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the frame falls short ‘the frame breaks’ (Nafus and Sherman 2014, p. 1789). Holding on
too tightly to a specific framework – for example, measuring weight – can frustrate
what the individual is trying to accomplish. When it triggers feelings of unworthiness,
for instance, it may lead the user to stop using the device. On the other hand, the same
‘frame’ may lead to different uses, such as calorie-counting apps that are used to sustain
anorexia (Ruckenstein 2014; Van Den Eede 2014). Either way, the data double framed
by the device may facilitate very particular self-practices, depending both on the design
of the technology and the user.
The intimate relationship Snyder holds with his data doubles can be understood

through the work of Deborah Lupton on self-tracking cultures. According to this au-
thor, the self- tracking process is cyclical and the data double plays a crucial role:

Data doubles are also recursive and reflexive. Self- trackers reflect upon their data
and seek to make sense of them. A feedback loop is established, in which personal
data are produced from digital technologies which then are used by the individual
to assess her or his activities and behaviour and modify them accordingly. Data
doubles, therefore, are both constituted by the body and self and in turn serve to re-
constitute the body and self. (Lupton 2014, p. 82)

This re-constitution, as described by Lupton, is a process similar to being confronted
with a mirror. Phenomenologically speaking, these individuals ‘discover’ themselves
through the tracking devices, a process which is explained by Van den Eede as follows:

In tracking one’s physical exercise patterns, for instance, a data set about dis-
tance, location, speed, calorie burning, etcetera is constituted. In this

Fig. 1 Data mirrors provided through personalised healthcare. The funhouse mirror: The I in personalised
healthcare. Illustration by LizaRenee https://www.lizarenee.nl/
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Personalised medicine

• Timely and topical (Zeitgeist)
• Health (biomedical)
• How we see ourselves (Know thyself; oracle)
• Self-management, empowerment, power to the patient
• Citizen science
• SWOT analysis



Philosophy of Science

• Addressing questions raised by science in 
dialogue with science

• Diagnostics of  the present
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June 26, 2000: the We-genome

• Human Genome Project (HGP): 
• Human Reference Genome (2004) – Composite genome (We-

genome)
• Personal genomes of genomics celebrities
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15 February 2001



November 9 1989



November 9 1989



HGP

• “the working blueprint of the human race”



Promises

• “Our children’s children will know the term cancer only as a constellation of 
stars”



Obliteration
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Post-genomics allegedly allow us to become the “managers” of our own health.
And yet, human individuality seems to dissolve into massive data streams. What
is the fate of the human subject in the terabyte age? The Human Genome Project
already resulted in personalizing and depersonalizing trends, exemplified by two
types of genomes: the anonymized Human Reference Genome versus the
personal genomes of genomics celebrities. This ambiguity is radicalized by
post-genomics. Life becomes “obliterated”: dissolved into letters and symbols
(e.g. the nucleotide alphabet), but this is complemented by re-personalizing
trends. As a case study, I will analyze the Snyderome, involving a prominent
geneticist who closely monitored “everything” with the help of precision
diagnostics, resulting in a comprehensive (“high coverage”) omics portrait,
highly personal and highly impersonal at the same time, captured in massive
data sets, setting the stage for a digital panopticon: a molecularized
“conscience”, the superego of the terabyte age.

Keywords: personalized genomics; epigenomics; terabyte era; Snyderome;
Psychoanalysis; disembodiment

Introduction

The Human Genome Project (HGP, launched in 1990) resulted in an “initial”
(IHGSC 2001) and a “finished” composite sequence (IHGSC 2004). The latter is
known as the Human Reference Genome (HRG) and is periodically updated. But
as genome sequencing became “normal science”, the focus of attention shifted to
various post-genomics fields, notably personalized genomics and epigenomics.
On the one hand, post-genomics allegedly opens up new practices of the Self,
enabling individuals to become health “entrepreneurs” (Harvey 2009). On the
other hand, human individuality seems to dissolve into massive data streams.
What is the fate of the human subject in the terabyte (or even petabyte) age?
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Picasso: Fall of Icarus
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Craig Venter

• “The order of the letters in my DNA provides a recipe to make Craig Venter..”



In separate boxes dedicated to his sequenced genome, he 
especially focuses on genes that are associated with behavioural 
characteristics such as thrill-seeking behaviour, ADHD and the 
ability to cope with stress. 
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A life decoded (2007)



Michael Crichton (1942 – 2008)



Next (literary laboratory)

• Maturity gene
• Novelty- (or thrill-seeking) gene
• Sociability gene
• Infidelity gene



Three stages

• 1970s: The patient as a person – personalism (Dorothy Day, Karol Wojtyła) –
Back to the beginning: Hippocratic medicine (N=1, clinical gaze, personal 
encounter)

• Evidence-based medicine (N=many) – de-personalisation (negation)
• Present: Personalised medicine (N=me) – re-personalisation 
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Personalised Medicine

• Personalised medicine, precision medicine, pharmacogenomics, prediction, 
participation
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President Obama

• “You can match a blood transfusion to a blood type. That was an important 

discovery,” Obama said Friday during a speech at the White House about 

the initiative. “What if matching a cancer cure to our genetic code was just 

as easy, just as standard? What if figuring out the right dose of medicine 

were as simple as taking our temperature? That’s the promise of precision 

medicine.”
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IPOP: the Snyderome

• Integrated Personal Omics Profiling of a single individual, 54-
year male closely monitored during 14 months; combining deep 
sequencing with > 3 billion measurements of molecules 
• High resolution molecular self-portrait
• The Snyderome

19-03-21 Personalised medicine Arriba



Measure everything

• Freud: “We instruct the patient to report everything, 
however disagreeable, indiscreet, unimportant or irrelevant it 
may seem”. 
• iPOP: measure and report everything, data of any kind must be 

included. Especially waste products (urine, faeces, bodily 
‘litter’) may contain highly valuable information about what is 
going on under the surface
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Snyderome Objective

• Via high resolution continuous self-monitoring, human 
individuals will become the proactive managers of their own 
health condition. Longitudinal multi-omics analysis will allow 
‘us’ to take medicine into our own hands
• Measurements of thousands of factors can be integrated 

through devices such as iPhones and compared with big data 
references, available 24/7 at open-source repositories (vast 
science clouds), after which they can be translated into every-
day options (diet, exercise, etc.).
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Paradox

• Practices of the Self, self-management, allowing individuals to 
shape their own lives?
• Big Data repositories provide reference data (standards for 

normality)
• Molecularised super-ego, ‘voice of conscience’ of the terabyte 

age, the Big (digital) Other. On a daily basis, computer 
‘monitors’ will be telling individuals to change their lives to 
optimise somatic functioning and live up to normalcy 
standards, so as to mitigate the impacts of unhealthy life-styles 
and ageing.
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Data hermeneutics: skills required to interpret 
personalised data
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Abstract

Precision Medicine is driven by the idea that the rapidly increasing range of relatively
cheap and efficient self-tracking devices make it feasible to collect multiple kinds of
phenotypic data. Advocates of N = 1 research emphasize the countless opportunities
personal data provide for optimizing individual health. At the same time, using
biomarker data for lifestyle interventions has shown to entail complex challenges. In
this paper, we argue that researchers in the field of precision medicine need to
address the performative dimension of collecting data. We propose the fun-house
mirror as a metaphor for the use of personal health data; each health data source
yields a particular type of image that can be regarded as a ‘data mirror’ that is by
definition specific and skewed. This requires competence on the part of individuals
to adequately interpret the images thus provided.

Keywords: Precision medicine, Digital health, Self-tracking, Wearables, Data double,
Eccentricity, iPOP, Ethics, Embodiment, Self, Personalised healthcare

Introduction
‘What lies inside all of us is more than data. It’s life …. the next great breakthrough will
be found in each and every one of us. And what we find there will unlock mysteries,
heal the sick and eradicate disease.’ This is a phrase from the youtube video published
by the AllofUs research program called the ‘allofus- anthem’ and is meant to appeal to
U.S. citizens to share their data on behalf of the Precision Medicine Initiative. Partici-
pation in the program is presented as an opportunity to learn about your health be-
cause you will be given access to all your health data (consent form AllofUs 2018).
Scientifically speaking, research endeavours such as these build on the conviction that
N = 1 studies are necessary and that longitudinal studies are needed based on monitor-
ing of individuals over a period of a year or more (Schork 2015; van Gool et al. 2017).
Pioneers of such large-scale N = 1 research, such as Leroy Hood, founding father of P4
medicine, and Michael Snyder, famous for his integrative personal omics profiling
method (iPOP), emphasize the countless opportunities personal data clouds provide
for optimizing individual health (Chen et al. 2012; Li et al. 2017; Price et al. 2017).

© The Author(s). 2021 Open Access This article is licensed under a Creative Commons Attribution 4.0 International License, which
permits use, sharing, adaptation, distribution and reproduction in any medium or format, as long as you give appropriate credit to
the original author(s) and the source, provide a link to the Creative Commons licence, and indicate if changes were made. The
images or other third party material in this article are included in the article's Creative Commons licence, unless indicated otherwise
in a credit line to the material. If material is not included in the article's Creative Commons licence and your intended use is not
permitted by statutory regulation or exceeds the permitted use, you will need to obtain permission directly from the copyright
holder. To view a copy of this licence, visit http://creativecommons.org/licenses/by/4.0/. The Creative Commons Public Domain
Dedication waiver (http://creativecommons.org/publicdomain/zero/1.0/) applies to the data made available in this article, unless
otherwise stated in a credit line to the data.

Vegter et al. Life Sciences, Society and Policy            (2021) 17:1 
https://doi.org/10.1186/s40504-020-00108-0

the frame falls short ‘the frame breaks’ (Nafus and Sherman 2014, p. 1789). Holding on
too tightly to a specific framework – for example, measuring weight – can frustrate
what the individual is trying to accomplish. When it triggers feelings of unworthiness,
for instance, it may lead the user to stop using the device. On the other hand, the same
‘frame’ may lead to different uses, such as calorie-counting apps that are used to sustain
anorexia (Ruckenstein 2014; Van Den Eede 2014). Either way, the data double framed
by the device may facilitate very particular self-practices, depending both on the design
of the technology and the user.
The intimate relationship Snyder holds with his data doubles can be understood

through the work of Deborah Lupton on self-tracking cultures. According to this au-
thor, the self- tracking process is cyclical and the data double plays a crucial role:

Data doubles are also recursive and reflexive. Self- trackers reflect upon their data
and seek to make sense of them. A feedback loop is established, in which personal
data are produced from digital technologies which then are used by the individual
to assess her or his activities and behaviour and modify them accordingly. Data
doubles, therefore, are both constituted by the body and self and in turn serve to re-
constitute the body and self. (Lupton 2014, p. 82)

This re-constitution, as described by Lupton, is a process similar to being confronted
with a mirror. Phenomenologically speaking, these individuals ‘discover’ themselves
through the tracking devices, a process which is explained by Van den Eede as follows:

In tracking one’s physical exercise patterns, for instance, a data set about dis-
tance, location, speed, calorie burning, etcetera is constituted. In this

Fig. 1 Data mirrors provided through personalised healthcare. The funhouse mirror: The I in personalised
healthcare. Illustration by LizaRenee https://www.lizarenee.nl/
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LLiving labs

• Rapidly expanding -omics fields promote molecular profiling;
• The increasing amount of relatively cheap and efficient devices 

to collect data, such as the Apple WatchTM; 
• Genomics labs + living labs, life world
• wellness study : for each measurement in an individual that is 

outside the clinical reference range recommended by the 
clinical laboratory, the lifestyle coach may recommend lifestyle 
changes that have been previously demonstrated to produce 
improvements in that marker 
• Behavioural coaching to improve clinical biomarkers. 
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Ethics of self-tracking

• Data double, our digital avatar or twin
• Digitalization of healthcare in terms of big data and wearables 
• Retrieve data from devices, framed in a certain way. Rather 

than direct measurements of skin temperature or heart activity, 
the user first has to upload the information for analyses, and it 
is often preformatted by the makers of the app 
• Standards of normalcy: personalisation requires an “other”, a 

standard
• Personalisation as a product of the We (human reference 

genome), the self (self-tracking) and the other (standards of 
normalcy)
• Participation: data sharing, gift, data harvesting, biological 

citizenship, solidarity or appropriation?
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Conclusions

• Promise management (forgo overpromising, credibility of 
science)
• Me-medicine: the other (We) as reference
• Person-centred or technology-centred?
• Genome and context (ecosystem, environment)
• We are not our genome, we are the outcome of a dialectical 

interaction between nature and nurture, genome and 
environment, biology and culture, etc. 
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