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EXECUTIVE SUMMARY 

 

The basis of the dissemination activities on RECAP preterm were the identified target group 

and a planning of respective outreach tools.  

Aim of the outreach strategy was to create a maximum of attention and awareness for the project, 

its aims, milestones and results. The different stakeholders should gain an increased 

understanding of the participating partners, cohorts and the benefits and use of the RECAP 

preterm Cohort Platform. 

Communication and outreach on RECAP preterm will not stop with the end of the funding 

period, but will continue, as publications are still outstanding and the RECAP preterm Cohort 

Platform is now ready for use by researchers of diverse backgrounds. With continued 

communication, the different stakeholders will become or remain aware of RECAP preterm, so 

that, in the coming years, the RECAP Preterm Cohort Platform will become a widely used tool 

among researchers to look into data gathered from very preterm and very low birth weight 

cohorts across the world, so that the fruits of this EU funded project will grow. 
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1 INTRODUCTION 

1.1 Introduction 

RECAP preterm “Research on European Children and Adults born Preterm” is a project funded under 

the European Horizon 2020 Research and Innovation Programme. It features a powerful network of 

experts from various disciplines as well as patient organisations and research institutions.  

Over five years (2017-2021) the RECAP preterm Consortium developed a sustainable platform for 

research on children and adults born preterm. The platform enables stratified sub-group analyses of 

sociodemographic and clinical characteristics, neonatal complications, and otherwise rare medical 

conditions that cannot be studied in national population cohorts. 

RECAP preterm will make it possible to investigate the many open questions on long term effects of 

very preterm birth/ very low birth weight going beyond state of the art. 

Furthermore, it can help to reduce ethical, administrative and technical barriers to collaboration in 

research and create positive incentives for engagement from research teams around the world. This will 

enable timely responses to emergent questions about best care and social policy for children and adults 

born preterm or with low birth weight. 

Aim of the outreach strategy was to invite the different stakeholders and broader public to explore the 

unique work of the RECAP preterm project: to inform about the objectives, set-up and result of an 

intense collaboration and productive learning within the project Consortium comprising 20 partners 

from 12 European countries. 

By communicating broadly on RECAP preterm, the consortium partners hope that the different 

stakeholders will be aware of RECAP preterm and its aims and that, in the coming years, the RECAP 

Preterm Cohort Platform will become a widely used tool among researchers to look into data gathered 

from very preterm and very low birth weight cohorts across the world, so that the fruits of this EU 

funded project will grow. 

1.2 Outreach Strategy 

1.2.1 Target Groups 

Information about the project needed to be broadly spread and targeted a variety of stakeholders, such 

as 

- A broad group of professionals (e.g. healthcare professionals and researchers in the fields of 

neonatology, epidemiology, psychology, therapists, etc.)  and their respective societies at 

national, European and international levels 

- Parents and persons with lived experience and their respective organisations at local, national, 

EU and international levels,  

- Policy makers, key decision makers at national and EU levels  

- The broader public 

The target groups and with them concrete stakeholders were identified by the consortium partners with 

a “stakeholder mapping” exercise during the General Assembly Meeting in Frankfurt in 2018. The list 

of stakeholders was finetuned in the months after the meeting. 
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1.2.2 Outreach Channels 

In order to reach the identified target groups, communication tailored for the individual target groups 

was shared via those communication channels preferred by the respective individual target group.   

The RECAP preterm Steering Committee weighed the pro and contra of starting new communication 

channels and having to build a community over the years versus using the communication channels of 

a consortium partner with well-established connections to the majority of the identified target groups. 

It was decided that EFCNI as experienced and strong networking partner would accompany the 

communication around the RECAP preterm project from their established communication channels, 

with all consortium partners supporting the communication outreach via their institutional and/or 

private communication channels.  

The following communication channels were used: 

- Websites: RECAP preterm website, EFCNI and other consortium partners’ website sections 

- Project related communication material: Flyer, Presentation template, Project Brochure, Policy 

Brief, animated video 

- Social Media: RECAP preterm YouTube, Facebook, Twitter, Linked-In, Instagram channels 

from EFCNI and social media channels from all consortium partners’ as available 

- Contributions to blogs of networking partners 

- Press and media with support from all consortium partners at local and national, international 

levels 

- Newsletters and news sections of RECAP preterm, EFCNI and all consortium partners as 

available 

- Congresses, conferences, (networking) meetings attended by consortium partners 

- Summer School 

1.2.3 Outreach Topics 

Communication around RECAP preterm aimed at keeping stakeholders and a broader public informed 

about the project’s aims, milestones and actions. To create a better understanding for the project, the 

consortiuim partners, their professional backgrounds, and cohorts involved were presented. General 

facts about preterm birth and information on how the project could support improvements in this health 

area linked the project to the disease area and enabled inclusion of the topic and the project into the 

communication and action steps of stakeholders. 

To increase visibility and show commitment, RECAP preterm joined every year the global movement 

around “World Prematurity Day” – the international awareness day on preterm birth, celebrated each 

17 November.  

Main outreach language was English, but translations into further languages were offered locally by the 

consortium partners where and when possible. 
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2 OUTREACH 

Since its start in 2017 the social media communication about RECAP preterm on EFCNI channels alone 

gained per year about 50.000 impressions and had a reach of approx. 35.000 on Facebook, with 

additional 16.000 impressions on Twitter and 2.000 impressions on Instagram (as new, upcoming social 

media channel).  

Examples for the best performing single (organic) posts on EFCNI social media communication 

channels: (2019) 14.964 and 1.587 engagements or (2020) 10.917 and 775 engagements (please see 3.3. 

Social Media) 

To understand the success of the social media outreach strategy, it is important to be aware of the power 

of networks: A social media post from one consortium partner with strong network (example: EFCNI) 

reaches the direct community. However, these national network partners also have their own broad 

national and local networks and keep promoting, sharing and liking the original posts, thus creating a 

snowball-effect with broadest outreach effect.  
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3 EXAMPLES FOR OUTREACH ACTIVITIES 

3.1 Websites 

An important outreach tool addressing the different target groups was the RECAP preterm website 

(https://recap-preterm.eu/; please see also D10.1). In addition, the consortium partners’ institutions 

established sub-sites and included news about the project on ther “news section” to inform their 

communities and networks.  

Example: RECAP preterm website 

 

 

 

https://recap-preterm.eu/
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Example: EFCNI sub-site on RECAP preterm and “news section” featuring updates on the project 
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3.2 Project related Communication Material 

3.2.1 Flyer/ Factsheet 

The project flyer / factsheet has been available for download on the RECAP preterm website (see also 

D10.1). The flyer was shared as printed version with the different stakeholders by all consortium 

partners throughout the project and served as a digital promotion via social media channels: 

Example: English RECAP preterm flyer 

 

 

 

 

 

 

 

 

 

 

 

 

Example: Promotion of Dutch Flyer version 
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3.2.2 Presentation Slides 

A RECAP preterm powerpoint presentation template was used by all partners for external presentations 

on the project. The continuous use of the slides and corporate colours was an important factor for 

recognition of the project among the stakeholders.  

 

 

 

 

 

 

 

3.2.3 Project Brochure 

The Project Brochure (see also D.10.6) in A5 format was produced at the end of the project, considering 

the learnings, experiences and outcome of the project, and particularly the RECAP preterm Cohort 

Platform. The brochure will be available for download on the RECAP preterm website. An electronic 

version will be shared with the different stakeholders by all consortium partners following the project 

to maintain interest and awareness.  
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3.2.4 Policy Brief 

The RECAP preterm policy (see also D10.2) was developed at the end of the project, considering the 

learnings, experiences and outcome of the project and the outcome of the workshop. The policy brief is 

a tool allowing the consortium partners and their close networks to introduce the research and 

recommendations developed under the project to a broader audience as a step towards translating the 

findings of the research project into practice. The document gives a general overview on the definition 

of preterm birth and main challenges to individuals, families and societies as a whole, summarizes 

features and goals of the RECAP preterm Cohort Data Platform as a result of the RECAP preterm 

research. It ends with an explanatory description why investment in live is key and concludes with a 

Call to Action for the different target groups (parents/ carevigves, adults born preterm or healthcare 

professionals and their respective organisations as well as policy makers and decision makers). 

 

 

 

 

 

 

 

 

 

3.2.5 Animated Video 

The animated video is a 2-minutes description of project RECAP preterm, its background and goals. It 

can be viewed via the RECAP preterm website and RECAP preterm YouTube channel 

https://youtu.be/fu7D18WgfCc. 

First translations of the video into further languages like e.g. Hungarian are being prepared. 

 

  

https://youtu.be/fu7D18WgfCc
https://youtu.be/fu7D18WgfCc
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3.3 Social Media 

The identified different target groups all use social media for exchange of information and 

communication on topics meaningful to them. However, the different target groups prefer different 

social media channels and different information and/or ways of information. The social media outreach 

was therefore tailored to the different target group’s preferences and needs, from information on latest 

publications in journals to general information about preterm birth or nice graphics and information for 

an easy share. Social media channels used: YouTube, Facebook, Instagram, Twitter, Linked-in 

Example: The RECAP preterm YouTube Channel 

The RECAP preterm YouTube channel hosts the animated video and the Summer School video 

contributions: 

 

For an immediate successful outreach on the project to the broader public, the project partners preferred 

using the well-established account f EFCNI with meanwhile 8.1 K subscribed followers and networks, 

instead of creating a new account and having to build up the followers over the next years. In addition, 

all partners shared, if possible, the communication via their own channels to increase the outreach to a 

maximum. The social media communication on the project, its milestones and findings as well as 

general facts and information around preterm birth and follow-up was supported by several campaigns 

or “communication series”, such as the “RECAP preterm professionals” (examples) or “RECAP 

preterm cohorts’ series to keep the momentum and attention and to increase the understanding of the 

project and the networks involved.  

Example: Selection of general posts on RECAP preterm  

 

 

 

 

 

 

 

 

 

 

 

https://www.youtube.com/channel/UC6iIQeJ7ZsqtZBTPKZ2Zmlg/videos
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Example: Selection of posts from the social media series about the partners participating in RECAP 

preterm  
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Example: Selection of posts from the social media series introducing the cohorts participating in RECAP 

preterm 
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Example: Selection of posts from the social media series introducing the different professions 

participating in RECAP preterm  
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Example: RECAP preterm supporting every year the awareness camaign “World Prematurity 

Day”, the international awareness day for Preterm Birth on 17 November with activities in more 

than 100 countries and outreach to a broader public at global level 

 

 

 

 

 

 

 

 

 

 

 

 

Example: Selection of posts from the social media series introducing the new e-cohort HAPPe 

participating in RECAP preterm 
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Example: Selection of posts from the social media series promoting the RECAP preterm Summer 

School 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

Example: Selection of blog contributions by RECAP preterm  

Dutch networking partner “Kleine Kanjers“                      and                     Australian „Miracle 

Babies“ 
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3.4 Press and Media 

The consortium partners reached out to their press and media contacts to promote new findings (for 

details, please refer to outreach summary chapter 4). 

Examples: Selection of press and media articles 
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Examples: Selection of EFCNI e-newsletter articles, outreach: about 5.000 regular readers 

 

 

   

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

3.5 Networking 

3.5.1 General Assembly and Steering Committee Meetings 

During the meetings, the multidisciplinary partners from 20 different institutions built and strengthened 

a network fostering a sustainable work of RECAP preterm. All partners brought their own networks 

into the project, resulting in an opportunity for a broad dissemination of information on the project and 

the project results: from a variety of different professions, institutions, parents/ carers to persons with 

lived experience and their respective societies and organisations at national and EU levels 
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All project meetings were accompanied with respective social media communication, newsletter 

contributions and a news on the RECAP preterm website to inform the broad network on current project 

steps. 

Examples from 2017 - 2021 
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3.5.2  Regular Exchange with Parents/ Patients 

The current milestones of the RECAP project were continuously shared with the patient and consumer 

networks, via social media or blog contributions (see below) and on the occasion of the EFCNI annual 

Parent Organisations Summit or regular networking calls of these groups. 

A ½ workshop on “translation of research into policy” was organized at the EFCNI annual Parent 

Organisations Summit in 2020 (see also deliverable D10.2). The summit is attended by about 40 

national parent/ patient organisations from EU and across the world. 

 

 

3.5.3 Conferences, Congresses, (Networking) Meetings 

The consortium partners presented the RECAP project regularly on external local, national or 

international events (for details, please see also outreach report chapter 4) to professionals of different 

backgrounds but also patient representatives. 

Example: Presentation of RECAP preterm at the bi-annual international congress jENS (joint 

European Neonatal Societies) 

 

 

 

 

 

 

 

 

 

 

  

©EFCNI 
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3.5.4 Winter/ Summer School 

On 1st July 2021, the RECAP preterm digital “Summer School” was launched (see also D.10.5) and 

since then can be accessed the RECAP preterm website. It provides an overview of very preterm cohorts 

and collaborative research principles and techniques. Through a mixture of interviews with consortium 

partners and presentation videos, the participants learn about existing very preterm cohorts in Europe, 

new research on children and adults born very preterm based on pooled data, and how to implement a 

collaborative research protocol – including the ethical and legal requirements, involvement of patient 

representatives, procedures for harmonizing data, the technological aspects of storing and sharing data, 

and analytic approaches and software.  

Between 1st July and 30th September 2021, an online Discussion Forum allowed for an interactive 

exchange between the participants and consortium partners. Additionally, participants could obtain a 

certificate for the successful answering of a multiple-choice quiz set up by the project partners.   

 

 

 

 

 

 

 

 

 

 

 

As of October 1st, 2021, the following outreach was achieved via the RECAP preterm Summer School: 
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4 OUTREACH ACTIVITIES –  

OVERVIEW PER REPORTING PERIOD 

4.1 Period 1 

 

Partner 

name 

(institution 

name) 

Work 

package 

Short description of activity (e.g. talk, congress, event, communication 

via social media, press or media) 

 

Partner 01 

TNO 

All Presentation: APIC meetings in San Francisco and Venice 

Partner 01 

TNO 

All Presentation: b. Dutch national experts on neonatology; Landelijke 

Neonatologie Federatie 

Partner 02 

University 

of Warwick 

WP9 Poster presentation at the Poster presentation at the Pediatric Academic 

Society (PAS) conference in Toronto (5-8th of May 2018) - Adults Born 

Preterm:  

A Meta-Analysis on Relational Transitions and Socio-Emotional Outcomes 

Partner 02 

University 

of Warwick 

WP9 Poster presentation at the (PAS) conference in Toronto (5-8th of May 2018) – 

Preterm Birth/Low Birth Weight and Adulthood Wealth: A meta-analysis 

Partner 02 

University 

of Warwick 

WP9 Presentation at the Adults Born Preterm International Collaboration (APIC) 

meeting, Toronto, 4th of May 2018 - RECAP preterm, a EU Horizon2020 

collaborative effort to harmonize existing and new follow-up data on preterm 

survivor children, adolescents and adults 

Partner 02 

University 

of Warwick 

WP9 University of Warwick Event – Celebrating Impact and Innovation (Monday 

14th May 2018). Speaker: Professor Dieter Wolke – Informing the Standards 

of follow-up care for infants 

Partner 02 

University 

of Warwick 

WP9 Poster presentation at the Poster presentation at the Pediatric Academic 

Society (PAS) conference in Toronto (5-8th of May 2018) - Adults Born 

Preterm:  

A Meta-Analysis on Relational Transitions and Socio-Emotional Outcomes 

Partner 02 

University 

of Warwick 

WP9 Poster presentation at the (PAS) conference in Toronto (5-8th of May 2018) – 

Preterm Birth/Low Birth Weight and Adulthood Wealth: A meta-analysis 

Partner 02 

University 

of Warwick 

WP9 Presentation at the Adults Born Preterm International Collaboration (APIC) 

meeting, Toronto, 4th of May 2018 - RECAP preterm, a EU Horizon2020 

collaborative effort to harmonize existing and new follow-up data on preterm 

survivor children, adolescents and adults 

Partner 02 

University 

of Warwick 

WP9 Publication: Bilgin, A., Mendonca, M., & Wolke, D. (2018). Preterm 

Birth/Low Birth Weight and Markers Reflective of Wealth in Adulthood: A 

Meta-analysis. Pediatrics. 
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Partner 

name 

(institution 

name) 

Work 

package 

Short description of activity (e.g. talk, congress, event, communication 

via social media, press or media) 

 

Partner 03 

INSERM 

All Presentation: The RECAP preterm platform: the opportunities and challenges 

of bringing together data from European cohorts of children and adults born 

very preterm.  Conference on Epidemiological Birth Cohort and Longitudinal 

Studies -  3rd Paula Rantakallio Symposium 13rd – 15th, June, 2018 

Partner 03 

INSERM 

All Differences in perinatal care and newborn outcomes in Europe, Conference 

99 NICU, Stockholm 13 11-15 June 2017 

Partner 03 

INSERM 

All Prematurity and fetal growth restriction: research priorities and opportunities. 

Fetal Growth Conference in Cork 21-22nd, September 2017 

Partner 04 

ISPUP 

WP6 13 April 2018, one-day meeting of WP6 on “Improving data collection, 

follow-up, and participant involvement”, Porto, Portugal. 

Partner 07 

University 

of Leicester 

WP3 SJ attended the full day (8 hours) APIC meeting on 4th May in Toronto, 

Canada. During the meeting, SJ gave a presentation about RECAP preterm, 

focusing on WP3’s data harmonisation activities, along with DW and MM 

(UoW). 

Partner 10 

NTNU 

All 30 min talk to the Norwegian parent organisation Prematurforeningen at 

seminar to celebrate World’s Prematurity Day, Nov 2017, St. Olavs hospital, 

Trondheim, Norway (10-15 participants) 

Partner 10 

NTNU 

WP9 15 min talk to the international network: Adults Born Preterm International 

Collaboration (APIC) about EndNote database of references related to 

adolescent and adult cohorts in RECAP preterm, meeting prior to PAS 

conference, May 2018, Toronto, Canada (approx. 30 participants) 

Partner 10 

NTNU 

All 15 min talk at seminar for Department of Clinical and Molecular Medicine, 

NTNU, June 2018, Trondheim, Norway (approx. 40 participants) 

Partner 10 

NTNU 

All 15 min talk at seminar for Department of Mental Health, NTNU, June 2018, 

Trondheim, Norway (approx. 50 participants) 

Partner 11 

Karolinska 

Institutet 

WP3, 7 Information and discussion about the cohort part within the EXPRESS 

steering and project groups (both national). 

Partner 13 

University 

of Helsinki 

All Brief Project description on the Developmental Psychology (DEPSY) 

research groups website.  

Partner 13 

University 

of Helsinki  

WP 8 Blog post about the use of the Finnish and Nordic Registers for RECAP 

preterm  

Partner 13 

University 

of Helsinki 

All Facebook post announcing RECAP preterm project in DEPSY Facebook 

group  

Partner 14 

OPBG 

All Presentation about the RECAP preterm aims and methods at the workshop 

organised with the regional reference members of the ACTION cohort 

(Florence, May 11, 2017) 
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Partner 

name 

(institution 

name) 

Work 

package 

Short description of activity (e.g. talk, congress, event, communication 

via social media, press or media) 

 

Partner 14 

OPBG 

All Invited talk on “Follow-up dei nati pretermine: ricadute 

assistenziali”(Follow-up of preterm infants and effects on health care plans)   

at the National Conference of the Italian Society of Neonatology (Milan, 27 

September 2017; about 70-80 people present at this talk) and distribution of 

ReCAP leaflets. 

Partner 14 

OPBG 

All Two presentations using the Italian Epice and Action data at a conference on 

Perinatal and Pediatric Epidemiology (Florence, 10-12 May 2018; about 60-

70 people present) 

Partner 14 

OPBG 

All Two “articles” dedicated to the participation of OPBG in research regarding 

very preterm infants were published on the OPBG website for the Prematurity 

Day 2017, and so far had so far 452 and 426 visitors respectively 

Partner 17 

UTARTU 

WP 10 Talk about follow-up of very preterm infants and introduction of RECAP 

preterm 

Partner 17 

UTARTU 

WP 10 Presentation: how to predict future of very preterm infants incl RECAP 

preterm introduction 

Partner 17 

UTARTU 

WP 10 Talk about follow-up of very preterm infants and introduction of RECAP 

preterm 

Partner 17 

UTARTU 

WP 10 Presentation about ROP and follow-up of preterm infants (introduction of 

SHIPS and RECAP preterm) 

Partner 17 

UTARTU 

WP 10 Meeting with RECAP preterm partner  KR 

Partner 17 

UTARTU 

WP 10 Meeting with RECAP preterm partners MC, PB 

Partner 18 

University 

of Antwerp 

WP10 Developing a Dutch version of the RECAP preterm flyer to inform parents 

about RECAP preterm and prematurity. Activity in collaboration with WP10. 

Partner 18 

University 

of Antwerp 

WP10 Liking and following the Facebook page of EFCNI. 

Partner 18 

University 

of Antwerp 

WP10 Attendance ‘Preterm Day’ in Leiden (NL), 17/11/2017 

Partner 19 

concentris 

WP 10 Regularly tweets about RECAP preterm meetings and other news 

All partners WP 3, 7 Spreading RECAP preterm leaflets regionally and nationally on conferences 
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4.2 Period 2 

 

Partner  Type of 

dissemination & Title 

of dissemination (if 

applicable) 

Name of 

event (if 

applicable) 

Place, 

Country  

(if applicable) 

Date  Type of audience 

08 THL Organisation of a 

Conference 

Adults Born 

Preterm 

International 

Collaboration 

Meeting 

Baltimore, 

USA 

26.04.2019 Scientific 

Community 

1TNO Organisation of Adult 

Preterm International 

Collaboration meeting 

in Maastricht 

Bi-yearly 

Adult Preterm 

International 

Collaboration 

meeting  

Maastricht, the 

Netherlands 

17.09.2019 Scientific 

Community  

09 

EFCNI 

Organisation of a 

workshop: A 

systematic and easy 

way to read and 

understand complex 

research studies. 

Annual EFCNI 

Parent 

Organisation 

Meeting 

Munich, 

Germany 

27.01.2019 Patients & 

Relatives 

09 

EFCNI 

Webinar  Journal club: 

How to read/ 

understand 

scientific 

literature 

online 04.09.2019 Patients & 

Relatives 

1TNO Oral presentation – 

Issues in quality of life 

of adults born very 

preterm compared to 

adults born full term 

3rd Congress of 

the Joint 

European 

Neonatal 

Societies 

(jENS) 

Maastricht, 

Netherlands 

20.09.2019 Scientific 

Community  

1TNO Poster & short 

presentation – Follow-

up of the reproductive 

outcomes of 35 year 

old adults born very 

preterm 

3rd Congress of 

the Joint 

European 

Neonatal 

Societies 

(jENS) 

Maastricht, 

Netherlands 

19.09.2019 Scientific 

Community  

2 UoW Invited oral 

presentation at jENS 

conference in 

Maastricht "Gender 

and victimisation, not 

prematurity, predicts 

self-esteem trajectories 

into adulthood" 

3rd Congress of 

the Joint 

European 

Neonatal 

Societies 

(jENS) 

Maastricht, 

Netherlands 

19-21 

September, 

2019 

Scientific 

Community 

2 UoW Invited oral 

presentation at jENS 

conference 

"Association of 

3rd Congress of 

the Joint 

European 

Neonatal 

Maastricht, 

Netherlands 

19-21 

September, 

2019 

Scientific 

Community 
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Partner  Type of 

dissemination & Title 

of dissemination (if 

applicable) 

Name of 

event (if 

applicable) 

Place, 

Country  

(if applicable) 

Date  Type of audience 

preterm birth and low 

birth weight with 

romantic partnership, 

sexual intercourse and 

parenthood in 

adulthood: A 

systematic review and 

meta-analysis" 

Societies 

(jENS) 

2 UoW Poster presentation 

"Small for gestagional 

age; Cognitive 

performance from 

infancy to adulthood 

3rd Congress of 

the Joint 

European 

Neonatal 

Societies 

(jENS) 

Maastricht, 

Netherlands 

20.09.2019 Scientific 

Community 

(higher education, 

Research) 

2 UoW Keynote Lecture - 

Long-term Outcome of 

Preterm Infants 

3rd Congress of 

the Joint 

European 

Neonatal 

Societies 

(jENS) 

Maastricht, 

Netherlands 

19-21 

September 

2019 

Scientific 

Community 

2 UoW Keynote Lecture - 

Psychiatric diseases in 

children born preterm - 

is it an issue?  How?  

Why? (ASD, 

schizophrenia ASDS) - 

clinical symptoms, 

behavioural problems 

3rd Congress of 

the Joint 

European 

Neonatal 

Societies 

(jENS) 

Maastricht, 

Netherlands 

19-21 

September 

2019 

Scientific 

Community 

2 UoW Keynote Lecture - 

RECAP-Preterm: 

Research on Children 

and Adults Born 

Preterm 

3rd Congress of 

the Joint 

European 

Neonatal 

Societies 

(jENS) 

Maastricht, 

Netherlands 

19-21 

September 

2019 

Scientific 

Community 

14 

OPBG 

Invited oral 

presentation - Parental 

experiences with 

follow-up care offered 

to their very preterm 

infants: results of a 

qualitative study. 

(SHIPS data) 

3rd Congress of 

the Joint 

European 

Neonatal 

Societies 

(jENS) 

Maastricht, 

Netherlands 

19-21 

September 

2019 

Scientific 

Community 

2 UoW Invited oral 

presentation at 

symposium 

"Explaining attention 

differences of the very 

and extremely preterm 

19th European 

Conference on 

Developmenta

l Psychology 

Athens, 

Greece 

29.08.2019 Scientific 

Community 
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Partner  Type of 

dissemination & Title 

of dissemination (if 

applicable) 

Name of 

event (if 

applicable) 

Place, 

Country  

(if applicable) 

Date  Type of audience 

compared to term born 

adults 

2 UoW Invited lecture - 

Mission: Im possible - 

Take Responsibility 

for newborn health in 

Europe 

Launch of 

European 

Standards of 

Care at the 

European 

Parliament    

Brussels, 

Belgium 

27-28 

November 

2018 

Scientific 

Community 

2 UoW Invited lecture - Very 

preterm birth: effects 

on children and 

parents into adulthood 

Neonatal Trust 

Parents at 

Council of 

International 

Neonatal 

Nurses 

Conference 

(COINN) 2019 

Auckland, 

New Zealand 

4-9 May 

2019 

General Public 

2 UoW Keynote Lecture - 

Adult Outcome after 

Very Preterm Birth: 

Vulnerability and 

Resiliency 

Council of 

International 

Neonatal 

Nurses 

Conference 

(COINN) 2019 

Auckland, 

New Zealand 

4-9 May 

2019 

Scientific 

Community 

2 UoW Keynote Lecture - The 

long term development 

of very preterm infants 

into adulthood 

45th Annual 

meeting of the 

Society for 

Pediatric 

Intensive Care 

and Pediatric 

Infectious 

Diseases 

Leipzig, 

Germany 

23-25 May 

2019 

Scientific 

Community  

2 UoW Keynote Lecture - 

Long term outcome 

into adulthood after 

very preterm birth 

XXVII 

Congress of 

Neonatal & 

Perinatal 

Medicine & 

VII Congress 

of the Spanish 

Society of 

Neonatal 

Nursing 

Madrid, Spain 2-4 October 

2019 

Scientific 

Community 

03 

INSER

M 

Oral presentation of 

RECAP Preterm 

project as part of a 

broader presentation 

on European research 

on very preterm 

infants 

European 

Congress of 

Periantal 

Medicine 

Saint 

Petersburg, 

Russia 

07.09.2018 Scientific 

Community 
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Partner  Type of 

dissemination & Title 

of dissemination (if 

applicable) 

Name of 

event (if 

applicable) 

Place, 

Country  

(if applicable) 

Date  Type of audience 

04 

ISPUP 

Poster Presentation - 

"Description of 

retention strategies 

adopted by European 

cohorts of very 

preterm infants" 

XXXVI 

Reunião 

Científica da 

SEE and XIII 

Congresso da 

APE  

Lisbon, 

Portugal 

11.09.2018 Scientific 

Community 

04 

ISPUP 

Oral Presentation - 

"Quality Provision of 

Maternal and Newborn 

Health Care for Very 

Preterm Infants in 

Portugal in the context 

of neoliberal policies: 

A Mixed-Method 

Approach" 

3rd World 

Conference on 

Qualitative 

Research – 

WCQR2018 

Lisbon, 

Portugal 

17.10.2018 Scientific 

Community 

04 

ISPUP 

Poster Presentation - 

"Neoliberal Policy 

Impact on Health Care 

Provision for Parents 

of Very Preterm Born 

Infants in Portugal: A 

Quality Analysis on 

Perceived Care" 

11th ASPHER 

Young 

Researchers’ 

Forum 

Ljubljana, 

Slovenia 

28.11.2018 Scientific 

Community 

04 

ISPUP 

Oral Presentation - 

“Follow-up of cohorts 

of very preterm 

infants: a systematic 

review on participation 

and determinants of 

attrition” 

11th ASPHER 

Young 

Researchers’ 

Forum 

Ljubljana, 

Slovenia 

28.11.2018 Scientific 

Community 

04 

ISPUP 

Poster Presentation - 

“Obstetric 

interventions among 

native and migrant 

women: a survey of 

episiotomy in 

Portugal" 

11th European 

Public Health 

Conference 

Ljublijana 22-10-2018 Scientific 

Community 

06 

INESC 

TEC + 

04 

ISPUP 

Poster Presentation - 

"RECAP Preterm: 

Harmonização de 

dados de coortes de 

crianças e adultos 

nascidos pré-termo, 

com recurso a 

plataformas digitais" 

XXXVI 

Reunião 

Científica da 

SEE and XIII 

Congresso da 

APE  

Lisbon, 

Portugal 

11.09.2018 Scientific 

Community 

07 

ULEIC 

Oral presentation 

"Have 

neurodevelopmental 

Journees 

Francophone 

de recherches 

Paris, France 13/12/2018

-

14/12/2018 

Scientific 

Community 
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Partner  Type of 

dissemination & Title 

of dissemination (if 

applicable) 

Name of 

event (if 

applicable) 

Place, 

Country  

(if applicable) 

Date  Type of audience 

outcomes for 

extremely preterms 

improved over time?" 

de 

neonatologie 

07 

ULEIC 

Oral presentation - 

Networking, recruiting 

of panel members for 

DELPHI process 

British 

Maternal and 

Fetal Medicine 

Society 

Conference 

Edinburgh, 

UK 

28/03/2019

-

29/03/2019 

Scientific 

Community 

07 

ULEIC 

Oral presentation on 

RECAP preterm WP3 

DELPHI process 

Paediatric 

Academic 

Societies 

conference 

Baltimore, 

USA 

24/04/2019

-

01/05/2019 

Scientific 

Community 

07 

ULEIC 

Oral keynote 

presentation "Outcome 

of preterm birth - 

assimilation of 

outcomes across 

Europe" 

5th Annual 

Preterm Birth 

Conference 

Birmingham, 

UK 

30.09.2019 Scientific 

Community 

14 

OPBG 

Oral presentation - 

Does a parent-report 

assessment at 2 years 

corrected age predict 

later cognitive 

development in very 

preterm infants?  

European 

Association of 

Neonatology 

Rotterdam, 

Netherlands 

September 

1-3, 2019 

Scientific 

Community 

14 

OPBG 

Invited presentation -I 

dati perinatali 

PERISTAT 

21st Italian 

Congress of 

the Society for 

Perinatal 

Medicine 

Bologna, Italy  November 

7-9, 2019 

Scientific 

Community 

06 

INESC 

TEC 

Oral presentation - 

Distributed Statistical 

Analysis Using 

DataSHIELD in 

Epidemiological 

Studies 

Datashield 

Workshop 

2018 

Newcastle, 

UK 

06.09.2018 Scientific 

Community 

06 

INESC 

TEC 

Oral presentation - 

Studying very preterm 

birth in Europe: 

methodological 

challenges and how to 

tackle them with 

DataSHIELD 

Datashield 

Workshop 

2019 

Newcastle, 

UK 

12.09.2019 Scientific 

Community 

06 

INESC 

TEC 

Oral presentation - 

From basic statistics 

onwards: an 

Datashield 

Workshop 

2019 

Newcastle, 

UK 

12.09.2019 Scientific 

Community 
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Partner  Type of 

dissemination & Title 

of dissemination (if 

applicable) 

Name of 

event (if 

applicable) 

Place, 

Country  

(if applicable) 

Date  Type of audience 

experience with 

DataSHIELD 

06 

INESC 

TEC 

Oral presentation - 

CORAL - Docker 

container based 

deployment for OBiBa 

stack 

Datashield 

Workshop 

2019 

Newcastle, 

UK 

13.09.2019 Scientific 

Community 

10 

NTNU 

Invited oral 

presentation for parent 

organisation 

"Prematurforeningen": 

EFCNI Standard of 

Care project 

30 year 

anniversary for 

"Prematurfore

ningen", Oslo 

University 

Hospital 

Oslo, Norway 13.12.2018 General Public, 

Patients & 

Relatives 

04 

ISPUP 

Newsletter - "Quality 

of Maternal and 

Neonatal Health Care 

for Very Premature 

Born Children in the 

Context of the 

Economic Crisis: A 

Qualitative Analysis in 

Portugal" 

EPICE 

Newsletter 

 International Mrz 19 General Public 

04 

ISPUP 

Press release Best 

Poster Communication 

- “Neoliberal Policy 

Impact on Health Care 

Provision for Parents 

of Very Preterm Born 

Infants in Portugal: A 

Quality Analysis on 

Perceived Care”  

ASPHER 

Newsletter 

 International 16.03.2019 Scientific 

Community 

04 

ISPUP 

Social media: HAPP-e 

project's Social Media 

pages (Facebook, 

Twitter, Instagram and 

Pinterest) 

   International 16.12.2019 General Public 

09 

EFCNI 

Social media: 66 posts 

and newsletters 

Facebook, Twitter, 

Instagram, LinkedIn 

posts + Newsletter  

  International 01.07.2018 

- 

31.12.2019 

General Public 
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4.3 Period 3 

 

Partner 

name 

(instituti

on name) 

Work 

package 

Short description of activity (e.g. talk, congress, event, communication via 

social media, press or media) 

 

1 TNO All Flyers: POPS-Newsletter about the POPS-35 results and about RECAP for the 

POPS participants and others who are interested in the POPS cohort studies 

1 TNO All Participation to an event other than a conference or workshop: 

Presentation about the POPS cohort studies and RECAP for the Dutch Network 

of Former Preterms (part of the Dutch parents organisation Care4NEO): 

https://www.youtube.com/watch?v=yiHIUeV08CM 

1 TNO All Website: Update on RECAP on the website and facebook page of the POPS 

cohort: https://www.tno.nl/pops 

1 TNO All Press release: On World Prematurity Day (17 november) 2020 TNO issued a news 

item about the latest POPS-35 results and RECAP:  https://www.tno.nl/nl/over-

tno/nieuws/2020/11/world-prematurity-day-de-zwangerschappen-van-35-

jarigen-die-zelf-te-vroeg-geboren-zijn/  
1 TNO All Communication campaign (e.g radio, TV): 

Radio interview on national radio NPO1 (program Spraakmakers; 248.000 

listeners; less during summer vacation period) about the POPS cohort and the 

importance of follow-up of adults born preterm (together with the Dutch Network 

of Former Preterms (part of the Dutch parents organisation Care4NEO): 

https://www.nporadio1.nl/fragmenten/spraakmakers/00c1a751-f610-47b4-b0f5-

928b4c3c368c/2021-07-13-wimar-bolhuis-en-sylvia-van-der-pal-over-ex-

couveusekinderen-en-effecten-op-latere-leeftijd 

1 TNO  All Participation to an event other than a conference or workshop: 

Interviews for RECAP summer school e-learning by Maaike Beltman and Erik 

Verrips & presentation about HRQoL by Sylvia van der Pal for WP9: 

https://recap-preterm.eu/summer-school-modules/ 

1 TNO All Video/film: Animated video that highlights the aims of RECAP preterm and the 

work of the RECAP preterm Cohort Platform. 

https://www.youtube.com/watch?v=fu7D18WgfC  

2 UoW WP 9 Participation to a workshop: Workshop - Translation of research into 

policy/practice.  

2 UoW WP 9 Participation to a conference: Longterm outcome after very preterm birth - what 

makes a difference in childhood?  

2 UoW WP 9 Participation to a conference: Adult Outcomes after Very Preterm Birth 

2 UoW WP 9 Participation to a conference: Frühgeboren 26 Jahre Später 

2 UoW WP 9 Participation to a conference: Mobbing ehemaliger Frühgeborener (Bullying of 

former premature babies)  

2 UoW WP 9 Participation to a conference: Psychiatric and behavioural symptoms in children 

born preterm from childhood into adulthood. 

2 UoW WP 9 Participation to a conference: Die wesentlichen Befunde der 

Langzeitnachuntersuchungen des RECAP-preterm.eu Verbundes in Europa. 

(The main findings of the long-term follow-up examinations of the RECAP-

preterm.eu network in Europe) 

2 UoW WP 9 Participation to a conference: Zwischenmenschliche Beziehungsfähigkeit 

(Interpersonal relationship skills) 

https://www.youtube.com/watch?v=fu7D18WgfC
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Partner 

name 

(instituti

on name) 

Work 

package 

Short description of activity (e.g. talk, congress, event, communication via 

social media, press or media) 

 

3 

INSERM 

WP 7 Presentation of the WP7 RECAP activities to Inserm team Obstetrical, Perinatal 

and Pediatric Epidemiology Research Team, Center for Epidemiology and 

Statistics Sorbonne Paris Cité, INSERM UMR 1153 (Mariane Sentenac): 

"Maternal education and cognitive development in children born very preterm:  

A meta-analysis of 15 European cohorts"  

3 

INSERM 

WP 7 Participation to a conference: Oral presentation (A Morgan):“Comparative 

survival analyses of births between 22 and 26 weeks of gestation in the 

EXPRESS, EPICure-2 and EPIPAGE-2 cohorts” 

3 

INSERM 

WP 7 Participation to a conference: Oral presentation (M Sentenac):“Maternal 

education and cognitive development in children born very preterm: A meta-

analysis of 15 European cohorts” 

3 

INSERM 

WP 7 Participation to a conference: Oral presentation (Andrei Morgan): “International 

comparisons of perinatal outcomes  (Difficulties, and the importance of 

understanding the data...)” 

3 

INSERM 

WP 7 Oral presentation (Andrei Morgan): “International comparisons of perinatal 

outcomes  (Difficulties, and the importance of understanding the data...)” 

3 

INSERM 

WP 7 Oral presentation (online) (Mariane Sentenac): “Methodological issues on 

reviews and studies on the very preterm population and developmental 

outcomes” 

3 

INSERM 

WP 7 Participation to a conference: Oral presentation and chair session (Jennifer 

Zeitlin): "Consequences of increased survival in extreme premature infants"  

3 

INSERM 

WP 7 Participation to a conference: Presentation/demonstration (Andrei Morgan): 

“DataSHIELD: what is it and when is it useful?” 

3 

INSERM 

WP 7 Participation to a conference: Oral presentation (Mariane Sentenac): "What 

gestational age and birthweight inclusion criteria should be used in selecting 

studies for meta-analyses of very preterm birth and cognition?" 

3 

INSERM 

WP 7 Participation to a conference: Oral presentation (Adrien Aubert): "Movement 

difficulties at the age of 5 years in children born extremely preterm: prevalence 

and risk factors in the European EPICE-ships cohort." 

3 

INSERM 

WP 7 Participation to a workshop: Oral presentation (Jennifer Zeitlin): "Garbage in-

Garbage out: harmonizing and validating data" 

3 

INSERM 

WP 7 Participation to a conference: Oral presentation (Jennifer Zeitlin): "Long term 

outcome (RECAP preterm cochort)" 

3 

INSERM 

WP 7 Participation to a conference: Oral presentation (Lena Wohlers): "Wellbeing of 

mothers of 5-year-old children born very preterm: prevalance and influential 

factors in a European COHORT (SHIPS)" 

4 ISPUP WP 6 Participation in a conference: Elsa Lorthe- HEALTH OF ADULT PEOPLE 

BORN PRETERM - AN E-COHORT PILOT STUDY (HAPP-E) 

4 ISPUP WP 6 Social media (Instagram, Facebook and Twitter): HAPP-e 

4 ISPUP WP 6 Participation in a conference: Raquel Teixeira oral presentation- "PREDICTING 

ATTRITION IN A COHORT OF VERY PRETERM INFANTS USING 

CLASSIFICATION ALGORITHMS" 

4 ISPUP WP 6 Participation in a conference: Julia Doetsch oral presentation- HEALTH OF 

ADULT PEOPLE BORN PRETERM - AN E-COHORT PILOT 

STUDY (HAPP-e) 

4 ISPUP WP 6 Web-site HAPP-e launched 
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Partner 

name 

(instituti

on name) 

Work 

package 

Short description of activity (e.g. talk, congress, event, communication via 

social media, press or media) 

 

4 ISPUP WP 6 Participation in a conference : Julia Doetsch oral presentation- Quality Provision 

of Maternal and Newborn Health Care for Very Preterm Infants in Portugal in 

the context of neoliberal policies: A mixed method approach. 

4 ISPUP  WP 6 Julia Doetsch oral presentation- Neoliberal Policy Impact on Health Care 

Provision for Parents of Very Preterm Infants in Portugal: A Quality Analysis on 

Perceived Care 

4 ISPUP WP 6 Participation in a conference: Raquel Teixeira oral presentation - Follow-up of 

cohorts of very preterm infants: a systematic review on participation and 

determinants of attrition 

4 ISPUP WP 6 TV programme: Ana Cristina Santos "HAPP-e" 

4 ISPUP WP 6 Participation in a conference: Julia Doetsch- poster - Equitable perinatal 

healthcare for migrants, Portugal: Comparative analysis of a self-assessment tool 

4 ISPUP WP 6 Participation in a conference: Julia Doetsch- poster - Record linkage of routine 

data with cohorts’ data of infants under European and Portuguese law 

4 ISPUP WP 6 Participation in a conference: Julia Doetsch- Oral presentation- Impact of macro-

socioeconomic determinants on perinatal healthcare quality for very preterm 

(VPT) infants in Portugal 

06 INESC 

TEC 

WP 4 Video/film: Video presentation - MANAGING PRETERM COHORT DATA 

USING THE PLATFORM – Overview of the RECAP Preterm Data Platform 

06 INESC 

TEC 

WP 4 Video/film: Video presentation - MANAGING PRETERM COHORT DATA 

USING THE PLATFORM – Setting Up Data in the Data Repository 

06 INESC 

TEC 

WP 4 Video/film: Video presentation - MANAGING PRETERM COHORT DATA 

USING THE PLATFORM – Adding Metadata in the Study Manager 

06 INESC 

TEC 

WP 4 Video/film: Video presentation - MANAGING PRETERM COHORT DATA 

USING THE PLATFORM – Harmonising Data Across Multiple Studies 

06 INESC 

TEC 

WP 4 Video/film: Video presentation - MANAGING PRETERM COHORT DATA 

USING THE PLATFORM – Managing Users and Permissions 

06 INESC 

TEC 

WP 4 Video/film: Video presentation - MANAGING PRETERM COHORT DATA 

USING THE PLATFORM – Performing Analysis 

06 INESC 

TEC 

WP 4 Press release: A press release reporting on the roles of both INESC TEC and 

ISPUP on the RECAP Preterm project. 

07 

ULEIC 

WP 10 Video/film: Oral presentation (speaker: Liz Draper) 

08 THL WP 10 Video/film: Oral presentation (speaker: Eero Kajantie) 

09 EFCNI WP 10 Training: e-learning  

09 EFCNI WP 10 Participation to an event other than a conference or workshop: Oral presentation 

of RECAP preterm and the e-cohort HAPP-e, an overview, call for promotion 

among national networks 

9 EFCNI WP 10 Participation to an event other than a conference or workshop: Oral presentation 

of RECAP preterm and the e-cohort HAPP-e, an overview, call for promotion 

among national networks 

9 EFCNI WP 10 Participation to an event other than a conference or workshop: Oral presentation 

of RECAP preterm, project update  

9 EFCNI WP 10 Participation in activities organised jointly with other H2020 project(s): Oral 

presentation of RECAP preterm,  update and  promotion of public session GA 

meeting   
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Partner 

name 

(instituti

on name) 

Work 

package 

Short description of activity (e.g. talk, congress, event, communication via 

social media, press or media) 

 

9 EFCNI WP 10 Participation to an event other than a conference or workshop: Oral presentation 

of RECAP preterm project, update  

9 EFCNI WP 10 Organisation of a Conference: Co-organiser o the congress: Chairing/ 

moderation of a two hours session on RECAP preterm with presentations on the 

project and topic of preterm birth 

9 EFCNI WP10 Organisation of a Conference: Co-organiser of the congress; Promotion of 

RECAP preterm and the Summer School on the digital EFCNI booth 

9 EFCNI WP 10 Website: Sub-page on EFCNI website 

9 EFCNI WP 10 Other: Short article RECAP preterm and particularly HAPP-e, information and 

call to action 

9 EFCNI WP 10 Other: Short article:, project status 

9 EFCNI WP 10 Other: Short article: preterm,overview and promotion Winter/ Summer School  

9 EFCNI WP 10 Other: Short article: preterm,overview and promotion Winter/ Summer School  

9 EFCNI WP 10 Other: Short article: overview and promotion Winter/ Summer School  

9 EFCNI WP 10 Other: Short article: overview and promotion Winter/ Summer School  

9 EFCNI WP 10 Other: Short article, RECAP preterm, overview and promotion Winter/ Summer 

School  

9 EFCNI WP 10 Social media:60 posts Facebook, Twitter, Instagram, LinkedIn posts +  

9 EFCNI WP 10 Flyers: 4pager, overview on RECAP preterm  and call to action 

9 EFCNI WP 10 Flyers: Project Brochure 

10 NTNU All Other: Oral digital presentation, NTNU and St Olavs hospital 

10 NTNU WP 10 Other: Oral digital presentation and social media interaction 

14 OPBG All Participation to a conference: Two oral presentations (on Recap project and 

SHIPs project); leaflets 

14 OPBG All Participation to a conference: Oral presentation 

14 OPBG All Participation to a Conference: Oral presentation 

15 

RegionH 

All Participation to an event other than a conference or workshop: Ph.d. defence 

(Josephine Funck Bilsteen) 

16 UMR WP 10 Organisation of a workshop: Organisation RECAP preterm Summer School 

16 UMR WP 10 Video/film: Oral presentation (speaker: Rolf F. Maier) 

16 UMR WP 7 Participation to a conference: Oral presentation (speaker: Lena Wohlers) 

16 UMR WP 10 Participation to a conference: Oral presentation (speaker: Rolf F. Maier) 

17 

UTARTU 

WP7 Training: oral presentation/ neonatal outcome/EPICE/SHIPS/RECAP 

17 

UTARTU 

WP 10 Flyers: spread through emails 

17 

UTARTU 

WP 10 Website: newsletter about RECAP summer school 

17 

UTARTU 

WP 10 Training: oral presentation/ neonatal outcome/EPICE/SHIPS/RECAP 

17 

UTARTU 

WP 10 Participation to a workshop: oral presentation, slide, flyers of RECAP summer 

school 

17 

UTARTU 

WP 10 Participation to a conference: slide about RECAP summer school 

17 

UTARTU 

WP 10 Participation to a workshop: Discussions 
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Partner 

name 

(instituti

on name) 

Work 

package 

Short description of activity (e.g. talk, congress, event, communication via 

social media, press or media) 

 

18 
UAntwerp
en 

All Social media: Shared RECAP youtube video via post on personal Linkedin 
account 

18 
UAntwerp
en 

WP 10 Website: Preparation of informative website for stakeholders and participants 

18 
UAntwerp
en 

All Participation to an event other than a conference or workshop: Oral presentation 
[local quality meeting of neonatologists across Flanders] 

18 
UAntwerp
en 

All Other: Newsletter preparations for stakeholders and participants 

19 

concentris 

WP 1 Video/film: Oral presentation (speaker: Juliane Dittrich) 

19 

concentris 

WP 10 Video/film: Video production for summer school 

21 MLC WP10 Video/film: Oral presentation (speaker: Evert-Ben van Veen) 

21 MLC WP2 Training: Webinar on joint controllers in large research consortia, 

https://www.lygature.org/webinar-joint-controllers-large-research-consortia 

 


