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encourage people affected by Lupus 
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Caring & Sharing 

September/October, 2010 

If  you are fixated  
on how you are  

feeling, you may fall 
into a black hole of   
unnecessary anxiety  

and extra treatments. 

Sometimes itôs hard to know how seriously to take 

your symptoms.  After all, a sharp pain in your 

chest could be due to heart disease or gas; a new 

splotch on your skin could be budding skin cancer 

or a benign age spot.  ñFrom both the personôs and 

the physicianôs standpoint itôs very tough to say to 

someone, ñyouôre a hypochondriac,ò says Michael 

Roizen, M.D., chair of the Cleveland Clinic Well-

ness Institute and coauthor of You: The Smart Pa-

tient.  ñAnd for every ten times there are symptoms 

that arenôt important, there are symptoms that are, 

but we miss the problem.ò  No one wants to 

have  that one missed problem.   

But there are folks who suffer from what is called 

health anxietyðthat  is, nervousness about their 

health thatôs disproportionate to their actual medical 

statusðand they rush to the doctorôs office with 

what they perceive as any unusual symptom.  Some 

people are conditioned to take their symptoms su-

perseriously because thatôs the way they were 

raisedðto fear illness,ò says Martin P. Solo-
mon, M.D., medical director of Brigham and 

Womenôs Primary Care associates of Brookline in 

Massachusetts, assistant clinical professor of medi-

cine at Harvard medical School and author of 

Donôt Worry, Be Healthy.  

Continued on p. 4 
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Message From The Executive Director . . .  
 

When Anna and I put each edition of the 

newsletter together we go with a theme. 

Sometimes the theme is apparent to those 

who read the newsletter, sometimes itôs more 

subtle and goes unnoticed. No guessing in 

this issue ï we are addressing addiction, spe-

cifically addition to pain killers. 

 

We are not passing judgment on anyone, no matter what your relation-

ship is with pain. We offer information and in some small way, per-

haps hope. Knowing this I would like to ask you a question ï What are 

you addicted to?  It seems in this time of quick fixes we can all easily 

slip into an addicted relationship with something or perhaps even 

someone. As lupus patients we all live with pain, and we all deal with 

it in different ways. The help we seek in pain relief comes in many 

forms. For some it is exercise. For some it is massage. For some it may 

be stretching or walking or swimming. For others it may be pharma-

ceutical relief ranging from over the counter medications to prescrip-

tion medications to pain relief from pain management physicians. 

Again, we are not passing judgment. And again I ask, what are you ad-

dicted to? As a pain sufferer myself, I have used all of the above at one 

time or other. I have experienced mild annoying pain, to intolerable 

pain and every pain in between. 

 

Something I have noticed when I look back on the pain and the treat-

ment choice I used, was my mental state at the time. Was I happy in 

my life? Was I depressed? Was I excited and happy to see each dawn 

and curious about what the day would bring? These questions may ap-

pear unrelated to addiction, but they arenôt. I found that the happier I 

was and the more content I was with my life, the less medication I 

needed, or wanted.  On my first visit to my pain management physician 

I can recall telling him, ñdonôt give me anything that makes me stu-

pid.ò I was telling him I didnôt want something to mask the pain and 

dull my mind. I was living life and enjoying it, despite the pain ï and 

there were days the pain was excruciating. I had 18 months of injec-

tions into a specific nerve in my back to help deal with the pain that I 

found debilitating. But not once did I take something that dulled my 

mind, or disrupted the joy I found in life. 

 

I still take medication today, but not much in the way of pain relievers. 

Sure I have the occasional headache for which I might take some OTC 

meds, but as for the pain involved with lupus, I take very little. I think 

the pain has not lessened. I think I have learned how to live with it, and 

how to make it less a part of my life by living the life I want despite 

the pain. I very rarely let the pain stop me from what I want to do. I 

may make adjustments because of the pain or modify the way I do 

things to keep from aggravating the pain, but I rarely let it dictate my 

life to  me. Again I want to ask you ï ñWhat are you addicted to?ò And 

this time I also want to answer that question. ñI am addicted to life and 

all that it brings to me.ò 
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Iôve learned that you can do something  in an instant 

that will give you heartache for life 

 

Iôve learned that its taking me a long time to become 

the person I want to be.  

 

Iôve learned that you should always leave loved ones 

with loving words.  It may be the last time you see 

them.  

 

Iôve learned that you can keep going longer after you 

canôt 

 

Iôve learned that we are responsible for what we do, 

no matter how we feel.  

 

Iôve learned that either you control your attitude or it 

controls you.  

 

Iôve learned that regardless of how hot and steamy a 

relationship is at first, the passion fades and there had 

better be something else to take its place.  

 

Iôve learned that heroes are the people who do what 

has to be done when it needs to be done, regardless of 

the consequences.  

 

Iôve learned that money is a lousy way of keeping 

score.  

 

Iôve learned that sometimes the people you expect to 

kick you when youôre down will be the ones to help 

you get back up.  

 

Iôve learned that sometimes when Iôm angry I have 

the right to be angry, but that doesnôt give me the 

right to be cruel.  

 

Iôve learned that true friendship continues to grow, 

even over the longest distance. Same goes for true 

love.  

 

Iôve learned that just because someone doesnôt love 

you the way you want them to doesnôt mean they 

donôt love you with all they have.  

 

Iôve learned that the people you care about most in 

life are taken from you too soon.  

Iôve learned that maturity has more to do with what 

types of experiences youôve had and what youôve 

learned from them and less to do with how many birth-

dayôs youôve celebrated.  

 

Iôve learned that your family wonôt always be there for 

you. It may seem funny, but people you aren't related to 

can take care of you and love you and teach you to trust 

people again. Families arenôt biological.  

 

I learned that no matter how good a friend is, theyôre 

going to hurt you every once in a while and you must 

forgive them for that.  

 

Iôve learned that it isn't always enough to be forgiven 

by others.  Sometimes you have learn to forgive your-

self.   

 

Iôve learned that our background and circumstances 

may have influenced who we are, but we are responsi-

ble for who we become.  

 

Iôve learned that no matter how bad your heart is bro-

ken the world doesnôt stop for your grief.  

 

Iôve learned that just because two people argue, it does-

nôt mean they donôt love each other and just because 

they donôt argue, it doesnôt mean they do.  

 

Iôve learned that we donôt have to change friends if we 

understand that friends change.  

 

Iôve learned that you shouldnôt be so eager to find out a 

secret.  It could change your life forever.  

 

Iôve learned that two people can look at the exact same 

thing and see something totally different.  

 

Iôve learned that your life can be changed in a matter of 

hours by people who donôt even know you.  

 

Iôve learned that even when you think you have no 

more to give, when a friend cries out to you , you will 

find the strength to help.  

 

Iôve learned that credentials on the wall do not make 

you a decent human being.  
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What is that Symptom? (cont .from p. 1) 

People with health anxiety often harbor dysfunctional 

beliefs about symptoms and illnessðin short, they be-

lieve that ñ to have a state of healthiness, you should 

have no symptoms,ò notes Steven Taylor, Ph.D., profes-

sor of clinical psychology at the University of British Co-

lumbia and co author of Itôs Not All in Your Head: How 

Worrying about Your Health Could Be Making You 

Sickðand What You can Do about It.  But that just isn't 

the case.  The human body is noisy, Taylor points out, 

and ñthe more you focus on your body, the noisier your 

body will seem to you.  Then thereôs a chance that harm-

less noises like stomach gurgling, floaters in your eyes or 

an occasional skipped heartbeat will become alarming to 

you.ò  The more you think about those symptoms, the 

more anxious youôre likely to become.  A recent study at 

the University of Southern Mississippi in Hattiesburg 

found that having a ruminative thinking style and/or a 

tendency to see potential catastrophe in ambiguous symp-

toms is associated with health anxiety.   

 

ARE YOU SUPERSENTITIVE?   

 
However, health anxiety isnôt always to blame; some 

people are ultrasensitive to body sensations and feel 

changes more acutely than others do. ñSometimes pa-

tients are so in tune with their body that they can sense 

something abnormal before it appears in clinical tests,ò 

explains Dr. Roizen. ñIf a patient feels something is not 

right with their body, they may be correct, and it may be 

our fault in not finding it.  Medicine  is still imperfect.ò  

 

 

  

 

 

 

 

 

 

 

 

 

 

  - STEP BACK  -  

 

When you get wound up about your symptoms,  

you may mistake a rumble for an earthquake.  

 

 

 

THE RIGHT ATTENTION 

 

Of course, there are countless people who pay just 

enough attention to worrisome signs and symptoms but 

can overlook harmless quirks and body noises.  Indeed, 

the right amount of body consciousness helps you take 

care of your health.  Itôs what helps you tune in to subtle 

signs that might warrant a visit to the doctor. Itôs what 

drives you to cut back on your running or weight-lifting 

routine when your bodyôs creaks and cramps suggest 

youôre overdoing it.   

 

Although doctors say itôs difficult to give hard-and-fast 

rules about when you should seek treatment for your 

symptoms, some guidelines are helpful.  For one thing, 

ñitôs useful to know whatôs going around in your commu-

nity,ò says Dr. Solomon.  If your symptoms are in sync  

with an upper respiratory or gastrointestinal virus thatôs 

making the rounds, you can probably count on your ill-

ness passing.  But if a symptom progressively worsens or 

a sudden injury or illness is intensely painful and doesnôt 

let up, seek help.  ñOne of the most important rules is, 

Bad things get worse, and harmless things get better,ò 

says Dr. Solomon.  ñIf you follow that rule, most of the 

time youôll be okay.ò  

 

When worries about health become so intense or persis-

tent that they hamper your ability to function, you need to 

take steps to change your mind-set.  If your doctor tells 

you that you worry too much about your health, get more 

physically active and spend less time checking your 

symptoms and reading about them on the internet.  Get-

ting more active can increase your sense of well-being, 

and you may discover that you are stronger and more re-

silient than you thought. 

Out of Line?  

If you spend hours online 

researching your symp-

toms, you could make 

yourself feel far worse.  
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Christmas Cookie Bake Sale 

 
We were extremely successful last year so we are doing it 

again.  Baking Christmas CookiesðSUGAR COOKIES, 

CHOCHOLATE CHIP AND SPRITZ COOKIES only and 

having them ready for sale the week of December 7th  

through December 11th.  We need many bakers to help 

bake and decorate the cookies.  Please call the office if 

you would like to help bake or pass out flyers to advertise 

our sale.  

6 Foot Stocking Raffle 
We are also going to have our 6 foot stocking raffle this year.  Again 

this was successful last year and we are working now to fill the stock-

ing with some great things that the entire family can enjoy including 

but not limited to casino packages, hair and nail gift certificates, gro-

cery store gift certificates, jewelry packages, baskets, and so much 

more.  We will begin selling raffle tickets September 11th and the 

drawing will be held on December 11th.  If you would like to help sell 

raffle tickets, please give us a call.  

 Open House/Annual Meeting 

 
On December 11th beginning at 12 noon we will have an open 

house at our office.  We would like to invite everyone to join us in 

a social gathering.  Beginning at 1 pm we will have our annual 

meeting.  Members please be sure to check your next newsletter 

for the Slate of Officers that we will be voting on during our an-

nual meeting.  Votes only count from members of the Lupus Sup-

port Network.  If you cannot attend the meeting, please be sure to 

mail your vote in before December 11th.  

PLEASE MAKE A NOTE   
We have canceled the Brewton Golf Tournament that was scheduled for Sep-

tember, 2010 due to lack of interest.  We have however, rescheduled this event 

for April, 2011.  If you would like to help, please call Anna now so we can get 

you on a committee.   
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Surviving Prednisone 
By: Becca Fernald 

 
I was diagnosed with lupus with kidney involvement at the age of 13.   I am now 
17 years old and a high school senior.   Some of my roughest memories of having 
lupus include surviving the dreaded prednisone side effects. Between the con-
ǎǘŀƴǘ άǿƘȅ ŀƳ L ![²!¸{ ƘǳƴƎǊȅΚέΣ ƴŜǾŜǊ ōŜƛƴƎ ŀōƭŜ ǘƻ Ŧŀƭƭ ŀǎƭŜŜǇΣ ŀƴŘ ǘƘŜ ǎǳŘπ
den weight gain, I would ask myself how could something that made my body feel 
much better make everything else in my life so unpleasant? 
 

Hunger pangs.   I must say it is quite a battle that happens within oneself. Knowing you just ate two platefuls 
ŀƴŘ ȅƻǳ ǎǘƛƭƭ ŀǊŜƴΩǘ Ŧǳƭƭ ƛǎ ŀ ǾŜǊȅ ŎƻƴŦǳǎƛƴƎ ŎƛǊŎǳƳǎǘŀƴŎŜΦ  [ƻƻƪƛƴƎ ōŀŎƪ L ǿƛǎƘ L ŎƻǳƭŘ ƘŀǾŜ ǘƻƭŘ ƳȅǎŜƭŦ ǘƻ ƴƻǘ ƭŜǘ 
the hunger get to me, and if I really needed something, I wish I would have grabbed a bowl of veggies instead of 
my NIGHTLY bowl of ice cream. Another way is ask your friends and family to keep you accountable. Let them 
ƪƴƻǿ ǘƘŀǘ ƎƻƛƴƎ ǘƻ Ŧŀǎǘ ŦƻƻŘ ǇƭŀŎŜǎ ŀƭƭ ǘƘŜ ǘƛƳŜ ƛǎ ƴƻǘ ǘƘŜ ōŜǎǘ ŘŜŎƛǎƛƻƴ ŀƴŘ ŘƻŜǎƴΩǘ ƘŜƭǇΣ ȅƻǳ ǿŀƴǘ ǘƻ ƳŀƪŜ 
good food judgments.  So remember, when the hunger pangs come, go for the healthy choices!    
 
Sleeping problemsΦ hƴ ǇǊŜŘƴƛǎƻƴŜΣ ƛǘ ƛǎ ŘŜŦƛƴƛǘŜƭȅ ƴƻǘ ǘƘŜ Ƴƻǎǘ ŜƴƧƻȅŀōƭŜ ƴƛƎƘǘΩǎ ǊŜǎǘΣ ōǳǘ ǘƘŜǊŜ ŀǊŜ ǿŀȅǎ ǘƻ 
cope.  I remember the countless nights that I would not get a wink of sleep after being on so much prednisone. 
CƛǊǎǘ ǘƘƛƴƎ ƛǎ ŘƻƴΩǘ ōŜ ŀŦǊŀƛŘ ǘƻ ƎŜǘ ǇǊƻŦŜǎǎƛƻƴŀƭ ƘŜƭǇΦ ¢Ƙƛǎ ƛǎ ŀ ƴƻǊƳŀƭ ǇŀǊǘ ƻŦ ŎƻǇƛƴƎ ǿƛǘƘ ŀ ŎƘǊƻƴƛŎ ŘƛǎŜŀǎŜΦ  ! 
mental health counselor/sleep doctor gave me many helpful pointers that eventually helped me regain a regular 
sleep schedule.  Ideas included not sleeping with a clock in your room and listening to tapes to calm the mind.  
.ǳǘ Ƴȅ ƻƴŜ ǇƛŜŎŜ ƻŦ ŀŘǾƛŎŜ ǿƻǳƭŘ ōŜ ǘƻ ŀǾƻƛŘ ǘƘŜ ƴƛƎƘǘƭȅ ŀƴǘƛŎƛǇŀǘƛƻƴ ƻŦΣ ά²Ŝƭƭ Dw9!¢Σ ŀƴƻǘƘŜǊ ƴƛƎƘǘ ƻŦ ǘƻǎǎƛƴƎ 
ŀƴŘ ǘǳǊƴƛƴƎ ŀƴŘ bh ǎƭŜŜǇΦέ {ǳŎƘ ǘƘƻǳƎƘǘǎ ƻƴƭȅ ǘǊƛŎƪ ȅƻǳǊ ōǊŀƛƴ ƛƴǘƻ ƴƻǘ ƭŜǘǘƛƴƎ ȅƻǳ ŀŎǘǳŀƭƭȅ ƎŜǘ ǎƻƳŜ ǊŜǎǘΦ {ƻ Ǝƻ 
into your next night with an open mind and peaceful thoughts. 
 
 Prednisone Pounds. As we all know, you can never fully prepare yourself for the sudden weight gain and the 
Ƴƻƻƴ ŦŀŎŜΦ  .ǳǘ ƛǘ ²hbΩ¢ ōŜ ǘƘŀǘ ǿŀȅ ŦƻǊŜǾŜǊΗ ²ƘŜƴ L ǿŀǎ ŦƛǊǎǘ Ǉǳǘ ƻƴ улƳƎ ƻŦ ǇǊŜŘƴƛǎƻƴŜ L ƎŀƛƴŜŘ ол ǇƻǳƴŘǎ 
in a little over two months. For a 13 year old in middle school (especially one who initially weighed 70 pounds), 
that was NOT cool. It was a very rough time in my life. From the weird looks  and people just not understanding 
how my face became so big, it was not easy. But I am here to say that you do recover. If you compare my 12 
year old photos to my current photos, you would have no idea that I ever had a moon face or gained all that 
weight. And the weight does disappear! Since it is mostly fluid, when the dosage decreases, so do the pounds 
ŀƴŘ ƛƴŎƘŜǎΗ LǘΩǎ ǘƘŜ ŜŀǎƛŜǎǘ ŘƛŜǘ ȅƻǳ ǿƛƭƭ ŜǾŜǊ Ǝƻ ƻƴΗ .ǳǘ ƻƴŜ Lathw¢!b¢ ǎǳƎƎŜǎǘƛƻƴ L ǿƻǳƭŘ ƎƛǾŜ ƛǎ ǘƻ ǳǎŜ 
stretch mark cream as soon as you start prednisone. It helps keep skin more elastic and natural looking through 
the sudden weight gains and losses. 
 
So even though surviving prednisone is not an easy fight, know that you will recover! I started on 80 mgs and I 
am now on 2.5 mgs.  No more weight problems, no more sleepless nights, and I finally eat normal size helpings!  
.ǳǘ ǘƘŜ ƪŜȅ ǘƻ ƛǘ ŀƭƭ ƛǎ ǘƻ [h±9 ȅƻǳǊǎŜƭŦ ǘƘƻǳƎƘ ƛǘ ŀƭƭ όŀƴŘ Ŧƻƭƭƻǿ ȅƻǳǊ ŘƻŎǘƻǊΩǎ ƛƴǎǘǊǳŎǘƛƻƴǎύΦ Wǳǎǘ ƪƴƻǿ ǘƘŀǘ ŜǾŜƴ 
though you are experiencing these really rough side effects, YOU CAN DO IT! So believe in yourself, stay posi-
tive, and know that this medicine is helping you! 
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The Affordable Care Act  

creates options and affordability 

If you have a health condition, you know how important having health in-

surance is and how expensive it can be. Worrying about where to get cov-

erage and the cost of your care is the last thing you want to do when you 

are dealing with chronic illness. The Affordable Care Act is expanding 

your options for health insurance and making them more affordable. 

1. If you have been uninsured for at least six months and have a health condi-

tion, you may be able to get health insurance through the Pre-Existing Condi-

tion Insurance Plan. 

 

2. Starting as early as September 2010, if a new insurance plan doesnôt pay for services you believe were 

covered, you will have new, clear options to appeal the decision. 

 

3.  Starting as early as September 2010, insurance companies wonôt be able to drop you if you get sick just 

because you made a mistake on your coverage application. 

 

4.  Starting in 2014, job-based and new individual plans wonôt be able to exclude you from coverage or 

charge you a higher premium for a pre-existing condition, including a disability. 

 

5.  Starting in 2014, if your income is less than the equivalent of about $88,000 for a family of four today and 

your job doesnôt offer affordable coverage, you may get tax credits to help pay for insurance. 

 

You can see if there are programs that you qualify for by going to www.healthcare.gov and choosing your state 

and specifics.  This program is designed to provide affordable health care coverage to all U.S. Citizens.  


