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My open letter to ME
Ev Kendall was diagnosed with ME in 2017. She had
already spent over two years with symptoms but other
illnesses were accused of being the cause. These ranged
from: MS, gluten allergies, hormones, stress or a B12
deficiency.
Ev has been writing a blog for the last three years and has
been very open with her 5,000 readership due to feeling
that the awareness for ME/CFS does not get the message
out to those who are unaware of the illness. She has
therefore decided to write about her life with ME and here
she shares her recent post and most successful post...

Dear Myalgic
Encephalomyelitis,
Do you remember when you
decided that I’d be one of
your 250,000 victims? You
probably don’t but I can
remember the early days of
my symptoms. It began in
late 2015/early 2016, I think.
Annoyingly, I put you down
to a gluten allergy… and
I think of all those cakes,
pastas and pies I avoided
because I thought it was the
trigger for my symptoms. I
remember catching the flu/
stomach bug and I don’t think
made a proper recovery. I
think I rushed back to the
gym, work and Uni before
fully recovering, so you sat
lingering in my system. I’d
go through spells of feeling
constantly tired and spaced
out. I sat in seminars, not
really knowing who I was
or what was going on.
I’d consume hundreds of
Starbursts to try and get
through the seminars without
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falling asleep. For those who
read this letter and don’t
know who you are, let me
paint you a picture of Myalgic
Encephalomyelitis...
It is a long term, chronic,
fluctuating neurological
condition which affects all
the body systems, but most
commonly the nervous and
immune system. You affect
17 million people around the
world. Did you know that?
I was able to disguise your
symptoms by cutting out
gluten and taking B12 tablets,
as my doctors believed they
were the causes, not you.
With these in place, I went
through 2016 living a happy,
healthy and, most importantly,
active lifestyle, whilst avoiding
gluten. Occasionally, on
having a poorly tummy,
nausea and an exhaustion like
I’d been on a flight to Australia
twice within a week, I blamed
gluten as the root cause. Just
when my life was becoming
what I wanted it to be, with
blogging opportunities,
graduations, parties and new
jobs you decided to attack
with vengeance and make my

life turn upside down. And no,
not as in Diana Ross’ Upside
Down banger. You hit, once
again, with your favourite
symptom, constant fatigue.
I was becoming tired after
anything and everything, I fell
asleep everywhere, even on
holiday during city bus tours
and on the train. The fatigue
was hard to manage, since
I’d go to bed earlier and wake
up feeling as though I’d had
four hours sleep, not eight.
You then felt the need to
attack my concentration and
affect my professional status.
The mind fog was horrible
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- I’d be told something but
completely forget it, without
even realising. My memory
was affected to the point that
I couldn’t be trusted in my
work environment because
I was bound to forget what
had just been said. I blame
ME, I blame you for when
I’d misread both university
and work emails. When did
you decide to give me nerve
damage? What had I done to
deserve a lack of sensation in
my hands and feet? Didn’t I
deserve to love life anymore?
At the age of 21, a set of
crutches and a hand splint
wasn’t going to be my finest
look.
Those who don’t have to
battle with you in their system
on a daily basis will not be
able to share the mental
side of your attack. You
seem to know just when to
hit all the wrong buttons. I
had reached a point in my
life where my mental health
was in a good place. I was
comfortable in my body and
skin - now you’ve taken that
away, along with my dignity
and active lifestyle. It upsets
me to see fitness bloggers
and those in love with the
gym claiming there are no
excuses, that you should
go to the gym or, my least
favorite statement: ‘just get
on with it’. I CAN’T. And, yes,
the word CAN’T does exist,
because my body physically
says ‘no’. If I manage to
finish a low level workout I
then collapse on a bed with
my head spinning and no
appetite. That’s your fault,
Myalgic Encephalomyelitis.
Since you were discovered
by my neurology team, I
have endured a prescription
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of anti-depressants,
a phone call with a
therapist, emotional
breakdowns and
feelings of no self worth.
I should also add that
the anti-depressants
caused a skin allergy
and vomiting. Having
you as an enemy, living
within my body, has
taken away my ability to
exercise, think clearly
and feel healthy, with no
reason other than, ‘sorry hun,
life’s a bitch’.
When I talk about you I
receive comments like: ‘well
you don’t look poorly’. This
is because I’ve concealed
the tired bags under my eyes
and the spots on my face and
I’m wearing a pair of spanx
to conceal the bloating. But
being told that I don’t look
poorly or surely can’t be
poorly because I’ve been
seen out at a lunch or dinner
just makes me feel a fraud.
You’ve made me paranoid
and I now doubt myself
and my body. I worry about
stepping outside the house,
in fear of a someone judging
me.
Just as I was making a
recovery and feeling a little
more like myself you decided
to come back in and cause
another relapse, this time
delivering a collapse on a
rush hour commuter train,
where I blanked out. All I
remember is that I awoke at
my train station and my Dad
collecting me. My dreams of
working in the City, pretending
to be a combination of
Carrie Bradshaw and Olivia
Pope, have been sunk like
the Titanic - only there’s no
heart-felt song by Celine Dion.

Instead, I work closer to home
to reduce the possibility of
you making another return.
You will NOT take away my
desire to work, to earn or to
be independent.
Those who see my posts
are unaware that you strike
moments after they are
published, but I can then
be affected for two days
afterwards. That trip out
for coffee, that meal in a
restaurant or that walk along
the beach with Norman and
Fernando feel like a long haul
flight. My birthday celebration
impacted on me for two days
afterwards and was in the
backdrop to my January 2018
relapse... does that make you
feel better?
My friends see the joyful, the
happiness and the fun on my
social media and believe I’m
living the dream. But behind
the scenes of that snazzy
outfit, press release or event
I’m recovering, collapsed on
my bed. I want my friends,
followers, family and peers to
remember what they see on
social media as the days I’m
feeling like the old Ev, the Ev
who embraced her curves,
dark hair, single-yetsassy status and,
of course, her nose
kissing incidents.
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