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Neither Sick Nor Healthy: Patients-in-Waiting
Surveillance medicine has created uncertainty for those at risk.
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KEY POINTS

Increasingly sophisticated screening techniques can make anyone a patient.
We can feel well and be asymptomatic but always be aware of the potential for becoming otherwise.
Being 'at risk' creates a new identity—an uncertain status of no longer being healthy but not really being
sick.
“No sense they have of ills to come, Nor care
beyond today,” wrote 18th-century English poet and
scholar Thomas Gray, whose ode ends with the
classic line, “Where ignorance is bliss, ‘Tis folly to
be wise.”
For some, knowledge may be power, but it may be
a burden, or useless, or may even lead to
considerable anxiety and misery for others. In his
book, Too Much Information (2020), Cass Sunstein
explains that a decision to obtain information,
whether on calorie counts or consumer products, or
even health, is a gamble and may have
consequences. How will receiving this information
affect our well-being? Sometimes, paradoxically, we
even lack the necessary information that enables us
to decide what we should know, and there is a
“great deal of heterogeneity” in those of us who
seek information and those who avoid it, writes
Sunstein.
"Unexpected Troubles, Grieves, Sorrows," 1895, by Italian artist Demetrio
Cosola. Private Collection.
Source: Bridgeman Images. Used with permission.

As we have developed increasingly sophisticated
means of diagnostic evaluation, such as through
total body scanning or genetic screening, we have
created what has been called the tyranny of

diagnosis: “Millions of people who might otherwise have lived their lives in ignorance of nemeses lurking in their
bodies” and who are asymptomatic and do not feel ill are now confronted with “altered narratives” (Rosenberg,
2007). The information that we may have a disease or recurrence or are at risk of developing one may lead to
potentially endless “cascades of referrals and investigations,” sometimes without ever establishing any
conclusive evidence of disease (Greaves, 2000).
In their cogent discussion, for example, about the nature of disease itself in the context of whether obesity is a
disease, Heshka and Allison (2001) explain that it is not always possible to predict who will develop comorbidities typically associated with obesity; though clearly at risk, some obese people will never develop any
impairment or abnormalities other than excess fat. “We are therefore placed in the conceptually awkward
position of declaring a disease, which, for some of its victims, entails no affliction,” they say.
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“Being at risk” creates a “blurring of boundaries”

(Aronowitz, 2009) and an “uncertain status"—
neither sick nor healthy. It is "to feel well, to be
asymptomatic, yet always aware of the potential for
becoming otherwise" (Scott et al., 2005). A new
kind of illness identity characterized by biomedical
uncertainty (Sulik, 2009) develops, variously
described as the asymptomatic ill (Billings et al.,
1992), the partial patient (Greaves), the pre-

symptomatic person (Konrad, 2002), or most
poetically, a patient-in-waiting (Parry et al., 2004;
Rosenberg, 2007; Timmermans and Buchbinder,
2010).
A patient-in-waiting is an “umbrella term” for those
under medical surveillance (Armstrong, 1995) who
hover “between pathology and an undistinguished
state of normalcy” (Timmermans and Buchbinder).
When we receive information about risk, particularly

"Waiting," by American artists Charles Webster Hawthorne (1872-1930.
Private Collection.
Source: Photo copyright Christie's
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genetic risk, our body becomes the subject of

molecular gaze (Novas and Rose, 2000).
In effect, though, "we are all patients or patients-inwaiting" (Rosenberg). Or as Sontag writes, "We all
possess dual citizenship in the kingdom of the well
and the kingdom of the sick."
Being told we are at risk, though, turns us from
being a healthy person into a patient, with
considerable psychological and social
consequences (Schermer and Richard, 2019). The
"precarious" feeling creates an "uneasy balance"
and "invades" all aspects of our life. We experience
a kind of biographical disruption, including
rethinking our sense of self and reassessing
previously taken-for-granted assumptions and
behaviors (Bury, 1982). With a medical label, we
become "socially transformed," whereby people
view us differently, and we come to view ourselves
differently. We may experience social stigma as well
as find ourselves excluded from opportunities or
benefits. With genetic information, not only are we
affected personally, but so are our family members
"Young Man in the Dark," by French artist Chaim Soutine, 1924. Private
Collection.
Source: Photo copyright Christie's
images/Brdigeman Images. Used with permission.

(Novas and Rose).
Further, being at risk often confronts us with the
limits of medical expertise: The notion of risk (and a
"risk score") introduces a quantitative statistical

probability that is far from a certain outcome (Greaves). Rather than a measure of probability, risk itself comes to
be seen as an illness and experienced as such (Gillespie, 2012). Knowledge may be empowering "but not when
a diagnosis merely affirms risk and offers no cure" now (Kenen, 1996). Further, sometimes we even create new
diagnostic categories such as pre-diabetes (Jaujo, 2019) or "proto-diseases" (e.g. elevated blood pressure or
cholesterol levels) (Rosenberg) that may involve a "trajectory of medical gatekeeping" (Timmermans and
Buchbinder).
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There are no norms for being at risk and no “risk

role” similar to a sick role. It is to live with a feeling
of measured vulnerability. In other words, statistical
measures intended "to tame randomness and
provide certainty" instead produce uncertainty and
anxiety (Gillespie).
In thinking about the power and limits of prediction
when given an at-risk diagnosis, I am reminded of
Cassandra, the daughter of King Priam of Troy.
Apollo gave the gift of prophecy to Cassandra, but
when she refused the god's advances, Apollo
avenged her by ensuring that no one would believe
her prophesies. Perhaps, when confronted with a
probability of future disease, even though there
may be some truth to the prediction, we are wise to

"Uncertainties I. The Farewells," by Italian artist Umberto Boccioni. Galleria
Civica d'Arte Moderna, Milan.
Source: Photographer: Peter Willi. Copyright Peter
Willi/Bridgeman Images. Used with permission.

be somewhat circumspect and remember that not
every pronouncement is necessarily prophetic.
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