
   

 

 

D5.4 Report on Interim Patient 
Engagement Open Forum 

 
 

777450 - PARADIGM 

Patients Active in Research and Dialogues  

for an Improved Generation of Medicines 
 

[WP5 – Dissemination and 
Engagement] 

 

Lead contributor Camilla Habre (1 – EPF) 

 camilla.habre@eu-patient.eu  

Other contributors Chi Pakarinen (12 – Synergist) 

chi@thesynergist.org  

 Roxana Radu (12 – Synergist) 

roxana@thesynergist.org  

 Zsofia Bakonyi (14 – EFPIA)  

Zsofia.bakonyi@efpia.eu  

 

Due date 1/11/2019 

Delivery date DD/MM/YYYY 

Deliverable type R 

Dissemination level PU 

 

Description of Action Version Date 

 V0.4 6/12/2019 

  



  

2 
Copyright 2019 PARADIGM consortium ‐ 777450 – PARADIGM D5.4 

 

Table of contents 
 
1. Publishable Summary 4 

2. Methods 4 

3. Results and outcomes 6 

3.1. Demographics 6 

3.2. Outreach and social media presence 7 

3.3. Results from the satisfaction survey (see annex 4 for extensive responses) 7 

3.4. Other outcomes 8 

4. Discussion 9 

5. Conclusions 10 

6. References 12 

Annex 1. Agenda of the PE Open Forum 13 

Annex 2. Reports from interactive sessions and live streamed sessions 15 

Annex 3. Satisfaction survey questions 16 

Annex 4. Satisfaction survey responses (additional responses) 17 

	

 
 
 
 
 
 
 
Document History 
 

Version Date Description 

V0.1 14/10/2019 First Draft 

V0.2 30/10/2019 Reviewed by WP5 

V0.3 26/11/2019 Reviewed by external reviewers 

V0.4 06/12/2019 Final Version 

 
  



  

3 
Copyright 2019 PARADIGM consortium ‐ 777450 – PARADIGM D5.4 

 

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) 
- SYNAPSE. SYNAPSE RESEARCH 

MANAGEMENT PARTNERS SL (Spain) 
- 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)

 
▪ 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.

 
  



  

4 
Copyright 2019 PARADIGM consortium ‐ 777450 – PARADIGM D5.4 

 

1. Publishable Summary 

The Patient Engagement Open Forum, co-organised by PARADIGM, EUPATI and PFMD took place in Brussels 
on 18 and 19 September 2019. This event is crucial for PARADIGM to foster ongoing connectivity with other 
initiatives, to stimulate the co-creation and communication through interactive and plenary sessions and to 
propagate the project outputs and work towards sustainability. The present report outlines the proceedings and 
methods of the organisation of the 2nd Open Forum, give an overview of the discussions and the results of the 
event which will help shape the next Open Forum in 2020. 

2. Methods 

The PARADIGM consortium – led by European Patients’ Forum (EPF) and European Federation of 
Pharmaceutical Industries and Associations (EFPIA), in collaboration with EUPATI (European Patients’ 
Academy on Therapeutic Innovation) and PFMD (Patient Focused Medicines Development) - held its second 
Patient Engagement Open Forum (“PE Open Forum” or “PEOF”) during two days on 18 and 19 September 
2019 in Brussels (Belgium). 
 
The following objectives of the PE Open Forum were co-created with PFMD and EUPATI:  

1) Defragment the patient engagement landscape by providing attendees with an overall view of the 
current landscape, through open, transparent and interactive mechanisms;  

2) Enable attendees to participate and contribute to the co-creation in the ongoing work streams from 
different initiatives by giving their input and co-creating in different sessions and; 

3) Allow PARADIGM Work Packages (WP) to advance their respective work by getting input from a 
broader public.  

 
Keywords for the PEOF2019 were: interactivity, networking and collaboration (see word cloud in Fig. 4). 
 
Design of the agenda 
 
The agenda of the PE Open Forum was designed by the three initiatives hosting and organising the event: IMI-
PARADIGM, EUPATI and PFMD. The organisers consulted their networks in late 2018 and early 2019 to ensure 
that the agenda would cover the expectations and needs of interested organisations and people.  
 
The PARADIGM General Assembly (GA) was held in the morning of the first day with at least one representative 
of each partner of the Consortium. The GA provided an opportunity to share updates on the work of each work 
package, finances and next steps of the project (see agenda in Annex 1). It was a very positive meeting clearly 
encouraging collaboration both within the Consortium and external initiatives in the remaining months of the 
project.  
 
After the PARADIGM specific GA, the open programme consisted of three types of sessions: plenary sessions 
(panel discussions), interactive sessions (including remote online live feed), and workshops.  

- The plenary sessions were co-organised by the three collaborating initiatives and with the consultation 
of the PARADIGM Steering Committee and Project team in spring 2019.  

- Topics for the interactive sessions were consulted with the network of the organisers, the call for 
suggestions was open during December 2018 and January 2019. Organisers selected 4 topics out of 
12 suggestions received from the community based on the level of interactivity and relevance 

- The workshops were delivered by the PFMD co-creation working groups that aimed to give the 
participants a hands-on experience in the co-creation of specific guidances for engagement in different 
phases in the medicine’s development lifecycle. 
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The PE Open Forum kicked off with a welcome from Magda Chlebus (EFPIA), Nicholas Brooke (The Synergist) 
and Matthew May (EUPATI) as co-organisers of the event. Following this opening session, health technology 
assessment (HTA) and regulatory representatives joined a panel discussion to exchange views about the role 
of patient engagement in their respective field. After this session, participants attended parallel workshop 
sessions related to the ongoing work in PARADIGM Work Packages (WP). Topics addressed were: good patient 
engagement practices, legal contracts, gaps in patient engagement practices and how to reach beyond easy 
targets when making the case for patient engagement. The latter session was organised online to ensure that 
interested stakeholders who could join the PE Open Forum in person, had a chance to participate and provide 
input remotely on this key topic. 
 
The second day of the PE Open Forum started with interactive sessions focusing on ongoing work that 
PARADIGM and other initiatives are currently conducting. Topics covered in the morning were: fair market value 
(FMV) toolkit for compensating patients, metrics to determine the shared value and future patient engagement 
tools. During the afternoon, participants had the chance to hear a motivational speech from Maya Zlatanova, 
CEO and founder of FindMeCure. The last plenary session brought together Daniel de Schryver (Janssen), 
Nicholas Brooke (The Synergist) and Nicola Bedlington (EPF) to discuss the patient engagement global 
landscape and framework that is being built across several initiatives. Finally, PFMD organised 3 parallel co-
creation workshops on engagement of patients in early development and preclinical research phases, in clinical 
trials and in co-designing plain language summaries.  
 
In order to provide access for those who could not join in person, one of the interactive sessions was conducted 
as an online webinar, in real-time, and the sessions in the plenary room were all live-streamed and recorded. 
 
Each session was run independently and attendees’ input was gathered separately via various methods; 
roundtable discussions, voting, live polling, etc. Outcomes can be read in the reports attached (see Annex 2). 

 
Communication and promotion of the PE Open Forum 
 
From the moment the dates of the event were identified, PARADIGM WP5 in collaboration with the other two 
initiatives involved in the organisation, sent a ‘save-the-date’ to their respective consortia. A dedicated website 
was created to promote the PE Open Forum which served as the main platform to disseminate information 
about registration, agenda and logistics.  
 
Registration was organised through the EventBrite platform. Various communication channels have been used 
to reach out to partners as well as general public (i.e. emails, social media, targeted invitation).  
 
The maximum capacity was 250 seats to ensure that participants have the possibility to get involved, collaborate 
and contribute to the co-creating sessions in a meaningful way. In early September 2019, registrations reached 
the maximum capacity and organisers opened a waiting list.  
 
To ensure a balanced representation from all stakeholders (i.e. patients, industry, HTA and regulators, 
academia, etc.), organisers made sure that 50 seats were reserved for patient attendees that were invited by 
patient organisations within the PARADIGM consortium (i.e. EPF, AE, EURORDIS and EATG). See figure 2.  
 
During the event, the plenary sessions were streamed online on a dedicated Twitter account to allow interested 
people to join the Open Forum. The recordings are now available in the PARADIGM YouTube Channel.  

 
Reporting 
 
Each of the session leaders had to provide a report on their sessions to ensure that the input received was well-
documented and that relevant follow-up takes place the PE Open Forum. The report contains information on 
the objectives of the session, outcomes, atmosphere and dynamics of the groups amongst other information to 
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enable organisers to improve the agenda of the PE Open Forum 2020 (see Annex 2 for more details). 
 
The presentations, live streaming recordings, short and long event videos and pictures of the event were made 
available online on the PE Open Forum website as well as the PARADIGM YouTube Channel. In addition to 
that, a satisfaction survey was sent to the event attendees to understand their experience and to identify ways 
to improve for the next Open Forum in 2020 (see section 3.3). We hope these post-event communication 
activities give inspiration to participants and other interested people to use and follow up on the discussions that 
took place during the event.  

3. Results and outcomes 
3.1. Demographics 

The event marked an important milestone for IMI-PARADIGM project and was attended by 239 delegates 
coming from both within PARADIGM consortium and the PILG (Paradigm International Liaison Group) as well 
as external organisations (45%, 6% and 49% respectively) (Fig. 1).  

 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

Figure 1. Breakdown of attendees 
 
The representative groups included pharmaceutical industry (28%), patient advocates and patient organisations 
(23%), nonprofit organisations (7%), academia (6%), associations and institutes (6%), regulatory and Health 
Technology Assessment (HTA) bodies (3%), other collaborative platforms (3%), and in the “Other” category 
mainly SMEs and consultancies (Fig. 2).  
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Figure 2. Attendees per stakeholder groups 

3.2. Outreach and social media presence 

The PE Open Forum had significant social media presence, the hashtags #PEOF2019 and #patientengagement 
were trending in Belgium during the two days of the event.  
 
Live streaming for the different sessions were viewed over 1000 times by the end of the second day and 
PARADIGM gained over 80 followers as a direct result of event campaigning (Fig. 3). The PARADIGM online 
profile was visited over 2,000 times and event related posts received over 94,000 impressions (views) during 
the two days. 

3.3. Results from the satisfaction survey (see annex 4 for extensive 
responses) 

A satisfaction survey was sent to the event attendees in order to understand their experience and to identify 
ways to improve for the third Open Forum in 2020. The survey included 9 multiple choice, matrix and open 
questions (Annex 3) and it was open from 20 September 2019 until 21 October 2019. Seventy-five responses 
were received (equaling to ~ 30% of event participants), of which 92% were received within 7 days from the 
event.  
 
Attendees were asked how likely they were to recommend the event to determine the Net Promoter Score 
(NPS). The PEOF had an NPS of 74.6, which is above the benchmark for events (Eventbrite, 2019). When 
asked to choose from 14 options which words are the most descriptive for the event (attendees could select 
more than one option), the top 5 choices accounted for 78% of the selection: Interactive (19%), Networking 
(17%), Good atmosphere (16%), Learning and Productive (both 13%). 
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The open questions resulted in numerous responses that for the main part were highly positive, but also included 
recommendations for improvements for the next event (see annex 4). In addition to these, 52 attendees gave 
their opinion on what they would like to see in the next PEOF. The key points and recommendations were (see 
annex 4 for more information):  

 Include more hands-on and interactive sessions that are complementary to each other. 
 Include more visible role of patients throughout the agenda. 
 Address sessions on regulators and payers. 
 Design sessions that are led by patients regarding patient engagement, fair market value, etc. 
 Include other perspectives (e.g. IMI-PREFER and patient preferences studies and patient 

engagement).  

 

 
Figure 3. Summary of social media impact of PEOF2019  

3.4. Other outcomes 

An awareness video was created and shared within a week from the PE Open Forum and a longer video report 
was produced in order to be able to give a sneak peak of the overall atmosphere of the event in a form of video-
report. In addition to these two videos, 9 attendees were approached during the event for a short interview. 
These videos illustrate how the event plays a part in delivering the shared purpose of PARADIGM, PFMD and 
EUPATI in driving for systematic patient engagement, collaboration and shares a glimpse of the atmosphere. 
 

● PEOF website: www.peopenforum.org  
● Awareness video (0:00:54): here  
● Video report (0:08:44): here 
● Interviews: here 
● Recordings: here 
● Pictures of the event: here   
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PE Open Forum 2019 - Report video 

 
4. Discussion 

The discourse over the two days at the PE Open Forum revolved around the need to collaborate and coordinate 
various simultaneous efforts globally in order to align and work towards the shared purpose of systematic, 
meaningful and measurable patient engagement. “It takes a village to raise a child”. A fitting quote to capture 
the culture change that was clearly marking conversations during the event. Part of that cultural change is 
captured through openness, inclusivity, co-creation of content and a high level of interaction and collaboration 
potential. 
 
During the two-day event, more than 200 participants took a deep dive into patient engagement activities and 
work being undertaken by several initiatives. Their contribution to the different sessions was crucial to ensure 
that the work of IMI-PARADIGM is aligned with expectations and needs from different stakeholders. The results 
of the PE Open Forum were impactful and nurtured by the participants representing patient advocates and 
organisations, regulatory and HTA bodies, healthcare industry and non-profit organisations that are working 
together to make patient engagement the norm through tools, education, recommendations, good practices, 
framework and capacity building.  
 
Given the large audience, and in particular external representation of partners it also provided an invaluable 
validation and landscape checkpoint to the work being carried out by the various initiatives that is beyond what 
could have been achieved within the respective initiatives or PARADIGM consortia. This resulted in a richer 
insight and inclusivity of co-creation of content, highlighted any current limitations, and provided clarity to future 
strategy directions. 
 
Despite the proven success of the event, WP5 has identified limitations as well as areas to be discussed for the 
organisation of future PE Open Forum.  
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Limitations  
 
The two-day PE Open Forum was held in Brussels, which though a central location in Western Europe, might 
not have been the most accessible place. Considerations were made to allow more people to join the sessions 
online, but for logistic and budgetary reasons only the sessions in the plenary room were live streamed.  
 
The location could also have contributed to the fact that Central and Eastern European countries were not 
equally represented. We recognize that we need to be sensitive to having a more balanced representation of 
stakeholders from across Europe which can also contribute to better transferability, 
 
We recognise that seats were limited, and this meant that not all who wanted to attend could do so. 
 
Despite these limitations, the overall feedback on the structure and implementation was very positive. This was 
the first truly open event co-organised by PARADIGM, and we strive to make our next event, PEOF2020 even 
more inclusive and interactive.  
 
Outcomes for IMI-PARADIGM: moving from discussions to action and results 
 
How can we make sure that the rich discussions of the PE Open Forum are correctly fed-in to the ongoing work 
of PARADIGM?  
 
WP5 has ensured that the results and key conclusions of the workshops are well-documented. A concrete 
example on how the workshops nurtured future work of PARADIGM is the WP2 workshop organised on day 1 
(Part 1: Understanding and prioritising gaps in patient engagement practices and processes): The prioritisation 
exercise was discussed on-site with the delegates after which WP2 transferred the prioritised gaps to WP4 at 
the end of day 1. These gaps were then included into the structure and content of WP4 session on day 2. 
Without this result, WP4 could not have effectively designed their workshop on day 2 (Part 2: Creating future 
patient engagement tools). This workshop was crucial to define the task forces as well as the next steps of the 
creation of the tools and their respective content. In addition, through alignment and collaboration, PARADIGM 
was able to de-prioritise certain topics that are being covered by other initiatives. This helps to reduce the risk 
of duplication and enables PARADIGM to focus on key priorities for their work.  
 
Finally, by asking for a complete report for each of the sessions, WP5 is ensuring effective follow up and keeping 
track of the upcoming activities within PARADIGM. For the next PE Open Forum, scheduled for June 2020, 
WP5 will make sure to consider and build on the learnings and feedback from PEOF 2019. 

 
5. Conclusions 

WP5 in PARADIGM has three PE Open Forums to organise over the duration of the project with the main 
objectives of disseminating information on the progress of the project and increasing collaboration across the 
patient engagement ecosystem. These Forums are co-organised with EUPATI and PFMD to ensure cross 
collaboration and sustainability of tools even after the project ends. This second Open Forum was created to 
be truly interactive, inclusive and provide attendees a chance to participate in the ongoing work and move 
beyond the often ‘dry’ and self-limiting standard formats of interactions. 
 
Metrics tell the story of a very successful event: The high-level of attendance, the  overwhelmingly positive 
feedback received from the satisfaction survey as well as the interviews conducted during the day give us 
reason to believe that an opportunity to co-create and the interactive inclusion of attendees in all sessions were 
refreshing and needed changes to the more “traditional” conferences. The level of interaction, networking and 
collaborative spirit amongst the attendees was very high and participants were fully engaging in all networking 
opportunities. 
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The high interest and participation from organisations outside the IMI-PARADIGM consortium show the strong 
relevance of the topics and the successful outreach to wider audiences. The programme has been designed to 
address multiple perspectives, including patients, industry, regulators and HTA and academia. As a public-
private-partnership, it is crucial to ensure a balanced and neutral representation from all stakeholders involved 
in the consortium.  
 
The word cloud (Fig. 4) created by the audience during the last plenary session of the conference reflects the 
feelings and experiences of the attendees and aligns not only with the results in the satisfaction survey but also 
with the objectives of this task: to create an event that highlights co-creation, engagement and interaction 
between stakeholders, different projects and collaborative platforms. This ultimately will increase the recognition 
and uptake of PARADIGM outcomes and tools to be delivered by the end of the project in August 2020. Finally, 
the PE Open Forum brought together an audience that believes in patient engagement and that wishes to see 
it become the norm, and to see it happen more and more in a meaningful and systematic way.  

 
 

 
Figure 4. Word cloud: “In 1-2 words, please describe PEOF2019” 
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Annex 1. Agenda of the PE Open Forum 
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Annex 2. Reports from interactive sessions and live streamed sessions 

 
DAY 1 – 18 September 2019 

- Welcome plenary 
- Regulatory and HTA panel discussion 
- Session 1 - Learning from good patient engagement practices and applying to your everyday work 
- Session 2 - Legal contracts between patients, pharma and researchers 
- Session 3 - Understanding and prioritising gaps in patient engagement practices and processes (WP2) 
- Session 4 - Patient engagement is everybody’s responsibility. How to reach beyond easy targets? 

(WP5) 
- Key take-away messages from the day 

 
 
DAY 2 – 19 September 2019 

- Session 5 - Toolkit for compensating patients and patient groups for their expert input 
- Session 6 - Metrics to determine the shared value of patient engagement (WP3) 
- Session 7 - Creating future patient engagement tools (WP4) 
- Key take-away messages from the morning 

 
- FindMeCure - Maya Zlatanova 
- Building a global patient engagement framework 
- Workshop 1 - How to involve patients in early development and preclinical phases 
- Workshop 2 - How to involve patients in clinical trial phases 
- Workshop 3 - Involving patients in plain language summaries 
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Annex 3. Satisfaction survey questions  

 
1. Stakeholder group [multiple choice] 

❏ Pharmaceutical industry 
❏ Patient organization 
❏ Patient expert 
❏ Consultancy company 
❏ Regulator/ HTA 
❏ Academia 
❏ Healthcare professionals 

 
2. How likely is it that you would recommend this event to another person? [scale 1 (not at all likely) - 10 

(extremely likely] 
a. Why? [text box] 

 
3. Which of the following words would you use to describe the PEOF2019? Select all that apply. [check 

boxes] 
❏ Interactive 
❏ Productive 
❏ Networking 
❏ Learning 
❏ High quality 
❏ Poor quality 
❏ Good atmosphere 
❏ Déjà vu (nothing new here) 

❏ Unique 
❏ Ineffective 
❏ Too long 
❏ Too short 
❏ Too detailed 
❏ Not enough detailed 
❏ Other [text box]

 
4. How would you rate the quality of the sessions you participated in? (leave the row empty if you didn't 

participate in a particular session) [matrix] 
 

 
All 13 sessions listed in each 
row 

Exceeded 
my 
expectations 

Met my 
expectations 

Didn't meet 
my 
expectations 

I had no expectations for 
this event 

Plenary session ❏  ❏  ❏  ❏  

Session 1 ❏  ❏  ❏  ❏  

Session 2 ❏  ❏  ❏  ❏  

Etc. ... ❏  ❏  ❏  ❏  

 
5. Tell us your opinion about the communication and organisation of the event [text box] 

 
6. What types of sessions or topics would you want to see in the next PEOF? [text box] 

 
7. If (and only if) you would like to be contacted to receive opportunities to co-create, please share with 

us your email address. [text box] 
 

8. Any other greetings to the organisers? :) [text box] 
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Annex 4. Satisfaction survey responses (additional responses) 

 
Question 1: stakeholder responses  
 

Pharmaceutical industry 24 

Patient organisation 14 

Academia 9 

Patient expert 8 

Consultancy company 5 

Non-for-profit organisation 3 

Regulator/HTA 3 

Project management 2 

Healthcare professionals 1 

Medical communications agency 1 

Non-for-profit think tank 1 

HEOR Association 1 

Partnership management 1 

PE Civil Society 1 
 
 
Question 2: How likely is it that you would recommend this event to another person? 
 

 
 
 
 
  

0 5 10 15 20 25 30 35 40 45

10

9

8

7

Recommendation to another person



  

18 
Copyright 2019 PARADIGM consortium ‐ 777450 – PARADIGM D5.4 

 

Question 3: Which of the following words would you use to describe the PEOF2019? 
 

 
 
 
Question 5: Tell us your opinion about the communication and organisation of the event 
 

 
 
 
Question 6: What types of sessions or topics would you want to see in the next PEOF? 
 
Types of sessions 

 Application of the materials and work done so far by PARADIGM and other initiatives. 
 More hands-on and interactive session on key topics addressed by PARADIGM. 
 Contribution and role of patients more visible throughout the event. 
 More complementary sessions.  
 Include a session/workshop on patient experience data-how is generated, sources of data, etc. (in 

collaboration with IMI-PREFER). 
 
 
Topics (suggestions) 

 Stories from academic researchers on how they got started with patient engagement. 
 How to engage with patients on the digital platforms? 
 Updates and real-world examples and proof of the benefits of the work presented. 
 Session dedicated to patient engagement in rare diseases context. 

0 10 20 30 40 50 60 70 80

Interactive

Learning

High quality

Productive

Networking

Good atmosphere
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Description of PEOF2019
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 Examples of first-time patient engagement activities vs more mature ones, stories of how organisations 
established their ‘patient engagement’ team and first activities. 

 Updates from regulatory and payers’ perspective. 
 How patients feel about patient engagement? 
 How patients imagine ideally to collaborate with pharma or academics or regulators? 
 How actually to start with patient engagement with real beginners? 
 Match-making processes and options. 
 How to offer patients an integrated experience, offered in a collaborative/joined effort by all players in 

the ecosystem? 
 Patient specific-led session regarding fair market value where we get the opportunity to put forward the 

types of compensation accepted.  
 More discussion about role of regulators and the guidance that they are providing, e.g. comparison of 

what FDA and EMA, etc. 
 Include IMI-PREFER and joint communication plan.  


