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Document History:

Version |Date Changes From Review
V0.1 01.02.2017 Deliverable template TNO -
V1.0 30.04.2017 Submitted in the Participant Portal concentris TNO
V2.0 21.06.2018 Project name changed from RECAP to concentris TNO
RECAP-Preterm
Contributors (Benef.) concentris
Responsible Author Juliane Dittrich Email Juliane.Dittrich@concentris.de

EXECUTIVE SUMMARY

available for download in the project intranet.

The project factsheet (flyer) was ready on 28 April 2017.

The RECAP preterm website went online on 30 April 2017. It can be found at http://recap-preterm.eu/.
The project logo and presentation slides are available as well and are included in the website and are

RECAP preterm Consortium Partners contributing to this deliverable

Abbv Participant Organization Name Country
concentris Concentris research management gmbh DE
EFCNI European Foundation for the Care of Newborn Infants Home DE
TNO Nederlandse Organisatie voor toegepast-natuurwetenschappelijk NL
onderzoek

UoW University of Warwick UK
INSERM Institut national de la santé et de la recherche médicale FR
OPEN ISSUES

No: |Date Issue Resolved
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1 06/06/2018 | Deliverable was updated and resubmitted after confirmation of the | yes
amendment.
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1 INTRODUCTION
1.1 Purpose and Scope

This document describes the go-online of the public project website and the development of the project
brochure and factsheet

1.2 References to other RECAP preterm Documents
e RECAP preterm Description of Work (Proposal)

2 DELIVERABLE REPORT

2.1 RECAP preterm Project website

A RECAP consortium website was set up that is closely linked with WP1 (project management)
(concentris, EFCNI, TNO). This website will be regularly updated with news, events and consortium
publications (EFCNI, TNO, concentris).

The dissemination strategy will include development and maintenance of a password-protected area on
the project website developed for stakeholder groups, including clinicians, researchers, policy-makers
and parents.

ABOUTRECAP  FORSCIENTISTS  PUBLIC& PATIENTS ~ OURFINDINGS  NEWS & EVENTS

RESEARCH ON EUROPEANIE
PRETERM

News Events. News

RECAP preterm collaborating with
APIC

RECAP preterm Project start Recent and upcoming events

20 transdisciplinary institutions frem 12 different countries
‘have joined forces to help improve the lives of babies born
preterm.

RECAP preterm Deliverable

* Kick-off Meeting: 13-15 February 2017 in Utrecht

* WPS workshap (Statistical methods for combined data sets:
Theory, techniques and tools): 4-5 September 2017 in Leiden

» 2™ Steering Committee Meeting: 6-7 September 2017 in
Leiden

* 2 General Assembly Meeting: 16-18 January 2018, venue to
be announced

RECAP preterm is working together with the Adults Born
preterm e (APIC), an
group of researchers studying the heaith and well-being of

preterm born babies when they have grown up and become
adutts.
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2.2 RECAP preterm Factsheet / Flyer

A project flyer was developed with the help of EFCNI (Layout) and the RECAP preterm PMO,
including TNO, UoW and INSERM. Printed flyers will be used from all partners for conferences (First
conference where RECAP flyers were circulated: APIC annual meeting in San Francisco on the 5th of
May 2017). The flyer is available online (RECAP intranet).

We will discuss if translations are possible and helpful within the consortium.

Contact

RECAP preterm

Project Coordination

in a nutshell

Maaike J varrips, N i
‘Organisation for Applied Scientific Research (TNO)

Prof Dister Wolks, University of Warwick (UaW)]

Dr lennifer Zeitlin, Institut national de la santé et de
Ia recherche medicale (INSERM)

Research onEuropean
Project Management Office

Children and Adults

01.01.2017

uf _ i

born Preterm -

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

ment Office if you have a child or adult VP/ VLEW R ECAP prete rm

cohort anywhere in the world and would like to

join the Network.

Find more information online
iy Have a look at the project

E b,° E wehbsite for more information

Pt 35 gt

e - about the background, methods,
-

m . topics, and people involved. Visit
US 312 WWW.recap-preterm.eu

This project has received fun-

ding from the European Union's
Horizon 2020 research and
innovation programme under

grant agreement No 733280,

Editing and design: EFQN |

€9,713,230
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Our ohjective

The overall aim of the RECAP preterm project is
to improve the health, development and quality
of life of children and adults barn very preterm
{VP), i.e. less than 32 weeks of gestation, or with
a very low birth weight (VLBW]), i e. less than
1500g.

We will investigate the origins of VP/ VLBW
health and developmental outcomes to aid the
development of more effective, evidence-ba-
sed, personalised interventions and prevention
measures.

RECAP preterm will...

... create a sustainable, geographically

diverse and multidisciplinary platform

of national and European cohorts of
SGE| v/ VIBW, constituted overa 30

year time span, to optimise the use of

population data for research and

innovation in healthcare and polioy

_.. develop hypothesis-driven research
on health and care of VP/ VLBW children

and adults that builds on the unique r
opportunities provided by the larger G
sample sizes of combined cohorts and

the added value of their gecgraphic and
temporal diversity

... integrate exchange with stake-
[E.L holders into the platform in order to
“I-Dj] disseminate results, to translate them
S==" im0 evidencebased coreand policy

_.. involve sodety and emphasize
patient and publfic involvement in 8
[ |

order to reflect real-world needs

Why our research matters

Very preterm or very low weight births consti-
tute fewer than 2% of all births across Europe,
but account for up to half of perinatal and infant
deaths, children with impairments and disabili-
ties and for more than a third of the health and
educational budgets for children.

These babies have higher risks of cerebral palsy,
visual and auditory deficits, impaired cognitive
ability, psychiatric disorders and social problems
than infants born at term. They may also face
higher risks of non-communicable diseases such
as diabetes, cardiovascular diseases or cancer as
they age. There is emerging evidence for increa-
sed risks of reduced mental health, quality of
life, partnering, family life as well as employment
chances and wealth in adulthood.

RECAP preterm aims at finding the root causes of
these issues and seeks to develop policy recom-
mendations for more cost-effective care that may
lower medical, social and educational costs.

Our structure

The RECAP preterm Cohort Platform, will bring
topether extensive data from 20 population-
based cohorts of children and young adults born
very preterm from 13 European countries as well
as further cohorts from around the world.

This unigue network will enable us to evaluate

changss in outcomes over time while providing
important information on how the evolution in
care of these high-risk babies has changed their
developmental outcomes and guality of life.

Our members

RECAP preterm is an EU-funded research pro-
ject that brings together 20 transdisciplinary
institutions:

§ Tenpare Fland
*mmu
Tart, Eiturda
s g Eopenhages, Danmach
u.__?m n..n..%..r u::‘-.m-.,
[I—— ¥ o gasrary
 Flinsentsifieuck, Sermany
[ Lep— L

@ Rrecap

2.3 RECAP preterm Brochure

As this seems to be not relevant at this stage of the project, especially not in addition to the website and
the flyer, this part will be postponed and produced at a later stage (for example, once we have results,

3 LITERATURE REFERENCES

Not available.

4 APPENDICES

Not available.
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