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You Have to Love Yourself
in Order to Heal

Love myself? When I was trying to heal all my aches
and pains of chronic illness this was mentioned in
every book I read. Love myself, feel worthy, have self
-confidence. This was a tough one because I thought
of myself as an okay person -- I have 2 young chil-
dren I love and take care of, a husband of ten years
that I love deeply, friends that I am very open
with-- but did I LOVE myself? I have always been
hard on myself and a perfectionist so this was a
difficult place for me to go.

(continued on page 4)

Lupus Support Network
Caring & Sharing

A newsletter created to support, educate and
encourage people affected by Lupus

Inside this issue:

Executive Directors
Report

Research

Upcoming Events

Teen Talk

Living with Chronic
lliness

Children’s Corner

Your Trump Card

Tools for Dealing with
Chronic lliness

Lupus and Intimacy

Memorials and Birthdays

Memberships

Literature Available

Membership and Memo-
rial Forms

Jan/Feb Calendar



http://healpain.blogspot.com/2007/10/you-have-to-love-yourself-in-order-to.html
http://healpain.blogspot.com/2007/10/you-have-to-love-yourself-in-order-to.html

Megsage From The Executive Director
Happy New Year!

By the time you read this, January 1% will be a thing of the past a
broken one of two of your New Year’s Resolutions. Don’t fret about
tions and then as quickly as they were made, we break them.

I would like you to stop and think for a few minutes about resolutions, their re, the reason we make them, and
the reasons we break them Most resolutions are made regarding things we want to change or improve about our-
s such as losing weight, being kinder to people, exercising more, and going to worship
he others I can think of, involve self improvement or change of self. Many
rson we want others to see and love. If that is why we make these resolu-
oing them for the wrong reason. We should be making changes only for

solutions, and begin a new tradition. Let’s make a resolution affer the New
Year an y? I don’t think it will be. But it can be fulfilling, life changing, and well worth
uld like all of us who live with chronic illness to make is this — love yourself.
efore you begin to say, but I do love myself, let me explain what I am proposing.

We, all of us who live with chronic illness on a daily basis, are not used to loving ourselves. We have lost much
of who we were, what we could do, and sometimes even how we think. We spend so much time being sick, we
begin to think we don’t deserve things that are essential to our lives. For example, if you were a person who read
a lot before you got sick, you may think now that you don’t deserve the time to read. You feel you need to spend
that time in other more productive ways. Perhaps you were a person who felt your best when you were dressed to
g0, hair coiffed and make-up on. Since the illness entered you gh to dress every
day, you may not want to spend the money on your hair or o ay, missing the
person you were. Whatever part of you that was lost takes a t don’t get some
time to read, I become grumpy and difficult to live with. I rea: day, put on my
make-up, and yes I do this even when I am at home. It makes me. I guess you
could say I do these things for me because I allow myself to be aybe I also do it
because I love me.

Stop to think for a minute what kind of person you like to be around. Is t
Mean? Or do you choose to be around people who are happy? Kind? Since st of us would choose to be
around people who display the latter qualities. Do you know what makes thes€people happy, kind, and sincere?
Do you think it’s because they have things? Or because of where they live? Or because they have wonderful chil-
dren? If that is what you believe, you are looking in the wrong direction. Most people who are happy, are happy
w1th themselves first, then they are happy about life. They like who they are, so they don’t spend their days wor-
they spend their days doing. We are drawn to them because we too want to be happy.

mpy? Unkind? Arrogant?

no one can be happy with me. If [ don’t love me, no one can love me. If |

e is going to do it. If I don’t think I deserve quality medical treatment, I

If to have. If I don’t do what I need to do to ensure that I have my medica-
m. The bottom line to all of this is, ME. I have to realize that / am worthy of
medical condition. Sure things change. Maybe I don’t have makeup from the
omes from Wal-Mart. Maybe I get my hair done less often. Maybe I read books
a way to have the things that I love, the things that make me, me. The things that
myself. I do this for me, but I do it for everyone who knows me, works with me, and
myself, no one else can love me. So make your resolution now. Make 2009 the year that
ing others to love you too!




~ RESEARCH ~

Lupus is the focus of intense research as scientists try to determine what causes the disease and how it can
best be treated. Some of the questions they are working to answer include: Exactly who gets lupus, and why?
Why are women more likely than men to have the disease? Why are there more cases of lupus in some racial
and ethnic groups? What goes wrong in the immune system, and why? How can we correct the way the im-
mune system functions once something goes wrong? What treatment approaches will work best to lessen or
cure lupus symptoms?

To help answer these questions, scientists are developing new and better ways to study the disease. They
are doing laboratory studies that compare various aspects of the immune systems of people with lupus with
those of other people both with and without lupus. They also use mice with disorders resembling lupus to
better understand the abnormalities of the immune system that occur in lupus and to identify possible new
therapies. The National Institute of Arthritis and Musculoskeletal and Skin Diseases (NIAMS), a component
of the National Institutes of Health (NIH), has a major program of lupus research in its intramural program in
Bethesda, Maryland, and funds many individual researchers across the United States who are studying lupus.

To help scientists gain new knowledge, the NIAMS also has established Specialized Centers of Research
devoted specifically to lupus research. In addition, the NIAMS is funding several lupus registries that will
gather medical information as well as blood and tissue samples from patients and their relatives. This
will give researchers across the country access to information and materials they can use to help identify
genes that determine susceptibility to the disease.

Identifying genes that play a role in the development of lupus is an active area of research. For example,
researchers suspect a genetic defect in a cellular process called apoptosis, or "programmed cell death," in
people with lupus. Apoptosis is similar to the process that causes leaves to turn color in autumn and fall from
trees; it allows the body to eliminate cells that have fulfilled their function and typically need to be replaced.
If there is a problem in the apoptosis process, harmful cells may stay around and do damage to the body's
own tissues. For example, in a mutant mouse strain that develops a lupus-like illness, one of the genes that
controls apoptosis is defective. When it is replaced by a normal gene, the mice no longer develop signs of the
disease. Scientists are studying what role genes involved in apoptosis may play in human disease develop-
ment. Studying genes for complement, a series of proteins in the blood that play an important part in the im-
mune system, is another active area of lupus research. Complement acts as a backup for antibodies, helping
them destroy foreign substances that invade the body. If there is a decrease in complement, the body is less
able to fight or destroy foreign substances. If these substances are not removed from the body, the immune
system may become overactive and begin to make autoantibodies.

Recent large studies of families with lupus have identified a number of genetic regions that appear to confer
risk of SLE. Although the specific genes and their function remain unknown, intensive work in delineating
the entire human genome offers promise that these genes will be identified in the near future. This should
provide knowledge of the fundamental nature of the risk factors that can lead to lupus and new insights into
how these risks can be modified. It is thought that autoimmune diseases, such as lupus, occur when a geneti-
cally susceptible individual encounters an unknown environmental agent or trigger. In this circumstance, an
abnormal immune response can be initiated that leads to the signs and symptoms of lupus. Research has fo-
cused on both the genetic susceptibility and the environmental trigger. Although the environmental trigger
remains unknown, microbial agents such as Epstein-Barr virus and others have been considered. Researchers
also are studying other factors that may affect a person's susceptibility to lupus. For example, because lupus
is more common in women than in men, some researchers are investigating the role of hormones and other
male-female differences in the development and course of the disease.

(continued on page 9)



Love Yourself Continued from page 1

I was ill, I had aches and pains and was not living I Believe ...

up to what I wanted to be. I felt very sad about my

health and all the extra work it was costing my hus-

band, mom and children. I was very focused on

what [ was NOT instead of what I was. I started % .

with listing things I was proud of myself for. [ am a Q\
good listener, I love to write, I LOVE to dance, I

help and reach out to my friends, my kids tell me - S

what a good mom I am and shower me with hugs, I
have a LOVING relationship with my husband that
just grows stronger every year, | went to a prestig-
ious high school and consider myself smart and love
to read, I am good with the computer and games, |
am a good cook... wow maybe I'm not so bad after
all!

That our background and circumstances
may have influenced who we are, but we
are responsible for who we become.

If you don't celebrate and appreciate the things you are good at you are telling your subconscious you are
not worthy of healing or of love. By concentrating on the bad and what you don't have you are inviting it to
get even worse. It is not easy to change negative thoughts over night but it is a lot easier than it would seem
to be. Once you start concentrating on the good in you -- you will feel your self confidence rise. Once you
feel your confidence rise you will feel like nothing can stand in your way.

Let go of the past. Forgive yourself for things that happened before. Haven't you spent enough time worry-
ing and focusing on them? It's time to move forward and to appreciate who you are today and what you
will make of yourself and your future.

Do more of what you are confident that you can do well. Do you make your friends laugh? Call one and
make their day. Can you cook? Make a nice meal and savor it. Do you enjoy reading? Read an article or
book on something you have always wanted to learn about. Can you dance or sing? Turn up the music loud
and dance and/or sing! Do your kids love when you read to them? Take extra time reading the them and
watch their smiles. Are you good at a certain game/crosswords/sudoku? Play it and celebrate that you do it
so well. Nurture what you love about yourself. Take pride and joy in what you love about yourself. Your
love and confidence will shine through and you will be attracting other people to love you as well.

-Source: http://healpain.blogspot.com/2007/10/you-have-to-love-yourself-in-order-to.html

There 1s still time to reserve your
FREE arthritis toolkit!!!

To reserve yours today, call our Pensacola office at
1-800-458-8211 or email anna@thelupussupportnetwork.com and ask that

your name be added to the list.
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Upcoming Events

Support groups are held monthly Mobile Awareness Luncheon - March,
throughout our coverage area: 2009. Speaker or date not confirmed
Panama City - 1st Saturday as of the printing of this newsletter.
Crestview - 2nd Saturday
Brewton - 2nd Wednesday
Ft. Walton Beach - 3rd Saturday
Mobile - 3rd Thursday
Pensacola - 4th Saturday
Tallahassee meetings are quarterly!

4th Annual Golf Tourney - March
13th at the Moors. Sponsorship op-
portunities available. Registration
open, please contact the office for
more information

(NYL)

2nd Annual Golf Tourney (Brewton) -
April 18th at Dogwood Hills in Brew-
ton. Sponsorship opportunities avail-
able, as well as registration open to
golfers.

Join us each month at our support
- groups and get more involved in
‘ i your organization. For more infor-

@ mation on a particular support group
contact us at 1-800-458-8211

Y-Mee's A B € Book -B*%w

Of Emotions

The idea for the Y-Mee doll came to me one day while I was
sitting at a support group meeting waiting for the attendees to
arrive. As is normal, I always have paper and pen or pencil with
me. I began thinking about how most people, at some time in
their life, have asked "Why Me?" That was all it took. I began
doodling, scribbling, erasing, rearranging, and "Y-Mee" was
born.

It took a few weeks to perfect the idea and 2 more to get a
proto-type made. But within a couple months Y-Mees were
overflowing their baskets and were on their way to comforting
anyone who has every asked "Why Me?"

Get your Y-Mee and ABC Book of Emotions today for only
$25.00, a portion of the proceeds will be donated to the Lupus
WANDPA M. ARGERSINGER Support Network. For more information visit http://

wandaargersinger.com/lbow.html or contact the office of the
SL.upus Support Network.




TEEN TALK

Learn to Love Yourself

Sometimes you'll hear people say that you can't love others until you love yourself. Sometime you'll hear people
say that you can't expect someone else to love you until you love yourself. Either way, you've got to love your-
self first and this can be tricky. Sure we all know that we're the apple of our parents' eyes, and that our Grand-
mas think we're geniuses and our great Uncle Roberts think that we will go to the Olympics, but sometimes it's a
lot harder to think such nice thoughts about ourselves. If you find that believing in yourself is a challenge, it is
time you build a positive self image and learn to love yourself. You'll be surprised how nice it can be!

Change Your Thoughts, Change Your World

Self-image is your own perception of yourself, or, in other words, the image that you hold in your own head
about yourself. This image includes the way you look, the way you act, the way you talk and the way you think.
Interestingly, our self-images are often quite different from the images others hold about us, and very different
from the unbiased truth. Unfortunately, most of these images are more negative than they should be. Thus
changing the way you think about yourself is the key to changing your self-image and your whole world.

Toot Your Own Horn

The best way to defeat a negative self-image is to step back and decide to play up your successes. Literally
make a list if you need to, but tally up all of the great things you do everyday. Think about how you are always
there for your friends, how you help your siblings with their homework, how you manage to hold down a part
time job and get good grades. Don't allow doubts to creep into this list. If your initial instinct is to put down that
you get good grades, don't berate yourself because they aren't great. No one is perfect you know!

Get Your Priorities Straight

It very well might be that you are experiencing a negative self-
image because you can't move past one flaw or weakness that
you perceive about yourself. Well, roll up your sleeves and
make it a priority to change this. If you think you're thick be-
cause you aren't great at math, find a tutor. If you think you're
weak because you can't run a mile, get to the track and practice.
If you think you're dull because you don't wear the latest trends,
invest in a few new clothes. But remember, just because you
think it doesn't mean it's true.

A negative self-image is just that, a negative image that you
hold about yourself. The best way to move past this is to realize
that your image is biased, and to actively convince yourself
about your positive traits. Changing the way you think, and
working on your perceived flaws, will go a long way towards
promoting a positive self-image. When you can pat yourself on the back, you'll know your well on your way.
Good luck!

-Source: http://www.teenissues.co.uk/LearnToLoveY ourself.html



Living With Chronic Illness Builds Courage

by Pauline Salvucci, Self Care Connection

The challenge of living with chronic illness isn't
always apparent when you're first diagnosed. This is
just the beginning. It takes time to understand your
illness, the treatment options available, and how
living with illness will affect your life and the lives
of your partner and family.

Being sick is like being on a roller coaster -- you
can be up and hopeful one minute and down and
doubtful the next. Your illness can take unexpected
and unpredictable turns. One disease can dispose
you to or give rise to another. This can be frighten-
ing as well as exasperating. Finding medication that
works, being committed to following a good
treatment plan and maintaining honest, direct and
open communication with your healthcare providers
takes time, energy and skill. But this is only part of
the picture. Living with illness affects every part of
your life and every significant relationship you
have.

If you're still able to work, you find
yourself in the position of having to
make decisions about what and how
much you tell your employer and

coworkers, especially if your illness

Courage does not always
roar. Sometimes courage
is the quiet voice at the
end of the day saying, “I
will try again tomorrow”

Yes, of course. However, living with chronic illness
broadens the scope of that decision making process.
The question isn't only how will this decision or
choice affect you, but also, how will it affect your
illness which in turn affects you and the choices and
decisions you continually make.

Obviously, this is a demanding aspect of living with
chronic illness. It's also the measure of your courage.
Living with illness affords ample opportunity to be
courageous in living your life to the best of your
ability. Why is this so? Because when limitations
and diminished control over the effects of illness are
part of your daily life, your choices and decisions
become the stuff from which courage emerges.

The fact is, if you're living with chronic illness you
are courageous. In the process of meeting life's
challenges, you have learned and are continuing to
learn how to meet your fears and move
beyond them. Perhaps you don't think
of yourself as particularly
courageous or even confident.
Maybe it's time to take a closer
look. These four questions will help
you do that.

requires you to make time adjustments to N Mary Anne Radmacher,

your work schedule. Responding to and
dealing with coworker's responses or
reactions can be a challenge. Saying too
much makes you vulnerable to unwanted
questions, saying too little may raise questions of
'special treatment' and elicit criticism or even
jealousy. Yet, not being able to work means giving
up your role in the workforce as a productive
employee -- and facing the economic changes and
problems of not being able to financially provide for
yourself or your family.

When you live with chronic illness, every aspect of
life takes on a new dimension. Your daily decisions
and choices are examined through a new lens, and
you often find yourself carefully weighing the
ramifications and possible outcomes of your
choices. But, wait. Wasn't this the way it always
was? Isn't this something all intelligent and
responsible adults do?

1. What have you learned about yourself
since you were diagnosed with a chronic
illness?

2. What initially held you back from learning these
things about yourself?

3. What did you learn from the times you felt most
discouraged?

4. What will your legacy be to those who know and
love you?

No one knows the journey you and your illness have
taken better than you do, and no ones knows more
than you, the challenges you've met and the wins
you've achieved. Acknowledge and embrace them.
Celebrate your courage.

-Source: HealingWell.com at http://www.healingwell.com/
library/health/article.asp?author=salvucci&id=4
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Research continued from page 3)

A current study funded by the NIH is focusing on the
safety and effectiveness of oral contraceptives (birth-
control pills) and hormone replacement therapy in
women with lupus. Doctors have worried about the wis-
dom of prescribing oral contraceptives or estrogen re-
placement therapy for women with lupus because of a
widely held view that estrogens can make the disease
worse. However, recent limited data suggest these drugs
may be safe for some women with lupus. Researchers
hope this study will yield options for safe, effective
methods of birth control for young women with lupus
and enable postmenopausal women with lupus to bene-
fit from estrogen replacement therapy.

Promising Areas of Research

* Identifying lupus susceptibility genes
* Searching for environmental agents that cause lupus
* Developing drugs or biologic agents that cure lupus

battle soon to
Clor't give up.
’

Researchers are also focusing on finding better treat-

ments for lupus. A primary goal of this research is to develop treatments that can effectively minimize
the use of corticosteroids. Scientists are trying to identify combination therapies that may be more effec-
tive than single-treatment approaches. Researchers are also interested in using male hormones, called
androgens, as a possible treatment for the disease. Another goal is to improve the treatment and manage-
ment of lupus in the kidneys and central nervous system. For example, a 20-year study supported by the
NIAMS and the NIH found that combining cyclophosphamide with prednisone helped delay or prevent
kidney failure, a serious complication of lupus. On the basis of new information about the disease proc-
ess, scientists are using novel "biologic agents" to selectively block parts of the immune system. Devel-
opment and testing of these new drugs, which are based on compounds that occur naturally in the body,
comprise an exciting and promising new area of lupus research. The hope is that these treatments not
only will be effective, but also will have fewer side effects. Other treatment options currently being ex-
plored include reconstructing the immune system by bone marrow transplantation. In the future, gene
therapy also may play an important role in lupus treatment.

Hope for the Future

With research advances and a better understanding of lupus, the prognosis for people with lupus today is
far brighter than it was even 20 years ago. It is possible to have lupus and remain active and involved
with life, family, and work. As current research efforts unfold, there is continued hope for new treat-
ments; improvements in quality of life; and, ultimately, a way to prevent or cure the disease. The re-
search efforts of today may yield the answers of tomorrow, as scientists continue to unravel the myster-
ies of lupus.

-Source: http://healingdeva.com/lupus3.htm



Your Trump Card: Self-Love

Dig and honor yourself—self-love is the first step to lasting change.

By: Hara Estroff Marano

Having a glowing vision of the future helps you tackle the core beliefs about yourself—such as doubts
about your own worthiness for success—that have held you back until now. So as you peel back the curtains
around your core self, you become ready to tap the source of all change and success—self-love, and for-
giveness for past failures.

Self-love doesn't happen by luck or the grace of God. You have to create it. These are among the most im-
portant elements of it.

e Honoring yourself and who you really are. Love is your birthright. As Teilhard de Chardin said, "We are
not human beings having a spiritual experience, we are spiritual beings having a human experience."

e Telling the highest truth, which is that we are powerful beings capable of creating joy and success or pain
and suffering in our lives. We are not destined to be victims. We have the power to choose, and this power
is both the greatest responsibility we have and the greatest opportunity.

e Honoring who you are becoming. Self-love involves recognizing that you are constantly evolving and
growing to become a more powerful and more loving being.

e Honoring your feelings and responding to those feelings. Remember, feelings are important signals, and
even the so-called negative feelings of anger and fear serve the important purpose of alerting us to the ob-
stacles in our life.

e Recognizing that the universe is literally made of love. "If we will just open ourselves to receive, like
flowers opening to the sun, then everything is possible," says Ti Caine, hypnotherapist and life coach
based in Sherman Oaks, California.

When things go wrong or goals don't materialize, most people blame their past, their parents, life in general
or God. We are even encouraged to do this by friends and family who are well-meaning. We also devote a
great deal of energy to settling for what is, without recognizing what we can become.

All the great wisdom traditions speak of the unlimited power we have within us. Both quantum physics and
psychology offer proof that our thoughts create our reality. Yet, Caine points out, many people strenuously
object to the truth that we create our own reality.

"They argue that it's not loving to tell a sick person they had anything to do with creating their illness," he
says. "Yet, by not owning their power when they are sick, they are consigning themselves to a life of being a
victim of any virus or circumstance that comes their way. This powerlessness is the source of most depres-
sion, and it leads to more illness and problems such as overeating."

He insists it is more honest and even more loving to gently help people recognize the power they have to cre-
ate their reality, including failures. Once we do that, then we must forgive ourselves for the painful experi-
ences we have previously chosen in our lives. "I don't know all the parts of me that are creating the failed re-
lationships, but I am willing to learn about them."

Only by seeing how in the past we have allowed problems to control us, and forgiving ourselves, can we

really change and be free to go forward in life feeling more powerful, able to create the success and happiness
we want.
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Trump Card (continued from page 10))

Forgiveness, says Caine, is not only a form of self-love, it is completely an inside job. First you have to own your
mistakes. Here is how.

Imagine a future where you totally love yourself and have totally owned your power.

Reach for an understanding of why you would choose limitations in your life. We are often taught by family
and life experiences that being weak, sick or helpless is the way to get attention or help. Look at your own and
other peoples attempts to get acceptance, attention and love. Ask yourself, what was I taught about being lov-
able? About being powerful and responsible for my life?

Then forgive yourself for having made mistakes. Imagine how your future self would forgive you for a mis-
take.

Then you can consciously create better methods for getting the acceptance, attention, love and success that
you want.

-Source: Psychology Today Magazine, Nov/Dec 2002
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Tools for Dealing with a Chronic Illness

Who ever thinks about "Tools for Dealing with a chronic illness"? It's not something you con-
sider until it's too late. When you become sick you lose control of so many things in your life that
it becomes extremely important to take responsibility for what you can control. That means in-
stead of reaching for the 1/2 gallon of ice cream to throw yourself another pity party you instead
choose to go for a walk, to meditate, read a book or watch your favorite comedian on T.V. You do what you know
you need to do to help yourself. When you take action to help yourself, you empower yourself which eventually will

| S

It sounds easy, but it is not. It requires effort, concentration, belief in yourself and support from your loved ones to
validate what you know you have to do. You will get lots of advice from friends and family, but the truth is that
intuitively we all know what we need to do to help ourselves.

#1 Tending to your spirit - A chronic illness provides you with an opportunity for reflection and self realization.
Feeding your soul is just as important as feeding your body. It is vitally important that you find ways to nourish and
replenish your soul. If you do nothing else find a way to make peace with where you are right now in your life.
With an illness you only have control over a handful of things. This is what you must embrace. Know that your
value is not in what you accomplish or what you own but simply in the fact that you exist. Participate in activities
that make you feel whole, alive and one with the universe. Here are some suggestions:

-Read books that inspire you

-Watch movies that motivate you

-Avoid movies and books that support you in perpetuating self pity.

-Seek counseling if you need support. If you’re dealing with a life altering illness you most likely do need counsel-
ing and only an objective party can help guide you through this journey.

-Try new things — yoga, meditation, prayer

-Enjoy the outdoors, experience the richness of nature

-Develop a hobby

-Bring music and art into your environment

- Write about your experience. This is absolutely vital. What you are going through is painful in so many ways. The
loss that comes with illness is so great on so many levels that you need to create an outlet to express yourself. Stuff-
ing your feelings can be like poison to your body.

-Maintain some type of social network. I realize that you may have lost many friends in this process. Sadly it is a
natural part of dealing with a chronic illness. But you must build some sort of support system whether it is via the
internet or reconnecting and rebuilding family relationships. Healthy living includes deep and meaningful relation-
ships - they are a part of our life force and help in the healing process.

-CRY. That’s right cry. Get it out. This situation sucks and makes you want to cry. If you don’t, it’s going to come
out when you’re not looking and then you will be really upset. It is healthy, it is natural, and it is necessary.

#2 Speak your mind/Express Yourself - Here is the bottom line when you have a chronic illness. You will either
learn how to communicate honestly with people or you will end up alone and lost. “Honest, clear communication
with friends and family is vital to your mental and physical wellbeing.” Get honest with yourself and say what you
have to say at the moment you feel it. If it comes out wrong you can always apologize later. This is an emotional,
surreal time in your life and most likely you no longer have the control over your life you once had. Your relation-
ships with people are going to change because your life has changed. Some of your friends and family may not be
able to deal with you speaking your truth. That is simply their problem, not yours. You didn't ask to have a chronic
illness and you are doing the best you can. Just communicate what you are feeling and it will free you from the self
-oppression that is so common with illness. You need to be as clear with your doctors as you are with your friends
and family. Your doctor can only do a good job if you communicate your symptoms and experiences with him/her
in a simple and clear manner. Write things down before you go to the doctor. Keep a daily log. It is easy to forget
from day to day. If you are unhappy with your doctor, let him/her know how you feel. Keep in mind you are paying
your doctor to help you. If you are not getting what you need, let them know. If they do not respond to your needs
find another doctor. There are wonderful doctors out there so keep looking and keep communicating.

(continued on page 13) 12



Tools—continued from page 12

#3 Accept your situation /Take things one hour at a time - It takes a while but you are going to have to accept
your situation for what it is. One thing I realized is that my view of life changed from having goals and experi-
ences to just surviving minute to minute. When you deal with illness and pain you have to shift your way of doing
things and accept that sometimes just getting out of bed can be an enormous accomplishment. Set goals and pri-
orities according to your energy levels and abilities for that day. Tomorrow may be different, but for today it is
what it is. “Permit yourself to achieve your goal in small steps instead of all at once. Always allow yourself to rest
when needed and give yourself permission to leave things unfinished. Be flexible and accept your limits. Allow
yourself time to recuperate.” Most importantly, ask for help. Learn to accept help from others. It empowers you
and others. People need to feel they are helping you and you need to learn that it doesn't take away from who you
are to accept help.

#4 Laughter/Humor - Humor is good for the spirit and the body, especially the immune system. Humor helps us
keep things in perspective and maintain a positive attitude which I believe can help us heal our bodies. With hu-
mor, life seems so much more manageable. Truly I have never laughed more than in the last six years. Some of
the alternative techniques that I have tried are straight out of a sitcom. Give yourself a reason to laugh everyday.

-Read a funny book

-Watch funny movies

-Keep funny quotes on the wall by your bed
-Socialize with funny people

-Laugh at yourself

#5 Avoid stress - If you have a chronic illness you absolutely must avoid stress at all costs. Life in general is
stressful but you have to learn how to minimize the stress and how to react to stress in a healthy manner. It is
amazing how stress can affect someone dealing with a health issue. It is like adding fuel to a fire. It can exacer-
bate any current symptoms and add additional symptoms. Stress is like putting poison in your body. Technically
it releases a chemical which causes inflammation creating additional health issues. It is important to remain at-
tentive to negative stress symptoms and to learn to identify the situations that evoke them. When these symptoms
persist, you are at risk for more serious health problems because stress can exhaust your immune system. Recent
research demonstrates that 90% of illness is stress-related. For additional information on how stress affects illness
visit again in the near future and look for my new article Chronic Illness and Stress; a Fatal combination. To
combat stress:

-Eliminate stressful people from your life. This may sound harsh, but it’s necessary to put
yourself in the healthiest possible environment.

-Accept your current situation and learn to value yourself for who you are and not what you
accomplish.

-Learn to enjoy the small things in life

-Laugh like you did when you were a child

-Don’t allow yourself to get caught up in the coulda, woulda, shoulda syndrome. It is what
it is and you do the best you can with what you are given.

-The only expectation you have to meet is your own. So change your expectations.

(continued on page 14)
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Tools—continued from page 13

#6 The Important people in your life - Having a loving and supportive relationship can provide so much healing
energy for a person dealing with a chronic illness. It needs to be tended to and not neglected in the chaos of dealing
with a new illness. “It will undoubtedly be a strain and stress on the relationship and has the potential to erode or
destroy it if left unchecked.” It will be necessary to make a conscious effort to provide support for your partner as
well as get the support you need to deal with your health issues. Because your illness can be so demanding of your
energy and time you need to recognize that your partner’s needs may be neglected. You need to encourage that
your partner take private time to refuel and have other outlets. You need to deal with the impact the illness has on
your relationships directly and honestly. In my relationship we found it to be extremely helpful to keep a clear un-
derstanding that the negative feelings we had were about the illness and not about me as a person. We got angry at
the fact that I was sick and how much it had changed our lives. You have to remember that your partner didn’t sign
up to take care of a sick person for the rest of your lives. They are going to have strong feelings about this and need
a private outlet to express them without having to worry about how you will react. They are allowed to be angry
just as you are allowed to be angry about your illness. Love can be so healing. Don’t neglect one of the things that
can help you deal with your illness and give you the desire to find ways to help yourself live a healthier life.

#7 Proper Nutrition - You are what you eat. We have heard it a thousand times and guess what, it's true! What
you eat has a profound impact on your mental and physical health. Eating a healthy diet is essential for the body to
heal. The bottom line is you are going to have to cut out some of your favorite foods and add all the foods that your
mother told you to eat. This doesn't mean that you can't occasionally treat yourself, but for the most part this is
your major job in your recovery. This is what you can control and one sure way you can improve your health.
“You should try to eliminate things such as sugar, caffeine, refined foods and unhealthy fats. Replace these with
whole foods such as vegetables, whole grains, nuts and seeds, fruits and fresh meat and poultry. Your diet should
be free of chemicals and toxins found in most diets such as pesticides, herbicides, hormones, additives, dyes and
preservatives.” The natural healing process can’t take place in a body that is busy trying to eliminate the toxins we
keep consuming. These are the basic steps you need to take:

-Do not drink soda or diet soda; make sure you eliminate any foods or beverages that contain chemical sweeteners
such as aspartame.

-Drink lots of WATER!
-Eat your 5 fruits and vegetables a day.
-Try and eliminate processed foods. Most foods that come pre-made in a box or bag fall into this category.

-If you can afford it, buy organic. If not, at least buy the foods you consume the most organic and the rest make
sure you wash really well before eating.

-Empty your house of all the goodies you have stashed for those emergency feel good sessions! If it's in the house,
don't expect that you will be able to have the will power to not eat that yummy food. That is just setting yourself up
for failure.

#8 Exercise - As a person dealing with a chronic illness and knowing what it is like not to be able to get out of bed,
I can understand your first response, “I am too sick to exercise.” But the bottom line is exercise is absolutely cru-
cial for the mind, body and soul. If all you can do is curl your toes then curl your toes, but you have to move your
body! When the body is in movement it releases endorphins that improve our emotional state and act as a natural
pain reliever. It also is a wonderful outlet for relieving depression, stress, and anxiety which are all a natural part of
dealing with a chronic illness. “The bottom line is regular exercise improves energy levels, helps you sleep better,
promotes healthy bowels, boosts the immune system, and aids your body in the natural healing process.”

-Start slowly and Stretch!
-Don't set your goals too high. You don't want to stress your body you want to move your body.

-This isn't about losing weight or how you look. This is about moving the body so it can function to its fullest
capacity.

-No excuses - move what you can, when you can and your body will respond.

(concluded on page 15) 14



Tools—continued from page 14

#9 Take an Active Role in Your Health Care - Personally this is a very difficult task to accomplish. My
experience with the medical community has varied. I have been very disappointed and frustrated at times.
You will run across doctors that are not helpful and do not necessarily have your best interest in mind. This
is where you must take responsibility. If your doctor is unwilling to accept you taking an active role in your
health care and is unwilling to accept that you know your body better than anybody else, then change doc-
tors! “You’re with your body 24 hours a day, so no one knows how your illness or how certain medications
or treatments impact you and your life, better than you do. Research and pursue all viable avenues and pre-
sent your physician with options.” There are great doctors out there that really want to help guide you
through your illness. It is your job to find those doctors.

#10 Educate Yourself/Question - Research, Research, Research. “Learn every-
thing you possibly can about your illness and your options. Speak with physi-
cians, nutritionists, alternative health providers, and other individuals with your
same condition.” Go to the library and read everything you can get your hands
on. Do research on the internet. “Saturate your mind with knowledge about all
aspects of your condition so that you can make informed choices.” Knowledge is
power. But then apply it, applied knowledge is the true power! Question what
advice you get from doctors. Doctors hold a tremendous amount of knowledge
and can be incredibly helpful but they are not all knowing and sometimes their
advice is not what is going to help you. Ultimately it is your decision. Use your
intuition, your personal knowledge and your doctor to make your health care de-
cisions. Remember, you are in charge!

- Source: http://www.healthy-holistic-living.com/Tools-for-Dealing-with-a-Chronic-Illness.html

The Lupus Support Network
P.O. Box 17841
Pensacola Fl 32522-7841

ﬁ The 800.458 8211

850.478.8107

L uﬂ Ufs supp or t www._thelupussupportnetwork.org
NjE fwork questions@thelupussupportnetwork.org
b

We have changed our website address and updated our web page. You can now not only get
great information regarding lupus, but also, download all of our brochures directly from our
website, stay updated on current events and refer new patients for a better understanding of their
illness. Please make a note of our new website address:

www.thelupussupportnetwork.org
Email: questions@thelupussupportnetwork.org

Wanda Email: wanda@thelupussupportnetwork.org
Anna Email: anna@thelupussupportnetwork.org
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Q@Lupus and Intimacy@

Even under normal circumstances it can be difficult to talk about sexuality and intimacy with a partner or
spouse. Having an exhausting and painful chronic illness such as lupus makes it all the more challeng-
ing—yet important—to communicate. .

From the body image to sexual desire, energy, and tolerance to pain, illness can get in the way of many
parts of a relationship. If you have lupus, take steps to protect and nurture this important part of your life
and well being. Here are some strategies that have worked for others and that you might want to try:

¢ Talk. Start - and keep - a conversation going between yourself and your partner. Sometimes simple
“Can we talk about this....?”” opener can set the stage for honest and open exchange. Be sure to let
your partner know that you want a two-way conversation in which each of your hopes and needs is ad-
dressed.

¢ Start with the positive. In your conversation, begin by talking about times together that have felt posi-
tive and good - what’s special and feels particularly right about your physical connection. Then discuss
what can get in the way of those positive exchanges.

¢ Send a signal. Feeling tired and sick, fear of worsening pain, being depressed or emotionally drained -
all are common with lupus and can get in the way of wanting intimate contact. If you haven't’ been in-
terested for a while, at least talking about what would make it feel right may signal your partners that
you want to keep this part of your relationship alive.

¢ Make a date. If you can, plan your intimate times for those parts of the day that you feel stronger or
more rested. If you take lupus medicines that ease pain or stiffness, try timing when you take them for
peak action at your date hour. Also consider taking a nap before sex, or having a warm bath or apply-
ing soothing heat to ease joint stiffness and muscle aches.

¢ Use props. Lupus hurts. Strategize ways to support your back, your neck, and your legs - all parts of
you that might come under pressure or get turned or moved in such a way that might cause pain. If you
often geel cold, take the time to make the room feel warm, use
an electric blanket, or take a hot bath right beforehand.

¢ Keep hugging. Intimacy is about so much more than sex, of
course. Keep your connections going by being physically
close to each other, holding hands and getting in tune with each
other’s bodies. Show your affection in a non-stressful, loving
way to let your partner know that you’re still interested in be-
ing intimate. And an added boost: hugging and other physical
contact has also been shown to be good for your health!

Finally, one of the greatest gifts that you can give to someone you
care for is to also be good to yourself. Eat well, rest, and exercise
when possible to stay strong. And if you think it might help, reach
out to a social worker or therapist with your concerns.
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\\Q\ié MEMORIALS

Received from: Kimberly Skipper

In Memory Of:
Nikia Thomas

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.

, DONATIONS ¥of
" Ronald Lunstrum

On behalf of: Kristie Fagan

Thanks to those who make a donation to

the Lupus Support Network, whether 1t
be office equipment, medical equipment
or a monetary gift.
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3 Ernestine Williams Patricia Falls

S Bennie Hedrick Andrea Griffin

g Viola Williams Donna Earnest

S Vicki Driver Carl Riggs

3§ Carolyn Alderman Vickie Jackson

3 Ann McLeod Roxanne Jensen

@ Dorice Hartley Kathryn Rebman

§ Sandra Babb Martha Tringas

g Sarah Garmeson Carolyn Ashley

3 Billie Mae Cresse Lee Ann Cooper

3 Chrissy Street Dodi Barnett

§ Saipin Bordogna
9 Scarlet Smith
3 Kimberly Skipper
S Junella Silvey
g Susan Huff
S Dorothy Jones
g Connie Rector
S Andrea DiChiaro
S Ida Ake
Carolyn Jones
@ Mary Sue Beasley
@ Lois Burdick
g Clara Smith
S Deleta Mizell
9 Rita Baxter
9 Buster Ates
g Tonya Knight
@ Erica Hall
L01s Watkins
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Elaine Potter

Willie Daniels
Mary Anne Wallace
Carolyn Curry
Joyce Salmon
Deloris Fuqua
William Hudson
Nancy Owens

Cand McMillan
Tina Benton-Johnson
Dorothy Paris
Deena Smith

Lisa Skwarozynski
Maria Nibert
Freida Simmons
Irene Crawford
Lucille Ward

Kerry Maddox
Lynne Wells
Charlie Salter
Celeste Beplay

**If your name is not listed then
we do not have your

birthday on file **

Please call the office and update
your records. We do respect the
privacy of those who have asked to
remain anonymous.
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New & Renewed Members

The membership list of the Lupus Support Network is confidential & is not sold or given to any third party. Names are
published in the newsletter only after a member has given permission to do so. PLEASE-- allow time for your name to be
published, it may not appear directly after p . The is published bi. ly &
is at printers, being sorted & Iabeled weeks before bemg mailed.

New Membership*:
Heather Colson Ella Ruth Young
Doris Crewell Donna Johnson
Katie Wheeler Machelle Mason
Mariann Lockwood
*(2 remaining anonymous)
Renewing Members*:
Karalyn Johnson Denise Dunbar
Hoyle and Mary Joiner Kim Maddox
Louis Hampton Celisa Ann Salter
H.J. and Brenda Lee Ronald and Marianne Lunstrum
Dorothy Bowers Moneva Handrop
Phyllis Russ Willie Daniels
Earlene Tucker Chelsie Levitan
Philip and Karen Akeo Kimberly Skipper
Carmelie Sander Lizzie Harvey
Virginia Lynn Patricia Cannon
Buster Ates Melba Hart
Laura Shaud Jean Downing

Regina Kaufman

*(2 remaining anonymous)

**PLEASE remember to renew your membership. Your
membership dues & any donations we receive are needed more
than ever to help us continue our mission.

We encourage everyone to recruit their family & friends to join—if
you need information or membership applications to hand out-call
the office and we will mail them to you or the potential member.

Together we can make a difference!!

Just think with over 300 members—if each person recruited one
new member—we would double our “voices” in spreading the word
about lupus!

We are continuously updating our records—please call or email
us and let us know the original date you joined the Lupus
Support Network & your Birthday—Thanks!
email: info@lupuspensacola.com

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 joining our “fight” today!!
Different membership levels are available.
See page 22 for an application.

1108-C Airport Blvd.
Pensacola, FL.
P.O. Box 17841
Pensacola, FL. 32522-7841
850.478.8107 * 1.800.458.8211
questions@thelupussupportnetwork.org
www.lIsnflorida.org

Board of Directors
Jerry Watson, President
Chris Schulte, Treasurer

Brenda Lee, Secretary
Patsy Smith, Historian
Kristie Fagan, Director
Fletcher Fleming, Director
Terry Alexander, Director
Joanne Rach, Director
Trisha Woodburn, Director
Julie Johnson, Director

Lupus Support Network Staff
Wanda Argersinger, Executive Director
Email: wanda@thelupussupportnetwork.org

Anna Dandelakis, Admin. Assistant
Email: anna@thelupussupportnetwork.org

Support Group Facilitators
Pensacola: Dave and Kristie Fagan
Crestview: Martha Naoum-Ruben

Panama City: Martha Naoum-Ruben
Tallahassee: Martha Maddox
Mobile: Wanda Argersinger
Ft. Walton Beach: Wanda Argersinger
Brewton: Barbara Curry

Caring and Sharing is published bi-monthly with special
editions as needed. It is our intention to publish articles
about lupus, many written by health care professionals.

Lupus Support Network, Inc. does not endorse any of the

articles, medications, or treatments reported in this
newsletter, and publishes them for information
purposes only.
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BARNES c-NOBLES

www. bn.com

Special thanks to
Barnes and Noble
for allowing our
organization to
participate in the
annual gift wrapping
program. Through the
help of our volunteers,
we had a great time,
raised awareness and
funds for lupus. Thank
you volunteers for all of
your help in this very
special project.




Litetatute fAvatlable from Lupus Buppoet Network

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

Literature produced by Lupus Support Network

__Blood Disorders in SLE __Lupus Bookmark __Can’t Afford Your Medicine

__Diet and Lupus __Drug Induced Lupus __Drugs Used to Treat Lupus
__Fibromyalgia Basics __Fibromyalgia Booklet __Children’s Brochure

__Healing Foods Pyramid __Lupus Lewey Understanding Lupus

__Introduction to Lupus __Joint & Muscle Pain __Immunosuppressive & Cytotoxic Medications
__Life with Lupus (teenagers) __Lupus Nephritis __Lupus Lewey Coloring Book

My Mom Has Lupus __Mixed Connective Tissue Disease

__NSAID in Treatment of Lupus ~__ Orientation to Lupus __Lupus in Overlap

__Patient Medication Card __Resource Guide Booklet ~ Skin Care Bookmark

__Stress Management Booklet __Support Group Bookmark  Test Yourself for Lupus Bookmark

_ The Eye and SLE __Women of Color & Lupus _ When Someone You Know has a Chronic
__Osteoporosis Overview Illness

Lupus Alliance Literature

__Coping with Lupus __Lupus in Men __Facts You Should Know About Lupus
__Laboratory Tests for Lupus __Skin (Cutaneous) __Antimalarials in the Treatment of SLE
__Steroids & Lupus __Vascular Disease __Genetics of SLE

__Clinical Trials __Minorities & Lupus __The Heart

__Thinking, Memory and Behavior _ Living With Lupus __Easing Joint and Muscle Pain

__Pregnancy and Family Planning

Questions & Answer Booklets produced by NIAMS

__Alopecia __Arthritis & Exercise __Atopic Dermatitis

__Do I Have Lupus? __Fibromyalgia __Osteoarthritis

__Heritable Disorders of Connective Tissue __How to Find Medical Information
__Raynaud’s Phenomenon __Schleroderma __Sjogren’s Syndrome

__Systemic Lupus Erythematosus Do I Have Arthritis __The Many Shades of Lupus

To request any of our brochures, 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.

Name:

Address:
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Lamar Signs
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Another way to spread awareness and let lupus patients know that
they are not alone in their illness is through advertising by billboard.
We have several Lamar signs up in our coverage area.

The one above is in Mobile, Pensacola, and Tallahassee.
The one below is located only in Pensacola.
Give us a call and let us know what you think of our beautiful signs!!!
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A Memorial Donation
to honor

(Please Print Name of Recipient)

Given by

Name:
Address:
City: St.: Zip:
In the amount of
$

Send acknowledgment to
Name:
Address:
City: St.: Zip:
Relationship:

Giving a memorial donation is a meaningful way of
doing something special to reach out and help
others, and unlike flowers, a memorial lasts forever.
Please consider a memorial donation to the Lupus
Support Network, Inc. as a special way of
remembering or honoring a friend or loved one.

Make checks payable to:
Lupus Support Network, Inc.

Mail to:

Lupus Support Network , Inc.
P.O. Box 17841
Pensacola, FL. 32522-7841

22

Membership Information:

All memberships are good for a period of one year from your
anniversary month, the month when you originally joined. To
join, or renew your membership, please fill out the form below
and send to:

Lupus Support Network, Inc.
P.O. Box 17841
Pensacola, Florida 32522-7841

Membership Levels:

L Single - $20 L] Family- $25
[0 Supporting - $30 [] Sponsor - $50

I Patron - $100

[0 Do not publish my name in the newsletter

O New O Renew [ Gift
Name:
Address:
City: St.: Zip:
County: Phone:
Fax: E-mail:
Date of Birth:
Lupus Patient: [ Yes O No

(Note: Complimentary memberships may be available to those
who cannot afford the fees.)

If giving a gift membership, please fill in the recipient’s

Name:

Address:

City: St.: Zip:
County: Phone:

Fax: E-mail:

Date of Birth:

Make checks payable to Lupus Support Network

Each member will receive a membership card, vehicle
awareness magnet, The Lupus News and educational printed
materials distributed through support group meetings, by coming
into the office, or by calling and requesting information
to be sent to you.

(The Lupus Support Network , Inc. is a tax deductible, non-profit,
charitable organization.)
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Lupus Support Network, Inc. "’"%Lupus
850-478-8107 Janua Iy, 2009 SUppoR"
Network
Sun Mon Tue Wed Thu Fri Sat
1 Office |2 3 Panama City Support Group
Closed
4 5 6 7 8 9 10 Crestview Support Group
11 12 13 14 Brew- | 15 Mobile | 16 17 FWB Support Group
ton Support | Support
Group Group
18 19 20 21 22 Board |23 24 Pensacola Support Group
Meeting
25 26 27 28 29 30 31
%42, Happy Birthday to all our
E_(  January Members!!

Tue

February, 2009

Wed

Thu

Fri

1 2 3 4 5 6 7 Panama City Support Group
8 9 10 11 Brewton 12 13 14 Crestview Support Group
Support Group
15 16 17 18 19 Mobile 20 21 FWB Support Group
Support Group
22 23 24 25 26 27 28 Pensacola Support Group
29 30 31
Happy Birthday to all our
October Members!!!!
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Support Group Information:

Pensacola Support Group Meetings:
1108 Airport Blvd., Ste. C, Pensacola, FL 32504
*4th Saturday @ 11 a.m.

Crestview Support Group Meeting:
Crestview Library
*3rd Saturday @ 10 a.m.

Ft. Walton Beach Support Group Meeting
Ft Walton Beach Medical Center
*3rd Saturday @ 10 a.m.

Panama City Support Group Meetings:
Baldwin Plaza—Health Plex Room
Ist Saturday @ 1 p.m.

Tallahassee Support Group Meetings:
Broadview Assisted Living Facility, Tallahassee, FL
*call for details

Brewton Support Group
McMillan Hospital-Education Center
*2nd Wednesday @ 11:00 a.m.

Mobile Support Group
USA Children’s and Women’s Hospital
2nd Floor Conference Room
*3rd Thursday @ 12:00 noon
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is your due date!!! Remember to Renew! Thank you for your continued support!! -

Board of Directors Meeting

*January 22, 2009 @ 11:00am
*Board Meetings are held bi-monthly
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“THANKS SO MUC
Baptist Hospital Print Shop for printing this
publication!!

OUR COVERAGE AREA
The Lupus Support Network covers the
geographical area from Mobile, Alabama to
Tallahassee, Florida north to Brewton,
Alabama.
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OUR MISSION
To provide support education and assistance to
those affected by lupus and to find a cure in

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

We would love to hear from you!!
(850) 478-8107 or 1-800-458-8211




