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MAY WE CAN CONTINUE TO FIND THE STRENGTH WITHIN
OURSELVES AND EACH OTHER TO CONTINUE THE FIGHT.






TABLE OF CONTENTS

Introduction

The Emotion of Dance

Lupus Relief Could Be Coming

Putting a Face to Lupus — The Elephant in the Room
Raging Against Lupus

Is It Really Friday?

Because Sometimes Thank You is not Enough

Initiate Auto-Destruct Sequence. Authorization:

Lupus, 4, 7, Alpha Tango

In Which I feel Triumphant and Defeated All at Once
In Which I'm Antsy and Excited

You Would Think I Would Learn or Something

The Bitter-Sweet Opportunity
In Which I Tell the Tale of Weird and Wonderful

Coincidence

The Week that Was

11
17
19
27
29
31

35
39
43
47
53

57
63



I Think I May Want to Scream Or... 67

Reflections of a Hectic Soul 71
Lupus *IS* My Superpower 77
Saturday Simplicity 81
Die in a Fire, Lupus! 85
The Lonely Among Us 91

Reflections from Within the Calm Before the Storm 95
About 101



Tales of a Lupus Butterfly

INTRODUCTION

It all started after I sent the following Tweet: “Wanna know what my
problem is? I'm afraid to stop. I'm afraid that if I stop, I'll never be
able to start again and it will be over.” And with that little bit of
introspection, I knew what my contribution to the Lupus Awareness
Virtual Art Gallery, for the Lupus Awareness Month 2010 update,
would be.

I, like many others people, if not all, who live with Lupus, have a list
of fears as long, if not longer, than symptoms. One of my biggest
fears is that if I give into the pain and fatigue caused by Lupus, if I
completely stop doing, I will never be able to start again. I need to
feel as if I am being productive in some way at all times. I do cut back
on my activities, but I never completely stop.

I do not know if I could ever adequately explain the aim and purpose
of this little book. By the time you are finished reading it, I hope that
you fully understand its purpose. But if I had to try and summarize it
in a sentence or two, I would say:

This book is so that nobody ever feels ashamed of their fear or
anger, ever again. | know that is an impossible hope. Maybe a
more realistic hope is, I hope this book lets you know that is
okay that you feel the way you are feeling. That you are not
alone in what you are feeling. That it really is perfectly okay
and natural. There is no shame in it despite your best efforts
to beat yourself up over it. That right at this very moment,
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odds are someone else is feeling the same things you are. I
hope that if you start to feel alone, isolated and that nobody

gets it, you can pick up this book, read it and really know you
are definitely not alone.

And with that, another book was born. This is my gift to you, created
from a number of my personal blogs, regarding my own struggles
with Lupus. I hope that you find it useful. I hope that it helps in
some way.

Julia “Jules” Sherred

October 2, 2010
Duncan, BC. Canada
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THE EMOTION OF DANCE

I am not an emotional being by nature. I am very thought driven and
it isn't until I have had time to really think about a situation, that I
attach some form of emotion to it, if any. I wrote about this before.
However, there are four things that, as a general rule, can illicit huge
emotional reactions from me. They are prose and poetry, movies,
music and dance.

All four of them are able to beautifully illustrate things that quite
often I find I am unable to express myself. Even though growing up I
was heavily into math, chemistry, physics, computers, etc., and they
turn me on to no end since they are so rational, it would be safe to
say the reason that I was also equally into dance, writing and acting
was because it gave me an outlet to express emotions I cannot express
in my day to day living. Out of the four, dance does this most
effectively.

Dance has always had a special place in my life. When I was younger,
if I was not herding by friends together to put on some play, we spent
our lunch hour choreographing some dance number. I would be able
to lose myself in the music and the motion. I was able to escape the
pain that was my childhood and enter new realms. Acting had and
continues to have the same affect on me but not to the same extreme
as dance. Even if there is no music to accompany the dance, you can
carry yourself off into an unheard rhythm. Your body becomes the
rthythm, it becomes the base line.

11
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You flow from one beat, one motion into the next. It is not unlike the
process of ice turning to water turning to vapor. You can transcend
states of being. It is like the process of pressure being built up along a
fault line, waiting for a release and then followed by the wonderful
release of an earthquake or the forceful eruption of magma from a
volcano turning in a beautiful red lava flow.

Dance can tell stories from the worst tragedy to a wonderful comedy.
It can lift you up and it can bring you down. As I sit here now trying
to express all the wonders that is dance, I do not think I could ever
adequately illustrate the power that it has for me. Dance saved my
life. So did acting when it came to escaping pain and trauma and
finding a constructive way to deal with the crap that happened to me
as a child instead of turning to other options such as drugs. However,
dance did so in more ways than one.

A dance teacher I had for quite a while had Lupus. Now she wasnt
only my dance teacher. Her husband was my grade 11 English
teacher. Her oldest son was one of my best friends in high school.
When I was going through some of my darkest moments in high
school, my English teacher would always write little notes on the back
of my papers or my poetry, letting me know that I was not alone in
what I was experiencing. He also went as far to share with me the
struggle he and his family had with his wife’s debilitating illness. It
wasn't until after high school that she became my dance teacher. She
taught dance for many years until the Lupus really took hold. And
then she spent most of 20 years in and out of hospital. She was told
that she would never walk away. Not only did she walk again but she
taught dance right up until a couple weeks before her death, right

12
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before she lost her final battle with Lupus. It was her love of dance
that propelled her to walk and dance again.

She was also instrumental in my diagnosis of Lupus. One year the
pain got so bad I missed close to a month of dance. When you dance
over 8 hours a week, missing a month is a lot. I came to her after the
month and told her that I had to drop out, I could no longer move. It
felt as if knives were being dug into every single joint in my body and
nothing was working for the pain. She asked if I had ever been
diagnosed with any muscular or skeletal disorders and I began to
name a list the length of my arm. She told me that I am a very gifted
dancer. She sees me shine when I dance and she sees the release it
gives me. She told me that she cannot do without me in her class. She
told me that I need to sit down with my doctor and say, “Look, since
I was 15, you and a whole whack of doctors have diagnosed me with
this and that and this and that, don’t you think it can all be one
thing?”

So that is what I did. My doctor said, “Hmmm, wow I can’t believe
we missed this, I am sending you to the Rheumatologist.” And that
started the road to a final diagnosis of Lupus. Dance saved my life.
Eventually, I was able to return to class and finish out the year.
Unfortunately, that is the same year that the complications of Lupus
took the life of my dance teacher. Thinking about this now brings
tears to my eyes. She inspired me in more ways than I could ever
express. She gave me the strength to get out of my wheelchair three
years ago after I suffered my stroke. She was an amazing woman, who
brought so much joy and love to this planet. I was very fortunate to
have her in my life.

13
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So given the above, it is no wonder that I love, LOVE, So You Think
You Can Dance. 1 cannot watch a single episode without crying.
Tonight was no exception. Normally I will cry once, maybe twice,
during an episode. Tonight I cried more times than I can count. The
recaps of a couple of the dancer’s journeys made me cry as I could
relate to the obstacles that they faced to be where they are now. Two
of the dance numbers made me cry. The first number, which was a
beautifully choreographed hip/hop number, was about a couple that
could not get to sleep because they had unresolved issues to work
through from the day. It spoke to me on a very personal level.

My relationship ended a month ago today. Maybe one of the
contributing factors was because we broke my number one rule a few
too many times about never going to bed angry. And that is what that
dance number was about. The other, was a Bollywood number to Jai
Ho. Jai Ho is one of my pick me up songs. If I am in a down mood, I
crank it up as loud as I can and do the silliest dance either in my chair
as | am working or all around the house. The dance was alive and
loving and upbeat and beautiful. There was one particular move
about 30 seconds into the song that just made me break down in
tears because of the sheer joy of the number.

I cannot type anymore. I have not even come close to expressing all
that dance is to me. And for now I am going to stop as the tears are
starting to flow again. Both tears of pain and tears of joy. So in
ending, here is a poem that I wrote the night before my dance
teacher's Celebration of Life. Her husband, my former English teacher,
read it during the ceremony. As we (her students and close friends)
were meeting in her dance studio before the service, someone saw the
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poem. It touched her so much that she took it from me and blew it
up so that it could be turned into a poster, giving everyone a chance
to not only hear it but read it. As well, (because my dance teacher had
such an impact on the local community) it was printed in the local
newspaper. This poem was my first published piece.

CATHERINE'S DANCE

The day she was born the dance took stage,

A courageous spirit that would never age.

It moved in all aspects of her life,

Her love and her compassion, her pain and her strife.

The dance was apparent when she did succeed,

But there was a time when it seemed to recede.

When she could not move and it always seemed night,

The dance still raged on, fighting to see the light.

It leaped and it turned trying to break free,

Emerge from the shadows for everyone to see.

15
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Out of the dark, the dance broke its chains

Like the sun breaking through the clouds and the rain.

Her dance continued to move until the very end

Surrounding all of her family and friends.

She lived a life, which inspired all she did meet:

A mother, a wife, a teacher; she did not miss a beat.

Although she is gone and she will be missed very much,

Her dance lives on in all that she did touch.

Story Originally Published: June 10, 2009
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LUPUS RELIEF COULD BE
COMING

After 50 years (yes you read that correctly) there could be a new drug
to treat Lupus. I swear, this is the best news I have heard in a very
long time! It could be the best news ever! For me, as of this moment,
it is the best news ever. The only way this news could get better is if
this new drug is approved and it actually helps with my Lupus. I so
wish I could be part of the second trials. Lupus is such a difficult
thing to live with.

For me, the most difficult aspect of the disease is that it is invisible. I
can live with the chronic infections. I can live with the chronic
inflammation of joints and tissue. I can live with the crap like having
a stroke and needing a hysterectomy due to the disease. I can live
with the chronic pain and the chronic fatigue. I can live with the
cognitive impairments. I can live with the hair loss. I can live with
never knowing one day to the next how I will feel or what system will
be attacked next. The hard part is that people look at me and do not
see a sick person, as outwardly I look healthy and I do a good job of
hiding the war that is raging on inside of my body on a daily basis.

Those with Lupus tend to be looked at suspiciously since most of the
time they do not look sick. They get treated as if they are
hypochondriacs by a lot of people, even those close to them, who just
cannot understand the difficulties of this disease. They get this
treatment even from their own families. I remember after my
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hysterectomy my family saying, “Hmmm, well maybe there is
something wrong with her.” And then after my stroke, a year later,
there was more, “Hhmmmmm, I guess she wasn’t faking after all.”
And even after that and a few other major health crises, most people
do not get it. There are maybe (and that is a big maybe) 3 people who
do since it has affected them and their families directly. Lupus has
also been the cause of a few failed relationships because they find it
difficult to deal with health crisis after health crisis and my lack of
ability to do a lot of things.

I am currently on a huge cocktail of medications that only work to a
point. They give me about 25% relief from symptoms. I currently
take 7 different medications. At one point it was 9, however I
developed an allergy to one of them and the other treatment was way
to painful to go through once a week. The pain of the treatment did
not outweigh the benefits of said treatment. So for there to be a new
treatment that may actually work for me and maybe, just maybe,
drop my medication count. That idea is beyond awesome! (With
Lupus there is no set treatment. Doctors have to play a medication
game since Lupus affects everyone differently.) I was starting to lose
hope when it came to Lupus research, since there has been nothing
new in so long. This is so welcomed news to me and many other
lupus sufferers.

Story Originally Published: July 20, 2009
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PUTTING A FACE TO LUPUS -
THE ELEPHANT IN THE ROOM

Hi, my name is Julia and I have lupus. Today has been a joyous day
for those of us who suffer this disease and to our friends and family,
who take the time to really understand it. Unfortunately, among all
the news surrounding the results of the latest drug trials for Benlysta,
all the focus has been on money and not the faces of Lupus. Lupus is
called the disease of a thousand faces for a reason. There is no cure
and it is unknown what causes Lupus. And despite television
programs like House constantly throwing out the word Lupus on
every episode like some meme, most people have no idea what Lupus
is.

I am going to try and put a face to Lupus. I am going to try my best
to be very blunt and write from the heart. I am not going to talk so
much about the physical effects of the disease. My focus will be about
the psychological and sociological effects of the disease. This scares
me for many reasons that you may understand as I try my best to tell
my story openly and honestly. I hate talking about this as I always get
met with pity and the "I'm sorry" replies when people become
uncomfortable and do not know how to respond. I am not sorry I
have this disease but I am always sorry for sharing that I have this
disease. Hopefully this time I will not be sorry. I am not going to get
into stats or give a bunch of links. It may help a reader understand
and at the same time, since no two Lupus sufferers are the same, it
may not.
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When I was first told I may have Lupus, my heart sank. Lupus =
death and I knew this better than most people, as I had just lost
someone close to me due to the complications of Lupus. The death
was awful because we had no warning. It is not uncommon for
someone with Lupus to be told many times, "This flare may be the
one that kills you. It is time for you and your family to prepare." So
you do what you have to do and you get better, only for the next
time. With the person I lost, we were told that many times over
decades and every time she got better. Then without warning, she was

dead.

Many of us who suffer from Lupus have to see doctors regularly. I
personally have 6 doctors who monitor my condition. When I am
not fed up with living for doctors appointments and am being a
"good" patient, I have to see some sort of doctor every two weeks and
have blood tests done a minimum of once a month. My friend went
in for her regular blood work. Her liver levels were off. Less than
three weeks later, she was dead. When I got the phone call, I thought
it was a cruel joke. What do you mean she was dead? She was just
teaching dance a couple of weeks ago. Why now and without
warning? Why not the many times in the past when we were told this
may be it? It was at that time that my own road to diagnosis had
begun. The last thing I needed was a reminder that I was about to be
handed a painful death sentence.

The elephant in the room was becoming bigger. You do your best to
ignore it. You do your best to live each moment in the now and not
worry about the what-ifs. Because let me tell you, there are thousands
of them. You find yourself every now and then looking at your
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children and fighting back tears. You have these moments often where
you think, "I have to take a snap shot of this and remember it always
always and make sure they remember it always always, as next week I
could get bad news." Then you beat yourself up for acknowledging
the elephant and forgetting to just live. But then you beat yourself up
again because you need to be realistic. You need to make sure that
those whom you love know it and you really need to make sure that
your children know it.

My heart breaks every time my youngest brings up my stroke. That
was a scary period for my children and I HATE that they have to go
through my illness. Two movies that make me bawl to no end are
Finding Neverland and Stepmom, as they deal with children losing
their mothers to disease. My heart breaks because my children will go
through that one day unless there is drastic change in the treatment of
Lupus. Today gave me hope and for the first time I was not afraid for
what my children will have to go through despite my best efforts to
ignore the truth and just enjoy them.

It is a very sad thing (and hopefully they find the why's to this soon)
that most women who are diagnosed with Lupus are in their child-
bearing years and get the diagnosis shortly after having children. I
love my children with all that I am. However, had I been diagnosed
with Lupus prior to having them, I would not have had children. And
admitting that out loud is hard for me since for as long as I can
remember, I knew I was going to be a mom. I always wanted to be a
mom first before anything else.
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It is hard not to live in fear when you have Lupus. There are so many
things that can go wrong. There is no rhyme or reason to any of it.
You go through your days and live until you hear news of some illness
spreading or some letter comes home from your child's school
reminding you the cold and flu season is here and what extra
precautions to take. You get this news and you have to stop living,
even if its for a split second while you think about how this impacts
you, your family and your daily life. You have to think about things
that most people never have to think about.

It is not uncommon that I have to be put in reverse quarantine
because if I get these illnesses, they can kill me as I have no immune
system. To make matters worse, I cannot be vaccinated to even be
able to give myself some form of immunity to some of them. There
was one period where I was not allowed to leave my house, not even
to go to the store, for 2 months because I had 5 infections in as many
weeks and the next one my doctor was afraid would be fatal. This
always makes traveling scary as well. The last time I traveled my
doctor actually said to me (and some may find this harsh but my
doctor and I are very blunt with each other), "You better be careful or
you will end up in a body bag."

All the what-ifs that go through your head. Is the vacation worth
getting an illness that could become fatal? An illness that for most
people would be nothing to recover from. Is the fatigue that is sure to
occur worth it? But you cannot live your life in a bubble. You take
these risks because you need to live. That does not stop the fear and
doubt that crops into your brain every time you start to plan
anything. And even so these thoughts may be short lived and they do
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not consume you (or at least you need to believe they are not
consuming you), they are still there. The elephant becomes bigger.

And then comes relationships and the dread of forming real bonds
with people. I feel a stupid sense of guilt when it comes to forming
both romantic and platonic relationships. I am not talking about
acquaintances here but real meaningful relationships. I do not want
more people than absolutely necessary to suffer through this with me.
It is unfair of me to ask that of them. And if they are truly close to
me, suffer they will even so they do it willingly because they care for
me and love me.

It is very difficult for me to really open up to people and let them
into this part of my life. Two reasons for this is because I do not want
them to suffer emotionally as they have to watch helplessly while I go
through a flare, and the other is because in the past the elephant in
the room got so big, the relationships ended when finally they could
no longer deal with it. I am always afraid this will happen despite the
fact I tell myself and others, otherwise. I pretend I do not care and
that I do not need anyone. When it is time to have "the talk" about
the elephant, panic sets in. This is the moment where you can no
longer ignore the elephant and you have to prepare the person who
tells you they want to take a journey with you in life, "Guess what? |
have this thing and well odds are that I will die before I am 60."

What a joyous conversation to have to have with someone who has
told you they want to take a life journey with you. I have had this
conversation more times than I want. Having it one time is more
times than you want. Some have said (and very naively. I thought in
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my mind at the time and now, still do), "Yes I am capable of walking
this road with you. I want to take a journey with you. Let us build a
future together even if its a shorter future because you are worth it.
Let us live in the now and not worry about the future." Then when
the battles with the elephant begin, they decide they do not in fact
have what it takes and leave. I cry. I pick myself up. I tell myself it is
okay because I knew this was a possibility. I move on.

I trick myself into thinking I do not need or want deep relationships
only for the next opportunity to present itself and the fear and panic
to once again set in. I want the elephant to die. It is so draining to
ignore it and so depressing to face it. Then when moments come up
where it starts to stomp its feet and make noise, you wish you had a
gun.

I have suffered with illness all of my life. I was diagnosed with my
first auto-immune disorder when I was 6 (psoriasis). I have spent a lot
of my life ill and spent many years misdiagnosed with a myriad of
things (some of them were almost fatal) until finally I got some much
needed answers when I was finally diagnosed with Lupus. That
diagnosis was a mixed blessing. On one hand, I had answers. On the
other, possible death. I do my best to ignore the elephant.

I do my best to live harmoniously with it and not let it depress me.
For the most part I am cheery and grateful for the wonderful life I do
have in spite of it. I do not take a single moment for granted and I
have experienced and done some pretty cool things with my life. I
have overcome so many obstacles that have been thrown in my path.
I hope to be an inspiration to even just one person who suffers from
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any disease or chronic illness. Growing up, I was fortunate enough to
have two great women in my life who dealt with chronic illness. They
taught me that no matter how bad it may be, for someone else it
could be worse and you do what you have to do to get through each
moment.

I look at it like a 12 stepper does, second by second if that is what it
takes you to get through the day. You do whatever it takes to help
people (even if its just a shoulder or by example). You do whatever it
takes to get better even if there is no getting better. You know what,
you can have a great life regardless. You are also allowed to have
moments of anger and rage. There are moments (even if they are
brief) that I rage against it. Periods where I stop seeing the doctors
because all they tell me is, “We are giving you the best treatment we
have at the moment and hopefully this will pass.” There is never any
hope when seeing the doctor. Periods where I stop taking my meds as
they only offer 25% relief and what is the point of living if I am tied
to drugs, doctors appointments and blood tests.

Periods where I want to tell everyone close to me to go away because
having me in their life will only bring them pain. Periods of
depression. But I am human and I am entitled to these periods (even
so I beat myself up over them and feel weak). Moments where I think
why me? Something would be terribly wrong if I did not have these
periods.

Today though is not a day to ignore the elephant. Today is a day of

hope. Today is a day to look the elephant in the face and say, "AHA
YOU SUCKER! After 50 long years we may finally have a gun. Not
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just a tranquilizer found accidentally while treating other illness but a
real gun! It is time for you to leave the room forever."

Looking back at my blog, I admit I am not as open and honest as I
wanted to be, as I had hoped to be. However, I do hope for once I am
not sorry for talking about the elephant. I hope that next time anyone
is confronted with the elephant that they are not afraid to
acknowledge it. I hope that next time someone tells you about this
elephant, you may understand even a small fraction how your
reactions to the elephant amplifies how extremely difficult it is for the
person sharing that they indeed have this elephant living with them.

I hope...

Originally Published: July 20, 2009
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RAGING AGAINST LUPUS

Dear Lupus,

Lupus, I hate you! And not because you are ravaging my body, but
because you are destroying my children! I am currently in tears
because my children are in constant fear that you are going to kill me
and I was just served with a quick reminder of this.

My children have still not recovered from the emotional trauma they
endured when I had my stroke three years ago. Thanks to you, my
non-existing immune system and being on immuno-suppressants, I
contracted the dreaded HIN1. A lot of people may think “it’s just the
flu” and no big deal, but for me it is. And for my children, it is even a
bigger deal. Thank bob, the doctors diagnosed me early enough and I
was put on Tamiflu. However, this does not put my children’s fears to
rest.

It breaks my heart to no end (after I tried very hard for my oldest to
not find out I have HIN1 but due to the lovely thing called the
internet, he found out while he was at his dad’s) when I receive the
following email from Kid1:

Kidl: um u have the swine flu

Me: yes I do

Kid1l: um will u live?...dont lie...
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Me: I should live hun. They have me on heavy duty meds to
treat it. Try not to worry too much. I love you

Kidl: no freekin duh im going to worry u have like no
immune system and ur my mother..i love u to

Me: Well I should be okay. They were able to get me the
medication in time. I just have to rest more than the normal
person and have to stay quarantined longer

I should not be having these conversations with my 14-year old! It
breaks my heart and I cannot stop crying because of it. Please just go
away! I cannot wait for the day when they come closer to approving
new medications to shoot you dead. You are ruining my children’s
lives. Did I tell you I hate you because of it?

With much loathing,

Jules

Originally Published: September, 12, 2009
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IS IT REALLY FRIDAY?

I have been really lax the past few weeks when it comes to updating
my blog. There are many reasons for this: I was away for 2 weeks in
August; I am sick; I have been working on my book which I am
happy to report is being completed much quicker than I thought it
would be. Turns out that I had more of it written that I had thought.

This week has been a very emotional week for me for many reasons.
It has been a roller-coaster between many moments of surrealism and
“Wow, I can’t believe this is my life” to moments of fear and panic as
my book gets closer and closer to being ready to go to the printers.

One of my followers on twitter asked me why I am so terrified of
publishing this book as I am on the radio, and tweet and blog
personal things. The answer is really simple. The radio is a fleeting
moment in time. Tweets and blogs can be erased. This book will be in
a permanent print form available for the whole world to see.

And to be honest, this scares me. One on one, I am an open book
and will share anything. This book is not one on one and once it goes
to the printers and becomes available, I will lose control over how
some very personal information about me is distributed. On one
hand, this excites me as I feel I have a very important message to
share. Then when I really think about it, I feel as if | am going to
vomit. There is a small part of me that feels I am about to do
something pretty awesome. This may be the most important thing I
do aside from being a mother. This part needs to be the loudest voice
in my head at the moment so that I do not chicken out yet again and

not publish.
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But it is now beyond the point of no return. The word is out there
and all that is left is for me to receive the cover and off it goes. Earlier
today, I received the sales copy for my book. When I read it, it
brought tears to my eyes. I am going to take time right now to once
again thank Chris Knight for all of his support as I went through this
process. Without him, I do not think I would have found the
personal courage to continue through this process. Besides providing
emotional support, he also proofread my manuscript and wrote the
following sale copy.

“Julia Sherred’s From the Mundane to the Insane is the touching tale of
one womans love of life and hope for the future despite
overwhelming challenges. Written as a love letter to her two children
in an intimate, conversational tone, Sherred explores the contours of
her fascinating life as a dancer, actor, daughter, mother, and Lupus
sufferer. It is a tender and humorous celebration of life and family, of
creativity and geeky obsessions, and is an inspiration and invitation
for each of us to grab life by the horns and truly enjoy every aspect of
our wonderful journey without destination.

One dollar of each sale is donated to the scientific search for the
treatment and cure for Lupus.”

Originally Published: September 18, 2009
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BECAUSE SOMETIMES THANK
YOU IS NOT ENOUGH

I have had a lot to deal with the past few weeks, both professionally
and personally. It has been a very emotional period for me to say the
least. My blog postings have been very reflective of that. Some people
understand why I sometimes get overly personal and some may not.
If if you are among the ones who may not, I think the best way I can
explain this is, people get scared. And those of us who live with Lupus
live with a lot of fear. I want to allow people to know that it is okay
and they are not alone, even at times when they feel they are alone, as
I often do. Most of my feelings of being alone are self-inflicted for
reasons | have explained before. I think the emotional battles one
goes through living with Lupus are much harder than the physical
ones. At least this has been my experience living with this disease.

And on top of those day to day battles (which get worse this time of
year) I may lose one of the major things (aside from my children) that
keep me battling and going. And that is my Geeky Pleasures website
and radio show. I have been so tempted the last few weeks to just
write the “Goodbye, it was a pleasure. Maybe we will see each other
again sometime in the future” post and have my site, blog, Twitter
and Facebook go silent now instead of at the end of the month when
it is time for the bills to get paid and there is no paying them.

Then one of my friends who are on the inside of all of this will kick
me in the ass and I decide to prolong it. I lose faith in myself and I
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begin to think none of it really matters to anyone. And even so one of
the primary motivations for me doing what it is that I do is so that I
can at least pretend the elephant is not in the room, and because I
love it with all I am, I want to leave a legacy that was left to me by my
grandma and dance teacher. As I have written before, they had
chronic illness as well. Lupus took my dance teacher a couple weeks
after my road to diagnosis had begun.

And if it wasn't for her, I probably would have never been diagnosed.
My grandma was on oxygen most of my life. Both of these women
did amazing things with their lives and did things to help others,
despite their challenges and obstacles. They are my heroes and I live
my life hoping that I can pass on their message to others and give
them hope, even if it is just one person. If I manage to do this, then
my life meant something. Living with Lupus meant something.

And then shit happens like it has been happening over the past few
weeks. Yes, there have been many amazing things going on as well,
which cause me to stop and say, “Wow, I cannot believe this is my
life!” But, sometimes the shit gets so heavy it is hard to see and
appreciate the good. I feel as if I have failed on what it is I hope to
accomplish. That I need to accomplish in order to keep some form of
sanity and dignity. Yes, my friends tell me they appreciate me and it is
so appreciated and cool but that is what friends do. They love and
support each other through the dark times so that they can celebrate
the good together.

And then something small happens that brings me to tears. I am
completely overwhelmed at the moment and cannot stop crying. I
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was checking my stats for my Geeky Pleasures website and I found a
post that linked to my site, which stated how much I have inspired
them. Just when I am about to give up on humanity, somebody will
do something small that brings me to tears and everything is fresh
again. My purpose has been served and if everything ends at the end
of the month, at least I know all of this was not in vain.

I want to say thank you, but sometimes thank you is not enough.

Originally Published: November 14, 2009
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INITIATE AUTO-DESTRUCT
SEQUENCE. AUTHORIZATION:
LUPUS, 4, 7 ALPHA TANGO

There are things that no matter how many times I experience them,
they still fascinate and amaze me. My body breaking down when I am
getting sick in rapid fashion is one of those.

I have been living with Lupus for over a decade now. I am constantly
sore and fatigued because, aside from my primary disorders of Lupus
and Antiphospholipid Syndrome, I have many secondary disorders,
Chronic Fatigue Syndrome and Fibromyalgia being two of them. On
a good day, my pain levels are about a 4. On a normal day they hang
between a 6-8. This is despite being on 8 different medications to
treat my various faces of Lupus. A bad day is when I finally have to
visit my doctor or emergency for prescription pain killers because I
can no longer cope with the day to day pain. My doctors have been
wanting to put me on Prednisone and daily prescription pain killers
and antibiotics for years now. But that is the last line of defense and I
am not willing to roll over, give in and stop fighting.

It is very hard to explain all of this to people. Especially when I share
this very painful part of my life. And instead of just listening, I am
greeted with pity. My days are difficult. Simple tasks such as walking
to the bathroom take me a long time, as I need to talk myself into
taking the steps necessary to walk. Every step is like knives are being
dug into my joints. But I get up and do it. I move through my days
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moment to moment if that is what it takes to make it through the
pain. And that is on a not so bad day.

There are many other inconveniences that I live with thanks to
Lupus. Normally I do not think about them as they are always there
and I just do what it takes. And then events like tonight happen and I
become fascinated with just how Lupus works and I wish I had some
way of examining my cells as this process takes place. It would be very
interesting to be able to sit in and hear the conversations between the
different systems and cells in my body, as the battles that rage inside
my body advance from little and quiet skirmishes to full out brutal
and bloody war.

I have spend most of the last 6 weeks sick (and by sick I mean it
becomes more difficult to do the moment to moment and I am at a
point where I have to make a complaint about it). It started off with a
really bad chest infection right at Christmas that started off feeling
like a simple cold to becoming close to the point of hospitalization
overnight. I was put on antibiotics and was as fine as you can be with
Lupus for about a week. Then shortly after my birthday, I got another
cold. This one hung in there for a very long time. I kept tweeting that
I needed to get better by Feb 3 because I was going to GottaCon and
I knew that it would completely breakdown my defensive system.
One small phaser blast and my shields would be down.

I did not get better, however I learned from my experience at PAX,
when I ended up contracting HIN1, what extra precautions to take
on top of the already extra precautions I took. (Yes going to
GottaCon may not have been the best choice, but I need to actually
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live life once in awhile and there are acceptable risks you take
especially when you are at war. Sometimes you need to sacrifice a few
troops in order to win the larger battle.) I made sure to spend as
much time as possible off of my feet. I made sure to drink more
fluids. I made sure to always have something in my hands whenever
possible so that I had an excuse to not shake hands. I was there on a
public appearance as a special guest and didnt want to appear rude
when introducing myself and wanted to avoid having to go into some
explanation as to why I wouldn’t shake their hand. I washed my
hands even more frequently than I normally would. And even so I
didn’t get as much sleep as I should, I did get a lot more than I did at
PAX.

I left GottaCon feeling tired and exhausted. However, unlike PAX, it
wasn't an unusual level of tired and exhausted, it was within my range
of what I would consider normal for me. Then tonight it happened.
Within less than an hour, my cold progressed from a mild cough now
and then and a somewhat irritated throat to being barely able to
swallow and feeling as if my throat is being ripped up my neck and
out my nose every time I sneeze. My glands went from normal to the
size of walnuts in what felt like a nanosecond, my sinuses are
pounding and my head is all fuzzy. It is as if the auto-destruct
sequence was initiated and somebody forgot to abort it.

As awful as this may sound I cannot help but to be enthralled by the
whole process. All I can think right now is that I wish I had Dr.
Crusher’s sickbay so that I can place myself under the scanners and
just watch the chaos that is currently going on inside of my body.
Would it not be awesome if we had even a fraction of this
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technology? Technology that does not require giving blood or more
invasive procedures. Technology that can help us scan and map in real
time, to listen in on the communication process between all the
different factions currently at war. Imagine all that we could learn
about disease, especially a disease that fights as covertly and in such a
guerrilla manner as Lupus. Imagine the possibilities. I just can't help
but to think of the mechanics and the wonder of it all.

Fascinating.

Originally Published: February 12,2010
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IN WHICH I FEEL TRIUMPHANT
AND DEFEATED ALL AT ONCE

So the lovely Denise Hudson wrote a very wonderful song for my
World Lupus Day project. Lyrically, it spoke to me. It very nicely tells
of some of the struggles I personally go through with my Lupus.
Musically, I thought I could sing it. I thought maybe I can do this.
And then I attempted it and failed miserably.

Her original version would musically go one way and my brain
wanted to go another. At first, I thought my inability to sing it was
due to a number of factors I do not think I can explain, so I wont. I'll
just say it didn’t quite work for me even so it was a very good piece.
So I asked her to send me the guitar only and I would attempt it that
way. I listen to her vocals 3 or 4 times, I then played the guitar only
once and then attempted to sing. I failed. The song in that version
did not breathe in a way that was natural for me and brain was still
wanting to go directions, musically, that the first version was not
going. If I had more time to learn the piece, then maybe. But we are
on a deadline here.

I listened to the guitar only a couple more times in an attempt to *get
it*, when I realized that I couldnt get it, in its current format. So
presumptuously, I thought of how it would work for me. I found a
melody in my head. I hummed it a couple of times to see where it
would go. Then without thinking, I horribly recorded what I heard. I
felt so defeated. I use to be able to sing. Melody wise, I think the song
works. However, vocally it really is shit.
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I do not write music. Music really isnt my thing even so I know
music. It just isn’t something I do. Apparently, I have now co-written
my first piece of music (even so there was no actually writing
involved. I heard a melody and recorded what I heard in my head
with one take and one attempt). Given this, I do feel a bit of a
personal triumph. I did something that I never thought in a million
years, | would do. I made music. But I could not sing it. Not even
close despite what others may think.

Maybe it is because they have never heard me sing. Maybe it is
because I know what I am capable of. What I produced was a million
miles away of where I use to be vocally. I was so frustrated with this
yet another reminder of how I once use to be brilliant and now I am
dim. I cried. It is very frustrating for me when I am served with harsh
reminders that I am no longer capable of the things I was once very
capable of. Not even close to the same ballpark of capable. I thought
briefly that, with some practice, I may be able to do it. Nothing but
failure ensued. Mind you, I only attempted it a couple more times.
However, this is one of those things that I immediately know if T will
or will not get it. There was no way I was going to get it. So I said,
“Im not going to do it.” Then I stopped thinking about it. I walked

away.

I had put it completely out of my head. So far out of my head, that I
forgot the melody that I had created. That part isnt really all that
surprising as I had only attempted to sing it a handful of times and
only listened to it a couple more handful of times. Then last night,
out of the blue, it was back in my head. The melody kept repeating
itself over and over. I could not get it out of my head. However, it was
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slightly different. It was in a different key. It was one step lower than
what I had originally attempted it at. One step lower of the miserable
failure. I took this as a sign that even so I had quit, my brain was not
going to let me quit so easily. I am supposedly a fighter after all and
do not give up.

So without thinking and without attempting to sing it once through
first, I recorded what I heard in my head. I didn’t put any more effort
into it than the first time I did it. I sang it sitting down, with my
knees up to my chest and with no air behind it whatsoever. I just spat
it out. And you know what? It wasnt terrible. It was still shit. It was
still a million miles away from what I am capable of. A million miles
away of where I once was vocally. However, given the fact I have a
cold, my Lupus Auto-Destruct Sequence is activated, and I made no
real attempt to sing it, it isn’t that bad. I think I may just be able to
do this after all. P'm not feeling so defeated anymore. I feel as if I
could be brilliant once again.

Given I only have 5ish days to do this thing (if I do it) it will never be
up to my standard. It will never be up to what I know I am capable
of. And this isnt overly self-critical Jules talking. I am realistic and I
know what I am capable of and what I am not. Now even so it will
not be up to what I use to be able to do (when you don’t sing for 3ish
years and are very out of practice, it takes a long time to get the old
vocal cords back into shape), I think I can get it to a level where I
think it is passable.
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We will see I suppose. I am still at the maybe stage of doing this. I am
going to attempt it anyway. And if I can’t, then I can’t and Denise will
sing it for me. And if I can, I can. At least I am attempting it. It may
be a foolish attempt. We will just have to wait and see, won’t we?

Originally Published: May 2, 2010
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IN WHICH I'M ANTSY AND
EXCITED

What a freaking crazy week! I dont even know where to begin. And
the crazy isn't over yet. I have a feeling I will not have enough hours
in the day to get everything done that needs to get done this
weekend. Submission deadline for my World Lupus Day project is
tomorrow and despite over 100 people saying they will do something,
I have yet to receive much.

Then add to this that I am currently experiencing one of the worst
flares I have experienced in a while, a cold and stomach bug, a happy
Jules is not a well Jules in any sense of the word. To say I was ill
would be quite the understatement. I wish I had a dark corner that I
could crawl into and sleep for eons if that is what it took to feel
slightly more human. The way I'm feeling at the moment, it feels that
it would take forever and a day to feel better again.

And then there is the song. But OMG YAY, I managed to get my
vocals recorded and in 3 takes. And let me tell you, that was quite the
trial. I can’t count how many tears were shed out of frustration. To
begin with, I havent sung in at least 3 years. Nothing more than
humming around the house and maybe quietly singing a line or two.
Nobody has heard me sing in quite a long time. Then add a cold,
which leads to a sore/ hoarse/ laryngitis throat/ voice... it is not a nice
mix or sound at all. As well, I was afraid that I would have to sing
sections of it at a time, over and over again, and then piece it together
to create a final track. But nope. I managed to sing it straight through
and in a pretty consistent fashion, without it sounding atrocious.
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There really isn’t too much that needs to be done with the vocals
besides EQ and cleaning up the noise and a few other small things.
Or at least, that is what I think. Also, my pain levels are at a 8.5-10. I
had to sit to sing as, at the moment, I am not capable of standing for
more than 30 seconds without the pain becoming intolerable.

I have a whole new appreciation for those who participate in Song
Fu. I kinda co-wrote this song and I still had quite the difficult time
learning it. I received the very first draft of the song last Friday, made
changes over the weekend, received the changes, tried working with
the new music and couldnt wrap my brain around it it, asked for
more changes, learned the changes really would not work after trying
to work with them, went back to the second incarnation and really
listened to it to hear where exactly it wasn’t working for me, made
some changes, moved around and edited some of the music, and sent
the changes back to Denise and then attempted to bang out the
vocals in one day.

Okay now that I actually listed this process and I realized that I've
only had the basic demo music for not even 2 full days, I think 'm
even more impressed with what DI've accomplished, especially
considering I don’t write music/songs, haven’t used my vocal chords
besides talking in years and am extremely ill.

Now, it still isn’t perfect. Far from it. It isnt any where near close to
the caliber I was once capable of. However, considering I only worked
with the music in its current form for maybe 5 hours total, sang the
song maybe 10 times, am ill, it is passable. I do not hate the results.
That is something. Especially considering I am a huge perfectionist
and my own worst critic. And after listening to the finished demo
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with my vocals for the past hour, I still don't hate it. I still think it is
passable. I am actually smiling when I listen to it. I don’t want to go
as far as saying I like it but I am satisfied, considering. And despite
me cringing every time I hear my mistakes (they are extremely loud to
me), I still feel it is passable. If you knew me, you would understand
that is actually a pretty major thing for me say.

And now the above is in the wonderful hands of Denise for her to
clean up a huge amount of noise on my tracks and add some other
touches, including her own vocals. Oh yes, aside from the above
obstacles, my sound card has been acting up as well. If there wasn’t a
lot of white noise (I don’t understand why all of a sudden), there were
a couple quick demo recordings for the first couple incarnations,
where the sound was quite distorted. Hopefully the white noise can
be removed adequately without distorting the sound.

I’'m antsy and excited to hear the finished product. I will either have it
late tonight or tomorrow at some point. I am also antsy and excited
to see and hear what else comes in for this project. And hopefully I
make it through this weekend intact and Monday’s launch will be a
success. 'm also worried that everyone who said they'd do something
wont come through. I get that way when people cut it close to
deadlines. I always finish well ahead of deadlines and I have a hard
time dealing with people who wait til last minute. It causes me
anxiety. However, if every one does not come through, at least I will
have some material. And hopefully, next year it will be bigger and
more successful, as it won’t be such a last minute idea.

Phew. Must. Remember. To. Breathe!
Originally Published: May 7, 2010
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YOU WOULD THINK I WOULD
LEARN OR SOMETHING

Maybe the “or something” is the only thing remotely relevant to what
is on my mind at this moment. This something has been plaguing me
all week. It is frustrating and irritating like nails down a chalkboard
while a gnat buzzes your ear.

“I use to be brilliant” has been something my brain has been saying
for a few weeks now. I'm sure if you searched my last few blog posts
and listened to my Lupus podcast, you'd read and hear me say this. I
have come to realize in the last week, after the successful completion
of my World Lupus Day project, I'm still brilliant. Just in other ways.
I may not be able to hike for hours upon hours anymore. I may not
be going for long runs anymore. I may not be dancing over 8 hours a
week anymore. I may not be shining on stage anymore. I may not be
spending hours crafting and painting anymore. I may not be able to
recall the huge amounts of information stored within my database of
a brain with the same ease as I once could. I may not be able to
vocalize my thoughts as effectively and succinctly as I once did. But I
can still create and be productive.

My latest project is proof of this. Hindsight can be a royal bitch at
times. I just had the thought that I wish I had taken screenshots of
the virtual art gallery before I transformed her from a caterpillar to a
butterfly. When I told people that it would be going through a slight
redesign, they didn’t understand what was wrong with it. They
thought it nice to look at and functional. But I had a vision. I had a
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strong idea of how I wanted this transformation to happen. The
caterpillar phase used the colours from my book. The butterfly phase
uses the colours from the World Lupus Day logo, but with a stronger
background to make all the elements pop. The layout is basically the
same. But with a redesign of the colours and adding some elements,
the transformation was quite noticeable. Beautiful and gorgeous are
some of the words people used to describe the new site.

I don’t know where I'm going with my thoughts at the moment. I do
think what I did is quite impressive. Even if you do not take into
account that I have been having to spend roughly 12 hours of my day
sleeping the past couple of weeks, I did something few would be able
to accomplish. Well at least not in the time frame that I had set for
myself. Before the site underwent its transformation, it had 3 pages
and 10 posts. In less than 24 hours there was an almost complete
template redesign, now has 13 pages and 36 posts, 6 videos (4 of
which I had to edit, including 1 that I created), a dedicated YouTube
channel, 12 photo galleries comprising of 73 different photos, 4 songs
and a whole bunch of links. I accomplished all of this in less than 24
hours. I even had a couple of hours to spare before my self-imposed
deadline. And when I was done, I was beyond exhausted. I still am. I
thought I would look forward to a week of rest and nothing added to
do. I was wrong.

I have been so bored this week. I am use to having a million projects
on the go at once. My brain needs to be kept busy and engaged. I like
deadlines. I like having more to-do lists than should be legal. I need
to have these things. If I dont, my brain because listless and it
wanders. I have been beyond exhausted. My current flare is kicking
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my ass in more ways that I can articulate. Despite it, I still have drive
and ambition. My passion is still ignited and my need to be
productive has not been stamped out. I can still accomplish huge
things despite it. My body may not physically be able to do much
these days but my brain (even when really fuzzy as it currently is) can
still accomplish great things.

This frustrates me in a way. I think what frustrates me is there are so
many jobs I can do. There are so many things that can be
accomplished over the net. But for whatever reason, it seems potential
employers are hesitant of either creating new telecommuting jobs or
transforming jobs, once thought of office jobs, to telecommuting
jobs. And there are so many tools that make this transformation so
simple and these jobs effective. This past week has reminded me that
I can still get a lot of things done and in very little time. And while a
lot of people close to me are probably thinking I should be resting
and recuperating instead of trying to find myself another big project,
afraid that I am going to collapse and my flare get worse (which could
very well happen and yes I do need rest), I know what I need.

I NEED to feel productive. I need to feel as if I am accomplishing
something ESPECIALLY when I am feeling dim, instead of brilliant.
I need to have something that reminds me, sure I am not as brilliant
in some areas of my life as I once was, but I have found new ways to
be brilliant. I have found new ways to shine. I found ways to turn
things that are a huge disadvantage into an advantage. I have not
given up.
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Yes, I still need to find balance. Or better yet, I need to learn balance.
I tend to overdo it as a result of a variety of things. But honestly, the
resulting beyond exhaustion is so worth it. Because I feel good about
myself. I do not feel like something that should be thrown out with
the trash or shot like a lame thoroughbred because I cannot race like I
once could. I think for once I want to be noticed. I try to fly under
the radar for some weird reason. I have asked people I have
interviewed to not make a big deal out of it, so that I could remain
unnoticed. I don’t do things so much to get noticed by others but for
my own sense of self-accomplishment.

But I think this may be changing. The more I accomplish, the more I
see the finished results of the crazy ideas that I keep having , the more
I think “Holy shit! That is pretty awesome! Even if you do not take
into account my disability, that is pretty awesome!”, then I look at the
world and feel a little slighted. I know that there is so much I can do
from the comfort of my home, despite my crazy but necessary
sleep/rest cycle, yet I cannot find opportunities to use my very unique
and what I consider awesome skill sets. I feel defeated when
opportunities are not presented to me. I know you have to work to
find things. And even though I don’t get huge recognition, I still get

my fair share.

Receiving close to 200,000 page views in less than a year on Geeky
Pleasures, without any real promotion is an indication of this. And
when I think that Fark only received 50,000 in their first year and in
a time when they had no competition like I do now, I feel
accomplished. People keep telling me how much they love what I put
out there and there is a part of me that cannot help but to think “then
why isn’t it paying off in some real way?”
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I really do not know where I am going with this, either with my
current thoughts that I am spewing out as I think them or with
anything that I am currently working on or want to work on. Maybe
that is part of the problem. As I've said, I'm bored. Even so I am still
producing things on a daily basis, I am feeling unproductive. I need
something that I am not getting at the moment. I need something
that will really engage my brain. I need something where I feel
creative. Maybe something will present itself, maybe it won’t. Maybe
I'll find an opportunity, maybe I won't. I do know that something
needs to happen soon before I start once again feeling dim instead of
the brilliant that I am.

Originally Published: May 15, 2010
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