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I am impressed. One person, Jody Williams, was awarded the Nobel Peace Prize recently for mobilizing a
worldwide ban on land mines. That is an accomplishment. The fact that she did so in a short 18 months, from her
home in Vermont, using only the Internet, is downright staggering. Yes, even cynics will have to admit, the
power of one person can make a very big difference. Here are three ways you, too, can make a difference,
especially at work.

Think Small

The best place to start with the power of one person is with the ideas you have. Research shows that the key to
long-term business success - in a period of rapid change - is innovation. When everything changes around you
(customer tastes, supplier prices, government regulations, etc.), each change creates a new situation. This new
circumstance can be either an obstacle or a steppingstone, depending on how you use the power of one person.
Today, innovative organizations put a high premium on people who are comfortable with change, new concepts,
risk, and even failure. In other words, idea people.

Are you a Big Thinker? Before you answer, consider this. Creative people do not have great ideas. They have
small ideas, like most of us. The difference is that they take these small ideas, talk about them, try them out, and
see what happens. Sometimes a slightly bigger idea develops. They do the same thing: try it out, modify it, and
see what happens. Once in a while, a really big, new idea pops out that fits hand-in-glove with the changing
circumstances. When this happens, viola, you're a big thinker...who started small. The power of one person.

Don't underestimate the potential of your small ideas. Need
encouragement? Einstein said, ""Everyone has had an idea that could
change the world."

(continued on page 7)
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Megsage From The Executive Director . ..

You may read this edition of Sharing and Caring and think we have lost our minds.
Why would we highlight the lady who started the Susan G. Komen Foundation?
Haven’t we all seen enough pink? Not just in October, but all year long? Yes. But
Nancy Brinker is an amazing woman and her story is even more amazing. I read it
just before we started putting this newsletter together, and though I knew the story,
I had never read it like we present it here. Nancy Brinker is the epitome of The
Power of One.

Whenever I think about the Susan G. Komen Foundation, I think, WOW. One
woman did that and she did it out of love for her sister. How could one woman do
all of that? How could one person turn everything pink for one entire month? That
thought is immediately followed by, “why can’t I do that for lupus”?

We recently had a member, who had been helped by The Lupus Support Network a
few years ago. This year she wanted to repay those who had helped her so she did a
Gratitude Walk. She solicited sponsors and sent the money as a thank you offering
for the support various organizations gave her when she was in need. The Power of
One.

We have a volunteer who is willing to attend any health fair in the area on our be-
half. She goes and speaks to the attendees about lupus and distributes literature. She
helps us by doing this and helps lupus patients by being there. The Power of One.

Our support group facilitator in Brewton, calls the attendees before the meeting to
remind them. Brewton is currently the largest support group we have. It’s amazing
to see how the support group in Brewton has grown and come together to support

each other. The Power of One.

There is a young lady here in Pensacola who has offered to help us with setting up
our Social Networking sites. Her lupus has disrupted her life. Now she sleeps most
of the day and is up most of the night. She is often on-line chatting with other lupus
patients. She is doing something for us that we don’t have the time to do. The
Power of One.

You may read this and immediately say, “yes, but they...... ” Stop there. Each of
these people has their own obstacles but they have looked past them and said,
“what can I do as just one person to make a difference?” If all of our members did
just what they can do imagine the power our organization would have. Imagine
what would happen if each member talked to just one person about lupus, or volun-
teered for one project, or sold a few raffle tickets for the stocking, or helped with
the Christmas Cookie project. The Power of One would be multiplied exponen-
tially.

Every person has the power to help another person. You may not have found what
you can do yet. But I know that if you look deep inside you will see that you too
can be The Power of One and make a difference for The Lupus Support Network,
for other lupus patients, for our community, and for the world. I hope one day
someone can say that [ was The Power of One and made a difference in someone’s
life. Join with us and be The Power of One in your community.



~ RESEARCH ~

LRI-Funded Investigator Says Breakthrough Holds Potential for New
Treatment to Quiet Lupus

Researchers at the Dana-Farber Cancer Institute in Boston Elements of an immune response to a virus, including
antibodies and T cells.

have identified a new type of cell in mice that dampens the
immune system and protects the animal’s own cells from
immune system attack. This “suppressor” cell reduces the
production of harmful antibodies that can drive lupus and
other autoimmune diseases in which the immune system mis-
takenly turns on otherwise healthy organs and tissues. The
discovery, published in the September 16 issue of Nature (H
Kim, et al.; Vol 467 in Letters), resulted from Lupus Re-
search Institute funding to Harvey Cantor, MD, and col-
leagues on a separate immune system topic.

Now the discovery will be used to explore therapies that
might control the hyperactive immune system in lu-

pus. “These CD8+ T suppressor cells represent a poten-
tial new lever for lowering the strength of the immune In autoimmune diseases such as lupus, some of these antibodies,

response in autoimmune diseases such as lupus,” Dr. called autoantibodies, react against the individual’s own tissues.
Cantor said A newly defined subset of T cells, called CD8 Treg, inhibits pro-

duction of these autoantibodies.

Staying Open to Discovery

Until now, scientists searching for cells involved in quieting the immune system response had focused their
hunt on “regulatory CD4+ T cells”—also known as CD4+ Treg. Some of these cells have been shown to pre-
vent harmful inflammatory diseases and infections. In the Nature study, Harvey Cantor, MD, and his team
reported that not just CD4+T cells but CD8+ T cells as well include a subset that helps dampen the immune
response. Instead of reducing inflammation like their CD4 cousins, the CD8+ T regulatory cells ensure that the
immune system doesn't produce antibodies that attack normal cells. Lead author Hye-Jung Kim and colleagues
made the discovery as they were winding up unrelated LRI-funded work into the role in autoimmunity of a
protein found inside immune cells called osteopontin.

“Our LRI funds allowed us to carry out the early experiments that led to the definition of the CD8 suppres-
sor cells.” - Dr. Cantor

“We were testing osteopontin’s activity against a population of cells known as follicular T helper cells,” ex-
plained Dr. Cantor. “We noted that the cells were responsive to osteopontin but also that they expressed what
we knew to be the target of suppressor CD8+ T cells.”

As next steps, Dr. Cantor and his team will investigate whether defective CD8+ T suppressor cells actually
could be a cause of lupus and might serve as a powerful drug target for quieting the immune system response

in autoimmunity.

Source: Lupus Research Institute
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A Promise spurred Susan G Komen, breast cancer ﬁght

In 1982, Nancy Brinker started a foundation to fight breast cancer in memory of her sister, Susan G. Komen,
who had died from the disease two years earlier. Back then, Brinker says, her only assets were $200 in cash
and a shoebox of names of potential donors. Since then, Susan G. Komen for the Cure has raised more than
$1.5 billion, becoming the world's largest non-profit source of money to combat breast cancer. USA To-
day’s reporter interviewed Brinker and this is what she had to say about beginning this powerhouse non-
profit:

Q: What led you to start this foundation?

A: It was some weeks before she died, and she said, "I really want you to put an end to breast cancer." I said, "Suzy, I promise.
I'll help. Even if it takes me the rest of my life." I thought [ was young and smart. I thought I would get this done, or get a sig-
nificant part of it done, in 10 years. It has taken every bit of 30 years to get where we are today.

Q: How have attitudes about breast cancer changed since the 1970s, when your sister was diagnosed?

A: When my sister was ill, I observed that even in my very admiring and loving town (Peoria, I11.), when I'd go back to visit,
sometimes we'd see people cross the street when they saw us. There were people who thought that breast cancer was conta-
gious. You didn't call it breast cancer. You called it the Big C. People thought therapy was worse than the disease. There was
just a terrible, terrible fear. It was hard to make any progress in terms of awareness. I thought, "You can't change anything in the
clinic or in the laboratory before you change the culture."

Q: What made you think you could cure breast cancer?

A: The model that I grew up with as a 5-year-old girl was polio, and how our nation and our neighborhoods and our communi-
ties rallied. There was barely a day when you didn't hear about the March of Dimes. The whole nation was mobilized. We de-
veloped a vaccine, and then we found a way to deliver that care.

Q: Komen is widely credited with associating breast cancer awareness with the color pink and with pink ribbons. How
did that start?

A: From 1983, we used little pink ribbons. Our original colors for the Race for the Cure and the invitations were pink with a
gray background. Then others saw it and borrowed it.

Q: Not everyone loves the pink ribbon. Some survivors say they don't want to be cheery. And some critics say Breast
Cancer Awareness Month has become commercialized.

A: When people say there is too much pink, I say there is not nearly enough pink. Without the red AIDS ribbon, we wouldn't
have anti-retroviral treatments. We wouldn't have a cure for polio without the March of Dimes. Please don't tell me we have too
much pink, when every 69 seconds a woman is dying of breast cancer in the world. Pink doesn't just mean having a celebration;
it shows the power of a grass-roots organization. We have 2.5 million breast cancer survivors alive today. There isn't nearly
enough pink. Get ready for a whole lot more.

Q: There has also been some criticism of Komen's fundraising partners. KFC, for example, sold a pink bucket of
chicken last spring and summer with the Komen logo. Is it a problem to raise money for breast cancer research by sell-
ing unhealthful food?

A: We raise $55 million a year through cause marketing. The partnership with KFC allowed us to reach many millions of
women that we had not been able to reach before. If you look at the number of women who heard these messages for the very
first time, it was a good partnership. Would we like to do more with healthy eating? Yes, but we also like to reach entire sectors
of the population who haven't heard these messages.

Q: What are the biggest challenges for the future? What haven't you achieved?

A: Access to care is always going to be a challenge. Making sure that people have access to the best care and that the newest
medicines are delivered to the public in a reasonable amount of time. I think we have made significant progress in early breast
cancer. | think we are going to make a lot more progress in more aggressive types of the disease, such as inflammatory disease.
We are going to see progress in turning aggressive breast cancer into a chronic disease. And within a few decades, I think we
will understand how to prevent the disease from happening in the first place.

Q: What would your sister think of everything you've done?
A: I think she would love it. I think she would be very pleased. At the time she was dying, my life was a little bit confused. She
wanted me to have a focus in my life and for me to commit to something. I think she would say, "Keep going."

Source: USA Today, 2010 4
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CHRISTMAS
STOCKING
| | RAFFLE
]1 - Tickets on sale now
Amua M@@tmg | "
When: O $5 each
Saturday, December 11, 2010 or
3 for $10
Time: - ' .
11 am until 2 pm - Drawing will be
held on
Where: December 11th
Lupus Support Network § " during our open
(directly behind Barnes & Nobles) | house.
Light Snacks Provided Y You do not need
to be

e present to Wln' (

Now taklng orders for our annual Christmas cookle sale. This year, the cookies available
include Chocolate Chip, Decorated Sugar Cookies and Spritz Cookies. Cookies are $8/
dozen plus additional $2 for cookies to be in a Christmas tin. Call 1-800-458-8211 and
place your order for cookies today! Cash, Check, Visa Mastercard Accepted! Do you
enjoy baking or decorating, join us on December 4th at the First Baptist Church of
Warrington from 8 am until S pm.



FEN TALK

Simple Things Teens can do to Change the WOTld

Too often I hear teenagers say that nothing they do make a difference. You do not have to effect
change on a global level to make a difference. You change the world with daily interactions you
have with your family, friends, and people in your community. The simple things you do make
the world a better place.

Kindness is a trait that many people seem to be lacking these days. We have all had experi-
ences with road rage, bad customer service or someone who did something that was unkind to us.
That is part of life. We do not have to be part of that trend. People remember kindness. You
never know what difference a small act of kindness will have on someone else.

Volunteer for a local organization. You do not have to go far to find someone who needs your
help. There are organizations in all communities that help the homeless, provide support for bat-
tered women, provide daycare for families that are having a hard time, or build houses for those
in need. There is a huge need for teens that are willing to help. When you reach outside of your-
self and help someone it is easier to forget your own problems.

Teens can be politically active. You may not be able to vote yet but you can do a lot to support
the causes that you feel are important. Write letters to your senator. Write letters to your city
government. Let them know what issues are important to you and what ideas you have that can
improve the community. Organize your thoughts well and write them clearly and your ideas will
be listened to.

Get the education you need to have a successful career. You may have a desire to work in a
career field that has the potential to touch many lives. .You may touch the lives of your cowork-
ers and customers. It doesn’t matter how far reaching your influence is. What matters is that you
have an influence. An education person is in a much better position to make a difference in the

world and determine the avenues that they need to make a change.
Make
You have the ability to make the V‘g,/ifgg"’ e LUPUS
world a better place because you were 3 o8 Your
. . What the issues are
part of 1t: The small things that may V-’ = CAUSE!
seem insignificant make up our lives. T <
Our actions create out character. Live What we want to share WHILERCEH N
up to the potential you have and make 9@’3 i
a difference in the world right where SRS kesses a}
ou are.
y What the objectives are w
Share your pathway with us! Making it happen

Source: www.suite101.com 6
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Strive For Perfection N N ~
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The only way you can make a difference in the power of one person — _
is to do well at what you choose to do. According to Peter Drucker, (_/_,l}f j’y ﬁfﬂ
noted management consultant, striving for perfection is one of the
great lessons he's learned over the years. It means doing what has to
be done, even if nobody (except maybe the gods) is watching.

Each of us has a job to do. That job fits into a larger business

theme. How well you do the job you agree to do, however small it

may seem, has the power of one person to make or break the whole enterprise. Any team is only as strong as its
weakest team member. You have great potential to make a difference, just because you're part of a team.

Observe teamwork in action in the intensive care unit of a large teaching hospital. What you will see is a highly
disciplined group of individuals, all doing their own thing, exceedingly well, documenting every thing they do,
communicating to each other every inch of the way, but not doing each other's jobs. This is an example of the
power of one person.

If they are asked to help, they enthusiastically respond. There is no duplication of effort; everyone trusts and
builds on what others do, including the specialists in neurology and the specialists in room cleaning. The moral:
the power of one person can make a large difference by doing your part of the program, and doing it well.

Be Determined.

Goethe once said, "To put your idea into action is the most difficult thing in the world." Having new ideas and
doing your best doesn't automatically generate success. To see things through to completion requires a thick-
skinned quality called determination. Why? Because people need to be convinced of the value of your contribu-
tion. Don't take it personally. Nobody is aligned against you to prevent you from reaching your goals. It's more a
problem of overload. Business people spend an average of only eight minutes on any one activity at a sitting. Be-
fore you know it, their minds are off onto something else.

To offset this inattention, make your case, make it well and often. Identify your allies and potential naysayers be-
forehand. Solicit the help of your supporters and strategize ways to neutralize or overcome those who stand in the
way. Remember that it takes five or six contacts to sell anyone anything, so don't quit after one or two. In sub-
stantiating the power of one person, progress is important and not perfection.

If you come up with new and better ways to do something, be
determined to get your colleagues on board with you because
the power of one person can make a real difference. You may
not rise to the level of a Nobel Laureate, but Jody Williams
didn't start out with that in mind either.

You, Too,
Can Have an
Impact on the
World Around You

Source: McCann, Mike from Associatedcontent.com
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Welcowme Bo ocur Children’s Corner:
“leupus l-eusy’s Neuss™

If you could make a difference in this world, would you?

Every day in countless ways, we all have opportunities to make a difference. This list was the product of a brain-storming
session of a great group of Kids Make A Difference kids on things we can all do every day to make a difference. See what
you are already doing and what you can start doing:

® Don't waste. Use a reusable lunch bag, food containers, water bottles, etc.

®  Avoid using disposable containers, cups, and utensils at restaurants. (Bring your own, go where they wash and reuse, or
eat at home.)

®  Get a pair of ceramic chopsticks, and bring them with you when you go out for Chinese food.
® Bring your own reusable bag, when going shopping.
e Use pens in which you can refill the ink.

Reuse the other side of old papers for scrap.

Recycle what you can, even if you have to go out of your way sometimes. G
Break six-pack rings. I % Q
Turn the water faucet off while brushing your teeth.
™ma k e d .
difference!

ABOUT LUCKY LADYBUGS FOR LUPUS

Turn the lights off when you leave a room.

Donate the toys and clothes you don't use anymore, to those in need.
Recharge and reuse batteries.

Use your energy more to play; use batteries and electricity less.

Read more books; watch less television.

Use the Sunday comics for wrapping presents.
® Eatless processed foods. Lucky Ladybugs for Lupus is a project started by 3 caring young
kids from Sparks, Nevada. In 1999, a 10 year old girl named Kristal
started to paint and sell "ladybug rocks" with her brother Trevor,
age 8. They would donate half the money to buy dog cookies for
their local animal shelter.

® Choose to eat natural, unpackaged fruits, vegetables, and
nuts, as much as possible.

® Be kind to others.

e Help others.
Before they even got started, Kristal's friend Diana's mother was

* Askquestions. diagnosed with Lupus and was hospitalized. Kristal found out there
® [Learn. was no cure for her and asked her mom if they could donate all the
e Thi money to Lupus research. And that is how Lucky Ladybugs for Lu-

ink.

pus was born.
® Find peaceful solutions.
® Smile. The kids decided to try to raise $1,000 in one year. Amazingly, they
e S d le f h foll raised $1,300 in 4 months! The ladybugs have, to date, raised
et a good example for others to tollow. $2,200 for the Lupus Foundation of America from sales alone and

® Write a letter to a newspaper editor. were honored with a $10,000 check from the Make a Difference

. . Day project, which also went to Lupus research!! The project is still
®  Write a letter to a particular company. lgoing strong and to date has raised over $15,000, all of it donated
®  Write a letter to the government. to the National Lupus Foundation of America!
®  E-mail this page to others. You can be an AMAZING KID too and use your special skill
e Join Kids Make A Difference! to raise funds for lupus. Share your special skill to make a

difference in the lupus community!

It's no secret...every person has an "amazing-ness"
inside of them, just waiting to be discov-
ered. (Sometimes we just need a little help in finding
. out what that "amazmg ness is') .

@ 9 9 @ 9 9 9 9 @ @ @ @
Q&%%%WQVQVQWQWB%WQVQVQWQWQ%WQVQVQWB%%WQVQVQWQWQWBWQVQVQWQWB%WQVQVQWBWQWBWQVQVQWB%%WQV&VQ%WG

8

Hd 4 &§ § §d 4§ & &§ § 4§ &4 & & &§ § &4 & & § &4 & & &§ 4 & & & § &4 & & § 4 & & &§ 4§ &4 & & 4§ 4 & & &§ 4 &4 & & 4§ &4 & & & § 4 & & § 4 & & & & 4
VY @ @ @ @ @ @ @ 9 9 9 Q@ QP QW QQPQQQWQPQWPQQWQQPQWQQWQPQQQWQPQWPQWQQQPQWPQWQWPQPQWPQQWQPQPQPQWQVQWQWQWQWQVQAQWPQWPQVQQQAQPAQQ P
P& B Up Tp Tp T T Tp Tp Tp Tp T Tp T Tp T T T T T T Tp T Tp Tp T Tp T Tp T Tp U Tp T Tp T Tp Tp T Tp T Tp T Tp U T Tp T T Tp Tp T Tp T Tp Tp T T Tp Tp T T T T OB ® ¢

BP af of af oaf af of of of af af of af af of P of of af af P of af af P of af of P of of af af P of af of P of af of P of of af af P of af of P of of of af P of af of P P of of P af & @


http://www.lupus.org
http://www.makeadifferenceday.com
http://www.makeadifferenceday.com
http://www.kidsla.org/community/wecando.html#
http://www.kidsla.org/community/wecando.html#
http://www.kidsla.org/community/wecando.html#

$elp yYour Family Cope with Your Chronic Tlneg
§

It’s a significant challenge to deal with a lasting illness. You might not feel well, some or even most of the
time. There’s uncertainty about treatments and the prognosis. You might not be able to participate in the activities
you once enjoyed. Yet sometimes the hardest part of chronic illness is its effect on your family, loved ones and
friends. How do you help them cope? How do you help them to help you?

While chronic illness strikes young and old, women are more likely to affected by many diseases and disor-
ders. Irritable bowel syndrome, fibromyalgia, multiple sclerosis, and depression are just a few, where women bear
the most burden. What suggestions are there to help your family cope?

1. Be direct with your family about what’s going on

Be willing to discuss your illness and limitations, but don’t dwell on
your illness. You are more than your illness. Kids, in particular, bene-
fit from an age-appropriate, honest discussion of what the illness is and
what it means for them. Invite your spouse or partner to come with you
to doctors appointments, so that his/her understanding can grow.

2. Give your family time to adjust

Families need to adjust to living with your chronic illness, just like you
do. Give them time and support. Be patient. Also, their learning to
cope with your illness is a process, not once and they’ve got it. Assume
that your family is doing the best they can to adjust, even if they’re far
from perfect. Blaming or criticizing isn’t helpful. Continuing to work on the issue is.

3. Give helpful guidance

Family and friends often wonder how they can help you, so offer suggestions. While it would be nice if everyone in
our lives were perfectly supportive, that’s not the case. So feel free to help people to help you. Explaining what’ll
be helpful to you will point people in the right direction. They can feel useful and you can get some much-needed
assistance. You might use phrases like, “Thanks so much for your concern about my fatigue. Iknow you’ve com-
mented that I’'m not able to do as much as before, and you’ve kindly offered help. Would it be possible for you to
help me wash the floor, or would it be easier for you to help with grocery shopping.” Or, “I’d love to go to lunch
with you. However, my pain is unpredictable. Will it be a problem if I have to cancel at the last moment, or would
you prefer I call you when I’m having a good day, and we go spur-of-the-moment?” Enlisting someone who “gets
it” to lead the way with other family members and friends is another option.

4. When to get help for your family

When family members have a hard time adjusting, have a heart-to-heart talk, (or more than one, if needed). En-
courage them to take care of themselves. Find ways for them to help you. Sometimes partners puts their lives on
hold. In this case, say that you prefer them to go to events anyway when you’re not able to. Or, be thankful that
they’re willing to stay home and keep you company. You might also try to go with your family to events, even if
you’re only able to go very briefly... so all of you can enjoy getting out. Sometimes spouses or kids express anger
and resentment about your illness or its effect on them. Understand this is natural, but help them direct their dissat-
isfaction towards the illness, not you. Focus on what you can do, rather than your limitations. Sometimes support
groups or professional help for families can be of great benefit. Your doctor should be able to suggest resources.

Source: Copingwithpain.org

Do you have unique ideas of how you help your family cope with your LUPUS? Let us hear from
you so we can share your ideas with other lupus patients. Call us at 1-800-458-8211 or email your
ideas to questions@thelupussupportnetwork.org
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Shopping for Healthy Foods

You're tired, you're in pain, and you have nothing in the refrigerator. Don't fret: If you have rheumatoid
arthritis, these 10 tips can make grocery shopping for healthy foods a lot easier.

AL
Rheumatoid arthritis can make even the simplest tasks difficult. Take the super- @ .
market, for example. Walking down long aisles can hurt already swollen knee k//
joints, and just reaching for a box of cereal on a shelf can seem nearly impossi-
ble. Then there’s all the bending and lifting to move your groceries from the cart
onto the checkout counter and then into your car. Your joints may just scream,
“Please, no more.” Samantha Heller, a New York-based dietitian, and Kelly
Rouba, an advisory board member of the Arthritis National Research Foundation
and author of Juvenile Arthritis: The Ultimate Teen Guide, offer advice about
how to ease your rheumatoid arthritis pain and make the most out of your trips to
the grocery store.

Rheumatoid Arthritis: A Shopping Guide to Healthy Foods

1. Buy trimmed and pre-cut foods. Heller recommends reviewing healthy foods at your market thoroughly and
taking advantage of work that has already been done for you. Most produce sections at large supermarkets have
bags of pre-cut carrots, broccoli, cauliflower, and other crunchy vegetables. Raw chicken breasts can often be
bought in thin slices for a stir-fry, for instance; look for lean beef available in cubes for stews.

2. Shop for pre-washed produce. Healthy foods and convenience can both be found at the salad bar. “Salad
bars are a great place to shop,” Heller says. “The vegetables are not only pre-cut, but pre-washed and ready to
go.” Salad bar vegetables may be a bit more expensive than other veggies, but the convenience may be worth the
extra cost.

3. Choose smaller packaging. If you can’t get someone to come with you to the store, think about ways you
can make your job there easier. “Small packages don’t put the stress on your arms and joints that larger ones do,”
Heller notes. Though buying in bulk may be more economical, repeatedly lifting heavy objects can aggravate
rheumatoid arthritis pain.

4. Make more frequent trips. Buying smaller quantities at a time may mean more trips to the store, but this can
help you remember to take it easy, Heller says. Likewise, if you drive to the grocery store, don’t be tempted to
unload the car all in one go. Make several trips to the car or get a cart to help you maneuver groceries into the
house.

5. Bring your own bag. Paper or plastic? Neither. Rouba says reusable, environmentally friendly shopping bags
are good for more than just reducing waste. “These bags have longer handles so that you can hang them on a
wheelchair or on a walker,” says Rouba. “And for people with wrist issues, you can carry them in the middle of
your arm where your bone is strongest.”

6. Take a friend. “If you can wangle some assistance when you go, that can be a great help," Heller says.
"Another person can pick up the heavy stuff, like potatoes and grains.”

7. Ask for a personal shopper. Then next best thing to a friend coming with you is a personal shopper, which
some grocery stores provide free to their customers. Rouba says her friend Rich, who had muscular dystrophy,
used personal shoppers. “They weren’t supposed to accept tips. That’s great for people living with rheumatoid
arthritis who are on a limited income,” notes Rouba. “You want to tip people who help you out, but it can add

2

up.
(continued on p. 19)
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Medications Used n Lupus Treatment

Learn about the medications typically used to treat systemic lupus, how frequently they're
taken, and what their possible side effects include.

Systemic lupus is an autoimmune disease in which your immune system turns against normal body tissues instead
of protecting you from foreign invaders like bacteria and viruses. Lupus is also a multi-system condition that can
affect many different parts of the body. It's an unpredictable disease, and no two people with lupus will have ex-
actly the same symptoms; it is also a disease that changes over time, going through quiet periods and periods of
increased activity, called flares.

Lupus Treatment: Medications

Your lupus doctors will come up with an individual treatment plan for you based on your sex, age, and current
symptoms. Treatment plans can change over time, but the goals of treatment are to prevent flares, treat flares
when they happen, and prevent lupus from damaging your body over time.

Although there is currently no cure for lupus, today's medications can be very effective. Back in the 1950s, only
50 percent of lupus patients survived through the first 5 years after diagnosis. Today, close to 90 percent of peo-
ple with lupus survive at least 10 years.

Lupus Treatment: Medications That Block Inflammation - The following types of anti-inflammatory drugs
may be prescribed to block the inflammation that lupus can cause in the body:

¢ Aspirin. Aspirin is a pain reliever and an anti-inflammatory that was one of the first medications approved for
lupus treatment. Because high doses of aspirin can cause many side effects, it's commonly used in lupus today
only in low doses to reduce the risk of blood clots — a common complication of lupus.

¢ NSAIDs. Nonsteroidal anti-inflammatory drugs (NSAIDs) are frequently used to decrease inflammation,
lower fevers, and relieve lupus joint and muscle pain. Side effects can include stomach upset and fluid reten-
tion. People with lupus may have a higher risk of liver or kidney damage from NSAIDs. Newer prescription
NSAIDs, called COX-2 inhibitors, cause less stomach upset but carry an increased risk of heart attack.

Lupus Treatment: Medications That Suppress the Immune Systems - These drugs can be used to prevent or
treat lupus flares and keep disease activity at bay:

¢ Plaquenil (hydroxychloroquine). This drug was once used mainly to treat malaria. For reasons not yet com-
pletely understood, it can also suppress the immune response in lupus. Plaquenil is used to treat fatigue, pain, skin
rashes, and inflammation, especially around the lungs. Plaquenil is one of the most frequently used medications
for lupus because studies show that it may prevent lupus flares and kidney damage. For this reason many lupus
patients stay on Plaquenil continually. Side effects include stomach upset and in rare instances, damage to the ret-
ina of the eye. If you are on Plaquenil, be sure to have your eyes checked once a year.

¢ Steroids. Steroids are medications related to cortisol, your body's natural anti-inflammatory hormone. Ster-
oids are the most common medicines used to treat lupus flares. Without steroid medications it is believed that half
of all lupus patients would die within four years. Steroids have a lot of side effects and should only be used as
long as they are needed, and in the lowest dose that works. Stopping steroids suddenly can be dangerous, so al-
ways follow your doctor's orders carefully when coming off steroids. Serious side effects of steroids can include
infection, diabetes, high blood pressure, and bone damage.

(continued on page 15)
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(etting the Most From Your Doctoy

Non-compliant patients have become something of an epidemic in America these days, and the medical commu-
nity is devoting tons of resources to stem the tide. Are you a non-compliant patient? Ask yourself a few questions:

* Do you forget to take prescribed medications when you’re supposed to? OP‘\\:{
NS
: : o oP
. D_O you sometimes misunderstand the directions and not bother to have them ex- 1%*60‘“\?’:\0\::‘0 R
plained to you? O?‘?\ NG <O

@
ov
* Do you find the required lifestyle changes for some treatments too difficult to
maintain?

* Do you routinely ignore medical advice from your physician?

Opening Order Package

Being in non-compliance with your doctor’s treatment plans can cost you your
life. Each year as many as 125,000 people with treatable medical problems lose their lives because in one fashion or
another they were non-compliant.

Patients do not deserve all the blame. It is not uncommon for many health care professionals to rush through treat-
ment explanations and fail to be clear on side effects or how the treatment may affect one’s lifestyle, leaving the
patient confused and uncertain. The best of all possible scenarios has the patient and the health care professional
working as a partnership on one’s treatment and healing. To do this, you need to take your share of the responsibil-
ity by understanding all aspects of the treatment prescribed to you and asking questions about the aspects you do not
understand. The end of this piece offers some practical tips in this regard.

Maximize Your Health Care: Statistics These statistics, sourced from the US Food and Drug Administration and
the National Council on Patient Information and Education, reveal some terrible habits. Spot which ones you share
and do something about them.

* As many as one in five patients do not fill their prescriptions

* One in ten adolescent pregnancies is the consequence of not having complied with birth control pills or other
medications

* Three of every five patients have trouble identify their own medications.

» As many as half of all patients compromise their medication treatments by ignoring the instructions.
» About one in five patients admitted to nursing homes arrive there from giving themselves medicine.
* As many as one in five people take other people’s medications.

* Every year, hospital admissions total as much as $8.5 billion for non-compliant patients.

Reasons for non-compliance Be honest with yourself and see how many of these common reasons for non-
compliance sound familiar:

* Although treatment isn’t over, your symptoms have disappeared or you feel better This happens quite often when
people take antibiotics. Although the healing process is not over, it feels over. But just because you feel better doesn’t
mean you are. Your doctor didn’t prescribe a certain length of treatment for no reason.

(continued on p. 21)
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Traveling for the Holidays?

If you are planning on doing some traveling for the holidays, consider the tips below to make
your traveling not only easier, but also stress free and enjoyable for all.

1. Call ahead. Service providers are required by law in
many cases to accommodate travelers with special
needs. However, most need some time to make the nec-
essary arrangements. Mention your needs at the time of
reservation, and call the provider 24 to 48 hours before
your arrival to confirm that proper accommodations
have been made. The Air Carrier Access Act requires
that you give the airline at least 48 hours' notice if you
are traveling with a group of 10 or more disabled pas-
sengers.

2. Be specific and clear when describing a disability.
Not all service providers know the "lingo" of accessible
travel, or the medical terms for certain conditions. Don't
downplay the severity of the disability. Some compa-
nies arrange trips for folks according to the level of
"self-care" of which they are capable.

3. Be specific and clear when describing the trip to your
doctor. A doctor can often prescribe measures for cop-
ing with an unusually long flight, limited medical facili-
ties at your destination, the unavailability of prescrip-
tion drugs, and other pitfalls of traveling. Be prepared --
in some cases, your doctor may question the advisabil-
ity of travel.

4. Take a doctor's note and phone number. Travel with
a statement from your doctor, preferably on letterhead,
covering your condition, medications, potential compli-
cations and other pertinent information.

5. Bring extra medication. Many experts advise that you
travel with two complete packages of essential medica-
tion in case of emergency. Store all medications and
other necessary medical supplies in your carry-on bag.

6. Investigate physician availability where you will be
traveling. Your doctor, health care provider, insurance
company or local embassy can provide the names and
contact numbers of physicians at your destination.

7. Carry medical alert information, preferably in a place
that a medical professional or anyone who assists you
will find easily (wallet card, necklace, close to your
identification).

8. Consider using a specialist travel agent. Some agents
provide stellar niche services; one might be very experi-
enced in working with hearing-impaired travelers, an-
other with developmentally impaired travelers. Since the
requirements for these varied travelers can be stagger-
ingly different, it helps to find someone who knows the
ropes.

9. Allow plenty of time before your flight to check in,
get through security and transfer to your gate. Arrive at
least two hours before a domestic flight and three hours
before an international flight -- more if you're traveling
at a peak time.

10. Check in with your flight attendant before your plane
lands to make a plan for exit.

11. Avoid connecting flights. Although wheelchairs are
the last items to be checked into the luggage compart-
ments, and thus first to be pulled off, flying direct can
save you unnecessary time and hassle. One exception: If
you have trouble manuevering into airplane lavatories,
long flights may become uncomfortable -- so a series of
shorter flights might be a better option. If you do choose
to connect, be sure to allow plenty of time between
flights (we'd recommend at least 90 minutes) to get from
one gate to the next.

12. Don't forget about transportation to and from the air-
port. If you have a wheelchair, make arrangements in
advance to have an accessible vehicle pick you up in
your destination city.

13. Bring spare parts and tools. Wheelchairs can take
tremendous abuse while traveling; assemble a small kit
of spare parts and tools for emergency repairs. You may
also be required to dismantle a wheelchair for certain
flights or activities; make sure you and your traveling
companions know how to do this.

14. Know your rights. Before going through airport secu-
rity, be aware of the TSA's rules for travelers with dis-
abilities and medical conditions. The Department of
Transportation's Aviation Consumer Protection Division
has a comprehensive guide to the rights of disabled air
travelers.

13



http://www.dotcr.ost.dot.gov/asp/airacc.asp
http://www.independenttraveler.com/resources/article.cfm?AID=21&category=11&page=1#
http://www.independenttraveler.com/resources/article.cfm?AID=21&category=11&page=1#
http://www.independenttraveler.com/resources/article.cfm?AID=21&category=11&page=1#
http://embassy.independenttraveler.com/
http://www.independenttraveler.com/resources/article.cfm?AID=21&category=11&page=1#
http://www.independenttraveler.com/resources/article.cfm?AID=21&category=11&page=2#
http://www.tsa.gov/travelers/airtravel/specialneeds/index.shtm
http://airconsumer.ost.dot.gov/

ocial Networking

It's the way the 21st century communicates today.
Want to know what it really means?

4 Social networking is the grouping of individuals into specific

s groups, like small rural communities or a neighborhood subdi-

¢ vision, if you will. Although social networking is possible in

o person, especially in the workplace, universities, and high

o schools, it is most popular online. This is because unlike most high schools, colleges, or workplaces, the

o internet is filled with millions of individuals who are looking to meet other people, to gather and share first-
? hand information and experiences about golfing, gardening, raising Schnauzers, developing friend-

? ships or professional alliances, finding employment, business-to-business marketing and even groups sharing
ZW' information about the end of the Mayan calendar and the Great Shift to arrive December 21-2012. The topics
‘W and interests are as varied and rich as the story of our world.

U

9> When it comes to online social networking, websites are commonly used. These websites are known as so-
p cial sites. Social networking websites function like an online community of internet users. Depending on the
¢ website in question, many of these online community members share common interests in hobbies, religion,
«p or politics. Once you are granted access to a social networking website you can begin to socialize. This so-
& cialization may include reading the profile pages of other members and possibly even contacting them.

2@ The friends that you can make are just one of the many benefits to social networking online. Another one of
? those benefits includes diversity because the internet gives individuals from all around the world access to

? social networking sites. This means that although you are in the United States, you could develop an online
? friendship with someone in Denmark or India. Not only will you make new friends, but you just might learn
ZW' a thing or two about new cultures or new languages and learning is always a good thing.

U

9> As mentioned, social networking often involves grouping specific individuals or organizations together.

> While there are a number of social networking websites that focus on particular interests, there are others

o» that do not. The websites without a main focus are often referred to as "traditional" social networking web-

o, sites and usually have open memberships. This means that anyone can become a member, no matter what

o their hobbies, beliefs, or views are. However, once you are inside this online community, you can begin to
& create your own network of friends and eliminate members that do not share common interests or goals.

2@ As I'm sure you're aware, there are dangers associated with social networking including data theft and vi-

? ruses, which are on the rise. The most prevalent danger though often involves online predators or individuals
@" who claim to be someone that they are not. Although danger does exist with networking online, it also exists
%W in the real world, too. Just like you're advised when meeting strangers at clubs and bars, school, or work --
W you are also advised to proceed with caution online. By being aware of your cyber-surroundings and who

4 you are talking to, you should be able to safely enjoy social networking online. It will take many phone con-
» versations to get to know someone, but you really won't be able to make a clear judgment until you can meet
s.» €ach other in person. Just use common sense and listen to your inner voice; it will tell you when something
o doesn't feel right about the online conversations taking place.

Source: http://www.whatissocialnetworking.com/
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z, Join the Lupus Support Network group and cause on Facebook today!
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Medications Used In Treatment (cont. from p. 11)

Lupus Treatment: Cytotoxic Medications Used for
More Serious Lupus - The following drugs can be con-
sidered when lupus is very active:

¢ Cytoxan (cyclophosphamide). This is a cancer treat-
ment drug that can also be given to suppress the im-
mune system. It is used for severe lupus with kidney
involvement. Side effects can be serious and include
an increased risk of some cancers, bladder damage,
hair loss, and infertility.

¢ Imuran (azathioprine). This drug is commonly used
to suppress the immune system during transplant sur-
gery and for lupus kidney disease. Imuran can pro-
duce serious side effects including infection, anemia,
and increased cancer risk.

¢ CellCept (mycophenolate mofetil). CellCept, an-
other immune suppressor that is used for lupus kidney
involvement, is being used more now as a replace-
ment for Cytoxan. Recent studies show that CellCept
works as well as Cytoxan but has less severe side ef-
fects; unlike Cytoxan, CellCept does not cause infer-
tility.

¢ Methotrexate. This drug also suppresses the immune
system. Side effects can include decreased blood
counts, mouth sores, organ damage, and nausea.

¢ Cyclosporine. This is a drug used after transplant
surgeries that is also effective in treating severe lupus.
Side effects include high blood pressure and gum ten-
derness.

Lupus Treatment: Medications for Skin Problems
When exposed to sunlight, people with lupus may de-
velop skin rashes, which can be treated with topical ster-
oid creams. Sunscreens are also an important part of lu-
pus treatment. If you have lupus, use an effective sun-
block with a sun protection factor (SPF) between 15 and
30 whenever you're out in the sun.

Although there is not yet a cure for lupus, medications
are usually effective in helping people with lupus live
longer, healthier lives, and new research holds hope for
the future. Learn as much as you can about lupus and
work closely with your medical team. Studies show that
taking an active role in your lupus care really helps.

Source: Chris Iliades, MD Medically reviewed by Lindsey
Marcellin, MD, MPH Retrieved from http://
www.everydayhealth.com/lupus/lupus-medications.aspx

The Cause Manifegtg

What does it mean to be a person that makes a
difference? Be a person driven by a cause.

The word CAUSE means to make (something) hap-
pen. A person or thing that gives rise to an action, phe-
nomenon, or condition. Are you stepping forward each
day with a cause? When I did my strength finder
study, the first strength in my profile was activator. I
admit I like to start projects, reach desired outcomes,
and see something change lives. I am fulfilled in that
moment. Significance equals achievement for me.
What about you? This cause manifesto is to declare
that happiness is found when making a difference is
achieved.

Three guiding principles for making a difference:

1. Be faithful in the little 1believe big change
happens through little things. Too many people are
afraid to make a difference because they think what
they are doing is too small. Do something and see the
difference. It starts by doing. Each day is a stepping-
stone to what’s next.

2. Focus on the power of one I believe in people,
one at a time. I know there is a big world out there that
needs help and hope. Change starts with one person.
You. Without one there would be no possibility of
reaching many. If you miss the one, you miss the
many. This can be hard because you have to say “no”
so you can say “yes” if you want to make a difference.
Focus requires turning down everything so you can do
something great.

3. Have fun I love what I do. Yes, there is sacrifice
involved, but the fun out-weighs all of that. Without a
sacrifice, there is no victory. I want to make a point
very clear, if you are not having fun doing something
good for others, then you are missing out on the joy of
it. Enjoy the victories along the journey and celebrate
the difference you are able to help make. Give yourself
a high-five!

Today, I invite you to join me in being a cause entre-
preneur. Go forth and make a difference right where
you are. Whatever your cause, do it with great passion.

Source: http://timdetellis.com/
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Gifts That Keep On Giving

With the holiday season fast approaching (Here already? What do
you mean it’s here already??) some of you may be thinking: “What
can I give the lupie in my life?”” Others may be thinking: “I haven’t
worked in 2 years and couldn’t get to the mall to shop even if I had
money. What can I give my friends and family?”

Fear not, holiday denizens! Your lupie sister has done the home-
work for you, and I have some ideas and tips on how to give and
receive without waking our winter wolves.

While it’s true that we’re not going to get excited about those roller

blades we may have loved in the past, there are still a lot of things that we would enjoy receiving this holiday sea-
son. Think about what we used to love to do, and then figure out a way to help us do it. (Or a reasonable facsim-
ile, anyway!) If we used to spend hours gardening, but find it difficult now, why not give things that ease our way
into the outdoors? There are wonderful tools available that are “arthritic-friendly." A large-brimmed hat and an
oversized, long-sleeved shirt would help us avoid sun exposure, so why not give attractive ones as gifts?

If the lupie in your life is homebound, why not offer a homemade “Coupon Book™ for rides to the grocery store,
the mall, the movies or other short day trips? Believe me, the gift of freedom is worth far more than the price of
the gas you’ll use up! It means a lot to us to be as “normal” as we can be, so the chance to do things or see things
like we used to can be absolutely priceless to us.

A subscription to a magazine that is up on the current trends of our interests is always welcome. Even if we can’t
go backpacking or hiking ourselves, it’s fun to get the current scoop on new equipment and read about new
places, so a gift of “Hikers’ Monthly," “Adventurers’ Quarterly,” or whatever publication covers our interests
might be very welcome. A word of warning, though: Be careful of appearing insensitive if someone is grieving
the loss of former activities. If the person with lupus keenly misses surfboarding, a subscription to a general tropi-
cal magazine might be better than one that focuses solely on the physical aspects of surfing. Go with your in-
stincts, and be sure to put yourself in your gift recipient’s shoes to avoid any hurt feelings or misunderstandings.

Times are pretty tough right now, with the current economic climate and the recent layoffs. Additionally, many
lupies live on a fixed disability income, either from Social Security or another form of disability insurance. Add
to that the physical limitations that many of us face, and holiday shopping might seem too formidable a task to
even contemplate! Buck up, my lupie brethren.... There is hope! We need no longer trek to the mall for holiday
shopping, thanks to the Internet. Most large retail and department stores have websites that allow you to shop
from home. You can choose gifts, have them wrapped and delivered to the recipients, all without ever having to
put on your coat. (This is a real boon for those of us who live in colder climates and suffer from Raynaud’s.... That
cold weather is brutal to our hands and feet!) For those of us on a tight budget, there is really nothing like a gift
from the heart. Simple, homemade gifts are charming, and the recipients will know that you put thought and car-
ing into the holidays. A plate of holiday cookies or latkes, handmade ornaments made of inexpensive craft materi-
als (or even dough!), or a crocheted scarf are all sweet and thoughtful gifts.

Another idea for gift giving is a poem or letter to your loved one. A simple piece of paper, with your thoughts,
feelings and emotions on it can become the treasure of a lifetime. Telling someone how much they mean to us,
and how they’ve affected our lives is a priceless, one-of-a-kind gift that will always be remembered.

Keep in mind that the gift-giving and the gift-getting are not as important as the relationships that we forge in the
process of the exchange. The love, caring and sharing are of much greater import than the items. It truly is the
thought that counts.

Wishing you all a Happy Holiday Season and Peace in the coming New Year!
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Mr. and Mrs. Donald Bowen

Valencia Davis
Dr. and Mrs. George Ellenberg
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Ms. Kimberly Jones
Mr. and Mrs. James Muschalek
Ms. Jennie Williams
Mrs. Liz Cushing
Mr. Michael Rhodes
& Ms. Nancy Benavides
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Chapter No. 6

MEMORIALS

In Memory of :
Betty Shearer

Received from Trisha Woodbl

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.

—
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3 Happy Birthday to all our

: November and December Members!! 42 >
: =
g November:

g Nancy Lovretich Moneva Handrop

g Cheryl Tew Tammy Jackson

S Laurie Wilson Ann Muse

S Katie Wheeler Chelsea Levitan

3 Lena Leavins Terry Alexander

% Celisa Salter Elizabeth Forsyth

3 Grace Barry Dorothy Carroll

3 Helen Carbine Stephanie Broughton

9

9

§ December:
g Margaret Cooksey Mary Ellen Parker

g Deborah Laird Taura Bryant

§ Taffany Shipp Amanda Starace
g Lois Hampton Mamie Young

S Shirley White Jackie bigner

S Jackie Steely Cynthia Labeman

g Marianne Lockwood

**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.

WARNING!

I'M A PAIN

WHEN
I'M IN PAIN
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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
published, it may not appear directly after payment. The newsletter is publisiretilipi&

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

pe

New Membership*
Timmy Rankins Melissa Jackson

Monica Dunn

(2 remaining anonymous)

Renewing Members*:

Mary Jackson Carol Hughes
Bob and Marge Kempfer Geraldine White
Marie Dawson Robert and Amy Kemp
Helen Kittrell Jean Campbell
(2 remaining anonymous)

*P| EASEemember to renew your membershigar
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 joina 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 membersa if each person recruited one
newmemberawe woul d doubl e our
about lupus!

We are continuously updating our recénalsase call or email
us and let us know the original date you joined the Lupus
Support Network & your Birthdaya Thanks!

email: info@lupuspensacola.com

Apply for member-
ship today. If you
cannot afford the
cost, please contact
us. We offer compli-
mentary member-
ships to those who
qualify. Show us
your support and be
a member by joining
our “fight” today!!
Different member-
ship levels are avail-
able.

See page 22 for an
application.

2011 Slate of Officers

Our Board of Directors will consist of 12 members
for calendar year 2011. The names below are
presented to the membership for
re-election to serve terms in accordance with
the By-Laws of the Organization.

¢ Trisha Woodburn
¢ Terry Alexander
¢ Chris Schulte

The name below is presented to the
membership as a new board member to serve a
term in accordance with the By-Laws of

the Organization.

¢ Michelle Flowers

The following Board Members are remaining in
their positions completing the terms in which they
were previously elected.

¢ Fletcher Fleming
dvoicesa® § BrefdPlle€adi ng t
¢ Patsy Smith
¢ Jerry Watson

_Yes, Iaccept this 2011 Slate of Officers
___No, I do not accept this 2011 Slate of Officers
Please check the appropriate box and return your

slate to the Lupus Support Network at 1108-C Air-
port Blvd., Pensacola, Florida 32504 before

December 1, 2010.

Vore
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Shopping for Healthy Foods (cont. from p. 10)

8. Seek additional assistance. Even stores that aren’t able to
spare a staff person to help you shop are usually able to provide
some assistance, whether it’s helping customers reach items on
the tallest shelves or loading the groceries into the car. “Almost
any grocery store is able to send someone from customer service
to help you, if you just ask,” Rouba says. Investigate if any of
your local supermarkets offer motorized shopping carts you can
use instead of walking the aisles. Or use online services that let
you place your order on their Web site and have it delivered to
your home or brought out to your car if you pick up.

9. Take advantage of local social services. Heller suggests us-
ing local services like Meals on Wheels once a week to give
yourself a break from buying and cooking food. Many communi-
ties also offer transportation programs for people who are dis-
abled and can’t drive to and from the grocery store.

Listen to your body. The bottom line is to tune into what your
body is saying. “If you have rheumatoid arthritis, chances are
you know what you can and can’t do,” says Heller. Do what you
can and ask for help with everything else.

Source: Everyday Health, Inc., 2010

@m@m@m@@ to M@M@@m@

Now that you have read about how one person can
make a difference for a cause that is close to his or her
heart, the Lupus Support Network would like to chal-
lenge each and every member to get involved and make
a difference.

Make your cause personal to your friends, family and
colleagues. Speak to those in your church and commu-
nity. Have a dinner at your home to support your cause.
Have a yard sale or some

other community event. ‘ ’
Gather individuals who l
would like to volunteer.

N
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Call us today to tell us how
you can take THE POWER A
OF ONE and make a dif-
ference in raising funds
and awareness for LUPUS!

y
, N

" The
Lugﬁ;g Support
A@ o %ork

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

Board of Directors
Fletcher Fleming, President
Chris Schulte, Treasurer
Brenda Lee, Secretary
Patsy Smith, Historian
Jerome Watson, Director
Terry Alexander, Director
Trisha Woodburn, Director

Lupus Support Network Staff
Wanda Argersinger, Executive Director
Anna Dandelakis, Admin. Assistant

Support Group Facilitators
Pensacola: Wanda Argersinger
Tallahassee: Kim Maddox
Mobile: Wanda Argersinger
Brewton: Barbara Curry

Caring and Sharing is published
bi-monthly with special editions as
needed. Itis 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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Literature Available from Lupus Support 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:

N
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Getting the Most From Your Doctor (continued from p. 12)

* The treatment makes you feel worse than the illness. Medications can sometimes bring about uncomfortable side
effects. And when treatment is for something like high blood pressure, the patient may begin to feel poorly from the
medication, making it difficult to see the benefits of the treatment if it is making them feel worse.

* "It won’t happen to me." Despite potential health problems like heart attack or stroke, patients believe it can’t hap-
pen to them ... until it actually does.

» Lifestyle changes are difficult and inconvenient Exercising, or quitting smoking (get quit smoking support here),
altering your diet ... these changes are hard, but if your health or life relies on doing it, shouldn’t you give it all
you’ve got?

* You identify the treatment with the sickness. The sense of having to rely upon medication rubs some people the
wrong way, so they stop taking it, having seen the treatment as the enemy, especially when the drugs have side ef-
fects.

* You make adjustments to your medication without talking to your doctor. Often people with chronic illnesses want
to try and take control of their treatment by changing their dosage. This is especially dangerous when patients are
taking addictive medications such as opiate painkillers.

* Treatment costs too much. Therapy sessions, prescription drugs, medical devices—they can add up.

* Outside demands take priority over your treatment. Busy schedules, stressful lives, demands of others—these is-
sues and more make it hard for some to maintain a treatment plan.

Maximize Your Health Care: Tips The following tips should help you keep lines of communication between you
and your doctor open thereby maximizing your medical treatment.

* Tape record or write down what your doctor says.

* Be fully certain you understand how to take your medication. Don’t hesitate to call your doctor or pharmacist with
any additional questions.

* Find out what to do if you miss a dose. Sometimes we forget, sometimes things get in the way. Find out what to do
if you miss a dose, or a rehab class of a therapy session.

* Tell your doctor about any past experiences with his prescribed treatments, especially if they didn’t work before of
if you’re being treated for something else.

* Learn about the side effects you might experience with this treatment, what’s normal and what isn’t and what you
should tell your doctor about.

* Request information about support groups that deal with the same illness as you. Support groups fill a lot of needs;
should your therapy change, or your lifestyle, they can help you cope.

* Ask questions, and lots of them. Sometimes doctors speak in medical terminology and we have trouble following.
If he or she acts impatient, tell them it’s important for you to understand your treatment. If they continue to seem
impatient, consider finding another doctor.

« If you cannot afford your prescribed medications, ask your doctor or pharmacist whether the drug maker offers
any aide programs. It’s not common, but they exist. Physicians can obtain a guide from the Pharmaceutical Manufac-
turers Association that can help in these matters. The Lupus Support Network can also help you find these assis-

tance programs from pharmaceutical companies.
Source: TheHealthPages.com 21
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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

Luplus Support

t%ork

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.)



Lupus Support Network, Inc.

November, 2010 ..

The

850-478-8107 1plis Support
N (e d wor k
Sun Mon Tue Wed Thu Fri Sat
1 2 3 4 5 6
7 8 9 10 Brewton 11 12 13 Tallahassee Support Group
Support Pensacola Support Group
14 15 16 Board | 17 18 Mobile 19 20
Meeting Support
Group
21 22 23 24 25 Thanks- | 26 Office 27
giving Closed
28 29 30
Hay,

§42,
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December, 2010

Sun Mon Tue Wed Thu Fri Sat

1 2 3 4 Volunteer Cookie Baking
Day at First Baptist Church
of Warrington
b 6 7 8 Brewton 9 10 11 OPEN HOUSE
Support Tallahassee Support Group
. A Group
Christmas Cookie Week
12 13 14 15 16 Mobile 17 18
Support
Group
19 20 21 22 23 HalfDay |24 Office |25 CHRISTMAS DAY
closed
26 27 28 29 30 31 Office
closed

Happy Birthday to all our
December Members!!!!
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Post Office Box 17841

The  phone: (850) 478-8107 or
Lupus Support (s00) 458-8211

N et WOI’ kK Email: questions@thelupussupportnetwork.org
. Web Site: thelupussupportnetwork.org

Address Service Requested

Pensacola, Florida 32522-7841

Nonprofit Organization
US Postage

PAID
Permit No. 20
Pensacola, Florida
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i *Don’t miss a single issue of “Caring and Sharing”. The date on your address label o
v is your due date!!! Remember to Renew! Thank you for your continued support!! -
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Support Group Information:

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

Tallahassee Support Group Meetings:
B.L. Perry Public Library
2817 South Adams Street
*2nd Saturday at 2:30 p.m.

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

CHECK YOUR
MEMBERSHIP!!

Don’t miss a single
issue in 2011!

Current Resident or

Board of Directors Meeting

*November 16, 2010 @ 11:00am
*Board Meetings are held bi ~ -monthly
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“THANKS SO MUCH”
Baptist Hospital Print Shop for printing this
publication!!
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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




