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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.

The power of the network

Repost by ‘
A: 30k

st by B:
fofowers

. \\ Example WPD post:
‘ Repgft by 2,000 likes
50K . - 280 on post

; followers - 1,720 on shares
(0}
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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

ABOUT RECAP FOR SCIENTISTS PUBLIC & PATIENTS OUR FINDINGS NEWS & EVENTS SUMMER SCHOOL
v v v v v v

EVENT | 1 July 2021 PLATFORM | 14 October 2020 NEWS | 11 November 2019

REGISTER & RECEIVE EXCLUSIVE The RECAP preterm Cohort HAPP-e study launched - We are
LINK TO SUMMER SCHOOL E- Platform looking forward to your
LEARNING participation!

Here you can access the heart of RECAP praterm:
out cohort platform, ALthe moment, there are 20 Born too so0n? We need your Input: As part of the
Indiidual studies, 24 collected datasets and 4189 RECARP.preterm project, our colleagues at ISP just

The RECAP preterm platform promotes collaborative

research by pooling data from very preterm cohorts
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Example: EFCNI sub-site on RECAP preterm and “news section” featuring updates on the project

EFeNI

RECAP Preterm — Research eurapean foundation for
EFeesN| ABOUTUS- ACTIATIES- HEALTHTOPICS- NETWORK- SUPPORTERS- DONATE-
the care of newborn infant
Background: from data collection to data
The cwemll aim of the EU-funded research project RECAF preterm
il Research news
+ VF: besathen 52 weeks of gestion
04 February 2021
lassthan 200
v mlamant of RECAS prmarm 3 10 provide the Bridge ¢ Both preterm and post term birth increases risk of Autism Spectrum Diso
rta of European cohart studies with babies, children, &
understancing, diagnosis snd midence-brae, peraonslsed armus The causes of a trun dhsonder [A50) are complex and remain unclesr, A recsnt stuc lion children, new shows that
trastmants, mspacially tha e of [of-lel] madication aplisd for the risk of ASD miay slightly,
[ — tiars, the conont sarticants shall v o
communication technology for codecting heaith dams, defivery of b m
RECAP Preterm Summer School 0 February 2020
Dizzover the RECAF preterm cigitl Summer School fram the com FCAParaterm Cohart Platform will soon be accessible
The Sasmingargrzmme il e anline from 4y 223 2nc vl RECAPRretarm is a resmarch pruject developing a uniuue data platiorm Urat will allow ressarchers bo find and use data from very pretenm snd very low birth
(hwery arsterm conarts snd callabormtive reseerch primciales and weeight cohorts to answer...
(Dinzw researchon chikiren and edults bormwery pretarm basad of
(@ how toimplement s collaboretive ressarch protosc - including
harmanising datz, the sechrological aspects of sioring and sharing|
Register today i hitps:/recap-pretermcu/ for the axcushe link 113 Fulinary 281
Ve vt 10 lesm miaes 855t RECHS prater Ceneratonal efftects ted anxiety during pregnancy e impact on infants
Check out the image video for an oveniio of the SSECA Rtz :
currerrly being Seeloped and thatwll be lsunchad thiscomin Asclf repart quastionnaire in pregrant wamen in Alberta reveals that stress resulting fram spacific concerns about COVID 18 sxceeds mepected levels and is
Atthe moment, there are siresdy an imprezsive 13 indhidusl stud hi . 3 .
“ . ighar than that axpericnced by other groups o,
verissiza armissie.
Core steps
s preterm RECAP preterm I -
L crestie o sustninable doin platform of national end European cohorts of WRVLEW children and aduts to optimize the use of p)
"!\:‘ﬂ“"ﬂ I‘_‘z;w- more} - ettt - e et * Research on European Children and Adults born Preterm (RECAP
2 drvalop hymothasis v reszach o hesith stetus and madosl cane o EVLEW ohilrem and skt that builds amthe e ; 5
of comined conarts and the asdsd velus of their zeozmphic and ool desny preterm) project members: To emphasise their commitment for preterm - @ ”
2. intagrate michangs with various stekehzlders b Soseminats rezults and s tranlate them into vidance Sared sare and pal children and their famiies, the RECAP preterm project members supported . v— .
paychaiagsts, peychintists, other heaithosns prarviders, educstors, scientists, economis, palicy planners, heelth insurance| p S 3 o
& erephitize patient snd publi imiolvementin crcler  eect esloserid nasds Warld re'n.arumyl.\ay bty @ jomt mhw campaign coordnated by EFCNI -~ -® b b
View more (RECAP preterm website) W i o
=

Mernbers and Partners

Misatones by LHOM

o e D b

Tearntain of Masesrch indo Pobey L8 ONI e

= Membaers of "Workpackage 10" D Verena Lindaches, Johanna Wakz and
Nicale Thiele from EFCNI welcomed Professor Roif Maier from the Prilops
Universitat Marburg at the EFCNI office in Munich to a “Workpackage 10
meeting as part of the RECAP preterm project Like all members of the
RECAP preterm project, they supparted World Prematurity Day and shared
a social media message with the research community.
View mare (F acebook)

image: Winning picture of the draning
contest 2017 (¢} ISPUF Portugal

Image: Lr Verena Lindacher, Frofessor
ROv Maxver, Joranna Waiz, aad Nicole
Thieie exgressed Meir Suppor of Wond
Prematunty Day 2097 () EFCN!

o wih

CHvCran
Tar, Daer

e i Lt
e R
e

one Dl Trey wtw smwnr 1o
Pe Qe SAEIC OF Jraterda wead

okl e s prupect wataeke L gen
L D Tee prigect

w ok o (e peomect Bynr 1o e more
1 B e s egre of M 4
G ST W e
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Venam Nt
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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

*RECAP

preterm

RECAP preterm —
in a nutshell

Y

Prof Dieter Wolke, University of Wanaich (LoW)

Or senniter Zekhe, stitet national e s santé et de
& recharche madiae [INSERM)

Research on European
Children and Adults
born Preterm -

Whare At @oncentns e

Full project title: Please feel free to contact the Project Manage-

ment Ofice if you have a child or adult VP/ VLBW RECAP preterm
cohort anywhere n the world and would like to
join the Network
Find more information online
Have a look at the project
ENBE o mowiomen
az‘ about the background, methods
E topics, and people involved. Visit
US At www.recap-preterm ey
This project has received fun-
ding from the furopean Union's
Horizon 2020 research and
innovation programme under

grant agreement No 733280

Edimng and desgn: EFGNI|

Example: Promotion of Dutch Flyer version

Information on our EU-funded research project RECAP preterm is now available in
Dutch as well. Download the new project flyer here: bit.ly/2HBiemR
#ResearchimpactEU #RECAPpreterm

; EFCNI @EFCNIwecare - 7 Sek. v

@ Original (Englisch) tbersetzen

RECAP- S
preterm in een

notendope

Valedige projectnaam:

S A o o g 2w A TN

St Pty o s i
—oema

= e 8 1 20 Research on European
el Children and Adults
born Preterm -

RECAP preterm

Onderraek b Europese
Prematuur gobaren Kindersn en

Volwassenen

Vind meer informate anline

% Boco de ewax S proes
.- .

Dt g | it gt sen mec 30w

W JGID i ae it Ay

R L
uropese Ui |buce
B R T |

Opemast 2 aerwmry EFGN|
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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.

8 ‘RECAP RECAP color palette # ‘RECAP

RECAP —

Developing a sustainable platform for research
on children and adults born preterm based on
national and European cohorts

PURPLE BLUE SILVER Yellow
John Doe, PhD TOR40G 130 B OR 150G 2558 180RZ00G220B 255R200G 208

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.

Research on European Children
and Adults born Preterm
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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).

- 8 ‘Recap

.......

Research on European Children and Adults born Preterm

1ealth and well-bei

.........
g

* Health
» Davelopment b e e e gk bk ol

* Cuality of L prtrem bt o bk

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.

° About RECAP preterm and the new Cohort Platform (Y ~»

Spéter ans. Teilen

i reterm
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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:

- 7 A |
N .5

RECAP preterm Summer School

Lpoads ALLE WIBEAREIIY CORTILHEN WACH

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

EFCNI
Ve,

The brand new website of the project RECAP preterm (Research on
European Children and Adults born Preterm) is online. In a clear and
user-friendly design, visitors will find useful facts about the background
methods, topics, people, upcoming events, and a recommendable Q&A
section about this EU-funded project The RECAP preterm Cohort Platform
will bring together extensive data from 20 population-based cohorts of
children and young adults born very preterm from 13 European countries
as well as further cohorts around the world

#ResearchimpaclEU #RECAP_preterm

RECAP preterm: Launch of project website

20 transdisciplinary institutions from 12 different countries have joined forces to
help improve the lives of bables bom preterm.
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https://www.youtube.com/channel/UC6iIQeJ7ZsqtZBTPKZ2Zmlg/videos

EFCNI oo
Y&/ Fusished by Judith Eckstein Efcni [2] - 23 March at 15:15 - §

Why do preterm babies need special care? Preterm babies are not fully
prepared to live outside their mother’'s woemb. The earlier in pregnancy
babies are bomn, the less developed their organs will be. Many health
conditions can result from the immaturity of important organs and systems
including lung. heart, digestive tract, brain. immune system. ears. and eyes.
Medical support aims at helping a baby born preterm fo achieve similar
growth and development as in the womb at the same age. The medical team
needs fo recognise and monitor the special needs of a preterm baby to
provide appropriate care and support until the baby reaches maturity of most
important body functions.

In addition to an increased risk for physical impairments, babies born the
earliest and the smallest are also at higher risks of psychological and social
preblems than infants born at term.

The Research on European Children and Adults born Preterm (RECAP
preterm) project aims to understand the causes of these difficulties faced by
very preterm children and adults in order improve the health. development
and quality of life of these individuals.

Learn more at: https://www.efcni.org/activities/projects/recap/

Please note: This project has received funding from the European Union's
Horizon 2020 research and innovation programme under grant agreement
No 733280.

#ResearchimpactEU
#RECAPpreterm

Photo credit: EFCNI

P fo =R
People reached Engagements

00 Oxana Gladkaya, Enrique Tapia and 92 others 11 comments 21 shares

Time flies so quickiy! It's been a year since the EU-funded project Research
on European Children and Adults bom Preterm (RECAP preterm) came into
being. EFCNI as a proud project partner and coordinator congratulates to
12 eventful months of stimulating meetings, fruitful debates, encompassing
data collection and promising long-term follow up research!

Happy Birthday #RECAPpreterm ! s i &

Read more: bitly/2DE7gNT

HAPPY 1
BIRTHDAY
RECAP PRETERM!

[fj Gefallt mir C] Kommentieren > Teilen

EFCNI

g} 10 March 2017 3l 1500 - @
A new EU research programme, Research on European Children and
Adults bom Preterm (RECAP), coordinated by the University of Wanwick,
will explore what helps very preterm children overcome the problems they
face. Better support for parents and schools, where teachers can learn
about the children’s special needs and how 1o handie their difficulties with
attention and making fnends. can all heip, studies show. “Wnat has been
repeatedly noted is that after they leave hospital. they require better
liaison of services in the community and with educational services to
improve their ives " said Professor Dieter Wolke, a psychology professor
at the University of Warwick and one of the principal investigators of the

project. (Source: The Guardian)
»n o~

theguardian

Very premature babies at risk of mental health
problems — research

Studies reveal greater likelinood of attention disorders, shyness and anuety in
childhood and then adulthood for sunvars vath vary low birth weight of 1kg

Example: Selection of posts from the social media series about the partners participating in RECAP

preterm

EFCNI e
Written by Judith Eckstein Efcni 121 - 1 September 2019 at 10.00- §

Good news from the Research on European Children and Adults borm
Preterm (RECAP preterm) project

On 13 August 2019. the RECAP team leader Marit Szbo Indredavik from
the Department of Clinical and Molecular Medicine at NTNU (Norway) was
awarded the prestigious ‘King's Medal of Merit' for her work and
achievements in the medical field. We wholeheartedly congratulate her to
these royal honours!

Read more (article in Norwegian): hitps /istolav.no/nyhe. 2201%/mottok.
kongens-fortjenstmedaije

NTNU - Norges teknisk-naturvitenskapelige universitet

STOLAVNO
Mottok Kongens fortjenstmedalje
Protessor og overiege Marit S2ba Indredavik er tildelt Kongens

RECAP preterm Deliverable 10.5
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Example: Selection of posts from the social media series introducing the cohorts participating in RECAP
preterm

=~ (‘?} efeni

efcni Recently we reported about
follow-up of the POPS (Project On
Preterm and Small for gestational age
infants) cohort in the Netherlands. The
participants of the cohort were informed
about the outcomes through the
“POPS-19 magazine®. This magazine
contains important health advice for
preterm born grown-ups. It informs you
about possible long-term health effects
of preterm birth (e.g. high blood
pressure, lung- and respiratory

O Q

Sei der/die Erste, dem das gefalit.

T hpd 01881120 @

Our new series presents the cohorts of the EULfunded project Research on

Eurcpean Children and Adults born Preferm’ (RECAP preterm). which aims

at contrbuting 0 a betier understancing on the long-term efects of preterm

birh and thus 10 an impeovement of the follow-up of hese children

A reagarch cohort & 3 group of peopie who share 3 defining charactenstic,

€0 nthe case of RECAP pretenm. the cohorts consist of chiidren (and iater

acuits) born very preberm o with very low birth weight (VPT/ VLBV cohorts)

This group is then accomparsed over hime 1o research the dfferent

consequences of preterm oitn that can occur RECAP preterm bangs.

fogether Ewrope's strongest pregnancy. child 1o adult cohors and a highly
group of shions and individus

Ve start with the ESTONIA | & i cohorts and are delighted fo present you a

guest aricle by the expert in charge. Dr Hest Varendl from the Universay of

Tartu. Read her guest articie at: NIpa i 61Cn| OrQMEwa/sers-0n

cohorts-recap. pretemy

Photo (c) Heil Varendi. University of Tartu

SRECAPprelerm SResearchimpactEU Sdata followup

EFCNI - European Foundation for the Care of Newborn Infants

Following our series about cohorts of the EU-funded project ,Research on European
Children and Adults born Preterm” (RECAP preterm), we are delighted to give you
an insight into The Bavarian Longitudinal Study (BLS)/Bayerische

Entwicklungsstudie (BEST). It is led by Professor Dieter Wolke (University of
Warwick, UK) and Professor Peter Bartmann (University Hospital Bonn. Germany).
The BLS started off as a geographic whole population study of infants, who were
born between January 1985 and March 1986 and admitted to neonatal special care
in South Bavaria (Germany) within the first 10 days of life.

Read more: https://Inkd.in/dNzKFy)

Image: Pixabay/picjumbo_com

~  EFCNI
(U @EFCNIwe

B EFCNI o
Wiritien by Judith Eckstem Edcni (7] 26 June 2019 at 1831 G

We are delighted to present you 2 third example of our series about cohorts
of the EU-funded project .Research on European Children and Adults born

Following our series about cohorts of the EU-funded
project ,Research on European Children and Adults born
Preterm” (RECAP preterm), we are thrilled to share a

Preterm” (RECAP preterm): the Project Extreme Prematurity (PEP) from
Norway.

Find out more in this article by the researchers Maria Vollszster, Thomas
Halvorsen, and Trond Markestad:

https:fiweww efcni.orgl... the-projct-extn

e-prematurity-pep’

second example from Norway with you, the Low Birth
Weight Life study of the @NTNU #RECAPpreterm

\ WNAY |
Extreme Prematurity
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Example: Selection of posts from the social media series introducing the different professions

participating in RECAP preterm

EFCNI

Pubiished by Judith Ecksten

~

The adult cohorts included in RECAP preterm involve amona
psychologists, developmental experts, disability ressarcher
medical and epidemiological specislists. The main focus of
of 3 set of aduk cohorts lies in defining the major physical,
and economic outcomes of preterm birth. Especislly, facto
changes in neonatal treatment (2.g. steroid use, surfactant
nutritional support} and parenting and schooling will o2 eva
according to their contribution to long-term outcomes and g
The results generatad might inform health monitoring, inte
policies for next generations of very preterms.

t ¥ RECAP PRETERM'S PROFESSIONALS

Methodologists
& data scientists

View more: hitps://recap-praterm.eu/
University of Warwick #ResearchimpactEU #RECAFpreter

Plzase note:
This project has received funding from the European Union|
2020 research and innovation programme under grant agre
733280.

Copyright: EFCNI

& ‘RECAP PRETERM'S PROFESSION

&, efeni

efcni The methodologists and data
scientists within RECAP preterm are in a
first step responsible for pooling the data
{that means to synthesise or combine
data) from the different cohort studies.
They will also describe the data, so that
later users of the RECAP preterm platform
have a kind of dictionary about what data
are available. They also identify commonly
measured risk factors or outcomes to
develop a so called core minimum data set
to facilitate comparison in future research
projects. Furthermore, specific statistical
methods to analyse combined cohort data
and to derive individua! predictions will be
provided. Finally, efforts to improve
participation rates in cohort studies on
very preterm infants are made.
@uniofleicester #FTNC #ISPUP
#ResearchimpactEU #RECAPpreterm

Q Q R
Sei der/die Erste, dem das gefalit.

Kommentar hinzufigen ... o

Adult
cohort
specialists

EFCNI @EFCNIwecare « 16 Std.

© Tweet Ubersetzen

Health registries are national databases which are predominantly popular in
Scandinavia. Within =RECAPpreterm the Nordic researchers will make links
between the cohort data & their registry data. bitly/2)WMrSs

@THL @NTNU @karolinskainst @RegionH #ResearchimpactEU

Professionals
of the Nordic
registries
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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

Working together:

Partnering with families _ %
in the care of small
- and sick newborns

sl

"'erIdPrematumyDay
Supporting parent organisations Supporting healthcare societies
. M e s R () =
S T s B g G B @ oy
L RS P —— TV
3 néoni — ‘e, dt“
= __,_',_4“,_ gw Copa ;‘: @-m f—
SCPIPA PAHKE wiidMa g Uz pilisn. Supparting research projects

vivere B 2 ik
A @ & de i

yvoe

pavsered by

EFeNI

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

EFCNI EFCNI

12 Febnany A0 @ Published by Hootsuite @ - 29 August 2020- @
Shudienteinehmer gestcht Ehermalige Frubgeborene aufgepasst! Wara you born preterm?
Das von der Europaischen Union gefardene Forschungsprojekt Heaith of Adult People bom The institute of Public Health of the University of Porto launched
Preterm - an e-cohort plot study madhte eine grofie webbasierte Studie durchfubren, um die HAPP-¢: Health of Adult Peopie bom Preterm - an e-cohort pilot
Gemunchet van frubigeborenen Envachsenen weltwet nu urtersuchen. Gesudtt werden study” and is inviting adults with 2 history of preterm birth to be part
Erandraene, die vor der 37. Sdwmangenschaftswoche geboren wurden und durch die of an innovative way of doing research.
Beantwartung van Online-Fragebogen ihre G dhest und ibre Lebersbedingungen " £ .
bechrriben HAPP-g is a fully digital cohort aiming to study the health of adults
Wieitere mfmns.vsi::r:et!:zs::ic und 2ur Teilrw;:v;i:‘c:ﬂ Sie auf :,;&Tzzc;w;:dmo: mmg-PMC:m p and :m 0 current onthe
HAPP -« =t ein Teilprog arzhungsprajel ’, an dem 5K eibgt. ere " porn more
Infaermationen xu RECAP finden Sie hier: bt Jy/RECAP pretesm You Bt 301 Ikt Dafole w59

Fur dieses Projekt wurden im Rahmen des Finarzhilfevereinbanung Nr. 733200 Fordermittel aus
dern Programm der Europsischen Union fur Forschung und Innovation  Horizont 2020°
bereitgestedlt

1093 42
s s - Pacple reached Engagemants Boost Post
Pecphe machad Sngecemones Distribigion scom Boast past

QO You and 18 others S shares
Q0 44 shares
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Example: Selection of posts from the social media series promoting the RECAP preterm Summer
School

Gepostet von Veronika Meh! « 8.5.2020 e
EFCNI - European Foundation for the Care of Newborn Infants
&’ a ol Post Details
Jaz- @
Update: Early bird fee extended until 30th June 2020 due to the gloy Performance for your post
situation EFCNI
@ oMy © 956 reople Reached
Pl t il i i redul
f 1y355€ note Yh§~ the RECAP v.:mter SChDC? is urreritly. SCI’"EUUTEG."O 9 vou are a researcner in the fisids of neonatology. epicemioloay, or  A——_—
penneq the global situation ‘sAcc?nstarty mopwtored and adgs.rren pSycnoloay and interested 1o I2am more about tne newly developed Reactions, comments & shares §
accordingly. As there are only limited registrations, the early bird fee|  "gECAP preterm conort platform” for your future research projects?
untit 30th of June 2020, Take the opportunity and register now! Join us, register via the RECAP pretenm website and receive an exclusive 3 ke [17 Soet 13 Nisss
link to the RECAP preterm e-leaming programme that vill be launched on A 2=
Your registration is only preliminary at this moment. By the end of Ay 1st July 2021! : ; o
be informed about your acceptance to participate in the winter scho|  hip:/Ditly/38pdrSa OLowe G post O chores
#RECAPpreterm #ResearchimpactEU #H2020... See more
#RECAP_preterm #ResearchimpactEU #data #followup #EarlyBird 3 a 0 0 0
#neonatology 0 ®e Comments On Post On Shates
s s
https://inkd.in/dnsRXg3 S s
Ubersetzung anzeigen 16 Post Cick
4 9 3
Photo views Link clicks Ofher Ciicks @

EFCNI - European Foundation for the Care of Newborn In

NEGATIVE FEEDBACK

>
2 ®

Are you a Researcher in the fields of neonatology and epidemiolog
leam about cohorts and registers? Then join us at the RECAP prete
School.

0 Hide ¢

0 Report as spam

Reported stats may be delayed from whs

2ppears on posts

Ubersetzung anzeigen

About RECAP preterm

The overall 3im of the RECAP pretenm project is to. *

mprcee he a2, Beeiopmant a3 qualty f e REGISTER NOW!

of thesa chikiren and aduits try develoging the BECAP .

1 platform, 3 sustanabile, geograghcaty
1y dacabas o atond

and receive an exclus

VAIW cobortsh Thi setwork Winter School RECAP digital summer s
ol over 8 30 yeur tome 4pan
and i designed 10 optimise the wse of paputicn dots
for rEsRA1h a0 ineCuaticn in heatthare, socal and

edcation pelicy. Collaborative Research

s seoject s receivod fundiog trom on Very Preterm Birth:
- poisorcrerty Concepts and Methods -
Working with the RECAP

Preterm Data Platform

under grant sgreament o 731260

5-day workshop:
29 November - 3 December 2020
Castle Furstenried, Munich, Germany

Example: Selection of blog contributions by RECAP preterm

Dutch networking partner “Kleine Kanjers* and Australian ,,Miracle
Babies“

@ A N, “ 1 2 243 (1300 MBABIES) 24hr family supgon helping
s v

SUPPORT  INFORMATION  WAYS TO GIVE Tl Q & V¥

Onderzoek bij Europese prematuur geboren [t e s T e
kinderen en volwassenen: RECAP preterm e
ol ol o BTG E Varat €30,00 grates HAPP.a

ot o

Verbg aschtural butalen

Zoek of VAPF-0 5 an innowative nbamational shacy on tha haath and qualiy of e of
productcategorie S, vehal o o s L el ipeales?

sl b citber [ 18 yers old et

workd

o paricpals, 6o o ey U, regester and chk the bk

¥s that azsy and you wil ba conlribut rowng nowiadga on adut Ifo 2

AN adatts {18+) borm before the 3Tt week of gestation are vited 1o regisier and B HAPP %
Nieuwsbeief custonnans

[——

N8 je ute bieg RECISTER HER
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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

guardian
Very premature babies at risk of mental

health problems - research

Studies reveal greater Iikelihood of attention disorders, shyness and anxiety in childhcod
and then adulthood for survivors with very low birth weight of kg

foet. Studes cuer

yoar3 i thit cires 2o at very Low weight of around 14 may expenence
persiszen mennal health 20 5ci pretiiens. P otmgrpte Getty moges

Tan Sample Science editor
Merntuy 13 Fusruary 2017 14,00 GMT

Children who are born very prematurely are at greater risk of developing mental health and
sncial problems that can persist well into adulthoad, according to one of the largest reviews
of evidence.

Those with an extremely low birth weight, at less than a kilogram, are more likely to have
attention disorders and social difficulties as children, and feel more shyness, anxiety and
ion as adults. than those born a healthy weizht,

* 1422018 -« |2 Jetzt sponsern e

EFCNI - European Foundation for the Care of Newborn Infants

2Tage

The univ

of warwick ings that preterm born infants
at pre-school age are less accepted by their peers. The scientific team was led by
Professor Dieter Wolke, member of CNI Scientific Advisory Board.

puplished new findi

Premature babies make fewer friends -- but not for long

Could Early Birth Hinder Adult Success?

By Alan Mozes
HealthDay Reporter

4 (HEALTHDAY)

WEDNESDAY, June 6, 2018 (HealthDay News) - Bables bom prematurely or very small
may not fare as well in life as those born fullterm, a new research review suggests.

Adults who were born tiny or early may be more likely to lag behind educationally and
professionally. They're also more likely to use social services, according to the review
of 23 prior studies from eight countries

Preterm barth occurs before the 37th week of pregnancy. The difficulties reported in
the new study were greater for those bom very prematurely - before 32 weeks.

Despite the findings, study lead author Dieter Wolke stressed that people born early or
at a low birth weight are not destined to struggle in aduithood.

“"Most preterm-born adults are in employment and live independently. Most do well
according to these markers,” said Wolke, a professor of psychology at the University
of Warwick in Coventry, England.

The studies involved more than 5.9 million adults in all. They were conducted across
the United States, the United Kingdom, Canada, Denmark, Finland, Germany, Norway
and Sweden.

G708 Could Earty Birth Hinder Adull Sucess? - Drugs.com MedNews

$% Drugs.com

Kraw more. Besure

Could Early Birth Hinder Adult Success?

WEDMESDAY. June 6. 2018 -- Babies born prematurely or very small
may not fare as well in life as thase born full -term, a new research
rEView SUgQesTs,

Adults who were born ting or early may be more likely to lag behind
educationally and professionally. They're also more likely Lo use social
services, according to the review of 23 prior studies fram eight
countries,

Preterm birth occurs before the 37th week of pregnancy. The

difficulties reported in the new study were greater for those barn very prematurely -- betore 32
weeks,

Despite the findings, study lead author Dieter Waolke stressed that people born early or at 2 low birth
weight are not destined Lo struggle in adulthooed,

"Most preterm-born adults are in employment and live independently. Most do well accarding to
these markers,” said Wolke, a professor of psycholagy at the University of Warwick in Caventry,
England,

The studies invelved more than 5.9 million adults in all. They were conducted across the United
States, the United Kingdom, Canada, Denmark, Finland, Germany, Norway and Sweden

Mearly 272,000 participants had been born before 37 weeks or weighed less than 5.5 pounds.

In adultheod, this group was less likely to have gone on to college, less likely to have a job, and more
ikely to receive social benefits, compared with their full-term peers, the study review found.
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Examples: Selection of EFCNI e-newsletter articles, outreach: about 5.000 regular readers

l: '_ Q’) N ' e e of e
RO

Dear frends and supparte]

We are proud to announ]
COVID-19 survey were

month, giving detailed in
global survey of parents|
the pandemic. The resul
often quite sad - and thel

Apart from COVID-19, w
central concern, this new
fots of e-learning oppart
and raise your voices for|
s the revision process fg
European Standards of

of our oniine learning et
learning)!

As shways, we are thank
and interest in our work!

Please stay sale and he:

Sitke Mader and the EFQ
EFCNI
NUTRITIONAL CARE

Involving parents in
infants

Having trouske viewing cur sewsketier? Doling \urion

Series of RECAP cohorts - part 2: presenting the cohorts of the EPICure Studies in the United Kingdom and Irelan

In our new series about cohorts of the EU-funded project ,,Research on European Children and Adults born Preterm™ (RECAP preterm), we recently reported about the
ESTONIA I & 11 cohorts, We are happy to present you a second example, the cohorts of the EPICure studies in the United Kingdom and Ireland. Find out more in this article by
the current team of lead researchers, Professor Neil Marlow, Professor Elizabeth Draper, and Dr Samantha Johnson.

EPICure

The studies started in 1995 when a team of researchers Identified every single baby born before 26 weeks of gestation In all 276 maternity units in the whole of the UK and Ireland. They
collected information about how many babies wese born and how many suervived to find out how neonatal care impacts on babies' outcomes by discharge from hospital. Since then,
they have tracked the development of the sunviving babies throughout childhood and adolescence, offering them assessments at 2, 6, 11 and 19 years of age, to find out how extremely
preterm birth impacts on outcomes later in life,

“EPICure” Is 3 series of studies of the survival, heaith and development of bables who were bom extremely preterm - from 22 to 26 weeks of gestation -
throughout the United Kingdom and Ireland, The studies aim to understand what happens to extremely preterm babies as they grow up and how
neonatal care can be best organised and delivered to give these children the best chance of survi

ival and long term development.

Neonatal care is 3 fast developing area of medicing and the way in which doctors and nurses look after extremely preterm babies has changed considerably since 1995, Ten years after
the first study, the EPICure team wanted to find out whether the improvements in neonatal care had resulted in improved survival and development for extremely preterm babies, So
in 2008, the second EPICure Study - EPICure 2 - commenced. This tim search team Identified every single baby bor before 27 weeks of gestation in the whole of England and
coliected information about their outcomes to discharge from haspital and assessad their development at 3 years of age. The resuits showed that survival rates had increased and
developmental outcomes at this early age were slightly better - aithough there was 3 similar small proportion of babies w severe Sisabilities, more children in 2006 had no
developmental problems at all compared with those born in 1995, The team are now assessing the surviving children at 1 15 of age to find out whether these improvements in
early development have translated to better outcomes at school age.

The EPiCure research team comprises experts from many different areas of science, Including neonatology, paediatrics, psychology, psychiatry, nursing, and cardiovascular and
respiratory medicine. The team also acknowtedge the help of all the healthcare professionals who were involved in neonatal care throughout the UK and Ireland who helped identify
the cohorts and look after the babies at birth.

For more information about the EPICure Studies see www.epicure.ac.uk.

Principal investigators: Prof Kate Costeloe, Dr. Alan Gibson, Prof Neil Marow
Co-investigators for 10-11 year assessment: Prof Neil Mariow, Prof Kate Costeloe, Prof, Janet Stocks, Prof. Elizabeth Draper, Enid Hennessy

Study managers: Dr Samantha Johnson & Dr Joe Fawke

EFCNI contributed a chapter 1o the latest edition of “World ‘ |
o ~dAL o . oy

pr}

Figus OPS. 19 magadine

1800 g) ntants

Follow-up of the POPS cohort in the Netherlands
A guest article by Dr Sylvia van der Pal and Professor Erik Verrips

In 1083, 2 unique nationwide conort of 1 338 very preterm (Delow 32 weeks of gestalion) or VLEW (birth waight below
n e Nethertands was cotlected and followed at several 3ges the POPS cohort The studies with e
POPS conhort have provided insight info how Dutch adolescents who

AL1O yoars of age 3 more extansive foflow up Shudy was done 10f which e POPS partcipants vsited he scacemic
hosptal G233l to Maw home The 19 year Sxamination included Questionnares tests on a computer and a Al physical
exam Al 19 years 705 POPS paricipants particopated (T4% of 555 sl alive

(3 0N MOST OUACOME MAATUres M vanous 30es COMPAred 10 norm
3 e ChGren graw OLOS! Sut MINO! NARGICAPS ANS S230AMES INCTeAsed A1 19

< Survival rates of exireraly preferm infants 1 France dapand cn the placa of buth

Very Preterm Birth and Parents’ Quality of Life 27 Years Later

7 Catagory Hvwr

vsge: Coonne_turz_secabay

Having a child born vary praterm (VP) or at very low birth waight (VL.BW) Intensifias parental strass and mantal
iliness symptoms as affected parents experience increased distress early in their children’s Bves, Physical,
emotional, and socisl problems have been reporied 1o medsate the ink betwosn preterm birth and parental stross.
Yat it was 10 date unknown whether the guality of fife of parents of praterm children is comparable to that of
parents of term children by the tlime they reach sdulthood. Wolike e al. have therefore compeed dats (o snswer the
qUASHION Which shor-and lang-term consaquencas of pratarm hirth aftact parantal qualiry of Iifs.

om very preform or VLBW 183ch aduhood

In 8 jongitudinal whole-peputation study, camed oul n Bavara, Sermany, cats Fom VP and VLBWS borm in January 1985
ANG 1A3Th 1085, 35 weil 25 AT pArents 3nd PITGNES Of 1GrM CONIOIS WANR INMGeTOGatad UFING QUSSHDANAINGS . FOr thiF shady
Bthand. 445 parents of VPSIVLBWS and 227 parants of term controls participated whan their grown-up children were 27
years old. To meazure quaiity of ife, the Sndings were amanged in 4 domains: physical heaith, peychological heaith. soci
raiationshis and amvironmant. The pamicipants thea answaree doman relatad questions (8.9, doman 2 “How often do
$ou have negalive feelngs such &3 blue mood, desosr, anviely, depression?’), acooding 10 the YWord Health Organizaton

FRAE Of 398, oniy RAlT (47 1%) of e SURNOE NAA NO BSADIEES ANd NO MENOM OF MA 07 Nandicaps Espeaally hose
Bom smad fo gestatend 336 (SGA; seemed mast winerstie

The POPS parbopants wers mformed about the outcomes througn the FOPS-19 magaone”, 3 glossy which 350
InCuded mierviews with POPS panicpants anc 30vce on what heallh oulcomes ey snould regularty check. At 14y
of age the POPS parbTizants and tew parents had alsc receved a Sookiet with outcomes of e POPS cohort “Even ille
ones grow up” The POPS-18 magazine can also be downloaded through the webs e (swainoni'cops) and POPS
parvapants Can als update Nren contact detads on the website

These long-term Gohor outcomes help 1o support preterm and SCA born children and adolescents in reaching
Independent 30uh0od and sTess e Neod 1or long lerm follow-up sudies and 10 promote provenson of s abiibes and
of preterm bith tsell The RECAP ICT platform, which will combing he data of 20 European cohonts of children ang
Adufls born very preterm of very low beth will 3150 connbute to INs

Special Thanes

Df Syia van der Pal & Professor Ene vemps
THO Ne NeMernanas Organsaton 10f Appbed SOSNMC research

Qualty of Lfa Restrumant, Short Edson (WHODGL-BREF] Tne naxt nstnumant of assassmant, tha Sasstacton wih L fe
Scaie, a3ked for the parents’ perscnat aporoval o dizaogrovel of the foliowing statements: *In most ways my ife is Closa o
my ideal’ “The conditons of my ke are excellent,’ ‘| am salished with my Iie. “So far | have golten the roortant $wngs |
wantin 198 and “If | could Iva my ifa ovar, | weuld change aimest nothing ™ Parants ranisd THair answars on & 5Cale Fom
1107 (1 = slrengly sgree; 7 = stiongy disagree). The long-lem study alsa 2ok child Lincioning inlo consideration
Helayant faciors were .6, disanity, manta! hasith, of acadamic achivemant. Omar CANSGed 13CHrs Wars AMong omars
se. matemal sge, marital status or famiy sacioeconomic stabus st birth. All resulis ot Tre: standiar &nd wera then
analysed uzing mullipis regression anabze

Evauasng their fnangs, the reseaechers found no significant differances batween the quainy of life of parents of, now
arown up, VP of VLB chikken snd pesents of even-age f=m controls, Moreover, Ihe sludy revesled thal chid Snchioning
factors e befter mantsl NAGIN of DANET pEAT IAGHORENINS In CAFMhood NAT 3 S1GNGST POSIVA aMIAcT an 1he parants
quaiiy offife 85 Tor example academic sxhie

s authars point ot that 1hase trdngs give SWGance for M3 srong Aty of aftactsd Rarants 10 copa with physical and
mants stress. At e same lime, they urps %r suppor and iverventions to improve ments! health 8nd peer raistionships foc
pretenm chiien az thes wil b2 postiee for the children's devolopment 2= wed az for ihe parents’ quabty of Ife

Wi more (Amencan Academy of Padiatics; sbalract)

= Back to: News Ansicht

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

EFCNI @ EFCNI

s R

EFCNI is very proud of being a partner in the newly formed research
consortium RECAP - Research on European Children and Adults born

Great kick-off meeting: RECAP - Research on
European Children and Adults born Preterm

Preterm. In the next four years all partners aim to build up a platform for bit.ly/2IMK1b3 @EU_H2020
harmonising and exploiting data on European cohorts of children and #ResearchimpactEU
adults who were bom very preterm and registry data in order to improve

under g/ and p of the mental and somatic

q.
disorders that are associated with preterm birth
We look forward to working with all of you!

RECAP

preterm

+ EFCNI @
3 |  Last week the workpackage-leader teams of #RECAPpreterm met in Helsinki to
N ragy upy ach bevamentsBiilscuss the fatare profact stysbeay Thanks gasin qur
MR.Prof. Rolf F, Maier, @ TNC_Resea
THLorg&all our partners for their input.#R

Chiwecare - th g

partner from @

himpactEl

Kick-off meeting of European Children and Adults born

Preterm (RECAP)
Picture: Group photo of Research on European Chikdren and Aduts born Preterm
(RECAP) kick-off meeting in Utrecht. Netherlands

EFCNI ole Like Page *** > EFCNI - European Founda
24 January at 1014 -G ower

These days. the RECAP preterm consortium (Research on European

Chiidren and Adults bom Preterm) is meeting In Rome to wrap up and From 1to 3 July 2019, the steering committee of the RECAP preterm (Research on
evaluate the project's second working year. 85 professionals from various European Children and Adults born Preterm) project met in Leiden in the
fields of medical research gathered to discuss the project's milestones and Netherlands. The steering committee also welcomed a guest speaker, Professor
deliverables. The meeting also featured an Early Career Researcher's Vincent Jaddoe, coordinator of the LifeCycle project.

" acel
workshop and two additional work package sessions. Read more: https://Inkd.in/dfH4CYH

m

#ResearchimpactEU #RECAPDI

Read more: hitps.//www efcni.org/activities/projectsirecap)

Note: This project has received funding from the European Union’s Horizon

2020 research and innovation programme under grant agreement No
733280

Poigen

EFCNI

These days, 85 professionals from the RECAP
preterm consortium (Research on European
Children and Adults born Preterm) are
meeting in Rome to wrap up and evaluate the
project’s second working year
#ResearchimpactEU #RECAPpreterm

Read more: efcni.org/activities/pro

EFCNI Post Details
3 Juk <
Performance for your post
The RECAP preterm project Steenng Committee meets digtally
From 25 to 26 June 2020, the steering commitiee of the RECAP preterm 1,277 Pecpbe Ruocte
(Research on European Children and Adults bom Preferm) project met for
the first time in 2 digital format. Onginaly, he meeting was supposed 1o 1ake 361 pbels. § e
place in Leiden, but given the current circumstances, we neaded 1o walk on
new paths! Despite the unusual setfing, # was a very fruitful meefing with 32 2 e
Ioads of discussions. Al work package leaders and several other project . "
members, in fotal more than 20 parteipants, joned the meeting
As the project wil lenminale naxt year, the maeting was used fo discuss the ] 0 0
open miesiones for he coming months. - b
Again_ the meefing has been a vivid exchange of ideas and we look forward
to working on the agreed next steps in the remaining time of the project 4 s v
Learn more about the project: wwaw.efcni.org/activibes/projectsirecap!
FRECAP_preterm #Resea 24~
4 1] 14

W/ Getmore likes, comments and shares.
When you boost this post. you'l show it 1o more pecgle

1277

Panpla raached

(© FFCHI, Nicoia Thisia 14 riichar snd 22 othees 4 shar:
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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 Y 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)

Post Detail
epostet von Ulf schonberg - 27.10.2017 - | Jetat sponsern e EOM Dt
Performance for your post

413

EFCNI - European Foundation for the Care of Newborn Infants

funding from the E an Union's Horizon

earch and Innovation programme under grant agreement No 733280.
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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.

Summer School 2.0/ Four e-learning elements 4 ‘RECAP
1. The Website

s et 00 tsan

Aiailaiiiiaa

Thes projesct has fecehved nding fram the: Exropean Union's Haetzon 2020 ressarth and lnovalion programems under grant

arvoment e 733260,

Summer School 2.0 / Four e-learning elements L ) RECAP
2. The Discussion Forum (1.7. - 30.9.)

This prowect huss recerved foding hom the Eusrcposan Unisn's Horon 2020 msearch s m0ovaion ixogramme under ganl
aoresment No 733280

As of October 1%, 2021, the following outreach was achieved via the RECAP preterm Summer School:

1" 15

42 98

modules hours e-learning presenters contributions
2 ' B total video
countries* registrations ow
viewings
_ wel0 _ 101 _
discussion forum discussion forum
page visits per day registered users

*Ausinia, Belgium, Denmark, Estonia, Finland, France, Germany, Hungary, italy, Iran, the Netherlands, Northern Ireland, North Macedonia,

Norway, Poland, Portugal, Qatar, Spain, Sweden, UK, USA
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4  OUTREACH ACTIVITIES -
OVERVIEW PER REPORTING PERIOD

4.1 Period1
Partner Work Short description of activity (e.g. talk, congress, event, communication
name package | via social media, press or media)
(institution
name)
Partner 01 | All Presentation: APIC meetings in San Francisco and Venice
TNO
Partner 01 | All Presentation: b. Dutch national experts on neonatology; Landelijke
TNO Neonatologie Federatie
Partner 02 | WP9 Poster presentation at the Poster presentation at the Pediatric Academic
University Society (PAS) conference in Toronto (5-8" of May 2018) - Adults Born
of Warwick Preterm:
A Meta-Analysis on Relational Transitions and Socio-Emotional Outcomes
Partner 02 | WP9 Poster presentation at the (PAS) conference in Toronto (5-8" of May 2018) —
University Preterm Birth/Low Birth Weight and Adulthood Wealth: A meta-analysis
of Warwick
Partner 02 | WP9 Presentation at the Adults Born Preterm International Collaboration (APIC)
University meeting, Toronto, 4" of May 2018 - RECAP preterm, a EU Horizon2020
of Warwick collaborative effort to harmonize existing and new follow-up data on preterm
survivor children, adolescents and adults
Partner 02 | WP9 University of Warwick Event — Celebrating Impact and Innovation (Monday
University 14th May 2018). Speaker: Professor Dieter Wolke — Informing the Standards
of Warwick of follow-up care for infants
Partner 02 | WP9 Poster presentation at the Poster presentation at the Pediatric Academic
University Society (PAS) conference in Toronto (5-8" of May 2018) - Adults Born
of Warwick Preterm:
A Meta-Analysis on Relational Transitions and Socio-Emotional Outcomes
Partner 02 | WP9 Poster presentation at the (PAS) conference in Toronto (5-8"" of May 2018) —
University Preterm Birth/Low Birth Weight and Adulthood Wealth: A meta-analysis
of Warwick
Partner 02 | WP9 Presentation at the Adults Born Preterm International Collaboration (APIC)
University meeting, Toronto, 4" of May 2018 - RECAP preterm, a EU Horizon2020
of Warwick collaborative effort to harmonize existing and new follow-up data on preterm
survivor children, adolescents and adults
Partner 02 | WP9 Publication: Bilgin, A., Mendonca, M., & Wolke, D. (2018). Preterm
University Birth/Low Birth Weight and Markers Reflective of Wealth in Adulthood: A
of Warwick Meta-analysis. Pediatrics.
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Partner Work Short description of activity (e.g. talk, congress, event, communication

name package | via social media, press or media)

(institution

name)

Partner 03 | All Presentation: The RECAP preterm platform: the opportunities and challenges

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

INSERM 99 NICU, Stockholm 13 11-15 June 2017

Partner 03 | All Prematurity and fetal growth restriction: research priorities and opportunities.

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

Partner 04 | WP6 13 April 2018, one-day meeting of WP6 on “Improving data collection,

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

Partner 07 | WP3 SJ attended the full day (8 hours) APIC meeting on 4" May in Toronto,

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

of Leicester focusing on WP3’s data harmonisation activities, along with DW and MM
(UoW).

Partner 10 | All 30 min talk to the Norwegian parent organisation Prematurforeningen at

NTNU seminar to celebrate World’s Prematurity Day, Nov 2017, St. Olavs hospital,
Trondheim, Norway (10-15 participants)

Partner 10 | WP9 15 min talk to the international network: Adults Born Preterm International

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

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

Partner 10 | All 15 min talk at seminar for Department of Mental Health, NTNU, June 2018,

NTNU Trondheim, Norway (approx. 50 participants)

Partner 11 | WP3,7 | Information and discussion about the cohort part within the EXPRESS

Karolinska steering and project groups (both national).

Institutet

Partner 13 | All Brief Project description on the Developmental Psychology (DEPSY)

University research groups website.

of Helsinki

Partner 13 | WP 8 Blog post about the use of the Finnish and Nordic Registers for RECAP

University preterm

of Helsinki

Partner 13 | All Facebook post announcing RECAP preterm project in DEPSY Facebook

University group

of Helsinki

Partner 14 | All Presentation about the RECAP preterm aims and methods at the workshop

OPBG organised with the regional reference members of the ACTION cohort

(Florence, May 11, 2017)
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Partner Work Short description of activity (e.g. talk, congress, event, communication

name package | via social media, press or media)

(institution

name)

Partner 14 | All Invited talk on  “Follow-up dei nati pretermine: ricadute

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

OPBG Perinatal and Pediatric Epidemiology (Florence, 10-12 May 2018; about 60-
70 people present)

Partner 14 | All Two “articles” dedicated to the participation of OPBG in research regarding

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

UTARTU preterm

Partner 17 | WP 10 | Presentation: how to predict future of very preterm infants incl RECAP

UTARTU preterm introduction

Partner 17 | WP 10 | Talk about follow-up of very preterm infants and introduction of RECAP

UTARTU preterm

Partner 17 | WP 10 | Presentation about ROP and follow-up of preterm infants (introduction of

UTARTU SHIPS and RECAP preterm)

Partner 17 | WP 10 | Meeting with RECAP preterm partner KR

UTARTU

Partner 17 | WP 10 | Meeting with RECAP preterm partners MC, PB

UTARTU

Partner 18 | WP10 Developing a Dutch version of the RECAP preterm flyer to inform parents

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

of Antwerp

Partner 18 | WP10 Liking and following the Facebook page of EFCNI.

University

of Antwerp

Partner 18 | WP10 Attendance ‘Preterm Day’ in Leiden (NL), 17/11/2017

University

of Antwerp

Partner 19 | WP 10 | Regularly tweets about RECAP preterm meetings and other news

concentris

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 Name of Place, Date Type of audience
dissemination & Title | event (if Country
of dissemination (if applicable) (if applicable)
applicable)

08 THL | Organisation of a Adults Born Baltimore, 26.04.2019 | Scientific
Conference Preterm USA Community

International
Collaboration
Meeting

1TNO Organisation of Adult | Bi-yearly Maastricht, the | 17.09.2019 | Scientific
Preterm International Adult Preterm | Netherlands Community
Collaboration meeting | International
in Maastricht Collaboration

meeting

09 Organisation of a Annual EFCNI | Munich, 27.01.2019 | Patients &

EFCNI | workshop: A Parent Germany Relatives
systematic and easy Organisation
way to read and Meeting
understand complex
research studies.

09 Webinar Journal club: online 04.09.2019 | Patients &

EFCNI How to read/ Relatives

understand
scientific
literature

1TNO Oral presentation — 3" Congress of | Maastricht, 20.09.2019 | Scientific
Issues in quality of life | the Joint Netherlands Community
of adults born very European
preterm compared to Neonatal
adults born full term Societies

(JENS)

1TNO Poster & short 3 Congress of | Maastricht, 19.09.2019 | Scientific
presentation — Follow- | the Joint Netherlands Community
up of the reproductive | European
outcomes of 35 year Neonatal
old adults born very Societies
preterm (JENS)

2 UoW | Invited oral 3" Congress of | Maastricht, 19-21 Scientific
presentation at JENS the Joint Netherlands September, | Community
conference in European 2019
Maastricht "Gender Neonatal
and victimisation, not | Societies
prematurity, predicts (JENS)
self-esteem trajectories
into adulthood"

2 UoW | Invited oral 3" Congress of | Maastricht, 19-21 Scientific
presentation at jJENS the Joint Netherlands September, | Community
conference European 2019
"Association of Neonatal
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Partner | Type of Name of Place, Date Type of audience
dissemination & Title | event (if Country
of dissemination (if applicable) (if applicable)
applicable)
preterm birth and low | Societies
birth weight with (JENS)
romantic partnership,
sexual intercourse and
parenthood in
adulthood: A
systematic review and
meta-analysis”

2 UoW | Poster presentation 3 Congress of | Maastricht, 20.09.2019 | Scientific
"Small for gestagional | the Joint Netherlands Community
age; Cognitive European (higher education,
performance from Neonatal Research)
infancy to adulthood Societies

(JENS)

2 UoW | Keynote Lecture - 3" Congress of | Maastricht, 19-21 Scientific
Long-term Outcome of | the Joint Netherlands September | Community
Preterm Infants European 2019

Neonatal
Societies
(JENS)

2 UoW | Keynote Lecture - 3" Congress of | Maastricht, 19-21 Scientific
Psychiatric diseases in | the Joint Netherlands September | Community
children born preterm - | European 2019
is it an issue? How? Neonatal
Why? (ASD, Societies
schizophrenia ASDS) - | (JENS)
clinical symptoms,
behavioural problems

2 UoW | Keynote Lecture - 3" Congress of | Maastricht, 19-21 Scientific
RECAP-Preterm: the Joint Netherlands September | Community
Research on Children | European 2019
and Adults Born Neonatal
Preterm Societies

(JENS)

14 Invited oral 3" Congress of | Maastricht, 19-21 Scientific

OPBG presentation - Parental | the Joint Netherlands September | Community
experiences with European 2019
follow-up care offered | Neonatal
to their very preterm Societies
infants: results of a (JENS)
qualitative study.

(SHIPS data)

2 UoW | Invited oral 19" European | Athens, 29.08.2019 | Scientific
presentation at Conference on | Greece Community
symposium Developmenta

"Explaining attention
differences of the very
and extremely preterm

| Psychology
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Partner | Type of Name of Place, Date Type of audience
dissemination & Title | event (if Country
of dissemination (if applicable) (if applicable)
applicable)
compared to term born
adults
2 UoW | Invited lecture - Launch of Brussels, 27-28 Scientific
Mission: Im possible - | European Belgium November | Community
Take Responsibility Standards of 2018
for newborn health in | Care at the
Europe European
Parliament
2 UoW | Invited lecture - Very | Neonatal Trust | Auckland, 4-9 May General Public
preterm birth: effects Parents at New Zealand | 2019
on children and Council of
parents into adulthood | International
Neonatal
Nurses
Conference
(COINN) 2019
2 UoW | Keynote Lecture - Council of Auckland, 4-9 May Scientific
Adult Outcome after International New Zealand | 2019 Community
Very Preterm Birth: Neonatal
Vulnerability and Nurses
Resiliency Conference
(COINN) 2019
2 UoW | Keynote Lecture - The | 45" Annual Leipzig, 23-25 May | Scientific
long term development | meeting of the | Germany 2019 Community
of very preterm infants | Society for
into adulthood Pediatric
Intensive Care
and Pediatric
Infectious
Diseases
2 UoW | Keynote Lecture - XXVII Madrid, Spain | 2-4 October | Scientific
Long term outcome Congress of 2019 Community
into adulthood after Neonatal &
very preterm birth Perinatal
Medicine &
VIl Congress
of the Spanish
Society of
Neonatal
Nursing
03 Oral presentation of European Saint 07.09.2018 | Scientific
INSER | RECAP Preterm Congress of Petersburg, Community
M project as part of a Periantal Russia
broader presentation Medicine

on European research
on very preterm
infants
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Partner | Type of Name of Place, Date Type of audience
dissemination & Title | event (if Country
of dissemination (if applicable) (if applicable)
applicable)
04 Poster Presentation - XXXVI Lisbon, 11.09.2018 | Scientific
ISPUP | "Description of Reunido Portugal Community
retention strategies Cientifica da
adopted by European SEE and XIII
cohorts of very Congresso da
preterm infants" APE
04 Oral Presentation - 3rd World Lisbon, 17.10.2018 | Scientific
ISPUP | "Quality Provision of | Conference on | Portugal Community
Maternal and Newborn | Qualitative
Health Care for Very | Research —
Preterm Infants in WCQR2018
Portugal in the context
of neoliberal policies:
A Mixed-Method
Approach"
04 Poster Presentation - 11" ASPHER | Ljubljana, 28.11.2018 | Scientific
ISPUP "Neoliberal Policy Young Slovenia Community
Impact on Health Care | Researchers’
Provision for Parents Forum
of Very Preterm Born
Infants in Portugal: A
Quality Analysis on
Perceived Care"
04 Oral Presentation - 11" ASPHER | Ljubljana, 28.11.2018 | Scientific
ISPUP | “Follow-up of cohorts | Young Slovenia Community
of very preterm Researchers’
infants: a systematic Forum
review on participation
and determinants of
attrition”
04 Poster Presentation - 11" European | Ljublijana 22-10-2018 | Scientific
ISPUP | “Obstetric Public Health Community
interventions among Conference
native and migrant
women: a survey of
episiotomy in
Portugal”
06 Poster Presentation - XXXVI Lisbon, 11.09.2018 | Scientific
INESC | "RECAP Preterm: Reunido Portugal Community
TEC + Harmonizacéo de Cientifica da
04 dados de coortes de SEE and XIII
ISPUP | criangas e adultos Congresso da
nascidos pré-termo, APE
COM recurso a
plataformas digitais"
07 Oral presentation Journees Paris, France 13/12/2018 | Scientific
ULEIC | "Have Francophone - Community
neurodevelopmental de recherches 14/12/2018
RECAP preterm Deliverable 10.5 Page 30 of 37




Partner | Type of Name of Place, Date Type of audience
dissemination & Title | event (if Country
of dissemination (if applicable) (if applicable)
applicable)
outcomes for de
extremely preterms neonatologie
improved over time?"
07 Oral presentation - British Edinburgh, 28/03/2019 | Scientific
ULEIC | Networking, recruiting | Maternal and UK - Community
of panel members for | Fetal Medicine 29/03/2019
DELPHI process Society
Conference
07 Oral presentation on Paediatric Baltimore, 24/04/2019 | Scientific
ULEIC | RECAP preterm WP3 | Academic USA - Community
DELPHI process Societies 01/05/2019
conference
07 Oral keynote 5th Annual Birmingham, 30.09.2019 | Scientific
ULEIC | presentation "Outcome | Preterm Birth | UK Community
of preterm birth - Conference
assimilation of
outcomes across
Europe™
14 Oral presentation - European Rotterdam, September | Scientific
OPBG Does a parent-report Association of | Netherlands 1-3, 2019 Community
assessment at 2 years Neonatology
corrected age predict
later cognitive
development in very
preterm infants?
14 Invited presentation -I | 21* Italian Bologna, Italy | November | Scientific
OPBG dati perinatali Congress of 7-9, 2019 Community
PERISTAT the Society for
Perinatal
Medicine
06 Oral presentation - Datashield Newcastle, 06.09.2018 | Scientific
INESC | Distributed Statistical | Workshop UK Community
TEC Analysis Using 2018
DataSHIELD in
Epidemiological
Studies
06 Oral presentation - Datashield Newcastle, 12.09.2019 | Scientific
INESC | Studying very preterm | Workshop UK Community
TEC birth in Europe: 2019
methodological
challenges and how to
tackle them with
DataSHIELD
06 Oral presentation - Datashield Newcastle, 12.09.2019 | Scientific
INESC | From basic statistics Workshop UK Community
TEC onwards: an 2019
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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 | Work Short description of activity (e.g. talk, congress, event, communication via

name package | social media, press or media)

(instituti

on name)

1TNO 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

1TNO 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

1TNO All Website: Update on RECAP on the website and facebook page of the POPS
cohort: https://www.tno.nl/pops

1TNO 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/

1TNO All Communication campaign (e.g radio, TV):

Radio interview on national radio NPOL1 (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 Care4dNEO):
https://www.nporadiol.nl/fragmenten/spraakmakers/00c1a751-f610-47b4-b0f5-
928b4c3c368¢/2021-07-13-wimar-bolhuis-en-sylvia-van-der-pal-over-ex-
couveusekinderen-en-effecten-op-latere-leeftijd

1TNO 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: Friihgeboren 26 Jahre Spéter

2 UoW WP 9 Participation to a conference: Mobbing ehemaliger Friihgeborener (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 Beziehungsféhigkeit

(Interpersonal relationship skills)
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https://www.youtube.com/watch?v=fu7D18WgfC

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

name package | social media, press or media)

(instituti

on name)

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

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

INSERM survival analyses of births between 22 and 26 weeks of gestation in the
EXPRESS, EPICure-2 and EPIPAGE-2 cohorts”

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

INSERM education and cognitive development in children born very preterm: A meta-
analysis of 15 European cohorts”

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

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

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

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

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

INSERM reviews and studies on the very preterm population and developmental
outcomes”

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

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

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

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

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

INSERM gestational age and birthweight inclusion criteria should be used in selecting
studies for meta-analyses of very preterm birth and cognition?"

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

INSERM difficulties at the age of 5 years in children born extremely preterm: prevalence
and risk factors in the European EPICE-ships cohort.”

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

INSERM Garbage out: harmonizing and validating data"

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

INSERM outcome (RECAP preterm cochort)"

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

INSERM mothers of 5-year-old children born very preterm: prevalance and influential
factors in a European COHORT (SHIPS)"

4ISPUP | WP 6 Participation in a conference: Elsa Lorthe- HEALTH OF ADULT PEOPLE
BORN PRETERM - AN E-COHORT PILOT STUDY (HAPP-E)

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

4 I1SPUP | 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-g)

4ISPUP | WP 6 Web-site HAPP-e launched
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4ISPUP | WP6 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-¢"

4ISPUP | WP 6 Participation in a conference: Julia Doetsch- poster - Equitable perinatal
healthcare for migrants, Portugal: Comparative analysis of a self-assessment tool

4 ISPUP | WP6 Participation in a conference: Julia Doetsch- poster - Record linkage of routine
data with cohorts’ data of infants under European and Portuguese law

4ISPUP | WP6 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 | WP 4 Video/film: Video presentation - MANAGING PRETERM COHORT DATA

TEC USING THE PLATFORM - Overview of the RECAP Preterm Data Platform

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

TEC USING THE PLATFORM — Setting Up Data in the Data Repository

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

TEC USING THE PLATFORM — Adding Metadata in the Study Manager

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

TEC USING THE PLATFORM — Harmonising Data Across Multiple Studies

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

TEC USING THE PLATFORM — Managing Users and Permissions

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

TEC USING THE PLATFORM — Performing Analysis

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

TEC ISPUP on the RECAP Preterm project.

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

ULEIC

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

9EFCNI | 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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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-g, 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 All Participation to an event other than a conference or workshop: Ph.d. defence

RegionH (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 | WP7 Participation to a conference: Oral presentation (speaker: Lena Wohlers)

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

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

UTARTU

17 WP 10 | Flyers: spread through emails

UTARTU

17 WP 10 | Website: newsletter about RECAP summer school

UTARTU

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

UTARTU

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

UTARTU school

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

UTARTU

17 WP 10 | Participation to a workshop: Discussions

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

en

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

en

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

en

18 All Other: Newsletter preparations for stakeholders and participants

UAntwerp

en

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

concentris

19 WP 10 | Video/film: Video production for summer school

concentris

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
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