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ARTICLE INFO ABSTRACT

Contemporary publics actively engage with diverse forms of media when seeking health-related information.
The hugely popular digital media platform YouTube has become one means by which people share their ex-
periences of healthcare. In this paper, we examine amateur YouTube videos featuring people receiving Deep
Brain Stimulation (DBS) for the treatment of Parkinson's disease. DBS has become a widely implemented
treatment, and it is surrounded by high expectations that can create difficulty for clinicians, patients and their
families. We examine how DBS, Parkinson's disease, and DBS recipients themselves, are delineated within these
YouTube videos. The videos, we demonstrate, contain common compositional and stylistic elements that col-
lectively represent DBS as a technological fix, and which accentuate the autonomy of the DBS recipient. The
relational, interpersonal dimensions of chronic illness, and the complex impact of DBS on family dynamics, are
elided. We therefore shed light on the means by which high expectations regarding DBS are sustained and
circulated, and more generally, we illustrate how potentially powerful representations of medical technologies
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can emerge from the intersection of social media platforms, afflicted bodies and patient narratives.

1. Introduction

Deep brain stimulation (DBS) has become a widely used therapy for
managing the symptoms of Parkinson's disease. It involves direct, on-
going stimulation of specific areas deep within the brain using fully
implantable componentry: electrodes are surgically implanted in the
target area of the brain, and are connected via a lead that runs from the
top of the scalp down the side of the neck, to an implanted pulse gen-
erator that is similar in appearance and function to a cardiac pacemaker
(Okun, 2014). Well over one hundred thousand people worldwide have
been implanted with the DBS system, and it is generally considered to
be a clinically-effective and cost-effective means of reducing the often-
debilitating tremor, rigidity and stiffness associated with Parkinson's
disease (Pietzsch et al., 2016; Eggington et al., 2014). Many DBS re-
cipients have experienced a dramatic improvement in their day-to-day
function, and the therapy is now commissioned by public health ser-
vices or private health insurers in a number of countries throughout
Europe, Asia and Australasia, and North America.

The implementation of DBS however, has been characterised by
challenges and tensions. Clinical teams have noted that despite its

obvious ameliorative effects on the motor symptoms of Parkinson's,
some recipients have not experienced the improvement in the quality of
life that would be expected (Schiipbach et al., 2006; Agid et al., 2006;
Gilbert, 2018). Several explanations have been provided for this di-
vergence. First, while many recipients have indeed experienced a dra-
matic improvement in symptoms, many others have had more modest
improvements, prompting feelings of disappointment and frustration.
Second, as with other neurological interventions, DBS in some cases
appears to induce dramatic changes in behaviour, such as mania and
impulsivity, which are upsetting for recipients and families. And third,
the newfound sense of autonomy experienced by recipients has, in some
cases, disrupted spousal relations and family dynamics, resulting in
significant emotional strain (Schiipbach et al., 2006; Agid et al., 2006;
Gilbert, 2012). In response to these tensions, commentators have em-
phasised the necessity of managing expectations: potential recipients
and their families, it is argued, need to be carefully coached on the
likelihood of more modest improvements, and on the potential impact
of DBS on family dynamics (Bell et al., 2009; Bell et al., 2011; Gardner
and Warren, 2018; Gardner, 2017).

According to such commentary there is, then, a troubling
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disjunction between the expectations and hopes of recipients, and the
reality of everyday life with DBS. Indeed, recent studies have noted that
clinicians themselves feel that managing the expectations of patients
and their families is one of their most challenging tasks (Gardner et al.,
2015). Potential DBS recipients, it has been noted, often arrive at a
service with unrealistic visions of life with DBS, and in some services,
considerable time is devoted to prompting recipients to reimagine the
likely impact of DBS on their day-to-day life, and to anticipate how they
might manage the adverse impact of DBS on family life (Santos et al.,
2017).

Commentators have suggested that DBS-related information in the
public sphere is a major reason for this disjunction (Racine et al., 2010).
Studies have illustrated that, as with many ‘high-tech’ developments in
biomedicine, DBS has been the subject of considerable hype. Print
media in particular have been criticised for their tendency to produce
‘over-optimistic portrayals of DBS: news media articles have focused on
dramatic individual cases, while neglecting to report on the more
modest improvements experienced by the majority of recipients
(Gilbert and Ovadia, 2011). Racine et al. (2007) have argued that by
publicising DBS miracle stories, the news media is, in effect, creating
unrealistic expectations among potential DBS recipients and their fa-
milies, thus placing considerable pressure on clinical teams.

Contemporary publics, however, actively engage with diverse forms
of media when seeking information (Wyatt et al., 2013). While tradi-
tional forms of media such as print media and television no doubt re-
main important sources of information, health-seeking individuals also
engage with various forms of digital media (Wyatt et al., 2005; Lupton,
2017), particularly social media, that permit users to create and share
health-related content. Indeed, a significant number of videos focusing
on DBS can now be found on one of the most well-known social media
sites: YouTube. Many of these have been posted by DBS recipients or
their family members, and some have been watched hundreds of
thousands of times. In this paper, we examine the way in which DBS,
Parkinson's disease, and also the DBS recipient themselves, are deli-
neated within these YouTube videos. By doing this, we shed light on the
means by which expectations and perspectives regarding DBS are sus-
tained and circulated, and more generally, we illustrate how particular,
potentially powerful renderings of the individual, illness and medical
technologies can emerge from the intersection of social media plat-
forms, afflicted bodies and patient narratives. The DBS-related YouTube
videos, we argue, contain common compositional elements that col-
lectively accentuate the autonomy of the DBS recipient, and which
present DBS as a technological fix. In the process, the relational, in-
terpersonal dimensions of personhood and chronic illness, and the
complex impact of DBS on family dynamics, are elided. These render-
ings, we suggest, could play a significant role in sustaining unrealistic
expectations among potential DBS recipients, and indeed among wider
publics.

2. YouTube: digital storytelling & consuming

YouTube has been described as a mediated cultural system that has
a number of socially important implications (Wyatt et al., 2013; Burgess
and Green, 2013). As Burgess and Green (2013) note, the ease with
which users can share content on the platform has blurred the line
between information production and consumption. Users are able to
engage with one another by uploading and commenting on videos,
responding to comments, or by emulating stylistic and or compositional
elements within their own, amateur-produced videos. One consequence
of this has been the emergence of video ‘genres’ such as the vlog (or
video blog), in which users are able to draw on common stylistic ele-
ments to craft and manage a public identity while providing an osten-
sibly honest confession or testimony (Losh and Alexander, 2010).
YouTube — along with similar digital platforms — has also enabled a
profusion of readily available information. Such information tends to be
much more fragmentary and in some cases contradictory than in the
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past, reflecting the heterogeneous nature of the publics and mediums
within which it is produced and consumed (Dwyer, 2010). This pro-
liferation has been accompanied by the emergence of new influential
actors that can challenge the traditional purveyors of information. An
example of this is the so-called YouTube ‘influencers’: widely-followed
users who review consumer products or services, and whose persuasive
power derives from their charisma and the seemingly authentic in-
timacy of their vlog-style videos (Abidin, 2015, 2016). Influencers are
often endorsed and well-paid by industry — a detail which may not be
apparent to viewers. This apparent muddling of user and corporate
interests, Burgess and Green (2013) note, is another significant feature
of the YouTube ‘cultural system’.

A significant quantity of the content shared on YouTube relates to
healthcare and medicine, and it appears that it has become an im-
portant source of information for people seeking healthcare (Harris
et al., 2014; Chou et al., 2011; Tian, 2010; Yoo and Kim, 2012). This
raises some important questions for those of us exploring the social
dimensions of healthcare and medicine. For example, how do users go
about delineating health, illness and its treatment, and indeed them-
selves within YouTube videos? What stylistic and compositional ele-
ments do users deploy, and how might these configure the information
itself? How are claims about healthcare asserted, and how are ‘evi-
dence’ and ‘authority’ enacted? And to what extent are corporate in-
terests of pharma, medical device companies, or health service provi-
ders becoming muddled with those of people sharing health-related
information? These questions guide our investigation of DBS-related
information on YouTube.

Our focus is on those ‘amateur’ videos that focus on the stories of
people receiving DBS for the treatment of Parkinson's. We follow the
same vein as the small number of social science studies that have ex-
plored health-related narratives on YouTube (Chou et al., 2011; Harris
et al., 2016). In his influential The Wounded Storyteller (1995/2013),
Arthur Frank illustrates that, when narrating their personal experiences
of illness, patients adapt stories that culture ‘makes available’ to them,
and which thus have meaningful resonance with audiences. Because of
this, an analysis of narratives can illuminate the dynamics by which
illness, identity and sociality can become entwined (Frank, 2013).
Studies of healthcare narratives in conventional media have therefore
sought to identify how, through the deployment of particular linguistic
devices such as plotting, syntax, and evaluation, storytellers delineate
themselves and impute causality and moral worth (e.g. Hydén and
Brockmeier, 2011). However as Harris et al. (2014) argue, YouTube and
other social media platforms allow for new kinds of self-expression:
storytellers can deploy not just spoken word and text, but also moving
or still images, hyperlinks or other online features to convey meaning
and engage audiences. In their study of user narratives of a direct-to-
consume genetic testing on YouTube, Harris et al. (2014) note how both
spoken and visual elements are combined to convey meaning. They
note, for example, the visible setting in which the video has been re-
corded, the bodily actions of the storyteller and the storytellers' use of
props, and their physical engagement with the genetic testing tech-
nology.

In this paper, we too explore how both visual and spoken elements
are combined within the videos posted by DBS recipients. We are in-
terested in the way in which, collectively, these various elements de-
lineate the DBS recipient, their illness (Parkinson's) and the DBS
treatment by foregrounding particular features. What we will illustrate
here is that the majority of videos within our study approximate the
vlog-style genre of video, while many of the remaining videos have
what we refer to as a ‘fly-on-the-wall’ style. Both styles, via a number of
elements, evoke a sense of authenticity and honesty which provide
persuasive weight to the unfolding interactions. We argue that the vi-
sual framing and spoken elements of the majority of videos foreground
the DBS recipient as autonomous while also accentuating Parkinson's as
an affliction of the individual. We illustrate how DBS recipients con-
stitute their own bodies as evidence of the effectiveness of DBS by using
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stylistic elements that, we argue, have the capacity to evoke audience
responses that are both visceral and cognitive. In light of these features,
we draw on Evgeny Morozov's notion of ‘techno-solutionism’ to argue
that the videos involve a powerful “recasting [of] complex social si-
tuations ... as neatly defined problems with definite, computable so-
lutions” (Morozov, 2013, 5).

Morozov's criticisms of techno-solutionism broadly align with those
of Science and Technology Studies (STS) scholarship on medical tech-
nologies that provides the conceptual grounding for this paper (e.g.
Timmermans and Berg, 2003; Mol, 2008; Blume, 2009). In particular,
the work of both Haddow et al. (2015) and Oudshoorn (2015) has
drawn attention to the way in which ‘official’ narratives surrounding
implantable medical technologies tends to obscure the complex rela-
tions of care that are needed to sustain the recipients of those tech-
nologies. Similarly we argue that, in portraying DBS as a technical fix,
YouTube videos elide the relationality of personhood, chronic illness,
and its treatment. In this way such videos may indeed contribute to the
sustaining of unrealistic expectations among publics and potential DBS
recipients. More generally, this demonstrates how YouTube as ‘a cul-
tural system’ mediates potentially powerful representations of medical
technologies that ultimately sustain the ideal of the autonomous, well-
bounded individual that underpins much of Western medicine.

3. Methodology

The selection and analysis of YouTube videos was undertaken be-
tween November 2017 and February 2018. Our intention was to in-
clude those videos that someone (such as an individual considering
DBS) would likely view if they turned to YouTube for information on
DBS as a treatment for Parkinson's disease. Hence, we queried the terms
‘Parkinson's’ and ‘Deep Brain Stimulation’, and we selected the sixty
most watched amateur (user-created) videos from the search results.
Initially, search results contained a mix of mainly amateur, user-created
videos, and a few professionally produced promotional videos posted
by healthcare providers and medical device manufacturers. While we
noted the interspersion of these two video types within search results,
the latter were excluded from our final selection of sixty videos so that
we could focus on the narratives provided by users themselves. We do,
however, reflect on this interspersion of amateur and professional vi-
deos in the discussion.

We collected various metadata about the sixty videos that formed
our dataset. In addition to the number of views, for each video we
noted: the length, the date it was posted, the author, the YouTube ca-
tegories within which it was posted, the overall tone of the video, the
setting (e.g. domestic, clinic), whether the content was filmed live and/
or if it incorporated previously filmed footage, and whether it was
‘direct to camera’, a filmed interaction involving more than one person,
or a mix of these. Following the suggestion of Rose (2007), three of the
authors familiarised themselves with the dataset by repeatedly
watching a selection of the videos and discussing potential thematic
codes before undertaking the analysis. Analysis was undertaken with
the assistance of NVivo 10 software with the Ncapture extension (which
enables the coding of video footage). This stage was undertaken by
author CA, and then independently by author JG, to verify the emerging
thematic codes. These were inductively developed following in the
manner common to a grounded theory approach (Charmaz, 2014), but
while analysing the data, we were also sensitised to those elements
which might account for the purported ‘high expectations’ surrounding
DBS. This was reflected in the codes and emerging themes which form
the basis of this paper. Following, Harris et al. (2014), our analysis
involved carefully examining both visual and aural dimensions of the
videos. We took note of how meanings were conveyed via: the visible
setting in which the videos appear to be recorded; the visual framing of
the videos (who and what is included in the frame?); how individuals
within the frame make use of their bodies and/or props as illustrations;
and the speech and other noises that accompanied these. In particular,
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our analysis sought to identify how, via these visual and verbal ele-
ments, the DBS therapy and DBS technology were portrayed, how its
impact was portrayed, and in the process, how users delineated them-
selves. In light of the existing studies of news media illustrating that
DBS tends to be presented in an overly optimistic light, we were
especially attentive to the ways in which such portrayals may elide the
complexity of DBS and chronic illness. Hence, we paid close attention to
the mention of any negative effects of the intervention, and to how
carers and family members were portrayed.

Following Harris et al. (2014), we did not seek informed consent
from the individuals who created the 60 videos in our cohort, due to the
public accessibility of YouTube and the considerable size of the online
community. The videos were therefore treated as online public re-
sources. This was deemed sufficient for our research ethics committee,
and the project received ethics approval from a Monash University
human research ethics committee. However, it has been noted that
research involving social media presents unique ethical challenges and
that there is variation among ethics committees and researchers on
what counts as ‘ethical’ conduct (Hibbin et al., 2018). Reflecting on
this, and going beyond what was required for ethics approval, we at-
tempted to seek permission from those vloggers whose widely-viewed
videos are described as key illustrations in some detail in this paper. We
attempted to contact these vloggers via their public profile information
on their YouTube channels, but were unsuccessful in all cases. We
welcome future discussions on ‘ethical best practice’ for this grey area
of consent when using social media data in this evolving field of re-
search.

4. Findings

In February 2018, the average number of views for the videos in the
dataset was just under 45,000. This average was skewed by the most-
watched video, which had been viewed 2.3 million times - significantly
more than the second most watched video (just over 116,000 views).
The majority of videos had been viewed between 100 and 1000 times.
The length of videos ranged from 1:18 to 35:22, and the average length
is 6:12. Twenty-six of the sixty videos are posted under category ‘People
and blogs’; eighteen are posted under ‘Science and Technology’; eight
are posted under ‘Education’, and the remaining few are posted under
Comedy (4), Auto & Vehicles (2), ‘Film & Animation’ (1), and music (1).
All but two of the videos were positive in tone. The two negative videos
were from the same user — a recipient whose Parkinson's had not im-
proved with DBS (1147 & 150 views). While some of the positive videos
did indeed mention some negative effects of DBS, these mentions
tended to be brief, and the overall representation of DBS was highly
positive. These representations were conveyed via a number of visual
and spoken elements. Below, we illustrate these elements in relation to
four common stylistic features: their intimate, authentic settings; the
individual-focused framings; the use of juxtaposition; and the use of
affective bodily movements.

4.1. Intimate settings: conveying a sense of authenticity

As the video begins, we see a room that is clearly domestic: a comfy
recliner, a couch with soft furnishings, a coffee table and rug, house
plants, and framed pictures all indicate a living room. A voice-over
announces: “Today is the 13th of November 2010. One year ago on this
date, I was in the operating theatre at [medical centre] for deep brain
stimulation.” A middle-aged man then walks into the frame and
stands directly in front of the fixed camera, looking directly at the
viewer .... (Video 3, over 115,000 views).

This extract is typical of the majority of videos. forty-five of the
videos were recorded in what appear to be domestic settings: livings
rooms, studies, and in a couple of cases, kitchens or bedrooms. Common
domestic furnishings such as cushions and rugs, and personal items



J. Gardner et al.

such as framed pictures, are often clearly visible, and the living rooms
in particular have the appearance of being spaces that are well-used. As
the above extract illustrates, vloggers in these domestic settings look
directly at the camera while introducing themselves and stating that
they are receiving DBS. The verbal content appears to be unscripted,
and the videos in this style have an amateurish feel to them.

These domestic settings and style of direct engagement with the
audience create a sense of liveness and immediacy. Via the camera, the
audience is, in effect, brought into the personal and usually private
space of the DBS recipient, and the audience is directly beckoned into a
‘face-to-face’ interpersonal interaction with the recipient. In these ways
the videos replicate the video diary blog, or ‘vlog’, that is common to
many YouTube videos, particularly coming-out vlogs, and those of
‘influencers’ (Losh and Alexander, 2010; Abidin, 2015). The persuasive
power of this style derives from their direct engagement with the au-
dience, creating the sense that we, as the audience, are witnessing a
genuine account of the vlogger's experiences or feelings from the
comfort and safety of the vlogger's personal space (Matthews, 2007). In
these DBS vlogs, the domestic setting, the direct address to the camera,
and the amateurish quality give the impression that we the audience are
witnessing a health care consumer's authentic, unpolished and un-
mediated account of the DBS therapy.

The majority of the remaining videos (8) were filmed in what ap-
pear to be clinical settings. These are exemplified by the following
extract:

The unsteady, moving frame suggests that the camera is being held
by someone. In the centre of the frame is a young woman, seated on
an adjustable clinical bench draped with a disposable paper sheet.
There are clinical tools and sockets fixed to the wall behind the
women. These things, along with the white wall and light-coloured
hard floor suggest that this is a consultation room. The women is
smiling at a clinician who is out of frame, and who is instructing the
women to move her limbs in particular ways to illustrate her tremor.
Subsequently, the interaction between the women, the clinician and
the camera operator reveals that the women has recently had the
DBS system implanted, and that it is currently switched off. It is later
turned on, with results that appear to generate considerably joy
among those in the room, including the camera operator ... (Video
7, approximately 17,000 views)

In these videos, the DBS recipient is having their DBS system pro-
grammed by a health professional seemingly for the first time. The
recording has been made by a third person, probably a family member,
who in many cases verbally communicates with the recipient, and who,
along with the recipient, expresses obvious delight at the effect of DBS
as it is programmed by the professional. Again, the amateur quality of
these videos and the unscripted nature of the interaction give them a
sense of authenticity. This is heightened by their seemingly raw emo-
tional quality: in several videos, the DBS recipient and camera operator
can be seen or heard to sob with joy. The ‘fly-on-the-wall’ audience is
thus given the sense that we are privy to an authentic clinical encounter
that would usually be confidential.

The intimate settings and mode of audience engagement of both the
vlog style and the ‘fly-on-the-wall’ style thus produces a sense of au-
thenticity, albeit in different ways. We suggest that this endows them
with considerable persuasive power as ‘true’ accounts of DBS and its
impact of Parkinson's disease. Via the camera, we the audience bear
witness to a recipient's first-hand experiences of DBS, seemingly un-
mediated by, for example, medical device manufacturers, health pro-
fessionals, or some other actor with vested interests. We now explore
more closely how exactly the recipient delineates themselves and their
illness.

4.2. Composition: accentuating the individual

The only person to appear in the majority of videos (i.e. all of those
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that we have referred to as vlog-style videos), are the DBS recipients
themselves. In most cases, the video is positioned in such a way that the
frame is occupied predominately by the upper body and face of the
recipient, and in some cases, the full body of the recipient as they stand
directly in front of the camera. We the audience see, then, the recipient
close-up, in their domestic setting, alone. This individual-oriented
framing, we argue, foregrounds the impact of Parkinson's disease — and
the impact of the DBS intervention - on the individual.

This foregrounding of the individual also occurs via the use of
various spoken narrative elements. In the vlog-style videos, vloggers
provide some sort of verbal account of the impact of Parkinson's dis-
ease, followed by an account of the effect of DBS (which, as we illus-
trate in the next section, is often accompanied by a dramatic demon-
stration). Typically, the detrimental impact of Parkinson's disease is
described in terms of well-known motor symptoms such as tremor
(shaking), rigidity, an expressionless face (‘face drop’), and speech is-
sues: “My legs are shaking pretty bad. My trunk. My whole body now is
tremoring. It is even effecting my voice a little bit” (Video 13 views). In
most videos, then, Parkinson's disease is delineated as a dramatic af-
fliction of the individual's body. Additionally, in providing these verbal
accounts, vloggers almost exclusively refer to the impact of these
symptoms on themselves, and it is common for vloggers to make no
mention of anyone else — specifically or generally — throughout the
video. The following extract illustrates this individual-focused de-
scription of Parkinson's.

‘T have a scale of 1-10 ... If it's a 2 or 3, I'm not impacted much - it's
a negative impact scale. If it's a 7 I'm incapacitated and I can't
function at the computer. ‘If it's a 6 or a 5, things are bad but I can
still operate (Video 4, 3589 views)

As this extract also illustrates, references were often made to par-
ticular individual-orientated activities such as using a computer.
Vloggers commonly described Parkinson's as impeding their ability to
walk, to feed themselves, and to stand up from a seated position. Many
vloggers also make reference to the impact on their capacity to ‘work’,
but this is mentioned in a general fashion without reference to any
interpersonal activities or relations.

By delineating themselves and Parkinson's disease in these ways, the
DBS recipients accentuate their independence and autonomy. Among
the vlog-style videos were some exceptions, as several DBS recipients
briefly mentioned family members. One vlogger concludes that
Parkinson's diseases has had “... a major effect on my life, and a major
effect on my family's life which is the main thing” (Video 1, 2.2 million
views), although this is his only reference to the interpersonal dimen-
sions of his illness. Another blogger laments that Parkinson's disease
means that he cannot be a normal dad for his children, and that his wife
has provided him with wonderful emotional support (Video 15, 807
views). On the whole, however, we argue that the relational dimensions
of illness, and the impact of chronic illness on family members, are
largely elided by both the visual and spoken narrative components of
the vlog-style videos.

Among the remainder of the videos (n = 15), the relationality of the
DBS recipient and their chronic illness are evoked in a number of ways.
The fly-on-the-wall style videos (n = 8) involve very little or no spoken
references to the impact of Parkinson's on the family or friends, but the
presence of other people within the video frame, and in particular the
emotional response of the camera operator to the clinical interaction,
allude to the interpersonal dimensions of Parkinson's disease and its
treatment. Among the remainder of the videos, however, is one amateur
‘documentary style’ video, in which the DBS recipient and several fa-
mily members are interviewed about the impact of Parkinson's and DBS
on family life. This unique video among the data cohort primarily de-
lineates Parkinson's as an affliction that affects families, and it stands in
stark contrast to the majority of films. At one point, during a montage of
family portraits and historical family footage, the DBS recipient states
that ‘Parkinson's disease effects both the mind and the body, and those
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of family and friends too’. This is followed shortly after with the re-
cipient's son saying “... [the disease] brought the family closer” (Video
40, 10,000 views).

4.3. Before/after, on/off: demonstrating the effect of DBS

Seated and looking directly at the camera, the vlogger continues:
[DBS] is a procedure whereby two probes are dropped deep into my brain
and hooked up via a wire down my neck to a pacemaker in my chest.
This provides a steady stream of electricity to my brain. (Video 1, 2.2
million views).

Here we see an example of how DBS is commonly described by
vloggers within the vlog-style videos. Generally, mention is made of the
pacemaker (or IPG, implantable pulse generator), the ‘wires’ that run
from the ‘pacemaker’, the ‘leads that penetrate deep into the brain’, and
the ‘steady stream’ or constant flow of ‘electricity’ that is delivered deep
within the brain. Such descriptions present DBS as mechanistic and
technical intervention for a mechanical, malfunctioning individual
brain (In this regard, these descriptions also reflect the biomedically-
oriented descriptions for lay-persons found in public-facing information
of health service providers and device manufacturers). Several videos
also include brief clips of what appear to be appropriated, profession-
ally produced animations of DBS, which illustrate the positioning of the
components within the body and the transfer of electricity from the IPG
to areas deep within the brain.

The mechanistic, technical dimension of DBS is also accentuated by
other features. In the vlog-style videos, after describing the DBS, many
vloggers reveal the remote DBS programmer to the audience. This often
happens as they state the main purpose for their vlog:

Today I would like to show you what happens when I turn the neuro-
stimulator off ... To show you the dramatic effect I will demonstrate. This
is me with the power on. He holds his arms out directly in front of him,
and rapidly repeats clasping his fingers to his thumbs ... these are
tests that the neurologists make us do to test our reflexes. As you can see
... they are moving fine. He then holds a small device with a digital
display in front of the camera, and then places it against his chest
and pushes a few buttons ... This is the remote control and this checks
that I'm on. The device makes a loud ‘beep!” On and okay. And this is
me when I turn it off .... He holds the device up to the camera. You
won't be able to read that I'm shaking too much. It's almost an in-
stantaneous reaction. I can't control this. As he holds his arms out in
front of him as before: You could shake some quality cocktails with the
right [hand] ... My voice is ggg-gone it is harder for me speak and ggg-get
words out, I'm completely rigid and if I tried to stand up I would fall ... I
ccc-cant control the tremors ... the twisting in my neck is called dystonia.
As you can see the tremors are getting much worse ... So I think party
time is over. He places the remote programmer over the chest and
pushes a button. Almost automatically. The power comes back ... If
anyone is considering DBS, I thoroughly recommend it. (Video 1, 2.2
million views).

Using the visible remote programmer, vloggers such as this recipient
provide a graphic demonstration of the therapeutic impact of DBS. With
a self-administered adjustment to the visible programmer (which looks
like a small TV remote), their body quickly transforms from being
perceivably calm and controlled, to being afflicted with violently
shaking or rigidly contorted limbs and postures and stuttered speech.
And, with a second, self-administered adjustment to the programmer,
the afflicted body reverts to its previous calm and composed state. The
symptoms of Parkinson's, and the impact of DBS of Parkinson's are thus
dramatically portrayed. As this happens, the mechanistic, technical
dimension of DBS is foregrounded, particularly by the demonstration of
its programmability with a remote device. The visible use of the remote
device, which appears to permit the recipient to control the therapeutic
effect of DBS, again accentuates the recipient's autonomy. In the process
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of turning the device off/on, DBS is portrayed as an extremely effective
and uncomplicated intervention for Parkinson's.

Another common way in which the effect of DBS is demonstrated is
via the juxtaposition of ‘before and after DBS’ footage. In some cases,
the juxtaposition is sequential: several vlog style videos are edited so
that before and after footage are shown immediately one after the
other. In one example, a middle-aged man narrates to the camera as he
very slowly and with great difficulty stands-up from his chair and
shuffles to a nearby doorway. This is followed by footage of the same
man walking briskly and confidently along the street, smiling directly at
the camera (Video 35, 188 views). In other examples, before and after
footage is juxtaposed within a split screen frame, one immediately
adjacent to the other. As with the on/off vlogs, in both modes of jux-
taposition an afflicted, disordered body provides a perfect and im-
mediate reference for the post-DBS body, and the impact of the DBS is
rendered as dramatic, obvious, and individual-orientated. As the extract
above illustrates, this is often accompanied by a highly positive verbal
appraisal or recommendation: If anyone is considering DBS, I thoroughly
recommend it (Video 1, 2.2 million views).

5. Persuasive bodies

The visible body, therefore, is configured as primary evidence of
DBS's effectiveness within recipients' testimony. In this section, we ex-
amine these configurations of bodies-as-evidence in more depth — we
suggest that several common features may induce a sense of bodily
empathy with audiences, thus heightening their persuasive power. The
premise of our claim here is that “belief ... [is] intimately bound up
with affect, and dependant on the somatic dispositions” (Gibbs, 2011).
The persuasive power of visual media, scholars have argued, derives
from its capacity to evoke responses that are both visceral and cogni-
tive, often by directly portraying bodies in states that recall associated
feelings and thoughts among audiences (Connolly, 2011; Bourdieu,
1990).

In several of the most-viewed on/off vlog-style video (including the
most-viewed video with 2.2 million views) there is one element in
particular that induced a strong embodied response within us as we
undertook the analysis. Within several seconds of turning the DBS de-
vice on again, the recipients exhale a large, audible sigh, just as their
shaking, tense and contorted bodies relaxes into their ‘DBS-on’ calm
state. The exhalation appears to express a strongly felt sense of relief as
the body dramatically transforms from what several describe as painful
or deeply uncomfortable tension. Watching vloggers voluntarily ex-
perience the full brunt of their Parkinson symptoms on camera often
caused us, as viewers, to grow tense; similarly, the sigh, an expression
that we all have our own embodied experience of, induced a sense of
bodily relief in ourselves. It provided a visceral empathic relatability
that attuned us — albeit in a momentary and superficial way - to the
bodily relief experienced by the patient. In this sense, we as viewers felt
the therapeutic effect of DBS. This, we suggest, is illustrative of the
potentially powerful affective dimensions of vlog-style videos, which
provide them with considerable persuasive power. Similarly, a pow-
erful affective element in the fly-on-the-wall style videos is the see-
mingly authentic sense of joy experienced by DBS recipients and their
accompanying family members as the DBS device is turned-on for the
first time. As noted above, the joy is sometimes accompanied by audible
sobbing and emotive verbal statements.

DBS recipients also configure their bodies-as-evidence in more de-
liberate, instrumental ways. In order to demonstrate the difference
between on/off or before/after DBS, the recipients will often perform
particular tasks in both states. In many cases, this involves techniques
appropriated from neurology: many recipients perform hand and finger
movement tasks that are components of standardised neurology ex-
aminations and which would be familiar to people with chronic neu-
rological conditions. Many participants also demonstrate their walking
ability. Others perform mundane, domestic tasks to demonstrate the
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effectiveness of DBS in the context of their day-to-day lives. This often
involves using various domestic objects as props. Several participants
used eating as a way of contrasting before/after or on/off. One video,
for example, begins with footage of the recipient sitting at a dining
table attempting — with great difficulty - to eat cereal from a bowl with
a spoon. This is followed by footage of the same recipient carving a
Christmas ham with a large knife, with carefully-set dinner table visible
behind him (Video 9, 258 views). In another video, a recipient turns off
his DBS device and picks up a glass of water laden with ice cubes, which
begins to rattle loudly and spill on the table before him (Video 11,
8,360 views). Such demonstrations enable the audience to directly
witness how Parkinson's, and hence DBS, impact the individual's ability
engage in everyday domestic tasks — tasks that would be familiar to the
audience. The therapeutic impact of DBS, in other words, is conveyed
using specific, visually verifiable frames of reference that audience
members can easily understand. We suggest that this also facilitates a
sense of empathy, as it permits audience members themselves to more
concretely imagine life with Parkinson's and indeed the need of DBS.

6. Discussion: the atomistic individual and the myth of
technological solutionism

Evgeny Morozov has defined technological solutionism as:

[The] recasting [of] complex social situations either as neatly de-
fined problems with definite, computable solutions or as transparent
and self-evident processes that can be easily optimised - if only the
right [technologies] are in place (2013, 5).

It has, Morozov argues, become a defining feature of the hype that
surrounds new technologies, especially digital technologies, in con-
temporary Western societies. We suggest, however, that the term can
aptly be used to describe the portrayals of DBS in YouTube videos. A
key dimension of technological solutionism, according to Morozov's
definition, is the elision of complexity: social phenomena are bracketed
as discrete, intelligible problematics; technologies are delineated as
well-bounded interventions with predictable effects; and the effects
themselves are presented as clearly discernible and advantageous. By
far the majority of YouTube videos examined here do precisely this.

First, the illness itself, Parkinson's disease, is presented as a set of
relatively clear-cut, severe bodily symptoms - rigidity, shaking limbs,
an expressionless face — that impede a person's ability to perform re-
latively straightforward tasks. Various complexities are elided from
such representations, such as the differences in disease presentation
between people and the differences in people's experience of the dis-
ease. Indeed, other representations of Parkinson's disease foreground
the deep sense of uncertainty that it presents for people and their
clinicians: Parkinson's is idiopathic, and unpredictable in its progression
(Warren and Ayton, 2018). Various other symptoms, such as postural
instability, gait problems and cognitive decline (none of which respond
to DBS) are also elided from the videos, as are, most importantly, the
relational, interpersonal dimensions of the disease such as its impact on
spouses and family members. Parkinson's disease, in other words, is
enacted as a clearly defined set of treatable problems that affect an
individual.

Second, the DBS intervention itself is presented as a well-bounded
technological intervention. It is described by participants in mechan-
istic terms as a system of physical components that operate in a de-
terministic manner on the afflicted brain. Its ‘technological’ nature and
deterministic operation are foregrounded by the visibility of a remote
programmer, and by the apparent ease with which recipients use the
programmer to turn the device off/on and transform from a well/not-
well bodily state. Again, this enactment involves the elision of various
relational, interpersonal dimensions. While some vloggers mentioned
that they had their DBS system readjusted by clinicians, the majority
DBS videos seldom mention that DBS-recipients become reliant on
specialist clinical teams to reprogram and manage the DBS system as
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the underlying illness progresses — an aspect that DBS recipients else-
where have lamented (Gisquet, 2008). The possibility of the DBS
technology malfunctioning (as with all medical technology), also goes
unrepresented in these videos: surgical wounds can become infected,
leads can become damaged, and electrodes can become dislodged
(Fenoy and Simpson, 2014). However these are not the stories of DBS
that are captured in Vlogs. They also neglect to mention the potential
impact of DBS on mood, and particularly its capacity for inducing
mania, impulsive behaviours, or a sense of self-estrangement (see
Gilbert, 2018; Gilbert et al., 2017), which can cause considerable
emotional stress for families (Gisquet, 2008). Indeed, the impact of DBS
on spouses and families is barely mentioned in the majority of videos.
And third, those impacts of DBS that are foregrounded - its impact on
specific physical symptoms of Parkinson's — are presented in the videos
as being clearly discernible and most certainly advantageous. The
juxtaposition of the controlled body with the afflicted body does this
dramatically, as does the emotional, joyful reactions of recipients and
their family members in the ‘fly-on-the-wall’ style of videos. Hence,
overall DBS is enacted as a technological fix: it is a well-bounded and
effective technological intervention for a clearly delineable problem.

In the process, the relational dimensions of the afflicted person are
elided - in the majority of videos they are presented as an autonomous,
atomistic individual. What we see here, then, is how the vernacular
stylistic elements of YouTube videos result in representations of med-
ical technologies that perpetuate the ideal of the well-bounded in-
dividual. This influence of this ideal on healthcare practices has been
well-characterised and criticised by scholars as the ‘tyranny of au-
tonomy’ in Western medicine (e.g. Foster, 2009; Fox and Swazey, 2008;
Prainsack, 2017). Broadly, the ideal valorises a form of personhood in
which people are highly independent and strategically rational, and in
which their actions are measurable and predictable (Prainsack, 2017).
Regulatory, legal and bioethical frameworks in healthcare have been
criticised for reifying this form of personhood (Fox and Swazey, 2008;
O'Neill, 2003), as has much of the public discourse championing greater
‘patient choice’ in healthcare (Mol, 2008; Cribb, 2011). Much of the
enthusiasm for implantable medical technologies, as Haddow et al.
(2015) suggest, also reflects this valorisation of the well-bounded in-
dividual: recipient ‘cyborgs’ are envisaged as having greater autonomy
from burdensome networks of care. Here, we see how a social media
platform has enabled healthcare users themselves to participate in
sustaining this expectation, even if the day-to-day experiences of Par-
kinson's and DBS are much more complex.

We have also suggested that specific compositional elements of
these videos may mean that the representations of DBS are especially
persuasive to audiences. The domestic settings of the vlog-style videos,
and the clinical settings of the ‘fly-on-the-wall’ style videos, give them a
sense of authenticity: we, the, audience, are watching an unmediated
account of DBS. In this regard, the vlog-style videos emulate the con-
fessional or testimonial style vlogs that are common to the internet
(Burgess and Green, 2013). The dramatic juxtaposition of the afflicted,
disordered body with the DBS-stimulated body is a stark visual re-
ference, and recipients' use of common props and everyday domestic
tasks to demonstrate the impact of DBS provides clear-cut frames of
reference that viewers themselves can relate to. We have also suggested
that the audible sigh of relief of participants as their body transforms
from one state to the other is an especially affective feature. It could
prompt, we suggest, an embodied sense of relatability among viewers
that momentarily attunes them to the therapeutic relief experienced by
recipients.

In their study of health-related YouTube videos, Harris et al. (2014)
note amateur-produced videos can advance corporate interests by
providing a form of advertising. This can certainly apply to the amateur
videos studied here: These potentially powerful, amateur-created re-
presentations of DBS are circulated and consumed within a medium
that configures them to serve corporate interests. YouTube search re-
sults generally make no distinction between video created by amateur
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users and those created by corporate entities. As noted above, the
search results here produced mostly amateur uploaded videos, inter-
spersed with a few professionally produced videos. Several of these
latter videos were advertisements for specific specialist DBS services
produced by private health care providers such as Mount Sinai. Several
videos have also been posted by DBS device manufacturers, such as
Medtronic, one of which uses ‘before & after’ juxtaposition to illustrate
the dramatic effect of DBS. Because of this, DBS information-seeking
viewers would be exposed concurrently to the persuasive, seemingly
authentic and personal accounts of DBS users, and to polished, com-
mercially-orientated accounts of corporate entities. Viewers' engage-
ment with the latter could, in effect be primed by affective dimensions
of the former. We see here, then, how amateur-produced videos can
lend themselves to corporate interests within what Burgess and Green
(2013) describe as the ‘YouTube ‘cultural system’.

Currently, there is no research on the degree to which people
seeking information on DBS for Parkinson's disease actually engage
with YouTube videos, and determining whether such videos are as
persuasive as we hypothesise here would require additional research
that includes viewers themselves. Nevertheless, our findings do illus-
trate how social media platforms can become implicated in perpetu-
ating promissory representations of medical technologies and health-
care interventions (see Brown et al., 2000; Borup et al., 2006). The
intersection of YouTube and its vernacular stylistic conventions with
patient narratives and afflicted bodies has resulted in an over-
whelmingly positive portrayal of the technology. While for some re-
cipients of DBS this is indeed the case, many of the complexities about
the DBS intervention are lost. We can see here then how the YouTube
portrayals can, alongside the hyped portrayals within conventional
media (Racine et al., 2007), sustain unrealistic expectations about the
capacity of medical technology among DBS recipients, and indeed
among publics more generally. There is very likely a selection bias
underlying this corpus, as recipients who have less striking or positive
results from their procedure may be less likely to turn to mediums such
as YouTube to broadcast their experiences.
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