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My migraines started in 2005. They cause
intense pain on 1 side, and nausea, photo-
phobia and sound sensitivity. They last
anywhere from 8 hours to 9 days in a row.
Until recently, | averaged 20 migraine days
a month.

Migraines affect every facet of my life
and the journey trying to get treatment has
been frustrating. | was working at my
dream job in New York City, which involved
12-hour days and lots of business travel,
and suddenly | could no longer do it. Doing
household chores could trigger a migraine
attack. My social life changed dramatically
— | went from a fast-paced environment to
being home almost 24/7, in bed. | had to let
go of a lot of my dreams. I’'m fortunate not
to have any comorbid mental health condi-
tions. | trained myself early on to focus and
be grateful any time my pain went down.
My life became about living in the moment
and adapting because | might be okay, and
then, 2 hours later, in terrible pain.

I work a lot on managing my triggers and
paying attention to SEEDS (sleep, exercise,
eating, using a diary to track migraines, and
stress). | also work on pacing myself, because
the fatigue that comes with chronic migraine
isintense and physical exertion is a trigger for
me. | constantly have to balance my happi-
ness and sanity with the cost on my body. All
these limitations make it an isolating disease.

One of the hardest things is that | have
arare trigger: tactile, thermal and mechan-
ical allodynia. Wearing a necklace or ear-
rings triggers a migraine, as does exposure
to any cool air, wind or a breeze on my
face. Thermal allodynia is my most debili-
tating trigger because it’s hard for me to be
outin the world — I can’t control the air.

My experience with headache special-
ists hasn’t been great. | don’t present the
same way that | feel, and | have felt a lot of
judgment because of that. In an effort to
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be helpful, | would bring an Excel spread-
sheet with all my medications and treat-
ment history to my appointments. But it
backfired because often, rather than see-
ing me as organized and self-motivated,
physicians assumed the pain wasn’t that
bad — which would be an incredibly dis-
couraging and upsetting experience. When
medications didn’t work for me, my phys-
ician would start blaming me. I've seen
written in my medical notes, “The patient
arrived very fashionably dressed,” as
though that somehow negated my pain. |
think that is archaic and sexist.

I’'ve seen 4 headache specialists since
the diagnosis. I've often felt like | could not
say to the physician, “I hear your perspec-
tive and | disagree with it and here’s why
...” | live with this disease every day and |
should have some input into my treatment.

When | tried to explain my allodynia
trigger to my first specialist, | was treated
like a weak, complaining, hysterical
woman. | began taking my husband to
appointments so he could corroborate my
symptoms, but my specialist still wouldn’t
believe us (I found out later they thought |
might be agoraphobic — I’'m not). At the
last appointment | had with them, | was
told no medication would ever help me, |
would not improve, and | had to accept a
life of constant pain. This spurred me to
take my migraine care into my own hands.

| did research and found out about the
first calcitonin gene-related peptide (CGRP)
inhibitor coming to Canada in December
2018, erenumab, and | went to new head-
ache specialists to convince them to give it
to me. My next specialist erroneously told
me it wasn’t coming to Canada, and that |
should give up on it. | knew this wasn’t true,
so | found another specialist who agreed to
prescribe it. CGRP inhibitors have helped me
a great deal. If | had listened to my first
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headache specialist, | would have given up.
I’m not recommending patients manage
their own care but, given my experience, it
was the best way forward.

| think there needs to be a perspective
shift in the medical profession, to stop think-
ing treating migraine is not urgent because
it’s “just pain.” More than anything, | would
have liked to be believed. If at any point a
doctor had said, “I won’t give up on you —
let’s work together to improve your quality
of life,” that would have made all the differ-
ence in the world. Nobody has ever said to
me, “Wow, you’re incredibly strong to with-
stand pain 24/7.” Having a physician tell you
there is no hope for you is not an appropriate
response to a complex disease that requires
persistent effort to find the right treatment.
— Interviewee wished to remain anonymous
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