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Looking Good, Feeling Bad!

By: Lupus Blog at www.dailystrength.org/groups/lupus-warriors.com

Sometimes, the only thing worse than dealing with lupus pain and fatigue Inside

is being told, “But you look great!” When you’re in pain, even the most this issue: Wi

well-intentioned “compliment” can feel like a brush-off or, worse, {" ToER %

disbelief. OIS

“Sometimes people who aren’t ill just don’t understand,” Exe. Director Message ~ 2

says Robert Phillips, Ph.D., director of the Center for Coping in Research 3

Hicksville, NY, and author of 35 books about living with chronic illness,

including the recently updated Coping With Lupus. “They may think Clinical Practice 4

they’re giving you a compliment, but people with a chronic illness don’t

feel good - they would like some sympathy or empathy.” Part of the Upcoming Events 5

problem is the symptoms themselves. As Phillips points out, “Others

can’t see your pain or fatigue, so they may not take it seriously.” Teen Talk 6
Clinical Trials 7

So how can you protect yourself? First, try to give QR ololRelle s

the speaker the benefit of the doubt. “People often R RV IR 174 Children’s Corner 8

get hurt when they expect family and friends to understand that you . , .

understand,” Phillips says. “I advise clients to are doing the best Living with Invisible lll- 9

think, ‘It would be nice if they understood, but I'm you can. Holding on for Hope 10

going to encounter people who don’t, and I’m not

going to let that be a negative reflection on me.’” Fibro What? 11

Many people simply don’t know what lupus is. Others, says Phillips, How to Spot Health 12

“aren’t sure how to deal with a medical problem. They might feel that

i i 14
they’re expected to give profound advice, but if they don’t have answers, Choosing the Right Drug

they may be uncomfortable.” He suggests asking people if they would like Just the Facts 16
to understand what you feel. “If they say ‘yes,’ then you know they’re

receptive to a few minutes of explanation.” Sometimes, however, Memorials & B-days 17
discretion is the better part of valor--especially at work. While the Membershios 18
Americans with Disabilities Act makes it illegal for a company to fire you P

due to illness, Phillips says that going on record with lupus is a “ticklish” Lupus Lessons 18
proposition. “I suggest that clients talk to their bosses on a need-to-know

basis,” he says. Try to speak to an objective party, like a support group, Aching Joints 19
before revealing too much at your workplace. Ultimately, your happiness .

is the priority. “Remember that people who don’t walk in your shoes Literature 20
can’t possibly understand all the nuances of what you’re going through,” Sept/Oct. Calendar 23

says Phillips.
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Megsage From The Executive Director . ..

I hear from lupus patients all the time telling me it is very difficult
for them because they feel so bad, but look so good. When they talk to
people and are asked the inevitable question, ‘how are you doing?’, they
are afraid to answer honestly. And when they do they are met with the
inevitable response, ‘but you look so good’, which makes the patient feel
bad. All of this leads me to ponder the question, ‘why are we offended
when people tell us we look so good?” Would we feel better if our disease
manifested itself outwardly? Would we feel better if we looked bad?

Are we so tied in to trying to convince others that we are sick that
we honestly want to look sick? Where does this need for others
‘recognition’ of our illness come from? Most of these people are
acquaintances at best. Those close to us, those we love and care about
know all of the things we suffer daily. Do we really need to show this
physically to convince the world?

I have a dear friend who had lived with lupus for more than 40
years. She is a beautiful, remarkable woman. Since her diagnosis of lupus
she has been confined to a wheelchair twice that I know of. To be able to
leave the wheelchair behind, she was required to learn the skill of walking.
Though she has severe CNS (central nervous system) involvement, and in
all likelihood could have remained in the wheelchair for life, she fought the
odds. She did the physical therapy. She did the exercises she learned from
the physical therapist. And yes, she walked again. I remember one of these
times, her goal was to walk by her 50" birthday. She made it. She gave up
the one visible sign of her illness. She delights in the words, ‘ you look
great.” She doesn’t need or want an outward symbol of lupus. She doesn’t
need the acknowledgement from others that she is ill. She knows this fact.
She lives with this fact everyday.

I have one outward sign of my illness that I didn’t accept for 10
years. I wouldn’t ask for it when I needed it and I would gladly give it back
today. But there are times I need this sign. There are times my life would
halt without this sign. The one outward display of my illness that I have but
haven’t quite accepted, is the disable (handicapped) license plate on my
vehicle. I have it. Permanently. Yes I get stares from those who can’t see
my disability. Yes people wonder why they see ‘a perfectly healthy’ person
using a disabled parking space. Does it bother me? These stares and rude
comments have nothing to do with me. I know who I am. Do I wish they
could see my illness? Never. I wish I could give the plate back and remove
all outward signs that I am a lupus patient. But I can’t. On occasion I really
need that bit of extra help. Does having that sign make me feel better? No
it doesn’t. Does having that sign help people understand? No. Does having

that sign make life better? No, but on occasion it does make it easier.

So what is the difference between having this outward sign on my
car and wishing for and outward sign on my physical being? Would the
latter help me in any way? No. It would only make me wish for it to go
away so I would once again hear people say, ‘but you look so good.’



~ RESEARCH ~

Characteristics and Disease Progression of Mixed

Connective Tissue Disease and SLE

Sponsored by: National Institute of Arthritis and
Musculoskeletal and Skin Diseases

Age Groups: 16 and older

Study Type:  Observational

Start Date: October, 2007

Contact: Judith Pignac-Kobinger, MS
(305) 243-8567
Jpignac@med.miami.edu

Study of Epratuzumab in Serologically—Positive

SLE Patients with Active Disease

Sponsored by: UCB

Age Groups: 18 and older

Study Type: Interventional

Start Date: January, 2008

Contact: UCB Clinical Trial Call Center
1-877-822-9493

Study of LJP 394 in Lupus Patients with History
of Renal Disease (ASPEN)
Sponsored by: LaJolla Pharmaceutical Company
Age Groups: 12 to 70 years of age
Study Type: Interventional
Start Date: October, 2004
Contact: Diana Pax
(954) 229-0425

A Study to Evaluate the Safety and Tolerability of
Multiple Subcutaneous Doses of MEDI 545 in
Patients with SLE
Sponsored by: Medimmune LLC
Age Groups: 18 to 95 years of age
Study Type: Interventional
Start Date: June, 2007
Contact: Lynne Merriam, ARNP
(727) 466-0078
Imerriam@crwf.com

A Study of Belimumab in Subjects with SLE

Sponsored by: Human Genome Sciences and
GlaxoSmithKline

Age Groups: 18 and older

Study Type: Interventional

Start Date: December, 2006

Contact: Dan Odenheimer, PhD,
1-866-447-9749

3 dan_odenheimer@hgsi.com

D

Drug Development in
SLE Receives
Unprecedented Attention

/

At last! Although there have been numerous new
drugs developed and approved for SLE’s sister
diseases such as rheumatoid arthritis, inflammatory
bowel disease, and multiple sclerosis, drug
development in SLE has been frustratingly quiet.
But this has all changed in the last year.

Approximately 12 - 20 drugs are in the pipeline for
development in SLE. Some are further along in the
development process than others. The SLE treatment
Center of the North Shore LIJ Health System, in
conjunction with the Program in Novel Therapeutics,
is participating in many of these efforts to develop
safer and more effective therapies for patients with
SLE.

At the current time, the SLE Treatment Center is
participating in over a half dozen clinical trials. Each
study is looking for a different type of patient. Some
studies require patients with active disease, whereas
others require patients with no disease activity at all.

In summary, eligible patients include:

¢ Patients with SLE whose disease is currently ac-
tive

¢ Patients with SLE whose disease is currently ac-
tive but doesn’t involve the kidneys

¢ Patients with active kidney disease (lupus nephri-
tis)

¢ Patients with a history of kidney disease but
whose disease is currently active

- Source: The Lupus Newslink, Summer, 2008

To find out the requirements for a particular study,
contact the coordinator of the study you are interested
in learning more about. The five studies listed here
are all being done in Florida at this time and are
currently recruiting individuals to participate.
Read more about clinical trials on page 7.
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Svstemic Lupus Ervthematosus and Dental Practice

Swaternic lupus erythematosus (SLE) i a chronic, multifaceted, rhewmnatic antoirrmune
dizease with significant oral manifestations. Oral lesions, including desquamative or matrginal
oingivitis of erosive mucoesal lesions, have been reported i 40 percent of SLE patients. 1 Tt
hasz a worldwide prevalence of between 12 and 20 per 100, 0002 and cccours
predomunantly in women =20 yvears of age and older. =2 It 15 more common among Afican
Ainencans, Latinos, Asians, and Mative Americans. 3
Clitical Presentation
=LE can affect vanicus parts of the body, although it most often attaclos the skin, joints,
muscles, kidnews, lungs, and the cardiowvascular systermn. 1 Possible dental manifestations
mclude mucocutanecus lesions, indwelling odontogenic infections, tetnporomandibular joint
dizorders, Sjdgren’s disorder {ancother=2 Otype of autormmune disease), and sub optimal
aotral hwgiene because of painfial oral lesions and caries in patients with Z1égren’ slilce
syndrome. 1 Because of its mulhisystem involvement, diagnosis of SLE can be difficult.
Classification of patients as suffering from S1LE requires that they present with at least four
of the following eleven criteria: inflatnmation of serous tissue, oral ulcers, positive antinaclear
antibody test, arthritis, sensibivity to hght, butterflv-shaped facial rash, discoid lupus (a form
of lupus that only invelwes the skin), and blood, dney, tmmunelogic of neurologic
dizsorders. 1 At disease onset, the primary complant of more than halt of SLE patients is
Joint pait, with other symptoms mclading fever, malaise, myalgias, and fatigue. 1
Treatment
=LE management includes disease prevention, mflatmmation reversal, mamtenance of
rermission, and allewation of disease symptoms (LTabkle). 1 In severe cases, anti-mmflarmmators
medications, primarily corticosteroids and wntnunosuppressants, are used to control the
dizease and prevent symptom recurrence. The dental professional must be cogme=ant of all
medications being talen by the patient to address possible dg interactions and awoid
potential umpacts on dental treatment. For instance, patients on long-term cotticosterodds
may require additional doses of medication before dental surgery.
For oral lesions, topdcal corticosters ids are an effective treattment option. Dental
procedures must be performed gently to mimtmize tissue disrupton, and hand scaling may
ke a preferable techmoue to other dental methods 3 A soft-bnstle toothbrush and mild
dental products are also indicated fer ZLE patients. =
Patients wiath ZLE often have sident, difficult-to-detect infections which can progress rapadly
due to the patient” s immunosuppressed state. Preventive dental care through frecquent recall
wisits, identification of trigger mechanisims, and close monitoring for head and neclc
mfections are wital for controling the disease. In SLE patients suffering from rmigrammes, it 1s
the dental professional’ s role to rule out odontogenic, temmp oromandibular joint, and
associated myveofascial sources of pain. SLE patients with renal faddure and recernng dialysis
should have their dental surgery one day after dialwsis te ensure elimmination of admimstered
medications and their by-products. S1LE sufferers can alse present waith inflarmmmation of
wartous patrts of the heart resulbing i valvular damage. In these cases, it 15 essential that oral
health professionals utilize the appropnate antibiotic prophylasxs before bactererma-
associated dental and oral surgical intervention. 1,3 Additonally, SLE patients recetving
anticocagulation therapies necessitate the dental team worlung closely with the medical team
(Continued on page 5)



AU coming Events

-~ \@ Annual Bupus Awareness Luncheon Tullahassee Annual ) fleeti
W/ October 9, 2008 October 12, 2008
11:00 a.m. until 1:00 p.m.. 1:30 p.m. until 4:00 p.m..
Carrabba’s Italian Grille Tallahassee Memorial Hospital
311 N. 9th Avenue, Pensacola, Florida Light snacks provided
Free to Members and 1 Guest Free to everyone
Non-members: $10.00 Speaker: Barbara Gray
Speaker: Dr. Jason Pierce Florida Department of Health
Pierce Specific Chiropractic
Please contact the office to RSTP by
Please contact the office to RSVP by September 15, 2008 ==
September 15, 2008 =V
DRIVE AWAY LUPUS SALE

In the parking lot of the Lupus Support Network office
Saturday, October 4, 2008 beginning at 7 a.m.

Donations are currently being taken!
~ YOUR JUNK IS SOMEONE ELSE’S TREASURE ~

Clinical Practice continued...

priotr to beginting anv dental treatment that could result in Bleeding.

Clonclusion

SLE iz one of the most difficult of all autctmtmune rhewmatic disorders to treat;, prevention of
mfections 15 critical. Dhisease management of ZLE iz a prime example of the inportanice of
dentist participation within the multidisciplinary healthcare teamm. The oral healthcare
professionals” roles in the management of SLE are to encourage good oral hygiene, to
mottor and aggressively treat dental and oral mfections, and to assist in the diagnosis of
mucocutaneous lesions of the head and neclk. 100
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EN TALY .o
TBody Imaglél(

DON’TS

DO make the Do you ever think that there is DON’T think of

most of your unique the images of girls

Shape by Wearing something wrong with the way and women you see n

clothes that you magazines, in the movies,

feel good in. you look—Tlike you’re too and on TV as “normal.”

They are not!
short or too tall, too heavy, or
DO look your best by

eating healthy foods, too skinny? These feelings
exercising, and taking

care of your skin. about how you look are called

DON’T compare
yourself to others,
including your friends.
Body types come in all
different sizes, shapes,

body image. Body image can and colors.

DO walk with your
shoulders back and head affect how you feel about
high. Good posture says,
“I like me!” yourself in general. To build a

DON’T judge yourself
on looks alone. The secret
to being beautiful is
feeling beautiful, using

strong body image, keep these your mind.

do’s-and-don’ts in mind.

Source: Teen Survival Guide: Health Tips
for On-the-go Girls

Question: A friend of mine throws up in the restroom after lunch.
What can I do to help her?

FUN QUIZ

People who try to become
thinner and thinner by not
eating have

nervosa.

Answer: Try telling her: “I am worried about you because I hear
you throwing up after lunch. I think you should talk to your mom
about this. I’d like to be there for you if that’s okay.” Your friend

may get mad or deny it, or even ask you to keep it a secret. Being
a good friend also might mean you need to tell her parents, or
another adult who can get your friend the help she needs. The
school nurse is also a good person for you to talk to about your
friend.

BIX3JIOUR JoMSUY




Why Should You Care About Clinical Trials?

If you or someone you care about has lupus, you know how badly new drugs for lupus
are needed. Researchers, doctors, drug companies, and others are working on this. To
test whether they have identified a drug that is safe and will work, they run what is called
a “clinical trial,” in which people with lupus try it out.

== Why take part in a clinical trial? A person enrolled in a clinical trial usually gets several

— positive things out of the experience, such as expert care by the doctors and nurses who
are helping to run the trial, and a chance to try out a treatment before it is widely avail-
able. Many people who take part in a clinical trial also say that it makes them feel really
good to give researchers a chance to learn so much. Without enough people in the clinical trials, it’s very
unlikely that new drugs and better ways of preventing and caring for lupus will come about.

Who can participate in a clinical trial? Very carefully written guidelines say who can participate. Depending on
the trial’s goal, there may be rules about such things as age, severity of lupus, treatment history, and the presence
of other health conditions. The purpose of these rules is to let the researchers safely and efficiently answer the
questions that the trial is designed to answer. Also, strict rules protect the health and privacy of participants.

Are there different types of clinical trials for lupus? There are several, each with a different overall purpose.
Treatment trials test new treatments or drug combinations; prevention trials look for better ways to prevent
flares or even stop lupus from developing in people who have never had it. All sorts of things-medicines,
vitamins, vaccines, minerals, lifestyle changes-are tested in these kind of trials; diagnostic and screening trials
aim to find better tests for diagnosing or detecting lupus (or flares) before serious damage is done; and quality of
life trials search for ways to improve the comfort and quality of life for people with lupus.

What happens in a clinical trial: This depends partly on what type of trial is being done. A treatment trial on a
new drug is done in stages, for example, with studies for safety and effectiveness done in labs and animals before
people are involved in any way. All treatment trials go through “Phases” that involve increasingly larger
numbers of people.

What happens to a person in a clinical trial? At the beginning of a trial, a team that includes doctors, nurses, and
social workers check the person’s health and give instructions on what is involved in participating. During the
trial and even after it ends, the team watches the participant carefully through many visits.

What risks are involved? By law, the team must carefully explain all the possible know outcomes. The treatment
may not work well, for example, or may cause unpleasant or even serious side effects. Involvement may also
require many trips to the study site, hospital stays, or more treatment.

How can you find a clinical trial? Ask your doctor; call the univer-
sity hospital in your area; contact your local lupus organization or
visit www.clinicaltrials.gov or www.centerwatch.com

-Source: LupusNY.org

Education Clinical

Research Manager
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We can be whatever and whoever we want to be.
Draw your beautiful face in the mirror above
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and remember that it is up to you to decide who
you want to be and no one else!!!
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Living with Invisible Illness: 5 Ways to
Let Go Of Hurt Feelings

¢ “You look so good! You can’t be as bad as you
say. You look perfectly healthy.”

¢ “You think you have fatigue? Try working full-
time plus having four children! Then you’ll know
what chronic fatigue is.”

¢ “I think you’re spending too much time thinking
about how you feel. You need to just get out
more.”

¢ “If you really wanted to get well, you’d at least try
that juice drink I gave you last week. It won’t
hurt to try it.”

Ry, [hese comments go
motivation for a better life. R
But you owe it to yourself hurts. Nearly 1
and finding joy in your life in 2 Americans
despite invisible chronic has a chronic
pain will improve both illness or physi-

your mental and physical cal condi?ion ‘_chat
health. impacts their daily

life. The definition
of chronic illness can include everything from arthritis
to cancer, migraines to diabetes, and back pain to
Fibromyalgia. Even mental illness or eating disorders
are considered invisible illnesses.

One of the biggest emotional hurdles for people who
suffer from daily pain is the invisibility of it. Statis-
tics tell us that about 96% of illness is invisible—
meaning the person who suffers from the chronic con-
dition may appear to be a healthy individual who ac-
tually copes each day with physical pain. If you have
an invisible illness here are 5 ways to let go of hurt
feelings and move on to a better life:

¢ Let go of expectations. This may be a life-long
process, but you will consistently find that people
will always disappoint you. No one is perfect—
including you! Remember, you don’t understand
the difficulties that your friends are going through,
whether it’s a divorce, the death of a loved one, a
loss of a job, an ill child, etc. Your illness is sig-
nificant in your life. Even when people care, they
still have significant things going on in their own
lives. Listen to them, share about their challenges
too, even when you think they pale in comparison
to your own.

¢ Find supportive friends. When you are sick and
tired of feeling sick and tired you don’t need to be
around people who constantly belittle you or
doubt your illness. End that relationship or
distance yourself from that relative. Illness has a
way of helping prioritize friendships. We don’t
need friends that will send us spiraling into de-
pression. Spend your limited energies with those
that mean the most to you.

¢ Find joy in your blessings. Rather than thinking
about how badly you feel, find ways to bring more
joy into your life. Appreciate the little things.
Many chronically ill people even begin to write
poems to help them examine what makes them
happy and where their passions lie. You may not
be able to garden like you once did, but you can
grow a few plotted flowers or hire a neighborhood
teenager to plant some vegetables and set up an
automatic sprinkler system for them.

¢ Use your talents and skills for things you care
about. If you’re no longer able to work because
of your illness, you must feel like your skills are
going to waste. Maybe you’ve always wanted to
write children’s books or be a business consultant.
Find a place to plug in and do some volunteer or
part-time work to be able to use these skills in an
area where you feel passionate. Instead of focus-
ing on what others aren’t doing or giving you, fol-
low your dreams and give the gift of yourself.
Many people find the advice of a chronic illness
coach or counselor helpful. There are even some
12 step programs for chronic illness available on
the internet.

¢ Encourage someone else. You personally know
how hard it is to live with illness and to feel like
no one understands. So take time to be vulnerable
with someone else who is going through this.
Whether you meet someone through an online
support group, local support group, volunteer your
time and expertise and use it to make someone
else’s journey easier and you’ll find your own is
more enjoyable too.

-Source: www.chronicblog.com




HOLDING ON FOR HOPE. . ..

Trying to
accomplish all I
can, but I’'m only
useful 4 hours each
day, and not all at
once, due to Lupus
and other painful,
terminal illnesses.
It’s surprising how
much a person can get done in 4 hours a day, but I
really have to choose the most important priority
and let the rest of my list go. I do computer work/
paperwork from my bed, I do housework for 5
minutes at a time, then rest almost half an hour.

What the caterpillar

thinks is the end, the
butterfly knows is just
the beginning. - by:
Kathleen
Lewis

Everyone is terminally ill from the time they are
born, and don’t know when we will die. I wish I
could be ONLY positive, but | have learned that
sharing the bad days helps others who also have
bad days, to not feel abnormal, or less than
someone ¢lse.

[ am here on earth until I finish what [ was sent
here to do, I am just praying for health enough to
do more for the Lord. Being curled in a ball of
pain with no one to help physically does not help
the Lord very much, I don’t think. Until [ am
better, I will lay me down and bleed a while, then
rise and fight again! My every thought, every
decision, every action is for my savior and
heavenly father. I would like people to see how
bad off I got, so that when I am helped, lifted, or
hopefully eventually healed...the world will see
that miracles can still happen! Yes, I’'m in my own
little world, but it’s ok, they know me here. Haha.

-Source: www.bluebirdliving.blogspot.com

DID YOU
KNOW?

¢ Nearly 1 in 2 Americans
live with a chronic condition?

¢ 96% of illness is invisible?

¢ 80% of marriages end in
divorce when illness is present?

¢ 79% of suicides have @

uncontrollable physical pain as a factor?

¢ That medical science is just now
discovering that people in severe pain are
grossly under treated?

¢ There is less than 10% chance of a person
getting addicted to strong painkillers when they
are taken in the right dosage for severe pain?
Right now, most people who are addicted to being pain
free, are being treated like drug addicts, and having
their lives and reputations ruined because of the abuse
and accusations and the reputation cause by the accu-
sations. It seems to be a crime and a sin to be in severe
pain. I'm glad medical schools are now teaching about
pain control, but that doesn’t help change the doctors
that are already practicing.

You may LOOK healthy ...
but you PAIN is REAL

of ££nronicTliness
1S invisible
a lot of people do understand.
we just don't know whao

Don't walk in front of me, I may not follow. Don't walk behind me,

I may not lead. Just walk beside me and be my friend.

10




Fibro What??

During and between the 3 lupus flares I’ve had, one constant has been my companion - Fibromyalgia.
After the big scares have all passed - my kidneys are no longer failing. I’ve recovered from the stroke, the
neuropathy has subsided, I can eat, the fever is gone, etc. - the pain is still there. But I find that the fibro
pain doesn’t seem to register with my doctors, because it’s not measurable on a blood test or an X-ray. So
over these 16 years of dealing with both lupus and fibro, I’ve been pretty much on my own in dealing with
the fibro. I’m sure I’'m not alone in my feeling.

I have tried so many things to remedy the fatigue, the tightness and pain in my upper back magnify when I
lie down and keep me awake at night, the tenderness in my arms, and general irritability.

I tried chiropractic, acupuncture, diet change, chi gong, stretching, ignoring and denying, popping lots of
advil, massage, capsicum patches, icy hot, heating pad, gentle exercise, not-so-gentle exercise, miscellane-
ous detoxification methods, stress reduction, meditation, journaling, and staying educated. For me, I’d say
the lease effective of these techniques has been ignoring and denying, though for some reason I hung onto
that one the longest. The most effective? Acupuncture, chi gong, detox (taking greens, using foot detox
pads, milk thistle, filtered water, eating lots of fruits and veggies), stress management (such as writing a list
of things I’m grateful for on a regular basis, setting realistic goals, and disengaging from people who ag-
gravate me; I also take rescue remedy, a flower essence), getting enough rest, diet change (getting rid of
junk food and diet soda), and having fun. Laughing and smiling release endorphins, which are our
body’s natural pain Kkillers.

Which brings me to one of my favorite therapies—song writing. In 2002, during the worst of my health
problems, I started writing ridiculous songs about my situation. It all started when I was doing the 24-
hour urine collection test, where you have to pee in a jug for 24 hours then bring your big jug of pee in to
the doctor the next morning. At the time, [ was trying to work my way up to being able to play the guitar
again (I had had a stroke), and was playing the ukulele. The first song in the uke book was the old folk
song “little brown jug.” Back and forth between the frequent bathroom trips (I was on diuretics) and the
ukulele, well of course my first parody was called “Little brown

jug, about peeing in a jug.” Ll ve W E]]

r
After this little breakthrough, I spent hours writing every day and Laugh O Ft €0,
brought my song idea notebook to every doctor appointment. Love Much

Whenever | was left sitting in the waiting room for 2 hours or

longer, I’d just sit there and work on my songs. Now instead of it being an indignity, it was an opportu-
nity. And now, not only was I able to laugh about my situation, using humor helped me gain perspective
and take back some control. If someone was especially rude to me, but I was in no position to fight back
because they were the only doctor in town who took my medical insurance, then I’d wait “til I got home
and write a song about them (and not

usually a very nice one - but in my songwriting and journaling life, I can say anything I want).

While we can’t control our situation, or the actions of others, or even our bodily functions at times, the one
thing we have control over is our response to any given situation. And in the end, that’s the most
empowering thing of all. It is our choice whether this “thing” we’ve been given is a horrible burden, or
even a gift that helps us to slow down and appreciate things around us that we never noticed when we were
moving faster.

- Source: The Singing Patient at www.lupusandhumor.blogspot.com
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How to Spot Health Fraud

You don’t have to look far to find a health
product that’s totally bogus or a consumer who’s
totally unsuspecting. Promotions for fraudulent
products show up daily in newspaper and magazine
ads and TV “infomercials.” They accompany prod-
ucts sold in stores, on the Internet, and through mail
-order catalogs. They’re passed along by word-of-
mouth.

Consumers are spending billions of dollars a
year on fraudulent health products, according to
Stephen Barrett, M.D., head of Quackwatch Inc., a
nonprofit corporation that combats health fraud.
Hoping to find a cure for what ails them, improve
their well-being, or just look better, consumers often
fall victim to products and devices that do nothing
more than cheat them out of their money, steer them
away from useful, proven treatments, and possibly
do more bodily harm than good.

FDS (Federal Drug Administration) de-
scribes health fraud as “articles of unproven effec-
tiveness that are promoted to improve health, well
being or appearance.” These articles can be drugs,
devices, foods, or cosmetics for human or animal
use. FDA regulates safety, manufacturing and prod-
uct labeling, including claims in labeling, such as
package inserts and accompanying literature. FTC
(Federal Trade Commission) regulates advertising
of these products.

Because of limited resources, the agency’s
regulation of health fraud products is based on a pri-
ority system that depends on whether a fraudulent
product poses a direct or indirect risk. When the
use of a product results in injuries or adverse reac-
tions, it’s a direct risk. When the product itself
doesn’t cause harm but its use may keep someone
away from proven, sometimes essential, medical
treatment, the risk is indirect.

While FDA remains vigilant against health
fraud, man fraudulent products may escape regula-
tory scrutiny, maintaining their hold in the market-
place for some time to lure increasing numbers of
consumers to their web or deceit.

How can you avoid being scammed by a
worthless product? Though health fraud marketers
have become more sophisticated about selling their
products, these charlatans often use the same old
phrases and gimmicks to gain consumers’ attention
and trust. You can protect yourself by learning
some of their techniques.
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SOME RED FLAGS TO
WATCH FOR:

1. Products that claim to cure a wide range of
unrelated diseases - particularly serious
diseases.

Personal testimonials - difficult to prove, not
scientifically valid.

3. Quick fixes - Be wary of talk that suggests a
product can bring quick relief or provide a quick
cure - particularly to serious conditions.

4. Use of the term “natural” - Any product,
synthetic or natural, potent enough to work like
a drug is going to be potent enough to cause side
effects.

5. Time-tested or new-found treatment - Claims
of a miracle cure, innovation, exclusive product,
or new discovery are highly suspect. If it were
truly a cure, it would be widely reported in the
media.

6. Satisfaction guaranteed - money back
guaranteed, no questions asked. Good luck get-
ting your money back.

7. Paranoid accusations - Claims that suggest
health-care providers and legitimate manufactur-
ers are in cahoots with each other to take your
money with no plan to treat your problem are
outrageous.

8. Meaningless medical jargon - made-up terms
that sound scientific so as to impress the
consumer.

9. Truth or Dare - The underlying rule when de-
ciding whether a product is authentic or not is to
ask yourself, “Does this sound too good to be
true?” If it does, it probably is.

-Source: Lupus Foundation of North Carolina, Summer, 2008
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Ya know, some
DAYS oust

r .
look better

UPSIDE DOWNII

Cherish your health:

If it is good, preserve it.
If it is unstable, improve it.
If it is beyond what you can improve, get help. LI




The Rules for Choosing the Right Drug

Medical researchers have long known that men
and women differ in their susceptibility to common
diseases, such as diabetes, heart disease and cancer.

Now: Researchers are discovering that men
and women often respond differently to the same
medication. The allergy drug terfenadine (Seldane),
for example was removed from the market in 1998
when it was discovered that women taking it had a
higher risk of potentially deadly heartbeat irregulari-
ties (arrhythmias). Men taking the drug didn’t experi-
ence the same risk.

THE GENDER FACTOR

Until recently, the pharmaceutical industry
mainly tested new drugs on men. Women were not
included in drug trials to protect them and any chil-
dren they might conceive if pregnancy occurred dur-
ing testing. Also, the hormone fluctuations experi-
enced by women were thought to make them less de-
sirable than men as study subjects.

In 1993, after researchers had discovered that
mean and women respond differently to drugs, the
FDA began requiring that women be included in drug
trials for medications that would be taken by them.
Among the most popular theories to explain gender-
related differences in drugs . . .

Hormones. The enzymes that metabolize drugs are
affected by hormones, which differ greatly in men and
women. For example, the “female” hormone proges-
terone, which increases just prior to menstruation, ac-
celerates the breakdown of the steroid prednisone in
the body. This means that a woman with asthma
might require a higher dose of the drug just before her
menstrual period to avoid an attack.

Fatty tissue. Some drugs are stored in fatty tissue.
Because women typically have a higher percentage of
body fat than men, women might require a lower drug
dose in some cases because the drug is stored in the
fatty tissue and is available for a longer time after dos-
ing. Common drugs with sex-specific differences in-
clude. . .

Analgesics. Women may be biologically more sensi-
tive to pain than men - and they are known to experi-
ence more inflammation from infection and injury.
Therefore, women may require higher doses of anal-
gesics that have an anti-inflammatory component.
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Women often do better with ibuprofen (Advil)
or another non-steroidal anti-inflammatory drug
(NSAID), such as naproxen (Aleeve), than with pain
relievers, such as acetaminophen (Tylenol), that do
not treat inflammation.

For severe pain - following surgery, for exam-
ple - women should ask their doctors for a “kappa
opioid,” such as butorphanol tartrate (Stadol), a mor-
phine-like painkiller, This class of drugs is much
more effective for women than other analgesics. In
men, kappa opioids aren’t as effective as other drugs.

Anesthesia. Women tend to wake up quicker than
men following anesthesia—an average of six minutes
faster—even when they’re given the same dose rela-
tive to their body weight. Women experience more
side effects from anesthesia than men do and are more
likely than men to report some consciousness during
surgical procedures. Despite this, women tend to be
given less pain-relieving medications in the recovery
room following up surgery.

A man’s blood pressure rises when he’s in
pain. Doctors rely on this to indicate when to use
drugs and how much to give. Women in pain fre-
quently have a drop in blood pressure—and a more
rapid heart rate as a result, which is a better indicator
of how much distress they are feeling.

Before an operation, women should request
that their heart rate be monitored as a pain indicator
along with blood pressure. If the heart rate increases,
their doctors should consider giving more pain medi-
cation.

Anti-arrhythmics. This class of drugs is used to treat
heart arrhythmias. One popular anti-arrhythmic, sota-
lol (Beta-pace), is more dangerous for women than
men. Due to differences in the characteristics of the
cardiac cell membranes in men and women, sotalol,
which acts on these cell membranes, can increase a
woman'’s risk for ventricular tachycardia, a potentially
life-threatening arrhythmia.

A woman who needs an anti-arrhythmic drug
can sometimes be treated with another drug in the
same class. If she requires sotalol, she should be ad-
vised to stay in a hospital or other facility that can
provide continuous heart monitoring—and cardiac
resuscitation, if necessary.

(continued on page 15)




Choosing the right drug (continued)

Antidepressants. These days, most people with
depression are treated with a selective serotonin
reuptake inhibitor (SSRI) antidepressant, such as
paroxetine (Paxil) or fluoxetine (Prozac). These drugs
increase brain concentrations of serotonin, a
neurotransmitter that regulates mood. However, a
new study shows that men don’t appear to benefit
from SSRIs as much as women—perhaps because
men are known to have about 50% more brain
serotonin than women. Therefore, increasing the lev-
els of this neurostransmitter through drug therapy has
relative modest effects in men.

Tricyclic antidepressants, such as amitriptyline
(Elavil) or nortriptyline (Pamelor), are often better
choices for men. These older drugs have a higher risk
for side effects, such as weight gain and dry mouth,
than the SSRIs, but ware more likely to be effective in
men.

Aspirin. Millions of healthy Americans take aspirin
daily or every other day to “thin” the blood and reduce
the risk for clots, which can contribute to heart attack
and/or stroke. However, doctors must weigh the po-
tential benefits of aspirin therapy against the potential
risks. In both sexes, regular use of aspirin has been
shown to increase the risk for gastrointestinal
bleeding.

In men, daily aspirin can lower heart attack
risk by 32%, according to a recent analysis of aspirin
therapy conduced by researchers at Duke University
Medical Center in Durham, North Carolina. Aspirin
does not have this effect in all women. However,
women who take a daily or every other day aspirin
were found to have a 17% reduction in the risk for
stroke.

For men who are at risk for heart attack (due to
smoking, high blood pressure or family history),
aspirin therapy is often a good choice. Women under
age 65 who are concerned about heart protection alone
may want to forgo aspirin therapy and focus on other
protective strategies, including weight control, not
smoking, regular exercise, etc.

Because women suffer strokes about as often
as men—and their risk of dying from stroke is even
higher—they should consider aspirin therapy if they
have stroke risk factors, such as smoking, high blood
pressure, etc.

Important: Consult your doctor before
starting or discontinuing aspirin therapy.

-Source: Bottom Line Health, April 2006

M en tal H eal th Brain and body: The link to health

Good mental health is vital to your well-being. If you think you are having a mental health problem, be sure to
seek help. You do not have to suffer in silence. Nor do you have to let these problems keep you from living your
life. You can feel much better with treatment.

Depression affects almost 19 million Americans each year. Like diabetes and heart disease, it is a serious medical
illness. It requires treatment and help from a doctor. Many experts believe that depression is caused by two natu-
ral chemicals in the body. These chemicals affect the core mood and pain symptoms of depression. The illness
can change the way people live and see the world. It may also take away their hopes and dreams. There are
different levels of depression. You may sink into a deep dark gloom, or you may just get “down” a little.
Depression can be brought on by stress or an event. It also may be caused by your genes. In
some cases there is no known cause. Depression is an illness that can come back again and
again. When the signs do not all go away, there is a greater chance the illness will come back.
But many people can and do get help.

You do not have to feel alone. There are many ways to get the help and support you need.
Attending support groups, taking depression medications prescribed by a physician, counsel-
ing and talk therapy are all ways of getting help from others. You can also help yourself by
eating well, getting enough rest, and daily exercise.
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National Kidney Foundation of Illinois, Inc. connecting you to

JUST THE FACTS...

Lupus can harm your kidneys as well as other organs and tissues in your
body. This fact sheet will give you information about lupus in general
and about how it can affect your kidneys. It also offers suggestions about
how you can live with your disease and keep feeling your best.

What is lupus?

Lupus is a short name for a disease called lupus erythematosus. The word lupus means wolf in Latin. The
skin rash that some patients get can form a butterfly pattern over the bridge of the nose, resembling the
bite of a wolf. Lupus is called an autoimmune disease because the immune system, which usually protects
the body from disease, turns against the body, causing harm to organs and tissues.

There are two types of lupus. Systemic lupus erythematosus can harm your skin, joints, kidneys and
brain and may be fatal. The other type, called discoid lupus erythematosus, affects only your skin.

How can lupus harm the kidneys?

Lupus can harm your kidneys a little or a lot. It can cause a lot of damage to the filtering units (glomeruli)
of the kidney. Since these filtering units clear your blood of waste, damage to them can cause your kid-
neys to work poorly or not at all. About 90 percent of lupus patients will have some kidney damage but
only 2 to 3 percent actually develop kidney disease severe enough to require treatment. The kidney dis-
ease may be "silent" and not cause any symptoms. However, you may have dark urine, flank pain, high
blood pressure, weight gain from extra fluid, and swelling around your eyes and of your hands and feet.

How can I tell if the disease has hurt my kidneys?

The doctor can tell if lupus has harmed your kidneys by finding protein or blood in your urine. Also, the
levels of urea and creatinine in your blood will be high because your kidneys are not getting rid of these
waste products as well as usual. Your doctor may want to collect a 24-hour urine sample.

What happens if my kidneys fail?

If your kidneys fail, you can be treated with dialysis or a kidney transplant. Lupus patients do as well with
these treatments as people who have other types of kidney disease. Many patients with lupus kidney dis-
ease have received a kidney transplant. The drugs used to prevent your body from rejecting the new kid-
ney are the same or like those used to treat lupus. It is unusual for lupus to come back in the new kidney.
Most of the time, the lupus stays inactive. Lupus patients with new kidneys do as well as any other pa-
tients with transplanted kidneys.

What can I do to help myself?

You should learn more about the disease and the factors that cause it to flare up. One of these factors is
sun exposure. You should avoid outdoor activities between 10 a.m. and 4 p.m. If you must go out, you
should wear strong sunscreens, wide-brimmed hats and long-sleeved shirts. You need to follow your
doctor’s orders carefully and take your medicines as directed. Tiredness also can cause the disease to
flare up. You should plan your physical activities and schedule rest periods. Planned exercise is helpful.
Chronic illness requires coping as well as understanding and support from family members. When the
disease is active, lupus patients may have decreased ability to handle household or job-related tasks. The
ability to cope and to be flexible will go a long way toward learning to live with lupus.
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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 payment. The newsletter is published bi-monthly &
is at printers, being sorted & labeled weeks before being mailed.

New Membership*:

Karen Freeman Betty Graham

Tammy Day Kathy Shook
Ted and Kathy Hoffren  Jennifer Smith

(0 remaining anonymous)

Renewing Members*:
Dorothea Apostle Harriett Brown
Joyce & Webb Salmon  Delores Fuqua
Camille Phillips CC & Patsy Smith
Chinlin Ngo
Ron & Maelynn McCardle
Dorothy & Rodney Dunaway

(0 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.
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LUPUS LESSONS
Prepare to Understand

Most of the people
around you don’t b !
have Lupus, and !
hopefully, they i you‘rse": gh' ‘
never will. But 1
because they’ll
never experience
the full-fledged
symptoms of
Lupus, they will
never fully
comprehend what
it’s like to have the disease. The more you attempt to
explain it, the more frustration you may cause yourself.
Without a point of reference, your descriptions are lost.
Even attempting to relate the mental and physical
anguish you encounter may be futile. While your
female friends may have experienced swollen fingers
during pregnancy, or your athletic friends may identify
with join pain or exhaustion, they can never fully gasp
the enormity of having a disease in which, a) symptoms
like these aren’t usually attributed to one particular
experience, and b) these ailments may never cease to
exist.

rve e wih

You could spend a lifetime trying to convey the nature
and severity of your pain and suffering in contrast to the
symptoms they've experienced, but why waste the
time? Instead of straining to be understood, strive to
understand the limited perspective of those around
you, and learn to accept the constraints they have of
understanding you and your disease. Once you allow
for the fact that those around you can’t be expected to
know any better, maybe you won’t feel compelled to
defend yourself or correct their misconceptions at
every turn.

People around you are always going to
try and identify with your situation.
How well you learn to accept and view
those attempts will improve your
relationships and make communication
about Lupus that much easier.

-Source: www.despitelupus.blogspot.com




Oh, My Aching Joints

Quell the swell of arthritis and other join ailments with diet, exercise and natural supplements.
By: C.M. Silver

When it hits, joint pain can change a person’s life. Suddenly, standing up from a seated position is torture,
working in the garden or handwriting a letter, impossible.

Joint pain affects people young and old in debilitating ways. Nearly one out of three U.S. adults lives with
some type of arthritic condition, according to the 2007 Johns Hopkins White Paper: Arthritis. Results include
soreness, stiffness and inflammation of the fingers, knees, elbows, hips and other joints in the body.

For years, pharmaceutical and over-the-counter medications were the treatment of choice for millions of
Americans suffering from joint pain. Then the news hit about how harmful many of these meds—particularly
the COX-2 (cyclooxygenase-2) inhibitor drugs like Vioxx—are to the cardiovascular and gastrointestinal sys-
tems.

Rather than douse their pain with dangerous drugs, joint pain suffers are learning that they can safely use
natural remedies to relieve the symptoms triggered by joint ailments. Here’s an overview of how using supple-
ments and diet and lifestyle changes can help relieve joint pain.

DISCOVER THE AILMENT Arthritis is an umbrella term that covers more than 100 different conditions—
some more serious than others. Osteoarthritis, caused by the breakdown of cartilage surrounding the joints, is the
most common form of arthritis, affecting millions of older Americans. “If you’re in your 50s, 60s, or 70s and the
pain is consistent and mostly in your fingers, then the cause is likely osteoarthritis,” says Dr. Jacob Teitelbaum
author of Pain Free 1-2-3.

Muscle pain can cause joint-related problems, too. “If the muscles get shortened anywhere in the body
such as in your back or hands, the pain can mimic arthritis,” says Teitelbaum. “If a person aches all over and has
joint pain, most likely the cause is Fibromyalgia or another type of muscle pain issue. This is the most common
cause of joint pain in younger people.”

Other causes of joint pain include repetitive stress injuries, lupus and rheumatoid arthritis, an autoimmune
disorder that results in hot, swollen joints. “Even food allergies can aggravate arthritic symptoms,” Teitelbaum
says.

Because joint pain can have so many different causes—some more serious than others—it’s important to
determine what is stoking the pain and then treat the problem. If left untreated, many joint-related ailments can
lead to loss of mobility, permanent join deformities and obliteration of the protective cartilage surrounding the
joints.

DOUSE THE FLAMES Inflammation is at the root of all forms of arthritis, as well as of Fibromyalgia and
many other conditions that trigger joint soreness and stiffness.

One important step toward eliminating joint pain is to avoid foods that stoke the fires of inflammation
while indulging in the healthier options that douse the flames.

The omega-6 fats found in fried and processed foods (called trans fats) and red meats and dairy products
(saturated fats) should be avoided because they increase the production of pro-inflammatory cytokines. Omega-3
fats, on the other hand, found in fish, flaxseeds and walnuts are actually anti-inflammatory.

“Our body’s armies of inflammation are often on high alert when they don’t have to be,” writes Teitel-
baum in Pain Free 1-2-3. “Much of this occurs because of the high amounts of animal fats relative to fish and
vegetable oils in our diets. Over the last few hundred years, we have markedly decreased anti-inflammatory
omega-3 fatty acids and increased pro-inflammatory omega-6 fats in our diet. This often results in our bodies be-
ing in inflammatory over drive.”

(continued on page 21)
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Liteeature Available from Lupus Rupport 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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Aching Joints (continued) . . .

The omega-3 found in fish oil is particularly beneficial for quelling joint pain and inflammation. Teitelbaum
recommends that people eat three servings of salmon, herring, tuna or another cold-water fish each week. Fish oil
supplementation is an option for people who don’t eat fish or who need a higher dose. To east joint-related pain,
take about 2 grams of omega-3 daily.

“Sugar and refined carbohydrates are another no-no for joint pain sufferers”, Teitelbaum says, “because
these foods also set off a chain reaction of oxidation and inflammation in the body.” Instead, choose whole grain
breads and lots of fruits and vegetables high in antioxidants, such as raspberries, broccoli and spinach.

MOVE PAST THE PAIN As unpleasant at it may initially sound to someone with osteoarthritis or another joint-
related ailment, movement and exercise is crucial for getting past the pain. That’s because controlled exercise actu-
ally decreases inflammation and helps reduce excess weight, which can exacerbate joint pain.

A recent study published in the journal Arthritis Research Therapy found that exercise helps reduce and
even prevent the aches associated with osteoarthritis. Women in the study ages 72 to 79 who did even small
amounts of exercise—only an hour and fifteen minutes per week—reduced their chances of developing arthritis
symptoms by 28 percent. Those who exercised for two-and-a-half hours weekly lowered their risk by 46 percent.

Swimming, yoga, Tai Chi and other gentle forms of exercise can all help increase range of motion and flexi-
bility for joint pain sufferers. For people with arthritis in their knees or hops, cycling has been shown to stimulate
the cartilage cells and strengthen the structures around the joints, according to a 1999 article in the Journals of Ger-
ontology. No matter the exercise, it helps to start slow and stretch after each workout.

Along with exercise, Teitelbaum recommends using heat therapy to sooth aching joints. To treat painful,
stiff fingers at home, he advises microwaving an herbal bean bag for one minute and then wrapping it around the
fingers for 20 minutes. “As the heat seeps in, your range of motion and ability to move your fingers will increase,”
he says.

Natural Relief Joint pain has been a major target for the pharmaceutical companies. But for people wanting a
safer, gentler approach to pain relief, Mother Nature has the answer. Teitelbaum recommends the following supple-
ments to help eliminate the joint pain and inflammation:

¢ Glucosamine sulfate - This cartilage building compound helps decrease inflammation and prevent joint deterio-
ration. Recommended dose: 750 mg twice daily.

¢ MSM - This natural form of sulfur has been found to help reduce pain and swelling in arthritic joints, particu-
larly when taken in combination with glucosamine. Recommended dose: 2,500 mg daily.

¢ Chondroitin - Often taken in conjunction with glucosamine, chondroitin helps maintain cartilage elasticity and
transport nutrients to the joints. Recommended dose: 1,200 mg daily.

¢ Willow Bark - Salicin, the active ingredient in willow bark, has been found to be effective at reducing os-
teoarthritis and back pain. Willow bark also acts as a COX-2 inhibitor to decrease inflammation. Recom-
mended dose: 80 mg salicin three times daily. (Teitelbaum warns agains tusing a willow bark supplement that
doesn't disclose its salicin content).

¢ Boswellia (Boswellia serrata) - Studies have shown that boswellia, also known as frankincense, helps ease the
pain and inflammation associated with both rheumatoid arthritis and osteoarthritis. Recommended dose: 350
mg three times daily.

Many of these supplements take six weeks to six months to reach effectiveness. “Prescription medications work
fast, but they poison the system,” says Teitelbaum. “The natural remedies take longer because they are rebuilding
the system. With arthritis medications, the arthritis gets worse. But with natural remedies, the body begins to
heal.”

-Source: Natural Awakenings, Nov. 2007
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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

UppoOR
Network
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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:

LI Single - $20
[0 Supporting - $30

D Family- $25
[ Sponsor - $50

O 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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Sun Mon Tue Wed Thu Fri
I Labor Day | 2 3 4 5 6
Office closed
7 8 9 10 11 12 13
Brewton
Support Group
14 15 16 17 18 Mobile | 19 20 FWB Support Group
Support
Group
21 22 Firstday of | 23 24 25 Board 26 27 Pensacola Support Group
Autumn Meeting
28 29 30
Jitf, Happy Birthday to all our
E=( September Members!!
October, 2008

Sun Mon Tue Wed Thu Fri Sat

1 2 3 4 DRIVE-A-WAY LUPUS
SALE
5 6 7 8 Brewton 9 Pensacola | 10 11

Support Group | Luncheon

12 Tally 13 14 15 16 Mobile 17 18 FWB Support Group
Annual Support Group

Meeting

19 20 21 22 23 24 25 Pensacola Support Group
26 27 28 29 30 31 Halloween

Happy Birthday to all our
m 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.

Ft. Walton Beach Support Group Meeting
FWB Medical Center
*3rd Saturday @ 10 a.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 @ 1:00 p.m.

Don’t miss a single issue of “Caring and Sharing”. The date on your address label
v is your due date!!! Remember to Renew! Thank you for your continued support!!
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Board of Directors Meeting

*September 25, 2008 @ 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




