolbox on PFMD Synapse 
platform and EUPATI toolbox 
and at the IMI-PARADIGM 
website 
http://imi-
paradigm.eu/PEtoolbox/conflic
t-of-interest 
 
 
 
 

PARADIGM PE toolbox 
http://imi-paradigm.eu/PEtoolbox 
 

(not published yet) 
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Updates YES/NO.  
If yes, updating process, frequency and by whom? 

Dynamic 
updating by 
parties who 
adopt the 
framework and 
metrics, but no 
central 
updating 
process 

YES. Minimum annual 
review by EUPATI 
Foundation starting 
2021. 

YES. Minimum 
annual review by 
EUPATI 
Foundation 
starting 2021. 

NO. This is a 
reference document 
highlighting guiding 
principles from which 
stakeholders can 
build upon according 
to the needs and 
reality of their own 
organisations. 

NO. EURORDIS-Rare 
Diseases Europe does 
not foresee to have 
the capacity to 
coordinate the 
necessary efforts that 
such an update would 
require after the 
finalisation of the 
project. 

YES. EURORDIS-Rare Diseases 
Europe will update them as 
part of the EURORDIS Open 
Academy online training 
platform following the 
established periodicity for such 
educational material and as 
agreed by relevant committee 
(the EURORDIS Summer School 
Programme Committee). As the 
pharmaceutical industry is also 
a target audience of this result, 
EURORDIS-Rare Diseases 
Europe will make it available to 
its corporate partners through 
the EURORDIS Round Table of 
Companies. However, priority 
will be given to the EURORDIS 
Open Academy alumni once 
the first update is available. 

The sustainability of the PE Toolbox and its 
tools are strategically linked. Within the 
context of PARADIGM, the three planned 
PEOFs (2018-2020) are co-powered by three 
organisations or initiatives (PFMD, EUPATI and 
PARADIGM) as agreed in the proposal of the 
project. From 2021, PARADIGM will not be in a 
position to carry on with the support of the 
PEOF2021 due to the project ending in 
November 2020). Considering that this 
putative tripartite collaboration could be the 
most suitable to ensure the continuity of the 
PEOF after 2020, the organisations who agree 
to sponsor and organise the future PEOFs, will 
be accountable for: 

- the accessibility of the PE Toolbox 
and the continuity of the service;  

- the conceptual linkage with the main 
global (diseases and country 
agnostic) event on patient 
engagement.  

Due to the evident fast-evolving nature of the 
PE environment, the commitment 
to organise the PEOFs does not have to exceed 
3-5 years, as it cannot be predicted what the 
future of PE will entail.   
 

Organisations/initiatives that will make the results available to the target audiences 
 
The use and dissemination of the tools hosted in the PE toolbox will be of the responsibility of all the partners of the PARADIGM consortium. 
 



  

 

 
 Recommendations with regards to licensing. 

 
When putting together the Sustainability Table in pages 9-12, the different teams and workforces involved in 
the development of the selected PARADIGM outputs did not have clear ideas on the license options. A desk 
research around Creative Commons licenses was conducted in order to find an easy and adaptable model 
license suitable for the dissemination of the project outputs.  
 
The Creative Commons (CC) licenses provide creators with an easy way to define how others may use their 
content. CC licenses provide users with protection against copyright infringement as long as the rules of the 
license are followed. Therefore, they represent a good option for the PARADIGM outputs.   
 
The following is a brief description of the types of CC licenses that will allow the tools development co-leads 
decide which type of license best suits the goal of each outcome, considering the terms of use and the common 
practice in the Patient Engagement environment.  
 
 

- TYPES OF LICENSES: 
o Attribution (BY): Licensees may copy, distribute the work and make derivative works based on 

it only if they give the author or licensor the credits.    
o Share-Alike (SA): Licensees may distribute derivative works only under a license identical to 

the license of the original work. 
o Non-commercial (NC): Licensees may copy, distribute, display, and perform the work and 

make derivative works only for non-commercial purposes. 
o No Derivative Works (ND): Licensees may copy, distribute, display and perform only literal 

copies of the work. 
- SIX COMBINATIONS OF THE CC LICENSES: 
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b) Set of recommendations for PEOF sustainability 
 

Background 
 
During the lifetime of the IMI PARADIGM project, three Patient Engagement Open Fora (PEOF) were organised 
jointly with EUPATI and PFMD. The PEOFs were positioned to provide a holistic perspective of patient 
engagement, the landscape, and actors as well as foster collaboration and co-creation while breaking down 
fragmentation and silos that are often present in the patient engagement work. Topics included tools and 
recommendations for effective patient engagement, methods for monitoring and evaluation of impact and 
outcomes in patient engagement activities, fair market compensation for patient input, interactive sessions 
on assessing good practices in patient engagement. Find here the 2019 event highlights and here more 
information about the on going 2020 edition.  
 
PEOF2018-2020 were successful events in which the patient engagement community gathered and worked 
together in a pre-competitive environment, disease agnostic, towards increased and improved patient 
engagement in medicines R&D. The success can be measured by the number of people who attended events 
either in-person in Brussels (~100 to ~250 in 2018 and 2019) or in 2020 (more than 1100 registered participants 
by July 2020). It can also be measured by the broad range of topics addressed covering the wide spectrum of 
patient engagement and the growing number of initiatives represented, extending beyond the EUPATI, 
PARADIGM, or PFMD circles.   
 
Although currently set within a funded programme, the PEOFs are also uniquely positioned as a free event for 
all - in contrast to many related commercial events – thus greatly reducing barriers to participation. However, 
post PARADIGM, the sustainability of this event is at risk, as the funding for the event, coming from the IMI 
JU, will stop at the end of the PARADIGM project. To overcome the possibility that PEOF becomes obsolete, 
the PARADIGM WP6 on sustainability (T6.4) developed a set of recommendations, to identify opportunities 
for the continuation of PEOFs beyond PARADIGM (PEOF202X).  
 
These recommendations cannot, however, supersede the decision-making power of the organisation(s) that 
will take over the organisation of the PEOF202X. 
 
 
Recommendations on what the future of the PEOF might be 
Proposed Vision and Mission of the PEOF202X  
Vision:  A safe and sustainable patient-centred environment that promotes PE as the new normal. 
Mission: To create a place where the PE community can catalyse patient engagement, co-create and promote 
innovation related to patient engagement, network and build acceptance, awareness, trust, and knowledge. 

 

PEOF’s principles, value proposition and potential 
Despite the ongoing efforts of the patient engagement community, the environment is still fragmented. 
Therefore, the collaboration of key patient-led coalitions, organisations, and initiatives (such as PFMD, EUPATI, 
EPF, etc.) to coordinate and align in a non-competitive manner with the clear focus to advance meaningful PE 
is of the utmost importance. 
 
Building on the success of past PEOF editions (in-person and virtual), the PEOF202X could be considered as a 
series of ‘working’ live and online meetings that all represent community-led, real-time co-creation with a 
hands-on approach, focused on the development and scaling of solutions while keeping the notion of safe and 
open dialogue as one of the founding principles. The future of PEOF can be seen as a platform to create and 
foster innovation in real-time, interactively and provide a vital mechanism to ‘sense check’ the progress and 
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evolution of system readiness for patient engagement. 
 

Geographic considerations 
As patient engagement is a global phenomenon with regional nuances, it is recommended to diversify the 
format of future PEOFs by rotating the location of the in-person events with possible local chapters. A possible 
cycle of three years could be organised as such: America – Europe, followed by America and Asia and then 
Europe and Asia. This would mean that each continent would organise two events in a three-year cycle:  
 

Year PEOF Continent Location 
Year One America - Europe 
Year Two American - Asia 
Year Three Europe - Asia 

 
To broaden the reach even further, it might be necessary and beneficial to encourage the organisation of 
smaller, more focused events in regions where patient engagement may be less mature (i.e. ‘satellite 
events’), yet where the appetite grows like in the Middle East, South America, the Maghreb, South East Asia 
or Central and Eastern Europe. 
 
The co-creation of solutions is recommended to be the hallmark of the future editions of the PEOF and should 
differentiate the PEOF from other existing events in the field such as Eyeforpharma, Patients as Partners, etc. 
As a general recommendation, combining forces with existing conferences through complementarity could be 
better for increasing potential for PE rather than fierce competition. To accomplish this, the PEOFs should 
avoid becoming the “show and tell” / “meet & greet” type of conference, which are considered repetitive and 
redundant and focused only on sharing best practices or knowledge sharing. Nevertheless, the value of 
exchanging experience through presentations and informal networking should not be underestimated as a 
value-driver for the PEOF202X, yet, it is important that the future editions of PEOFs have a broader scope, 
without overlapping with other initiatives nor compromising the quality and depth of the discussion so to 
preserve its demonstrated value.  
 
To fully embrace the diversity of topics and interests, satellite meetings could be recommended to be 
organised, where the PE community would convene according to topics, stakeholders, or organisations. This 
would offer the possibility for some participants to shape their own sessions on specific topics. Satellite 
meetings could also be a great opportunity for stakeholders to have 1:1 meetings with patient organisations 
and patient representatives to pursue organisation-specific projects. In Annex III, the concept of the satellite 
meeting is further explained. Nevertheless, it appears clear that some overarching guidance will be needed to 
ensure these satellite meetings adhere to the same basic ethos that the PEOF is setting out – to balance 
freedom of organisers without risking commercial interests increasing.  It is apparent that future PEOFs would 
be the appropriate platform to either/both disseminate and/or work on emerging research areas in the PE 
field (e.g., ethnographic studies, technology adoption, wearables, artificial intelligence, etc.).  
 
Participating stakeholders 
It is also recommended that to capture the presence of as many relevant stakeholder groups as possible, 
dedicated efforts should be made towards such groups (regulators, HTA bodies, payers, healthcare 
professionals and associations, learned societies, IT companies, medical devices, artificial intelligence 
companies, academic teams and so on) as they usually do not attend patient engagement-focused commercial 
events. By doing so, the PEOF202X will be a means to connect the dots between stakeholders and be 
recognised by the regulators and the HTA bodies and payers of the efforts made in this field.  
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To maximize the impact of the PEOF202X, it is recommended that it builds upon the existing tools and 
resources and explore their utilisation in real-time to collectively move PE forward. On a higher level, future 
PEOFs could leverage their relevance in moving the needle in the -still needed- cultural shift by delivering 
actionable outputs that are fundamental to harness long-term commitment of all stakeholders. This could be 
done with more advocacy outputs such as calls for action, white papers, position statements, etc., produced 
at every forum. However, it is recommended that the PEOF202X does not cover the field of health policy per 
se, as this could easily blur the focus on the development of concrete and actionable solutions and duplicate 
work elsewhere.   
 
Moreover, it is recommended to develop a plan of action, to ensure that the co-creation of solutions is not a 
one-off occurrence during the PEOF, but that it continues all year long after the PEOF202X events, and that it 
could become the annual forum to benchmark progress made in various areas and identify new barriers. For 
this purpose, it is recommended that in the programme of the PEOF202X, there is a dedicated space for 
innovation in methodologies to support attendees to understand what co-creation means and to help build 
this mindset, capacities and capabilities.  
 
Future PEOFs should clearly differentiate themselves from other events. These differential elements should 
include open, active brainstorming sessions where full co-creation takes place, where problems are solved, 
and feedback is provided in real-time by different experts. PEOFs may not be the platform where full-fledged 
solutions are developed, but it may be the place to pilot innovative and new project ideas, while prototypes 
can be further created after the event. PEOFs could be the nucleus where the diversity of the collective 
intelligence in the field -and beyond- is at work. Future PEOFs would also be instrumental in eliciting new 
nonclinical research topics. Above all, it is recommended that the future editions of the PEOF remain neutral 
and enable the continuity of multi-stakeholder dialogues, ensuring that PEOF202X remains a recognised, 
trusted, and impartial initiative. 
 
Participation principles 
PEOF202X welcomes diversity, be inclusive, accessible and ensure fair representation of all stakeholders. 
 
Indeed, the outcomes of the consultation with several stakeholder groups, made it clear that a balanced 
representation of the different stakeholders should be sought, with the attendance of new groups and 
newcomers in the patient engagement ecosystem, without diluting the sense of community. It will be a 
challenge that can be met with a staged registration process, and the tight monitoring of registration progress. 
Moreover, it is clear that the accessibility for patients, caregivers and their representatives is vital. 
Accessibility, including attention to costs, space, duration of the sessions, political context, travel 
arrangements, translation whenever possible, blend of online and in person sessions and so on. 
 
Governance 
The setting up of this new joint venture between existing organisations requires agile, transparent, and robust 
governance that reflects the co-creation spirit as a key element of the future PEOFs. This would mean that the 
resources (money, time, and human resources) are optimized with slim and agile governance to build a global 
event, with cost-effective, efficient decision-making processes. It is recommended to foster the maturity and 
the complementarity of the existing networks, and the learnings from past PEOF editions (2018-2020) in order 
to leverage the experience of PARADIGM, PFMD, and EUPATI to make the best use of available resources. 
 
It is paramount to showcase independence in the executive decision-making processes from funding and/or 
sponsorship and include the funders/sponsors in the Programme Committee (see below).   
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For the regional chapters for the PEOF202X it would be key to identify local or regional partners in order to 
effectively manage and address organisational issues that may arise. For instance, in the case of the PEOF 
being organised in the US, a partner of choice could be the National Health Council. The success of the CEE 
Patient Engagement Conference held during the PARADIGM project also means that if a local chapter is held 
in Eastern Europe, it might be supported by national trade associations in the region. 
 
It is also recommended that in order to sustainably organise the future PEOF editions, two governance bodies 
would be needed:  

 The Executive Committee is understood as a decision-making body that might be composed of the 
committed initiatives/organisations (risk-taking operationally and financially). This would take the 
form of a small task force responsible for implementing the strategy to ensure practical, effective, and 
smooth organisation. 

Initially, this could be done through a collaboration agreement rather than the creation of a new legal 
entity. The Executive Committee would be accountable for the PEOF’s long-term success, the 
operations, the fundraising, and cash flow management. 

 
 The Programme Committee would be a programmatic body composed of people representing the 

diversity of the stakeholder groups (location and field) to ensure they capture the wider range of ideas 
to enhance the relevance of the topics and the sessions. 

The Programme Committee would define the PEOF202X programme and provide insights into the 
strategy, set directions, etc. It is recommended that the organisation of satellite meetings is linked to 
the Programme Committee, ensuring the coherence of the ensemble of the PEOF. It also 
recommended that the composition of the Programme Committee members from different 
geographies rotates in order to foster inclusivity of regional views. 

 
To clarify the roles and responsibilities of both the Executive and the Programme Committee, it is 
recommended to create a Terms of Reference and to make these documents public.  
 
Logistical considerations  
To take advantage of the momentum created by the PARADIGM project (2018-2020), it is recommended to 
organise the next PEOF in 2021.  
 
The current co-organisers (EUPATI, EPF, and PFMD) have expressed interest in continuing at a more 
operational level, taking into account the recommendations laid down in this document, after the end of 
PARADIGM. However, due to the short time before the event in 2021, it would be less risky to organise a global 
event in 2021 and postpone the organisation of regional chapters until a later date, when good evidence of 
what works and what is needed in the future, as well as potential models of expansion have been gathered. 
 
It is recommended to limit the attendance of the PEOF2021 to 350 people (in person) to keep it manageable 
and financially operational. It is also recommended to explore possible avenues of partnership to share the 
risks and optimise operational capacity. Building on the success of the PEOF2020 in terms of attendance, it is 
also recommended to have a blended approach, getting the most of the online and in person participation.  
One option would be to team up with the IMI JU organised event: Stakeholder Forum, held yearly in Brussels, 
that has a different theme for each edition. The IMI might be interested in partnering for the organisation of 
the PEOF2021, as it would be an event that is spurred by PARADIGM, an IMI-funded project.  This would also 
be a way to enhance the visibility of a main and tangible output of the partnership between the EFPIA and the 
European Commission.  
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Financial considerations 
Various scenarios were discussed which considered the budgets of the previous PEOF editions and the 2019 
EPF Congress as the starting point. A conservative scenario would represent an annual budget of 
approximately €220,000, and a more ambitious financial scenario would consider a budget of around €300,000 
(excluding the personnel costs).  
 
The estimated major cost categories are the hotel reservation package, the public participants’ travel and 
accommodation (which are considered essential for the event), and other logistics such as audio-visuals and 
photography, printings, and moderators, etc. Considering financial sustainability, the different scenarios lead 
us to reflect on the fact that the PEOF202X should be a (maximum) two-day event given the main and non-
variable expenses come from the hotel and the participants’ travels and accommodation, and those represent  
50-58% and 25-30% of the total estimated budgets, respectively.  
 
Funding frame options 
It is recommended that a strong value proposition, considering the recommendations in this document, will 
have to be developed to support the much-needed robust fundraising campaign. The fundraising plan should 
be framed as a concept note that includes the PEOF background, why it is needed and why without it medicines 
R&D would be weakened, how PEOF contributes to the PE ecosystem, how much it would cost, along with a 
fundraising strategy that identifies how the costs could be met and by which potential donors to able to build 
a valuable case for support that is attractive to the potential key donors. 
 
As always, it is crucial to develop the fundraising plan with realistic considerations for the current situation of 
the potential donors and funders. One option would be to frame the funding request for the PEOF in the 
context of already existing requests to industry. Finally, an option would be to move away from the present 
structure whereby PEOFs are free to attend and to develop a fee for attendance model.  
 
NEXT STEPS 
After the end of the PARADIGM project, it will be the sole responsibility of the risk-taking initiatives (EPF, 
EUPATI, and PFMD) to take up the challenge to organise (or not) a PEOF on 2021 onwards.  

5. Conclusions 

The PARADIGM project has produced tangible results as described in the Description of Action of the project. 
The compilation of results presented in the table of this deliverable result from a solid reflection that has led 
to thoughtful sustainability plans for each of the selected PARADIGM outcomes. The Patient Engagement 
Toolbox itself is a tool that will promote the use of all project outputs and, therefore, will further contribute 
to their sustainability.  
 
The Patient Engagement Open Forum was not designed initially as a key sustainability element of the 
PARADIGM project. However, the success of past PEOFs has led to the different initiatives powering this forum 
to dedicate efforts to promote the PEOF sustainability and continuity as the backbone forum of the Patient 
Engagement ecosystem.  
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6. Annexes 

ANNEX I. SUSTAINABILITY TABLE TEMPLATE 
 

PARADIGM OUTPUTS SUSTAINABILITY TABLE 
 

PARADIGM result1 <title> 
 

Result 
identification 

 
Short description 

 

 

Reference <article, 
website, link…> 

 

 

Owner & Other 
Beneficiary(ies)/Project 

Partners involved 
 
 

 

Target audiences2 
 
 

 

Plans for 
sustainability 

Publicly available 
YES/NO. If yes, when? 

 

 

Licensing terms 
 
 

 

Where will it be hosted 
 
 

 

Updates YES/NO. If yes, 
updating process, 
frequency and by 

whom? 
 

 

 
Organisations/initiatives 

that will make the 
results available to the 

target audiences3 
 

 

 
 
 
 
 
 
 
 
 

 
1 Result, assets, outputs. 
2 Type of audience: Scientific community (higher education, research, others), pharmaceutical industry, civil society, patient 
organisations, policy makers, public sector / government organisations, regulatory authorities, HTA bodies, funders, health care 
professionals, media, etc. Multiple answers possible. 
3 It can be the developers of the result or a different initiative or organisations. 
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ANNEX II. SUMMARY OF THE DISCUSSION WITH THE DIFFERENT STAKEHOLDERS 
 
1. What would make PEOF202X attractive for Industry members, patient organisations, and academic 

teams? 

INDUSTRY 
 Take advantage of the synergies built in the PARADIGM project given the unique value and keep 

enhancing these synergies.  
o Continue to offer a safe place to have honest and open dialogue and working groups with a 

variety of different stakeholders all passionate about PE.  
o PEOF 2019 edition is considered as unique.  
o PEOF 202X must continue to be patient-led, involve collaboration with all key patient-led 

coalitions (PFMD, EUPATI, etc.) in a coordinated, aligned, and non-competitive manner with 
clear focus on advancing meaningful PE. 

o PEOF 202X as a way of co-creating content, enabling specific PE activities to happen in the 
event, sharing ways of working, practical hands-on sessions with Q&A, building upon the 
PARADIGM tools and others; collectively move forward with PE.   

 Real time innovation and co-creation approach: 
o active and dynamic environment for collaboration 
o small working sessions 

 PEOF 202X as game changer:  
o Open, active, and brainstorming sessions where co-creation takes place, problems are solved, 

and feedback is provided on real time by different experts.  
o Bring experts on design thinking. 
o White Paper or Call for Action at the end of the event to make sure we are collectively making 

progress.  
 Hackathon as reference to pilot innovative and hand-on projects during the PEOF 

202X. 
 Prototypes that can be further develop after the PEOF 202X.  

 PEOF 202X as a place for innovation in methodologies: Co-creation & learning: supporting attendees 
to understand what co-creation means by helping them to build this co-creation capacity and by 
contributing to co-creation processes. 

 PEOF 202X could be open to policymakers, EMA, HTA bodies, medical societies.  
o Get their presence as they do not usually attend commercial meetings. 
o Make sure as many stakeholders as possible are involved in the PE ecosystem.  

 PEOF 202X as a gathering of stakeholders that aims to press the leading curve and are ready to learn 
from each other to collectively reflect where we are in relation to the PE to see what else is needed.  

 PEOF 202X as the forum to connect the dots between sponsors and the ones that are recognizing and 
internalizing PE 

o We should also pay attention to how external stakeholders, such as regulators and HTA bodies 
recognize PE efforts to clarify the impact and expectations from the external work of the 
companies. 

 PEOF 202X as the place to discuss about research agendas with the aim of looking for paths of 
collaboration based on real needs.  

 PEOF 202X as a place that gathers a large number of patients and has a completely different 
perspective in relation to the traditional industry-focus meetings. 

 Opportunity to have working and 1:1 meetings to connect with patient organisations and patient 
representatives. 

o Protected time to discuss with PO is really valued. 
o It was suggested the possibility to organise “speed dating” with patient representatives and 

PO to maximize the opportunity of the in-person meetings.  
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 PEOF 202X added value: opportunity to considers both a global and a regional focus. 
 Make sure the differentiation with other existing initiatives is clear by stressing out the co-creating 

spirit and hand-on approach.  
o To do so, organise specific sessions and satellite/fringe meetings, taking advantage of having 

several stakeholders on site, industry meeting patients and vice versa, allow space for 
meetings and session to benefit from the PE ecosystem, making the most of all attendees 
time.  

 PEOF should remain neutral and enable the continuity of a public-private partnership style dialogue, 
as taking positions could be potentially damaging unless supported and endorsed by a recognised, 
trusted, and impartial body/organisation. 

PATIENT ORGANISATIONS & ACADEMIC TEAMS 
 Revisit the vision, remit, and strategy of the Forum in order to: 

o Broaden the scope of the Forum to a more PE inclusive perspective not mainly focused or 
related to the medicine life cycle or medicine research & development, such as wearables, 
technology, artificial intelligence where PE is needed and is evolving. 

 Bring new expertise on the new potential PE areas that the Forum would aim to cover.  
o Clarify stakeholders interested in the PEOF 202X (within and outside the PARADIGM project) 

 Consider enriching the stakeholders invited to participate in the PEOF 202X if a 
broader scope.  

o Provide a list of topics for the satellite meetings, that would happen in parallel to the PEOF 
202X. 

o Ensure the co-creation and interactive spirit that defined the PEOF under the PARADIGM 
project. 

o Build a catalysing event that drives for change and includes Monitoring & Evaluation and 
evidence.  

o List the differentiation elements in relation to other existing initiatives: hands-on, co-creation 
and solution driven as key elements.  

o Mission needs a clear, briefer statement with a high-level focus on what needs to be done by 
PEOF relative to the overall roadmap Vision e.g.: To become a safe and sustainable patient-
centred environment that promotes PE in medicines R&D as the new normal. 

o Key elements of PEOF added value are (1) a live and virtual meeting space defined by 
grassroots co-creation, a hands-on approach, and a strong solution focus; and (2) a platform 
to create and foster innovation in real time. 

 Actionable outputs and long-term commitment of all stakeholders involved that moves forward the 
remit of the PEOF202X: Call for Action, White Paper, position statement, etc.  

 PEOF 202X could be the place to monitor the progress made regarding the previous year edition.  
 Academic teams: 

o Real time co-creation: PEOF as the place where Academics share expertise by co-designing 
and collaborating with different expertise and stakeholders in the PE environment.  

o Platform of dissemination and co-creation around different emerging research areas 
(ethnographic studies, technology adoption, etc.) to make PE effective through the whole 
medicine life cycle. 

o PEOF as a co-creating place that allows to see the co-creation process as a continuum, where 
different stakeholders work together through different stages. 

 PEOF as neutral enabler defined by being transparent, accessible, and sustainable, that initially 
recommends positions to its stakeholders for follow up action. 
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2. What should be avoided? 

INDUSTRY 
 Repetitive and redundant conferences and conversations.  
 “Show and tell” type of conference. 
 PEOF 202X: it should not be allowed to ‘scope creep’ beyond PE into health policy for example – there 

are other events for those types of discussions.   

PATIENT ORGANISATIONS & ACADEMICS 
 “Meet & greet” conference setting. 
 Focusing only on sharing best practices or knowledge sharing. 
 For consistency along different background frameworks for the various PARADIGM outputs, it was 

suggested to avoid the term 'Primary purposes' (page 2) and use instead terms such as end or 
intermediate goals specifics to the PEOF, building these goals statements using the current 
information within this section: regional strengths, innovation through PE, co-creation, PE more 
accessible, transparent and sustainable, capacity building for other stakeholders.  

 Describe PEOF as pre-competitive (participation principles section – page 2) as this is not a common 
term in the PE community and it´s more a private/industry sector term. It was suggested to use other 
terms such as collaborative or multi-stakeholder. 

 
3. What are the challenges? 

INDUSTRY 
 Make sure the PEOF 202X catalyse real time innovation and avoid being only a gatekeeper of best 

practices. 
 Make sure the target audiences align with the industry members ‘interest when stressing out the 

differentiation elements so industry members can make the case for PEOF 202X. 
 Clarify the co-creation working mission and in that way get the support of other existing initiatives 

such as (Eyeforpharmas, Patients as Partners, etc.) that are positioning conferences as they 'expand' 
tactic for building awareness/appetite/capability for PE, so they can see the PEOF 202X as a 
complementary event, that aims to experiment/advance the edge of PE through real time innovation. 

 
PATIENT ORGANISATIONS & ACADEMIC TEAMS 

 Broaden the scope of the Forum without overlapping with other initiatives and without compromising 
the quality and added value of the Forum. 

 Find the balance between being attractive and comprehensive, so stakeholders see PEOF 202X as a 
place to be, but without conflicting.  

 How to ensure the PEOF 202X impact: plan to materialize and ensure the co-creation process goes 
beyond the PEOF 202X and actionable outputs continuing to be developed afterwards.  

 Keep track of the actionable outputs after the PEOF 202X: the mechanism to turn PEOF 202X into 
results needs to be very thoughtfully and explicit to ensure this co-creation spirit is not only driven by 
the organisers.  

 Bring learnings from PARADIGM PEOF 2020 virtual edition to the PEOF 202X. 

 
4. Recommendations on governance. 

INDUSTRY 
 Leverage the experience of the PEOF under the PARADIGM project in terms of organisers, as this 

would also contribute to make a best use of the available resources.  
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 Funding and governance sections need to be further developed, keeping in mind the governance 
structure should be as transparent and slim as possible.  

 Governance: ensure that it considers the co-creation element as this is a key element of the PEOF 
202X. 

PATIENT ORGANISATIONS & ACADEMIC TEAMS 
 Organisers: possibility to look for co-partners, especially if PEOF 202X aims to have regional editions. 
 Make sure the governance structure is robust. Rewording for clarification. 

o Provide further clarification on the balanced stakeholder representation that is mentioned in 
the participation principles section (page 2). 

o Possibility of drafting Terms of Reference for these two bodies to help spell out their roles and 
limitations more clearly as some feedback referred that the Partners' Council looks more like 
governance, while the Executive Committee looks more like senior management. 

o Need of two different bodies to operationalize the PEOF 202X organisation: 
 Decision-making body: small task force composed only by the risk-taking initiatives to 

ensure a practical, effective, and smooth organisation of the PEOF 202X. 
 Executive Committee responsible to implement the directions.  

 Programmatic body composed of several stakeholders to ensure representativeness, 
diversity, relevance of program topics and sessions, capturing a wide range of ideas, 
etc.  

 Responsible of setting directions, avoid the consultative body wording.  
 Partners Council composed by different stakeholders related to PE, including patient organisations 

and academic teams.   
 Partners Council as responsible to ensure a long-term commitment after the PEOF 202X: need for a 

plan that outlines the operational and practical aspects of the co-creation space and process after the 
PEOF 202X. 

 The organisation of the satellite meetings could be linked to the Program Committee to ensure there´s 
an alignment between them and the PEOF202X principles and code of conduct.  

 Program Committee responsible of including new topics in the program not only focused on medicines 
R&D.  

 
5. Recommendations on the funding plan. 

INDUSTRY 
 Reframe funding plan to include that all options are currently valid (private funds, hybrid funding 

model) and that the intention is that getting these funds is meaningful to all stakeholders involved.   
 Interest on the conservative budget and in following a step wise approach.  
 Industry members might have concerns to fund the organisation of these kind of events as this comes 

on top of their current budget and commitments. 
 It does not look problematic to pay for attendance but paying for the organisation may be challenging. 
 Make a value proposal for industry if a reallocation of funds is needed from existing workstream 

already budgeted. 
o It seems internally challenging to seek funding for what could be seen as yet another PE 

activity to support, it takes a lot of effort to ‘sell’ the concept to  budget holders who are not 
close to the PE projects – they often can’t distinguish the differences between various 
projects.  

 A funding model would need to be accompanied by a very strong value and impact 
statements addressing why the company should support, whilst clearly stating this 
PEOF is a collaborative patient-led and organised event.  
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 Suggestion to tag criteria and funding for PEOF to ongoing requests, so for example 
when PFMD/EPF seek capability building support for 2021 from industry, could a line 
item of this cover contribution (in-kind or monetary) for PEOF. 

PATIENT ORGANISATIONS & ACADEMIC TEAMS 
 Concept note that includes the PEOF background, why is needed and why without it medicines R&D 

would be weakened, how PEOF contributes to the PE ecosystem, what it would cost, along with a 
fundraising plan that identifies how the costs could be met and by which potential donors to able to 
build a valuable case for support that is attractive to the potential key donors. 
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ANNEX III. SATELLITE MEETINGS 
 
Satellite meetings are believed to be one of the critical success factors of PEOF202X. It is, therefore, important 
to define their guiding principles. A few examples are provided to inspire and stimulate new ideas generation. 
 
General principles 
PEOF 202X will provide a space for satellite meetings (duration and cost TBD), followed by opportunities to 
work together based on the following principles: 

 Quality of the PE 
 Transparency 
 Representation 
 Impact 
 Continuity element: long-term impact, going beyond face-to-face meetings.  
 Non-marketing orientation 
 Financial viability 

These satellite meetings would happen in the margins of the PEOF202X, respecting the principles above. The 
Programme Committee should also outline the selection process to decide which satellite meetings will take 
place during the PEOF 202X with a sufficient level of granularity that includes the number of satellite meetings 
(for both patient organisations and industry), long term approach prioritization, no-cost for not-for-profit 
organisations, the inclusion of the academic teams’ perspective (focus groups, sharing knowledge, etc.). 
 
Examples of satellite meetings 
This is a non-exhaustive list of topics around which satellite meetings could be organised.  
 

1. 
Onboarding and training sessions for newcomers to PE and PE recently created teams. 
Opportunities not only to get training, but also to meet the PE community. 

2. 
Dedicated pre and post-PEOF comms as part of a package. Example: to produce an 
Open Editorial on a specific theme. 

3. 
‘Political’ style satellites – e.g., exclusive opportunity to meet a cross-section of the 
leadership of the three co-organisers around a hot topic. 

4. 
EUPATI ENP leadership meeting – bringing country-level patients, academics, and 
industry reps to the PEOF. 

5. A special session with EUPATI Alumni. 

6. 
Global & regional dimension combination: Global ‘satellite meeting’ bringing leaders 
from other regions, possibly also to plan a future PEOF in another region. 

7. 
Incubator satellite – bringing project proposers together with potential partners to 
sketch a proposal idea and embed PE from the start. 

8. 
A session on digital health (in collaboration with Data Saves Lives and other digital 
health projects). 

9. 
Potential collaboration with other ongoing projects (including other IMI projects) that 
could also benefit from the PEOF 202X looking for synergies and expanding paths for 
cooperation. 

10. 
Offer a space to programs like H2020/Horizon Europe/IMI/EIT Health as a checkpoint 
on how they are doing regarding PE. 

11. 
Space where consultations with patients can be done. Sessions could combine training 
on how it is to operate in a stakeholder environment and then have a consultation. 
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12. 
A session around transversal topics which are company-agnostic (ex. COVID-19), with a 
research focus. 

13. 
Satellite meetings as a “continuum.” Example: some survey work beforehand co-
created by PFMD, EPF, and EUPATI and outcomes discussed at PEOF. 

14. 
Host meetings of the PCWP meeting to increase the attendance of the regulatory circle. 
The same could be done with some EUnetHTA meetings to promote the attendance of 
HTA representatives. 

15. Meetings led by academics to run research and focus groups. 
 


