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Message From The Executive Director . . .

Hope. A four letter word. That little thing
inside of us that allows us to believe that
things will be better, will get better. We
couldnot | ive with
simple four letter word, what would be the
purpose? We, those of us living with lupus
or another chronic illness, would be des-
tined to live a life much like we are living
now. We would believe that when we are
in a flare, things will never get better. We would think that re-
search candét possibly offer
would think that there will never be a cure. What a sad world it
would be without hope.

But hope offers so many
viewed as something in the distant future. Hope is here with us
every day. When we go to bed each night, no matter what our
health or life situation is, we hope for a better tomorrow. If we
have been in bed on this day, we hope for enough strength and
energy to get out of bed, to be able to do even one little thing. If
we are suffering with depression, we hope for treatment; for a
way out of the gloom; for some happiness in our life. Each morn-
ing we awaken it should be with hope for a brand new day, not
dread for the darkness that is gone. For something different from
the night. For less pain. For less fear. For more good news. For a
new treatment. For words from a friend. For a hand to hold dur-
ing this journey.

We just celebrated the season of hope and new beginning. But
the season doesndét end when
I want all of us to think of 2010 as a New Year of Hope and New
Beginnings. I n our | ives
trol, but there are just as many that we can control. We alone
have control over our attitudes, over how we see things and how
we let things affect us. We can hang onto to the old ways that we
find are not good for us, or we can decide to make a new begin-
ning and change what we need to change to make our lives better,
fuller, and richer for ourselves. We can take control of our lives.
We can be people, not just patients. We can experience new joys
and new things that we may not have had time for in the past. We
can read more, write more, sing with joy and enthusiasm, even if
ités off key. We can
others who also have lupus. It is from those who have traveled
this path that the new patients will learn that lupus does not mean
an end to life.

(Concluded on page 19)
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~ RESEARCH

OMRF researchers link vitamin D

deficiency with lupus

OKLAHOMA CITY, August 4, 2009 17 Vitamin D has long been
renowned for its role in creating strong bones. But research from the
Oklahoma Medical Research Foundation suggests that the vitamin
could also play an early role in autoimmune diseases such as lupus.
OMREF researcher Judith James, M.D., Ph.D., and Lauren Cole, a

graduate student in Jamesbs | ab, h a }

genetically predisposed to lupus, a vitamin D deficiency could serve od )

as a catalyst to developing the disease. The finding could potentially _ d %

be useful in treating lupus, which affects up to 2 million Americans and has no known cure.

AVitamin D could be beneficial to |l upus patients and peor
their family members, o6 said James, who holds the Lou C k
vitamin D supplements, doctors might be able to reduce tF
body mistakes its own tissue for foreign invaders. James and Cole presented their findings at the annual Federation of

Clinical Immunology Societies Conference in Boston.fi Resear chers had previously Ilinke
autoi mmune diseases I|ike lupus, o Cole said. AWhat we four
|l evels of wvitamin D correl adperdotwaitrhs itnhcate asstetda caku ttohaen t b docbyc
Lupus is a chronic autoimmune disease in which the bodyos
any part of the body, but it most commonly attacks the skin, joints, blood and kidneys. i By boosting vitami
wedd hope to see a dr op Sumighbsartesas thé primaoydoueeof itamid @,|whichssa i d

formed when the skin is exposed to ultraviolet B radiation. But because skin sensitivity to light is a symptom of lupus,
James said, patients would likely need supplements to keep their vitamin D levels up.

Folate (Folic Acid)
Folate is a vitamin found naturally in many foods. It helps keep your blood healthy. Not getting

enough can cause a type of anemia (uh -NEE- mee -uh), which can make you feel tired, or have
headaches, pale skin, or a sore tongue or mouth. It's especially important for women of child-
» == 4 bearing age to get enough folate because it can also help prevent some birth defects. All
% women who are able to become pregnant need 400 -800 micrograms (mcg) of folate each day,

even if they are not planning to get pregnhant or are using birth control.

e -

The Effect of Lupus on Employment

Sunday November 22, 2009

Researchers from South Carolina have studied the effect of systemic lupus erythematosus
on employment. According to the November 2009 issue of the Journal of Rheumatology1
patients and 26 controls who were working the year before diagnosis were no longer work-
ing at follow-up (a median of 4 years after diagnosis). Ninety-two percent of patients com-
pared with 40% of controls who were no longer working indicated that they had stopped
working because of their health. College graduates were less likely to quit their jobs due to health compared to pa-
tients who did not graduate from college. Lupus patients with arthritis were 3 times more likely to have quit their
jobs due to health reasons compared to those who didn't have arthritis.

Source: http://arthritis.about.com/b/2009/11/22/the-effect-of-lupus-on-employment.htm



http://arthritis.about.com/od/lupus/
http://jrheum.org/content/36/11/2470.abstract
http://arthritis.about.com/b/2009/11/22/the-effect-of-lupus-on-employment.htm

Making Lemonade (continued from pg. 1)

Since being diagnosed with Lyme disease, | have always tried to
remain optimistic and hopeful, although at times this is very diffi-
cult. One of the many difficulties of living with Lyme disease is that
it is not a well understood or accepted disease. The medical com-
munity is at odds over how to diagnose and treat it properly and
we, the patients, are stuck in the middle - finding it difficult to ob-
tain a diagnosis, traveling hundreds of miles to see a knowledge-
able doctor, and struggling to get insurance approval for proper
treatment, which is an all too common occurrence among Lyme
patients.

And, since it is not well understood in the medical community, there is little hope for society as a whole
to understand it, especially since it is an "invisible illness". Those of us with invisible illnesses do not
reflect on the outside how we feel on the inside and we just look too good to be sick! Niki, a teenager liv-
ing with Lyme disease, said, "I've had to fight to get people to understand that even if | have a smile on
my face, some days | still feel [horrible] on the inside.” And | know that all of us with invisible illnesses
have heard the dreaded but welkmeaning words, "But you LOOK good."

This leads to other frustrations and ignorance of chronic Lyme disease. When someone says they have
cancer, for example, there's a general understanding of what that means and, even if they don't look
sick on the outside, people know there is an internal battle being fought. But, when I tell someone |
have Lyme disease, the understanding is simply not there. And when | throw in the fact that I've been
battling it for almost 8 years, the general response is, "Oh, you're better now though, right?" There
seems to be no frame of reference for someone dealing with Lyme disease longerm.

It is difficult to live with a chronic illness and not know for sure if things will go up or down tomorrow.
Deb, a mother and grandmother with Lyme disease, said, "I've had friends who have had cancer some
have died, some have recovered and resumed very active lives, whereas we simply seem to exist in
limbo..."

When one is faced with an incurable or chronic illness, it is often difficult to believe that healing is pos-
sible and it often feels like hope is slowly draining away. But even in these situations, there are opportu-
nities for positive things to happen. In "The Nature of Healing", Ruth Rudner writes, "Healing. The dic-
tionary says it means 'to make sound; to cure of disease or affliction.' Yet, even where curing cannot
happen, heal ing is possible. The aching heart <car
not about the physical body, but about the spirit, the soul. | have recently been taking time to meditate
everyday. This is now becoming a source of hope for me, hope that even in the midst of feeling horrible
physically, | can find some mental and spiritual calm.

(continued on page 14)



Upcoming Events
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|l t6s time to coll ec
purse is a great reminder to keep your pennies
in one place and send them into us during our
awareness month in May. Keep watching
your newsletter for some great events we have
planned for awareness month!

Addressn’lg Envelop es 5 i/?;lrsg\ilcola Golf Tournament in

§ Lifesaver Walk and Craft Show
in April

§ Radio Request a Thon in May

§ Awareness Luncheon in May

§ Brewton Golf Tournament in
September

§ Mask Ball in October

Networking Meeting in October

§ Homemade Christmas Cookies
and Stocking Raffle in December

In our attempt to
actually reach the
physicians, we are
personalizing the
addressing of our
envelopes. If you
have some extra time
and consider your
handwriting legible,
then give us a call.
We are petitioning all
rheumatologist and
internal medicine doctors to join our organization
and we need to be sure that these letters actually
reach the physicians and do not stop at the support
staff. Call us and let us know if you can help ad-
dress envelopes and we will get you the supplies!

w

If you would like more information
on any of these planned events for
2010, please give us a call! We are
always looking for volunteers to
help make these events successful.
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When | was young and the only one | knew with bad health, | felt like the rotten ap-

ple in a bowl of healthy fruit. I t di dndét matad aworkywhtre familyl wa
or with friends. Noonecouldrelate. | wor r i ed t h artademg stamdoutu i s
and unappealing.

But now that | dm ol der an deveoybnt leasa talenofbad c r ¢
health. 1| 6 m no | o rDges it feehdaser? ¥es.

The same thing happens to those who are

di fficulto ©O©nhatel oEnbesagd that i tds easi
people now that everyone knows someone out of a job. But being under 40, she still
candot talk easily about her il 1l ness.

Thereds somet hi ng wrA®epep-
ple so unable to empathize with an event outside of
their experience? Do we have to be among others
who share our sufferings to feel comfortable? Or are
we unnecessarily paranoid and uselessly isolating
ourselves?

| 6m going to f i ndoad-amasyabned
be lucky enough to find someone else in my state of
health and employment to play with!

HEHARRN




Make a Place for Your lliness and Put It in Its Place

by Pauline A. Salvucci, MA,Self Care Connection

"A place for everything, and everything in its %;:ﬁnﬁzéé
place." That may be a fine idea if you're eye- _ Ooo\'e‘l o,
ing the clutter on the living room floor, or a y ~g “LD) (e = < 1)
pile or two of old magazines and catalogues '
collecting dust in a corner. But what has it got
to do with chronic illness? A lot.

cH

Chronic illness is never a welcomed guest in
anyone's life. However, when it becomes a
visitor in yours, in many cases, it's there to
stay. How you cope with your illness will de-
termine, in great part, how well you live your
life. Of the three primary factors which meas-
ure your ability to cope: your attitude, the so-
cial context of your life, and the quality of re-
sources available to you, your attitude becomes the foundation upon which the others build. Making a place in

© Paul Foreman http://www.mindmapinspiration.com

your life for your illness may sound like a strange thing to do, but it's a crucial step in learning how to cope with
illness and putting it in its place. Here are some suggestions:

Acceptance and denial are normal steps toward making a place for illness

When you begin to accept your illness, you open yourself up to see what's on your plate. Then you can begin to
interact with it and make a place for it. When you deny your illness, you close yourself off to yourself, and you
shut down. Feeling both acceptance and denial are normal responses to chronic illness. Being sick makes you
different from healthy people. And, if your illness isn't visible, you may deny it more than if it were. Accept-
ing illness is a process. It doesn't happen all at once. Don't be harsh on yourself when you fluctuate between
accepting your illness and denying it. Acceptance isn't something you do once and for all. Acceptance lives in
the present moment. Little by little as you accept your illness, you make room for it in your life.

Adapting to change takes time and patience

Like an onion, you peel off one layer of change at a time. The changes you often are
faced with will stretch and challenge your ability to adapt. You may have to let go of, or

| cven say goodbye to some parts of your life, either for a time, or perhaps perma-

nently. Grieve this loss. Perhaps create a ritual to say goodbye, but don't

& deny those parts of your life which you enjoyed and which were important to

. you. They are a very real part of your history and deserve your respect. Your life is dif-
ferent than it was before you became ill, but don't treat your past and the things you en-

joyed as if they never existed. As you make the changes your illness requires, you can become more flexible

and creative in adapting to change. An idea that may help you is to keep a journal of the changes you've already

made and how you made them. This can serve as a reminder of your accomplishments, and as a guide for mak-

ing other changes. As you develop a greater degree of flexibility in adapting to change, the easier change be-

comes.
7 (continued on pg. 11)
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Overcoming Marital Stress

Due to Chronic lliness
by Khadija Husain

"For better or worse, in sickness and in health" takes on a
whole new meaning when a spouse is diagnosed with an ill-
ness. This is because the dynamic of a marriage suddenly
changes when faced with the stress of dealing with a chronic
condition as a couple. After the shock wears off over the un-
expected diagnosis, there will be a lots of mixed emotions

that will need to be dealt with by the couple. \\Q\_\_. La UGH // .
Z,
With a chronic illness, the couple may find that the deteriora- Wé’/v r B e K\“\\

= 5 aS -

tion of the spouse's health may not be as gradual as they ini- i \
tially thought. Meeting with the doctors together will help the / J}? _ '6“‘ ‘
couple get a clear idea of what the prognosis will be. The ’ N {
doctors will also be able to direct them to counselors or thera- 6008 becg eTs . “a“Q
pists to help them deal with their fears and worries about the “‘t ‘ .

future. : QN i

By accepting that dealing with ongoing health issues can take
a toll on their marriage, a couple can begin the task of over- .
coming the enormous stress that they are facing. It is easy to e
let the illness become the main focus in their everyday life.

But by realizing that the chronic condition does not have take over their lives, but it is just another hurdle
that they will need to face together.

Another way to overcome the strain that can be placed on a marriage because of person's chronic illness is
to ask for help if they need it. With a lot of time and energy being spent on taking care of the spouse's
health, the daily household chores may be left undone. Hire someone to help around the house, everything
from cooking to cleaning to laundry. This will free up precious time to rest and relax rather than trying to
do too much at one time. Any good marriage is based on open communication, so the couple should make
sure that they talk to each other and let each other know when they are getting too overwhelmed and
stressed out by what is happening. Sometimes just voicing those concerns will help alleviate a lot of the
pressure and marital strain.

Retrieved from:
http://www.helium.com/items/66978 1 -overcoming-marital-stress-due-to-chronic-illness
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Living with Chronic lliness & Disorders  : Are YOu a Survivor?

By CarolAnn Bailey-Lloyd Once upon a time, | was a vibrant, youthful teenager... My First
Encounter During my first pregnancy, | had contracted chicken pox from my young neph-
ews and niece. Though it made for an irritable time in my initial trimester, | hadn't given it
much forethought. In the last part of my pregnancy, | noticed some weakness in my legs
and arms, but naturally assumed it was part of the gestational effects. It was after | gave
birth, that | began having more frequent physical difficulties, but again, attributed these
nuisances to normal post-partum effects. As time progressed, | began losing balance; co-
ordination; and even dropped everyday household items such as glasses, keys, and other
things as well. 75

I had finally had enough when my rib cage began to feel broken and | couldn't stand the
pain any longer. Over a decade later, and after numerous doctor visits, MRIs and multiple
lab tests; | was finally diagnosed with Fibromyalgia. What is Fibromyalgia? Fibromyalgia is
a chronic pain illness that can cause musculoskeletal pain in various areas of the body, is
characterized by fatigue, and is often associated with Restless:L.eg Syndrome, Migraine
and rheumatism - to name a few. Additionally, attacks of fioromyalgia seem to spontane-
ously come and go. At first,. | was treated with multiple 'pain aids' that did help with the
pain, but made me even more tired than | was before | took the medicines. Eventually, |
went off the medications.and focused on my work and simply 'ignored' the illness. | figured
if I had to live with it, | might as well accept it.

What | Didn't Know
What | didn't realize was that Fibromyalgia can weaken a person so much that sometimes,
individuals can be more quickly injured or more prone 1;0 other conditions than those with-
out Fibromyalgia. That's when | experienced my first reafencounter with its lethal effects.
While at workyl-wasn't doing anything too terribly physical. However, it was the day.in and
day outirepetitions of physieal labor that not only added to my condition but wreaked fur-
ther havec on me as well - andileft me susceptible to injury.
"

On the Jobr lnyury 4
There | Wa,g';.performmg my normal work actlvmes when, 'Ouch!" and 'Oh my God!" entered
my mouth -:‘ e pain was excru0|atlr1. mblng and impairing. With a simple maneuver, |
was incap JAumbness ran down my right side. It was unbearable.

that, | coulc it to'the office because | had to drag my right leg to get
to where 'needed | got to the hospital, | was told that ...you sprained your
back...That was it. No MRIs just aqwck once-over to tell me that all my pain, my lack of
feeling - according to workers compensation' doctars - was merely a 'sprained back.' |
knew | had fibromyalgia, but it had NEVER acted in this sense. Not because | was ‘'weak,’
but because my right side had gone totqlly numb. It was frustrating to say the least. Nearly
9 months after my injury, and even worl;mg on light-duty while taking heavy pain Killers,
doctors FINALLY found thatimy right shoulder had been subluxated (dislocated) and
scheduled me for surgery. After the surgery, | went through months of agonizing physical
therapy to get my right arm back into its proper range of motion. But the numbness, the
back pain and the lack of feeling in my legs still came and went without any signs of re-




Place for Your Illness (continued from pg. 7)

Befriend your illness as a part of your life

Chronic illness is your daily companion You already know how it affects your body. Now get to know what
you feel and think about it, and especially how you treat it. If you consider your illness an enemy to be crushed,
or an unwelcomed guest which you refuse to tolerate, or even an interloper you must annihilate, how will you
allow your illness to be what it is, a part of your life which you can learn to befriend? Do you remember what
Lincoln said about a house being divided against itself unable to stand? If you're divided against yourself by re-
fusing to know your illness, or by waging war against it, how will you come to befriend it? Consider giving
your illness a name and talking with it. Speak from your heart and your passion. Write down everything you
think and feel about it. Don't keep your thoughts running around in your mind creating havoc. Then, listen to
what your illness says to you in return. If you find this difficult to do, don't be discouraged. It is difficult, but
there are rewards. An uneasy alliance is better than none at all.

Do you feel as if you're losing yourself?

Do you feel as if your blue moods are turning into dark depression? Is inertia increasingly becoming more a part
of your life? Do you do less for yourself on the days when you could be doing more? Do you isolate yourself
from your loved ones and friends? If over a period of time, you are regularly experiencing these feelings and
can't shake them, don't hesitate to find professional help. Ask your doctor to refer you to a therapist whose spe-
cialty is working with people with chronic illness. These therapists can help you to make your way
through difficult times. Yes, it's important to talk with your friends and family, but talking with a professional
can be very freeing. They are available to help you sort out your experiences and the many feelings and
thoughts you have about yourself and your illness. This isn't the time to "tough it out", or attempt to dismiss
your feelings with a mind over matter mentality. Allow yourself to get whatever help you need. It can make a
real difference in your life.

How often during the course of a day do you talk about your iliness or refer to it?

Do you feel it's taking more of your time and energy than you would like it to? That can happen, especially
when you are initially diagnosed and you're learning about your illness and trying to figure out your relation-
ship with it. If it becomes a habit, and you feel as if you're losing perspective, here's a way to regain your
balance. Create "talk space". Choose a comfortable place in a room in your home and make time to talk about
your illness with your partner and your family. Let them know what you're experiencing and thinking. This is
a time for honest sharing, for you and for your loved ones. Allow this "talk space" to be the place and time
where you discuss your illness. Keep the rest of your home an "illness free talk zone". This will allow you and
your family to enjoy one another's company and conversation without reverting to the topic of illness.

Seeing with new eyes doesn't mean looking through rose colored glass
When it comes to putting your illness in its place, you might try seeing with
new eyes. When it takes you more time to do just about everything, when ‘
simple tasks frustrate you because they're not so simple to do anymore, when 5
the familiar becomes foreign, when you can not do the many things you once
loved doing, maybe seeing with new eyes can help. If you were an artist and
can no longer paint, you can still go to museums or art galleries. If you can't
do that, you can enjoy art on the Internet since it offers you access to the
world's best museums, galleries and art exhibits. If you worked with your
hands and can no longer use tools to do a job or hobby, teach someone else

to do what you know how to do so well. Share your knowledge and lend
your expertise. If you loved nature and the outdoors, but can no longer hike,
drive along some of the scenic roadways and enjoy the beauty and majesty of N
nature. Find a way to keep what you have been passionate about in your life. It takes time, work patience,
spirit and heart to make a place for illness in your life. Seeing with new eyes is both a tribute to courage and the
ability to put illness in its place.

Retrieved from: http://www.healingwell.com/LIBRARY /health/salvuccil.asp
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Is Hormone Replacement Therapy During Menopause Safe for
Women with Lupus?

Data from two very large studies -- the HERS trial (for Heart and Es-
trogen/ Progestin Replacement Stu
tive -- have raised questions about the use of hormone replacement
therapy (HRT) for women during menopause; those studies seemed
to show that HRT increases a wom
of even greater concern for women with lupus, because lupus puts
women at higher risk for heart disease.

New Ways to Detect Lupus Nephritis?
Kidney disease is diagnosed through a series of laboratory tests, and
usually confirmed through biopsy. Biopsy -- in which kidney tissue is
removed via insertion of a needlI
examined under a microscope -- is the most accurate way to discover
the amount of damage that has occurred from lupus disease activity.
However this procedure, which typically takes place in a hospital, can
be expensive, can have side effects, and would only be done after
kidney disease is suspected. For these reasons, less invasive and
less expensive ways to routinely measure inflammation in the kidneys
and disease progression would be of great benefit.

More Promising News About Tacrolimus
Tacrolimus is an immunosuppressant drug that helps control inflammation. It was originally developed and ap-
proved to help prevent rejection of the new organ in transplant patients, but in recent years tacrolimus has been
used to treat adults with lupus or rheumatoid arthritis. The researchers wanted to know if tacrolimus could be used
safely to control lupus nephritis in pediatric-onset lupus patients with long-standing disease.

La Jolla Pharmaceutical Company is dedicated to improving and preserving human life by developing innovative pharmaceutical
products. The Company's leading product in development is Riguent®, which is designed to treat lupus renal disease by prevent-
ing or delaying renal flares. Lupus renal disease is a leading cause of sickness and death in patients with lupus. The Company
has also developed potential small molecule drug candidates to treat various other autoimmune and inflammatory conditions.

ANovo Nordisk is currently building a pipeline of prrtrdigilopss t
and inflammatory bowel disease, 0 said Mads Kr ogsgaar ddisk.h ofinls te
was important for us to secure the worldwide rights to the IL-21 mAb project as well as worldwide patent rights to IL-21 antibodies, and we

look forward to initiating a phase 1 trial with thisIL-2 1 mAb in 2010. 0

0ZymoGenetics has a r 2CtoAb B dn pxéting noleculeawe elieveoh ourlcoenpaiy lth& otherldevelopment

programmes have a better return on investment profilsfiWe sai
believe that Novo Nordisk will be able to develop and create value for this asset. Furthermore, we have the option to increase our partici-
pation in commercialization of the product, retaininglong-t er m upsi de potential for our share
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Romance ldeas for People with Chronic Disease

Marriages are made in heaven. But it can be broken in earth. Sometimes even chronic diseases break this
pious bond. If you or your spouse is a patient of chronic disease let romance enter between you to
strengthen your relationship. Here are some romance tips for the couples with chronic diseases.

Tips: when you are the sufferer
-If you are tired turn on your favorite track, relax and get prepared for romance.

-Instead of spending the whole weekend by dusting and cleaning your home, take rest for some time so
that you donodét get tired at the time of r oma

-While hanging outside talk and discuss your pleasant memories and enjoy the conversation.
-Collect and store the photos of sweet memories.

-Sometimes make a list of the jobs for which you are thankful to your spouse and arrange those things in a
sheet in a decorative way.

-Buy contemporary and sensuous lingerie.
-Send him daring love SMS when your spouse is at work.
-Do not always make your spouse feel guilty.

Tips: if your wife is the sufferer
-Present her sugar free chocolate or low calorie food which is not harmful for her.

-Sometimes make passionate but not forceful love.
-Tell her the best qualities she possesses and make her feel that you really admire her.
-Arrange a day when both of you can spend a lovely time without any disturbance.
-Arrange a romantic candlelight dinner at home.
-Sometime play games or read book together.

The basis of every successful relationship is love
and mutual respect. R
care for each otherds

your spouse at the time of the attack of the disease
s/he is suffering from. Your small attentions will

rejuvenate your relationship. If both of you can
enjoy the marit al bl i
get the power to crack your bond.
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http://www.ayurvediccure.com/womenshealth/tag/effective-ways-to-strengthen-your-relationship/
http://www.ayurvediccure.com/womenshealth/romance-ideas-for-people-with-chronic-disease/
http://www.ayurvediccure.com/womenshealth/secure-your-love-life-before-you-face-odds/

Making Lemonade (continued from pg. 4)

In "The Anatomy of Hope", Dr. Jerome Groopman writes, "Hope is one
of our central emotions, but we are often at a loss when asked to define
it. Many of us confuse hope with optimism, a prevailing attitude that
'things turn out for the best.' But hope differs from optimism. Hope

does not arise from being told to 'think positively," or from hearing an
overly rosy forecast. Hope, unlike optimism, is rooted in unalloyed real-
ity. Hope is the elevating feeling we experience when we see in the
mind's eye - a path to a better future. Hope acknowledges the signifi-
cant obstacles and deep pitfalls along that path. True hope has no room for delusion. Cleareyed, hope
gives us the courage to confront our circumstances and the capacity to surmount them."

| do struggle with this at times. It is hard to look at a bad situation - one that most people have not been
through and therefore cannot fully understand - and find the good in it. It's like being stuck in a never -
ending winter, like the one we had this year, but still being able to look outside and smile at the drifting
snowflakes. Susan Milstrey Wells says, "Sometimes I'm a bit uneasy talking about how our lives have
changed for the better since we've developed a chronic disease. We can all rationalize the worst circum-
stances, but that doesn't make them good. Are we putting our heads in the sand when we find meaning
in a life with chronic illness? | don't think so. After all, we could find that our lives are devoid of mean-

ing and rail at our bad luck, but then we would be both sick and miserable.”

| don't believe that hope means believing that things will be fine and not worrying about what will hap-
pen, refusing to deal with reality. When dealing with chronic iliness, | don't think hope means holding
onto the (usually) false belief that, if you're only patient enough, a cure will happen. Hope is much more
than that. Hope is not only being able to look at the bleakness of winter and see something to marvel at,
it's also believing that there is a way to transform your suffering into something beautiful. Far from be-
ing an attempt to escape reality, it is a way to embrace it; Being able to come to terms with the way
things are but not accept everything as inevitable. There are parts of being sick that | do not accept and
that I'm not okay with. | don't accept the situation as the way things will be forever, but as the way
things have to be right now.

Hope does not deny pain, it does not reject grief and mourning over the life that has been lost. Hope
helps to keep everything in perspective, it helps show you that there is the possibility for something
good, something bigger than anything you were bound for in your old life. And hope is believing that, in
the midst of the storm that seems impossible to overcome, there is something there to cradle you. |
don't believe that hope is reserved for those people who believe in a greater power, but | know that, for
me, the thought that there is something bigger than me is comforting.

When I'm having a hard time with life, one of the most natural things for me to do is to sit by the ocean,
listening to the waves crashing to shore. The sounds comfort me. The beauty comforts me. And when |
look out across the ocean and think about its magnitude, | can't help but feel a little closer to that
greater power, whatever it may be, and that comforts me, too. At those times, my belief in a bigger plan
is renewed and | know that, one way or another, things will turn out okay. Maybe not the way | think it
should turn out, but it will be the way it's supposed to be. A quote by Edward Teller explains my
thoughts on this much more eloquently than | could ever put it. "When you come to the end of all the
light you know, and it's time to step into the darkness of the unknown, faith is knowing that one of two
things shall happen: Either you will be given something solid to stand on or you will be taught to fly."
So | keep moving forward into the darkness and so far | haven't fallen.

(Concluded on page 19)
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Hope for Lupus: Taming the Wolf

A lot of college students are epic snoozers, but for Lisa Amato of Unionville, Conn., the freshman year added up
to a big "F" for fatigue and an "A" for achiness. "The extreme weakness and super-sore joints were like having
the flu, only worse and never-ending," she says.

After a while, blood tests suggested lupus - a chronic autoimmune disease in which the body's immune cells turn
traitor. They attack healthy cells in the skin, joints, muscles, brain, kidneys, and connective tissues all over the
body.

For most people, lupus is a mild disease that strikes just a few organs. For others, it can cause serious, even life-
threatening problems. The most common form, systemic lupus erythematosus (SLE), has widespread effects.

Getting a swift diagnosis hasn't always been easy, especially more than 20 years ago in Amato's coed days. Lupus
can be as crafty as its name implies ("lupus" means "wolf" in Latin). One minute, symptoms can rage. The next,
they slink off. They also vary widely from case to case. The most common include achy or swollen joints, muscle
pain, fever, extreme fatigue, red rashes, and hair loss, according to the National Institute of Allergy and Infectious
Diseases. Other common symptoms are chest pain with a deep breath, sensitivity to the sun, swollen glands, and
mouth ulcers.

Lag time for diagnosis
No diagnostic test exists for lupus, and it may take months - or years - before a person is diagnosed.

Of the 16,000 new U.S. cases each year, most are likely to be in women. Women are 6 to 8 times more likely than
men to get the disease. African American, Asian, and Native American women face the highest risk. Doctors
aren't sure why this is so, but female hormones may play a part. Genes also appear to be important, but so far, no
"lupus gene" has been found. Instead, a combination of up to 13 different genetic factors may make a person more
likely to develop lupus.

Although the exact cause of lupus is unknown, its unpredictable flare-ups - and, often, the medicine used to treat
it - can cause havoc. Amato took huge doses of prednisone, the anti-inflammatory and immune-suppressing drug
that is the "gold standard" treatment for lupus. The drug left her bones so fragile that a tight hug could break one.
Other side effects of prednisone include weight gain, loss of muscle mass, cataracts, and high blood pressure.

Currently, lupus treatment involves one or more of the following medications:

1 anti-inflammatory drugs

9 corticosteroids

1 drugs used to treat malaria

1 drugs that block the immune system's attack on the
body; these are called "immunosuppressive" drugs

(continued on page 16)
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Other medications
These medications also are often prescribed to treat conditions that accompany lupus:

9 diuretics, to reduce fluid retention
9 high blood pressure medication
 medications for seizure disorders

9 antibiotics for infections

1 medications to prevent osteoporosis

Despite the downside of medications, "there is much reason to hope," says Duane Peters of the LFA. "For
one thing, doctors are getting better at dosing prednisone to minimize side effects," he says.

For another, researchers are getting closer to understanding changes in genes that react strongly to triggers
that cause SLE flare-ups, according to foundation medical director Dr. Joan T. Merrill.

Several promising treatments are "in the pipeline," Dr. Merrill adds. These include modified hormones and
more refined medications that block the immune system's attack on the body. One of these is the cancer
medication rituximab, which selectively goes after B cells in the body. B cells are white blood cells that pro-
duce antibodies against viruses, bacteria, and other pathogens. A person with lupus has much lower-than-
normal levels of B cells, but the B cells that do exist overreact or react inappropriately toward the body's
own tissues, says the National Institute of Arthritis and Musculoskeletal and Skin Diseases.

Tips to keep lupus at bay
Here's how lupus patients can manage the disease and reduce flare-ups, says Dr. Gary S. Gilkeson, an immu-
nology expert:

1 Avoid the sun. Sunlight can send a lupus patient's immune system into hyperdrive. "Sunscreen is a

must," Dr. Gilkeson says. But sunscreen also limits exposure to bone-building vitamin D, often lacking
in people with lupus. Ask your doctor about taking vitamin D supplements, which can help you absorb
the calcium you need to shore up your bones.

1 Getregular exercise. "A half-hour of walking or some other aerobic activity three times a week helps
reduce fatigue and boost energy," says Dr. Bonnie L. Bermas, a rheumatologist.

1 Learn stress management techniques. Biofeedback and muscle relaxation can fight fatigue and re-
duce pain, studies show. Support from family and friends also helps.

1 Eat a low-fat diet. Some research suggests that switching to polyunsaturated fats may help, because
this type of fat depresses the immune system.

1 Stop smoking.

1 Find ways to cope with flare-ups. Your "first aid" plan might include deep breathing and guided im-
agery to help you keep a sense of control and put a lid on stress.
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Should you or someone you know wish to send a

donation in memory of a loved one, please com-
plete the form on page 22 and return the form
along with your donation to our

Pensacola office.

<
b Wl
DONATIONS
Mendel Beuhler
Phyllis Russ

If you have any extra time and would like to
help, call us and let us know that you are
avallable for health fairs. This is a fun way
to help your organization.

ne What 6s |
Pursue It With You

Det er mi mport

Leadership is the capability of keeping your eyes on

the horizon and your feet on the ground.
AEveryone of us is both a leader and follower. Whalt
are your roles as a leader and as a follower?

AAre you leading as effectively as you couldhia
your personal life, family, and business?

ADo you feel you have to make it up as you go alor
or do you have a quality leadership model?
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New & Renewed Members

The membership list of the Lupus Supportiblenmdidenti&is notsold or given to any third phidnes are
published in the newslettéyafter a member has given permission tdPtl&AGE allow time for your name to
published, it may not appear directly after payment. The newsletter is publisiretilipi&

is at printers, being sorted & labeled weeks before being mailed.

New Membership*

Vandetta Hooks

(2 remaining anonymous)

Renewing Members*:

Barbara Curry
Eunice Dahn
Shelly Trione
Heather Colson
Lizzie Harvey Denise Dunbar
Connie Rector Grace Barry
Charles & Phyllis Russ Melba Hart

Phyllis Redmon Michelle Johnson
Julia Albin Sharon Myers
Moneva & Ira Handrop Laura Shaud

Alice McLaughlin Kathy Brobst
Chelsie Levitan H.J. & Brenda Lee
Patricia Anderson Delores Thompkins
Kerry Maddox

(3 remaining anonymous)

Hifumi Gauspohl
Suzanne Wells
Sandra Babb
Joyce Miller

*PL EASEemember to renew your membersNipur
membership dues & any donations we receive are nee
than ever to help us continue our mission.

We encourage everyone to recruit their family & friénidis
you need information or membership applications todlh
the office and we will mail them to you or the potential

membegsif each person recruited one new rdamgbaould

~ Expert Advice

Viewer Question:

o]

I recently had an ANA test and the results were
1:640 homogenous. Symptoms of tingling face,
arms, extreme fatigue and muscle weakness.
Should I contact a rheumatologist? Also, had
double stranded DNA 2 years ago, it was
negative. Could this change and does that test
confirm SLE? Signed,DW

Doctor's Response:

Antinuclear antibodies (ANA), are used by doctors
as screening tests to detect the possible presence of
an autoimmune condition. They may or may not
necessarily be associated with such a condition. If
your doctor is satisfied that your ANA has helped
his/her adequately to evaluate your particular
health status, then no other evaluations that may be
required.

Rheumatologists are experts at searching for con-
ditions that can be associated with ANAs. Double
-stranded DNA (ds - DNA) test values fluctuate
and may become negative over time. System Lu-
pus Erythematosus is diagnosed primary based on
the presence of multiple standard criteria - only
one of which is the ds-DNA.

ded more

to joi
nd ou.
member.

Together we can make a differenchlst think with over 300 T] ] '
spreadi .a_ A wyg)uu‘dt

doubl e our &voicesa&a in

Apply for membership today. If you cannot afford the
cost, please contact us. We offer complimentary mem-
berships to those who qualify. Show us your support
and be a member by jo

Different membership levels are available.
See page 22 for an application.

A very special thank you to all of our board
members and volunteersd Virginia Yeagle,
Joanne Rach and Taura and Gina Bryantd
i nfor baking theyChristmasgepokies this year y

Our homemade Christmas Cookie Sale was
a success and we have plans to do it again
next year. If you would like to help next
year, please call the office and let us know.
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Making Lemonade (continued from pg. 14)

In the end, it's hard to deal with chronic illness.
It's hard to be faced with losing the life that once
was, or that never was but should have been. It's
hard for me to see all my friends graduating
from college, moving away from home, starting
new jobs, and doing all the things | thought I'd
be doing now. But I've realized that, no matter
how stubborn | am, my body just can't keep up
and something has to go. | just try to fill my time
with things | enjoy that don't require a lot of en-
ergy or concentration - watching a good movie,
listening to music or books on tape, and chatting
with friends online. And every once in a while |
have a better day and make it out to do some-
thing fun. 1 also try to keep some level of hu-
mor and light -heartedness in my medically ori-
ented world. | have nicknamed my port -a-cath
"Winnie the Port". And, keeping with the theme,
my IV pole is Piglet and my portable IV pump is
Eeyore. | joke around a lot with a good friend |
made through an online group for teens with
Lyme. We can be really silly when we talk
online, no matter how badly we're feeling, and
that helps us forget about aches and pains for a
while.

My hope is that | will make a difference, leave
my mark on the world. In the words of Ralph
Waldo Emerson, "Do not go where the path may
lead, go instead where there is no path and leave
a trail." | don't know where my path may lead

me, but | know I'm in it for the long haul.

Retrieved from:
http://www.lymeout.org/lemonade.html

Survivor (continued from pg. 10)

Shocking Discovery By the time | had went through my rehabilita-
tion, my employer 'let me go' because | was obviously unable to
work. | attempted to go back to work as an office manager for a
wonderful; understanding employer, (I figured it was light work.)
and performed fairly well for a few months. Suddenly, | was in a
hospital emergency room - this time, | came out in a wheelchair.
Not only did MRI tests confirm | had a herniated disc at the C-3/4,
but | also had a spinal lesion (myelopathy) at the C-1/2. Strange
that workers compensation doctors coudn't find it, but numerous
MRI tests this time, confirmed it. After seeing a few, reputable Neu-
rologists, | was additionally diagnosed with Transverse Myelitis
(TM) and a 'bulging disc' (herniated disc). This explained why | had
been encountering all these unrelated physical problems.

Giving Up | guess when [ first sat in my wheelchair, | instinctively
gave in to my physical condition. Why bother living anymore, |
thought. | couldn't function properly and felt like a complete invalid.
How was | going to make my household payments? How was | go-
ing to care for my two, then elementary schoolers? How was |
even going to live? While all these thoughts ran through my mind, |
was becoming an emotional wreck. Because of my health, | was
taking so many medicines that I couldn't tell if | was coming or go-
ing. | would take one medicine for this, one for that, one to counter-
act the effects of another, and another to counteract the effects of
a different one...and so on. And thanks to all of these wonderful
conventional medicines, | returned to the hospital because one of
them nearly killed me. It was then that | knew | had to find a differ-
ent way.

Starting Over Going against medical advisement, | literally stopped
all of my prescribed medicines at once. | became acquainted with
the International Disability Coalition and got into hand, strengthen-
ing exercises and virtually re-taught myself how to walk - without

Ex. Dir. Message (continued from pg. 2)

If someone helped you when you were struggling
after your diagnosis, I encourage you to reach out
and help another person, just as you were helped.
Sometimes it is as simple as listening and under-
standing. Sometimes sending a card saying I am here
and | care can make su
life. An unexpected phone call from someone saying
I was thinking about you could be the one thing that
touches another person
ize they are not alone.

Make a new start in 2010. Make it for you. Make
for other lupus patients. Make it full of hope. Mak
it a New Beginning. Fill it with your life and make

it your DESt Year ever!
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the help of any medical professional. | also incorporated a 'mind-
over-matter' attitude that | believe, enabled me to step out of the
wheelchair and back into life. It's been about 3 years now, and |
still live daily with back, neck, shoulder and sciatic nerve pain. |
sporadically suffer relapses where | can't walk, or | can't move my
arms or hands. BUT, | am no longer a walking or wheelchair-
bound zombie. | swim and practice water exercises when the
weather is warm to build muscle strength. And there are still times
oven ray pair get$ teerbettsr ofane and | séll gptierough @mobional
ups and downs. And like most conditions, they flare up more often
with cold weather, emotional and physical stress, and lack of rest.
8T | neative today Inach a suevikoe, and thdughmmay kagel fi-
bromyalgia, Transverse Myelitis, migraine, disc herniation, and
restless leg syndrome - these disorders do NOT have me.

it
gn Closing Living with my chronic disorders and illness has taught
me to be more patient...more loving...more giving. | now share my
home with not only my human family, but have adopted several
rescue dogs - who | also compliment for adding so much love and
compassion to my emotional wellbeing. And so long as there is a
purpose on this earth for me to exist, | will attempt to make the
most of it. Every hour. Every day.




Literature Available from Lupus Support Network

***All brochures are offered free of charge***

Literature produced by Lupus Support Network

__Blood Disorders in SLE
__Diet and Lupus
__Fibromyalgia Basics
__Healing Foods Pyramid
__Introduction to Lupus
__Life with Lupus (teenagers)
My Mom Has Lupus

__ NSAID in Treatment of Lupus
__Patient Medication Card
__Stress Management Booklet
__The Eye and SLE
__Osteoporosis Overview

Lupus Alliance Literature

__Coping with Lupus
__Laboratory Tests for Lupus
__Steroids & Lupus
__Clinical Trials

__Lupus Bookmark
__Drug Induced Lupus
__Fibromyalgia Booklet

__Canéot
__Drugs Used to Treat Lupus
__Chil drenos

__Lupus Lewey Understanding Lupus

__Joint & Muscle Pain
__Lupus Nephritis

__Immunosuppressive & Cytotoxic Medications

__Lupus Lewey Coloring Book

__Mixed Connective Tissue Disease

__Orientation to Lupus
__Resource Guide Booklet

_ Lupus in Overlap
__Skin Care Bookmark

Af ford

Your

Brochur

__Support Group Bookmark  Test Yourself for Lupus Bookmark
__Women of Color & Lupus _ When Someone You Know has a Chronic

__Lupus in Men
__Skin (Cutaneous)
__Vascular Disease
__Minorities & Lupus

__Thinking, Memory and Behavior _ Living With Lupus

__Pregnancy and Family Planning

Questions & Answer Booklets produced by NIAMS

__Alopecia
__Do I Have Lupus?

__Arthritis & Exercise
__Fibromyalgia

__Heritable Disorders of Connective Tissue

_ _Raynaudods
__Systemic Lupus Erythematosus

To request any of our brochures, indicate the items you want, complete the information below and

P h e n Schi@odeann

__Do I Have Arthritis

Illness

__Facts You Should Know About Lupus
__Antimalarials in the Treatment of SLE

__Genetics of SLE
__The Heart
__Easing Joint and Muscle Pain

__Atopic Dermatitis
__Osteoarthritis

__How to Find Medical Information
Syndr ome

__Sjogrends
__The Many Shades of Lupus

mail this form to: Lupus Support Network, P.O. Box 17841, Pensacola, Florida 32522-7841.

Name:

Address:
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Books and Other Items for Sale

(the second price listed for each item is the cost to mail the item to you)

Books:

A Decade of Lupus $2.50/$4.25 A Patientds Story $
___A Very Shy Bear $3.00/$3.75 ___Chronic Illness $2.00/$3.75

___ Coping With Depression $8.00/$9.75  Coping with Lupus $8.00/$9.75

Do You Know Lupus $8.00/$10.00 ___Guide to Independent Living $10.00/$12.75
I Choose to Live $10.00/$11.75 ___Living with Lupus $2.50/$3.50

___In Search of the Sun $10.00/$11.75 __Lupus and You $12.95/$14.95

__ Lupus Cookbook $5.00/$5.75 ___Hope Thru Understanding $5.75/$7.75

___ Meet the Challenge $10.00/$12.95 ___The Lupus Book $3.00/$4.25

___The Sun is My Enemy $20.00/$22.00  Travels With The Wolf $9.95/$11.75
___Understanding Lupus $16.95/$18.70 ~ We Are Not Alone $10.00/$11.75

___Wild Womenbés Gui dTaec MbSter Unlef tife Bell $2.008$3.75
__Women and Autoimmune Diseases $12.95/$14.95
___Everything You Need to Know $5.75/$7.75

___Learning to Live with Osteoarthritis $9.95/$11.75

Other Items:

___Lupus Baseball Caps $5.00/$6.00 ___Lupus T-Shirts (S-2x1) 6.00/$7.00
___Lupus Coffee Mugs $3.50/$4.50 ___Chillow Pillow $25.00/$27.00
____Personal Health Journal $15.50/$17.50 ___Silicone Wristbands $1.00/$1.50
____Health Journal Inserts $7.00/$8.50 ___Wellness Journal $10.00/$12.00
____Med-Scope $20.00/$25.00 ___Awareness Vehicle Magnets $5.00/$5.50
___ Flashlights $3.00/$4.00 ___Loop Pins $2.25/$3.25

__Lanyard Cords $2.50/$3.50 ___Awareness Buttons donation only
__Key Chains $7.50/$8.50 ___Door Grips $3.00/$3.50

To order, indicate the items you want, complete the information below and mail this form to:
Lupus Support Network, P.O. Box 17841, Pensacola, Florida 32522-7841. Please make checks
payable to Lupus Support Network. Do not send cash.

Name:

Address:
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. _ Membership Information:
A M emorlal Donatlon All memberships are good for a period of one year from your

anniversary month, the month when you originally joined. To
to honor join, or renew your membership, please fill out the form below
and send to:

Lupus Support Network, Inc.

P.O. Box 17841

(Please Print Name of Recipignt Pensacola, Florida 32527841
Given by Membership Levels:
O Single- $20 L1 Family- $25
Name: O Supporting - $30 [ Sponsor- $50
Address: O Patron - $100
. ) O Do not publish my name in the newsletter
City: St.: Zip:
O New O Renew [ Gift
In the amount of
Name:
$
Send acknowledgment to Address:
City: St.: Zip:
Name:
County: Phone:
Address: Fax: E-mail:
City: St.: Zip: Date of Birth:
Relationship: Lupus Patient: [] Yes O No

(Note: Complimentary membershipaay be available to those
o ) o _ who cannot afford the fegs.
Giving a memorial donation is a meaningful way

doing something special to reach out and hdlj f gjiving a gift membership
others, and unlike flowers, a memorial lasts foreve

Please consider a memorial donation to thgus
Support Network, Inc. as a special way of
remembering or honoring a friend or loved one. Address:

Name:

City: St. Zip:
Make checks payable to: County: Phone-
Lupus Support Network, Inc. Fax: E-mail:

Date of Birth:

Mail to:
Make checks payable taipus Support Network

L r
Ni?xzriuﬂgg t Each member will receive a membership card, vehicle

’ ' awareness magnet, The Lupus Newand educational printed
P.O. Box 17841 L u 55 Su p p or t materials distributed through support group meetings, by coming
Pensacola, FL g into the office, or by calling and requesting information
32522 ' to be sent to you.

(The Lupus Support Networknc. is a tax deductible, neprofit,
22 charitable organization.)
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Sun Mon Tue Wed Thu Fri Sat

442, | Happy Birthday to all our 1 New Years Day | 2
EX( | January Members! Office Closed
3 4 5 6 7 8 9
10 11 12 13Brewton |14 15 16 Tallahassee Support Group
Support
Group
17 18 19 20 21 Mobile 22 23 Pensacola Support Group
Support Group
24 25 26 27 28Board 29 30
Meeting
31

February, 2010

Sun Mon Tue Wed Thu Fri Sat

1 2 Groundhog| 3 4 5 6
Day
7 8 9 10Brewton 11 12Li nco|13
Support Group Birthday

14 valentines 15Pr esi d e 16 17 18 Mobile 19 20 Tallahassee Support Group
Day Day Support Group
21 22Wa s hi ng23 24 25 26 27 Pensacola Support Group

Birthday

28 Happy Birthday to all our
N February Members!!!!

23



Post Office Box 17841

- 4 Pensacola, Florida 32527841 Nonprofit Organization
" The  Phone: (850) 4788107 or US Postage
Lupus Support (800) 4588211 PAID
NetWOI’k Email: questions@thelupussupportnetwork.or Permit No. 20

Web Site: thelupussupportnetwork.org

Address Service Requested Pensacola, Florida
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i* Dondét miss a single iTI%szIaleeonyDtﬂradﬁir@sahahe@ g
v IS your due datd!! Remember to Renew! Thank you for your continued support!! »
P

Current Resident or
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Support Group Information: Board of Directors Meeting
, *January 28, 2010 @ 11:00am
Pensacola Support Group Meetings *Board Meetings are held bi  -monthly

Cokesbury United Methodist Church
*4th Saturday @ 11 a.m.

Tallahassee Support Group Meetings ATHANKS SO MUCHDO
Broadview ASigsrtﬁds;LvrlgagyF;cigtayfianahasSee’ L Baptist Hospital Print Shop for printing this
publlcatlon“

Brewton Support Group Hkk
McMillan Hospital-Education Center OUR COVERAGE AREA

*2nd Wednesday @ 11:00 a.m. The Lupus Support Network covers the

Mobile Support Group geographical area from Mobile, Alabama to
USA Childrends and Won Tallahassee, Florida north to Brewton,

2nd Floor Conference Room
*3rd Thursday @ 12:00 noon Alabama
OUR MISSION

To provide support education and assistance to

ﬂ§§ﬁﬂ@ ﬂ @f @ those affected by lupus and to find a cure in
our lifetime.

For questions or comments please feel free to
call or stop by our office!

We would love to hear from you
(850) 4788107 or 18004588211




