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w healthy life

An Invisible Storm: Chronic Fatigue Syndrome

he swish of a pink, wet tongue on

my ftace, “Wake up mommy, 1t’s all

okay,”—1I had fainted and I woke up
lying on the rug with my furry friend lick-
ing my face. I put out my arms to embrace
him. He knew that [ would soon be on the
couch, patiently waiting for the sun to set.
I have been living with a chronic, debilitat-
ing illness for over two decades. This time
a Caregory 5 hurricane had hit me. All T
could do was to wait it out. For a chroni-
cally ill person, it is called a *flare™ or a
“crash.” 1 write this essay to explain my
illness, known as ME/CFS (Myalgic En-
cephalopathy/Chronie Fatigue Syndrome).
I tried writing this a few weeks ago. But
it was too arduous then—today 1 can type
while looking ar the computer screen,
without the letters dancing in front of me.

This recent hurricane swept me off my
feet with a merdiless bout of vertign, so
that I was even unable to lic on my bed
peacefully, always feeling as though T was
about to fall off. T needed help walking to
the restroom and was unable to shower for
days on end. On top of all of this my thy-
roid levels were out of range; I felr internal
rremors and my hands and face were vis-
ibly shaking. Unable to hold a pen, watch
television, or talk on the phone, and feeling
dizzy with any sound or stimulation, I fele
like I was in a coma-like stare, Friends and
family members took turns sitting beside
me, holding my hand. T will always be
grateful to them, but most of all, T will al-
ways feel gratitude towards my furry friend
who never left my side.

My body was unable to retain enough
fluids and my blood volume and pressure
were 50 low that I often felr thar T was go-
ing to faint. For the past year, I have also
been going for weekly saline infusions to
help blood flow to my brain and to help me
balance. If I did stand, [ moved from foot
to foot, always steadying myself so 1 would
not fall. This time I truly had hit rock
bottom—I was feeling scared and hopeless.

ME/CFS is so debilitating that it is like
being in a tlu-like state 365 days a year. The
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fear looming over my head
was the possibility of being
bedridden forever, or, maybe
living in a wheelchair. To
fight this I sat on the couch,
resisting my bed until it was
dark. [ made sure to never
lic down on the couch, lying
down mcant that T was not
putting up a fighe!

I have taken the effort to write this
for a purpose—to spread awareness
for the ME/CFS community. An es-
timated 84 to 91 percent of people
with ME/CFS have not yet been
diagnosed.

I was in a wheelchair
now, scared. 1 had undergone a battery of
tests. Finally, atter meeting with my doc-
tors, knowing that [ was being drained of
my precious energy, 1 requested them to
speak with my husband. T would rest and
try to regain both my energy and spirit.

One day, T was looking out as usual
from the couch, when all of a sudden
it hit me like a clap of thunder—to sur-
render to the Universe. Surrender doesn’t
mean to give up, but to let go. T opened
my arms to the Universe and said, “Please
let me surrender to you dear Universe, 1
am ready for whar is and whar will be
and I am not fighting against myself or
anything anymore.” Nothing happened!
I opened my arms again with more faith
and sincerity in my voice. Hoping that
the Universe had heard me, I rentatively
lay back on the couch, releasing my fears.
I could sll hear my uneven breathing
and the sound of my heart pounding. 1
knew that all would be okay—there was
no need to fight anymore.

I slept that night. The next moming
I resumed my place on the couch, staring
out, no thoughes, bur 1 fele different—I
was not fearful of lying down on the
couch anyvmore. Another day wenr by
and there was a light feeling in my heart
and a voice saying, *You can risc above
this, you have done it before and vou can
do 1t again.” From that moment on, 1
told my subconscious, “I am healthy and
phenomenal things await me.”

The sun rosc again, and again 1 was
in my meditative pose on the couch, This
time I dared to look at my 1Phone screen.

The first email thar popped up was onc
calling me to listen to a webinar on how
to change and shift my parterns in difficult
times, 1 clicked on it and T was listening to
a webinar. I was shaking and weak, bur I
took my eyes away from the phone screen
and just listened, staring ahead. Something
was awakening and the Universe truly was
listening. Tears silently rolled down my
cheeks as T knew this was a synchronous
moment and the patterns were going to
shift,

Lying on my bed, wearing headphones,
I began to listen to special morning and
evening meditations. At first it felt very
uncomfortable and all I wanted o do was
to pull off my headphones and scream. But
then, gradually, with kindness, 1 relaxed and
ler in the sounds. It was unbelievable feel-
ing white light and energy move through
my body. I shook the first two days and the
tremors increased. Maybe it was the energy
starting up, not knowing which direction
to take it was bouncing around in my body,
On the third and fourth nights of the medi-
tarion, 1 woke up with nightmares and I
knew my psyche had started up. 1 was back
on my couch the next morning, but some-
thing was different. The mind had started
up and bouts of sadness washed over. Over
ome [ leamed to release this and the feel-
ing of emptiness was replaced with a warm
feeling of love and internal gratitude.

I felt wooshes of gentle but warm grati-
tude for the simplest of things, the kiss of
my furry friend, the air that I breathed, the
warmth and love in the acts of my caring
husband, family and friends. Synchronous
opportunitics are cverywhere bur we have



to be aware and look for them.

People wonder and have these gues-
tions lingering in their minds: Why does
she come for socal events and laugh,
mavbe on a good day even dance like at
a wedding? Why? My acts lie in the need
to want be normal, o experience what
most of vou do, to be carefree and enjoy
such moments with granmde.

You have o understand thar Ml
people and the ulies live in a different
light. When rerurning from that social
event full of joy, they can e ience the
lashing winds of the hurricane all over
again. This PEM or Post Exertional Mal-
aise which we feel after an overexerted
situation can bring us to a point where
we have to stabilise by lying in bed. We
do learn o pace ves to avoid a flare,
bur occasionally we go over the threshold
which is a low one already. For example
showering in the last few months has been
unbearable. It can take a week for me to

ther up the

1 1 cannot hold the h:
tolerate the pin-like feeling of water on
my body. However after this ordeal, all an

can see 15 a smiling, well dressed
person. As a community, we do not to
ask for piry, but for awareness and a more
empathic sociery.

I have raken the effort to wrire this for
a purpose—to spread awareness for the
ME/CFS community. I would like you to
be knowledgeable abour this illness. An
estimated 84 to 91 percent of people with
ME/CFS have not yvet been diagnosed.

We all go through struggles and untold
pressures in this fast paced sociery. Make
a lietle time for vourself—breathe, realize
the beauty of life and whar vou have been
mven and .\I'-.x'.r_.'r-. look for OpPpOrtunInes to
make it a happier place for yourself. Look
within and see your inner self—if vou need
to shift any patterns, do so and bring your
life to a frequency of internal peace ati-
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tude and jov. I am trving with the help of

heck our shownmes for the award-
winning movie Unrest which aims o

s an artist, ME/CES
She lives v sunny
and anad beloved dog.
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