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Digital Oncology
Vlogging at the end of life

Despite advances in treatment options, many patients
diagnosed with cancer ultimately face the premature
ending of their life. Under these circumstances, patients
are confronted with the challenge of re-articulating
their personal experiences and identities in ways that
accommodate a changed reality and help them create
meaning at the end of life. Their storytelling constitutes a
particular type of illness story, distinct from other related
categories. For example, although restitution narratives are
driven by recovery, end-of-life stories come forth in relation
to unattainable health and the contemplation of death.
Health-care professionals may support the storytelling
process. Techniques include diary keeping, reading stories
written by other patients, and the co-creation of stories
between patients and spiritual guides. Beyond having a
therapeutic function, these personal stories are valuable
pedagogical materials that help health-care professionals
understand the end-of-life experience and they create more
efficient care for patients.

Outside of a direct medical context, people encounter
end-of-life stories in non-fiction books, blogs run by
patients, and most recently, social media. As a result, we
sought to assess the two most popular YouTube video blogs
(vlogs) run by patients with terminal cancer. To select the
vlogs we did a search on YouTube on July 3, 2018, using the
words “cancer vlog” and setting the filter to return channels
organised according to view count, and selected the two
channels with the highest number of views that were
active in 2018. We took into account the vlogging activity
from the start of the vlogs until Oct 12, 2018, shortly
after the death of the second vlogger. The first vlogger is
Sophia Gall, an Australian teenager, active on YouTube from
December, 2015, to February, 2018. Her vlog has 83 videos,
156180 followers, and more than 8000000 views. The
second vlogger is Daniel Toms, a British man in his thirties.
Active from September, 2016, to September, 2018, his
vlog has 198 videos, 152947 followers, and around
5000000 views. We qualitatively analysed how the end-
of-life experience is communicated in these vlogs and how
other YouTube users reacted to the content produced by
these patients with a terminal illness.

Sophia and Daniel’s vlogs (figure) start as restitution
stories, driven by the goal of achieving health. Sophia
suffers from osteosarcoma, has finished chemotherapy,
and will travel to the USA for proton therapy. During this
time, her videos resemble lifestyle vlogs. Her attitude is
positive, she shares details of her travels and talks about
makeup and clothes. Then, after receiving numerous
requests, Sophia begins to viog more about her illness
and, having completed treatment, uses her vlog to

www.thelancet.com/oncology Vol 20 July 2019

reflect on life as a former patient. For example, she posts
the videos “My cancer story”, in which she summarises
past events including her diagnosis, “Day in the life of a
cancer patient”, "Normal people vs. people with cancer”,
and “I'm cancer free”. However, she also uploads poetry,
speaks with a local magazine and wants to collaborate
with makeup artists. Repeatedly, Sophia reminds viewers
to hit the subscribe button. Weeks later, Sophia posts
a troubling update—her cancer has returned. During
this new phase, she vlogs from the hospital about side-
effects, pain, and the return of the feeding tube. She is
heartbroken but aims to post "happy upbeat content”
and engage with her viewers. Videos now include “Does
chemotherapy hurt?” and “Scans, Scans, Scans”. After the
last round of radiotherapy, Sophia (and her viewers) wait
for the latest scan results.

The second vlogger, Daniel (figure) was diagnosed with
a pleomorphic sarcomatoid carcinoma. Frustrated by the
lack of information about his condition, Daniel argues
that becoming a well-known vlogger can help him gather
new insights and educate people. He reassures viewers
he will speak about cancer but intends to be funny and
entertaining. During this phase, videos include “Doctors
lie?” and "what is cancer?”. He also documents his
treatment and answers viewers’ questions.

Indeed, neither Sophia nor Daniel started vlogging as
patients with terminal cancer. Rather, they became this
in front of their viewers. Sophia revealed that she was
stopping treatment in the video “My Cancer Is Worse Than
Ever - Scan Results”. She looks directly at the camera and
pronounces that she “can’t explain [...] how painful this is”
and plans to enjoy her life by travelling the world with her
family. She asks for viewer participation “If you guys have
any good ideas of what to do in those places, let me know
in the comments”. She also thanks them for their support;
vlogging has enabled her to “get away from everything”
and raise awareness. Similarly, Daniel published the video
“Cancer has won”, in which he says “They just told me it is
inoperable now [...] I'm now documenting the end of my
life”. These videos are, in fact, the most popular in both
vlogs. Sophia’s received 2-2 million views and Daniel’s
2-4 million views.

After the vloggers’ announcements of incurable disease,
viewers offered support, shared their own stories, and
gave advice. At the same time, distrust in medicine was
common, with viewers commenting that a cancer cure
exists but is kept secret. Others questioned Sophia and
Daniel’s medical choices and described vlogging as a
poor use of their limited time. So-called trolls left hateful
messages wishing for the vloggers’ deaths.
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Figure: Sophia and Daniel’s vlogs.

Each video entry is represented with a square. Numbers indicate the order in
which the video was uploaded to the vlog. The colours represent different
moments in the vlog narratives.

As Sophia and Daniel’s health declines, they become
unable to vlog in the same way. As a result, some viewers
accused them of not posting enough content and faking
their illnesses to gain attention and speculated about
their deaths. Sophia and Daniel responded to these

accusations, while also reflecting on the constructed
nature of vlogging. For example, in the video “"Where
have | been?”, we see Sophia wearing makeup. She
clarifies "I never look like this on a daily basis [...]. This
is how | look for this video because | wanted to make
myself feel pretty”. Indeed, Sophia is now bed bound
and disturbed by the comments she receives, she pleads,
“please keep the comments positive if you can”. She also
shares her nomination for a health influencer award and
invites viewers to vote: “It would be an awesome thing
for my family [...] so they can remember my channel
and all the hard work | put into it". In a follow-up video,
Sophia’s mother hands her the award, and shortly
afterwards, her family announced her death. Daniel also
revealed that viewers often comment that he doesn’t
look sick and that his humour generates scepticism. On
the video “cancer update 07-02-2018", Daniel clarifies
that despite his humour in the videos, his reality is “not
funny”, the pain "is unbearable, it's crazy”, and "I let you
see what | want you to see”. In a follow-up video, he adds
“The comedy and the silliness [...] is more for my benefit,
so | don't drag myself down”. As Daniel worsens, his
videos become shorter and less edited, then his brother
takes on the role of speaking on camera and soon after,
Daniel’s family announced his death, underscoring the
positive effect that vlogging had on him.

These two examples show that vloggers like Sophia and
Daniel become so-called microcelebrities. This term refers
to people who produce social-media content about their
personal life to command attention and manage networks
of viewers using features such as metrics and comments.
Microcelebrity tends to be critiqued as a form of aspirational
and unauthentic production of the self that only reflects
how a person wishes to be seen, often emulating the
iconographies of wealth and fame. Indeed, rather than
unmediated communication, Sophia’s and Daniel’s
vlogging was planned and reflected conscious choices about
how they want to be perceived to gain attention. However,
to them (and to their viewers) it was also meaningful to
show what they considered unknown aspects of being
patients. Thus, rather than being inauthentic, viogging also
became a means to express themselves in ways true to their
identity. Nevertheless, poor health did limit their capacity
to vlog. These difficulties were not evident to their viewers
who came to treat Sophia and Daniel not only as content
producers, but as content themselves, not caring how their
interactions affected them. Addressing these negative
interactions also had to become part of vlogging at the end
of life. Further research is warranted to investigate whether
and how these new forms of storytelling on platforms such
as YouTube can serve as tools to help people who are dying
and their caregivers.
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