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Frame of mind is the key self-help tool
offered in My Own Medicine. When I say

frame of mind, I'm referring to what we tell a
ourselves and what we come to believe about .

our illness. I'm saying that it's important to Growing
monitor our self-talk and to explore how our
thinking impacts and defines our illness.
Without taking the time to examine and take
charge of our thoughts, we may limit our
quality of life and the possibility of change.
We need to get clear about the relationship
between our mind and body, learn to reframe
our limiting beliefs and keep checking back
with ourselves to look for ways we might be
perpetuating or creating a sense of
powerlessness or hopelessness or where we
are just giving up on ourselves. Words have
power. Thoughts have power. Give yourself
the upper hand by being mindful that your
words and thoughts support you rather than
hurt you.

Chronic illness gradually causes us to view
our circumstances through the lens of our
symptoms and, over time, distorts our life-view, self-image and our sense of worth and
power. Once we understand this we can begin to challenge our interpretations and thus
release a major source of our discomfort. (continued on page 7)




Megsage From The Executive Director . ..

Spring! A time to declutter, get vid of, clean up, look at [ife anew. A time for change.
As the seasons change this year The Lupus Support Network is changing also. Some-
times we get so involved in the work we do we fail to notice the changes going on
around us. We are single focused concentrating on serving our patients and educating
the community. With the changes that are happening in the economy, it is time for The
Lupus Support Network to take time to refocus, make changes, and modify programs to
ensure we can still serve the lupus patients in our coverage area, but also remain fis-
cally solvent for our future. At times it is easy to forget that we are a “Not For Profit”
entity and as such we rely on donations and contributions from the communities we
serve. We survive with funding from businesses, sponsorships for our fundraising
events, memberships, community donations, and other income. With the down turn of
the economy the funding that we normally receive is rveflective of the rest of the econ-
omy.

The Lupus Support Network has been very blessed for years with funding. We have an
office and all the other things we need to operate. We have wonderful people working
with us and for us. We have dedicated volunteers. But even with all this we are forced
to take a hard look at our funding sources, our programs, and our entire operation.
Many things we have been able to do the past few years have to be discontinued until
the economy recovers and our funding returns. We have recently decided not to attend
an event in Washington, D.C. that in past years would have found us in attendance.
We feel it is more important to spend those funds helping patients in our local area.
The Awareness Luncheons that we have been able to conduct free of charge for mem-
bers will not be held this year. Again, those funds will be used to directly help patients
with medical needs.

Support groups will continue as they have been. The distribution of our (iterature will
continue as it has in the past and will still be available free of charge. We will not be
attending as many health fairs this year, instead we will be choosing the ones that will
allow us to reach the largest number of patients. We have cancelled our two golf tour-
naments that were scheduled for this year. Sponsorships have not been as readily avail-
able as in prior years and we believe it is better to cancel them rather than conduct
them at a cost to the organization. We are cutting back where we can, while still offer-
ing the most important programs. The Board of Directors and the staff of The Lupus
Support Network are diligently working to keep our programs running and serving all
the (upus patients in our coverage area.

We do have some new, less costly events in the planning stages. You will be hearing
movre about them in the future. The Lupus Support Network is changing as the econ-
omy changes. We are here to serve you and are making the necessary changes to en-
sure that even as the economy changes we will remain in a position to provide the pro-
grams and assistance that is the basis of our existence.



NEW MEDICATION

CHECKLIST

What is the name of the medication, and why am I
taking it?

When and how do I take 1t? Do I take it at the same
time everyday? What if [ miss a dose?

Is there a generic or other less expensive drug I can
take?

Should I take this medication on an empty stomach
or with food?

Can it be crushed or do I need to swallow i1t whole?

How long should I take it?

Does this medication contain anything to which I may
have had a previous allergic reaction?

Should I avoid alcohol, certain foods, activities or other
prescriptions or over-the-counter drugs?

Are there any possible side effects such as drowsiness?
Dizziness?

Could this medication interact with other medications
I take?

Where should I store this medication? Does it need
to be refrigerated?

Can I have written instructions?

SN NNNNSNNENNSN

Keep this new medication checklist handy when you
go to the doctor!!!

Source: Lupus Foundation of Northern California
Winter 2008-2009
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GOOD NEWS FOR PEOPLE CLAIMING SOCIAL SECURITY
DISABILITY BENEFITS ...

-

Social Security has adopted a new claim
processing procedure that can bring benefit
awards at the initial decision level in 20 days
or less after the Disability Determination
Services (DDS) receives the claim.

This Quick Disability Determination (QDD)
procedure has been tried experimentally in
Social Security’s Boston Region for more
than a year. The U.S. General
Accountability Office (GAO) looked at 667
well documented claims processed under
QDD there in 2006, and stated: “This
process, known as the Quick Disability
Determination (QDD) program, has been
successful in fully adjudicating 79 percent of targeted claims within 20 days or fewer with an average
decision time of 10 days.”

GAO decribed the process as: “..an automated screening function designed to identify (initial) disability
claims that have a high likelihood of being approved for expedited processing.”

The brief time a claim may spend in QDD before an award contrasts dramatically with the slow progress of
less well documented claims that are not referred to QDD. The lapse of time between filing a claim and
receiving an award of benefits at the Administrative Law Judge (ALJ) appeal level can be two years or more.

DDSs in all U.S. States and jurisdictions now are referring selected initial claims to QDD. Social Security
says cases selected for QDD will be those that: “invelve a high potential that the claimant is disabled and
that evidence of the claimant’s allegations can be quickly and easily obtained.”

Doubtless many people claiming Social Security disability benefits (and their doctors) will be moved to
invest their best effort form the very beginning when they learn that Social Security has created a procedure
that rewards thorough claim preparation and eliminates unnecessary appeals.

Source: Lupus Foundation of Northern California
Winter 2008-2009




Popular or Not? Your Genes May Help Decide

MONDAY, Jan. 26 (HealthDay News) -- Tucked N 2
away in the twisted strands of DNA that make you hu- ever yd ay HEALTH TODAY'S THE DAY
man are genes that may determine whether you are "

sociable or shy.

A new study comparing the two types of twins shows that genetics might affect social behavior, and the scientists
who made the discovery say they are closing in on some of those "personality" genes.

"Absolutely, and we're on the case," said James H. Fowler, an associate professor of political science at the Uni-
versity of California, San Diego, and lead author of a report in this week's issue of the Proceedings of the Na-
tional Academy of Sciences. "We've identified some, and we're waiting for further tests for verification."”

"I'd rather not discuss it just yet, but we're working on it very actively," said study co-author Dr. Nicholas A.
Christakis, a professor of sociology and medical sociology at Harvard University.

The new insights won't help turn a wallflower to a social butterfly, Fowler cautioned, in part because "genetic en-
gineering is very difficult,”" but mostly because social behavior stems from the interplay of genetics and upbring-
ing.

Fowler and Christakis have done several studies on social networking, showing for example that traits such as
happiness and obesity can spread through person-to-person contacts.

Their latest study looked at national data on the social networks of 1,100 twins, some identical and others frater-
nal. They found greater similarity between the social networks of identical twins, who share the exact same genes,
than those of fraternal twins, whose genes might vary slightly.

That finding is revolutionary, Fowler said. "There has been a simple model for the metabolic, neural and internal
networks, and the same model is applied to human beings -- that all parts of the network are identical and inter-
changeable," he noted.

That assumption can no longer be made about human social network interactions, Fowler said: "There are inher-
ent characteristics that govern where we [as individuals] gravitate to in the social network."

The paper describes that new "attract and introduce" model, which allows for these individual differences.
That sort of model will have to replace existing models of social networks, Christakis said.

"A second implication is that the study suggests that if we really want to understand how things diffuse in social
networks, we need to take into account people's locations in the social networks, which are due in part to their
genes," he said.

One surprising finding is that an individual's genetic makeup can influence the behavior of others, Fowler said:
"My genes can influence the probability that two of my friends will become friends of each other."

Science already has one example of the interaction between genes and environment on human behavior, he said.
Studies have found that parents who carry one variant of the MAO-A gene are more likely to engage in child
abuse, he said, but that likelihood depends on whether the parent was abused as a child.

So while it might not be possible to affect a supposed gene for shyness, knowing that there is such a gene "can
help us make sharper predictions about which experiences you have will have the sharpest impact on what social
interactions you have."



What Are Your Legal Rights At Work
If You Get Sick?

Two federal laws address this question for T
employees of private companies. The first is the p '
1993 Family and Medical Leave Act, which grants ,/~‘
seriously ill employees up to 12 weeks unpaid leave |

in a 12-month period. You can take the time off all ; q
at once, in shorter blocks or in increments as small

as 15 minutes. So someone who needs to recover

from a series of surgeries could take a week every ¢
few months to recover, or a person with mental ill- ' worth ﬁghtmg
ness could leave early on Wednesdays to see her fOI' -

therapist.

The other law that protects the rights of the chroni-

cally ill is the 1990 Americans with Disabilities Act. In general, it states that an
employer has to make “reasonable accommodations” two workplace rules to al-
low a disabled individual to perform her “essential job function.” The catch is
that a chronically ill employee doesn’t automatically qualify for coverage; she has
to prove she has an impairment that adversely affects more than one everyday ac-
tivity, like walking. A January 2009 amendment to the ADA will help an em-
ployee make her case by mandating that the limitations of a person with a chronic
illness be determined by looking at her condition when it’s active, not in remis-
sion. - Patti Greco with More Magazine, February 2009

VOLUNTEERS

Volunteer opportunities are always available at the Lu-
pus Support Network. Opportunities include support
group facilitators, health fair representatives, community
advocates, distributing literature, new patient buddies,
and many other opportunities.

If you have time and would like to volunteer, please con-
tact us and let us know, volunteers are always needed
and greatly appreciated.




Frame of Mind (continued)

I like to use Alice's fall into the rabbit hole as a metaphor for the journey we all undertake
when faced with a chronic illness. At first she finds herself too large and then she settles for
too small. Even chasing the White Rabbit with his preoccupation with time is fitting.

So - we have fallen into the hole and landed with a thud on the earth many feet below the
surface. We can see the sky if we look up at the hole we fell into.

The biggest question we face with the onset of illness is NOW WHAT?

We have several choices:

climb
we put all of our effort
into getting out of the
hole. We try to climb up
to get back to what we
once had; how we once
lived. Climb as we might,
there is no way to get a
foothold. We have no
tools. We can't jump that
high. And yet, we are
commited to that single
goal. So we keep trying,
spending months, years,
even the rest of our life
feeling desperate, unfull-
filled, disappointed. We
try everything at our dis-
posal, refusing to give up.
-relinquishing the quest to
regain our former lives is
not resignation, it's not
giving up or settling. It /s
making the best of the
only moment we have:

tantrum
we're just not going to
take this lying down! We
take constant inventory of
our discomfort, sickened
even further than our
bodies have taken us, we
poison our minds with
negativity, complaining
and a single-minded focus
on the horrible state we
are in. Every thought,
everything we tell our-
selves and others is re-
lated to our illness. Com-
plain. Complain. Com-
plain. There is nothing
more. We are nothing
more. Oh, do we have
stories!
-letting go of our negative
thoughts creates room for
healing. We can recover a
life for ourselves if we can
stop obsessing over our

now.

misfortune.

move in
so this is what this mo-
ment brings. We can
climb, we can struggle or
we can size up our new
digs and make a pleasant
enough home of it. We
can notice that the quiet
is nice. We can rejoice in
a chance to redecorate.
We can learn to be com-
fortable with the smells
and textures of this new
home. We can embrace
the call to simplicity or we
can resist it. Think of it as
involuntary simplicity if
you like - it can still be
pretty mellow here.
-we do not discard our
desire to climb or stomp
our feet. There is no
thought of permanence.
We have grief and that is
okay. And we have also

made peace.

o find the balance between focusing too much on your symptoms and being reasonable re-
garding your limitations.

o while cause-effect is helpful in recognizing activities that create a flare-up of symptoms, be
cautious about inflexibility. You may be avoiding things that you really can tolerate based on
one or two experiences when you were unable to. Illness isn’t always static. Appreciate that
your thoughts are very powerful in this regard. (continued on page 8)

One day an exterminator came to my house to take care of a carpenter ant
problem. I decided to use a different exterminator and sent him away. That
night I had a horrible flare-up of symptoms. Had the exterminator treated my
home that day, I surely would have attributed my relapse to the chemical.
Who knows? Maybe I would have altered my entire future based on that one
experience. Maybe I would have moved to an area that was free of ant prob-
lems, believing I could never tolerate the chemicals used to treat infestations.
Watch your beliefs!




Frame of Mind (continued)

fill your life and your thoughts with things you can do as opposed to what you can't do.
think of it this way: you used to live on the sixth floor of a department store. Getting sick is
like falling to the fifth floor and you can't get back. You can spend the rest of your life trying
to get back to floor six, or create a new life on floor five.

My husband says, "yeah, but what if the fifth floor is men's wear?"
o If you don't take control of your life, your illness will. Don't allow it to define you. Sure,
it's a big consideration, but it's not your entire reality unless you allow it to be.

My best healing showed up as an extraordinary moment of grace when I realized how I had
been keeping myself locked in the prison of my sickness by my ceaseless ruminations and
inward vigilance. It was almost as if I had been fiercely hunting my CFS, never catching up
with it and so consumed by the task that all the other stuff of life had fallen away.

The trick, I learned, was to give up the hunt and turn back to face the rest of my life. This
turned out to be my own medicine. With my mind free to explore other, more interesting
things - the billions of pieces that make up a life - I was changed. Or maybe it's more apt to
say I was returned to myself.

This was rather like waking up from a coma - at least what I think that would be like. I felt
my soul growing strong again as I turned towards beauty, joy and love. My mind was now
free to watch a butterfly dip and soar around my flower beds and my heart then filled with
lovely things like awe and wonder, peace and thankfulness that such beauty was here for
me in every moment.

As long as I was obsessing over hunting down my CFS like the missing link of a chain, the

final piece of a challenging puzzle or the capture of an unseen intruder, the butterfly could

not be in my line of sight. It had always been there at the periphery, but I was not in a po-
sition to see it.

So this turning point was for me a defining moment. I found such contrast between the re-
ward for choosing the butterfly verses the hunting of my sickness. There is undeniably 'no
contest.'

I can control where my gaze wanders - what I touch, where I direct my attention. This is
choice. I had a choice and I chose the butterfly. My illness, no longer pursued, taunted me
less and less. So even when I am in pain, I watch the butterfly. I see the sunset, the gran-
deur of an ancient fig tree. I watch the clouds move lazily across the sky and my heart is
full. I sing joyful songs and surround myself with behavior, people and things that amplify
this grace. If my mind is on the good book I'm reading, the flavor of a summer plum, the
way the sun warms my skin - it is less on the pain, or whatever the symptom of the hour.
Yes, my CFS remains to some degree. I am not cured. But I don't bother about that most of
the time. There are more days in the year I fee/ cured than not. If and when a relapse
comes, I can notice it without fear and then turn to look for a butterfly.

© 2006 Diane Kerner All materials on this site, including images, are protected by copyright
law and may not be copied or reproduced without the express written consent of Diane
Kerner



A New Hospital Epidemic: C. Difficile Bacteria

Last spring I covered new findings on how antibiotic overuse continues to spur the emergence of "superbugs," drug-resistant microbes,
such as methicillin-resistant Staphylococcus aureus (MRSA), that seem to defy modern medicine. Now we have another one to worry
about -- Clostridium difficile (C. difficile), a toxin-producing bacterium long associated with elderly folks in hospitals and nursing homes
that has now morphed into a virulent epidemic strain, threatening people of all ages. C. difficile can range from an annoyance, causing
mild symptoms such as watery diarrhea, fever, nausea and cramps, to more severe troubles including inflammation of the colon, sepsis
(blood poisoning), kidney failure and, in the worst cases, death.

As its name suggests, C. difficile can be difficult to treat. It is a real challenge to control in hospitals, since it produces spores that are diffi-
cult to eradicate and are easily passed from one person to another. And, as with MRSA, its antibiotic resistance has led to the selection of
more virulent strains of C. difficile, leading to hospital outbreaks all around the United States.

IS IT AN EPIDEMIC? For insight into C. difficile and how we can protect ourselves, I spoke with Cliff McDonald, MD, chief of the
Prevention and Response Branch in the Division of Healthcare Quality Promotion at the Centers for Disease Control and Prevention
(CDC). "C. difficile has been known about as a cause of human disease for 30 years," said Dr. McDonald. "It was previously uncommon,
but it has now reached epidemic proportions." He estimates the number of C. difficile cases may reach 500,000 annually (including up to
30,000 deaths), reflecting approximately a five-fold increase since 2000.

The cause of the C. difficile epidemic is a newly identified strain called NAP1, which, when tested in the laboratory, produces 16 times
more toxin A and 23 times more toxin B than other common strains. NAP1 is more resistant than other strains to the fluoroquinolones, a
group of antibiotics that are commonly used to treat pneumonia in hospitals. "The overuse of antibiotics and the general resistance to
fluoroquinolones has given NAP1 C. difficile a one-up on other strains," said Dr. McDonald. "Because it had a selective advantage over
susceptible strains, it quickly spread and became epidemic in health care facilities."

ARE YOU A CARRIER? About 3% to 5% of healthy people actually carry C. difficile in their large intestines, Dr. McDonald explained,
but typically without symptoms -- it is held in check by the "good" bacteria that we also harbor, at least optimally. Ironically, this is often
disturbed by the use of antibiotics, leaving some people vulnerable and allowing C. difficile to flourish.

Typically cases of C. difficile originate in hospitals, spread unwittingly by healthcare workers as they handle infected patients and then
touch other patients and medical equipment or other surfaces. C. difficile spores are unaffected by most hospital disinfectants... nor are they
inactivated by alcohol-based hand sanitizers commonly in use. Special measures are required in hospitals to keep C. difficile infection from
spreading.

Making matters worse is that C. difficile has a high recurrence rate. One out of five (20%) patients who get sick with it experience a recur-
rence and the chances increase following subsequent recurrences. Some cases are so severe that the only option has been removal of the
affected part of the colon. "People can actually have a mild infection the first time and then die of a recurrence," said Dr. McDonald.

TIPS FOR CONSUMERS! We can do our part, suggested Dr. McDonald, by keeping our antibiotic usage to a minimum. "As a society
we need to rethink the way we approach antibiotics," he cautioned. "People need to understand that antibiotics are not vitamins and they
are not sugar pills -- they can carry some very significant risks, and C. difficile is one of them. Don't push for a prescription when you don't
really need one." In addition...

Wash hands after using the bathroom and before eating or touching your face -- C. difficile must be ingested in order to cause disease. Dr.
McDonald notes that it's important to remember that alcohol-based sanitizers don't work against C. difficile, so it may be better to wash
with soap and water at these times.

Keep your household clean. If you are exposed to C. difficile, or indeed to any individual with diarrhea, scrupulously clean all exposed
surfaces in the room and/or that you or that person may have touched. Use a solution that is 1/10 household chlorine bleach, 9/10 cold wa-
ter... made fresh daily... and scrub thoroughly to effectively kill C. difficile spores.

Realize that not all cases of diarrhea are C. difficile. However, if you have severe diarrhea that occurs several times a day for two or more
days, see your doctor immediately. A stool test can confirm the presence of the disease.

Remember, the drugs many people take in order to feel better -- including antibiotics and, as DHN readers have heard before, proton pump
inhibitors (PPIs) -- alter the natural composition in the body in many different ways, making it vulnerable to disease. Though drugs can
play an important role in medicine, in the end, less medicine is often the best medicine.

Source(s): Cliff McDonald, MD, chief, Prevention and Response Branch, Division of Healthcare Quality Promotion, Centers for Disease
Control and Prevention. Dr. McDonald is a former officer in the Epidemic Intelligence Service.



Generic versus Brand Name Drugs:

What’s the Difference?

Read on to see if you’re really getting what you pay for.

By Seth Czarnecki,
QualityHealth News

You’re sick, and despite money being tight, you need medication. Your doctor prescribes you a brand name drug,
but the co-pay on the generic variety is cheaper. What do you do? Is there a difference? With spending on health
care at an all time high—approximately $2.2 trillion dollars in 2007—it’s no wonder that 67 percent of medica-
tions dispensed were generic brands. In some cases generics can come at less than one-third the price of brand-
names. So, when buying generic brands, are you getting what you pay for? Is there actually a benefit to buying
brand-names over generics? Here, answers to your most common prescription queries.

Are generics of less quality than brand-names? Because generics’ prices are substantially lower than their
brand-name counterparts, consumers worry about the effectiveness and safety of the drug. Despite price differ-
ences, generics are exact replicas of the brand-name drug they are copying. They have the same effects and side
effects, usage, dosage, risks, and safety of the original. By law, the generic must work just the same as the other
brand. The Food and Drug Administration (FDA) requires both brand-name and generic manufacturing plants to

use the same safety and control standards. Essentially, there is no difference between generic and brand name

drugs.

Generic and Brand-name Drugs: A Medical Mystery?

The answers may surprise you.

If there is no chemical difference, then why are generic brands so cheap? Once a pharmaceutical company
develops a drug it is given a 20 year patent. After the patent expires, other companies are free to apply to the FDA
to create a generic copy of the original as long as they follow the strict guidelines on its production. The more
companies that apply to manufacture the drug, the more competition there is over generic pricing. This drives
down the cost of the generic drug.

Then why would my doctor choose to prescribe me a brand-name over a generic? There are two possible
answers for this question. First, there may not be a generic brand available. Most patents for pharmaceuticals ex-
pire after 20 years, so your particular drug may not be able in generic form. Secondly, some generic brands may
have different inactive ingredients than the brand-name sort. Inactive ingredients have no effect on the effective-
ness or safety of the drug itself. Other than these slight and risk-free differences, generic and brand-name drugs

are chemically the same. If you happen to have an allergic reaction—be it a generic or a brand-name drug—it
may have to do with the inactive ingredients. In rare cases, the inactive ingredients may react with other medica-

tions a patient is currently taking. A doctor may then choose to prescribe one brand over another.
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Hater/ By Maya Angelou

A hater is someone who is jealous and envious and spends all their
time trying to make you look small so they can look tall.

They are very negative people to say the least. Nothing is ever
good enough!

When you make your mark, you will always attract some haters...

That's why you have to be careful with whom you share your
blessings and your dreams, because some folk can't handle seeing
you blessed... It's dangerous to be like somebody else... If God wanted you | "

to be like somebody else, He would have given you what He gave m .
them! Right?

You never know what people have gone through to get what they

have... The problem I have with haters is that they see my glory, but they

don't know my story... If the grass looks greener on the other side of the fence, you

can rest assured that the water bill is higher there too! We've all got some haters among us!

Some people envy you because you can:
a) Have a relationship with God
b) Light up a room when you walk in
¢) Start your own business
d) Tell a man / woman to hit the curb
(if he / she isn't about the right thing)
e) Raise your children without both parents being
in the home

Haters can't stand to see you happy. Haters will never want to see you succeed. Most of our haters are
people who are supposed to be on our side. How do you handle your undercover haters?
You can handle these haters by:

1. Knowing who you are & who your true friends are
*(VERY IMPORTANT!!)

2. Having a purpose to your life: Purpose does not
mean having a job. You can have a job and still be
unfulfilled. A purpose is having a clear sense of what God has called you to be. Your purpose
is not defined by what others think about you.

3. By remembering what you have is by divine prerogative and not human manipulation.

Fulfill your dreams! You only have one life to live...when its your time to leave this earth, you 'want'to
be able to say, T've lived my life and fulfilled 'my’ dreams,... Now I'm ready to go HOME!

When God gives you favor, you can tell your haters, 'Don't look at me...Look at Who is in charge of
me..." A woman's heart should be so hidden in Christ that a man should have to seek Him first to find
her.’

Submitted by Camille Philljps
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May 1s Lupus Awareness Month

The Lupus Support Network is organizing three health fairs/free screening events to take
place in observance of Women’s Health Week and Lupus Awareness Month. The three
health fairs are being planned for the Tallahassee, Pensacola and Mobile area. Please see
insert for more information. Also if you would like to volunteer at any of these events in
your area, call us today to let us know how you can help.

What is the WOMAN Challenge? national :
Y
This May, thousands of women across the country will embark on an Oln e L_S
eight-week physical activity challenge for better health. They will be
part of the WOMAN Challenge-that is, Women and girls Out Mov- (\al h week

ing Across the Nation. The U.S. Department of Health and Human

Services' Office on Women's Health is coordinating the WOMAN _
Challenge to kick off the ninth annual National Women's Health May 10-1 6’ 2009
Week (May 11-17, 2008). This free eight week challenge encourages women and girls to walk 10,000 steps
or get 30 minutes of moderate exercise every day. The WOMAN Challenge begins on Mother's Day, May

1

1, and ends on July 5, 2008.

How can I register to participate? Join our team by calling us today to register on the
team of Southern Loopies!!! All you need is access to the internet to participate and you
will have fun and gain lots of knowledge on living a women healthy life.

Empty Your Change Challenge

We are petitioning local businesses throughout our coverage area to compete in

our “Empty Your Change Challenge” during Lupus Awareness Month. Each par-
! ticipating business will receive a large collection container for employees to
empty their change into on a daily basis. Every employee will receive a “change”
i h" purse to remind them to save their change. The challenge will begin on May 1st
. +$i$i-:- and end on May 31st. The business (including all employees) with the most col-
.|..:..|..;..|..I.;....h§l lected change will receive an award for their efforts. CHANGE does make a dif-
oo ference and can help support the efforts of the programs offered by the Lupus
i;l‘:-' Support Network. Businesses wishes to participate in our CHANGE CHAL-
e LENGE should contact us before April 15th. If you would like to help solicit
E:" ' businesses to participate, please call our office and we can will send or email you

the forms to bring to the businesses to sign up. Together we can make a
CHANGE in our communities awareness of LUPUS!!!
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Is Pain a Symptom of Depression or a Cause?

Pain is depressing, and depression causes and intensifies pain. People with chronic pain have three times the
average risk of developing psychiatric symptoms — usually mood or anxiety disorders — and depressed pa-
tients have three times the average risk of developing chronic pain. When low energy, insomnia, and hopeless-
ness resulting from depression or anxiety perpetuate and aggravate physical pain, it can be impossible to tell
which came first or where one leaves off and the other begins.

Pain slows recovery from depression, and depression makes pain more difficult to treat. For example, depres-
sion may cause patients to drop out of pain rehabilitation programs. So it often makes sense to treat both pain
and depression; that way they are more likely to recede together.

Brain pathways

Normally, the brain diverts signals of physical discomfort so that we can concentrate on the external world.
When this shutoff mechanism is impaired, physical sensations like pain are more likely to become the center of
attention. Brain pathways that handle pain signals use some of the same chemical messengers
(neurotransmitters) that are involved in the regulation of mood.

When these pathways start to malfunction, pain is intensified, along with sadness, hopelessness, and anxiety.
And as chronic pain, like chronic depression, takes root in the nervous system, the problem perpetuates itself.
The mysterious disorder known as fibromyalgia may be an example of this kind of biological process linking
pain and depression. Its symptoms include widespread muscle pain and tenderness at certain pressure points,
with no evidence of tissue damage. Brain scans of people with fibromyalgia show highly active pain centers,
and the disorder is more closely associated with depression than most other medical conditions. This leads some
experts to speculate that the pain sensitivity and emotional storminess of fibromyalgia result from faulty brain
pathways.

Treating pain and depression in combination

In pain rehabilitation centers, specialists treat both problems together, often with the same tech-
niques, including progressive muscle relaxation, hypnosis, and meditation. Physicians prescribe
standard pain medications — acetaminophen, aspirin, ibuprofen, and other nonsteroidal anti-
inflammatory drugs (NSAIDs), and in severe cases, opiates — along with a variety of psychiat-
ric drugs. Almost every drug used in psychiatry can serve as a pain medication By relieving
anxiety, fatigue, or insomnia, these medications also ease any related pain. In addition, antide-
pressants — sometimes given in low doses — may relieve pain in ways unrelated to their anti-
depressant effects.

Exercise and psychotherapy are commonly used at pain cen-
ters, too. Physical therapists help patients perform exercises
not only to break the vicious cycle of pain and immobility,
but also to help relieve depression. Cognitive and behavioral
therapies teach pain patients how to avoid fearful anticipa-
tion, banish discouraging thoughts, and adjust everyday rou-
tines to ward off physical and emotional suffering. Psycho-
therapy helps demoralized patients and their families tell
their stories and describe the experience of pain in its rela-
tion to other problems in their lives. Source: http://
www.everydayhealth.com/
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TEEN TALK

The teen years are characterized by rapid physical and emotional changes. It is a time of developing your
own identity and finding where disability fits into the whole picture. This period is marked by increased
attention to body image, sexuality, and acceptance. You will probably face many physical and emotional
conflicts in the transition to adulthood. It is a time to think about the things you are good at and focus on
your strengths.

It is a time to think about the things you like to do and focus on your interests. It is a time to think about
your experiences like the things you have done with friends, around the house, at an internship or a job.

It is a time to dream about now and the future, make plans, and have goals. You can begin planning for your
own success. It is important for you to take an active role in planning for your future. While it may be difficult
for parents to let you assume responsibility and control, it is important for your future. As a person with a dis-
ability, you are more likely to be successful as an adult if you have experience making your own decisions and
choices.

It is important to learn and practice self-advocacy skills. By practicing, you can become comfortable about be-
ing an effective advocate. Being a good self-advocate means that you know your rights, stand up for your
rights, take responsibility for your life, and ask for help because you want or need it. By becoming a good self-
advocate, you will become more independent and more able to manage your disability. This does not mean that
you have to do everything alone as everyone depends on other people at different times for different reasons.
Engaging in conversation about current interests and concerns about function of orthopedic or prosthetic de-
vices may bring to light modifications that can be made to decrease self-consciousness or accommodate needs
such as sports participation. Awareness of options and ability to participate in decision-making is important.
For teens with a chronic illness or a disability, adolescence is a time of development, teenage stress and chal-
lenge. Adolescence is a unique developmental time characterized by emerging independence, rapid cognitive
and physical growth, and the development of an identity. Teens become concerned about physical appearance.
Peer relationships and acceptance develop special significance. Chronic illness and disability may impose
physical limitations and require repeat
medical visits and complex medical treat-
ments. Overemphasis on disability and =
lack of information may lead you to un- L 74 h ' d
derestimate current and future personal, " m 0 I!O U are and S ay
vocational, and economic capabilities. -

Youth with disabilities face the same is-
sues as all youth. You will experience both
rewards and challenges as you pursue full
participation in social activities, relation-
ships, college, employment, and living on
your own. You will have your experience
with disability as you develop your inter-
ests and goals. As you develop your inter-
ests and goals, they will be the same as or
similar as non-disabled teenagers.

what you feel, becau se

those who mind don't
matter and those who

matter don't mind.




WOW! Sometimes things happen in life and there is no word other than WOW
to describe it. That is what happened yesterday at the Mobile Support Group. I
don’t attribute that to my leadership — on the contrary. I attribute it to the caring
nature of those in attendance. When you put inquisitive people in a room with
caring, knowledgeable people, the dynamics are inevitable.

I have the opportunity to facilitate two lupus support groups each month. For
those of you who may remember the support groups of years past where you at-
tend and leave feeling worse than when you walked in the door, well, welcome
to a different world. I’'m not saying that self-pity and negativity don’t also attend
these meetings, but they are met with optimism and a true desire to learn how to
overcome and live a better life. All of this comes from those in attendance, espe-
cially the patients. It’s a new world of support groups.

In today’s world the patient has to be extremely knowledgeable about their dis-
ease and how it affects their life. Through the interaction at the support groups
patients learn how to change physical things in their lives to accommodate their
new situation; they learn how to deal with physical barriers; they learn how to
become better patients and an integral participant in their medical team and care;
they learn coping strategies for dealing with emotions; they learn that it’s ok to
cry at times but that it is better to laugh. They learn at times they will be the
teacher and at other times they will be the student. As a facilitator I can say that
that 1s exactly what we do — we facilitate, but the patients are the real stars and
heroes of the meetings.

Most of the facilitators we use for our support groups are also patients, but not
one of them thinks that when they walk into a meeting that they, as the facilita-
tor, hold all the answers. Facilitators may ask leading questions. Facilitators
may employ tactics that make the attendees think. Facilitators may guide and
lead, but most often the best input comes from the attendees. Every patient deals
differently, copes with different skills, learns differently, and comes from differ-
ent circumstances and a life of different experiences. Most walk in desperately
seeking information and guidance, but often they find themselves helping oth-
ers, and helping themselves in the process.

I am never astounded by their insight or the depth of their knowledge. I am how-
ever surprised when they realize they are the leaders and educators of the sup-
port groups. If you have not had the opportunity to attend one of our support
groups, I encourage you to do so. And don’t come alone. Bring your spouse,
your significant other, your children, your parents, or your best friend. I assure
you, everyone will leave with a little more knowledge, a little more confidence,
the realization that you are not alone in this journey, and maybe, if your lucky,
you’ll take a smile or two with you.
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Helping people cope with their chronic illness
by SirGan

Although different people have different aspects on all this, the one undispu- ‘
table fact is that having a long-term or chronic illness can disrupt your life in
many ways. Chronic illnesses can be frightening because the patients may
not understand why this is happening to them. All the changes can cause
stress, anxiety, and anger. It is difficult for them to understand that relying
on other people when necessary does not indicate weakness or failure.

Is there anything we could do to help our loved ones who suffer from some of the many chronic illnesses out there
today? Family and friends should be there for the patient and should all focus on the strengths that remain, on the
accomplishments that can still be achieved.

Why is coping with a chronic illness so difficult?

It is one thing to experience a short-term condition such as a simple bronchitis or the flu, when you know you will
be feeling better and functioning normally within a week or so, and an entirely different one to be subject to a
chronic illness that can alter your lifestyle in a number of ways irretrievably. Pain and fatigue are probably the most
common symptoms of a chronic illness. Many chronic illnesses also have consequences on the patient’s physical
appearance, which can diminish a positive self-image and demolish self-esteem. This is the moment when patients
may prefer isolation and withdraw from friends and social activities. Feeling of usefulness is also one of the things
that chronic illness patients lack, because the illness often influences their ability to function at work.

Of course, this is all accompanied with terrible stress, which leads to frustration, anger, hopelessness, and, at times,
depression.

Phases of the battle with a chronic illness

People with chronic illnesses usually go through different psychological states, especially the younger ones, because
the younger people know that they are missing a lot. Some of the phases most often expressed are:

Crisis stage: During the crisis stage the patient is seriously ill and very frightened. The illness is causing both psy-
chological and physical damage. The patients often don’t accept the fact that they are ill, but believe that they will
recover completely. The patient should be directed inward toward healing, and controlling panic.

The ability to respond to a crisis changes with time, because a patient often becomes unable to appreciate signs of
concern and affection of people surrounding them. This makes them angry, and creates a vicious circle. For patients,
surviving is the primary concern, and they simply don’t have time to think about anything else.

Isolation stage: After that acute state of disease comes an isolation stage. This happens when the patient realizes
that his disease isn't sometihing that will go away, that there may never be a full recovery. All this can produce a
stiffness in a patient’s dealings with others and oneself. This stage is also a problem for the family, because it can
become exhausted during the acute crisis stage. Both patient and family are now aware of the fact that their lives
may never be the same.

The idea of chronic illness is terrifying to most people who are not ill. This creates several emotional barriers in the
patient, and it is very difficult for them to ask for help because of a strong feeling of guilt about having the disease.

(Continued on page 32)

17



Lite on Life

Seasons change as we do,
Precious chances to grow and renew.
Raise your eyes to the sky

It all will make perfect sense by and by.
New growth and new energy in the air.
Green grass and seedlings, do you care?

PE NSACOLA

Are there those among you sad and blue?

There is a message here for you.

If you consciously fill with light Ouma
Most of the day will be bright. SATURSMI, MARCH 18, 2007
Each Springtime is a call to light.

Open your heart to Spring’s new growth December 24, 2008

Find that spark of love in your heart i Co mpany Brin gs Jo y
Renew your thinking and you will find Employees at Marianna Airmotive helped over 30 lupus

Excellent tools for you and all mankind patients provide Christmas for their children.
Now is the time the world needs more love.

Everyone can shine light from above. ’ ’ ’
When you consciously fill with light

A new state of being will take flight

Like Spring's new buds, renewal is right.

All of us have a responsibility to do our best.
Now and then life - will give a test.

f f;ﬁ,_é il

Do live life with passion, purpose and zest. September, 2008
Scariest Health
New days are new beginnings Hear d Of 0O
Each time you awake say "Thank You" Article highlighting various autoimmune diseases in-
Will you allow yourself to love? cluding scleroderma, lupus, sjogrenes syndrome and
others and with regard to how common these diseases
Grass turns green in the Spring are among young women.
Rows of seedlings start to bud and sing:
Our job is to lift the hearts of humanity! ’ ’ ’

When you live in light you will see
The love you give yourself - sets you free.
Honor the person

you have come here
to be

©Patricia Lite
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February, 2009
Al |l n A Dayobs
When a woman is diagnosed with a chronic disease
like cancer, M.S. or lupus, she is often at the peak of
her earning power and productivity. How do you
choose between your livelihood and your life?
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Antidepressants
What You Need to know About Depression Medication

If you’re suffering from major depression, antidepressant medication
may relieve some of your symptoms. Antidepressants aren’t a silver bul-
let for depression, and they come with their own side effects and dangers.
Plus, recent studies have raised questions about their effectiveness.
Learning the facts about antidepressants and weighing the benefits
against the risks can help you make an informed and personal decision
about whether medication is right for you.

Is depression caused by a chemical imbalance

in the brain?

You’ve seen it in television ads, read it in newspaper articles, maybe even heard it from your doctor: depres-
sion is caused by a chemical imbalance in the brain that medication can correct. According to the chemical
imbalance theory, low levels of the brain chemical serotonin lead to depression and depression medication
works by bringing serotonin levels back to normal. However, the truth is that researchers know very little
about how antidepressants work. There is no test that can measure the amount of serotonin in the living
brain — no way to even know what a low or normal level of serotonin is, let alone show that depression
medication fixes these levels.

While antidepressant drugs such as Prozac increase serotonin levels in the brain, this doesn’t mean that de-
pression is caused by a serotonin shortage. After all, aspirin may cure a headache, but it doesn’t mean that
headaches are caused by an aspirin deficiency. Furthermore, many studies contradict the chemical imbalance
theory of depression. Experiments have shown that lowering people’s serotonin levels doesn’t always lower
mood, nor does it worsen symptoms in people who are already depressed. And while antidepressants raise
serotonin levels within hours, it takes weeks before medication kicks in to relieve depression. If depression
were due to low serotonin, there wouldn’t be an antidepressant medication lag.

When it comes to depression, serotonin doesn’t tell the whole story

Experts agree that depression involves much more than just “bad” brain chemistry. Serotonin is just one of
many factors that may play a role in the disorder. New research points to other biological contributors to de-
pression, including inflammation, elevated stress hormones, immune system suppression, abnormal activity
in certain parts of the brain, nutritional deficiencies, and shrinking brain cells. And these are just the biologi-
cal causes of depression. Social and psychological factors — such as loneliness, lack of exercise, poor diet,
and low self-esteem — also play an enormous role in depression.

How effective are antidepressants?

Researchers agree that when depression is severe, medication can be helpful — even life saving. How-
ever,research shows that antidepressants fall short for many people. A major government study released in
2006 showed that less than 50 percent of people become symptom-free on antidepressants, even after trying
two different medications. Furthermore, many who do respond to medication slip back into major depression
within a short while, despite sticking with drug treatment.

Other studies show that the benefits of depression medication have been exaggerated —
with some researchers concluding that, when it comes to mild to moderate depression,
antidepressants are only slightly more effective than placebos.

(continued on page 27)
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Don't Get Caught By a Springtime Flu
by author Lucretia Schanfarber

Spring is in the air. Just when you thought you'd made it through the winter months without succumbing, you get
hit with the first signs of a spring flu. Typically, fall and winter are considered the height of "flu season," but
many people who get through the first round fall prey in the spring. Whether you get hit in the spring or in the
winter, the dreaded flu symptoms are the same.

There are differences and similarities between flu and cold symptoms. They're both viruses, but the influenza
(flu) virus is far more virulent than a cold virus. The flu carries a much higher risk of developing secondary infec-
tions such as pneumonia, bronchitis and other serious respiratory infections. Holistic pharmacist RoseMarie
Pierce says flu symptoms differ from the usual stuffiness and congestion of the common cold. Symptoms of the
onset of flu include headache, chills and a dry cough, followed by fever and body aches, nasal congestion and
sore throat. "It can feel like you've been run over by a truck," says Pierce. "When you have the flu, your whole
body aches; your head, your joints and your muscles all let you know that you're being attacked by a virus."

Beware the Flu Shot

The orthodox medical establishment is pushing the flu shot like there's no tomorrow without it, despite dozens of
medical journal references documenting severe adverse reactions to the flu vaccine. Previously recommended
only for high risk patients including the elderly, infants and those with a compromised immune system, the flu
vaccine is now being promoted for all ages—even children. The media reported that several Canadian hospitals
have a policy of "no flu vaccine—no sick pay" for nurses refusing the flu shot.

Reputable scientific journals including the New England Journal of Medicine, the British Medical Journal, and
the American Journal of Epidemiology have all published articles implicating the flu vaccine in the incidence of
several life-threatening diseases including lupus, encephalitis, and other neurological complications.

Adverse reactions aside, the flu vaccine's effectiveness is debatable. Due to the virus' insidious ability to "morph"
and mutate quickly, it quickly renders every new vaccine ineffective and obsolete, leading to a new vaccine being
created every year. This scenario is similar to the "super-bugs" created by the overuse of antibiotics. The question
begs to be asked: what virulent strains of influenza super-bugs are being created through the use and overuse of
annual flu shots? No one yet knows for certain. Ay
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Nature's Alternative to the Flu Shot

With mounting evidence that the flu shot poses risks
greater than the flu itself, growing numbers of people are
turning to the development of their best defense system—
the strength of their own immunity.
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Preliminary studies of a new proprietary blend of three
potent immune-enhancing polysaccharides (Beta-1,3-D-
Glucan, arabinogalactan, and Echinacea angustafolia)
offer hope to sufferers of flu and cold, as well as other
immune-related health problems. Extracted from natural
sources, this unique blend is now available in capsules.
The blend is based on human immune system research
studies conducted by the International Clinical Research
Center in collaboration with Arizona State University.
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(Continued on page 26)
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CHRONIC ILLNESS

A chronic or long term illness means the person has to adjust to the demands of
the illness and the therapy used to treat the condition. There may be additional
stresses, since chronic illness might change the way a person lives, sees them-
selves and relates to others.

Hudae

can oW
Common stresses . ' oy -IL/@"LE
Chronic or long term illness and its treatment poses special problems for the per- .
son. They need to learn how to: 50 '/Q Uf' |.ﬂ.ﬂ ness

e Live with the physical effects of the illness -
e Deal with the treatments

e Make sure there is clear communication with doctors

e Maintain emotional balance to cope with negative feelings

e Maintain confidence and a positive self image.

Additional demands

As well as needing to find ways to deal with the stress involved with chronic illness, the person also needs to:
e Understand the condition

e Know about the treatment and therapy

e Maintain trust and confidence in the doctors, especially when recovery isn’t possible

e Know how to control the symptoms

e Maintain social relationships when faced with an uncertain medical future or when symptoms arise
Avoid social isolation.

Type of help available

Dealing with the stresses of chronic illness can be demanding and places additional pressure on the person. It is
important for the person to speak to their doctor or health care provider about their feelings and how effectively
they think they are coping with the illness and its treatment.

Ways to cope with chronic illness

There is a range of ways to help people deal with the stress of chronic illness. These include:

¢ Finding information - this can help if the person feels helpless or out of control.

e Emotional support from others - particularly family and friends, can be a source of great help.

e Setting concrete, short term goals - to restore certainty, power and control.

Thinking about possible outcomes - and discussing them with the doctor can help the person to face them be-
fore they become a reality.

The overall aim of these strategies is to help the person put their illness into context and give some meaning to
what is happening to them.

Where to get help

e  Your doctor

e Mental Health Foundation of Victoria Tel. (03)9427 0406
e International Diabetes Foundation

National Stroke Foundation.

Things to remember
e A chronic illness is stressful
e Stress can affect a person’s recovery and the way they cope with the illness and its treatment
There are things to do which help the person come to terms with the new direction their life has taken.
Source: http://www.betterhealth.vic.
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COPING WITH CHRONIC ILLNESS

(This is adapted from the book After The Diagnosis by Dr. JOAnn LeMaistre.
Copyright © 1985, 1993, and 1999 by JoAnn LeMaistre.)

Traditionally, the experience of serious illness has been approached in two ways: (1) a gloomy perspective of res-
ignation, self-denial, and helplessness, or (2) a Pollyanna approach that denies altogether that there has been a real
trauma. Both of these perspectives distort and disguise the reality of chronic illness.

The first perspective views the chronically ill person as a failure. This is the patient who does not respond to the
"miracle" of modern medicine, and somehow the lack of recovery is often perceived as the patient's fault. This
attitude of blame accounts for some of the worst psychological abuses of patients by health practitioners and care-
takers, an attitude typified by the too-frequently heard statement, "Stop complaining. You simply must adjust."
Unfortunately, the sick person may also adopt this punishing attitude toward himself or herself. Sadly, the word
"adjust" too often means "resign," "settle for less than a desirable existence," and "surrender." At its worst,
"adjust" is just another way of saying "You are now a nonperson without the right to experience strong passions,
desires, or fierce and unyielding hope." All the anger and blame inherent in this attitude is misdirected: the patient
rather than the disease becomes the target.

The Pollyanna approach is typified by -- and fueled by -- personal stories or testimonials of complete recovery
from extreme illness or disabling conditions. These stories tug at the heartstrings and catch the fancy of all who
read them. Besides creating false hope by overplaying the likelihood of complete recovery, these stories consis-
tently underplay the sadness and feelings of worthlessness that are part of the legacy of any physical or emotional
trauma.

Sometimes, it is useful in social situations to present yourself as a Pollyanna. When meeting new people and
situations, it may be an advantage for you to let others think you have mastered your disease. The anxiety of other
people is reduced by not having to confront illness. The danger is that this Pollyanna image may create a barrier
between you and the people who can offer real help.

The resignation viewpoint holds little hope; the Pollyanna viewpoint holds little reality.

The approach I propose took shape as my own understanding developed. My experience as a patient, observer,
and psychotherapist has allowed me to see the many ways in which people creatively adapt and use their individ-
ual internal powers of wholeness (the sense of being emotionally intact) to reduce the destructive effects of severe
physical limitations and accompanying depression, rage, and fear. The wellness approach I present stresses both
the subjective experiences of loss and your responsibility for looking outward to reestablish quality in your life.
Central to wellness is the concept of adaptation -- the flexible, creative use of resources to maximize your choices
and experiences of mastery. This is the key to creating and sustaining a sense of inner tranquility in the face of
difficult realities. There is no need to deny grim facts of existence or to pretend to others that all is well when in-
side there is little except torment. To be psychologically well while physically sick involves the belief that your
personal worth transcends physical limitations; you need positive self-esteem for true adaptation. This belief in
your self-worth rarely emerges until what you have lost and grieved for stands second in importance to precious
moments of inner peace and joy.

Each stage in the progress toward wellness involves loss, grief, and acknowledgment of internal pain. During dif-
ficult times, emotional pain can engulf your life. All sense of time and proportion fade. The scope and intensity of
the psychological pain fluctuates day to day. At times, it carries you closer to invaluable inner resources. At
times, like a dangerous undertow, this pain drags you far from your recognizable self. It may seem that you have
no reason for living or that you are living only to experience pain. Even so, the reason for living is life. The incen-
tive for becoming psychologically well is the potential for the future.
Illness is an emotionally as well as physically depriving experience. It can do lasting harm by threatening a per-
son's sense of well-being, competence, and feelings of productivity. At their worst, emotional reactions to illness
may culminate in the feeling that life is meaningless. I do not share this belief; but I recognize how stress can
make you feel this way.

(Continued on page 23)
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COPING WITH CHRONIC ILLNESS (continued)

Illness is a process, and like all processes it has different stages with different characteristics. We will discuss
the stages below. The stages can occur in varying orders; often they are repeated. If a sick person lacks emo-
tional support or a necessary feistiness, the process can stagnate, and one may be mired in one or another
phase of the emotional transitions taking place. The emotional process begun by illness is a highly varied and
individual one. Not everyone gets bogged down. Not everyone experiences all the stages discussed in the fol-
lowing sections. The stages are not part of a once-through program, but are repeated as symptoms recur or
losses come about.

The level of adaptation is an upward spiral in which coping mechanisms, learned one at a time, can be com-
bined with strategies learned at other times to make each bout of illness less emotionally upheaving.

How people react to chronic illness depends on many conditions. Three deserve note. The first is the severity
of the illness. The very sick must put all their energy into healing and may not have the luxury of energy left
over for emotional growth.

The second is the social support available. If you are willing to ask for help and you have a wide support net-
work, you'll have an easier time than if you are isolated.

The third condition is the preillness personality of the person. If you have always been pretty resilient, you are
likely to have resilience in coping with the illness.

The emotional trauma of chronic physical illness is caused by loss of a valued level of functioning, such as the
ability to drive or dance, for example. The chronically ill person not only suffers the loss of immediate compe-
tency but is deprived of an expectable future. No one's future is ever guaranteed, but most people become ac-
customed to looking at the odds; if I invest my energies in a particular direction, I can be reasonably certain I'll
reach a desired goal in that direction. When illness intervenes, all past efforts may seem irrelevant -- and in
fact they may be.

In the face of such losses, to experience fear, anger, depression, and anxiety is normal. It would be abnormal
to deny that your health and your life had changed for the worse. Serious emotional difficulties are more often
the lot of people who do not acknowledge the emotional stress they feel and thereby bottle up depression or
anxiety until these feelings are so powerful they break through their defenses. By the time an emotion be-
comes this powerful, it is much more difficult to survive its impact without severe scarring.

Is there anything that can help overcome the displacement and depression caused by physical loss and the loss
of goals and dreams? I think the answer is an unqualified YES!

Goal-oriented striving, any experience of mastery, any outside acknowledgment of competence, a well-tuned
sense of humor, any experience of joy, and the constant striving toward an inner state of tranquility are the
aids that help overcome the displacement and depression of chronic physical illness.

These aids are of critical importance in the stages of the ongoing emotional process. I identify these stages as
crisis, isolation, anger, reconstruction, intermittent depression, and renewal.

These are good summary categories for the whirl of emotions triggered by illness and we will take up each
stage in turn, although in the course of an individual illness they may not always proceed in this order.

CRISIS

In the crisis stage, the patient is seriously ill and very frightened. Both psychologically and physically he or
she has a decreased ability to respond to others. The sick person's energies are directed inward toward healing,
and controlling panic. The patient is often too sick to even be frightened. Events are often confused. Time is
distorted. Disorientation is common. At these times we fall back on our innate biological ability to heal. The
support network, on the other hand, is feeling a highly stressful increase in anxiety, especially as it must carry
the full responsibility for arranging for medical care, covering finances, and seeing that children's lives, if chil-
dren are involved, can go on with a minimum of disruption. The family's anxiety can be energizing. The fam-
ily may feel a need, sometimes an obligation, to be highly supportive of the patient.

(continued on page 24)
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COPING WITH CHRONIC ILLNESS (continued)

By and large, everyone responds well in a crisis. Everyone knows the patient is terribly ill. And they respond. Un-
fortunately, those most affected by the patient's illness do not always receive the support and help they need at
this time.

Friends sometimes respond by showering the sick person with cards, flowers, and get-well-soon wishes. Unfortu-
nately, much of this is misdirected. The very ill person often cannot appreciate these signs of concern and affec-
tion. Patients often feel burdened by all the thank-you notes they cannot send. Friends can often do more by help-
ing the family and other members of the support network to deal with the medical system, the incoming phone
calls, and to give direct support when it becomes clear that the idea of "get well soon" has no relevance to chronic
illness.

During the crisis stage almost all of the patient's energy and attention are focused on responding to the physical
onslaught of the illness. Surviving is the primary concern. In addition, the patient and the family must cope with
the fear of an unknown and unknowable future. It is all too clear that the comfortable patterns of the past have
been shattered. It is not clear at all what may lie ahead.

ISOLATION

In time, the acute nature of the illness may abate. But total recovery does not occur, and the illness persists. There
is a dawning awareness of everyone's part that the situation has become a chronic one. There will be no full re-
covery. There is so much uncertainty about the future that the patient may not be able to sleep at night and may
seem restless and distracted during the day. The lack of an expectable future constitutes a major assault on one's
self-image.

The patient's anxiety often produces a stiffness or frozenness in dealings with others and oneself. There is a be-
lief, usually partially justified, that no one can understand the devastation of the losses. Isolation most troubles
patients who have been the most independent.

The family has often exhausted itself during the acute crisis stage. Family members may become aware that they
are angry, fearful, and disgusted about the sick member's situation. Both patient and family members retreat into
themselves and their thoughts, now haunted by the knowledge that life may never be the same.

Friends also tend to give out at this point -- the idea of chronic illness is really terrifying to most people. After an
initial burst of energy, some friends may find it too overwhelming a personal struggle to continue having contact
with either patient or family. Some patients have been devastated by an apparent lack of concern shown by people
for whom they care. I say apparent because often failure to contact the patient means that friends may care but
don't know how to act. This leads to a thorny question. How comfortable are you in asking for help? What does it
mean to you to have to ask for help?

These questions begin to surface during the isolation stage, but actually they are part of everyday living for most
chronically ill people. To feel really comfortable allowing others to help you is an art that must be learned and
practiced. It is difficult to understand that relying on other people when it is necessary does not indicate weakness
or failure. One of the emotional barriers to asking for help is a strong feeling of guilt about having a disease that
makes one need help. During the isolation stage, patients look inward and experience many negative feelings
about themselves. In the isolation stage open communications are vital. Blame must not play a part. Talking about
feelings is very important. Communication and sharing are ways to break the isolation.

ANGER

The sick person has been suffering severe upset, terror, anxiety, and helplessness. Add to this the sense of injus-
tice, unfairness, and senselessness of being struck down by a disease, and the result may be a rage reaction of tre-
mendous proportions. Often the target of this rage is the patient himself or herself. The ultimate, most dangerous,
expression of this rage at self is suicide. The commonly experienced feelings of despair may result in contempla-
tion of suicide. (continued on page 35)
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Should you or someone you know wish to send a

donation in memory of a loved one, please com-
plete the form on page 33 and return the form
along with your donation to our
Pensacola office.

DONATIONS
Mendel Beuhler

Tallahassee
Support

Group!!!

The Tallahassee Support Group will be
meeting MONTHLY on the third Saturday
of each month at Broadview Assisted Liv-

ing Facility at 10 a.m. Tammy Jackson will
be facilitating this monthly support group
meeting. Hope to see you all there!!!

Pensacola
Support

Group!!!

The Pensacola Support Group is now
meeting at Cokesbury United Methodist-
Church (on 9th Avenue) in Classroom 411.
Dave and Kristie Fagan are still the
facilitators for this support group.

2

FI99999999999999999999999999999999999999999993
3 Happy Birthday to all our 3
: March and April Members!! 42 >3
3 E_(3
9 —_ 9
9 , 9
§ March April: §
S Georgia Morgan Deborah Russell 3
% Dee Soben Cheryl Britten %
: Frank Sadro Karen Stanmore g
§ Donna Johnson Dianne Turner §
g Lana Faulk Miriam O. Warren g
S Karlynn Johnson Alice Eddins S
9 9
3 Sandy Solomon Judy Poppell 3
S Pearl Hartley Chris Cooper p:4
§ Melba Hart Diane Jordan §
g Wilma Smith Joyce Miller p
% Patricia Cannon Ann Eggleton %
3 Gina McKay Gloris Cooper 3
§ Paula Smith Cathy Mcie §
g Jerry Hughes Karen Freeman g
§ Betty Bailey Phyllis Russ §
3 Jean Downing Barbara Curry 9
S Jon Kagan Earlene Tucker p:4
9 9
S Arlene Hilburn Kathy M. Cotton 3
S Christina  Edwins Pamela Adams 3
§ Angie Wade Hazinea Brooks §
g Sheila Menard Tonya Stallworth g
% Joyce Amacker Denise Dunbar %
3 Alice McLaughlin g
§ Helene Legge Jerry Revel §
g Millie Figueroa Amy Kemp 3
S Betty Monnett Judy McCaskill 3
% Elizabeth  Batcheler Mary A. Harris %
S Gina Bryant Evelyne R. Bernard 3
§ Madlyn Morgan Lucie Shipp, LCSW §
S SarahJo  Prigge Larry G.rlmes 3
% Yvonne Frankland | JanetC. Pitts %
S Kaliya Young 4
= . . S
g Carlene Neighbours | Julia Albin g
3 Elizabeth Joyner 3
§ Camille M. Phillips Sandra MiIIer-Phinaw§
3 Betty Cass Ermelinda Gonzalez 3
S Rosa Booker Earline G. Bess 3
9 , ) 9
g Linda Whitman g
g Philadelphia Robbins 3
9 9
3 3
9 9
9 9
9 p 2 9
3 **JIf your name is not listed then 3
9 9
S we do not have your S
@ P , ]
3 birthday on file ** 3

F999999999999999999999999999999999999999999999

5



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

New Membership*

Ann Muse Tanya Parente

Renewing Members*:

Hifumi Gausponhl Ethel Williams
Joyce Amacker Kathy Cotton
Julia Albin Rita Jordan
Betty Carter Myrlene Holley
Jim & Bonnie Lewis  Mary Thompson

Theresa Wilson
Susanne Dowling
Grace Barry
Patricia Wymond
Sharon King
Hazinea Brooks

Carlene Neighours
Sharon Myers
Delores Thompkins
Tammy Jackson
Brenda Oldham
Ann Montabana
Alice McLaughlin
Herb & Mary Lou Frshuer
Emery & Martha Maddox
Tim & Virginia Boyle
Terry & Marilyn Alexander

*P| EASEemember to renew your membershar
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!!

We are continuously updating our recéanasase 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
memberships to those who qualify. Show us your
support and be a member by joining our “fight”
today!! Different membership levels are available.
See page 33 for an application.

Don't Get Caught By a Springtime
Flu (continued)...

hed bi

The first of these three polysaccharides is Beta-1,3-D-
Glucan. It is a highly purified, isolated extract of the yeast
cell wall. More than 200 studies have shown that Beta 1, 3-
D-Glucan activates and turns on macrophages (immune
cells) that are an essential defense against viral, bacterial and
other foreign invaders.

The second polysaccharide in the proprietary blend is de-
rived from the sap of the Western larch (Larix occi-dentalis)
tree. Larch arabinogalactan provides a broad-spectrum de-
fense against bacterial, viral and fungal infections. Oral sup-
plementation with larch arabinogalactan increases all levels
of immune system defense, including lymphocytes and
mono-cytes (white blood cells), cytokines (immune system
protein messengers) and macrophages.

The blend's third polysaccharide is Echinacea angustafolia.
Also known as purple coneflower, Echinacea angustafolia is
a wildflower native to North America and Europe. The
American natives used echinacea as a traditional medicine
for fighting infections of all sorts. Modern research shows
that several active constituents found in Echinacea angusta-
folia root (including polysaccharides, arabinogalactan, iso-
butylamides, glyco-proteins and echinacosides) work to-
gether to enhance immune function. Echinacea angustafolia
root increases production and activity of white blood cells,
lymphocytes, macrophages and interferon—the important
cold and flu-fighting forces of the immune system.

Robert F. Waters, PhD, director of research at the Interna-
tional Clinical Research Center, states "Our research center
has had many years of experience in the research and clini-
cal testing of immune-stimulating substances. Based on our
research, we consider this blend to be an effective, broad-
spectrum immune system enhancer with proven health bene-
fits." Colds and flu are just two examples of how our im-
mune systems are challenged every day. Nature has her own
effective way of fighting all disease if we give her the right
tools. Get busy building your all-season immune power
house. ¢

Lucretia Schanfarber is a writer, editor and broadcaster.
Source: alive #210, April 2000
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What You Need to know About Depression Medication (continued)

If you have severe depression that’s interfering with your ability to function, medication may be right for you.
However, many people use antidepressants when therapy, exercise, or self-help strategies would work just as
well or better — minus the side effects. Therapy can also help you get to the bottom of your underlying issues
and develop the tools to beat depression for good.

Side effects of antidepressant medication

The types of drugs used in the treatment of depression are selective serotonin reuptake inhibitors (SSRIs),
“atypical” antidepressants, and the older tricyclic antidepressants, and monoamine oxidase inhibitors (MAOIs).
Side effects are common in all antidepressants and for many people, the side effects are serious enough to make
them stop taking the medication.

Side effects of SSRIs (selective serotonin reuptake inhibitors)

The most widely prescribed antidepressants come from a class of medications known as selective serotonin
reuptake inhibitors (SSRIs).
Common side effects of
SSRI antidepressants:
e Nausea

Insomnia

Anxiety

Restlessness

Decreased sex drive
Dizziness

Weight gain or loss
Tremors

Sweating

Sleepiness

Fatigue

Dry mouth

Diarrhea

Constipation

Headaches

I'm afraid that my
depression

IS going to rip

all of my dreams

away.

The SSRIs include:
Fluoxetine (Prozac)
Fluvoxamine (Luvox)

-
Sertraline (Zoloft) or word for

being smashed and
iends being I

Paroxetine (Paxil)

Escitalopram (Lexapro)

Citalopram (Celexa)

The SSRIs act on a chemical in the brain called serotonin. Serotonin helps regulate mood, but it also plays a
role in digestion, pain, sleep, mental clarity, and other bodily functions. As a result, the SSRI antidepressants
cause a wide range of side effects.

(continued on page 28)
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What You Need to know About Depression

Common side effects include sexual problems, drowsiness,
sleep difficulties, and nausea. While some side effects go
away after the first few weeks of drug treatment, others per-
sist and may even get worse.

In adults over the age of 65, SSRIs pose an additional con-
cern. Studies show that SSRI medications may increase the
risk for falls, fractures, and bone loss in older adults. The
SSRIs can also cause serious withdrawal symptoms if you
stop taking them abruptly.

Side effects of atypical antidepressants

There are a variety of newer depression drugs, called atypi-
cal antidepressants, which target other neurotransmitters
either alone or in addition to serotonin. Some of the brain
chemicals they affect include norepinephrine and dopa-
mine.

The side effects vary according to the specific drug. How-
ever, many of the atypical antidepressants can cause nau-
sea, fatigue, weight gain, sleepiness, nervousness, dry
mouth, and blurred vision.

The atypical antidepressants include:

Mirtazapine (Remeron)
Trazodone (Desyrel)

Bupropion (Wellbutrin)
Venlafaxine (Effexor)

Duloxetine (Cymbalta) Nefazodone (Serzone)

Side effects of older depression drugs

Tricyclic antidepressants and MAOIs (monoamine oxidase
inhibitors) are older classes of antidepressants. Their side
effects are more severe than those of the newer antidepres-
sants, so they are only prescribed as a last resort after other
treatments and medications have failed.

Antidepressant withdrawal

Once you’ve started taking antidepressants, stopping can be
tough; many people have withdrawal symptoms that make
it difficult to get off of the medication.

If you decide to stop taking antidepressants, it’s essential to
taper off slowly. If you stop abruptly, you may experience a
number of unpleasant withdrawal symptoms such as crying
spells, extreme restlessness, dizziness, fatigue, and aches
and pains. These withdrawal symptoms are known as anti-
depressant discontinuation syndrome. Antidepressant dis-
continuation syndrome is especially common when you
stop taking Paxil or Zoloft. However, all medications for
depression can cause withdrawal symptoms.

28

Antidepressant withdrawal symptoms
e Anxiety, agitation

e Depression, mood swings

e Flu-like symptoms

e Irritability and aggression

e [nsomnia, nightmares

e Nausea and vomiting

e Dizziness, loss of coordination
e Stomach cramping and pain

e Electric shock sensations
Tremor, muscle spasms

Depression and anxiety are also common symp-
toms when withdrawing from antidepressants.
When depression is a withdrawal symptom, it’s
often worse than the original depression that led
to drug treatment in the first place. Unfortu-
nately, many people mistake this withdrawal
symptom for a return of their depressive illness
and resume medication, creating a vicious circle.
In order to avoid antidepressant withdrawal
symptoms, never stop your medication “cold tur-
key.” Instead, gradually taper your dose, allow-
ing for at least 1-2 weeks between each dosage
reduction. This tapering process may take up to
several months, and should be monitored under a
doctor's supervision.

Antidepressants and suicide
risk
There is a danger that, in some people, antide-
pressant treatment will cause an increase, rather
than a decrease, in depression. In fact, the U.S.
Food and Drug Administration requires that all
depression medications include a warning label
about the increased risk of suicide in children
and young adults. The suicide risk is particularly
great during the first month to two months of
treatment.
Anyone taking antidepressants should be closely
watched for suicidal thoughts and behaviors.
Monitoring is especially important if this is the
person’s first time on depression medication or if
the dose has recently been changed. Signs that
medication is making things worse include anxi-
ety, insomnia, hostility, and extreme agitation—
particularly if the symptoms appear suddenly or
rapidly deteriorate. If you spot the warning signs
in yourself or a loved one, contact your doctor or
therapist immediately.

(continued on page 29)
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What You Need to know About Depression Medication (continued)

Antidepressant warning signs

e Suicidal thoughts or attempts e New or worse irritability

e New or worse depression e Feeling agitated or restless

e New or worse anxiety e Difficulty sleeping

e Aggression and anger e Extreme hyperactivity

e Acting on dangerous impulses e Other unusual changes in behavior

Exploring your depression treatment options

Antidepressants aren’t a cure. Medication may treat some symptoms of depression, but can’t change underlying contri-
butions to depression in your life. Antidepressants won’t solve your problems if you’re depressed because of a dead-end
job, a pessimistic outlook, or an unhealthy relationship. That’s where therapy and other lifestyle changes come in.
Studies show that therapy works just as well as antidepressants in treating depression, and it’s better at preventing re-
lapse once treatment ends. While depression medication only helps as long as you’re taking it, the emotional insights
and coping skills acquired during therapy can have a more lasting effect on depression. However, if your depression is
so severe that you don't have the energy to pursue treatment, a brief trial of antidepressants may boost your mood to a
level where you can focus on therapy.

In addition to therapy, other effective treatments for depression include exercise, meditation, relaxation techniques,
stress management, support groups, and self-help steps. While these treatments require more time and effort initially,
their advantage over depression medication is that they boost mood without any adverse effects

Self-help for depression

Depression recovery begins with positive daily lifestyle choices. If you cultivate supportive relationships, challenge
negative thoughts, and nurture your physical health, you can help yourself, slowly but surely, overcome your depres-
sion.

Deciding if depression medication is right for you

If you’re considering antidepressants as a treatment option, make sure you carefully consider all of your treatment op-

tions. The following questions may help you make your decision.

Questions to ask yourself and a mental health professional

e Is my depression severe enough to justify drug treatment?

e Is medication the best option for treating my depression?

e Am I willing to tolerate unwanted side effects?

e What non-drug treatments might help my depression?

e Do I have the time and motivation to pursue other treatments such as
therapy and exercise?

e What self-help strategies might reduce my depression?

e IfIdecide to take medication, should I pursue therapy as well?

Questions to ask your doctor

e Are there any medical conditions that could be causing my depression?

e What are the side effects and risks of the antidepressant you are recom
mending?

e Are there any foods or other substances I will need to avoid?

e How will this drug interact with other medications? ¢
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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:
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Books and Other Items for Sale

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

Books:

A Decade of Lupus $2.50/$4.25 A Patient’s Story $3.00/$3.75

___A Very Shy Bear $3.00/$3.75 ____Chronic Illness $2.00/$3.75

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

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

___In Search of the Sun $10.00/$11.75 __Lupus and You $12.95/$14.95
___Lupus Cookbook $5.00/$5.75 ___Hope Thru Understanding $5.75/87.75
___ Meet the Challenge $10.00/$12.95 ___The Lupus Book $3.00/$4.25

___The Sun is My Enemy $20.00/$22.00  Travels With The Wolf $9.95/$11.75
___Understanding Lupus $16.95/$18.70 ~ We Are Not Alone $10.00/$11.75
__Wild Women’s Guide $9.95/$11.75 ____The Monster Under the Bed $2.00/$3.75

____Women and Autoimmune Diseases $12.95/$14.95
___Everything You Need to Know $5.75/$7.75
___Learning to Live with Osteoarthritis $9.95/$11.75

Other Items:

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

__Lanyard Cords $2.50/$3.50 ____Awareness Buttons donation only
___Key Chains $7.50/$8.50 ____Door Grips $3.00/$3.50

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

Name:

Address:
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Support Page (continued)

Anger stage: Anger is the stage most hazardous to one’s
emotional well-being. Because of expressed feelings of
terror, anxiety, and helplessness, and because of the sense
of injustice, patients often enter the state of tremendous
anger, which may even lead to suicide. There are two rea-
sons for this self-targeted anger — it is almost impossible
to be furious with fate, and there is no external opponent.
Suicide may sometimes seem like the only solution. Fur-
ther complicating things, the illness causes a sense of
helplessness.

Patient and family

We must not forget that there is also a family affected by
having a chronic illness patient in the house. Ideally,
families realize that the sick person is not the same entity
as the disease. They should understand that the whole
family is in it together, and support each other in order to
cope with both the anxiety and the practical life changes.
The patient should, with the family’s assistance, try to
take back control in small steps.

Common disabling and helpful thoughts

There are several typical errors which can cause nothing
but wrong believes and a sense of worthlessness, some of
which are:

"I am not the person I once was."

"I can't provide for my family."

"Others are not what they used to be”

"Everyone thinks I am nothing but a burden”
"Everybody is getting on with their life and I am
stuck here."

6.  "No matter how many times [ try to get up, the ill-
ness flares up and knocks me down again every time.
There's no point in trying."

Nk W=

You must prevent these kinds of thought in our friends or
family members suffering from a chronic illness. Patients
should be pointed in the right directions. Some useful tips
for them may be:

A You must keep a fighting spirit

A You must like yourself under all circumstances,
even when you think you don't look that good

A You must have a strong belief that you are mor|
than your body. There is more to you than the
physical functions you can perform

A You must have a problesolving attitude

A Accept your iliness and move on with your life

What kind of help is available?

There are many types of help available for people with
chronic illnesses, such as:

Support groups: A very useful sharing experience,
they provide an environment where you can learn new
ways of dealing with your illness.

Individual counseling: Unfortunately, not every pa-
tients benefit from support group treatment, because
sometimes people have problems that are better ad-
dressed in a one-on-one atmosphere. In this case, indi-
vidual counseling sessions could help.

Coping skills: Here is some more useful advice to
help cope with the reality of the situation.

0 Make Your Expectations Realistic: The real
thing that you should accept is that you might never be
cured totally. Your illness is something you need to
accept and learn to live with it as best you can. You
can dramatically improve your lifestyle if you just
start thinking that way.

0 Approach Problems Actively: This ability
consists of defining the problem and determining the
outcome you want. You must have enough energy to
constitute a step toward the solution.

0 Seek Appropriate Help: Try to accept the atti-
tude that it is not a sign of moral weakness to ask for
assistance. Many chronic illness patients can recog-
nize the misguided tendency to regard asking for help
as shameful.

0 Handle Your Anger: A patient must under-
stand that anger levels must be lowered. They must
learn to be emotionally efficient and energy-
conscious. Energy is a tremendous problem for those
with chronic illness because there is none to waste.

0 Participate in Social Life: The most important
thing for a patient is to embrace all the positive energy
available. For these purposes one can use family,
friends, self-help groups, or community groups.

0 Live In The Present: Patient must learn to live
An the present, although it can be challenging to look
neither too far back nor too far forward. Too much
memories of the past or idle contemplations of the fu-
ture can ruin you emotionally. Learn to live in the pre-
sent moment. ¢

Source: http://www.steadyhealth.com
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http://www.steadyhealth.com/articles/Helping_people_cope_with_their_chronic_illness_a686_f0.html

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

Lupus .

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:

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

I Patron - $100

[0 Do not publish my name in the newsletter

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

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

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

Name:

Address:

City: St.: Zip:
County: Phone:

Fax: E-mail:

Date of Birth:

Make checks payable to Lupus Support Network

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

(The Lupus Support Network , Inc. is a tax deductible, non-profit,
charitable organization.)
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Phone: (850) 478-8107
Fax:(850) 478-0451
Website: www.lupuspensacola.com
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Jerry Watson, President
Chris Schulte, Treasurer
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Patsy Smith, Historian
Kristie Fagan, Director
Fletcher Fleming, Director
Terry Alexander, Director
Joanne Rach, Director
Trisha Woodburn, Director
Julie Johnson, Director

Lupus Support Network Staff
Wanda Argersinger, Executive Director
Anna Dandelakis, Admin. Assistant
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Tallahassee: Tammy Jackson
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Caring and Sharing is published bi-monthly with special
editions as needed. It is our intention to publish articles
about lupus, many written by health care professionals.
Lupus Support Network, Inc. does not endorse any of
the articles, medications, or treatments reported in this
newsletter, and publishes them for information purposes
only.
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Anna Abalos, 9 year old lupus patient, and her
sisters representing the Lupus Support Net-
work at a local health fair in Mobile. Thank
you Anna and family.
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COPING WITH CHRONIC ILLNESS (continued)

There are two reasons why the patient targets himself or herself for these feelings of anger and despair. First, it is
almost impossible to be furious with fate; there is no external opponent. In order to provide some meaning for
what has happened, many people irrationally conclude they have bought disease on themselves by being faulty or
wicked in some way. It is difficult to keep clear that it is the disease that introduced the disruption into one's life.
Another reason for suicidal thoughts is that illness breeds a sense of helplessness. The chronic disease cannot be
wished away. The disabilities are there to struggle with every day, and the threat of a major recurrence or increase
in symptoms may be a constant anxiety tucked away not far from consciousness. With the feeling that the under-
lying problem cannot be solved and the belief that it is the patient's fault, many patients suffer intense unhappi-
ness. Sadly, the patient's feeling of self-blame is greatly reinforced by society. Often families are unable to help
because they are angry at the patient. The changes in their life style are directly attributed to the patient and not to
the patient's illness. Even supposedly neutral medical personnel may be furious with the patient for having a
chronic condition they cannot cure. This anger directed at the patient from all sides is psychologically understand-
able but it is very destructive.

The flirtation with suicide, the patient's worst hazard of the anger stage, is a statement of the extent of one's rage
with oneself and with those one cares about. Another serious problem of the anger stage is the strain on the fam-
ily. Families who fare better during this stage understand that the sick person is not the same entity as the disease
and they see that the whole family is in this predicament together and are committed to coming out of it as well as
possible. Family members need to devise ways to nurture and adequately support each other in order to cope with
both the anxiety and the practical life changes accompanying chronic illness.

Anger is the stage most hazardous to your emotional well-being. It is also where most people get trapped. Fear
and anger are disruptive emotions egendered by a sense of loss of control. Take back control in small steps. The
basic reasons for the anger, in most cases cannot be avoided. It does no good to assign blame. The response must
become task-oriented. "Today I will walk the length of my room, or call a friend, or answer one inquiry." Striving
toward a goal, even in small doses, is an antidote to anger. Patients, family, friends, and helpers should all focus
on the strengths that remain, on the accomplishments that can still be achieved. This basic rule is a key to dealing
with anger.

RECONSTRUCTION

The sick person may now be feeling much stronger physically or may have had enough time to begin mastering
new living skills. Important decisions or new social contacts may be in the picture. What is common is a growing
sense of safety based on new competencies. Moods are happier and the difficulties seem a bit further away. The
sick person is learning the possibilities and limits of the new competencies. Friends are selected on how well they
react to the fact of illness. The family establishes new routines -- or it dissolves.

What exactly has been reconstructed? Certainly it is not life like it was before. Instead, it is a reconstruction of the
sense of oneself as a cohesive, intact entity. The reconstruction takes on many concrete aspects, such as the devel-
opment of new skills, but the most important value is emotional. When a customary pattern of living has been
shattered by illness, the patient fears that he or she is longer recognizable as a whole being. It is the reemergence
of a positive self-image that constitutes reconstruction. Often people do well for a few weeks and then are devas-
tated by some incident. But each experience with trusting and succeeding is a building block for the next step of
reconstruction.

INTERMITTENT DEPRESSION

Now that everything is looking brighter, everyone is tempted to relax and may, therefore, be caught off guard
when a significant depression recurs. The elation associated with new skills can give way to new feelings of de-
spair as the patient recalls how much simpler it was to do routine things the old, preillness way. Nostalgia and
grief may combine to produce sadness and discouragement.

(continued on page 36)
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COPING WITH CHRONIC ILLNESS (continued)

Many people know exactly when they expect to hit these rough spots. Medical appointments and anniversaries are
notable examples. Seeing a doctor, who confirms your intuition that your condition is not improving or is worse,
often leads to depression. So may the third anniversary of having to give up the car, the first anniversary of a di-
vorce, the time of the year the physical problems first occurred -- the list is endless. It may be best to seek counsel-
ing during these difficult times as a way of shortening their duration and providing new understanding of what all
the feelings of loss are attached to. New understanding brings new resilience; it does not make the losses go away.
Intermittent depressions seem to combine two feelings. One is the awareness of loss of function that occurs several
times a day in the course of ordinary living. But clearly, an amputee does not become depressed each time there is a
reminder of the inability to walk normally. There is a second element involved. If the awareness of loss arouses a
distinct image of what life would be like if the amputation had not occurred, and if this fantasy has strong emotional
meaning for the person, depression is very likely. This image of how you would be without the illness I call the
phantom psyche.

The phantom psyche is usually not far from consciousness. It is the self-punishing mechanism whereby the chroni-
cally ill person continually erodes his or her own self of self-worth and competence. "If only I didn't have this ar-
thritis [or whatever illness] I could still be mountain-climbing [or whatever activity]." "If only" statements are the
bread and butter of the phantom psyche. They contain harsh judgments of worthlessness. In a happier mood, you
might experience the same feeling of loss, but say to yourself, "I really miss mountain climbing, but at least I can
take a walk today."

When the phantom stalks, the soul is uneasy. Doctors and friends often mistake the desperate pain of knowing one's
hopeful fantasies will not be realized for self-pity. "Just stop feeling sorry for yourself" so completely misses the
point that it is tragic. It is very difficult to have a sense of self when you're depressed and are afraid that you'll never
again be of value to yourself and others.

Self-esteem increases proportionately to successful experiences of independence and purpose, whether the success
is remembering what time to take a certain medication or walking better after months of physical therapy. The
phantom psyche -- those unrealistic expectations you have for yourself -- cannot compete with the heady gratifica-
tion of hard-won success. If family, friends, and medical personnel can appreciate the triumph in being able to
struggle, you feel even more triumphant. Well-wishers too often make the mistake of praising a sick person for pro-
gress without acknowledging how difficult is the ongoing battle against the inertia of chronic disease. We all have
periods when we feel overmatched and not up to the struggle. But as long as we pay attention to the struggle, we
will get through the day. We flounder when we set unrealistic standards, or cannot grieve for what has been lost, or
cannot start each day afresh. Depression can be tackled despite the physical complications that try to drag us down.

RENEWAL

The losses, and the sadness they cause, never go away entirely. There is a sense of lingering regret for all the ca-
pacities that have been lost. A person who has mastered the technique of using a wheelchair can feel very proud of
this achievement and know full well that this device is essential for retaining an active life. But the person does not
have to like it. It is not necessary to like or to resign yourself to the compromises you need to make to get on with
living. It is only necessary to acknowledge that changes in life style and skills have to be made. Acknowledging that
your skills are different from your preillness days is not the same as "adjusting" to illness. There is no surrender in-
volved, only growth -- the creation of new options through new means.

The creation of renewal comes from the experiences that teach us not to waste the present on fearing the future.

The truly handicapped of the world are those who suffer from emotional limitations that make it impossible to use
the capacities and controls they possess. If you have a chronic disease, you need not be emotionally handicapped if
you continually strive to be able-hearted. Able-heartedness is within the grasp of all of us. I don't think of able-
heartedness as a permanent, static state, however. Developing and maintaining this quality is a process that ebbs and
flows, depending on how helpless you feel. Even if you feel in the grip of hopelessness, you are behaving in an able
-hearted way by any expression of interest in another. Shared interest and compassion is what establishes meaning
and purpose in life.

(continued on page 37)
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COPING WITH CHRONIC ILLNESS (continued)

When you feel discouraged, you feel all alone -- and there is some truth to this feeling. But in many important
ways you are not alone. There are hundreds of people in your city who have similar feelings at times. If disturbing
thoughts wake you in the night, know there are other struggling with their pain. No one can share your unique ex-
perience, but there is kinship and a strength among all of us who are no longer able-bodied. There are some posi-
tive coping skills that are required by unavoidable health changes. These are summarized below.

Make Your Expectations Realistic

The most important aspect of making expectations realistic is the recognition that they are time-limited. "What
can I do now on the basis of the way I feel at this moment?" If you have two minutes, what are you going to do? I
counsel people to check with themselves to find out what they want to do. Illness can make you feel that you
must surrender all goals, all wishes. But that is not necessary. Make your expectations run like this. "Within the
limits of my physical ability I will do whatever it is I want to do for as long as I can."

Approach Problems Actively

A second essential skill is an active approach to problems. What is an active approach? It consists of defining the
problem and determining the outcome you want. It involves trying to ensure that any energy expended constitutes
a step toward the solution. Rarely does it constitute the complete solution. The admission "I cannot do something"
is often the first step in solving a problem realistically. Define what you want and then use every ounce of creativ-
ity you possess to determine how you are going to make it happen. Creativity is not impaired by illness. When
you define the problem you figure out how many facets there are to achieving some kind of resolution, and then
you expect yourself to make only that part of the effort that is realistic. What this means is that you need a
broader sense of community. There are going to be a number of things you cannot do alone. Your dreams do not
have to change. How they are realized will probably change. The creative, flexible use of your energies and crea-
tivity to get as much satisfaction as possible is your mission.

Seek Appropriate Help

The next skill to learn is to ask for appropriate help. It is not a moral weakness to ask for assistance, but many can
probably recognize the tendency to regard asking for help as shameful. It is a limitation if one does not know how
to determine whether or not assistance makes sense. It is a limitation if one is harsh or angry with the helper. Ask-
ing for help can become a more and more graceful skill. It is certainly not the first choice for people who would
rather do everything themselves, but it should be your choice if you are going to pursue what you need and want -
- when you cannot do it alone. If you have a hard time asking for help, consider what you would do if you were
fully able-bodied and a friend of yours had your particular problem to solve. What would you do? Do you see
yourself denying help as you gear others might deny you? Would you be upset if your friend asked for the spe-
cific help that was required? Chances are you would feel fine about helping out if you could. You would just do
it. Try to be as kind to yourself as you would be to another when it comes to asking for help.

Handle Your Anger

The next skill involves learning how to become emotionally efficient and energy conscious. Energy is a tremen-
dous problem for those with chronic illness. There is none to waste. Some of the most wasteful expenditures of
energy are for resentment and anger. These emotions are not bad in themselves, but they do wear you out.

If you are angry, it helps to have some consciousness of what you are angry about, and whether you want to angry
about that. Sometimes you will want to be angry because that is the appropriate response. Sometimes you will
want to be angry because it is more efficient to be openly angry than to deal with bitterness or other forms of cal-
cified anger. The better you get at being direct about anger early, the more energy you save and the more efficient
you are. Surprisingly, many people do not know how to recognize their own irritation or anger. If you are feeling
irritated, it might be helpful to be assertive, even if in the short run you feel uncomfortable.

(continued on page 38)
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COPING WITH CHRONIC ILLNESS (continued)

Participate

Another skill that is especially restorative for those with illness is to put positive energy back into the world. You
can do this with family, friends, with self-help groups connected with your illness, or with community groups. Put
your talents, your compassion, your knowledge, and your experience out there in a way that can benefit others. Be
a good friend to yourself and don't overlook your finer qualities. If asking for help is a skill you possess, then
there is even more constructive energy available to invest in the world around you. Obviously, one of the things
illness can do is to constrict your social world. Sometimes, this leads to the perception that there is nothing you
can do for others. That is just flat-out wrong. If you have exhausted your own resources in looking for ways to
participate, you can call organizations that are concerned with your illness, like the Arthritis Foundation or the
National Multiple Sclerosis Society, as well as other national and local self-help and research organizations. They
can offer suggestions, and may have specific ways that you can help them. People volunteer because it feels good.

Live In The Present

Another skill, that is a challenge to learn, is to look neither too far backward or too far forward. If you are only
looking backward, you are giving up on yourself emotionally. Your losses are major issues, but losses do not get
people through one day at a time or one day after another. Losses are not a good reason for living. If you use all
your emotional energy considering how things were before the illness and comparing it to how things are now,
you are being very self-punishing. If you sense this going on, you need to be extremely aggressive about rejecting
this. Illness does not diminish one's humanity. Mobility and physical comfort decrease with illness. Fear and
worry increase. But illness does not diminish humanity. Be humane to yourself. Avoid dwelling on how good
things were I the past compared to now. Also avoid distant future fantasies. There is no way to know what will
happen some years hence. And you know, there never has been a way to know the future. If you are not stuck in
the past or tormented by distant future images of what should be, you have the opportunity to manage this day
with awareness. Living in the moment with consciousness, patience, compassion, and appreciation for yourself
and others lets you get on in a creative way, in spite of the pain of your losses.

Cherish The Good Times

The last skill I would commend to you is to pay attention to the positives. This can only be done if you have al-
ready mastered the skill of living fully in the present moment. You go through every twenty-four hours with
enough of yourself available to the world that when something positive happens you let it in. There was a rainbow
yesterday. There may have been an interesting interaction between you and the grocery clerk, or you had a close,
warm exchange with someone you care about. These are the kind of positive moments [ mean. These are mo-
ments that need to be framed and stored to be used on days that are much harder. If we are in a quagmire of nega-
tive emotion, we can turn anything into proof that there are only painful things in the world. This final skill is
learning how to hold onto the positives, to cherish them sufficiently that they do not drop out of your repertory of
significant life events. Once you notice the positives, how do hold on to them? The best way is to slow down --
to use relaxation, meditation, and your own internal capacity for joy to feel that moment inside. Let it resonate
within. This allows your emotional commitment to be fully focused on the process of life. Be as emotionally able-
hearted as possible, despite physical limitations. What all these coping skills have in common is that they are
daily necessities. You don't just get them down pat once and then forget about them. You need to use these skills
frequently.

Every day is going to give you something different to try to manage. You need these well-practiced skills to suc-
ceed. The circumstances you face may at times be miserable. Nothing can alter this reality. Trust that you will
learn from each stage and from each cycle through the stages. Learn to trust others enough so that when the situa-
tion seems unbearably stressful, outside counseling and psychotherapy can be sought. Renewal cannot always be
attained without help. If these ideas have reached you at any level, you have already begun the process of re-
newal. You are adapting in the face of great difficulties. There is no right way to come through the ravages of un-
avoidable health changes. But I have tried to show you ways to remain an active agent in your own life. ‘
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Lupus Support Network, Inc.
850-478-8107

March 2009
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Post Office Box 17841
Pensacola, Florida 32522-7841
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
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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.

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

Ft. Walton Beach Support Group Meeting
306 Pelham Rd., FWB
*”Like Home Adult Daycare Bldg.”
*3rd Saturday @ 10 a.m.

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

Tallahassee Support Group Meetings:
Broadview Assisted Living Facility
3rd Saturday @ 10 am

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

Board of Directors Meeting
*March 26, 2009

*Board Meetings are held bi-monthly
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“THANKS SO MUCH”
Baptist Hospital Print Shop for printing this
publication!!

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

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

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




