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comprise 85 percent of them. Moreover, it is not a new
condition, having made large-scale, episodic appearances
throughout history as “fever epidemics.” As Brea traces a
piece of this history, she keeps her eye on the dismissive—
sometimes downright violent—treatment of women by the
medical establishment when faced with unknown diseases
and disorders that affect women more than men and that do
not have obvious or simple causes.
Brea’s research also uncovers a huge online community
of ME sufferers, largely connected through social media sites
such as Facebook, whose lives are also spent largely indoors,
in bed. With the connectivity of video and Voice over Internet Protocol (VoIP) sites and an iPad, Brea is able to make
contact and develop relationships with some of these people
and their families. Thus, Unrest documents the emotional,
legal, and medical struggles of a handful of people in the
United States, United Kingdom, and Denmark, culminating
in footage of the “Millions Missing” day of action on May 25,
2016, organized to bring awareness to ME.
After an initial Kickstarter campaign, Unrest received a
great deal of support in the film world.1 Outlets from PBS
to Amazon Prime and Netflix picked up the film. People are
watching it, listening to Brea (her Ted talk has over a million
views), and reading her widely circulated Boston Globe article.2 Viewers and commentators, including Brea herself,
have located the film’s feminist politics in its exposure of the
medical system’s misogyny and disregard for women’s bodies and complaints of illness. Unrest casts much-needed light
on the cascade of frustration, sadness, and anger that most
women and gender nonconforming people have experienced as they interface with doctors and the medical system.
As a woman of roughly the same generation, who is also an
academic and also suffers from understudied illnesses that
impact my daily life in profound ways, I locate the film’s
feminist intervention both in its critique of medicine and in
the way Brea is able to tell the story of her illness with vulnerability and ferocity in equal measure. Unrest represents
a refusal of “the sick woman role,” an impossible position in
which a woman is both entirely responsible for her own
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the dark is a message.
This is what I think, immediately. I know what it is, that
sound: the quick inhalation, the holding, the sucking-teeth
sound of a difficult exhale. If you have never lived with a
chronic illness or pain, the opening moments of Jennifer
Brea’s new documentary Unrest (2017), in which one is
greeted by a black screen and the sounds of effortful breathing, present an interesting mystery: what is this woman
doing? But I am in on the secret, even without an image.
Some daily task has presented itself as a Herculean challenge
and a woman is at the edge of her physical boundaries, trying to finish the walk or get to the couch or simply, sometimes, ride it out.
Jennifer Brea, the woman breathing in the dark, suffers
from myalgic encephomyalitis (ME), also known as chronic
fatigue syndrome (CFS). Unrest is the story of her diagnosis
and partial recovery: part detective story, part autobiography,
and part documentation of an illness-based social movement.
Narratively, it follows Brea, a PhD student at Harvard as
the film begins, when a strange and serious viral illness
leaves her weak and exhausted, with worsening neurological
and physical symptoms such as periodically losing the ability
to speak and walk, particularly after physical exertion. After
many visits to many specialists (ending at Princeton Hospital, in the town where Brea now lives with her husband,
Omar Wasow), Brea is finally told that she has ME and is
one of the small number of people who are severely incapacitated by the disease.
While Unrest definitely falls within the autobiography/
memoir tradition of documentary, it is not all about Jennifer
Brea. While conducting research on her own worsening
symptoms, Brea learns that she is not as unusual as she has
been led to believe: “My disease isn’t rare at all,” she says. One
million people in the United States suffer from ME; women
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health issues (which are usually deemed to have a psychological cause) and is considered no longer to be a functional
adult capable of meaningful thought or action due to illness
and/or physical disability—and therefore unable to tell the
truth about her own body.3
Neither macho survivor nor feminized victim, Brea turns
her ME into politics and art. Audre Lorde’s description of
her journey in The Cancer Journals, which might be considered a literary foremother to Unrest, instructed readers:
“That visibility which makes us most vulnerable is that
which is also the source of our greatest strength.”4 Brea
seems to have taken this lesson to heart and worked to create
long-awaited visibility for those who have gone missing—in
the medical system and in the world of film. The search for
Unrest’s predecessors—documentaries focused on the actual
pain and suffering of women due to illness or injury—by
anyone trying to craft a genealogy will be frustrating and
short. This notable dearth of films about women who are
sick or in pain is an impetus to think seriously about the ones
that do exist.
10
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Sick women should certainly not be burdened by a demand to transform their suffering into meaningful works of
art, as S. Lochlann Jain has argued in her analysis of the imperative that survivors of cancer begin to talk about “the gift
of cancer.”5 Nonetheless, Unrest marks an important moment
in contemporary documentary film because it does more than
just bring an issue to light. While doing the political work of
consciousness raising, it is also a message to someone like me,
who watched the film at home, in bed, waiting for the next
doctor’s appointment that may or may not improve my daily
life. Visibility works both ways: a film can also say “I see you.”
Perhaps it seems odd to claim that, in a filmic landscape
obsessed with violence and death, and therefore, at some
level, obsessed with the body in suffering and in pain, there
are few cinematic representations of the woman’s body actually in pain.6 War, torture, and serial killing dominate. The
relentless agony of an undiagnosed autoimmune illness in
which a woman’s body turns against itself with fury and creative monstrosity? A rare find, certainly not widely known
or available.7
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Jennifer Brea and Omar Wasow in their bedroom.

An archival image of a woman in discomfort hints at the
long tale of “hysteria.”
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The film archive, then, echoes one of the primary messages of the film: millions of people, mostly women, suffer in
invisibility and silence. Though everyone may know someone with a chronic illness, there has been little in the way of
the representation of this reality on screen. The lack is all the
more striking because film might be expected to provide a
kind of privileged access to this most basic organismic experience. Susan Sontag famously warned of the dangers attending the detached spectatorship of photography in her
Regarding the Pain of Others.8 Sontag’s proposed approach to
regarding illness, however, as described in her well-known
Illness as Metaphor, seems to suggest that a medium such as
documentary is precisely what is needed to render the unflinching truth of the sick body.9
Unrest calls upon its audience to respond to Brea’s ordeal
and, in the spirit of all political film, to do something about
the social injustice and human suffering it presents. Through
her careful attention to the historical context of her own illness, Brea admirably makes visible the deep misogyny of the
medical establishment. To watch her (mis)treatment as an
ME patient is to glimpse the latest installment of the medical
profession’s long history of incorrectly attributing disease
formations with a biological cause to women’s psyches and
emotions, the latest chapter in the long tale of “hysteria.”
One could even argue that the film’s impressive multivocality and multimodal approach have emerged in part because
of that misogyny not only at the level of content, but in its actual
form. It is a film that no one, including Brea, ever really intended to make. She and her husband began recording her
“episodes” to show to doctors at Brea’s growing number of specialist appointments. There is a funny/not-funny characteristic
of mysterious illness: somehow, the day you go to show your
doctor that weird swelling, or ask her to listen to those awful cracks in your joints when you move, your symptoms
lessen and you look, to all intents and purposes, like a very
articulate hypochondriac—or, worse, a lying hysteric.

The issue of belief and the unwillingness of medical establishments to trust women’s own accounts of their own
bodies is central to the feminist politics of Unrest. One early
telling scene shows Brea on a hospital gurney about to be
seen by a new doctor. It’s not clear whether she and Wasow
are in the ER or at a normal appointment. Brea is obviously
emotionally upset by pain and sickness and the stress of
never getting any answers. Wasow coaches her, warning:
“. . . be a little careful. If you say too little, they can’t help;
and if you say too much, you’re a kind of mental patient.”
In recent years, popular culture and the mainstream media have begun to acknowledge the fact that women have to
monitor what they do and do not say to influence the outcomes of interactions with medical institutions. Joe Fassler’s
article about the sexism of ER doctors in the treatment of his
wife’s pain, which resulted not only in its unnecessarily long
duration (nearly fourteen hours waiting for a correct diagnosis) but in the trauma of having excruciating pain minimized
by hospital staff, was widely read and discussed in many social
media circles.10 Similarly, Leslie Jamison’s “Grand Unified
Theory of Female Pain” has influenced public conversation
about gender and medicine. Jamison has provocatively asked
whether “being a woman requires being in pain” such that
“pain is the unending glue and prerequisite of female consciousness.”11
So perhaps it is no wonder that within illness-related social media worlds, at least the ones I know, there is a new
story posted almost daily of a doctor telling a woman that she
is actually “just fine,” that she should seek psychological
counseling, that she is a drug or attention seeker or, simply,
“You don’t/can’t possibly have that [invisible illness that you
have already been diagnosed with].” It is not only ME and its
sufferers who are victimized by such dismissal, misrecognition, or infantilization, but any and all women who communicate a message about their body that is not one of total
submission to the pain (often in the form of utter resistance
or complete denial). It hurts, but I’m fine. I didn’t take a single
one of those pills the doctor gave me after my surgery. The show
must go on, right?
Part of what enables Brea to speak for so many women is
that she does seem to be taken fairly seriously by her doctors
and, implicitly, by her insurance provider, and has had access
to a high-quality medical facility.12 This may also account for
why, as seen on screen, she may be sick, sad, and vulnerable,
but she is rarely angry. I might even raise this issue as criticism if not for the possibility that she is editing her emotional
responses in the film to balance on that razor’s edge between
being a woman-who-is-suffering-and-worthy-of-empathy and
being a woman-who-is-angry-and-therefore-unstable-and-not11

worthy- of-concern. Maybe she didn’t feel she had a choice if
she wanted a large mainstream audience to see, to hear?
But the lack of anger is one aspect in which her film departs from the real world she seeks to convey. As I write this
essay, for instance, I await a call from my health insurance
company regarding the appeal I filed this week for the reversal of their decision not to cover a treatment that my doctor, my family, and I know will likely help me a great deal
and may keep me out of a wheelchair. But the insurance
company has categorized the treatment as “experimental”
and since my policy does not cover experimental treatments,
I will likely be denied again, no matter how eloquently my
doctor pleads my case.13 I have a PhD and grew up in a
medical family. Like Brea, I have “good” health insurance
through a major research university. I know how to argue
my case—and I may fail, and I will be angry. Indeed, if there
is one oversight in the film’s political vision, it is that the issue
of access to resources, whether through the National Health
Service in the United Kingdom or private insurance in the
United States, is only referenced obliquely.14 Brea is a privileged spokeswoman.
Brea also has a husband standing steadfastly by her side.
At least one commentator has even referred to Unrest as a
“love story.”15 To the extent that Brea and Wasow’s on-screen
relationship is devoted and tender, it does contain romantic
12
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moments. Wasow takes on the role of caretaker and continually assures Brea that he will remain at her side, in sickness
and health. This is not, however, the case for all women.16
The story of Leeray and Randy Denton, friends Brea met in
an online ME support group, is closer to the lived reality of
many sick women: Randy divorces Leeray, convinced that
she is not actually sick and feeling unable to care for her even
if she is. In a happy-ending scene, Randy does return to
Leeray, and the couple remarries. While this reconciliation
creates a touching narrative moment in the film, it also detracts somewhat from the serious point that Leeray’s story
was meant to convey.
Jennifer Brea has joined my personal pantheon of inspiring chronically-ill artists both because she makes visible to
her audience the extent to which medicine is unconscionably
sexist and because she “proliferate[s] the possible identities of
illness.”17 One version of the sick woman role is to be treated
as the helpless and passive victim of bodies or psyches who
cannot possibly know more about their body than those in
medical authority; it thrives on the feminized fear of being
exposed and deemed inconvenient, on one end, and of suffering and death on the other. After everything that Brea has
lost, she will not pay this cost too: with an iPad and Skype
she is able to produce a remarkable film within the narrow
bounds defined by her ME.18 Insisting that she can create

Downloaded from http://online.ucpress.edu/fq/article-pdf/71/4/9/131292/fq_2018_71_4_9.pdf by guest on 23 June 2021

Wasow and Brea at a doctor’s appointment.

Brea struggles on the stairs.
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meaningful art and work as a political activist from bed, in a
culture that abhors disability and domesticity, is an act of resistance and bravery. Brea shows her fears, close up, and in so
doing unseats medical authority over her body in its health
and illness. Think of Unrest, then, as giving language and
definition to a problem (women’s invisible illness) that is defined precisely by the one thing documentary film can assuredly remedy: not being seen, nor narrated.
Not every scene in Unrest is language-giving. The filmic
records of Brea’s body in the throes of its worst torments
defy most attempts at narrative and push documentary film
to its very limits. There are echoes, in these moments of
another rare view of bodily suffering: Peter Friedman’s
Silverlake Life: The View from Here (1993), the autobiographical account of Tom Joslin and Mark Massi’s life with—and
Joslin’s eventual death from—AIDS. Much as the dizzying
camera work and frantic quality of Joslin’s narration during
the parade scene in Silverlake Life convey the almost fuguelike state of being sick in a “normal” world, a parade scene in
Unrest occupies the uncomfortable border between documentary as a story (for the viewer) and documentary as evidence (for the archive of humanity?).
In this sequence, Brea has begun a new antiviral medication that is making her feel better. She can walk, she has
more energy, her mood is brighter, so she and Wasow put on
their orange colors and go to attend the Princeton homecoming parade. These are happy moments for Brea, who is
still in a wheelchair, along the route, smiling and cheering.
But in the next series of shots, Brea effectively melts from
her chair to the ground and, by the time the couple reaches
the steps of their home, she falls into a fetal position and begins to sob. Her body wracked and heaving as if on a ship’s
deck in a storm, Brea complains about the light until words
begin to fail. Wasow, naturally, goes to help his wife and
carry her inside, but Brea screams at him: “Don’t touch me!”
If you’ve been there, gentle reader, you know that this
is not just because, as philosopher Elaine Scarry famously
argued, pain is “language destroying” at the level of words.19
In this case, language fails in a way that surpasses Scarry’s
formulation: Brea’s neural speech centers are acutely affected and she loses her ability to communicate entirely.
This is the limit of the shared experience of film, too. Because despite Bill Nichols’s compelling argument that
documentary offers access to the “brute reality [of] the
world”—albeit a construct—and thereby has an inherent
urgency that calls its audience to action, the unruly, untellable bodies in Silverlake Life and Unrest exceed any
sense of the real and the collective to which documentary
usually grants access.20 It is difficult to stand at the shared

window offered by scenes like these. What world is being
witnessed? Pain is individuating and singularizing, whereas
the impetus of documentary is to build a shared world, “the
world,” to use Nichols’s term.
To return to my opening claim: rarely is the body of the
woman in pain seen on screen. As Jamison explains, there is
“an ethical and aesthetic commandment: Don’t valorize suffering women.”21 The “sick woman role” does not allow for
such cultural indulgences. The absence is also, I believe, due
to a difficulty in creating a shared ethical imperative regarding the body itself, a limit with which documentary does not
often have to contend.
One scene with Brea’s husband is particularly telling. Less
than ten minutes into the film, Brea is trying to get to the
couple’s apartment. She is on her hands and knees crawling
up a flight of stairs, each movement obviously excruciating
and exhausting to the extent that even this description feels
frivolous and insufficient. She has demanded that Wasow
record her ordeal on camera (whether for her doctors or for
the already-emergent film project is not entirely clear). At
one point he simply cannot take it anymore and tries to put
the phone down and help his wife. She rejects his assistance
and tells him “No, don’t. It’s fine.” Complying, Wasow responds: “This is perhaps the least chivalrous thing I’ve ever
done in my life.” Many viewers will feel his psychological
pain as much as or perhaps more than Brea’s own, thus
evoking one of the most difficult ethical rubicons presented
by contemporary visual and social-media culture: What action is required in the face of suffering? What world does
this body inhabit? What and who are you if you don’t put
down the phone and help?
Perhaps it was this kind of provocation that Sontag had
in mind when she wrote that “illness is not a metaphor” and
called for utter fidelity to what illness actually is for its sufferers when regarding the sick. In exposing the use of metaphoric thinking in the cultural treatment of illness, Sontag
F ILM QU A RTE RL Y
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sought to liberate readers and viewers from the “truthful”
accounts, which she called “the healthiest way of being ill.”22
To regard the sick woman this way is to perhaps deobjectify
the Other and recognize in some deeply embodied, empathetic register that anyone and everyone will get sick, will
hurt, will be disabled, will die.
For anyone grappling with being sick while female or
non-normatively gendered, there is an archive of the sick
body out there, waiting to be collected and curated. But
much of the time, to be honest, those with chronic illness are
too tired to demand that their stories be told. They’re too
busy fighting insurance, or figuring out how to feed their
kids when they can’t work and a husband has just bailed, to
hold up a camera and film the struggle.
Brea’s deepest fears are articulated in the last moments of
the film when she says: “What terrifies me is that you can disappear because someone’s telling the wrong story about you.”
By “someone,” she means doctors and the medical establishment, to be sure, but also the world of filmic representation,
upon which so much depends in today’s world of visuality.

14
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I am grateful to her and the others who tell the right stories
in Unrest, and hope that viewers take its messages far beyond
the specifics of any particular diagnosis or documentary practice—that they will sail past any limitations to visibility-based
empathy and see the film as an incitement for drastic change
in the representation and care of sick women. I am also grateful that, for a moment, I saw myself and was reminded that,
sick woman or not, I am part of the world.
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