
Brussels, 23 June 2017

COST 021/17

DECISION

Subject: Memorandum of Understanding for the implementation of the COST Action
“Maximising Impact of research in NeuroDevelopmental DisorderS” (MINDDS)
CA16210

The COST Member Countries and/or the COST Cooperating State will find attached the Memorandum of
Understanding for the COST Action Maximising Impact of research in NeuroDevelopmental DisorderS
approved by the Committee of Senior Officials through written procedure on 23 June 2017.



MEMORANDUM OF UNDERSTANDING

For the implementation of a COST Action designated as

COST Action CA16210
MAXIMISING IMPACT OF RESEARCH IN NEURODEVELOPMENTAL DISORDERS (MINDDS)

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 create a collaborative network to enhance identification of
patients carrying genetically penetrant pathogenic Copy Number Variants (CNV) which are rare cases and
present a unique opportunity to understand neurodevelopmental disorders (NDD), standardise research
methodologies and facilitate exchange of information for the benefit of clinicians, researchers and patients.
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 48 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
This Action focuses on patients with rare neurodevelopmental disorders (NDD) whose study have the
potential for major impact on our understanding and treatment of NDD in general, including schizophrenia
and Autism Spectrum Disorder (ASD). NDD affect 1 in 25 individuals in Europe, and have high impact on
healthcare systems, economic development and society. Lack of mechanistic knowledge hampers
development of improved treatments. New knowledge from psychiatric genomics provides for the first time
a route to identify neurobiological mechanisms underlying NDD. The key challenge is to link genetic risk to
altered brain biology.

Although highly informative, substantial variability and severity of psychiatric symptoms means that
genomic studies based on the general NDD patient population experience significant difficulties in
assigning individual gene mutations to clinical phenotype. A solution to this challenge is the study of
subgroup of NDD patients where deletions or duplications of DNA segments (Copy Number Variants, CNV)
alter gene dosage and have a strong causal relationship with NDD. These pathogenic CNV present a major
opportunity to establish mechanistic understanding and develop new therapies. However, NDD patients
with these CNV are rare and require a coordinated, international collaboration to find and study them in
large numbers.

MINDDS will create a pan-European network of clinical scientists, preclinical researchers and patient
representatives to advance studies of NDD patients for these pathogenic CNV. It will create a legal and
ethical framework for effective transnational NDD patient cohort building; develop standardized protocols
and establish effective mechanisms for effective data sharing and knowledge exchange.

Areas of Expertise Relevant for the Action
● Clinical medicine: Psychiatric disorders
● Basic medicine: Genetic epidemiology
● Basic medicine: Neuropsychology
● Basic medicine: Stem cell biology

Keywords
● Neurodevelopmental disorders (NDD)
● Autism Spectrum Disorders (ASD)
● Schizophrenia
● Psychiatric genomics
● Copy Number Variants

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

Research Coordination
● A pan-European framework for NDD patient cohorts: The Action will establish a single framework for
transnational patient recruitment, incorporating regulatory, legal and ethical requirements.
● Standardization of protocols and methodologies: It is important to maximize the utility and quality of the
resultant research data outputs. The Action will agree on standardized research protocols for the major
study regimes, including clinical phenotyping, brain imaging and patient-derived cell studies.
● Integration of information: The Action will develop an over-arching platform, including prototype database,
to support NDD patient research.

Capacity Building
● Training and Knowledge Exchange: Research conferences, training schools and workshops will form an
education programme.
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● Leading on standardization and SOPs: The Action will establish working groups, which will create, review
and publish standardized protocols, experimental methodologies and best practice.
● Data sharing and knowledge exchange: The Action will establish optimal methods to collate and share
our expanding knowledge, via a “knowledge nexus”.
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