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Figure 3. Maria Lencioni, featured in Time of Death. Source: D&J Pr oductions/Showtime
(Jensen, 2013).

The emphasis within the films and in extratextual information about not just the consent but the
active interest of the films’ subjects to participate recalls Sobchack’s (1984) observations about the 1976
film Dying that aired on PBS:

The possibility of planned exploitation of human beings, of ghoulishness, of a cold
voyeurism, is belied by the dying subject’'s openness to the probity of the gaze, by a
collaboration with its interest, by a frequent address to the stare which inscribes the off-
screen presence and intimate acceptance of the filmmaker . . . the bedchamber again
becomes a space for public ceremony, a space organized, in part, by the dying subject.
Under the dying person’s self-direction, the filmmaker’s stare becomes ethically
simplified. (p. 296)

Participants in these projects are not behind the camera (which has occasionally occurred in
documentaries in which the director has a terminal illness, as in Black Is, Black Ain’t [Riggs, 1994] and
Silverlake Life: The View From Here [Friedman & Joslin, 1993]), nor are they privy to the techniques of
media production and ultimate editorial decision making. In that sense, it would be an overstatement to
say that they are “self-directing.” However, Sobchack acknowledges the agency of dying people in inviting
others to witness their experience, as well as the idea that to witness such a thing can be an ethical
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relation, an act that brings “public ceremony” to an event that is not necessarily made more sacred
through greater privacy.

Laura E. Tanner’s (2006) analysis of Sharon Olds’ book of poems The Father, about Olds’
experience accompanying her father through terminal illness, illuminates how complicated the viewing
relation between well and dying people can be. In the poem The Lifting, Olds’ father, on a medical bed at
home, lifts up his nightgown and invites her to look at his naked, wasting-away body. Tanner considers
how both Freudian and Foucauldian theories of the gaze fail to capture the dynamics of this moment. Olds
rejects the experience as defined by the eroticism of a daughter gazing at her father’s nakedness, and
Tanner rejects the idea that Olds sees her father through the medical gaze, in which the subjectivity of the
patient is abstracted because of the focus on the diseased body (Foucault, 1973). Instead, Tanner writes,
“In directing his daughter’s look, Olds’ father appropriates her vision to reclaim his status as subject of the
gaze as well as its object” (p. 32). He asks his daughter to see his dying body as an object, which he is
also doing as he tracks its rapid transformation, in order to relate to his experience of embodiment, “to
locate him in his unfamiliar body without reducing him to it” (p. 32). Tanner calls the poem’s sense of
“subjective intermingling” (p. 35)—promoting connection and identification while never denying the
difference between self and Other—radical.

A powerful but unverbalized moment when a dying person invites us to witness her experience
along with her also occurs in the 2011 documentary How to Die in Oregon. Although not one of the
primary texts I consider given its focus on physician-assisted suicide, the film offers a moment key to this
analysis when Cody Curtis, a woman in her 50s who is dying of liver cancer, communicates silently but in
a very intimate way with the filmmaker, and by extension viewers. In the final weeks of her life, Cody
goes to the hair salon, and during a few minutes when the stylist leaves her alone, director Peter
Richardson captures an extended shot of Cody looking at herself in the mirror. It is difficult to convey the
intensity of this moment. In the rest of the film, we see Cody generally smiling (and sometimes crying),
talking, and being very attentive to other people. This is one of the few moments when we see her being
still, with herself; the grave expression on her face suggests that she may be confronting her mortality, as
she regards her drawn, yellowing face. Richardson has described this moment as Cody’s “gift” (quoted in
Schnack, 2011, para. 18). The way she allows the camera and the audience to accompany her in this
painful solitude is consistent with her invitation to the public to share the intimacy of her end-of-life
experience via her participation in the film. Like Sharon Olds’ father, and indeed all who participate in
these kinds of media texts, a dying person inviting others to join her self-gaze is the viewing relation that
allows us to identify with her embodied experience, and perhaps to ease her pain of solitude.

Jeff Jensen (2013), a television critic for Entertainment Weekly, reviewed Time of Death informed
by his own experience as a caregiver for his wife, diagnosed with brain cancer. He emphasized the series’
ability to inform and invite empathy rather than objectify the dying:

Time of Death succeeds because its subjects and their families are willing to open their
doors, let down their defenses, and surrender all vanity as they waste away. By sharing
themselves this way, our capacity and empathy is stretched, and we gain insight and
ideas for when death comes for us. (para. 8)
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Jensen’s response to the series recalls Levinas’s (1998) argument about the preconditions of ethical
communication:

The plot of proximity and communication is not a modality of cognition. . . . It is not due
to the contents that are inscribed in the said and transmitted to the interpretation and
decoding done by the other. It is in the risky uncovering of oneself, in sincerity, the
breaking up of inwardness and the abandon of all shelter, exposure to traumas,
vulnerability. (p. 48)

The producers but especially the participants in these projects undertook this “risky uncovering,” and in so
doing took a considerable leap of faith—that viewers would watch with empathy and a sincere desire to
learn and prepare for the future, rather than watch in judgment or with morbid fascination. Although this
reading is not guaranteed, the generosity of the gesture and the faith that it communicates about the
public’s capacity to be open to others’ experiences through media are metamessages that beg for our
attention.

Drawing attention to informed consent, whether in the text itself as in Time of Death, or in
extratextual materials, can be viewed as a “staging of agency” that absolves media producers of
responsibility and contributes to a simplistic narrative about the rights of subjects, boiled down to it being
“their choice” (Pitcher, 2006). The variety of approaches that these participants took to invite the public to
witness their end-of-life experiences, and the decision-making processes that were sometimes required as
events unfolded, arguably illustrate a new realm of choice at the end of life that applies even beyond the
context of media representation. In contexts in which the practices of privacy and visibility are more
scripted and homogeneous, such as the Art of Dying practices widely subscribed to in Victorian Britain
(Ariés, 1974), dying people and their families may be subject to strong social norms, but they are also
released from certain kinds of difficult decisions: whether to tell others about their illness and prognosis,
whether to retreat behind closed doors as the dying process advances or to invite family and friends to
attend the bedside. As much as the decisions of these dying people are remarkable, their negotiations
with the filmmakers are analogous to the way so many dying people today negotiate the relative
publicness or privacy with which they live their final days. Although there are different ways of being
visible at the end of life, in person or through mediated forms, these texts dramatize the evolving question
of how to manage our visibility to others as we die.

Conclusion—The Politics of Deprivatizing the Deathbed

How are terminally ill people and their caregivers affected by the lack of realistic, public
representations of “natural” death? Policy makers have continually expressed the need for more public
discussion about end-of-life issues in the hope that an educated public will be better able to advocate for
their wishes as they die and suffer less from fear of the unknown (Gawande, 2014; Institute of Medicine,
2014). Unfamiliarity with the end of life creates a void too easily filled with the institutional imperatives of
hospitals and nursing homes, which often privilege “doing something” in the form of medical interventions
over quality of life or, indeed, quality of death (Gawande, 2014; Institute of Medicine, 2014). Deference to
these routines, combined with a lack of frank communication before illness arises, can fuel unnecessary
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suffering and even shorten people’s lives. Indeed, medical staff explained that their decisions to take part
in both Dying at Grace and Time of Death were informed by their belief that caregivers and loved ones
would be better prepared if they had seen films such as these (Brown, 2003; Perkes, 2013), a motivation
perhaps informed equally by empathy and a desire for greater efficiency. The producers and participants
of these programs proceed under the assumption that seeing death may puncture the fiction of the
autonomous, invulnerable self, a fiction that fuels unrealistic attitudes toward death and inattention to
planning and policy questions surrounding the end of life.

There remains the risk that images of dying will not be received in the spirit in which they were
offered, suggested by those commentators who saw these texts inviting a profane or disrespectful gaze.
However, rather than simply eroding the value of privacy or the sacredness of the deathbed, the
willingness of these subjects to die on screen points to the depth of their commitment to changing the
culture. The risk they are taking is real and easily perceived. Their gesture thus appears all the more
profound and their call to the well all the more urgent. A willingness to share personal intimacies through
media is a particularly potent expression of faith in the power of media to connect and inform, one that
has often been unfounded, as observers of talk shows, reality TV, and social media have noted. Although
we should remain vigilant about the ways that media erode privacy, can we also retain language and
concepts-at-the-ready for recognizing the power of media visibility and publicity to effect change, to be a
valuable resource for living and dying?

The parallels between using the media to shed light on the end of life and the way people have
used media and other public forms to confront social norms about sex and sexuality are striking. It seems
more than coincidental that Little, Maria Lencioni’s daughter in Time of Death, was inspired to participate
in the series in part by her media activism in the LGBTQ community. She wrote about the program,

I'm pretty sure that we treated other taboo subjects like this in the past too, like the
clap, queers and professional women’s basketball . . . all of which are here to stay
despite how little people want to acknowledge them. Death has been systematically
oppressed and as a result there are so little resources available to help the dying and to
help the ones who live through a death close to them. (Lencioni, 2013a, para. 9)

Little’s comments remind us that there is a fine line between privacy and loneliness, dignity and isolation.
Our critical scholarship must defend the values of privacy and dignity while remaining open to the value of
voluntary disclosure. Whether claiming recognition in public space for queer lives and practices, or
asserting that dying is part of life and should be treated as such, people approach media representation as
a potentially transformative cultural practice. Dying people enter these arrangements deeply
disadvantaged in terms of representational power: They are vulnerable, they have no say over the final
edit (although they can entrust their wishes to other people), and they are working with professional
media producers who have careers to promote, audiences to please, and ratings to get. But this is not the
only relevant power relationship at play. Also salient are the power relationships between dying people
and the medical professionals, who have so many resources to “broker” the death experience and shape it
according to institutional imperatives (Timmermans, 2005). And in society at large, dying people
frequently find they no longer have a place or ways to be recognized and “seen,” even while they still live.
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Although media logics of visibility and social logics of privacy for dying people emerge from the
same economic and social structures, they are not the same processes and do not affect people in the
same ways. To make the end of life visible contradicts those social practices that institutionalize and
privatize death and dying. As Tanner (2006) suggests, “"Even as the patient is objectified by the medical
gaze, he or she is simultaneously held accountable for a vulnerability to death which the culture would
disavow” (p. 3). Although we recognize the myriad ways in which the deck is stacked against the rights of
subjects, as well as the ethical complexities of our gaze, we must simultaneously hold in view the promise
for recognition and connection that media representation offers in light of other social and institutional
constraints. Dying people’s experiences are constructed within regimes of media visibility, medical
expertise, healthism, and individualism. These regimes overdetermine each other, but they do not
produce a singular outcome. People find openings, or identify the hope for openings, in the contradictory
logics among disciplinary conditions. When life itself is closing in and few openings remain, an invitation to
others to witness the end of life is a gesture toward connection and community, inescapably shaped by
both the affordances and limitations of the media forms within which it takes place. In contexts in which
individualism and independence are hegemonic values, such a move can rightly be hailed as radical.
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