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Message From The Executive Director . . .

Springis here. Events are underway. .
Webre as busy as eve: [
pening all the time. We have two Fundraiser ;
Golf Tournaments that will be happening soc
One at the Moors in April and our first one irf
Brewton in May. Webd
in Washington D.C. on MarcH"and visiting
our Congressmen on Marci.5 We 6 v
new column in the newsletter this editibtook on
page 16 folCare From the Chair This column is in the form of the
Dear Abbycolumn in the newspaper, but the questions are written by
patients and the response is written by Beverly L. Copeland, L.C.S.W.
a mental health counselor. Beverly is now sharing our office and is
available for counseling with our patients by appointment. We have
made an arrangement with her for reduced fee payment by any of our
lupus patients. Call our office or Beverly for more information. On
April 1°1 will be speaking at North Baldwin Infirmary on how Lupus
Fools, appropriately on April F

This will be the month of our firstombined support group
meeting for those of you who normally attend either Panama City, Ft.
Walton Beach or Crestview. The first meeting will be on March 29
at 10 a.m. at the Sacred Heart Facility on Hwy. 98 in Destin. The
speaker at this meeting will be our very own treasurer, Chris Schulte,
R. Ph. from Pensacola Apothecary. Join us for this informative meet-

ing.

| am a person who reads all the time, and tries to keep up on
the research and other things happening with regards to lupus and
other auteimmune diseases. This reading can be daunting and very
intense sometimes. Even with all of this it seems the best information
and the best advice | learn comes from the patients. In January at mos
of the support groups we were discussing coping and the differences
in the ways people cope. | learned that most of us have similariskills
whether we employ them in our everyday lives is a different story.
One comment made by one of the attendees stopped me for just a mc
ment. | hesitated before | could reply with an answer. The quéstion

Afare any of these skills bad?o
realize that this could be the thought process of a patient. After my
initial hesitation, I replied,

That simple statement brought on new discussion and each of us had
the opportunity to examine our individual coping skills and determine
if they are working for us in the situations we use them. One comment
from one person benefiting all.

I knew a |l ong time ago that
heard since my diagnosis came from other patients living with lupus.
Each of us, no matter where we are in our disease has something or
some information that can help another patient. From listening to pa-
tients | have learned there are no bad questions, no silly or stupid
guestiong for everything, every piece of information might be the
answer another patient has been looking for. We are in this
together patient with patient The Lupus Support Network.



~ RESEARCH ~

Cancer risk in lupus patients reduced
with ANTIMALARIALS

The researchers have called for further studies,
Dr.Ruizl r astorza advi ses,
tated, antimalarials should be included in the tre

severity of the di

dSource:
Patients, 0
Diseases, June, 2007
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ment of every patient with SLE, irrespective of th
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Cardiovascular Disease shows high
rate in young SLE PATIENTS

A report in the June, 2007 issue of the Annalsoffthd he i nci dence of heant at
Rheumatic Diseases indicates that antimalarials|&h-E patients has been shown to be fifty times that
pear to reduce the risk of malignancy inlupuspai n control s, 06 according tc
tients. Alt 1 s possi bd eUK hraes esaornceh kti enadm.o f T hoet r
against neoplasms may account in part for such|éfang, of Ninewells Hospital and Medical School,in
fect, o says | e adlrastorza, ¢eBun ddeae,o rUKD,r .AtGherRauiizs | an
of the University of the Basque Country, Bizhai, |to better understand the cause of the accelerate
Spain. atherosclerosis in these
tigators reported that coronary vasomotor function
The study included 235 patients who were assesgennpaired in young women with SLE and thus,
on average every three months, and median fellpmvay be related to the strikingly high rates of cardio-
up time was ten years. In total, 156 patients hadvascular disease seen in this population. The find-
been treated with malaria drugs at some point. Onlg gs, according to inyest:
two of the patients who had received antimalariglghat many of these young patients have subclinic¢al
(1.3%) developed cancer, compared to eleven (18%)r onary artery diseage. 0
of those who had not received such agents.
Dr . Lang added that incree

beansidered to play a central role in the pathogenesis
of atherodcleress. Theavefote roarimadel imay-help

ato research the role of inflammation in atherogene-

8i s. 0 He says that, t hi
patiertts but also may help researchers to understand
better the pathogenesis of atherosclerosis in gen-

e r altis important to know that all lupus pa-
agients sAould b€ mortitered reutinedy forrcardio-E
hdsBular QiSasde! nfarkeds, Rheumat i c

d Source: Arthritis and Rheumatism, June, 2007

B-Cell Inhibitor show benefit in lupus

(LymphoStatB, Human Genome Sciences). Study results were at the annual meeting of the Eurg
Congress of Rheumatology (EULAR). According to principal investigator Ellen Ginzler, M.D., pro
of medicine and chief of rheumatol ogy at St
study showed that treatment with belimumab resulted in sustained improvement in SLE symptom
patients with serologically active disease.
diseasmact i vity measures is a successful way to

Dimitrious Boumpas, M.D., professor of medicine at the University of Crete, in Heraklion, Greece
chair of the committee that devel oped the E
large study that involved a combined responder index for the first time in lupus. The investigators
able to use this approach to confirm previous observations that inhibition of B cells can improve
outcomes in | upus. o

0 Source: Paula Moyer, MA, Medscape Medical News, June 18, 2(

Patients with SLE show a response in key measurements of disease activity when treated with belimumab
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Coping With Chronic Pain

An Everyday Health Special Report
by Psych Central Staff

A little pain usually is a good thing. It's our alarm system. It's our body's way of saying, "Hey, that's hot...
get away before it hurts you!" But when the pain lingers on and on, it's no longer helpful. Chronic pain
can disrupt your normal lifestyle. If you suffer from chronic pain, you should know that there are ways to
cope. Chronic pain does not need to run, or ruin, your life. The first step is to learn all you can about
your condition. Talk to your doctor and read up on it. Understanding your pain is the first step to reduc-
ing it. Next, take an active role in your recovery. Talk with your doctor about medical treatments that
might reduce your pain. But if these treatments can't completely heal you, don't give up hope. You can
use basic lifestyle choices to control your pain and regain a normal life.

. Exercise

Manage Stress and Your Emotions , Exercise leads to a healthier body, and a healthier body
Our bodies and minds are connected. Stress, tension feels less pain. Strong, toned muscles feel less pain
and stirred emotions can aggravate pain. Find ways to than unused muscles. Also, exercise will give you more
reduc_e the stress in y(.)ur'ln‘e; dgal with your troubling of the energy you need to overcome the pain. Less tan-
emotions and your pain likely will decrease. Deep gible is the fact that when you're more fit, you'll feel bet-
breathing, visualization and other relaxation tech- ter about yourself 8 more in control 8 and that can
niques can help you calm your mind and reduce your mean a lot. Be sure to talk to your doctor about exercise
pan. that is safe for you.

Find Support

Chronic pain can make you feel isolated and afraid. You may
feel like you're all alone. That couldn't be further from the
truth. But it's estimated that one in three people suffer from
chronic pain. Contact others who also suffer chronic pain to
share what you know, and to learn from them. You'll learn
ways to cope. You'll learn that the pain you feel, and the emo-
tions that come with it, are not unusual. Chronic pain support
groups can be a great way to get this important human con-
tact.

Control Your Physical Activity

Specific activities or body movements may aggravate
your pain more than others. Excluding those movements
from your day can reduce your pain a great deal. If the
painful movements involve important household, per-
sonal or work activities, consider using adaptive equip-
ment that will let you perform the same activity without
using the same painful motion.

Finally, look beyond the pain. Don't let your pain consume your life. There are more important things in your
life to focus on, such as friends, family, work, and hobbies. Talk to your doctor about the ideas mentioned
above, and start taking back control of your life. As you begin to refocus, the pain will decrease, and you
will begin to believe more strongly that you can lead a normal life despite the pain

Last reviewed: December 12, 2006 | Last updated: December 12, 2006
Copyright © 1992-2007 Psych Central. All rights reserved.

G\« Winning Your Battles: o

Tips For People with Disabilities

Being your own lobbyist

Strategizing to get what you want

Understanding government agencies

Finding laws that protect your rights

Finding resources to assist in protecting your rights
How to file complaints with government agencies such as HUD, Fair Housing, US Depart
ment of Labor, Department of Education, Vocational Rehabilitation, Housing Discrimina-
tion, Employment Discrimination, Legal Services, handicap parking and access to buildint

w W W W W W

To learn more about how to exercise these tips, contact the Advocacy Committee of the
Center for Independent Living of North West Florida at (850)5866, extension 22.



Upcoming Events

|
|

Mobile Awareness Luncheon
Date: April 17, 2008 at 11 a.m.
Pl ace: Carrabbad
3917 Airport Blvd., Mobile, AL
Cost: Free to Members $10 Non membe

Joint Support Group Meeting
March 29, 2008 at 10 a.m. till 12 Noon
| Placé: Saxred H@artiMbdular Building
7800 US Hwy. 98 N, Miramar Beach, FL
Cost: Free of charge

Guest Speaker: Chris Schulte, R. Ph.
Pensacola Apothecary

Hormone Replacement
Every third month we are hosting a joint support group meet
and all support groups are encouraged to at@€restview, Ft.
Walton Beach and Panama City will not meet on their regulz

day for the month of March

Erin Brooke Miller, MS, RD, LD
Erin is a nutrition dietetic supervisor for the
Baldwin County Board of Education. Shg
will be provide assistance in how diet
affects lupus and other chronic illnesses
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DON¥%T BE FOOLED, GE|BUANCK HEOMENPS HI V/ A

S.0.s (Sistas organizing to survive)
April 1, 2008 at 11 a.m.
North Baldwin Infirmary
Bay Minette, Alabama
Cost: Free of Charge
PUBLIC FORUM

June 20- 22
Orlando, Florida

Our Executive Director has been invited to
speak on Lupus at this conference.
This conference will provide an opportunity
to network and help spread awareness

on LUPUS.

Our Executive Director, Wanda Argersinge
will give a special presentation on Lupus, h

it is diagnosed, treated and how it mimic:
other diseases

—
——
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First annual Brewton Golf
Tournament & lupus scoop

Third annual
Pensacola Golf Tournament

April 24, 2008 at 1 p.m.
Registration begins at 12 Noon

May 17, 2008 at 8 a.m.
Registration begins at 7 a.m.

THE MOORS GOLF CLUB Dogwood Hills Golf Course

Contact the office for a registration form.
Each participant will receive ashirt, cap and
lunch. Great door prizes.

Contact the office for a registration form.
Each participant will receive ashirt, cap and
lunch. Great door prizes.
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Take Back Some of Your Time

Lack of time can be detrimental to our physical, emotional and spiritual health. When we are
pressed for time, we tend to exercise less, eat foods for their convenience rather than their
nutritional value, have less time to interact with out families and friends, and spend little,

if any time, on selflevelopment and spiritual growth.

Set aside a certain amount of time each day just to do what you want to 8tart with small incre-
J) ments of time 15 minutes and work your way up

) Doing part of something is better than doing nothing.f you candt compl ete a
ter to take a small chunk out of it rather than letting the whole thing slide until later.

NMLearn to Esvaeyn AINNO.yoou dondét want to say ANOO cc
you will do and when.

J) Bundle your tasksSave up noturgent errands so that you can do those that are logistically close to one
another.

J Delegatee How much is your time worth? l'tds more t

\ Do the yucky stufffirst Take care of the tasks that you dis
time ruminating about not having done them.

YAre the thin gs you f eel yitean bdiehsy o gebcauglnt updnathe detads|
to the detriment of the big picture.

Take an honest | ook at the activitiedNhawaldpeo
happen if you eliminated or reduced your time spent on/with them?

ﬂ ) Set aside time each week to do something spedike sure that, no matter how busy you are, you take
time to play. Spending time with friends, outdoors, at the movies, whatever makes you happy is essel
in helping you be the most focused and effective you can be with your time.




LUPUS AND THE FEET (_ CONTINUED)

Corns and calluses occur frequently in older patients, those with problems walking, or
those who wear badly fitting shoes. Lupus and the drugs used to treat lupus can
aggravate the problem of this hard skin. Specific skin problems associated with lupus
can occur on the feet but these are rare. Verrucas (plantar warts) can sometimes be a
nuisance to people who are taking immunosuppressants. But, contrary to popular
belief, verrucas are not often very painful and although they are caused by a virus

and can be spread they are not highly contagious. They tend to occur only where the
skin is damaged. However, they can linger when the immune system is compromised
and may need specialized treatment if they are troublesome.

Twenty -five percent of people with lupus have some sort of nail problem. In some patients nalil

growth can be slow, leading to weak, thin nails sometimes with pitting in the nail plate and the nail

may become | oose. I n others, inflammation around
thickened or ridged nails. Black or brown marks in the nail are sometimes seen due to tiny bleeding

points in the nail bed. Nail problems are generally cosmetic although curved or ingrown toenails are
common. These can be very sensitive and it is important to get professional help to prevent ingrown

toenails from becoming infected.

Serious foot problems are rare but any condition that can reduce the amount of blood reaching the

toes can lead to ulceration and infection. This can be prevented with effective care. About 20  -30% of

|l upus patients develop Raynaudds phenomenon (spast!
fingers or toes). Chilblains (small, red, itchy swellings) are also common, often in association with
Raynaudds. They can become painful and are an abr
fingers. They can dry out leaving cracks in the skin, which expose it to infection. It is important to

keep the feet warm but not to warm them up too quickly if they are cold.

Vasculitis occasionally causes very painful toes and feet and can lead to infections. It may cause
small red lines in the cuticle or nail fold, or little red bumps on the legs; sometimes painful red
nodules can forum on the legs. Occasionally these red bumps can ulcerate. Steroids can make the
skin thinner and more prone to damage and infection. So it is especially important to look after the
feet, which are prone to pressure, rubbing and damage from shoes.

Generally lupus does not cause major foot problems but no feet will stand up to too much abuse or
neglect. Nails must be cut carefully - it is often easier and safer to file them rather than cut them,
particularly if they are thick or uneven. The feet should be washed and examined daily for any
damage or problems. Any dry skin should be kept moist with a good moisturizing cream to prevent
cracks from occurring. Itis vital to wear well  -fitting, supportive footwear. ldeally, shoes should
have a soft cushioned sole, a pliable yielding upper and fasten firmly round the instep, preferably
with laces. There should be no high -pressure areas on the feet which rub the skin. Feet must be
kept warm. Two thin pairs of socks are warmer than one thick pair and in cold weather thermal
insoles should be put in shoes and bed socks worn at night.

occasion for foot care advice. Sometimes the podiatrist will

recommend regular checkups even if there are no current
problems.
/ -Source: Lupus UK

l Lupus patients should attend a podiatrist on at least one
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www. - JUST FOR YOU

ButYouDontLookSick.com website is about
living life to the fullest with any disabillity,
Invisible disease, or chronic pain and hopes to
provide answers to the endless questions of:
But you don't look sick?




