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A Word from the Editor
We are happy to have you with us this issue
I’d like to welcome you all to the first issue of Butterflies of
Hope magazine. This magazine is an extension of Lupus In
Color, with articles written by some of the greatest lupus
warriors we’ve come to know in our travels spreading lupus
awareness and encouragement. All of the articles written
have been purposely picked to provide lupus warriors with
education, inspiration, encouragement and empowerment.
The purpose of Butterflies of Hope is to continue the mission
of Lupus In Color to Educate, Inspire, Encourage and
Empower lupus warriors, caregivers and supporters around
the world. We will work to provide helpful articles that will
allow you to feel the spirit of lupus warriors across the globe.
We are so excited to begin this journey with each of you to
tell your story, share a good word, provide education and
spread lupus awareness.
We hope you enjoy this issue and spread the word about our
vision.
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Blood drives save thousands of lives annually. We are proud to
coordinate the Butterflies of Hope Blood Drive with the help of
Virginia Blood Services.
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SPIRIT OF THE
BUTTERFLY
REMOVING LUPUS THROUGH
SMALL HEALINGS
BY TAMEKA THREATTS
DEUTERONOMY 31:6 NIV
“BE STRONG AND COURAGEOUS. DO NOT BE AFRAID OR
TERRIFIED BECAUSE OF THEM, FOR THE LORD YOUR GOD
GOES WITH YOU; HE WILL NEVER LEAVE YOU NOR
FORSAKE YOU.”

You just left a doctor's appointment and the news wasn't
favorable. Perhaps you were just diagnosed with lupus or
any of the autoimmune illnesses. Or maybe, you have had
an illness for quite some time and don’t know what to do. My
brothers and my sisters, whatever the circumstances may be
I am reminding you of this scripture as many of us are faced
with removing lupus through small healings. You see, when
dealing with lupus or any other chronic illness we have to
learn how to have real joy through our present sufferings.
Joy comes when we acknowledge those mini defeats when
battling a terrible illness, such as lupus. You have chosen to
read this at the appointed time where you can be reassured
that you are not alone as you remove lupus through small
healings. Moses spoke these words to the Israelites before
crossing the river Jordan. Whether you are a lupus warrior or
a chronic pain sufferer, or in the midst of a storm as it relates
to your illness there are biblical promises that will uplift us as
we continue the journeys of our fight.

I have chosen this scripture focus for us today out of
the book of Deuteronomy, chapter 31 and verse 6, this
scripture, was written to invite you to believe that
whatever hardships that you may be facing you must
be strong and full of courage. In this scripture, we are
called to be courageous and courageous living means
trusting that still small voice inside of each of us. We
can now understand better how God goes with us and
before us helping us to understand God’s
omnipresence which means He is present everywhere,
this should encourage us in times of distress. The
words that God spoke many years ago are still
pertinent and valid today. On this day we can take
heart, be courageous and not fear because He will
never fail or forsake us.
For those of you that may be in a storm right now, does
it feel like you can’t make it through? Remember that
God loves you; he is your strength. You don't have to
rely on your own strength in these times. Take the
strength of God. May the God of all comfort strengthen
you as you remove lupus through small healings.
Minister Tameka Threatts, 18 year Lupus Warrior
Mt. Vernon Baptist Church (Richmond City)
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STRONGER THAN LUPUS
WHAT'S THE GOOD WORD?
BY RACQUEL H. DOZIER | FOUNDER LUPUS IN COLOR
Someone said you should grow stronger from the pain
and not let it destroy you. Lupus warriors live by this
motto daily. Lupus warriors are strong people, they
can go through the day without shedding a tear, and
help make other people's day better. They do this
even though their lives can feel like a living HELL!
As a lupus warrior daily you take a stand to be
stronger than lupus. You realize that you are not the
pain lupus puts on you! You take action to never let
the pain define you. You know you are stronger than
any pain and that's why you continue to rise daily and
fight!
As you battle day to day continue to believe you can
be well while living with lupus. Just because you have

a life altering issue doesn't mean you allow it to
remove the reality of living well in spite of that issue.
To be well and walk in your strength beyond lupus,
begin to think you can be well. Remember, being well
is not just a strong desire of the removal of lupus, it's
living beyond the constant constraints it can present.
Your darkest moments only last as long as you allow
them to. Your pity party is over, it's time to move on
and stay strong!
Take a deep breath and believe that YOU ARE
STRONGER THAN LUPUS!
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YOU ARE NOT A REFLECTION OF
THE LUPUS THAT IS A PART OF
YOU. YOU ARE THE TESTAMENT
OF THE STRENGTH INSIDE OF YOU!
RACQUEL H. DOZIER
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Lupus Warrior Strong

There is something great in braving the unknown.
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HEALTHY HABITS TO DECREASE FLARES
Information compiled and adapted from lupus.org
There are everyday ways to stay healthy with
lupus. Nothing sets a warrior back like a lupus
flare, but luckily there are simple things you can do
to help you stay healthy. Follow these six tips for
your best health:
1. Eat right: While there is no special diet for
people with lupus, it’s important to eat healthy,
well-balanced meals. This means plenty of
vegetables, fruits, and whole grains, as well as
moderate portions of lean protein. Remember to
watch the sodium content and choose fresh foods
over processed snacks.
2. Get your sleep: When you’re feeling fatigued,
nothing renews your energy like a good night’s rest.
Lupus warriors may need more sleep than the
average person to feel refreshed, so be sure you
give yourself plenty of quality sleep time.
3. Hit the gym: When you’re tired and experiencing
joint pain, exercise may not be at the top of your
list. But doing regular exercise at a level you
feel comfortable with can help control weight gain
you may experience from your medications and
improve muscle stiffness.
4. Remember sun protection: Many lupus warriors
are sensitive to the sun and too many rays can set
off a flare. You can protect yourself by

applying sunscreen 15-20 minutes before you head
outdoors and reapplying often.
5. Take your medicine: It sounds simple, but
remembering to take your medication as directed
by your physician is essential to your health even if
you feel like you don’t need it. Keeping a
medication journal can help you keep track of what
you’re taking and how your doctor tells you to take
it.
6. Meditate to reduce stress: To effectively combat
stress, we need to activate the body's natural
relaxation response. You can do this by practicing
relaxation techniques such as deep breathing,
meditation, rhythmic exercise, and yoga.

It's important to eat healthy and exercise as you
battle lupus. As you feed your body you must also
feed your soul what it needs. You can live life to
the fullest regardless of how you may feel. Your
mindset will make you or break you. Understand
you don't always have to push through the pain,
but don't let lupus take over. Follow these steps
and you will be on your way to healthy habits to
decrease flares.
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INSPIRING LUPUS WARRIORS TO FIGHT FOR THEIR LIVES ONE BUTTERFLY AT A
TIME!

Butterfly Flight

Brittney Parker
In 2014, I was diagnosed with Discoid Lupus which
brought lesions to my face & caused them peel &
bleed. Shortly after that, I was diagnosed with Lupus
SLE which affects the entire organ system. This
disease causes my body to inflame and swell, joints to
ache and lowers the strength of my immune system
and hair loss because the invaders are attacking my
healthy cells and tissues.
August 15th, My family and I drove up to Las Vegas
for an event I was attending. My goal was to get
training in Life Insurance and learn a new craft with
some friends of mine so that I could provide for my
son. The first night, I knew I needed rest and food so I
did just that. The next day I was supposed to get
ready for the first event. I was to meet with my team at
Ceasar’s Palace around 12 PM. My body couldn’t
stand long enough to think about what I was going to
wear. I messaged my trainers assistant and let her
know I wasn’t feeling well.
By 17th, I wasn’t feeling well and couldn’t think of
anything else but to check myself into the hospital. So
I called my step-mom and asked her what hospital I
should go to. She works for University Medical Center
in Las Vegas.
Because I have Lupus, the hospital found suitable that
they admit me and get more test. Once I had a room
and was able to gain an understanding of what was
going on, they had let me know I had pneumonia and
it was being treated immediately.

I was happy and was looking forward to going home.
But that wasn’t the case….
A few hours later, I began throwing up uncontrollably
and having hot flashes. The first thing I threw off was
my wig. It was hot, I felt sick and I couldn’t bare
anything weighing me down. My body started to drift
as if I wasn’t living in it so I had to lay down
immediately.
After that moment, blacked out…
I ended up in the Intensive Care Unit because my
heart had a leaky valve which is normal for Lupus
survivors. Shortly after, I went into cardiac arrest
twice; the first lasted for 7 minutes and the second
lasted for 10 minutes.
During that time, my mother received a phone call
from the nurses that the plan was to not resuscitate
me a second time.

“SHE’S NOT GOING TO
MAKE IT THE NEXT TIME
THIS HAPPENS…”
CONTINUED NEXT PAGE
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Brittney Parker
My mom wouldn’t believe those words. At this
moment, she had nothing but her faith to pull her
through.
After hours of pacing the floor and prayer and no hope
from the doctors; They gave me three blood pressure
medications so the blood would flow straight to my
heart, causing me to look like a blowfish on steroids
and caused my feet to turn black and blue causing
them fluid and swelling.

The second time I woke up, I had tubes through my
nose and throat with little to no understanding of what
was happening. It took my mother and father to tell
me that I went into cardiac arrest twice which felt like
a dream. I remember faintly different friends and
family coming to visit me. Some sitting at my bedside
and some asking questions but overall I felt like I was
in a dream outside of my body; fighting for my life and
family. I was fighting something on the other side,
something I couldn’t explain for a long time.
If You Don’t Believe… I hope you do now…

I am a firm believer that no one saved me but God.
The doctors gave up, the nurses didn’t know what to
do but my family prayed from city to city and even in
other states and countries; I know God heard the
petition and allowed me a second chance. This flare
caused my kidneys and liver to fail and I was put on
Dialysis. I started treatment along with chemotherapy
in the hospital at UMC after a month. I was finally able
to come home where I continued three days a week
for at least two months. My time in Dialysis was a true
test. I never complained because I knew God was
doing something miraculous. Thankfully, my kidney’s
were not in bad shape. I was immediately taken off
dialysis after the doctors saw improvement. The
experience has given me compassion for those young
and old who have to endure these treatments. It’s not
something you want to spend the rest of your life
doing especially if you’re young but if God is in
control, it doesn’t have to be that way. A few people
have asked me about getting a kidney transplant and I
quickly let them know, I am not going to be on this
long. This is temporary. Surely, my God made it
temporary and a testimony.

CONTINUED NEXT PAGE
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Brittney Parker
I am pushing forward to walk — literally. My feet are
still affected by the dry gangrene but I’m blessed to
have my life. I had about thirty pounds of fluid weight
on my legs and couldn’t lift them until the fluid was
taken off. My family had to help me to my room, in my
bed, to the bathroom. My beautiful mother gave me
sponge baths for those two months and rubbed my
legs with coconut oil every night to get more of the
circulation to my heart and took me to dialysis every
Monday, Wednesday and Friday. All while fighting her
own fight. She is fighting stage 4 lung cancer. She
beat it the first time and now it has come back with an
even bigger fight. We are fighting together,
encouraging one another and always praying
together.

I believe that God called this very moment to be a
testimony to those who are looking for hope. I am a
“living and dying twice, doctors gave up hope but
GOD” testimony. I am here to share my story with
those who need to hear it. I am a survivor and this is
only a tip of the iceberg. I hope you will enjoy this
journey with me and share with your friends, family,
co-workers and whoever else needs hope.

I don’t know where I would be without my mother and
family’s support.
My son’s grandmother, who is like my second mom
cooked for me and ran errands for me when I needed
things.
She was also the wound care specialist for my feet.
As a single mother, my son experienced the entire
episode and he is only nine. I believe God used his
voice to whisper life back to me. I know that moment
made him stronger because I see it in him every day. I
am so blessed to be his mother.

ABOUT BRITTNEY
Brittney Parker was also known as Miss Parker is a
Native of Southern California. Brittney began her
career as a model and host for Seventeen Magazine’s
runway and promotional shows which opened the
door to partnering opportunities with brands such as
Macy’s, American Eagle and Aeropostale. She also
began creating content on YouTube for MissParkerTV
and other YouTube content creators.
Contact Brittney at
@TheBrittneyParker http://www.thebrittneyparker.com
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Alicia b.k.a AfroYoga
Meet Alicia, Lupus survivor. California born in the
summer of 1990 to a military family, she has an afinity
for warm places and spaces. Her afro hairstyle has
become her brand: its naturally awesomeness led to
her business name (AfroYoga) and her Instagram
account (@afroyoga).
Her lupus diagnosis came after many months of daily
inflammation and unanswerable questions. She was
19 years old, an undergrad at Rice University and
inspired by her imagined future.
"Diagnosis was my first step toward healing", says the
international yoga teacher and motivational speaker.
She began researching and exploring everything she
could find on Lupus and rhumatism/ auto-immune.
Then she found yoga: little did she know that it would
change her life for the better. She practiced yoga as
much as her lifestyle would allow, and when that
wasn't enough, she changed her lifestyle. Alicia now
celebrates the connection to self that she has
nourished through daily yoga and meditation.
This inspirational yoga teacher is facilitating personal
transformation through her craft. Imagine yourself in a
yoga session where self care is explained and
encouraged.

This is a type of class that beginner to advanced
practitioners can expect to connect to themselves on
a deeper level than typically available in everyday life.
She has taught over 1000 yoga sessions and is based
in Houston, Tx. Her love for others inspires her
volunteer instruction with the MHA's Texas Military
Veterans Peer Network at the Discovery Green Park
in Houston every week.
Follow Alicia E-RYT200 on Instagram @afroyoga to
be informed of her yoga classes, workshops, retreats
and know first about new projects (like an upcoming
book or online yoga videos). Reserve your time to
work with her through her Instagram.
The next step to healing is yoga. Join AfroYoga in
making the world a peaceful and loving place starting
with you.
PAGE 12
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Amanda Moore

BEFORE AND AFTER

I was excited for my birthday this year. I wanted to
leave all of the horrible things that happened when I
was 27 behind me and treat 28 like a fresh start. I
thought it would be a relief, but I was very, very
wrong. On September 2, 2017, I died. Kind of. There
was no relief, only pain. I thought back to that exact
day one year ago and cringed. On my 27th birthday, I
was drunk, wearing a crown and making sure anyone
within two blocks knew that it was my day. At the
same time last year, I was driving my boyfriend crazy
at a Minnesota Vikings’ preseason game but I didn’t
care. I was happy and it was my birthday. On my 27th
birthday, I was healthy. My whole world hadn’t been
turned upside down yet and I didn’t see it coming. I
was blissfully ignorant to the storm heading my way.
28 was supposed to be a new beginning and I guess
in some way it still was, but not how I expected.
Six months to the day after my 27th birthday, I was
diagnosed with Systemic Lupus Erythematosus — an
autoimmune disease where my body basically eats
itself. The details don’t really matter. You can google
more about it if you want to. Bottom line is I’m being
burnt alive. It’s slow and it’s forever — and eventually it
will win. SLE will determine the length of my forever.
And SLE is kind of a prick. I’m dying much much more
aggressively than you are. SO THERE.
From here on out, I will always be sick on my birthday.
I will feel obligated to be grateful that I was able to
make another trip around the sun, like I’m tricking
father time or something lame.

I will never again be that pain in the ass birthday girl,
running around US Bank Stadium in Minneapolis,
acting like I was the only person ever to be born on
September 2nd. Nope. 28 brought death. Healthy
Amanda officially died that day. No one can prepare
you for the heartbreak that comes when you mourn
your own death. Nothing can prepare you for how it
feels to die while you’re still alive. I had to mourn
healthy Amanda, treat the whole fucked up situation
like I would a death in the family. I was forced to
mourn the girl I was before I got sick, the girl I had
been for 27 years. It sucked.
Everyone has defining moments that they reference
back to and usually those important moments are
positive ones — oh we used to do that before we got
married or before we had kids or I moved there after I
graduated college and shit like that. Before and after
reference points. It’s not like that for sick people.
There is a huge black mark on the timeline of my life
— before I got sick and after I got sick. There’s nothing
else.
Before I got sick, I was naive, and as a result, I was
happy. I figured at some point I would get married and
start a family. I never really thought about how or
when I would die.
CONTINUED NEXT PAGE
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Amanda Moore
I accepted the chaos that was Mandy Moore and I
knew I had people who loved me unconditionally. I
was a loud mouth and I always stood up for what I
believed in. I was annoyingly passionate. Before I got
sick, I cried over boys who didn’t give a shit about me.
I worked out too much and never ate enough. I
complained about rude passengers (oh yea — I’m a
flight attendant), early pick up times and being forced
to wear heels (it’s totally sexist). Before I got sick, I
ignored warning signs, fell in love with the wrong
people and broke my own heart (a lot). But I was
healthy. I could go in the sun. I could walk up and
down stairs as many times as I pleased. I could watch
my friends move on with their lives — get married,
have kids — without turning green with envy. Trust me
— I was never the girl dying to get married at 22 and
start spitting out kids, but that doesn’t mean I didn’t
want to settle down eventually. I had to mourn “before
Amanda” and I also had to mourn “future Amanda”
and any plans I made.

Before I got sick, I had everything.
How lucky was I to experience all I
did before I got sick? I never had
to hide in the hallway closet from
my mom in order to prevent her
from seeing me have yet another
panic attack.

Watching my parents go through this is hard. It’s the
worst part of all it. I’ve concluded that seeing your first
born so helpless and debilitated has to hurt worse
than any disease. I’m the sick one but I wouldn’t want
to go through what they have gone through. I don’t
like to freak out in front of my family. I don’t want to
hurt them anymore than I already have. If I can protect
them from some of the ugliness that comes with being
sick, I will at all costs. I don’t want to be my family’s
“before and after.” I never want to be a burden to
them. I never want to be the black mark on their
timeline — I don’t want them to ever have to have a
reference point because of me. I’m just going to say it
— I don’t want my mom to ever have her reference
point be “before we lost Amanda,” but I know it has
crossed everyone’s mind.
So there’s a before and an after.
I am grateful that I have a before. Some people are
born sick, I realize that. I had 27 healthy years before
my “after” phase started. That being said though, I
don’t always have to be grateful it’s not worse. Yes — it
could be worse but it also could be much, much
better.

CONTINUED NEXT PAGE
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Amanda Moore
Just because it’s not the plague doesn’t mean I’m not
allowed to be angry or vocal about my pain. I don’t
have to be brave all friggen day just because worse
things exist. So stop saying that to me. I don’t want
your sympathy and I don’t need your validation. I’m
not the type of girl who gives a shit about what you
think (about me or in general). Sorry. BUT for the love
of Justin Timberlake — please, please think before you
open your dumb mouth in front of someone sick.
People say stupid things to sick people. They think
are coming off as encouraging or helpful but it is
almost always the opposite. And most sick people are
not assholes like me and they will stand there and
take in all the nonsense people who know nothing
about anything spew at them. So for their sake — stop
yourself before you begin telling a sick person that
your cousin’s gynecologist’s stepdaughter had Lupus
and that she drank green tea six times a day and did
handstands on Mondays to cure it. No no no. Just
shut up. We are already sick. Don’t make it worse,
dude. I’m not going to waste a minute of my life
listening to someone with absolutely zero knowledge
of autoimmune diseases give me their take on how I
should cope with my situation. I already have less
minutes on this Earth than I planned on having, so
don’t make me waste them smiling and nodding while
you prove how insensitive and self-absorbed you are.
Unless your cousin’s gynecologist’s stepdaughter
wants to talk to me directly for support or advice, I
don’t want to know about her. That’s just freaking
morbid. “Hey!! I know someone with the same
incurable systemic disease as you!! YAY!!” Stop
yourself. Good god, Lemon.

So there’s a before and (hopefully) an after.
I’m too young to have spent so much time thinking
about my own mortality. Maybe morbidity is a better
word — I’m not sure and I’m not googling the correct
answer because that is just depressing. I’m too young
to feel this old. I’m too young to be this sick.
Before and after.
After I got sick, I broke. I went to a very dark place. I
was suffering physically but it was nothing compared
to the mental torment I was experiencing. I fought it. I
held on to “before Amanda” for dear life. I had nothing.
I lost everything. I was so sad. I ripped and clawed at
my own skin. I screamed. I wanted to die — really die.
And at some point I guess I did. “Before Amanda” did
die but I wouldn’t let her go for months. I carried her
ghost around with me for a long time. I was haunting
myself. I hated myself. No pain that I have felt or will
ever feel due to my disease will ever compare to that.
The darkness I was in should have actually killed me.
After I got sick, I gave up. There were long, long
nights spent sitting on my bedroom floor, holding my
knees to my chest, rocking back and forth, begging for
it to end. But it didn’t end. I crawled through hell to get
where I am today. It took a long time and it took a lot
out of me. I’m very different now. Maybe for the better
— who knows. All I know is I pulled myself out of the
hole I was in and I lived to tell about it.
CONTINUED NEXT PAGE
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Amanda Moore
After I got sick, after failing over and over again, I
finally understood. I understood who I was, what was
important to me and that I had the power to choose
how the rest of my life would play out. I can’t control
the physical damage that Lupus is doing to my skin,
organs, joints and muscles, but I can control what I
think about it and how I handle it. After I got sick, I
understood. Right now, I understand that I have a
voice that can help. My name Amanda Ruth Moore, I
am 28 years old and I have Systemic Lupus
Erythematosus and Fibromyalgia. I understand that
the rest of my life will not be easy and I will be in a lot
of pain. I understand that this disease is systemic and
progressive and that it will continue to get worse until
it kills me. I didn’t do anything to deserve it. It’s not
fair, but fuck — life isn’t fair. I’m a stubborn, outspoken
pain in the ass and I’m going to fight for myself and for
others going through this. I’m going to be there for
people who are struggling with their “before and after.”
I’m going to do everything I can to bring awareness to
this very misunderstood disease and never stop
fighting to find a cure. I’m going to be uncomfortably
honest about my pain because I’m not doing anyone
any favors by sugarcoating it. If I love you — you’re
going to know it. I don’t give a flying fuck if you love
me back or if you can’t stand the sight of me. I’m not
going to have what ifs or leave words unsaid. You
may have regrets, but I sure as shit won’t.

I’m going to offer up the help I never asked for when I
was crawling through the darkness. My remaining
years are going to be spent making a difference. I am
going to be unapologetically me until that’s not an
option anymore. So cheers to me annoying you
assholes for as long as humanly possible.
ABOUT AMANDA MOORE
Mandy Moore is 28 years old and was diagnosed with
SLE last April and Fibromyalgia a few months
later. She is a flight attendant based in Minneapolis
but currently on long term disability. She's hoping to
get back in the air this summer! :)
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JUST ANOTHER
LUPIE DAY
19

BY CAROLINE MULLHOLAND-BOLLINGER
Just another day
I don’t feel right
No one understands
My personal fight
Some days I struggle
Just to speak
Other days I wonder
Why am I so weak?
Getting out of bed
Is quite a treat
Knowing my legs are working
As I am on my feet
My fingers and toes
Go tingly and numb
Dropping things is normal
As if I’m all thumbs
Headaches and blurred vision
Seem to come and go
Just another struggle
That I do not show
Achy elbows and joints
Swollen knees and toes
Just a few of the symptoms
Of how my day goes
Chest pains to stomach cramps
Is a normal day
Lung to kidney flare-ups
Another price I have to pay
Mornings come early
After a sleepless night
My brain is in a fog
With no relief in sight
I know we all have struggles
So who am I to complain?
Without my personal fight
I would have nothing to gain
The pain and illness from “LUPUS”
Has gone on far too long
I thank you lord
For making me strong
© 2016
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BUTTERFLY,
FLY FREE
DEDICATED TO ALL THE LUPUS
WARRIORS WHO EARNED
THEIR ETERNAL BUTTERFLY
WINGS
BY VALERIE CALLAHAN
You were born for greatness
Butterfly, fly free
Your birth, born in love
Butterfly, fly free
You crawled through your
caterpillar stage
Butterfly, fly free
Family and friends hurting with
you Butterfly, fly free
Suffering in life, with hope all the
way Butterfly, fly free
From the hardships of your life
Butterfly, fly free
Now you see all, reborn to the
universe Butterfly, fly free
Finally Peace without pain
Butterfly, fly free!
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Care Package for Lupus Warriors
Packages consists of:
blanket, socks, lotion, coloring book, pens, colored pencils,
candle, granola and protein bars, water bottle, tea & tea cup, magazines.
Type of items vary from photo shown.
Great gift for a warrior who has had a rough time, is hospitalized,
receives infusions or just to let them know you are thinking of them.
Price $55 +$8 SH

https://squareup.com/store/lupus-in-color/item/butterflies-of-hope-care-package
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INSPIRING LUPUS WARRIORS TO FIGHT FOR THEIR LIVES ONE BUTTERFLY AT A TIME!

Butterfly Flight

Yasmin Small
STILL I RISE
As I looked at the 2 lines that appeared on the
pregnancy stick, a mixture of feelings flowed through
my mind. I was overjoyed at the fact that I became
pregnant so soon after getting married, I literally had a
honeymoon baby, but I was also worried about
the long road ahead for me as a Lupus sufferer.
‘Lupus can cause miscarriages, Lupus is classified as
a high risk pregnancy’. These two statements were at
the forefront of my mind as I anxiously searched the
internet to research about Lupus and pregnancy. My
anxiousness continued to rise after my first antenatal
appointment which consisted of my midwife,
obstetrician and the doctor in charge of managing my
Lupus. During these back to back appointments
which were all in the space of 1 day, I was constantly
reminded about all of the things that could possibly go
wrong all because of Lupus. Preeclampsia, baby born
with low birth rate, hypertension also known as high
blood pressure, and of course a risk of Lupus flare
ups, were the main concerns that formed the
foundation for my intense antenatal care plan.
My care plan consisted of fortnightly visits to see the
doctor, obstetrician or midwife followed by blood tests
and other regular observations to check that baby
was developing healthily. These appointments were
extremely precious to me and became my one
personal forum.

I literally asked every question that came to mind
whether it seemed like common sense or over the top.
This was my body, my baby and our lives that were on
the line, so I was prepared to do all that it took to
ensure that this pregnancy was a success. As my
knowledge increased, I started to become more
relaxed about my pregnancy as I was fully coherent
about everything that could happen and all that the
doctors were able to do if these things were
totranspire. As cliché as it sounds ‘Knowledge is
Power’ and this was one of the things that gave me
strength and courage during my pregnancy, especially
during the most difficult times when I had to make life
and death decisions. My faith in God became my
foundation to tackling every obstacle that presented
itself to me.
During the first trimester, I literally sailed through with
no complications. I had no morning sickness and the
Lupus was well controlled. So many people expressed
how lucky I was to have no sickness, but for me it was
a well-deserved holiday from the joint pains, hair loss
and skin rashes that I had been suffering from since I
was 13 years old. But the highlight for me was being
able to see my baby for the first time at my 10 week
scan. “Wow that’s our baby” was the first thing I said
to my husband as we saw and heard the heart beat
on the monitor. From that point onwards, there was a
switch in my mind set and I was determined to meet
my baby, despite the numerous obstacles that on
paper were set against me as a Lupus sufferer.
CONTINUED NEXT PAGE
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Butterfly Flight

Yasmin Small
STILL I RISE
As I was about to enter my second trimester, things
started to make a turn for the worse as my blood
pressure and the protein in my urine started to rise
above the normal limit. All of a sudden, the key
statements moved from ‘high risk pregnancy’ to
‘Preeclampsia’. But the statement that stood out and
made every hair on my body stand up with horror was
“we may have to discuss whether to continue with this
pregnancy.” Words cannot describe the emotions that
traveled through my body when the obstetrician
uttered these words. “There is nothing to discuss, I am
having this baby.” I was not prepared to give up!
Despite only being 17 weeks pregnant and still able to
have an abortion, this was not an option for me. I was
determined to keep going and let nature take its
course. So I was given some blood pressure tablets
for a few days and my urine was retested. Once these
both reduced, I was upgraded to a more demanding
care plan that involved me attending the hospital
every week. As I continued my second trimester,
everything began to be under control once again. I
was given additional scans to check on the babies’
development especially the babies’ heart. This was
due to the type of antibodies that I have alongside the
Lupus, which could result in the baby being born with
an extreme low heart rate or other heart
complications.

As I entered into my third and final trimester, Lupus decided
to make its appearance. I was admitted into hospital at 32
weeks pregnant with signs of preeclampsia. Despite feeling
completely well, my blood pressure was over 140/90 and the
protein in my urine rocketed sky high. I was told that I would
not be able to leave the hospital until I was due to give birth
and that I would have to be induced at 37 weeks. I ended up
being induced at 36 weeks and 3 days and after almost 2
days trying to get my labor to kick start, I was rushed for an
emergency cesarean section where I gave birth to a baby
girl.
Despite all the statistics that were written against my name
as a Lupus sufferer, I raised up as a Lupus warrior and had
my first child. This was my first pregnancy which made it
even more miraculous. Despite the complications that
presented itself, I am a mother to a beautiful baby girl who
was born at 36 weeks and 5 days with no health
complications. I didn’t alter my diet or change my
medication, I just changed my mind set and believed that
despite my diagnosis, all things are possible.
ABOUT YASMINE
Yasmin lives in London, UK, with her husband and 10 month old daughter.
She was diagnosed with Systemic Lupus Erythematous (SLE) at age 13
with the famous butterfly wolf rash along with severe joint pains which
affected her mobility. Now at 31 years old, she has a Master’s Degree in
Creative Writing and is in the process of writing her first novel about a
Lupus sufferer. she believes that we are all fearfully and wonderfully made
by God, so despite our pain, skin rashes and hair loss, we are still beautiful
and the world is still our oyster. Lupus does not control her,so don’t let it
control you.
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@indianrosee

FEATURED STORY

Jokiva Bellard
INDIANROSEE

I OVERCAME AND I'M STILL BUILDING!
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STILL BUILDING
BY JOKIVA BELLARD
My story is not normal to me. It became
a part of me. It taught me how to love
myself even more. Even when others do
not see what I see within myself. You ask
what I mean by that? I love to tell you.
But first……. Hello my name is Jokiva
Bellard formally known as, Indianrosee”
and I am a lupus advocate. I am from
New Orleans, LA but I moved to Dallas,
TX for school and to help my brother-inlaw who has CP (Cerebral Palsy). I am
currently twenty-three years old, I will
be twenty four in August. I was
diagnosed with SLE at the age of
seventeen.

As a individual person I was full of life.
Dreams of the military , having my own
place, going to school, and working two
jobs. I didn’t take having lupus seriously
around that age. I would rarely take my
meds. Until , I got sick while at work. My

I slept at the
table in pain...

job called my husband to come and get
me. When he came get me from work , I
could not leave until thirty minutes later.

I slept at the table in pain and feeling so weak that I couldn’t move.
I didn’t know what it all was. I thought that maybe I was just tired
and I needed to rest. But I was super wrong!

It got worse quickly. The next morning I woke up and I had my sweat
imprint in my bed and I was having the worst stomach pains. But still
I thought maybe it’s a stomach virus, it will pass. When I could eat,
my food would run straight through me. I thought steaming hot
water was still to cold to bathe in. My touch sensory was completely
off. I couldn't even stand to feel a touch of someones fingers. I
ended up going to the ER and they misdiagnosed me with a UTI at
least 3 Times. Then one day I decided to go to a different hospital.
That morning, I woke my husband and told him I can not see or
breathe. He gently picked me up and brought me to the car because
I was unable to walk. He was driving to the hospital asking me
questions just to make sure that I was still aware. I was because the
pain was keeping me awake.

We made it to Oschner ER and the doctors stated, “ shes been here
off and on for about two weeks and we don’t understand whats
going on with her."

CONTINUED NEXT PAGE
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So they called the admitting doctor from upstairs

My feet started to swell and my back started to

and he didn’t know what was going on either.

hurt. I thought I was eating too much and gaining

But, he was eager to find out.

weight. I WASN’T! I was so swollen that I gained
at least 50 to 60 pounds in retention fluid. The

It took about two months to find out it was my

symptoms caused blood clots on my lungs and

kidneys. I came home to find myself with a

eroded through my skin. My rash started to

seventy thousand dollar medical bill because I

appear all over my body and I became allergic to

had no insurance. It also sucks that the state of

the sunlight. Alopecia kicked in and guess what?

Louisiana really does not believe that lupus is a

It was another kidney failure .

seriously deprived sickness. That was in 2013.
Every time I went to the ER I had morphine or
I went into remission until 2016, in this year I was

dilaudid. These are serious strong pain relieving

doing a little better. I was on my way home from

medications. I ended up being diagnosed with

going out to eat with my best friend and got into

Stage 5 kidney failure and was told that I would

a car accident. This accident was so emotional

have to take chemo. My chemo was rutuxinmab. I

for me because this is how I entered my second

ended being on 20 medications and cellcept.

kidney failure.

While still being treated with chemo.

I was highly stressed because I was in school, I

Overnight I kept going to the bathroom and I

didn't know how I was going to get to school or

woke up skinny as ever. I weighed 130 pounds. My

work. So all this stress while working from 12 pm-

husband woke up surprised. The only think I could

9 am or 12 pm-noon.

eat that stayed down was chicken noodle soup.

CONTINUED NEXT PAGE
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I have grown, matured
and developed into a
phenomenal woman.

My body was deprived of vitamins. My skin
flared badly and society made me feel no love.
They would stare in disgust because they are so
misguided. My husband would tell me I'm
beautiful and I started to understand him.

This disease does not block my beauty. So I
started to post on social media. This started
helping others because I posted when I was
sick and when I wasn’t. I shared my journey
through Instagram. I have met some awesome
people. Jhonni Blaze and Kehlani. I received
much support from others through comments. It
gave me the motivation to keep going and help
others and become a lupus advocate.

Now I help others get through what they are
going through. I have grown, matured and
developed into a phenomenal woman.

I have

done interviews for Rolling Stone, Yahoo, Bet,
Barcoft Media and more.

People ask me what is my healing process?
Getting rest , eating healthy , no stress, and
cannabis.

CBD oil works wonders and cannabis

helped me. My kidneys are only 20% damaged
and 80% fine.

I am back in school and my husband and I are
trying for a baby. I am hoping in a year I will be
with a little one. The chemo should be out my
system.

My life is awesome. God has blessed me and I
am appreciated.

I overcame and I'm still building!
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HANDSTAND REEBOK
AMBASSADOR RAISES
AWARENESS FOR
LUPUS
AWARENESS AND ENCOURAGEMENT
BY BRIANNA ROSE

In recent celebrity news, we have found via
Instagram that Selena Gomez underwent a kidney
transplant over the summer and that her beautiful
friend Francia Raisa was the donor. Gomez
opened up in 2015 about her Lupus diagnosis
which resulted in her needing this kidney
transplant to better her overall health. In her photo
that received over 9.5 million likes, Selena stated
in her caption that “Lupus continues to be very
misunderstood but progress is being made.” So
what is Lupus?
There is a long list of Lupus symptoms but the
most common are:
* Extreme fatigue and fever
* Headaches and fever
* Joint pain, stiffness and swelling
* Butterfly-shaped facial rash and skin rashes
* Fingers and toes turning white and/or blue
when cold
* Pain in the chest with deep breathing
* Muscle pain
* Fever
Symptoms can cause a serve decrease of
motivation. Don’t let living with Lupus stop you
from living a healthy life! As with anything, you
want to keep it balanced. This can be
accomplished by consciously working and
strengthening your mind, body and soul.

Mind
Open your mind to new interests and fueling
passions by reading books, taking online classes,
or watching documentaries. Keep your mind busy
as you become a master of your own craft. Think
positive and create daily mantras for yourself such
as “I am strong. I am powerful. I am beautiful”. Take
time to meditate. Meditation will improve memory,
attention, mood, creativity, sleep and immune
system function. It will reduce any stress and
anxiety that you are dealing with. Meditation is also
important because it will give you a deeper
understanding of your inner self and your life’s
purpose.
Body
Although you may be experiencing fatigue and
other symptoms of Lupus, it is important to stay
active as much as possible. Developing a good
habit of working out can help improve strength and
flexibility, reduce stress and fatigue, prevent some
side effects brought on by medications and improve
mental health. Engage in exercises such as yoga,
pilates, low-impact aerobics, walking, swimming
and bike riding. It is important to listen to your body
and consult your doctor before you begin your
workout program. It is also important to maintain a
nutritious yet delicious diet. Eating healthy can
reduce inflammation and other symptoms, maintain
strong bones and muscles, combats the side effects
of medications, achieve or maintain healthy weight
and reduce the risk of heart disease.
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Soul
True healing begins with loving yourself. Take time to
focus on you. Do what makes you happy whether it be
painting, dancing, singing, writing, or baking. Keep a
grateful journal and set out time to write what you are
thankful for. This will allow you to see all the positives
and beauty you are given in life. Communicate and
spend time with family and friends for they will be your
biggest support system and motivators. Get outdoors
and enjoy nature whether it be a day at the beach, a
picnic in the park or hiking the mountains. Keep your
energy high, laughs loud and live free-spiritedly. You
may be living with lupus, but do not let that define who
you are. There is nothing less beautiful about you.
Listen to your intuition, let your heart and soul guide
you to healing and happiness.
My good friend Jasmine Dominique is the Founder and
Executive Director of Royal Love which is a 501(c)3
non-profit dedicated to supporting young-adult women
of color living with Lupus. Royal Love started a “Love
the Beauty I Am” campaign to promote Lupus
awareness and encourage self-love as motivation to
achieve a healthy lifestyle. I have been honored to be
apart of the wellness aspects of her foundation.

Article reprinted with permission
from https://blog.handstandapp.com/lupus-awarenessbrianna-rose/?c=BriannaRose
Brianna Rose
Certified Personal Trainer
San Diego State Alumna
Foods and Nutrition
Email: BeMebyBree@gmail.com
Instagram: @Bri_FitnFoodie
Facebook.com/BriFitnFoodie
Youtube.com/BeMebyBree
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MR. RELENTLESS
BRANDON JOHNSON

@BFIT_JOHNSON

5 weeks out from his last completed competition,
Brandon was hospitalized for several months after
being diagnosed with lupus, hypertension, and bilateral kidney. Now, Brandon states, "I may not be
as Big and strong as I once was... but mentally I’m
the strongest I’ve ever been in my life. Bring it! I’ve
been Big and strong once and I will get back there
again. NO KIDNEYS NO PROBLEM!!!"

Brandon was at the top of his game before Lupus
tried to break him down. His relentless pursuit to
be healthy and happy is what keeps him going
daily. His motto of BFit or Die Trying keeps him
motivated to be RELENTLESS to live day after day

"People will hate you, rate you,
shake you, even may break you.
But how strong you stand is what
makes you. I have stumbled, I
have fallen, I have even crawled a
few times, but I have always
managed to pull myself back up.
Even when it seemed impossible.
Sometimes bruised yet never

beyond lupus' grips. He has been the epitome of
what struggle and overcoming is fully about.

broken. And you know what? I AM
STILL STANDING! "

Brandon Johnson
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ELEVATE YOURSELF
Lupus In Color:

What do you feel about the challenges that lupus can bring in your life?

Brandon: Unexpected challenges will forever be a part of my life now and I accept it. I knew this wouldn’t be easy, I
knew it would be difficult to deal with at times, and I know there will be times moving forward that it will indeed be
worse. Regardless I won’t quit. I used to think that being strong physically was everything. Reality kicked in and I
realized being strong isn’t about how much you can put up or put out, it’s about how much you can withstand. This
wall ain’t coming down anytime soon! Be Strong, Be determined, BE fuckin' RELENTLESS. NO QUIT! NO COMPLAINTS!
Just STRENGTH

Lupus In Color:

What has been happening with you recently that you believe will be able to encourage others?

Brandon: These days haven’t been the easiest. So many thoughts run through my mind at times that I get literally no
sleep. My emotions tend to be all over the place as I wonder what’s next? How much worse can it get? When is this
going to end? It’s so draining to my body both physically and mentally. The stress is unreal. Some days I feel the
weight of the world on my shoulders and I don’t know whether to be mad, sad, to cry, or to be happy, so I end up
doing a bit of them all and I’m not ashamed to say it. I don’t know why this happened to me and I never will. What I do
know is that I’m not a quitter. I know I posses strength and determination like no other and I’m the most

RELENTLESS

muthafucker I know. I have to keep going, I have to keep working, I have to keep fighting. I have a legacy to build and
beautiful children to raise. One day I’ll look back, and this will make one hell of a story to tell. Simply said... I ain’t
going out like no punk. Let nothing stand in your way.
smiling, Still Grinding, STILL

NOTHING. “My body may be broken, but my spirit is NOT.” Still

MR. RELENTLESS! I am my brand, and my brand is me.
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Butterfly Flight

Amber Caroselli
Amber Caroselli was a typical high school junior; she
hung out with friends, had a part–time job at Sonic
and was continuously focused on her G.P.A. because
she had her eyes on several scholarships for college.
Every now and then her hands and feet would swell. It
was originally contributed to dance class and
modeling class. Then it began to happen more
frequently. Amber was taken to her local hospital to
test for Lupus because her symptoms pointed to it but
the results came back negative.
One night in June of 2016, Amber complained of
stomach pains and was speaking incoherently. Upon
making sense and feeling better, she went to sleep.
The next morning, Amber was found unresponsive in
her bedroom. Doctors could not understand what was
wrong. While being treated, she suffered several
seizures and strokes. She was no longer breathing on
her own, her kidneys completely failed, and she flatlined. Amber’s mother called her Pastor and he
prayed over Amber. She responded.
Still unclear as to why Amber was unresponsive, she
was moved Phoenix Children’s Hospital. Two days
and many tests later, she was diagnosed with having
Lupus. It had attacked her brain, lungs, kidneys, heart,
3 blood clots which one now threatened her left leg.
Blood was not flowing to her left foot. The doctors
spoke of amputation but her mother said no. Her
daughter would dance again. Doctors asked her
mother to prepare for the worst.

After much prayer, Amber
awoke but could not remember
what happened to her or where
she was. She did not recognize
her mother. Doctors said she
would never be the same as her
brain was damaged from the
many strokes and seizures.
Doctors said she would never
walk or run again. Amber
proved them all wrong.

CONTINUED NEXT PAGE
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Butterfly Flight

Amber Caroselli

In two weeks, her kidneys had improved 80%. In three
weeks, the breathing tubes were removed. There were no
more signs of seizures or strokes. Amber recognized her
mother, her brother, her sister and doctors. She could read
and recognize images. Surgeons no longer wanted to
amputate her entire left leg but just half of her foot as the
toes remained the only part affected by the blood clot.
As time went on, Amber became stronger. She continued to
improve. Even with losing her hair to chemo treatments, her
spirit remained positive. She wouldn’t let Lupus defeat her.
She was determined to beat it!
After two and half months, Amber was discharged from the
hospital. While getting her life back together was hard, she
had a phenomenal support network of family to help her. Due
to her involvement in the Rhoer Club of Sigma Gamma Rho
Sorority, Inc., members prayed and sent words of
encouragement.
Amber went back to high school in a wheelchair, then a
walker, a cane and then she walked! She modeled in a
fashion show and received a standing ovation. She is an
inspiration not just to her peers but to all!

Amber’s motto: “God's got me.”
Amber is currently a thriving Freshman at Grand Canyon
University and is the Lupus In Color Youth Ambassador.
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Butterfly Flight

Denise Pullen
I was diagnosed with (SLE) Lupus in 1996. That was my
biggest night mare. I was in the middle of my federal
government career and had to come out on disability. My
Doctor then, Mark Gourley was affiliated with the
Washington Hospital Center and NIH. Dr. Lynn Ludmer
actually was the Doctor who diagnosed me. Dr. Gourley got
my permission to enter NIH and that's where my journey
started.
I was running scared. I had experienced Lupus in my
Central Nervous System having headaches that I couldn't
explain. I was given a spinal tap and a MRI. Protein had
traveled to my brain. They loaded me up with prednisone.
Lupus attacked my kidneys. I was diagnosed with Lupus
Nephritis - Membranous Nephropathy. I became depressed
but was treated. I stayed at NIH for about 2 months.
Being released was a joy but I felt so indifferent. Lupus is a
disease that I don't think anyone should have to fight each
and every day. I was placed on Cellcept for my kidneys,
Prednisone and Depakote and Clonazepam for depression
and anxiety.My Central Nervous System problem was
treated.
To this day I suffer with anxiety, proteinuria, which is kidney
related and when I produce too much protein I feel like
crap.
I suffer with severe insomnia, brain fog at times and there
are days I am so freaking tired. I am coming along but I
pray each day for a cure. I have been retired since June,
1999. This disease has changed my whole life.

I maneuver but its hard. Lupus headaches come and go. I
have high blood pressure, thyroid nodules, borderline sugar
diabetes and I feel as though if it's not the meds it comes
with Lupus. I also suffer with and have been diagnosed with
Fibromyalgia.
The protein in my urine flares up which can lead to taking
more cellcepts. Its like a rollercoaster. The generic cellcept
doesn't work for me unfortunately. I have experienced
Raynauds syndrome as well. I can't tolerate Plaquenil. But I
might try to do so again soon. I have eye problems so I
have to be checked out thoroughly.
Having Lupus is a disease I can't afford to have. Being a
retired Federal Government employee not able to get social
security until I am 65 puts a hurting on me. Sometimes, I do
have aches and pains but so far I can manage. I try to stay
positive and will be looking for a dance class soon. I use to
go to Zumba classes and loved it.
Stress is a major factor in my life. I lost my mom in
September, 2017 which took a part of my heart. I am still in
grief.
I don't know where my Lupus came from. It's scary because
every time something doesn't feel right I think Lupus is
attacking another organ.
I almost died in April, 2007 because I abruptly stop taking
my medicines. I will never do that again. My body shut
down but GOD wasn't ready for me yet.
Actually for 20 years plus I have been through hell.
I am hoping for a cure and for all of those who suffer from
this dreadful disease. I don't hear people call it the Wolf
anymore but it is. I am a #lupuswarrior
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HOW LUPUS AFFECTS YOUR BODY

In Lupus your body’s immune system to attack healthy tissues and organs instead of only attacking
foreign substances that could harm your body. The disease can cause widespread damage to areas
of the body, including the joints, skin, heart, blood vessels, brain, kidneys, bones, and lungs
Heart and Lungs
Lupus causes inflammation of the heart or the sac
that surrounds it. This can cause sharp pain in the
chest. Lupus also may inflame the outside lining of
your lungs. Pain often gets worse with deep breaths.
This is called pleurisy. Sometimes, the lungs can
develop scarring from the inflammation and cause
shortness of breath.
Skin
You may become sensitive to the ultraviolet (UV) rays
in sunlight, which can cause many skin changes. A
common skin problem you might develop is a
butterfly-shaped rash on your nose and cheeks. Red,
scaly bumps or patches can develop on your body.
Coin-like patches called discoid lesions can appear
on your body or scalp. You may also have skin
trouble in other areas, such as: Mouth or nose sores
(ulcers), Hair loss (but not baldness), called alopecia
White or blue fingers and toes in response to cold,
known as Raynaud's phenomenon.
Kidneys
Lupus can inflame the kidneys, causing permanent
damage. This can lead to swelling in the legs and
high blood pressure. Your doctor will look for protein
or blood cells in your urine, which are signs of kidney
damage. Sometimes, lupus can lead to kidney failure
and require dialysis.

Brain and Central Nervous System
Lupus can affect your brain and the nerves in your
spinal cord in several ways. If it does, you may have:
Clouded thinking, confusion, or memory loss,
Headaches, Depression and anxiety, Seizures Rarely,
strokes.
Eyes
The most common eye problem is dryness or a gritty
feeling. Rarely, blood vessel changes in the retina
can weaken your vision. Lupus can also damage
nerves in the muscles that control your eye
movements
Joints and Muscles
Joint pain, swelling, and stiffness are common
problems with lupus, especially in hands, wrists, and
feet. The swelling doesn't damage your joints, but it
can be painful. Lupus can also affect your muscles
and cause weakness.
While lupus does have the ability to cause symptoms
throughout the body, it doesn’t mean you’re going to
experience all of these. Your individual symptoms
and their severity will depend on the type of lupus
you have and other factors. These include your
genetics and how long you’ve had the disease. If
your lupus is well-controlled, you may have very mild
Page 35
symptoms.
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M A R K W E S T L U P U S
N O R T H P O L E C H A L L E N G E

RETROPPUS SUPUL

A ROAD OF AWARENESS TO THE NORTH POLE
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I have a lovely wife and two sons, my
history is that my wife has lupus (SLE)
which includes a whole list of issues,
Raynaud’s Syndrome, Sjogren’s Syndrome
and fatigue. Due to Raynaud’s my wife has
a major issue with the cold and has to go
into hospital every year for an infusion.
Since 2007 I have been trying to raise
awareness and funds to support the Lupus
and help find a cure.
My wife inspires me, as she has the
attitude of anything is possible. To look at
my wife, you would imagine that there is
nothing wrong and she is a picture of
health, but the day to day is a different
story. The primary symptoms are
inflammation, pain and tissue damage.
The inflammation can cause pain, heat,
redness, swelling and loss of function,
either internally to organs, or externally to
the skin. Internal and external symptoms
can even be suffered at the same time.
When the major organs are affected,
survival for lupus sufferers is likely to be
shorter than for those with only skin
and/or joint disease related to lupus.
Lupus patients often suffer unpredictable
flare-ups followed by periods of remission.
It all means that late-night parties are
off-limits for my wife: two glasses of wine
would bring on a severe attack; wearing
high heels for more than an a few hours
leaves her knees aggressively painful; and
ankles have swollen and if she stays out
late, it takes days to recover from what
feels like chronic flu.
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Some days my wife cannot even make it out of bed, let alone get
dressed and leave the house. She says: ‘Every day I wake with pain – a
stinging sensation deep within my bones, which moves around the body.
I also have chronic fatigue, so even if I have ten hours’ sleep at night, I
wake up utterly exhausted. On bad days, my fingers are so swollen but
so cold I cannot hold a cold drink as the pain is that I can’t make a fist,
and my husband has to help me get dressed. Sometimes the pain is
fainting, it flares up for a few days, sometimes for several weeks, and I
can be bedridden. I feel so sorry for my husband as it is hard living with
someone with lupus – but he’s always been absolutely brilliant about it.’
" No one knows what It's like to have this disease unless they have it”.
The exact cause of the disease remains unknown but it has now been 18
years and will be a life sentence. Each morning she over comes major
fatigue and volunteers to help and support children at our local school
in cooking. At the end of 2011 I decided to try and take on a tough
challenge that will give Lupus UK a substantial amount of funding and
the North Pole Trek was born. This would give Lupus UK around 20k for
research, support and help to hospital patients.
My Event plan to raise awareness and funds for the North Pole trek is as
follows – I am self-funding these events in the hope that they would
raise awareness and funds to support Lupus and the North Pole
Challenge. My history is that since 2007 I have been trying to raise
awareness and funds to support the Lupus and help find a cure.

Mark West is 50 years of age and lives in the
UK. He's a manager within an engineering
company and has been trying to raise
awareness and funds to support Lupus
warriors and help find a cure.
Visit his site to support his cause
http://markwest1588.wixsite.com/markslupus

In 2009 and 2010 I ran the London marathon for Lupus and in 2012 I
climbed Mount Kilimanjaro on behalf of Lupus Charities to raise
awareness. In 2014 I cycled six mountains of the Tour de France in three
days for Lupus. In 2015 I completed a Ironman 70.3 mile Triathlon
in Wimbleball, England. In 2016 I completed a Ironman 140.6 triathlon in
Bolton, England and in 2017 I completed 230 miles at the 24 Hour
London to Paris Cycle. In July of 2018 I will attempt to complete a 200
mile 3-day mountain bike race from Whitehaven to Scarborough
crossing 3 National Parks, 2 Coastlines and in September 2019 I will
attempt A 18 day trek in the Nepalese Himalayas. In 2020 I am planning
my toughest challenge to date. I am planning to trek to the North Pole.
To achieve my goal and to support the research for Lupus.
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Find Lupus In Color Online
Lupus In Color has been created to cater to the needs of men,women & children of
all colors of the rainbow battling or indirectly affected with Lupus. Based out of
Henrico, Virginia, Lupus In Color is assisting lupus warriors throughout the
Richmond, Virginia area and beyond.
The medical research
information and/or general
information provided in this
magazine are not meant to be
used as a substitute for
Professional Medical advice.
Information is gathered from
several sources via the internet,
print and interviews with
doctors and professionals and
may differ from your physician’s
advice. The information
provided and presented is for
educational purposes, to
support readers in the quest to

learn more about a most silent
disease. Being a lupus warrior
can be a lonely and
misunderstood disease and we
want to help those affected to
lessen those feelings.
It is recommended before
attempting to change anything
in your medical or health
regimen that you first check
with your personal physician to
see if it is appropriate for you
and works with your medical
treatment plan.

The main goal of Lupus
In Color is to give
positive hope to lupus
warriors through love
and encouragement,
positive support and
interactions and
exemplary empowered
awareness and
advocacy.

Website: http://www.lupusincolor.com
E-Mail: lupusincolor@gmail.com
Phone: 804-464-7660

@LupusInColor
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