
You're never fully captured without a smile
I am sitting in the waiting room of my new dentist’s office in Barcelona for a cleaning. The
receptionist mentions a “free” preliminary exam. Soon, a nurse leads me into a small room and
asks me to remove my glasses for an X-ray. As I bite into the silicone guard that protects the
machine’s nozzle, I catch my reflection in the metallic mirror and wonder: Why am I doing this
radiography and how come it is free?

After the scan, I am asked to sign a consent for. Dense text, small font, the clock ticking. “I’d
rather not give consent for photos or videos,” I tell him. “Of course,” he smiles, “none taken.”
Finally, the dentist performs the scheduled cleaning procedure. On my way out, I ask for a copy
of the consent form and the X-rays. “Here is a copy of the consent form”, the dentist hesitates,
“the X-rays results cost sixty euros.” I am suddenly confused. “But you already have them,” I
reply. “Yes,” he answers, “we need them for diagnostic purposes.” I leave without the images of
my own body. What was proposed a healthcare service - a free diagnostic exam - feels very
much like a theft of my data-body.

Health technologies are increasingly turning our bodies into digital data. Like 8 to 15 % of
people living in urban areas, I have bruxism. Recently, I had to get new bite braces. For those
old enough to remember, getting braces used to involve making a cast of your teeth using a
thick paste that stuck to the palate and gave you the sensation of suffocating. This time, no
disgusting paste. A simple data capturing device produced this accurate 3D render. My mouth,
now translated into data, entered an opaque circuit of health technologies, records, and
archives. Who will see it, process it, and possibly profit from it? Although the new dentist’s tool
made my experience as patient significantly better, we know that the price of datafication is the
loss of control over our data. What consent is implicated in the shift of public health governance
towards data infrastructures? Who benefits from this shift, and who bears the burden?

Digital health strategies expanded dramatically after COVID-19. Several liberal democracies -
including Brazil and Italy - are implementing digital identity verification systems for accessing
public healthcare services and personal data. Patient portals and disease dashboards gather,
match, and store personal health data, but these public data infrastructures are often developed
and maintained by an intricate network of private and public actors. In many cases,
transparency is absent. Patients don't know where their data goes, who accesses it, or how it
might be repurposed.

Brazil’s digital health policy has moved from a broad modernization plan to a more data‑driven,
operational model. The Digital Health Strategy 2020–2028 focused on national infrastructure,
interoperability, and long‑term governance. The newer e‑SUS strategy shifts toward
standardized data collection, municipal compliance, and performance‑based management.
Governance increasingly relies on algorithmic systems: SISAB automates funding eligibility for



municipalities, Conecte SUS verifies vaccination status, and national surveillance platforms like
SIVEP‑Gripe algorithmically classify cases and trigger alerts. These systems now shape
regulatory decisions, resource allocation, and public health oversight across Brazil’s Unified
Health System.

Which pressing questions do health data infrastructures raise? During the first day of the
DATAGOV Kick-Off event, our expert guests participated in two collective conversations on the
conceptual tensions that characterize the field of governance by data infrastructure. After these
plenaries, we moved to three breakout sessions, one of which on health technologies. One by
one, we invited a group of three guests to turn these tensions into concrete research directions.

Health data was immediately identified as a site of experimentation and source for
industrialization. The datafication of bodies has proceeded from health to wellbeing: wearables
and preventive health apps increasingly collect wellbeing data, which too often falls
unregulated. The table interrogated the issue of function creep. Can interoperability support the
circulation of health data within the domain of health and improve diagnostic precision? Does
interoperability in the health sector extend the reach of other regulatory domains - policing,
education, migration - and if so, with what consequences for democracy?

The connections between the three types of regulatory data infrastructures - health, e-
education, and biometrics/digital IDs - were inevitable. Biometric systems and digital identity
systems are not only mediating access to online health care portals, they are increasingly
mediating access to private fitness and health infrastructures - such as fingerprint to access
most gyms in Rio de Janeiro - often in the name of security. In Brazil, as recounted by
Fernando Filgueiras, the Ministry of Education has recently halted a legislation which would
implement facial recognition systems in schools to detect youths' mental health conditions.

The breakout session also contemplated the growing presence of contestation. Luise Amoore
recounted that health professionals in the UK are organizing and questioning the adoption of
Palantir, women and feminist movements have been highlighting the risks of period tracking
and fertility apps, green parties have been contesting the privatization of health care
infrastructure. How can we, as academics, voice these contestations?

The Genealogy of Technology and Power since 1500, a massive art piece by Kate Crawford
and Vladan Joler (2023) reminds us that the act of counting has always been within the operate
of states, to manage the population, protect domestic security, and preserve public health. In
the realm of surveillance devices, health technologies have historically been a site of
datafication of bodies, a tool of the state to categorize, count, monitor and control populations
and individuals. Yet, the institutional capacity to count and correlate has exploded in the age of
big data. Citizens are turned into data subjects, and opting out seems impossible.

The Brazilian organization Coding Rights delved into feminist approaches to consent to our
data-bodies. Their research investigates data protection consent models through feminist



understandings of consent, revealing the power imbalances that popular models replicate. They
argue that our digital selves—our data bodies—are inseparable from our physical selves. This
framework challenges how we think about datafication. When the dentist captured an X-ray of
my teeth, he wasn't just documenting my dental health. He was creating a digital twin, as
theorized by Louise Amoore, that can circulate, be analyzed, potentially profit others—while my
physical body walked out the door without access to it.

As part of the DATAGOV project, my research will investigate Brazil’s evolving digital health
governance—transitioning from the 2020–2028 Digital Health Strategy to the newly instituted
Digital SUS Program—to understand how this shift reshapes access to healthcare. As Brazil
positions digital health within broader concerns of digital sovereignty and expanding access to
healthcare, questions arise about whether these transformations actually mitigate
(infra)structural inequalities, or whether they reproduce them. By situating inequality at the
infrastructural level—across hardware, standards, policies, and institutional arrangements— my
project seeks to understand for whom digital health infrastructures expand access to care, and
for whom they generate new barriers.


