
Brussels, 24 October 2016

COST 124/16

DECISION

Subject: Memorandum of Understanding for the implementation of the COST Action
“European network for translational research in children's and adult interstitial
lung disease” (ENTeR- chILD) CA16125

The COST Member Countries and/or the COST Cooperating State will find attached the Memorandum of
Understanding for the COST Action European network for translational research in children's and adult
interstitial lung disease approved by the Committee of Senior Officials through written procedure on 24
October 2016.



MEMORANDUM OF UNDERSTANDING

For the implementation of a COST Action designated as

COST Action CA16125
EUROPEAN NETWORK FOR TRANSLATIONAL RESEARCH IN CHILDREN'S AND ADULT

INTERSTITIAL LUNG DISEASE (ENTeR- chILD)

The COST Member Countries and/or the COST Cooperating State, accepting the present Memorandum of
Understanding (MoU) wish to undertake joint activities of mutual interest and declare their common
intention to participate in the COST Action (the Action), referred to above and described in the Technical
Annex of this MoU.

The Action will be carried out in accordance with the set of COST Implementation Rules approved by the
Committee of Senior Officials (CSO), or any new document amending or replacing them:

a.  “Rules for Participation in and Implementation of COST Activities” (COST 132/14);
b.  “COST Action Proposal Submission, Evaluation, Selection and Approval” (COST 133/14);
c.  “COST Action Management, Monitoring and Final Assessment” (COST 134/14);
d.  “COST International Cooperation and Specific Organisations Participation” (COST 135/14).

The main aim and objective of the Action is to to create a global European-led network of multidisciplinary
clinicians (adult and paediatric), scientists, and eventually stakeholders with the aim to allow accurate and
early diagnosis of interstitial lung disease (ILD) and the application of structured, potentially personalised,
management and therapies. This will be achieved through the specific objectives detailed in the Technical
Annex.

The economic dimension of the activities carried out under the Action has been estimated, on the basis of
information available during the planning of the Action, at EUR 44 million in 2016.

The MoU will enter into force once at least five (5) COST Member Countries and/or COST Cooperating
State have accepted it, and the corresponding Management Committee Members have been appointed, as
described in the CSO Decision COST 134/14.

The COST Action will start from the date of the first Management Committee meeting and shall be
implemented for a period of four (4) years, unless an extension is approved by the CSO following the
procedure described in the CSO Decision COST 134/14.
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TECHNICAL ANNEX
OVERVIEW

Summary
Interstitial lung disease in children (chILD) is a term that describes a collection of more than 200 rare lung
disorders. It is a heterogeneous group of non-neoplastic disorders resulting from damage by varying
 patterns of inflammation and fibrosis with the interstitium as the primary site of injury. As with other orphan
diseases, chILD data is lacking on the natural course, phenotypic variability, associations with genotype,
and effectiveness of treatments. The disease course is very variable, and depending on more than just the
underlying cause; for example, within a given family, the phenotypic variability of chILD such as surfactant
protein C mutation is huge. The rarity of individual chILDs contributes to a lack of randomised control trial
data on effectiveness of treatments. Management strategies derive from other diseases or are based on
physicians experience and remain controversial.

This Action will create a pan-Europe-led network of multidisciplinary clinicians (adult and paediatric),
scientists, and patients and their families with the aim of accurate and early diagnosis with structured,
potentially personalised, management and therapies. The Action will stimulate and coordinate
multidisciplinary research in chILD from infancy to adulthood, as well as reveal the pathophysiological
commonalities between different forms ILD at the molecular level. The results of these efforts will create
large incremental changes in understanding and management of chILD. Since chILD is an umbrella term
for a number of conditions most of which imply more than purely medical or scientific expertise, the Action
will pay due attention to the larger societal implications of chILD research

Areas of Expertise Relevant for the Action
● Clinical medicine: Paediatrics
● Clinical medicine: Respiratory systems
● Basic medicine: Cell biology and molecular transport
mechanisms
● Basic medicine: Molecular genetics, reverse genetics and
RNAi
● Basic medicine: Pharmacology, pharmacogenomics, drug
discovery and design, drug therapy

Keywords
● Pediatrics
● Interstitial lung disease
● therapy and management
● diagnostics

Specific Objectives
To achieve the main objective described in this MoU, the following specific objectives shall be
accomplished:

Research Coordination
● Open access to a centralized data centre and bio-repository on chILD
● Improve clinical care of patients with chILD
● Definition and dissemination standards of care for chILD
● Promote and integrate basic research on chILD to underpin translational research with the ultimate aim to
develop novel therapies or transfer adult ILD treatments into chILD
● Building on and unifying the expert networks of researchers in chILD

Capacity Building
● Linkage of translational researchers and clinicians to identify high priority targets to move into the clinic by
mutual collaboration, including novel pharmaceutical agents.
● Promoting excellence and the required structures to perform clinical studies across Europe will be
organised to support future grant applications.
● Sharing knowledge through dissemination via an Action website, e-newsletter, national and international
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meeting, meet the professor and short term scientific missions (STSM), training schools and peer reviewed
publications
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