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SWWHYEINNERMED?

Inherited NeuroMetabolic Diseases (iNMDs)
represent an important group of Rare Diseases
constituted by genetfic metabolic disorders
showing clinical neurologic/cognitive symptoms
at any time of the disease progression.

Unfortunately, data on iNMDs are today not
only few but also very badly disseminated
outside the restricted arena of the experts; at
the same time, there is a lack of awdreness
about these conditions that can delay the
diagnosis and the start of treatment, with
consequent fragic results.

In fact, the advancement of knowledge on
biochemical and molecular basis of the diseases
do have important effect on the development of
innovative therapies which may modify the
natural history of the disease and slow the
neurodegeneration process. In addition, the
pharmacogenetic and genetic advancements can
make possible pre-symptomatic and, in many
cases, prenatal diagnosis.

Increasing awareness is therefore the first crucial
step in fighting these conditions.

- WHAT 1s INNERMED?

InNerMeD is a European project, started on April
2013, with the aim to create a multimedial
Network of information targeted on research,
diagnosis and treatment of iINMDs and based on
the collection and exchange of validated
information among scientific communities, health
professionals, patients, patient associations and
all relevant stakeholders.

The Network will increase the current knowledge
on INMDs, speed up the timely and precise
identification of patients, who may benefit of the
available  (experimental and  marketed)
treatments and also favour biomedical research.
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'; INNERMED OBJECTIVE

The general objective of InNerMeD is to create a
critical mass of multi specialist knowledge to be
disseminated in order to:

* increase awareness on these rare conditions
among physicians, patients and general
stakeholders to anticipate diagnosis and, when
available, supply an adequate therapy;

* straighten research capacities and foster
technological innovation in favour of the
population affected by iINMDs;

* provide practical support for sharing
experiences at global levels on iNMDs;

* disseminate knowledge on clinical and
experimental approaches for diagnosis and
treatment of iINMDs, to make patients and
families empowered and aware as real actors
for the correct management of the disease.
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*%. ExPECTED QUTCOMES

The Network will contribute to reduce the gap
affecting iINMDs in different ways:
* providing a critical mass of competences,
instead of a dispersed expertise;
* providing validated customised information
at all levels about iNMDs;
* stimulating innovative research projects to
enforce European leadership on iNMDs;
* fostering the identification of group of
patients to be included in biomedical research
(registries and clinical trials);
* translating scientific breakthroughs into
clinical practice;
* generating social benefit to the daim of
establishing a standard of care for patients
with iNMDs across Europe.

. :. INNERMED STRATEGY

WP 1 - CoORDINATION OF THE PROJECT

¥l WP LeaDEr
Brains FOrR BraIN FounDATION
WP2 - DISSEMINATION OF THE PROJECT: EFFICIENT COMMUNICATION
WITH STAKEHOLDERS AND AWARENESS RAISING ON THE PROJECT

WP Leaper
Brains For Brain FounDATION
WP3 - EVALUATION OF THE PROIJECT: ACTIONS TO VERIFY PROJECT
IMPLEMENTATION AND FULFILLMENT OF OBJECTIVES

WP LeADER
Recion HovepsTtapen, Cunical GeNETics DEPARTMENT

WP4 - NETWORKING: ESTABLISHMENT OF AN ENLARGED NETWORK OF
EXPERTS AND ORGANISATIONS COMPETENT ON INMDs FIELD

i . WP Leaper
i
# UnNIVERSITY OF ZAGREB, SCHOOL OF MEDICINE

WP5 - IT pLATFORM: CREATION OF A WEB-BASED PLATFORM TO
COLLECT, SHARE AND DISSEMINATE VALIDATED INFORMATION ON
THERAPIES, DIAGNOSIS AND RESEARCH

“ﬁ WP Leaper

q | Giann Benzi PHARMACOLOGICAL RESEARCH FOUNDATION

WP6& - PRODUCTION OF SCIENTIFIC DOCUMENTS TO BE DISSEMINATED
BY THE NETWORK: SCIENTIFIC VALIDATION OF COLLECTED
INFORMATION FOR DOCUMENTS PRODUCTION

SsantJgan- WP LEADER
de Dzwr @ HospimaL Sant Joan pe Diu

WP7 - ACTIVITIES FAVOURING BIOMEDICAL RESEARCH: PRODUCTION
OF RECOMMENDATIONS BASED ON BEST PRACTICES AND MOST
RECENT ADVANCEMENTS IN INMDs DIAGNOSIS AND TREATMENT

q@ WP Leaper

Giannl Benzi PHARMACOLOGICAL RESEARCH FounpaTiON
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