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ABSTRACT

Social media has transformed how individuals handle their illnesses. While many
patients increasingly use these online platforms to understand embodied information
surrounding their conditions, healthcare professionals often frame these practices as
negative and do not consider the expertise that patients generate through social media.
Through a combination of insights from social epistemology and ignorance studies,
this paper problematizes the distinctive understandings of social media between
patients and healthcare professionals from a different perspective. A total of four ideas
are introduced: (1) healthcare professionals see embodied knowledge that arises from
patients’ social media practices as uncomfortable knowledge; (2) healthcare
professionals engage in several behaviours to preserve their authority and power in
front of embodied knowledge created through these online platforms; (3) failing to
consider embodied knowledge can have consequences not only in terms of trust
between patients and healthcare professionals but also in connection with
epistemological populism and the transition towards patient-centred care; and (4)
media and digital health literacy could help healthcare professionals enhance the uses
of social media in healthcare. Adopting this framework allows not only to offer
valuable insights into how healthcare professionals manage patients’ social media
practices, but also opens new avenues to improve healthcare digitisation.
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1 INTRODUCTION

In the realm of digital health, one of the most used technologies by patients is social
media (Lupton 2018). These online platforms have the capability to provide
informational and emotional support to those who experience illness (Sendra et al.
2020). Patients who used to have no answers now feel validated in the experiences
of other people (Wagner et al. 2021). Despite their value, healthcare professionals'
not only still use social media poorly (Hernandez et al. 2021), but also react
negatively quite often when patients ask them about information found through
these online platforms (Benetoli et al. 2018). A considerable amount of literature
has established these distinctive understandings of social media between patients
and healthcare professionals (e.g., Sendra and Farré 2017). Still, research to date
has not yet determined how to improve the adoption of these online platforms in
the work practices of the latter.

Starting from the premise that knowledge is a key feature in medicine (Martin
et al. 2009), this theoretical paper examines how patients and healthcare
professionals struggle with their unknowns and use their own knowledge resources
differently in the age of digital health. We integrate ideas of previous studies on
social epistemology (Fuller 2002) and ignorance studies (Gross and McGoey 2015;
2022) to provide new conceptual insights on how patients and healthcare
professionals deal with these online platforms and the practices that accompany
them. Although the research is theoretically oriented, we utilise previous empirical
studies of all authors (Sendra and Farré 2020; Torkkola et al. 2019) about patients
and healthcare professionals as users of social media in acquiring health
information. Furthermore, we use empirical and theoretical findings from previous
studies in the field of digital health (e.g., Lupton 2018; Sosnowy 2014; Ventola
2014) to highlight and deepen our conceptual framework. Especially, the study
explores the illustrative cases of patients with long COVID and chronic pain to
uncover how patients make their unknowns known.

1.1 Theoretical foundation

Historically, the relationship between patients and healthcare professionals has
been based on superiority, where healthcare professionals are the individuals in
possession of (expert) knowledge (Wagner et al. 2021). Although the paternalistic
nature of their encounters took a turn towards patient autonomy in the 1980s
(Killbride and Jofte 2018), the emergence of social media consolidated participatory
healthcare (Sosnowy 2014). Along with this transformation, a type of expertise
different from expert knowledge was introduced (Bellander and Landqvist 2020).
As indicated elsewhere, the expertise that arises from patients’ social media practices
goes beyond evidence-based medicine (Sendra and Farré 2020). Consequently,

healthcare professionals are increasingly guided “to new horizons of what is

! By healthcare professionals we mostly refer to nurses and general practitioners.
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unknown” (Gross and McGoey 2015, p. 1). Epistemology encompasses this
unknown under the concept of medical ignorance (hereafter, non-knowledge)
(Whooley and Barker 2021).

As Whooley and Barker (2021) explained, non-knowledge can adopt
different forms. To name a few, in medicine there can be known unknowns
(unknowns that we are conscious of their existence); unknown unknowns
(unknowns that we are not conscious of their existence); tacit knowing (unknowns
that we do not know that we are conscious of their existence); errors (unknowns
that we think we are conscious of their existence but that are erroneous); taboos
(unknowns that we are not supposed to be conscious of their existence but that may
be useful); and denials (unknowns that we refuse to be conscious of their existence)
(Kerwin 1993). The bottom line of these categorisations is to highlight that
knowledge in medicine is limited, where those things that we do not know are
intertwined with those things that we do know (Kerwin 1993; Whooley and Barker
2021). As a result, “ignorance saturates all of medicine, from the biomedical
laboratory to the design of medical technologies, from the clinical encounter to
collective politics of health and illness” (Whooley and Barker 2021, p. 280).

While non-knowledge existed before the emergence of social media (Kerwin
1993), the use of these online platforms for health-related purposes has enhanced
its visibility, particularly of known unknowns®. The problem remains that only few
studies have examined how healthcare professionals deal with the non-knowledge
that arises from patients’ social media practices. In previous research, the
relationship between knowing/not knowing has been explored under the framework
of genetics (Wehling 2015), mental health (McPherson et al. 2020) or antibiotics
(Will 2020). As for social media, scholars have focused on analysing how patients
generate lay expertise through these online platforms (Bellander and Landqvist
2020; Maslen and Lupton 2019). Therefore, the aim of this paper is to illustrate
how non-knowledge impacts the ways healthcare professionals are managing the
unknowns that patients generate through social media. The discussion will be
guided by the structural conception of ignorance. As indicated by El Kassar (2018,
p- 302), this notion suggests that non-knowledge is administered in a way that “is
not just rooted in the beliefs, epistemic vices and the outlook of the individual but
also manifest in and maintained by social and institutional structures and
mechanisms”.

The following sections present four main ideas. First, we argue that
healthcare professionals see the non-knowledge that emerges from patients’ social
media practices as uncomfortable knowledge (Rayner 2012). Second, we
problematise why healthcare professionals fail to consider the non-knowledge
created through these online platforms in their work practices (McGoey 2012,
2020; Stein 2020; Williams 2021a). Third, we illustrate that not considering the

non-knowledge that emerges from patients’ social media practices can have

? An example of known unknowns are not yet registered causes behind a disease (e.g., long COVID).
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consequences for the organisation and delivery of healthcare at the micro, meso and
macro levels (Akrich 2010; Nie et al. 2018; Numerato et al. 2019). Fourth, we
suggest that media and digital health literacy could improve the uses of social media
in healthcare for both patients and healthcare professionals (Jones et al. 2021;
Marchal and Au 2020; Mather and Cummings 2019; Torkkola et al. 2019). The
paper concludes with a summary of the contribution and the limitations of this

study.

2 HEALTHCARE AND THE BIOMEDICAL PARADIGM

Healthcare professionals are arguably one of the most consolidated epistemic
communities in society. Their expert knowledge has been acquired through long
years of study and practice in healthcare organisations (Wagner et al. 2019;
Wilkesmann 2016). This expertise is also constantly nurtured through multiple
epistemic objects, such as blood tests or scans (Nerland and Hasu 2021). The result
of these epistemic practices, which are rarely questioned, is patients’ profound trust
in healthcare professionals (Ahmed et al. 2020). However, the use of social media
for health-related purposes is testing the traditional functioning of this epistemic
community. Evidence-based knowledge production processes of healthcare
professionals are increasingly met with a type of expertise based on subjective
experiences that patients generate through these online platforms. Previous studies
have deemed this expertise experiential knowledge (Bellander and Landqvist 2020;
Versteeg et al. 2018) while other authors have referred to it as embodied knowledge
(Ellingson 2006). In this context, experiential knowledge not only describes how
patients experience the symptoms of a condition through their bodies (e.g.,
unknown adverse effects of drugs) but also incorporates information related to their
experiences with the healthcare system (e.g., difficulties accessing a healthcare
professional). Since this paper focuses on the non-knowledge related to bodily
experiences, we will hereafter refer to the expertise that patients produce through
social media as embodied knowledge (see also Parviainen and Aromaa 2017).
Before the emergence of these online platforms, embodied knowledge was
usually discussed with close relatives, family, and friends. However, social media
has allowed the distribution of this expertise also among networks of weak ties.
Evidence indicates that online networks of weak ties better satisfy the informational
and emotional support needs of patients, as the perspectives encountered are more
diverse than those found in networks of strong ties (Wright 2016). In turn, these
practices make patients feel empowered to share the expertise created online with
their healthcare professionals. The problem remains that healthcare professionals
mainly approach the treatment of a condition from the perspective of disease,
meaning that these individuals have difficulties to manage embodied knowledge
(Rosendal et al. 2017). That is, although healthcare professionals recognise the
limits of their expert knowledge (Wilkesmann 2016), most are not prepared to deal
with unknowns that cannot be objectively measured. Consequently, the use of social
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media for health-related purposes is still controversial. A case study in Finland
conducted with healthcare professionals is consistent with this argument (Torkkola
et al. 2019). Of the 490 participants, 2 out of 10 admitted to experiencing conflict
with patients over their social media practices. Most of these disputes were
generated because the patient made expertise claims based on misleading
information (Torkkola et al. 2019).

From an epistemological perspective, one way of framing the distinctive
understandings of social media between patients and healthcare professionals could
be through the digital technology paradox. As Mather and Cummings (2019, p. 1-
2) explained, “there is an inability of health professionals [...] to access digital
technology in the workplace, while it is increasingly recognized that its use has the
potential to improve patient outcomes”. Regulatory restrictions are indeed one of
the reasons for this misalignment (Harris et al. 2013). Nevertheless, the
sociotechnical imaginaries of healthcare organisations could also be influencing the
adoption of social media in the organisation and delivery of healthcare (Jasanoff and
Kim 2009). Sociotechnical imaginaries “are generally future-oriented visions of
connected social and technological orders, with more or less determinism built into
them” (Sismondo 2020, p. 505). This means that the incorporation of social media
into professional settings may depend, for example, on the evidence that healthcare
organisations have regarding these online platforms (Flear 2019).

That is, if the sociotechnical imaginary of a healthcare organisation is built
only from its experiences with social media, these online platforms will probably
not be a part of its imagined future because the evidence available to it describes
more harm than benefit. Previous studies identified some of these harms, which go
from misinformation and disinformation to the possible commodification of the
patient opinion (Lupton 2014; Torkkola et al. 2019). However, the reasons behind
the lack of engagement on the part of healthcare professionals when it comes to
social media seem to go beyond structural inertia. In terms of power, these online
platforms have always generated concerns about the authority of healthcare
professionals (Sendra and Farré 2017; Torkkola et al. 2019). Social media is helping
patients to focus on aspects of a condition that were previously not acknowledged,
thus generating a type of expertise based on non-knowledge (i.e., unknowns).
Therefore, when patients present it during medical consultations, the power
relationship changes, and healthcare professionals can no longer sustain their
position of superiority over these individuals (Wagner et al. 2021). From this
perspective, we argue that patients’ embodied knowledge created through these
online platforms can be described as healthcare professionals’ non-knowledge.
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Table 1. Healthcare professionals’ management of embodied knowledge

generated through social media.

Strategy Definition Application example
Denial Uncomfortable knowledge is totally Healthcare professionals do not
refused acknowledge patients’ knowledge
generated through social media
Dismissal It is admitted that uncomfortable Healthcare professionals
knowledge exists, but then it is also  acknowledge patients’ knowledge
refused for reasons such as generated through social media,
unreliability or lack of precision but the information is later
discarded by citing misinformation
concerns
Diversion A distraction is created to get away  Healthcare professionals invite
from the uncomfortable knowledge patients to consult other
informational resources, such as
scientific papers
Displacement  Distraction is created to avoid the ~ Informational resources

uncomfortable knowledge and

alternatives are placed

recommended by healthcare

professionals become alternatives

to knowledge generated through

social media

Source. Definitions paraphrased from Rayner (2012); examples provided by the authors.

If we understand non-knowledge as a space with power struggles (Perron et al.
2020), healthcare professionals could be framing social media as a technology that
compromises their authority and highlights the limits of their expertise. Since
embodied knowledge generated through these online platforms questions what
healthcare professionals already know, this type of expertise becomes uncomfortable

111) defines

uncomfortable knowledge as any “potential information that presents either sort of

knowledge for healthcare professionals. Rayner (2012, p.

danger to institutions”. Uncomfortable knowledge can be managed through denial,
dismissal, diversion, or displacement (Rayner 2012). Of these four categories,
‘dismissal’ seems to best describe the management of embodied knowledge
generated through social media exercised by healthcare professionals (Table 1). For
example, evidence indicates that healthcare professionals are aware of the practices
that happen through these online platforms and its benefits for patients (Torkkola
et al. 2019). However, instead of confronting their non-knowledge, embodied
knowledge is often considered inferior (Flear 2019) and classified as medically
unexplained symptoms (Rosendal et al. 2017). Consequently, in addition to
perpetuate the prejudices that biomedicine holds against them (Sendra and Farré
2020), patients with conditions that cannot be proved with evidence (e.g.,
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fibromyalgia) may end being victims of testimonial injustice (Blease et al. 2017;

Fricker 2007).

3 NON-KNOWLEDGE AS A WAY TO UNDERSTAND THE
DISMISSAL OF EMBODIED KNOWLEDGE

The literature on ignorance studies indicates that epistemic actors adopt different
behaviours when it comes to manage non-knowledge, which can be positive (where
non-knowledge is followed up) or negative (where non-knowledge is not
considered) (Gross 2019). Some of these behaviours include rational motivated
ignorance (Williams 2021a), ignorance due to strong assumptions (Stein 2020) and
strategic ignorance (McGoey 2012, 2020). Although none of these behaviours has
been studied in the context of the uses of social media in healthcare, they can still
provide relevant insights on why healthcare professionals usually dismiss the
embodied knowledge that patients generate through these online platforms. First,
rational motivated ignorance describes situations where “individuals remain
ignorant not because of a lack of available information, and not because of the
various costs associated with acquiring that information, but because of the costs
associated with knowledge itself” (Williams 2021a, p. 7823-7824). In this case,
epistemic actors act from a perspective of self-protection, reaching the conclusion
that it is better to avoid the unknown than to face their non-knowledge (Roberts
2013; Williams 2021b). According to this behaviour, healthcare professionals
would be dismissing the embodied knowledge that arises from patients’ social media
practices to protect their position. This is consistent with the authority concerns
previously described, as Williams (2021b) explained that confronting non-
knowledge compromises the epistemic status of an individual.

Second, ignorance due to strong assumptions is related “to assuming an
unequal distribution of human freedom” in decision-making processes, where the
hierarchies within an organisation seem to have an influencing role (Stein 2020, p.
431). According to this behaviour, healthcare professionals would be dismissing the
embodied knowledge that arises from patients’ social media practices by assuming
that knowledge production in medicine is their responsibility and not that of others.
This lines up not only with the impact of these online platforms on medical power
but also with the depth of organisational culture roots of healthcare organisations
(Manning-Cork 2019). In this context, it could be argued that patients may also
engage in this behaviour when they generate embodied knowledge. However, it is
outside the scope of this paper to analyse this aspect in further detail. Third,
strategic ignorance “illuminates the way various states and processes of
unknowability are often structured by the power of some social groups to remain
deliberately ignorant” (McGoey 2020, p. 198; McGoey 2012). According to this
behaviour, healthcare professionals would be dismissing the embodied knowledge
that arises from patients’ social media practices to protect their organisations. This
is because healthcare organisations should be understood as negotiated orders where
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multiple, complex processes and services are intertwined (Tjora and Scambler
2009). Therefore, if patients that generate embodied knowledge through these
online platforms were considered subjects with multiple epistemic positions instead
of passive agents (Perron et al. 2020), the established order of healthcare
organisations risks being destabilised.

4 CONSEQUENCES OF DISMISSING EMBODIED
KNOWLEDGE FOR HEALTHCARE

The distinctive understandings of social media between patients and healthcare
professionals have both positive and negative connotations. On the one hand, these
online platforms are beneficial because patients can share their embodied
knowledge with other individuals, who also share their own, thereby forming a
community of practice where lay expertise is exchanged between members (Wagner
et al. 2019). These interactions create epistemic value (Barret et al. 2016), where
patients perceive their conditions as authentic by highlighting issues that they were
otherwise unable to see. People living with long COVID are the latest example of
patients’ social media practices. Indeed, Callard and Perego (2021) argued that
long-term COVID-19 is the first disease to be defined using these online
platforms. Despite a lack of expert knowledge, patients turned to social media to
find evidence for embodied knowledge around their experiences, look for answers
to their symptoms and claim testimonial. While these processes are similar for other
conditions (Sendra and Farré 2020), the difference in the case of people living with
long COVID lies in how quickly healthcare professionals confronted their non-
knowledge (Callard and Perego 2021).

This precedent shows how patients make use of social media to make the
unknown known. First, by sharing their experiences through these online
platforms, social media assisted people living with long COVID to transform the
‘unknown unknowns’ of this condition into ‘known unknowns’. Second, once the
unknowns about long-term COVID-19 became a ‘known unknown’, the capacity
of these online platforms for connection allowed patients to reach one another,
slowly creating an epistemic community (Akrich 2010) that attracted the attention
of experts. For healthcare professionals, the tipping point between knowledge and
non-knowledge came when they began to seriously consider the experiences of
people living with long COVID posted in social media. In other words, only when
healthcare professionals confronted their non-knowledge, the ‘known unknowns’
of this condition converted into ‘known knowns’ through scientific research.
Therefore, these online platforms offer an opportunity to improve the work
practices of healthcare professionals, as patients with conditions that are invisible
to evidence-based medicine will continue to use social media to manage their
conditions. Embodied knowledge generated through these online platforms could
also represent a change for rare diseases, where the “scarcity of expertise poses a
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huge challenge to patients who seek access to diagnostic testing and appropriate
treatment” (Dawkins et al. 2018, p. 12).

On the other hand, the risk with social media when it comes to embodied
knowledge is that not all embodied knowledge is constructed equally. Previous
research in the context of chronic pain suggested that patients undergo a three-step
process when posting their experiences in social media, deciding in one of these
steps which is the best way to share their expertise (Sendra and Farré 2020). Maslen
and Lupton (2019, p. 1638) added that patient enactments on these online
platforms may include “1) expertise claims based on appropriation and distribution
of scientific knowledge and experience; 2) sharing experiential knowledge without
claiming expertise and 3) evaluation and use of knowledge presented by others,
principally through observing”. Other studies have identified similar knowledge
construction processes in blogs and forums (Bellander and Landqvist 2020;
Versteeg et al. 2018). The problem remains that embodied knowledge may be
generated from misleading information (Torkkola et al. 2019). In this context,
previous research suggested that expertise claims based on misleading/incomplete
information may end in patient disaffection with their healthcare professionals
(Bellander and Landqvist 2020). We argue that dismissing embodied knowledge
that arises from patients’ social media practices not only generates tensions between
patients and healthcare professionals, but it also creates problems with digitisation

processes and the confidence that the public has in expert knowledge (Table 2).

Table 2. Harms related to patients’ and healthcare professionals’ distinctive
understandings of social media.

Level Actors involved Potential harm
Macro Society in general Decreased public trust in expert knowledge
Meso Healthcare organisations Problems integrating innovations and

consolidating patient-centred care
Micro Patients and healthcare Increased tensions in relationships between

professionals patients and healthcare professionals

At the micro level, the distinctive understandings of social media between patients
and healthcare professionals may increase tensions in their relationship. As
described above, misleading information can damage trust between patients and
healthcare professionals (Bellander and Landqvist 2020), which in turn causes the
latter to become more guarded when it comes to their relationship (Laurent-
Simpson and Lo 2019; Nie et al. 2018). The problem remains that trust is one of
the key resources that healthcare professionals have at their disposal to tackle
misleading information, especially when constructed using bottom-up approaches
(Rodgers and Massac 2020). Previous research also indicates that the phenomenon
of misleading information seems to be linked with a general disaffection towards
information provided by traditional sources such as news media (Nielsen and
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Graves 2017). Therefore, healthcare professionals need to confront embodied
knowledge that arises from patients’ social media practices not only to improve their
communication with patients but also increase public trust in expert knowledge
(Van Dijck and Alinead 2020). Otherwise, avoiding or overlooking this risk may
lead to disaster (Erikainen et al. 2019; Perron et al. 2020), such as the ‘infodemic’
surrounding the COVID-19 pandemic (Van Dijck and Alinead 2020).

At the meso level, the distinctive understandings of social media between
patients and healthcare professionals complicates both digitisation processes and
the consolidation of patient-centred care. While these online platforms have made
healthcare more participatory (Sosnowy 2014), biomedical evidence often remains
the only information that healthcare professionals consider when making decisions.
These deep-rooted practices may be related to micro- and macro-ignorance
(McGoey 2020), with the latter corresponding to the organisational posture that
results from incorporating individual positions into a situation. For example, if most
healthcare professionals still perceive social media as negative (micro-ignorance),
these beliefs will add up and reinforce the position that these online platforms are
harmful for their work practices (macro-ignorance). As Laurent-Simpson and Lo
(2019, p. 1283) explained, “understanding and respecting what drives the personal
perspectives reflected on social media pages should better position medical
professionals and other scientists to win buy-in from the audience”. Therefore,
healthcare professionals need to confront embodied knowledge that arises from
patients’ social media practices to learn how this expertise can benefit their work
practices (Nerland and Hasu 2021). Otherwise, failing to consider this harm will
continue to hinder the transition towards a (fully) patient-centred, technology-
based healthcare.

At the macro level, the distinctive understandings of social media between
patients and healthcare professionals may decrease public trust in expert knowledge.
For example, misleading information may lead to epistemological populism,
concept that describes “the favouring of ‘common people’s knowledge’ over
knowledge that is produced by expert systems” (Numerato et al. 2019, p. 84). As
indicated elsewhere, social media has the potential to exacerbate epistemological
populism (Numerato et al. 2019), partly due to the echo chamber phenomenon
linked to these platforms (Usher and Ng 2020). While epistemological populism
goes beyond embodied knowledge, it could be argued that social media ‘echo
chambers’ where only patients take part are a potential starting point for this
phenomenon. Similarly, healthcare professionals should be aware that online
communities are not only diverse and work in different ways (Usher and Ng 2020),
but also that patients may have different epistemic statuses within these groups
(Tempini and Del Savio 2019). Therefore, healthcare professionals need to
confront embodied knowledge that arises from patients’ social media practices to
understand how to adapt their strategies to the multiple realities of these individuals
(Larson 2018; Timmermann 2020; Will 2020). Otherwise, disregarding this harm

could increase the campaigns based on misinformation that already take place on
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these online platforms, such as the anti-vaccination movement (Hernandez et al.

2021).

5 TOWARDS THE MANAGEMENT OF THE UNKNOWN

As we argued throughout the paper, there is a need for healthcare professionals to
confront the embodied knowledge that arises from patients’ social media practices.
The problem remains that these online platforms and other digital health
technologies have created professionalism-related issues for healthcare
professionals. Some of these problems involve uncertainty surrounding the concepts
of authenticity, subjectification, and diversity when health professionals use avatars
(Hallqvist 2019) or perceiving as inappropriate the use of smartphones while
interacting with patients (Naples et al. 2020). As for social media, evidence
indicates healthcare professionals’ difficulties discerning what constitutes
professional versus unprofessional behaviour on these online platforms (Ahmed et
al. 2020; Curtis and Gillen 2019; Ruan et al. 2020) or how to balance the use of
social media between personal and professional lives (Jones et al. 2021; Ventola
2014). Therefore, confronting the embodied knowledge that arises from patients’
social media practices goes beyond achieving an organisational effort to frame these
online platforms as epistemic objects that can complement expert knowledge and
improve the organisation and delivery of healthcare.

To be able to manage patients’ social media practices, healthcare professionals
also need to improve their digital health literacy (Bimber and Gil de Zaiiga 2020).
As indicated elsewhere, healthcare professionals are not immune to problems
related to misleading information (Palomino-Gonzales et al. 2020). A way of
addressing this issue is by improving the education of healthcare professionals on
digitization (Mather and Cummings 2019). To this end, some medical
undergraduate programs have started to introduce digital professionalism into their
syllabuses, though this is still uncommon (Ahmed et al. 2020). The aim of this type
of professionalism is to help healthcare professionals learn how to make sense of
digital technologies in relation to their work practices (Mather and Cummings
2019). Previous research has found that digital professionalism helps medical
students consider both the positive and negative aspects of social media (Jones et al.
2021). Therefore, introducing these courses would not only help healthcare
professionals address the mistrust present in their relationship with patients but
they would also have more resources to deal with misleading information (Nie et
al. 2018; Ruan et al. 2020).

In turn, digital professionalism would allow healthcare professionals to
enhance the digital health literacy of their patients (Palomino-Gonzales et al.
2020). This is significant considering that the challenge of the COVID-19
pandemic has been “not to keep people informed so much as to help them navigate
the sheer volume of novel information and claims made available everyday”

(Marchal and Au 2020, p. 3). Other studies have also indicated that it is equally

80



JOURNAL OF DIGITAL SOCIAL RESEARCH — VOL. 5, NO. 1, 2023

important to improve the level of media literacy of the public (Pulido et al. 2020;
Ratzan et al. 2020), especially when expert knowledge is increasingly biomediatized
(Briggs and Hallin 2016). That is, people need not only the skills to process the
information found online but also tools that will allow them to determine the
reliability of the source (Pulido et al. 2020; Ratzan et al. 2020). For these courses
to be successful, evidence also suggests that healthcare organisations must establish
them at the same time as digital health technologies are introduced into the work
practices of healthcare professionals (Mather and Cummings 2019). The distinctive
understandings of social media between patients and healthcare professionals
discussed throughout this paper demonstrates how this simultaneous application
has not yet happened in the case of these online platforms.

Similarly, healthcare professionals should be more open-minded in relation
to digitisation and embodied knowledge, especially when their beliefs seem to be a
crucial element to transform the ‘known unknowns’ of social media into ‘known
knowns’. In this context, healthcare professionals must be not only motivated to
confront their non-knowledge but also interested in the spaces that generate it
(Nerland and Hasu 2021; Wilkesmann 2016). This would give healthcare
professionals the opportunity to expand the limits of their expert knowledge
(Roberts 2013) while also developing closer relationships with patients, which in
turn would facilitate the delivery of patient-centred care. As Piras and Miele (2019,
p. 128) explained, communication between patients and healthcare professionals
mediated through technology “allows personal events, previously not taken into
account, to be communicated and considered by providers”. However, digitisation
also comes with the risk of patients being more responsible for their conditions than
the healthcare professionals who care for them (Erikainen et al. 2019). While
healthcare organisations use ‘responsibilisation’ as a way of controlling risks, this
shift in responsibility could increase inequalities and create new ways of
medicalisation (Erikainen et al. 2019; Hofmann and Svenaeus 2018; Jasper 2020).

Lastly, the distinctive understandings of social media between patients and
healthcare professionals are related not only to the attitude of healthcare
professionals but also to the allocation of communication responsibilities within
healthcare organisations. The use of these online platforms in hospitals is generally
handled by media specialists in communication departments, where the strategies
are mostly constructed from an institutional perspective (Costa-Sdnchez and
Miguez-Gonzilez 2018). Allocating communication tasks this way may generate
tensions between managerial points of view and healthcare professionals’
perspectives. Hospitals are not only negotiated orders (Tjora and Scambler 2009)
but also embodied informational structures, where the integration of a technology
cannot be treated exclusively as a material phenomenon (Parviainen and Koski
2023). For example, consider messages from patients shared on the Facebook page
of a hospital where they discuss their symptoms. Healthcare professionals will not
address these messages because they believe that it is not their responsibility to
answer them. Their current communication duties do not go beyond interpersonal

81



SENDRA ET AL. — NON-KNOWLEDGE IN MEDICAL PRACTICES

communication at the micro level. In turn, as communication specialists work under
this corporate framework, they also may not respond to these messages because they
do not know how to address them, perpetuating the distinctive understandings of
social media between patients and healthcare professionals.

6 CONCLUSION

Starting from an epistemological framework, this paper has problematised the
distinctive understandings of social media between patients and healthcare
professionals from a different perspective. The paper has illustrated the ways that
non-knowledge influences healthcare professionals when managing embodied
knowledge that patients generate through social media. It has also been argued that
patients are increasingly forming epistemic communities on these online platforms
while healthcare professionals seem to be engaging in various strategies to protect
their position of power and avoid facing the unknowns that arise from patients’
social media practices. Likewise, it has been discussed that the distinctive
understandings of these online platforms between patients and healthcare
professionals are potentially harming the organisation and delivery of healthcare at
all levels (Table 2), including fostering trust issues in their relationship. The paper
has culminated by suggesting that initiatives aimed at increasing media and digital
health literacy skills of both patients and healthcare professionals could be one
approach for resolving these issues. Regardless of this problematization, what seems
clear is that the current level of circulation of misleading information on social
media necessitates some sort of action from healthcare professionals (Pulido et al.
2020; Van Dijck and Alinead 2020).

However, some limitations should also be considered. As stated in the
introduction, the paper used only secondary sources. Carrying out a more detailed
study would require the collection of completely new material, where medical
ignorance would be the focus of the research questions. For this reason, we can only
speculate that non-knowledge is a potential barrier to the successful digitisation of
healthcare. Future studies should explore this topic through other methodologies,
such as semi-structured interviews with healthcare professionals or focus groups
with policy regulators. Similarly, the paper has discussed the processes of
knowledge-production from a broad perspective without considering that it takes
time for knowledge to become evidence-based or that patients may lack part of the
specialized vocabulary related to their conditions. While discussing these issues are
beyond the reach of this paper, future research should consider the processes of
knowledge-production in further detail. Another limitation is related to the field of
ignorance studies itself, which is a relatively new discipline within epistemology
(Gross and McGoey 2015; 2022). This means that existing research may not
entirely capture the complexity of the topic discussed in this paper. Despite these
shortcomings, the ideas introduced here open a range of possibilities to approach
the study of digitisation from a new perspective. We have shown that patients’ social
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media practices can become another epistemic focus for healthcare professionals to
supplement their expert knowledge. Embodied knowledge is becoming stronger in
these online platforms, and the COVID-19 pandemic is a clear example of how
healthcare professionals should address, sooner rather than later, lay expertise
generated through social media (Van Dijck and Alinead 2020). Otherwise, in
addition to perpetuating epistemic injustices (Blease et al. 2017; Flear 2019),
healthcare professionals will continue to experience problems digitising healthcare.
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