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Social media platform dedicated to rare diseases, using collective intelligence for the generation of
awareness and advanced knowledge on this large group of diseases.
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Project Information
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INDUSTRIAL LEADERSHIP - Leadership in
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Project website (4
Total cost
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)
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Project closed
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1 January 2018 30 June 2021

Project description

Innovative awareness platform for rare diseases stakeholders
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https://cordis.europa.eu/
https://cordis.europa.eu/programme/id/H2020
http://www.share4rare.org/
https://doi.org/10.3030/780262

Rare diseases currently affect 3.5 % t0 5.9 % of the world’s population and exhibit a
wide range of symptoms that vary among patients. As a result, there is a scarcity of
medical expertise and limited research in this field. The EU-funded SHARE4RARE
project aims to establish a collective awareness platform for patients, caregivers,
researchers, and other stakeholders involved in the healthcare of rare diseases. This
project will use a socially innovative approach, drawing on citizen science and
collective intelligence, to enhance the quality of life, disease management, and
scientific knowledge accumulation. SHARE4RARE will create a platform that
revolves around care, education and research by leveraging existing knowledge and
initiatives while also providing a space for discussion, collaboration, and further
research.

Fields of science (EuroSciVoc) @

medical and health sciences > health sciences > public health

natural sciences > computer and information sciences > artificial intelligence > machine learning > deep
learning

social sciences > political sciences > political policies > civil society

Programme(s)

H2020-EU.2.1.1. - INDUSTRIAL LEADERSHIP - Leadership in enabling_and industrial technologies -
Information and Communication Technologies (ICT)._ (MAIN PROGRAMME>

Topic(s)

ICT-11-2017 - Collective Awareness Platforms for Sustainability and Social Innovation

Call for proposal

H2020-1CT-2016-2017

See other projects for this call

Sub call

H2020-ICT-2017-1
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https://cordis.europa.eu/search/en?q=%2Fproject%2Frelations%2Fcategories%2FeuroSciVoc%2Fcode%3D%27%2F21%2F%27%20OR%20%2Fproject%2Frelations%2Fcategories%2FeuroSciVoc%2Fcode%3D%3D%27%2F21%27&srt=%2Fproject%2FcontentUpdateDate%3Adecreasing
https://cordis.europa.eu/search/en?q=%2Fproject%2Frelations%2Fcategories%2FeuroSciVoc%2Fcode%3D%27%2F21%2F33%2F%27%20OR%20%2Fproject%2Frelations%2Fcategories%2FeuroSciVoc%2Fcode%3D%3D%27%2F21%2F33%27&srt=%2Fproject%2FcontentUpdateDate%3Adecreasing
https://cordis.europa.eu/search/en?q=%2Fproject%2Frelations%2Fcategories%2FeuroSciVoc%2Fcode%3D%27%2F21%2F33%2F137%2F%27%20OR%20%2Fproject%2Frelations%2Fcategories%2FeuroSciVoc%2Fcode%3D%3D%27%2F21%2F33%2F137%27&srt=%2Fproject%2FcontentUpdateDate%3Adecreasing
https://cordis.europa.eu/search/en?q=%2Fproject%2Frelations%2Fcategories%2FeuroSciVoc%2Fcode%3D%27%2F23%2F%27%20OR%20%2Fproject%2Frelations%2Fcategories%2FeuroSciVoc%2Fcode%3D%3D%27%2F23%27&srt=%2Fproject%2FcontentUpdateDate%3Adecreasing
https://cordis.europa.eu/search/en?q=%2Fproject%2Frelations%2Fcategories%2FeuroSciVoc%2Fcode%3D%27%2F23%2F47%2F%27%20OR%20%2Fproject%2Frelations%2Fcategories%2FeuroSciVoc%2Fcode%3D%3D%27%2F23%2F47%27&srt=%2Fproject%2FcontentUpdateDate%3Adecreasing
https://cordis.europa.eu/search/en?q=%2Fproject%2Frelations%2Fcategories%2FeuroSciVoc%2Fcode%3D%27%2F23%2F47%2F297%2F%27%20OR%20%2Fproject%2Frelations%2Fcategories%2FeuroSciVoc%2Fcode%3D%3D%27%2F23%2F47%2F297%27&srt=%2Fproject%2FcontentUpdateDate%3Adecreasing
https://cordis.europa.eu/search/en?q=%2Fproject%2Frelations%2Fcategories%2FeuroSciVoc%2Fcode%3D%27%2F23%2F47%2F297%2F933%2F%27%20OR%20%2Fproject%2Frelations%2Fcategories%2FeuroSciVoc%2Fcode%3D%3D%27%2F23%2F47%2F297%2F933%27&srt=%2Fproject%2FcontentUpdateDate%3Adecreasing
https://cordis.europa.eu/search/en?q=%2Fproject%2Frelations%2Fcategories%2FeuroSciVoc%2Fcode%3D%27%2F23%2F47%2F297%2F933%2F1589%2F%27%20OR%20%2Fproject%2Frelations%2Fcategories%2FeuroSciVoc%2Fcode%3D%3D%27%2F23%2F47%2F297%2F933%2F1589%27&srt=%2Fproject%2FcontentUpdateDate%3Adecreasing
https://cordis.europa.eu/search/en?q=%2Fproject%2Frelations%2Fcategories%2FeuroSciVoc%2Fcode%3D%27%2F23%2F47%2F297%2F933%2F1589%2F%27%20OR%20%2Fproject%2Frelations%2Fcategories%2FeuroSciVoc%2Fcode%3D%3D%27%2F23%2F47%2F297%2F933%2F1589%27&srt=%2Fproject%2FcontentUpdateDate%3Adecreasing
https://cordis.europa.eu/search/en?q=%2Fproject%2Frelations%2Fcategories%2FeuroSciVoc%2Fcode%3D%27%2F29%2F%27%20OR%20%2Fproject%2Frelations%2Fcategories%2FeuroSciVoc%2Fcode%3D%3D%27%2F29%27&srt=%2Fproject%2FcontentUpdateDate%3Adecreasing
https://cordis.europa.eu/search/en?q=%2Fproject%2Frelations%2Fcategories%2FeuroSciVoc%2Fcode%3D%27%2F29%2F97%2F%27%20OR%20%2Fproject%2Frelations%2Fcategories%2FeuroSciVoc%2Fcode%3D%3D%27%2F29%2F97%27&srt=%2Fproject%2FcontentUpdateDate%3Adecreasing
https://cordis.europa.eu/search/en?q=%2Fproject%2Frelations%2Fcategories%2FeuroSciVoc%2Fcode%3D%27%2F29%2F97%2F87917856%2F%27%20OR%20%2Fproject%2Frelations%2Fcategories%2FeuroSciVoc%2Fcode%3D%3D%27%2F29%2F97%2F87917856%27&srt=%2Fproject%2FcontentUpdateDate%3Adecreasing
https://cordis.europa.eu/search/en?q=%2Fproject%2Frelations%2Fcategories%2FeuroSciVoc%2Fcode%3D%27%2F29%2F97%2F87917856%2F1335%2F%27%20OR%20%2Fproject%2Frelations%2Fcategories%2FeuroSciVoc%2Fcode%3D%3D%27%2F29%2F97%2F87917856%2F1335%27&srt=%2Fproject%2FcontentUpdateDate%3Adecreasing
https://cordis.europa.eu/programme/id/H2020-EU.2.1.1./en
https://cordis.europa.eu/programme/id/H2020-EU.2.1.1./en
https://cordis.europa.eu/programme/id/H2020_ICT-11-2017/en
https://cordis.europa.eu/search/en?q=contenttype=%27project%27%20AND%20/project/relations/associations/relatedMasterCall/call/identifier=%27H2020-ICT-2016-2017%27&p=1&num=10&srt=Relevance:decreasing
https://ec.europa.eu/info/funding-tenders/opportunities/portal/screen/opportunities/topic-search;callCode=H2020-ICT-2016-2017

Funding Scheme

IA - Innovation action

Coordinator

FUNDACIO PRIVADA PER A LA RECERCA | LA DOCENCIA SANT JOAN DE DEU
Net EU contribution
€ 425 437,50

Total cost
€ 556 687,50

Address

SANTA ROSA 39-4

08950 Esplugues De Llobregat
= Spain 1%

Region

Este > Cataluia > Barcelona
Activity type
Research Organisations

Links

Contact the organisation (4  Website (4
Participation in EU R&I programmes (4
HORIZON collaboration network 1@

Participants (10)

® THIRD-PARTY ©

HOSPITAL SANT JOAN DE DEU
= Spain

Net EU contribution

€ 131 250,00

Address
PASEO SANT JOAN DE DEU 2

08950 Esplugues De Llobregat  §98
Region

Este > Cataluia > Barcelona
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https://cordis.europa.eu/search/en?q=/project/relations/categories/projectFundingSchemeCategory/code=%27IA%27&p=1&num=10&srt=Relevance:decreasing
https://ec.europa.eu/info/funding-tenders/opportunities/portal/screen/contact-form/PROJECT/999565601/780262
https://ec.europa.eu/info/funding-tenders/opportunities/portal/screen/contact-form/PROJECT/999565601/780262
https://www.fsjd.org/
https://www.fsjd.org/
https://dashboard.tech.ec.europa.eu/qs_digit_dashboard_mt/public/sense/app/dc5f6f40-c9de-4c40-8648-015d6ff21342/sheet/3bcd6df0-d32a-4593-b4fa-0f9529c8ffb0/state/analysis/select/Organisation%20PIC/999565601
https://dashboard.tech.ec.europa.eu/qs_digit_dashboard_mt/public/sense/app/dc5f6f40-c9de-4c40-8648-015d6ff21342/sheet/3bcd6df0-d32a-4593-b4fa-0f9529c8ffb0/state/analysis/select/Organisation%20PIC/999565601
https://cordis.europa.eu/datalab/visualisations/vis.php?lv=en&oid=999565601
https://cordis.europa.eu/datalab/visualisations/vis.php?lv=en&oid=999565601

Activity type
Research Organisations

Links

Contact the organisation (4  Website (4
Participation in EU R&I programmes (4
HORIZON collaboration network '@

Total cost
€ 131 250,00

UNIVERSITAT POLITECNICA DE CATALUNYA
= Spain

Net EU contribution

€ 186 250,00

Address

CALLE JORDI GIRONA 31
08034 Barcelona s

Region

Este > Cataluiha > Barcelona

Activity type

Higher or Secondary Education Establishments

Links

Contact the organisation (4  Website (4
Participation in EU R&I programmes (4
HORIZON collaboration network '@

Total cost
€ 186 250,00

OMADA INTERACTIVA SLL
= Spain

Net EU contribution

€ 269 087,50

Address

AUSIAS MARC 26 PLANTA 4, DESPATX 40
08010 Barcelona 1%
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https://ec.europa.eu/info/funding-tenders/opportunities/portal/screen/contact-form/PROJECT/997929890/780262
https://ec.europa.eu/info/funding-tenders/opportunities/portal/screen/contact-form/PROJECT/997929890/780262
http://www.hsjdbcn.org/
http://www.hsjdbcn.org/
https://dashboard.tech.ec.europa.eu/qs_digit_dashboard_mt/public/sense/app/dc5f6f40-c9de-4c40-8648-015d6ff21342/sheet/3bcd6df0-d32a-4593-b4fa-0f9529c8ffb0/state/analysis/select/Organisation%20PIC/997929890
https://dashboard.tech.ec.europa.eu/qs_digit_dashboard_mt/public/sense/app/dc5f6f40-c9de-4c40-8648-015d6ff21342/sheet/3bcd6df0-d32a-4593-b4fa-0f9529c8ffb0/state/analysis/select/Organisation%20PIC/997929890
https://cordis.europa.eu/datalab/visualisations/vis.php?lv=en&oid=997929890
https://cordis.europa.eu/datalab/visualisations/vis.php?lv=en&oid=997929890
https://ec.europa.eu/info/funding-tenders/opportunities/portal/screen/contact-form/PROJECT/999976202/780262
https://ec.europa.eu/info/funding-tenders/opportunities/portal/screen/contact-form/PROJECT/999976202/780262
http://www.upc.edu/
http://www.upc.edu/
https://dashboard.tech.ec.europa.eu/qs_digit_dashboard_mt/public/sense/app/dc5f6f40-c9de-4c40-8648-015d6ff21342/sheet/3bcd6df0-d32a-4593-b4fa-0f9529c8ffb0/state/analysis/select/Organisation%20PIC/999976202
https://dashboard.tech.ec.europa.eu/qs_digit_dashboard_mt/public/sense/app/dc5f6f40-c9de-4c40-8648-015d6ff21342/sheet/3bcd6df0-d32a-4593-b4fa-0f9529c8ffb0/state/analysis/select/Organisation%20PIC/999976202
https://cordis.europa.eu/datalab/visualisations/vis.php?lv=en&oid=999976202
https://cordis.europa.eu/datalab/visualisations/vis.php?lv=en&oid=999976202

SME @

Yes

Region

Este > Catalufia > Barcelona
Activity type
Private for-profit entities (excluding Higher or Secondary Education Establishments)

Links

Contact the organisation (4
Participation in EU R&I programmes (4
HORIZON collaboration network '@

Total cost
€ 384 410,73

STICHTING WORLD DUCHENNE ORGANIZATION
=== Netherlands

Net EU contribution

€182 512,50

Address

KONINGINNELAAN 69
3905 GG Veenendaal 9%

Activity type
Other

Links

Contact the organisation (4
Participation in EU R&I programmes (4
HORIZON collaboration network '@

Total cost
€182 512,50

MELANOMA PATIENT NETWORK EUROPE

= Sweden
Net EU contribution
€ 184 300,00

Address

50f9


https://ec.europa.eu/info/funding-tenders/opportunities/portal/screen/contact-form/PROJECT/912227092/780262
https://ec.europa.eu/info/funding-tenders/opportunities/portal/screen/contact-form/PROJECT/912227092/780262
https://dashboard.tech.ec.europa.eu/qs_digit_dashboard_mt/public/sense/app/dc5f6f40-c9de-4c40-8648-015d6ff21342/sheet/3bcd6df0-d32a-4593-b4fa-0f9529c8ffb0/state/analysis/select/Organisation%20PIC/912227092
https://dashboard.tech.ec.europa.eu/qs_digit_dashboard_mt/public/sense/app/dc5f6f40-c9de-4c40-8648-015d6ff21342/sheet/3bcd6df0-d32a-4593-b4fa-0f9529c8ffb0/state/analysis/select/Organisation%20PIC/912227092
https://cordis.europa.eu/datalab/visualisations/vis.php?lv=en&oid=912227092
https://cordis.europa.eu/datalab/visualisations/vis.php?lv=en&oid=912227092
https://ec.europa.eu/info/funding-tenders/opportunities/portal/screen/contact-form/PROJECT/930321860/780262
https://ec.europa.eu/info/funding-tenders/opportunities/portal/screen/contact-form/PROJECT/930321860/780262
https://dashboard.tech.ec.europa.eu/qs_digit_dashboard_mt/public/sense/app/dc5f6f40-c9de-4c40-8648-015d6ff21342/sheet/3bcd6df0-d32a-4593-b4fa-0f9529c8ffb0/state/analysis/select/Organisation%20PIC/930321860
https://dashboard.tech.ec.europa.eu/qs_digit_dashboard_mt/public/sense/app/dc5f6f40-c9de-4c40-8648-015d6ff21342/sheet/3bcd6df0-d32a-4593-b4fa-0f9529c8ffb0/state/analysis/select/Organisation%20PIC/930321860
https://cordis.europa.eu/datalab/visualisations/vis.php?lv=en&oid=930321860
https://cordis.europa.eu/datalab/visualisations/vis.php?lv=en&oid=930321860

FJALLBO SELKNA 152
75597 Uppsala 198
Region

Ostra Sverige > Ostra Mellansverige > Uppsala lan
Activity type

Other

Links

Contact the organisation (4
Participation in EU R&I programmes (4
HORIZON collaboration network 1@

Total cost
€ 184 300,00

UNIVERSITY OF NEWCASTLE UPON TYNE
== United Kingdom

Net EU contribution

€ 175 000,00

Address

KINGS GATE
NE1 7RU Newcastle Upon Tyne 198

Region

North East (England) > Northumberland and Tyne and Wear > Tyneside

Activity type
Higher or Secondary Education Establishments

Links

Contact the organisation (4  Website (4

Participation in EU R&I programmes (4
HORIZON collaboration network &

Total cost
€ 175 000,00

THE SYNERGIST
I I Belgium
Net EU contribution
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https://ec.europa.eu/info/funding-tenders/opportunities/portal/screen/contact-form/PROJECT/930662815/780262
https://ec.europa.eu/info/funding-tenders/opportunities/portal/screen/contact-form/PROJECT/930662815/780262
https://dashboard.tech.ec.europa.eu/qs_digit_dashboard_mt/public/sense/app/dc5f6f40-c9de-4c40-8648-015d6ff21342/sheet/3bcd6df0-d32a-4593-b4fa-0f9529c8ffb0/state/analysis/select/Organisation%20PIC/930662815
https://dashboard.tech.ec.europa.eu/qs_digit_dashboard_mt/public/sense/app/dc5f6f40-c9de-4c40-8648-015d6ff21342/sheet/3bcd6df0-d32a-4593-b4fa-0f9529c8ffb0/state/analysis/select/Organisation%20PIC/930662815
https://cordis.europa.eu/datalab/visualisations/vis.php?lv=en&oid=930662815
https://cordis.europa.eu/datalab/visualisations/vis.php?lv=en&oid=930662815
https://ec.europa.eu/info/funding-tenders/opportunities/portal/screen/contact-form/PROJECT/999985417/780262
https://ec.europa.eu/info/funding-tenders/opportunities/portal/screen/contact-form/PROJECT/999985417/780262
http://www.ncl.ac.uk/
http://www.ncl.ac.uk/
https://dashboard.tech.ec.europa.eu/qs_digit_dashboard_mt/public/sense/app/dc5f6f40-c9de-4c40-8648-015d6ff21342/sheet/3bcd6df0-d32a-4593-b4fa-0f9529c8ffb0/state/analysis/select/Organisation%20PIC/999985417
https://dashboard.tech.ec.europa.eu/qs_digit_dashboard_mt/public/sense/app/dc5f6f40-c9de-4c40-8648-015d6ff21342/sheet/3bcd6df0-d32a-4593-b4fa-0f9529c8ffb0/state/analysis/select/Organisation%20PIC/999985417
https://cordis.europa.eu/datalab/visualisations/vis.php?lv=en&oid=999985417
https://cordis.europa.eu/datalab/visualisations/vis.php?lv=en&oid=999985417

€70014,50

Address

AVENUE LOUISE 231
1050 Bruxelles / Brussel 398

SME @

Yes

Region
Région de Bruxelles-Capitale/Brussels Hoofdstedelijk Gewest > Région de Bruxelles-

Capitale/ Brussels Hoofdstedelijk Gewest > Arr. de Bruxelles-Capitale/Arr. Brussel-
Hoofdstad

Activity type
Other

Links

Contact the organisation (4
Participation in EU R&I programmes (4
HORIZON collaboration network '@

Total cost
€ 359 636,64

@ THIRD-PARTY ©

SYNERGIST SERVICES
B B Belgium

Net EU contribution

€ 202 735,50

Address

AVENUE LOUISE 231
1050 Bruxelles / Brussel 398

SME @

Yes

Region
Région de Bruxelles-Capitale/Brussels Hoofdstedelijk Gewest > Région de Bruxelles-

Capitale/ Brussels Hoofdstedelijk Gewest > Arr. de Bruxelles-Capitale/Arr. Brussel-
Hoofdstad

Activity type
Private for-profit entities (excluding Higher or Secondary Education Establishments)

Links

Contact the organisation (4
Participation in EU R&I programmes (4
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https://ec.europa.eu/info/funding-tenders/opportunities/portal/screen/contact-form/PROJECT/913658909/780262
https://ec.europa.eu/info/funding-tenders/opportunities/portal/screen/contact-form/PROJECT/913658909/780262
https://dashboard.tech.ec.europa.eu/qs_digit_dashboard_mt/public/sense/app/dc5f6f40-c9de-4c40-8648-015d6ff21342/sheet/3bcd6df0-d32a-4593-b4fa-0f9529c8ffb0/state/analysis/select/Organisation%20PIC/913658909
https://dashboard.tech.ec.europa.eu/qs_digit_dashboard_mt/public/sense/app/dc5f6f40-c9de-4c40-8648-015d6ff21342/sheet/3bcd6df0-d32a-4593-b4fa-0f9529c8ffb0/state/analysis/select/Organisation%20PIC/913658909
https://cordis.europa.eu/datalab/visualisations/vis.php?lv=en&oid=913658909
https://cordis.europa.eu/datalab/visualisations/vis.php?lv=en&oid=913658909
https://ec.europa.eu/info/funding-tenders/opportunities/portal/screen/contact-form/PROJECT/906958634/780262
https://ec.europa.eu/info/funding-tenders/opportunities/portal/screen/contact-form/PROJECT/906958634/780262
https://dashboard.tech.ec.europa.eu/qs_digit_dashboard_mt/public/sense/app/dc5f6f40-c9de-4c40-8648-015d6ff21342/sheet/3bcd6df0-d32a-4593-b4fa-0f9529c8ffb0/state/analysis/select/Organisation%20PIC/906958634
https://dashboard.tech.ec.europa.eu/qs_digit_dashboard_mt/public/sense/app/dc5f6f40-c9de-4c40-8648-015d6ff21342/sheet/3bcd6df0-d32a-4593-b4fa-0f9529c8ffb0/state/analysis/select/Organisation%20PIC/906958634

HORIZON collaboration network &

Total cost
€ 289 622,14

ASSERTA GLOBAL HEALTHCARE SOLUTIONS
= Spain

Net EU contribution

€ 50 268,75

Address

RONDA MAIOLS 1, OFICINA 303, EDIFICIO BMC
08912 Sant Quirze Del Valles 3§98

Region

Este > Catalufia > Barcelona
Activity type
Private for-profit entities (excluding Higher or Secondary Education Establishments)

Links

Contact the organisation (4
Participation in EU R&I programmes (4
HORIZON collaboration network 1@

Total cost
€71812,50

CLICLAB TRANSFORMATIVE AGENT SL
= Spain

Net EU contribution

€ 45 106,25

Address

C/LLIBERTAT 11 PUERTA 1
08012 Barcelona s

SME @

Yes

Region

Este > Cataluia > Barcelona

Activity type
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https://cordis.europa.eu/datalab/visualisations/vis.php?lv=en&oid=906958634
https://cordis.europa.eu/datalab/visualisations/vis.php?lv=en&oid=906958634
https://ec.europa.eu/info/funding-tenders/opportunities/portal/screen/contact-form/PROJECT/930282963/780262
https://ec.europa.eu/info/funding-tenders/opportunities/portal/screen/contact-form/PROJECT/930282963/780262
https://dashboard.tech.ec.europa.eu/qs_digit_dashboard_mt/public/sense/app/dc5f6f40-c9de-4c40-8648-015d6ff21342/sheet/3bcd6df0-d32a-4593-b4fa-0f9529c8ffb0/state/analysis/select/Organisation%20PIC/930282963
https://dashboard.tech.ec.europa.eu/qs_digit_dashboard_mt/public/sense/app/dc5f6f40-c9de-4c40-8648-015d6ff21342/sheet/3bcd6df0-d32a-4593-b4fa-0f9529c8ffb0/state/analysis/select/Organisation%20PIC/930282963
https://cordis.europa.eu/datalab/visualisations/vis.php?lv=en&oid=930282963
https://cordis.europa.eu/datalab/visualisations/vis.php?lv=en&oid=930282963

Private for-profit entities (excluding Higher or Secondary Education Establishments)

Links

Contact the organisation (4
Participation in EU R&I programmes (4
HORIZON collaboration network &

Total cost
€ 64 437,50

Last update: 26 July 2022

Permalink: https://cordis.europa.eu/project/id/780262

European Union, 2025
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https://ec.europa.eu/info/funding-tenders/opportunities/portal/screen/contact-form/PROJECT/900718236/780262
https://ec.europa.eu/info/funding-tenders/opportunities/portal/screen/contact-form/PROJECT/900718236/780262
https://dashboard.tech.ec.europa.eu/qs_digit_dashboard_mt/public/sense/app/dc5f6f40-c9de-4c40-8648-015d6ff21342/sheet/3bcd6df0-d32a-4593-b4fa-0f9529c8ffb0/state/analysis/select/Organisation%20PIC/900718236
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