


| t A\
1996

AR L’Human Genome Project e | Bermuda Principles:

‘A M)

N

"COMINCIAMO DA QUI... CORREVA L'ANNO

John Sulston e Bob Waterston chiedono di fissare delle regole di base

per gli scienziati coinvolti nella mappatura del genoma umano

1. All parts of the human genome sequenced during the Human

Genome Project should be distributed into the public domain.

2. DNA sequences had to be released rapidly into the public

domain within 24 hours of completion.

3. Sequencing centres should inform the Human Genome

Organisation (HUGQO) of their intentions to sequence certain

regions of the genome so that they could present the information

online.

Fonte:
Yourgenome.org,
2016, «How did the
Human Genome
Project make
science more
accessible?”



https://web.ornl.gov/sci/techresources/Human_Genome/research/bermuda.shtml
https://www.yourgenome.org/stories/how-did-the-human-genome-project-make-science-more-accessible
https://www.yourgenome.org/stories/how-did-the-human-genome-project-make-science-more-accessible
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" DIECI ANNI DOPO...

The global spread of the H5N1 avian influenza virus has already extensively damaged
economies worldwide and food safety in developing countries. The spread of infection to
new ecosystems results in adaptation of the virus to new hosts, including humans, which
amplifies the potential for a flu pandemic. Because it is recognized that avian influenza
viruses may be the progenitors of the next human pandemic virus, their genetic evolution

should be tracked in detail and promptly investigated.

Several countries and international agencies have recently taken steps to improve sharing of

influenza data“>**, following the initiative of leading veterinary virologists in the field of

avianinfluenza. The current level of collection and sharing of data is inadequate, however,

given the magnitude of the threat. We propose to expand and complement existing efforts

Fonte: Peter Bogner, llaria Capua, David J. Lipman,
Nancy J. Cox & others, «A global initiative on
sharing avian flu data», Nature vol. 442, p.

/~ 981(2006)


https://rdcu.be/b8leR

Humanitarian
@ OpenStreetMap
The 2015 Nepal earthquake struck Nepal on 25th April with a magnitude of 7.8, followed by aftershocks including a large magnitude 7.3 Team

quake on 12 May. The initial earthquake struck with an epicentre in the mountains to the northwest of Kathmandu, and aftershocks around the
city of Kathmandu. The later 7.3 earthquake struck to the northeast of Kathmandu towards Mount Everest and affecting regions in Southern China. The quakes killed at least
8000 people, and left many in desperate need of shelter, medical help, food and other aid

hat We Do
hen there is a humanitarian crisis, such as the Nepal earthquake, OpenStreetMap (OSM) volunteers from around the world rapidly digitize satellite imagery to provide maps
and data to support humanitarian organizations deployed to the affected countries.

The Humanitarian OpenStreetMap Team (HOT) coordinates that effort, partnering with relief organizations to focus map editing on the places most in need. HOT provides
detailed and accurate maps (i.e., the road network, villages, buildings, etc.) very quickly, so humanitarians can locate people at risk and deliver goods and services to the areas
hat need them most. HOT is the bridge between the OSM community and the humanitarians.

O OpensStreetMap servers, editors and geodata tools enable HOT to offer these free map and export services to the humanitarian community. The OSM community support for
hese efforts also is impressive, mobilizing thousands of volunteers to make edits to the map.

O
/ Fonte: OpenStreetMap Wiki


https://wiki.openstreetmap.org/wiki/Main_Page

|\ E ARRIVIAMO A OGGl... A

~ *® L'emergenza COVID ha mostrato, per I'ennesima volta, quanto sia
necessario condividere | dati, eppure ancora...

Fonte: Maria Rosaria Coduti, «“| dati
risorsa cruciale, la lezione del covid-

A N Tuttavia, se da un lato la pandemia ha evidenziato ulteriormente

I'importanza dei dati, dall'altro ci ha mostrato che I'UE non era pronta a

O f -~ N B 19 per il futuro dell’Europa”, su
sfruttare appieno il loro potenziale. La situazione di crisi ha amplificato Agenda Digitale, 31 agosto 2020
problemi pregressi. Per esempio, la limitata interoperabilita dei dati
e . . L . Se ci fosse gia stato uno spazio comune europeo di dati sanitari, le
sanitari all'interno e tra Stati Membri ha ostacolato la condivisione di g P P
N - autorita sanitarie avrebbero potuto reagire prontamente ed avrebbero
tali dati cruciali.
\ avuto gli strumenti per utilizzare i dati come una risorsa essenziale
—~ per fronteggiare il virus.
5 October
O Nearly 16,000 coronavirus cases were missed in the UK due to a technical glitch
@M Almost 16,000 coronavirus cases in England were missed from official daily UK case figures between 25
=y September and 2 October due to a technical mistake, according to Public Health England. A total of
15,841 cases were left out of the daily UK figures over the eight-day period, or about 1980 missed cases = .
per day. The missing cases were added over the weekend, artificially raising daily UK case numbers to onte: _ _
1 O 12,872 for Saturday and 22,961 for Sunday. Public Health England was reportedly using Microsoft Excel https://www.newscientist.c
| software as a makeshift database to record lab cases. The file reached the maximum number of om/article/2237475-covid-

columns, which cut off thousands of cases. 19-news-one-in-170-
people-in-england-have-

“Some of the data, it got M’[&d and it was lost,” UK prime minister Boris Johnson told journalists



https://www.agendadigitale.eu/cittadinanza-digitale/data-management/lotta-al-covid-i-dati-risorsa-cruciale-cosi-la-ue-accelera-sul-mercato-unico/
https://www.newscientist.com/article/2237475-covid-19-news-one-in-170-people-in-england-have-coronavirus/

erca pubblicata
senza ds khiet, Donoho 1995)

* confusione (allarmismo o facili speranze) nella collettivita, perche presentati
dalla stampa come risultati definitivi.



https://www.biorxiv.org/content/10.1101/2020.08.13.249847v1.full

* Se il titolo delle |
comparativa delle due versioni mostra I'evidente cambio di
Passo e una maggiore consapevolezza della complessita delle
modalita di produzione scientifica.



https://eur-lex.europa.eu/legal-content/IT/TXT/PDF/?uri=CELEX:32018H0790&from=EN

eperibili,

AIR») in un
astrutture digitali
2| cloud europeo per

e guesto non sia
ulteriore sfruttamento dei
a («il piu aperto possibile e chiuso
ario»)

astrutture per la scienza aperta»
Due nuove sezioni dedicate a «Capacita e competenze» e «Incentivi e ricompense»

Lo spostamento di asse del «fare ricerca» non puo passare solo dalla buona volonta
dei singoli, dalla spinta etica e morale degli individui, né dall’'obbligatorieta, ma anche
da un adeguamento dei criteri valutativi, di promozione e di avanzamento di carriera.




Specific objectives of the Programme

of high-quality knowledge

Support the creation and diffusion

Strengthen the impact of R&l Foster all forms of innovation and

in supporting EU policies strengthen market deployment

Pillar 1
Open Science

European Research Council .
Marie Sktodowska-Curie Actions

Research Infrastructures

Pillar 2 Pillar 3
Global Challenges and Open Innovation

Clusters

Strengtheni

Industrial Competitiveness

Health European Innovation Council

Inclusive and Secure Society
Digital and Industry N European innovation ecosystems
Climate, Energy and Mobility

Food and natural resources European Institute of Innovation

Joint Research Centre and Technology

ng the European Research Area

Sharing excellence Reforming and Enhancing the European R&l system




1. Creating high-quality new knowledge

2. Strengthening human capital in R&l

3. Fostering diffusion of knowledge and Open Science

3_/

Scientific
Impact

Better dissemination and exploitation of
R&l results and support to active
engagement of society

Mandatory Open Access to publications: beneficiaries must ensure the
existence of sufficient nghts to comply with open access requirements

Mandatory Data Management Plan for FAIR (Findable, Accessible,
Interoperable, Re-usable) and Open Research Data : for all research
data with possibilities to opt-out from open access requirements

Support to researcher skills in and reward systems for open science

Use of European Open Science Cloud



non ha
are, nel

obbiamo
concentrarc ata su due elementi
sostanziali: la redazione di un Data Management Plan (DMP) e le
attivita necessarie per rendere i dati FAIR




~IL PROBLEMA DELLA «LUNGA CODA>»

Organized
big data

Long-tail data

Literature limit

Number of data Sets — m—
)
Fonte: Big data from small data: data-sharing in the 'long tail' of neuroscience, Nature
(~WNeuroscience volume 17, pages 1442-1447 (2014)

A ogni dato il suo problema: per i
Big data fondamentalmente la
conservazione su lungo periodo,
ma sono spesso dati omogenei,
standardizzati e regolati.

Per la «lunga coda» il problema
principale e il riuscire a trovare o
a utilizzare i1 dataset, spesso
relativamente piccoli, eterogenei
e nascosti nei computer dei
singoli ricercatori; oppure
pubblicati in formati che non
permettono il text e data mining.

~ La regola aurea e «aperti il piu possibile, chiusi quando necessario», tenendo quindi conto di
| restrizioni di carattere commerciale, etico, e di privacy per i dati personali e sensibili, ma
/“ garantendo che siano accessibili, ricercabili, utilizzabili, valutabili e comprensibili: in una parola


https://www.nature.com/articles/nn.3838

}} dei

ad aCCEeSS

* CiscC hosti per la
redazione di U
- ARGOS

- DCC DMPonline Tool
- Griglia I0SSG (Italian Open Science Support Group)


https://argos.openaire.eu/home
https://www.dcc.ac.uk/dmponline
http://wikimedia.sp.unipi.it/images/Grigliapianodigestionedatiricerca.pdf

)S e metadati)

& dard e open,
possibilmente azione. | metadati dovrebbero
rimanere sempre & , )N vuole dire necessariamente
«aperti»

> Interoperable: combinabili con altri dati o strumenti, quindi il formato dovrebbe
essere open

> Reusable: ben descritti per permetterne il riutilizzo e forniti di una licenza chiara e
accessibile.



MA COME SI FA?

The FAIR guiding principles: https;//doiorg'10.1038/sdata 201618

To be Findoble:

F1. imeta)data are assigned & globally unigue and persistent identifier

F2. data are described with rich metadata (defined by R1 below)

F3. metadata clearly and explicitly include the identifier of the data it describes

F4. (meta)data are registered or indexed in a searchable resource

To be Accessible:

Al (reta)data are retrievable by their identifier using a standandized communications protocol
Al.1. the protocol is free, open and universally implemmentable

Al.2. the protocol allows for an authentication and authorization procedure, where necessary
A2 metadata are accessible, even when the data are no longer available

To be Interoperable:

I1. imetz)data use a forral, accessible, shared, and broadly applicable langua ge for knowledge representation
I2. (meta)data uses vozbularies that follow FAIR principles

I3. (metajdata include qualified references to other (metz data

To be reusoble:

R1. (meta)cata are richly described with a plurality of accurate and relevant attributes

RL1. (metaldata are released with 2 clear and accessible data usage license

R1.2. (metaldata are associated with data provenance

R13. (metaldata meet domain relevant community standards

European Commission, Turning FAIR into reality: final

report, 2018

DIGITAL OBJECT

Data, code and other research ogutputs

At it= most bosic levd, doto or code &= o bitstraom or bibary sequence
Forthis to have meoning ond to be FAIR, it meeds to be represented

in standornd formaots ond be accompanied by Persistent [dentifiers (HDs),
metodots ond documentotion. These loyers of meoning awrich the object
ond enoble reuse.

IDENTIFIERS

Persistent and unigue (PIDs)

Digitol Objects showld be ossigned o unigue ond persistent identfier
suchos o DO or URN. This enobles stoble links to the objiect ond supparts
citotion ond ravse to be trocked. Identifiers showld olso be opplied

to other rdoted concepts such os the doto authors (ORCDs),

projects (RAIDSs), funders ond essocioted resaorch resources (RRIDS)

STAMDARDS & CODE

Open, documented formats

Digitol Objects should be represanted in common ond ideally open file
formats. This enobles others to reuse them os the format i in widespreod
use ond software is ovailoble to read the files. Opan ond wdl-doosmentad
formats ore easier to preserve Doto olso nead to be oooom panved by

the rode w=e to process ond onoly se the doto.

METADATA

Contextual documentation

In order for Digita! Dbjects to be ossessoble ond rdysoble, they should
b oocompanved by sufficient metodato ond doasmantotion.

Baosic metodoto will enoble dofo discovery, but much richar informaotion
ond provenance is required to understond how, why, when ond by wham
the obijects wene cranted To enoble the broodest reuse, they showld be
occompanied by o plunolity of rdevant attritetes ond o deor

ond socessible usoge licanse.




oject stage

porting. Taking the
rese 2eds to be considered
throughou a set of questions relating to

data, which should be a basis to define the data management plan”
Fonte: European Commission, Turning FAIR into reality: final report, 2018



https://www.go-fair.org/fair-principles/
https://www.openaire.eu/how-to-make-your-data-fair
https://www.cessda.eu/Training/Training-Resources/Library/Data-Management-Expert-Guide
https://www.lcrdm.nl/files/lcrdm/2019-07/HOW FAIR IS YOUR DATA_flyer_2.pdf
https://ardc.edu.au/resources/working-with-data/fair-data/fair-self-assessment-tool/
https://fair-dom.org/knowledgehub/data-management-checklist/
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