
Canary in a Coal Mine--General FAQ
by Jennifer Brea, jen@canaryinacoalminefilm.com

Canary in a Coal Mine is a documentary film about Myalgic Encephalomyelitis ("Chronic
Fatigue Syndrome"), one of the world’s most misunderstood diseases.

It is a story about a medical system that is ill-equipped to treat an illness that challenges its
every assumption, the danger of ignorance, and the power of a name. It’s the history of a
community of millions that to most of the world is invisible.

What is M.E.?

Myalgic Encephalomyelitis is one name for a devastating neurological disease that has gone
by many names since the 1930s: atypical polio, Icelandic Disease, Royal Free Hospital
Disease, and most recently, Chronic Fatigue Syndrome.

Many researchers believe it is triggered by a virus, but that there is unlikely to be a single
viral culprit. Environmental toxins seem to play a role, but not necessarily in all individuals or
outbreaks. It occurs in both clusters and sporadic form, like polio did or multiple sclerosis
does. Some of its hallmark symptoms are profound cognitive, neurological, and
neurosensory impairment, tachycardia that prevents many from maintaining an upright or
sitting position, and a perverse response to ordinary exertion.

Why are you making this film?

Three years ago, I came down with the worst flu of my life. Two years ago, I forgot how to
write my own name. Then, I became more ill than I ever knew was possible. It is not an
exaggeration to say I thought I was dying. My neurologist told me mine were the symptoms
of conversion disorder, caused by some stress or repressed trauma I might not even be able
to recall. Every pain, every symptom--even the severe sinus infection for which I took
antibiotics and recovered--were physical manifestations of some vague, psychic disturbance.

Numerous studies over the last thirty years have documented the many biochemical,
immunological, neurological, and epigenetic abnormalities that are characteristic of this
disease. Patients have altered microbiomes and pronounced mitochondrial dysfunction.
Older literature have documented outbreaks involving dozens or even hundreds of people in
a single town, school or hospital.

Despite decades of science, many patients, for the first several months and years of illness,
meet with doctors who do not believe they are really ill. This is because the disease is
outside of their training; it is simply not taught in medical schools. Worse yet, in some
corners, it still being taught as a psychological disorder. Patients are told to go about their
lives, exercise, or otherwise maintain a level of activity that can lead to permanent
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disability. In some countries, there have even been cases of forced psychiatric
institutionalization.

It does not help that 75%-85% of patients are women, or that in its latest incarnation, its
name is a punch line, with a set of diagnostic criteria so broad that a girl who has been
bedridden in a hospital for four years can be put in the same category as someone who
needs to sleep more than usual. Because of the lack of medical education and vague official
diagnostic criteria, we believe Myalgic Encephalomyelitis describes a subset of patients who
are diagnosed with Chronic Fatigue Syndrome.

The severity of this disease is very rarely depicted in American media. Neither is the fact
that the most severe patients can die as a result of complications of their disease. Others,
after decades of being shut away in darkened rooms, sometimes unable to tolerate even
human touch, choose to end their own lives.

In making this film, we hope to make this disease known by its true face.

What is your approach to making this film? How is it unique?

There is a wide variety of genres within the big tent of documentary film. The most obvious
way to approach making this film would be to do what most issue or advocacy
documentaries do: cast the topic, in this case, Myalgic Encephalomyelitis, as the main
character.

In our film, M.E. is a minor character, with its own background and storyline told by
journalists, doctors, researchers and other experts.

To touch a wide audience, we believe we need to connect to universal themes and show the
world what it really looks and feels like to live with this illness--the sorrows, yes, but also the
joys and moments of grace.

The main characters are a small handful of patients who will bring us into their day-to-day
lives, their subjective experience of living with a severe chronic illness. We ask them to turn
their smart phones and digital cameras on their own stories. This is important because we
often don’t look as ill as we feel every single moment of the day, and our symptoms wax
and wane in severity, as do our feelings about the future.

The film makes use of a combination of studio-shot interviews, professionally-composed
b-roll, archival footage, and self-filmed diaries.
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Why should people who have no personal connection to this disease see this film?

Modern life has introduced a new kind of illness, severe chronic illness, that was previously
rare. In our culture’s illness narratives, we understand death and threat of death. We don’t
really have a way of thinking about an illness that is a life sentence: that kills everything you
once were or hoped to be, and then leaves you there, trapped in a broken body for
decades.

Of course it’s true that it is very unlikely any given person will develop this disease. It is
unusual, but not nearly as rare as I once thought, to become ill when young. Whatever
course our lives take, we will all become sick someday. When that happens, we hope that
we have a policy environment and a medical system conducive to our wellbeing, and the
sympathy support of friends and loved ones. Patients with M.E. often do not have these
things.

This is also a story that reveals deep flaws in our modern approach to medicine and the
delivery of healthcare, the tensions between science and medicine.

Medicine has always been troubled diseases patients could feel or demonstrate, but doctors
could not "objectively" measure. This was especially true when it came to female patients.
We locked epileptics in insane asylums before the invention of the EEG. We debated as to
the true nature of Multiple Sclerosis before the MRI came along in the 1970s. In some
countries, patients with severe ME are still forcibly institutionalized. What has happened to
this disease has happened before and is likely to happen again with other diseases we have
yet to name.

And lastly, whether or not you have a chronic illness, everyone at some point will face a
difficult, confusing, or scary health issue; or it will happen to someone they love; or they
will confront some other obstacle that will alter the course of their lives and destroy the
image they once had of their personal future. When that happens, how will we react? Will it
destroy us? Or will we be able to make beautiful things grow from those dark places?

What change do you hope to see in the world?

There are a great many problems we see in the world that seem intractable. We feel that
making the world a better place is out of our control. This is not one of those problems!

If we had what many illnesses similar to ours have: a real name and a place in the medical
textbooks with information based on what the science actually says, patients in the US and
around the world could get accurate information from their doctors and the support they
need. I have received hundreds of stories from men and women who were told by their
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doctors to just keep doing what they were doing, or worse yet, exercise, only to become
permanently worse.

Yes, we would love equal research funding. We would love to be taken as seriously as male
pattern baldness. But I am not waiting for miracles. If every patient with my disease at
onset could be treated by doctors with compassion and true understanding, there would
fewer people becoming as ill as I am now. This is something I believe we can change today.
Not in ten years when we have a cure, not when we have won equal funding. Right now.

So, even if the policy changes many patients would like to see don’t happen quickly, I
believe that this film can help make all of us a little less ignorant. It’s the ignorance that is
the real killer in this disease.

About the filmmakers

JENNIFER BREA
Producer/Director

Jennifer is a doctoral student in the Department of Government at Harvard University on
indefinite medical leave. Prior to that, she was a print journalist in Beijing and East Africa.
She earned her AB in Politics from Princeton University. She is a TED Fellow. This is her
directorial debut.

KIRAN CHITANVIS
Creative Producer/ DP

Kiran is an independent filmmaker. She has worked on numerous short and feature films
that have played at festivals around the world. A member of the inaugural class at the Tisch
Asia Singapore campus, she holds an MFA in Film and Television Production from NYU Tisch
School of the Arts. She earned an AB in Politics from Princeton University.
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