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Maria has her data in
different centralised
repositories of different
companies. She cannot
access them.
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Public administrations have
data of Maria in different
repositories. Maria cannot
access them.



Datos Generados por la Ciudadania:

produccién de datos deliberada, tecnologias
transparentes y usables



MAKING SENSE: CITIZEN SENSING
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Click on all the things you have recieved

Data Board

Sensor Board

WHERE IS MY ENCLOSURE?




DNOSES.EU: TACKLING ODOUR POLLUTION TROUGH CGD
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El Forum de los hedores: los vecinos
chequean la zona con una 'app’

Una iniciativa de ciencia ciudadana inicia un proyecto piloto en Barcelona para analizar el impacto odorifero de las
plantas de tratamiento de residuos y otras instalaciones industriales
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FOODMAPPING: ENTORNOS ALIMENTARIOS Y HABITOS




Right to produce scientific knowledge and tackle complex environmental issues and inform policy

CITIES-HEALTH: BIO-SENSORES

#Maduixaire

Vigilantes del aire

Estacio de control de qualitat de
l'aire de ciéncia ciutadana
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Modelos de Gobernanza de Datos:
Smart Contracts, licencias standard...



DECODE.EU + SMART CITIZEN
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by SalusCoop & Ideas For Change

iDecidamos el futuro
de nuestros datos!

Nuestros datos de salud son uno de los recursos
mas valiosos que tenemos para generar nuevos
conocimientos y acelerar la innovacién. Cdmo
gestionarlos y compartirlos es una decision que
depende de cada uno de nosotros.

Através de esta aplicacion, podras contribuir a
crear las primeras licencias de acceso y uso de
datos para el beneficio de todos. ;Te sumas?
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TRIEM: ETHICS CROWDSOURCING

Imagina que

te pide

datos de actividad online

para investigar

enfermedades raras.

Los resultados serian publicados

¢Donarias tus datos?

Si has decidido no donar tus datos, ahora
imagina que te ofrecen incentivos a
cambio de ellos.
¢Donarias tus datos
ante estos incentivos?

Analisis personalizados

A cambio de donar tus datos te ofrecen
informacion personalizada sobre tu salud
basada en los datos que compartiste.




Nuevas Instituciones:
Data coops, Data Trusts...



Right to donate health data for the common good

SALUSCOOP: ENABLING HEALTH DATA SOVEREIGNTY
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SALUS COOP

Cooperativa ciudadana de datos de salud
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https://saluscoop.clinicaldocumentengineering.com/login

AHeaDD Gateway
Vote Request

powered by Lumio

Cancer Research UK
Patterns in breast cancer among young women

Age Range W Gender . o Location v
12 - 30 + 9 Anywhere
Anonymity o Duration x Commercial Use &

None 3 years °
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AHeaDD Gateway
License Approval

Cancer Research UK

Patterns in breast cancer among young women

Age Range v Gender v Location v
12 - 30 F 9 Anywhere
Anonymity « Duration 3 Commercial Use &

None 3 years °

n The Co-op stipulates that data license is held for a maximum of one year
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Maria has a personal repository
where she adds and manages all
her data.

information that the

administration has on her (\/L;
(health, civil, education ...). ﬂ i

Maria has access to all the 1 /i .

Maria integrates these data
into her personal repository.

Maria belongs to a citizen data cooperative.

Thanks to the support of the cooperative, Maria

assigns licenses to her data, so that they can be
AN used by third parties according to the conditions
. that Maria establishes.
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Maria has sensors -digital,

bio, etc.-, some of them

even certified by her local

authority or research Maria shares her data for medical research,

centers. according to the conditions established by the
assigned license.



Moltes gracies :)
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