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Part 1: The Split Uhderstanding of Gpenness during Covid-19
- Regulated vs Restricted Openness
- Actionability vs Accountability

Part 2 Situating Openness in Oiverse Research Bvironments
- Uhderstandings of Openness at the Eurgpean Bainformatics Institute, Uhited Kingdom
- Uhderstandings of Openness at the Center for Knowledge and Data Linkage, Brazil.

Part 3: Reconstructing Openness far Planetary Health
- An Account of Participatory Informmational Formet Exclusion (RIFE) |«

- Opennessin the Aluriverse
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Regulated Open Data
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Comparison of SARS-CoV-2
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Differing Governance Models: GSADenphasizes conprehensive
global participation to track mutation patterns, whereas INSOC prioritizes data
linkage and usability to support discovery of SARS-CoV-2 interactions—
highlighting contrasting values in openness and representation.

Trends in Collaboration and Access: The rise of hyper-authorship
and both gold and green access pathways paints to increasing transparency and
collaboration in virdlogy, yet paradaxically, fully open repositaries like BENAmay
still foster restricted access and solo-authored autputs.

Equity and Global Representation: Redominant collaboration among
high-income countries challenges the nation of glabal inclusivity in open data
infrastructures, raising concerns about underrepresentation of low-income
regions and reinfarcing systerric inequities in scentific data sharing.
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Recondiling data actionahility and accountability in global health ressarch

actionability = capacity to o
data for novel Data diversity:
A iy * Ensure geographical * Make data curation and
ls, methods of analysis : heterogeneity of . b
gogts, 9 y processing work visible

and research settings. ¥ contributors through well-structured
B Support low-resourced e e R

research environments in : o
. : o 3 * Provide opportunities for
accountablllty i : contributing data B R o A

=responsiveness of data fFOStert Va”sty of data distributed interactions
o A ormats and encourage
work and infrastructures 9 (synchronous and

rich metadata .
L : asynchronous) for training
to a wide variety of L

prospective users and % Ul e D Al + Attend and organize
.+ Involve domain experts :
domain-related

gD S e el i conferences to present

locations and languages and discuss infrastructural
Develop user-friendly developments

mechanisms to collect «  Support low-resourced research environments in

feedback from the designing and governing prospective data use
community policies

Require user registration

Visible infrastructure:




\hile part one of my thesis used methods from conputational
social science and philosophy of science...

Part two of my thesis instead draws on methods fromsociology
and anthropalogy eg ethnography and semi-structured
interviews.

The aimof thisis to understand on the ground a situated account
of openness in two different contexts, geographies and
ervironments




European Nucleotide Archive

Oldest and largest nuclectide archive in the world

lts platformenables the management, sharing,
integration, archiving and dissemination of sequence
data

open infrastructure for COMD-19 response
s part of broader institutional networks eg.
ELrgpean Bainformatics Institute ->Wellcome
Genome Canpus —> Hixrr Infrastructure -> Global Core
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what is the BNAs histarical
commitment to unrestricted gpenness?
&
b howdo scientists at the ENA

conceptualise and enact Open Science (057?
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a*agelsd)eam"a/ﬂdmpa:. /t is Ve/ydi‘m.sz‘/ll nme
e)quemve to find aut which dataset's yau shauld discard than just

Understandings and i hyinganewdsK”

Motivations for Open Science = @ I ——
Data Management and Curation |
(Or, The Many Faces of Data) = . o S TR P
Collaboration, Community,and = =+ = ”I/fsaagol/cat/msamfa/quute/ay D e cant even

”LE guvemm# shutdowns threaten the very existence of scientific

Policy Ecosystems iy .: /aee ’héy w2 9'9’ oA
Tensions, Barriers, and the (SR

Future of Openness at ENA P SRR SR Y SRR
in laf/nAmsnca ue"efagme/afe data yw/«mz‘hatsz‘har

" aata Thatstheir cauntry's kind of l/ke.m/a"e/y#y.. Is that data personal to

the oanz‘/y a"pasanl fo t‘hema'flyr/ra‘/nl/m

lhrestncted openneﬁwas not an |n|t|al featLre of the EM(nfact usersd data had to
pay a subscription in the early phases of the infrastructure). This transition was less a
mere technical solution than a palitical coormitment to the seamless arculation of
blologlcal knovd.edge in llne wth free softvxare rm/emants of a smlartlma




ANarrative of the Rolitical Soaology on QJennessat the Center for Data and
K’low.edge Integration for Health (Gidacs)

Centro de Integracao de Dados
e Conhecimentos para Salide

FIOCRUZ

Hrst Latin Arerican research labtoown a
superconputer facility.

Links public administrate data to study the
Inpact of environmental, health and social palicy.
Initially funded for the creation of the “100 million
cohort”

Part of broader institutional networks eg. FoOuz

a) What are (IDACS views on Open Science?
&

b) How can trusted environments and data visitation be an

altemative nodel to conrplete apenness?

bemg honest about m/lackd mderstandlng in certaln
topics like epideniology,

attenpting to speak the Portuguese even at the expense of
embarrassing myself,

learming about key thearies and figures in the Bahian canon
such as “callective health” and Mlton Santos,

not using the language of calling Brazil somewhere fromthe
glabal south or a developing country,

collabarating with researchers based on our own skillsin
order to develop ideas callectively,

presenting work with slides in Portuguese,

ensuring regular check-ins and assessments of ny
relatlonshpswth r’rmbersat GDMS
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