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Why focus on data?

• Data are central to HIV responses

• Who gets counted? (and who does not?)

• Growth of data and granularity of data

• Surveillance and privacy

• Security, hacking, and data ‘leaks’

• New uses of data (e.g., predictive 
analytics, machine learning, genAI)

• How do we embed social justice through 
how we generate and use data?



Defining Data

“any thing or process (from a sun or rain pattern, to a 
beating heart, to a lesson delivered in a class) can 
be made into data”1

• Any information collected, observed, generated, or 
created and used to analyse or make decisions.

• Numbers, symbols, images, recordings, objects, 
clinical records, social media posts and profiles, 
purchase records.

Data do not naturally exist, but rather become data 
through the process of designating it as data.

1 Mejias & Couldry. 2019. Datafication. Internet Policy Review.



Datafication

“the wider transformation of human life so that its 
elements can be a continual source of data. The 
beneficiaries of this are very often corporations, but 
also states and sometimes civil society organisations 
and communities.”1

1. Transformation of human life into data.

2. Generation of different kinds of value from data.

Data colonialism, e.g. high-income countries mining 
health data from low/middle-income countries.

Ferryman. 2021. The Dangers of Data Colonialism in Precision Public Health. Global Policy.
Lanzing. 2024. […] conceptualizing Palantir’s expansion into health. Information, Communication & Society.
1 Mejias & Couldry. 2019. Datafication. Internet Policy Review.
Van Dijck. 2014. Datafication, dataism and dataveillance: Big Data between scientific paradigm and ideology. Surveillance & Society.



Data justice

A lens through which to interrogate, engage with, 
and advance and challenge the justices and 
injustices relating to datafication.

e.g.,

• Who gets counted? Who gets a choice?

• How does the state protect citizens data 
(including from the state itself)?

• Who gets to be involved in decision-making 
regarding data?

• How does data relate to broader social justice, 
human rights & civil and economic liberties?

Dencik et al. 2022. Data Justice. Sage Publications.
Molldrem & Smith. 2020. Reassessing the Ethics of Molecular HIV Surveillance. The American Journal of Bioethics.
Shaw & Sekalala. 2023. Health data justice: building new norms for health data governance. npj Digital Medicine.
valentine et al. 2023. Hepatitis C data justice. Critical Public Health.



Data Sovereignty

How institutions / countries manage and control data, 
make policies/laws about data; data governance.1

“The First Nations principles of ownership, control, 
access, and possession – more commonly known as 
OCAP® – assert that First Nations have control over 
data collection processes, and that they own and 
control how this information can be used.”2

Troubling western standards of consent:

Stories from qualitative data and genetic material 
from biological samples not only implicate individuals, 
but also communities and families.3

2 First Nations Information Governance Centre. https://fnigc.ca/ocap-training/
1 Hummel et al. 2021. Data sovereignty: A review. Big Data & Society.
Kukutai & Taylor. 2016. Indigenous Data Sovereignty: Toward an Agenda. ANU Press.
Walter & Suina. 2018. Indigenous data, indigenous methodologies […]. International Journal of Social Research Methodology.
3 West-McGruer. 2020. Mobilising Māori and Indigenous research ethics. Journal of Sociology.
ANTAR. Data Sovereignty. https://antar.org.au/issues/closing-the-gap/data-sovereignty/ 

https://fnigc.ca/ocap-training/
https://fnigc.ca/ocap-training/
https://fnigc.ca/ocap-training/


Data Capabilities

“Data capability is the combination of the technical and 
material conditions, the skills, knowledge and proficiencies, 
and the strategic and ethical oversight driving the creation 
and use of data for improving knowledge, problem solving 
and decision-making.”1

How do we embed data capabilities in our workforce?

Eg. harm reduction services enlist workers (including peers) 
in surveillance practices of people who inject drugs, such as 
collecting data necessary for evaluation to support funding 
requirements.2

Albury & Mannix. 2025. From Digital Health Literacy to a Digital and Data Capabilities […]. Sexuality Research & Social Policy.
2 Michaud et al. 2023. Between Care and Control. Contemporary Drug Problems.
1 McCosker et al. 2022. A Data Capability Framework for the non-for-profit sector. Swinburne University of Technology.



• What are the ethical and social justice dimensions of HIV data?

• Who ‘owns’ data, or who has stewardship over HIV data?

• How do we incorporate data collection, analysis, and reporting 

within person-centred practices?

• How do we ensure that people living with HIV and other 

affected communities are involved in decision-making about 

data?

• How do we ensure ethical and equitable data for public health 

action?

Today’s session
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