
   

 

 

 

 

 
 

 
 

 

 

"The horror of the moment," the King went on, " I 

shall never, never forget!" "You will though," said 

the Queen, " If you don't make a memorandum of 

it."~Lewis Carroll 
 

Through the Looking Glass Journaling is a way to 

store all those memories, the little and the big. Capture the moments. Much 

like a movie, set the scene, describe the players, direct the events, fill in 

with the proper amount of emotions...you are the writer, director... and 

dreamer. A journal does not have to stick to the facts, just the facts, it can 

and should veer off the beaten track. Make connections, pull in memories, 

make the mundane sing. When I find myself doing this, losing myself in 

the world of words, building on the framework of my life, I do wonder 

what a stranger, or my own children, will think of the stories contained 

within. The truthful mixed in with the prayers, the fantasies and the secrets. 

A beautiful mess. Journals are my obsession, I write in order to think, in 

order to process, in order to follow my dreams. So, I have no choice but to 

present their magical powers to you. I encourage you to keep a journal. I've 

taught enough classes to 

know you may balk at the 

idea.....but it's worth a try.  

 

So, what can a 

journal do for me?  
 

 

(continued on page 4) 
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Pensacola, FL  32522-7841 

850.478.8107 

1.800.458.8211 
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Board of Directors 
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Brenda Lee, Secretary 
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Terry Alexander, Director 

Trisha Woodburn, Director 

Jerry Watson, Director 

Tracie McMahon, Director 
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Support Group Facilitators 

Pensacola:  Wanda Argersinger 

Tallahassee:  Tammy Jackson 
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Brewton:  Barbara Curry 

 

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 profes-
sionals.  Lupus Support Network, Inc.  
does not endorse any of the articles, medi-
cations, or treatments reported in this 
newsletter, and publishes them for infor-
mation purposes only. 

Anna and I sit down at the begin-

ning of the year and try to map our 

topics for support groups and 

themes for the newsletter. Our maps 

are not very long. We only need a 

few words as reminders, but the 

fact that it is put down, on paper, in writing, provides us 

with the map we need to move forward. 

Journals are much like that. They are histories of our past 

that can often provide maps for the future. 

When you think of journaling you probably think along the 

lines of a diary. Well, journaling is close to keeping a diary, 

but not as restricted or regimented. Journals donôt always 

have an entry for every day. Grammar doesnôt count in jour-

naling. No special paper or pen is needed. Journals can be 

shared or kept private. Journals can contain things other 

than written words. Journals can be kept for many reasons. 

Some people have two or three journals they keep. Topics 

for journals are as varied as the people who keep them. I 

have heard of faith journals, gratitude journals, positive 

thought journals, illness journals, gardening journals, feel 

good journals, and many more. 

For me journaling is a way of letting go. I can commit my 

worries or troubles to paper and then forget about them. I 

can write out my anger and frustration and feel lighter when 

I am finished. I can record acts of kindness and love and 

feel that they will be with me forever. With my pen I can 

control the day that seemed to run away from me. With ink 

and paper I can take an illness that tries to get the best of me 

and put it in its place. I can rant and rave and strike out with 

words knowing I am not hurting anyone, but rather helping 

me in the process. 

Journals have helped me identify problems with my illness 

by looking back and seeing what has changed with regards 

to medications, diet or other things in my life. I have been 

able to pick up on clues about my body and how it reacts to 

certain things. I have used them to convince physicians that 

certain tests are not needed. I have used them as my friend 

and confidante. 

Journaling is something anyone can do. It is meditative to 

write out our feelings and then let them go. Journals are like 

having a best friend who listens to our deepest thoughts 

without criticizing. 

If you have never tried journaling, maybe itôs time to begin. 

Grab a pencil or pen, some paper and start today. It may be 

just what you need to help find a better path for living with 

a chronic illness. 

Remember, there are no rules. This is something you do just 

for you. Enjoy! 
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My skin is pale and freckly, so when the sun shines, I prefer to stay out of it.  

On holiday in Corfu last year, my children told me I looked like a feta cheese in 

a straw hat, cowering under a sun shade, unattractively slathered in white factor 

60 sunscreen. Even in Britain, I'm happier wearing sun cream. I've got a whole 

cupboard of tinted moisturizers and foundations that promise to keep my skin 

well protected from ultraviolet light.  

 

Whiter shade of pale: Georgia Coleridge, pictured in The Maldives in January, 

was shocked to discover her fear of the sun was damaging her health 

I wasn't always so paranoid. As a teenager, I used to go on major bronzing offen-

sives, wriggling into a bikini and smothering myself in baby oil.  

My big hope was that one day all my freckles would join up and I'd look as 

golden as Farrah Fawcett-Majors bouncing along the beach in Charlie's Angels.  

Sadly, though my skin sizzled uncomfortably like a sausage under the grill and 

turned a startling shade of pink, the tawny tan never materialized. By my 20s, I 

could tell I was never going to look like Farrah (hell - I couldn't even get her 

flicky blonde highlights, no matter how many lemons I squeezed on to my hair) 

and I was reading enough health and beauty articles to know that it probably 

wasn't a good idea to try. I just didn't have the right melatonin to be a California 

surfer girl, and I started to worry about those UVA and UVB rays bombarding 

my skin. By my 30s, whenever a dermatologist insisted that 90 per cent of my 

premature skin ageing was caused by sunlight, I believed every word they said. Frying my skin for the sake of a tan 

didn't seem nearly as appealing as preserving my dwindling stocks of collagen and elastin.  

I'd rather be a whiter shade of pale than risk getting any more age spots, saggy skin and wrinkles. With four small 

children, not sunbathing - in fact, not taking any risks with the sun at all - seemed like the mature and sensible op-

tion. I'd read endless scare stories about people who had developed skin cancer after being badly sunburned as chil-

dren, and I was determined to protect my little darlings. Every summer, however much they protested, I covered 

them in sun cream until they were as slippery as greased piglets, and tried to keep them indoors during the hottest 

part of the day. And I waged an unsuccessful campaign to make them wear sun hats - I must have bought dozens 

over the years - baseball caps, Christopher Robin hats with turned up brims and even Foreign Legion hats with neck 

flaps. Like so many other mothers, I was becoming obsessed with the idea that the sun was dangerous. 

 

This country's collective sun phobia could be laying us open to far worse 

problems than wrinkles or even skin cancer 
 

Every day there seemed to be more and more stories of terrible things it could do. So I continued to religiously slap 

on factor 30 every day or stay indoors, convinced that I was doing the right thing for my skin. So imagine my shock 

when I discovered recently that my safe-sun policy (well, OK, my vanity and fear of ageing) was compromising my 

health. This country's collective sun phobia could be laying us open to far worse problems than wrinkles or even skin 

cancer.  Apparently, it's all about vitamin D, which is vital for our bones and immune system. It's known as the sun-

shine vitamin because a staggering 90 per cent of it is made naturally in our bodies from the effect of sunlight on our 

bare skin. Unfortunately, after months of our long, cold northern winters, half the adults in Britain are vitamin D de-

ficient. If we don't build up our stocks in the summer when the light is stronger, we risk all sorts of complications.  

 

(continued on p.  7) 
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Why Journal - continued from pg. 1 

 

A journal cané 

§ be a place to store all those random  memories, those ones you think you'll never forget...but just might. 

Having a storage area of people you've met, places you've been, brief experiences you've had are priceless. 

No one else has the same collection. No one.  

 

§ the mix of these random thoughts, can provide connections that can be the catalyst for a song, a painting, a 

story, a script, a poem..... 

 

§ relieve stress. writing things out, puts a perspective on the events, helps distance yourself from the source 

of the frustration or pain and allows you to be subjective for a moment....or just vent! 

 

§ provide invaluable practice. it's true, practice does make perfect. The very act of journaling, makes you a 

more imaginative, confident, skilled writer. 

 

§ cure writer's block. your life is happening all around you everyday. Write. Get the juices flowing. A jour-

nal takes the stress out of writing. It never demands a certain topic or word count. It's simply there, waiting 

for you take on the happenings in your life. 

 

§ a journal increases your artistic progress...the more successful you are...the more you want to do..the more 

you do...the more successful you feel...and on and on. Ready, set, write! 

 

When journaling, following these simple rules are helpful:  

 

§ don't censor!  

§ write in a stream of consciousness style. 

§ ignore spelling, punctuation and grammar rules.  

§ if what you wrote is "too much" and you really cannot have anyone see it, ever...it's not recommended, but 

if it's a matter of not writing it at all, or writing it and destroying it, I say, reread it a few times, then de-

stroy it. The very act of writing it out is helpful. 

§ think future, if the present bores you, write your hopes and dreams. Play out an alternate persona, explore 

a random thought, write our a list of all the things you need or want. 

§ Take the time to refill your tank everyday, if only for a few moments. Jot down a passing idea and it may 

turn into something beyond your wildest dreams...but only if you capture it!  

Start journaling now to celebrate  

LUPUS AWARENESS MONTH 
and you will never forget the date you started journaling!! 

 

 

If itôs a journal you need to get started, you can our        

Personal Health Journal for $15.00 or take advantage of the 

sheets provided in this newsletter and the sites mentioned 

to begin your journey to journaling.   



5  

 

 

HEALTH FAIR VOLUNTEERS NEEDED  

Are you a People Person? 

The Lupus Support Network is looking for volunteers to attend Health Fairs 

throughout our coverage area from Mobile County, Alabama to Leon County, 

Florida.  

We depend on volunteers to help us fulfill the many requests we receive to at-

tend and provide materials to Health Fairs. These may occur any day of the 

week. Volunteers will man a table or booth and pass out materials to the atten-

dees and will not be required or authorized to answer medical questions. 

Volunteers will receive an orientation at the Lupus Support Network office. 

Everyone interested in this opportunity will receive an email any time we have a 

Health Fair request and will be able to choose which Fairs are of interest. We 

will mail the supplies to volunteers not located locally.   

If interested, call us and let us know you would like to be a health fair volunteer. 

We miss many opportunities and need many volunteers!!! 

§ Brewton Golf Tournament - September 18, 2010.  Sponsor-

ship opportunities currently available.  If you would like to vol-

unteer at the tournament, please contact Anna and let her know 

that you are interested in volunteering.  Currently, help is 

needed with getting sponsors and golfers.  A sponsorship form 

can be found on page 28 and a registration form on page 29.  

 

§ Christmas Cookie/Stocking Raffle - Beginning  October 1, 2010 .  If you are interested in 

helping bake  Christmas cookies or gather items for our  stocking, please let us know.  We  

will have raffle tickets and order forms 

available on October 1st.  If you would like to 

contact your local high school home eco-

nomic departments and  inquire as to 

whether they will be interested in a baking 

and decorating cookies for us, please let us 

know which schools you have contacted.   
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How to Journal - Where to Begin  
By Cate Ferguson 

The keeping of a personal journal has been a pursuit of human society for many 

hundreds of years. In times past men and women of learning, studiously kept a 

record of their days, their achievements and their dreams. We owe a great debt 

of gratitude to each one of them as we have gleaned much insight into the lives 

of those in times past from many of those journal entries.  

For some people, the keeping of a journal is a natural extension of their every-

day lives. How many of us have lifted the family Bible to discover small snip-

pets cut from the newspaper, flowers pressed between the pages, envelopes 

with letters or pictures tucked away safely for future generations to discover? I 

certainly have found such treasures in the most 'ordinary' of books on the 

shelves of secondhand book shops and at garage sales. It always comes as a 

surprise and delight to discover them and then I feel a certain sadness that 

somehow these treasures have ended up in the hands of a stranger.  

The unexpected gift of these objects has been a richer understanding of our de-

sire to record and keep important memories and items and while tucking these 

treasures into the pages of a book isn't exactly journaling, it is a component of 

this amazingly creative and satisfying pass-time.  

There are a few basic skills when learning how to journal, some of them are: 

¶ Make the time and space to do it on a regular basis. Whether you are keeping a dream journal, a garden jour-

nal, a baby journal, travel journal or a personal journal of any kind, this one step will make or break your ex-

perience. If you have to go so far as to make a 'date' with yourself - do it. At the very least, spend some time 

once a week to look through your calendar or diary and record the highlights or low lights of your week. Even 

after many years, I'm an irregular writer in my journal, but when I do write and commune with my wonderful 

companion, the value I receive from this is immense. It is always well worth the effort. 

 

¶ Begin with something you are passionate about. This makes it so much easier to write regularly, the words 

and ideas can seem to flow without effort and you will enjoy reading back through the pages of your journal 

entries. I have more than one journal because I like to keep my gardening knowledge (successes and failures) 

separate from my personal and spiritual growth conversations. I'm sure you will develop a process and style 

that works for you. 

 

¶ Use materials that Inspire and Motivate you: My journals are ALWAYS beautiful to look at and to use. 

Likewise my writing implement. I have a preference for a certain type of pen, a certain color and a certain tex-

ture to the paper, This adds greatly to my enjoyment of the writing process and when looking back I can re-

member what it was about that particular book or pen that attracted me. Layers of enjoyment will build a 

strong relationship to your journaling process. Find out what you like, experiment with different things until 

you find the right combination of elements for you. 

 

(continued on page 18) 
 

http://ezinearticles.com/?expert=Cate_Ferguson
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Slapping on Sunscreen (cont. from page 3)  

 

Sun shy: Georgia Coleridge was shocked 

to discover her fear of the sun was damag-

ing her health One in six of us is severely 

depleted all year round, which is scary be-

cause vitamin D deficiency has been 

linked to osteoporosis, childhood rickets, 

cardiovascular disease, Type 2 diabetes 

and even aggressive cancers such as bowel 

and prostate. It's a wake-up call for those 

of us who work all day in offices or allow 

our children to spend far too much time 

lolling around in the house. We all need 

sunshine and many of us simply aren't getting enough of it. Earlier this year, a report pointed out that the incidence 

of rickets, a disease previously linked with poverty in Victorian Britain, is increasing. As one of the authors, Profes-

sor Pearce, puts it: 'Kids tend to stay indoors more these days and play on their computers instead of enjoying the 

fresh air. 'This means their vitamin D levels are worse than in previous years. If you don't have enough vitamin D, 

it's hard for your body to metabolize calcium and lay it down properly to strengthen your bones. Professor Pearce is 

calling for statutory food supplements to combat the problem, such as putting vitamin D in milk, but from experi-

ence, I know a good diet may not be enough if you never go out in the sun. I'm pretty healthy and eat lots of good, 

fresh food, including oily fish and fortified eggs, which are packed with the stuff. But last year, after a bone scan 

showed that my bones were already thinner than they should be for a woman in her 40s, I also had an investigative 

blood test that showed my vitamin D levels were severely under par. Without sunshine on unprotected skin, my 

body couldn't make all the vitamin D I needed. I was horrified to find that I'd been compromising my bone health 

for the sake of my skin, and wished I'd been less obsessive about covering up.  

Sun smart: After a long winter it's important to top up vitamin D levels Luckily, the solution is an easy one. Apart 

from supplements to keep me going through the winter, my consultant told me to go outside every day, exposing a 

fifth of my body to the light. Though she wants me to do this during the hottest part of the day (11am to 3pm), I 

shouldn't use sun cream for the first ten to 15 minutes because even factor 15 would reduce my capacity to produce 

the vitamin D I need by 85 per cent. I'm still pathetically vain about not multiplying my freckles or encouraging any 

more wrinkles, so I'm uncovering my milk bottle legs and arms, rather than my face. Apparently, this is fine. Even I 

know it's extremely unlikely that anyone could get skin cancer from spending just 15 minutes a day in the British sun.  

The good thing is that I'm also getting more exercise because I have to go out of the house. Apparently, sitting by the 

window in a shaft of sunlight doesn't work apparently (glass inhibits the sunbeams from doing their stuff), which is 

another reason why it's not good for old people to be stuck all day inside care homes. We all need real light on our 

skin. Ironically, when it comes to manufacturing vitamin D, looking like a cross between Snow White and Morticia 

Addams is an advantage. Because I'm so pale, I don't need to expose much of my skin for long. But darker women 

with more natural melatonin need stronger sunlight, so need to stay out longer or else uncover more of their body to 

stay healthy. Muslim women in hijabs might just about be able to produce all the vitamin D they need in Saudi Arabia 

or Bangladesh. But if they move to Scotland, where the sun is much weaker, they can end up with osteomalacia, a 

nasty form of adult rickets where their bones become soft and bendy, or fracture unexpectedly.  

As for my children - they're absolutely fine. I'm glad I insisted on protecting their skin when they were little, and I'd 

certainly never want them to burn.  

 

But I can see now that I took my sun obsession too far, and I am much more relaxed about the possibility that they'll 

almost certainly get as many freckles as I did when I was younger. I'd far rather they went outside to play, built up 

their bones and their immune systems, than cower inside the house hunched over the PlayStation.  

Source: Published by Associated Newspapers Ltd 

Part of the Daily Mail, The Mail on Sunday & Metro Media Group  
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Welcome to our Childrenõs Corner: 
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The Dual Role Of Patient And Caregiver 

 
 What can help make each day go as smoothly as possible? 

 

 

What happens when a person with a chronic illness becomes caregiver to someone with a chronic illness? 

It's tough to live with a chronic illness. It's tough to be the caregiver for someone who lives with a chronic illness. 

Imagine the complications which can arise from the dual role of being both a patient and caregiver. It happens 

more than you think. Situations exist where both spouses have chronic illnesses. Chronically ill adults take on the 

responsibility of caring for a parent or other elderly relative, or even for their own children who are saddled with 

illness or disability. Make no mistake however. Just because it is difficult, the fact that it is clearly a labor of love is 

never overshadowed or diminished. Even as we acknowledge that it is done out of love, the dual role will introduce 

extra stress and fatigue into ones life. How could it not? Emotional issues and coping skills are tested too, as they 

seemingly become compounded. 

Positive Aspects 

There are myriad positive aspects to the dual role. The positive aspects must remain the focus. To succeed in both 

roles, as patient and as caregiver, do a reality check on your specific situation and follow the advice offered herein. 

The buzz words which should not be forgotten are reasonableness and balance. You have your loved one in your 

home, the most loving setting possible, and can offer the best care within your capabilities. Celebrate the victories 

together. As medical conditions improve, take pride in the work you have done to make that happen. Every task of 

the caregiver, no matter how small it seems, is actually an incremental step toward promoting steady progress and 

recovery. Now for the reality check. 

¶ Not everything will go right. 

¶ Not everything will go perfectly or as it was intended. 

It truly takes a unique perspective to understand that, and not lose sight of the bigger picture - the positive aspects. 

What can help make each day go as smoothly as possible?                                                                                              

As the person who has the dual role, consider the following: 

Plan ahead - Anticipate and plan for your needs. Develop a routine which allows you 

to have necessities available at all times, including: 

¶ food 

¶ clean clothes/bedding 

¶ toiletries 

¶ medicine 

Plan ahead so you don't need to expend energy on making special trips. 

Fatigue - Anticipate that your dual role will without doubt cause you extra fatigue. Anticipate that you will need 

extra rest for yourself. Not only will the additional physical activity required of you cause extra 

fatigue, but the emotional drain caused by watching someone you love have setbacks or suffer 

can be exhausting to a level you never experienced before. This level of fatigue can affect your 

concentration, memory, and ability to relax without being consumed by worry. 

(continued on page 12) 

http://arthritis.about.com/od/caregiving/
http://arthritis.about.com/od/stress/
http://arthritis.about.com/od/fatigue/
http://arthritis.about.com/od/emotion/
http://arthritis.about.com/od/solvingdifficultissues/
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Summer With Flair, Not Flare!  
 Karyn Moran Holton  

 

Here comes the sun! The kids are home and fighting summer boredom, the days are long and itôs so hot that your 

aquarium is in real danger of becoming a chowder!  For those of us in the Northern Hemisphere, summertime is 

almost here. Itôs important for us to remember that while summer sun, long days and family activities can all 

make for great memories, they can also increase the risk of going out of remission and into a full-blown flare. 

Here are some tips on how to avoid turning your holiday into a ñhell-iday.ò 

 

Avoid The Sun ï All The Time! - This Prime Directive is sometimes ignored in the interest of ñnot ruiningò a 

good time for others. Yes, itôs important to share good times with family and friends, but there are ways to avoid 

the sun without getting a membership in Trolls Anonymous. If your family has their heart set on a day at the 

beach or some other sun-intensive activity, you can join them as long as you take a few necessary precautions 

first. 

Bring an oversized umbrella. (Yes, I know it makes you look like a tourist. So what? Youôll never see these peo-

ple again.) Even better, bring a light tarp, a couple of long PVC pipes and some heavy nylon string and make 

yourself a small pavilion. Trust me - By the end of the day, everyone will be fighting for a spot under it!  

Reduce your exposure even more by wearing a big, button-up, long-sleeved shirt in a light color. Unbuttoned and 

tied loosely at the waist over a bikini top or athletic halter, itôs not only cool and cute but very forgiving of an ex-

tra pound or two. Add a hat with a brim and youôre good to go! (Think ñHeiress on Tropical Isleò or ñOutback 

Cowgirlò) I donôt even have to mention the mandatory, head-to-toe use of a waterproof sunscreen with a mini-

mum SPF of 15 or more, right? You knew that already, of course! 

You can find an amazing line of sun protective wear and accessories at Sunclothing, Etc.. They not only offer 

UPF/SPF protective clothing, hats and beachwear, but things like wearable UV monitors and portable sun shel-

ters.  

Increase Your Fluid Intake - Hot days and humid nights can take their toll on your bodyôs moisture resources. If 

you normally drink the recommended eight 8oz glasses of water a day, increase that to ten glasses. If youôre like 

me and have trouble getting in even the minimum eight, make a real effort to work that water into your day. It 

sometimes helps if you put a pitcher in the fridge with the needed amount in it. Slice a lemon or lime into it and 

every time you open the fridge, take a quick drink. Before you know it, the pitcher will be gone!  

Increasing your water intake during the summer is a good idea for anyone, but itôs especially important for lupies. 

Our kidneys are especially vulnerable to the effects of lupus and in order to keep them functioning at peak effi-

ciency, we need to keep them hydrated, happy and working! Call your doctor IMMEDIATELY if you notice any 

sudden weight gain, swelling in your hands, legs or feet, or any signs of sudden increase in your blood pressure 

(instant headache, blurry vision, dizziness or loss of consciousness on standing or sitting up). These can be signs 

of kidney dysfunction / failure and immediate medical attention is needed. 

 

·  Reduce Your Fatigue 

Summer can sap the strength right out of you, so in order to reduce your fatigue, itôs important to get as much rest 

as you can. If you donôt normally pay attention to naps or bedtimes, start now! If you have to choose between a 

nap and a shower, you can always jump in the pool or under the hose later, after the sun gets lower! Conserve 

what energy you have by taking shortcuts. Have a picnic dinner with sandwiches and chips instead of cooking.  

 

(continued on page 18) 

 

 

 

 

 

 

http://www.suite101.com/profile.cfm/scottishgirl
http://www.suite101.com/external_link.cfm?elink=http://www.sunclothingetc.com/
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If there's one certainty about having lupus (You mean there is one?) it's that at some point you'll probably have 

to go on corticosteroid therapy, even if it's only temporary. Whether you love them or hate them, (probably a 

little of both) you should know more about them and how they affect both lupus and the lupus patient. While 

there is no denying the real relief from symptoms that they provide, like fire, electricity or other powerful 

tools, care must be taken in their use. 

 

Corticosteroids, also called steroids, are a common weapon in the fight against lupus, along with other medica-

tions like nonsteroidal anti-inflammatory (NSAIDS), antimalarials and cytotoxic drugs. (For more information 

on these types of drugs, see "Drugs Are Good Medicine! Part I" and "DAGM Part II") Corticosteroids are ac-

tually hormonal drugs, mimicking the body's own adrenal gland function. However, the synthetic versions are 

much more powerful and are given in much higher doses than the body can produce on its own. 

(Corticosteroids are not the same as the anabolic steroids which feature so prominently in athletic scandals.) 

 

Corticosteroids affect lupus because they suppress the immune system, reducing the risk and/or severity of 

flares and avoiding damage wreaked by the lupus patient's immune system attacking the kidneys, skin, blood 

vessels, etc. Unfortunately, these strong drugs have side effects and consequences that all lupus patients must 

discuss with their physicians before starting therapy. 

 

With an immune system that is purposely stifled, the body is extremely 

vulnerable to any number of infections, such as strep throat, UTIs, or even 

a reactivated infection like herpes or TB. Great care must be taken to re-

duce the risk of these infections, so as to avoid any health complications 

and perhaps having to stop the therapy. 

Some of the most common side effects of corticosteroids include: 

¶ Increased appetite and weight gain 

¶ GI irritation and ulcers 

¶ Delayed wound healing 

¶ Menstrual irregularities 

¶ Hair growth, especially on arms, face and legs 

¶ Fat deposits on face and upper body (Also called "moonface" and 

"buffalo hump") 

¶ High blood pressure 

¶ Osteoporosis 
 

While high doses or long-term therapy increase the risk of side effects, stopping therapy too abruptly carries its 

own dangers. I can't stress this enough: NEVER stop taking any form of corticosteroids without discussing it 

with your physician first! 

 

While you are taking corticosteroids, your body's adrenal gland, realizing that there are plenty of hormones 

around, stops making the usual amounts of cortisone that it usually does. If you stop taking those steroids sud-

denly, the adrenal gland won't have time to immediately start up and make enough to keep your body function-

ing and you can suffer acute adrenal insufficiency, a serious and potentially fatal development. If the steroids 

aren't weaned off slowly over a period of time, you run the risk of lupus flares or worsening symptoms. Addi-

tionally, if a person on long-term steroid therapy is going to undergo surgery or childbirth, or has any sort of 

trauma, they may need additional doses to compensate for the stress to the body.  

 

(continued on p. 15) 

http://www.suite101.com/article.cfm/4752/26896
http://www.suite101.com/article.cfm/lupus/28005
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Have you been to our website 

lately? You havenôt? You should 

take a few minutes and check it out. 
 

Our website 

(www.thelupussupportnetwork.org)         

is THE site for keeping up with what is 

happening not only with The Lupus     

Support Network but also what is happen-

ing in the lupus community in general. 

 
§ If there is a new website that you 

should know about, we will announce 

it here.  

 

§ If research has news that will impact 

us as lupus patients, you can find out 

about it here. 

 

§ Want to know where we have support 

groups and when they meet? You can 

get that information on the website. 

 

§ Miss a copy of Caring and Sharing, 

our newsletter? You can read it online 

on our website, or download it. You 

can also access past editions of the 

newsletter. 

 

§ Want one of our brochures on a par-

ticular topic? Many are available via 

download from our website. If you 

need one that is not available via the 

website, you can still request it via the 

form on our website. 

 

§ Pictures of past events.  

 

§ Forms for current events.  

 

§ Interesting news.  

 

We have what you need to know 

about The Lupus Support Network. 

 

Visit today and tell everyone else 

that itôs THE site for those who 

have lupus. 

Support Page (continued from page 9).  

 Adapt - You're not superman or super-

woman. You cannot do it all, or be eve-

rything to all people. If you stretch your-

self too thin the irritability and frustra-

tion factors will soar. If you learn to ex-

pect some frustration, you will likely learn how to deal with 

it by adapting and making the adjustments necessary to 

avoid some of that frustration in the future. The key to suc-

cess for the dual role is for the patient and the caregiver to 

have reasonable expectations of each other, strike a balance 

between fulfilling each other's needs, do the reality check to 

assess what truly is causing the frustration. Work on solu-

tions. 

Remain strong - Your physical and emotional strength are re-

quired. It's your job to recognize that and do 

what it takes to remain strong. If it means tak-

ing some time for yourself, then that's what 

you need to do. Perhaps taking naps is what 

will help rebuild or maintain strength. Allow 

for fun times between yourself (the caregiver) 

and the person you care for. Not every minute 

of every day can be focused on problem solv-

ing. Become energized by the mere fact that you are sharing 

your lives together. That's what will pump up emotional 

strength. 

Set goals - No matter what setbacks have oc-

curred, nor how life-altering your circum-

stance has become, you must continue to set 

goals. It is likely that short-term goals would 

be better, in keeping with the prevailing 

theme of keeping life reasonable and bal-

anced. As you attain each goal, reach for another. But don't 

set yourself up for failure and frustration by setting unat-

tainable goals. 

Be forgiving - Be prepared to forgive yourself - often. In the 

dual role, mistakes will be made, things will be 

inevitably forgotten, harsh words occasionally 

said, and the house will never be satisfactorily 

clean in your eyes. This is clearly a two-way 

street, so realize the person you care for will also 

make mistakes and forget and speak harshly and 

get frustrated by those things they cannot yet do 

for themselves. Be prepared to forgive them too. 

Source: http://arthritis.about.com/od/caregiving/a/

caregiverrole.htm?p=1 

http://www.thelupussupportnetwork.org
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 By: Karyn Moran Holton  

 

Under the best of circumstances, most people will tell 

you that they're not happy with the way that they look. 

Some of them will only tell you that because they're be-

ing modest, or because one isn't "supposed to" like the 

way one looks, but most will be telling the simple truth: 

We tend to wish that we were taller/shorter/skinnier/

more voluptuous/lighter/darker etc. However, the lupus 

patient usually has more issues with body image than 

the average person--Let's take a look at why, and what 

we can do about it. 

 

One of the classic symptoms of lupus is the red, raised rash on the face, usually on the cheeks, across the bridge 

of the nose, and above the eyes--The infamous "butterfly" rash. This symptom is difficult to miss, and one of the 

things that lupus patients frequently hear is, "What happened to your face?" Yes, there are people who actually 

are that insensitive! Like we don't know that we look this way! (On a particularly bad day, I snapped back to one 

of those oafs, "I have lupus, what's your excuse?" Sigh! Not one of my finer moments!). Oddly enough, some-

times the rash can make you look like you've been out in the sun, and I've often heard people saying in a pleased 

voice, "Oh! You've finally gotten some sun! You look great!" while I'm in the middle of a rotten flare and feel 

completely awful! 

 

Another problem that lupians frequently need to deal with is alopecia, commonly known as hair loss. During a 

flare, we can lose literal handfuls of hair, leaving bald, red, rashy patches on our scalps. In its milder form, hair 

loss can occur in a general way, leaving hair thinner and more brittle. After a flare, the hair can start to grow back 

in a telltale pattern at the hairline. Experienced docs will look for these "lupus hairs" as evidence of a flare in the 

recent past. 

 

Another issue that we commonly have is our weight. Yes, I know that most people have weight issues, but with 

lupus, these problems become more than what "most people" have to deal with! Lupus can cause unexpected and 

uncontrolled weight loss. While most people think that this is a blessing, it isn't. Not when your weight was nor-

mal to begin with and you go down from there, and you can't eat because you're nauseous all the time. Of course, 

unwanted weight loss can lead to a downward spiral regarding your self-image, because it adds to your "sick" ap-

pearance and people frequently say helpful things like, "Why don't you take a vitamin?" and "Have a milkshake 

once in a while--You look awful!" While these comments may be well-meaning, they are decidedly unhelpful!  

 

Conversely, one of the most common treatments for lupus - steroids - can cause severe and sudden weight gain. 

Steroids like prednisone can cause increases in sleepiness and appetite, which is fine if you're a bear in October 

but not so good if you're a person who lives in a "Thin is in!" society! Additionally, long-term use of steroids can 

lead to Cushing's syndrome, which is when fat is redistributed to the face (we call it "moon face"), the upper 

back/shoulder area ("hump back" or "buffalo hump"), and the abdomen, creating a "top heavy" look to the body. 

Yet another side effect of long-term steroid use is an increase of body hair. (Of course, not on top of our heads 

where we want it, but on places like our upper lips, forearms and chins!) Lupus patients can also experience 

edema, or water retention in our hands and feet, causing discomfort ranging from our rings suddenly not fitting to 

severe pain in our legs and feet. 

 

 

 

(continued on p. 14) 

http://www.suite101.com/profile.cfm/scottishgirl
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Body Image and Lupus (continued from pg. 13) 

 

Although all of these problems can be severely detri-

mental to a healthy body image, not all hope is lost. A 

good dermatologist can help a lot with the skin prob-

lems that most of us have. There are topical steroid 

creams that can reduce the worst of the rashes, and 

most dermatologists can recommend special makeups 

(the kind that burn patients can use to help diminish 

the appearance of scars) that can help you feel better 

about going out and about without a veil.   

 

A good beautician can help you with the hair loss 

problems. With the generalized hair loss, the right cut 

and style can do wonders to increase the appearance 

of fullness, and there are great hair care products that 

add bounce and shine back to hair. For the patchy 

kind of alopecia, hair swatches or even full-head wigs 

can be a lifesaver! (By the way, these aren't your 

momma's nylon wigs anymore! There are fabulous 

wigs available that are indistinguishable from a 

healthy head of hair!) "Does she or doesn't she? Only 

her hairdresser knows for sure!"...And that's how it 

should be! 

 

As far as weight issues go, (Pretty far, I'd say!) your 

doctor can best advise you on good nutrition, and 

what kinds of exercise would be best for you. I know 

that we all think our docs have more life-or-death is-

sues to deal with than this, but they are your best re-

source, and can help you to achieve and maintain 

your best weight in a healthy and safe way! If your 

doc isn't comfortable with helping you, ask for a re-

ferral to an excellent nutritionist who is experienced 

in dealing with lupus patients' needs. This will not 

only be good for your self-image, but will aid in 

achieving optimum health, and make you feel better, 

inside and out! 

 

It's certainly nobody's fault that we have lupus, yet 

we feel unhappy and guilty much of the time. A lot of 

how we feel at any given time depends largely on 

how we feel about ourselves at that time. Feeling 

good about our bodies isn't a superficial thing! It is an 

important part of our psyches, and if we start feeling 

better about ourselves, pretty soon we might just start 

feeling better...period! 

 

Read more at Suite101: Body Image and Lupus 

http://www.suite101.com/article.cfm/

lupus/37374/3#ixzz0jgZZvCw5 

Can Caffeine Replace Sleep, To An 

Extent? Can Too Much Caffeine Be 

Dangerous? 
 

Question: Can Caffeine Replace Sleep, To An Extent? Can 

Too Much Caffeine Be Dangerous? I tend to get less sleep 

than other people get, but I make up for it with caffeine. I 

know that after a certain point, this could be bad for me. But 

what about just using a couple of cups in the morning to get 

me going and an afternoon coffee to keep myself alert? Is 

this a problem? 

 

Answer: There are mixed feelings, even among experts, 

when it comes to caffeine. While itôs agreed that too much 

can be detrimental, some experts feel that a moderate 

amount of caffeine can actually be good for you. (See this 

article on caffeine and stress to find out if your level of caf-

feine is good or bad.) That said, thereôs another issue at play 

here: sleep. We often underestimate the importance of sleep, 

or our own need for it, especially if weôre able to mask our 

need for it with drugs like caffeine (yes, it is a drug!), and 

convince ourselves we arenôt really sleep-deprived. How-

ever, studies show that a sleep deficit can be dangerous, and 

can threaten our productivity as well as our health. If your 

coffee is a sleep substitute, you can be depriving yourself of 

something you really need without noticing the ill effects of 

its absence, and there may be long term consequences.  

 

Another potential problem with caffeine is that, in addition 

to helping you get by without the sleep you need and thereby 

lowering your motivation to prioritize your seven or more 

hours a night, caffeine can sabotage quality sleep by interfer-

ing with your bodyôs rhythms and hamper your ability to fall 

and stay asleep. This can become a real problem because it 

can further convince you that you donôt really need as much 

sleep as your body in fact requires, and it prevents you from 

taking advantage of the time to sleep when itôs available. 

 

My recommendation is that you keep your caffeine intake to 

two coffee drinks per day, and donôt consume it past lunch 

time or very early afternoon. Also, itôs very important to 

schedule in enough time for quality sleep so you can regu-

larly average at least seven hours. If you still find yourself in 

need of extra energy, try these natural energy enhancers in 

 
Source:  http://stress.about.com/od/qualitysleep/f/caffeine_sleep.htm 

http://www.suite101.com/article.cfm/lupus/37374/3#ixzz0jgZZvCw5
http://www.suite101.com/article.cfm/lupus/37374/3#ixzz0jgZZvCw5
http://www.suite101.com/article.cfm/lupus/37374/3#ixzz0jgZZvCw5
http://stress.about.com/od/stresshealth/a/caffeine.htm
http://stress.about.com/od/lowstresslifestyle/a/powernap.htm
http://stress.about.com/od/lowstresslifestyle/a/powernap.htm
http://stress.about.com/od/unhealthybehaviors/a/stress_sleep.htm
http://stress.about.com/od/managetimeorganize/a/sleep_energy.htm
http://stress.about.com/od/qualitysleep/f/caffeine_sleep.htm
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Steroids (continued from p. 11) 

 

Steroids come in varying forms, depending on the reason and 

strength that they are needed. You can use topical creams directly 

on lupus rashes, take a daily oral pill, receive intramuscular injec-

tions, or even get them directly injected into affected joints. Some 

common types are:  

 

Prednisone - This is a pill that comes in varying strengths from 1 

mg to 50mg. You can take them once or twice a day, or every 

other day, depending on your symptoms and prescription. This is 

probably the most common form of steroid therapy for lupies be-

cause we can administer it ourselves at home, without the need for 

a nurse or doctor. 

DesOwen - This is a topical corticosteroid commonly used on lupus rashes. It's available as a cream, oint-

ment or lotion, depending on the area needing treatment. While you can avoid some of the systemic side ef-

fects that come with other types of steroids, topical meds can carry other risks you should know about, like 

hypopigmentation (lightening of the skin), burning, irritation or dryness. Check with your physician to see if 

this type of medication might help you lower or eliminate the need for oral steroids. 

 

Depo-Medrol - This is an intramuscular injection, given in the gluteus or the deltoid. (Backside or arm) It 

lasts longer than an equivalent dose of oral medication, but has to be administered by a healthcare profes-

sional, which means either home health care or a doctor's office visit. 

There is also an intravenous variation of Depo-Medrol. Also known as Solu-Medrol, it works immediately, 

and can last a week. Because of its fast onset of action, it's the preferred method of administering steroids to 

people with adrenal insufficiency. However, because of the need for IV access, at least an outpatient hospital 

admission is usually necessary. (Unless you have a portacath or other permanent IV access, in which case it 

can be given by a nurse at home.)  

 

It's important for anyone undergoing corticosteroid therapy to discuss any questions or concerns with her 

physician both before and during the therapy. As tempting as it might be for the experienced lupie to 

"juggle" her own doses, it's a very risky proposition, and it's better to talk honestly with your docs in order to 

avoid a dangerous situation. Remember that you're always better off knowing more about your available 

treatments, and that knowledge is power. Get the information that you need to be an informed patient advo-

cate for yourself! 

Read more at Suite101: Steroids...Love 'em, Hate 'em! http://www.suite101.com/article.cfm/

lupus/94493/2#ixzz0jgbsdhZR 

For a current list of medications including steroids frequently used as part of the treatment 

plan for lupus patients, visit our website and review the brochureðDrugs Used to 

Treat  LupusðYou will find this brochure very resourceful on the various types  

of steroids.  

http://www.suite101.com/article.cfm/lupus/94493/2#ixzz0jgbsdhZR
http://www.suite101.com/article.cfm/lupus/94493/2#ixzz0jgbsdhZR
http://www.suite101.com/article.cfm/lupus/94493/2#ixzz0jgbsdhZR
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 Happy Birthday to all our  

May and June Members!! 

 
May:  
 
 
 
 
 
 
 
 
 
 
 
 
 
June:  

 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

 
If your name is not listed and it is your birthday, 
then we do not have your birthday in our records,  

please call us and let us know. 
 

MEMORIALS 

 

 

In Memory Of:  Jeannie Lash 

Received from: Dorothy Reese 

 

Should you or someone you know wish to send a 

donation in memory of a loved one, please com-

plete the form on page 16 and return the form 

along with your donation to our  

Pensacola office.  

 
DONATIONS 

 

Mendel Beuhler 

Pete s Marine Repair Service 

Give with Liberty Employee  Donations 

Dr. Nancy Morris 

 

 

 

 

 

 
 

We are looking for several volunteers who 
can distribute memorial cards to local        
funeral homes and following up with         

funeral home directors on the need for  
more cards.  If this volunteer opportunity is 
something you would like to do to help out 
your LUPUS SUPPORT NETWORK, then 
please contact us so we can get you started 

in your area.   

Sharon Myers 

Chinlin Ngo 

Aetna Barrington 

Martha . Maddox 

Marianne Lunstrum 

Kelly Perkins 

Sheila Farmer 

Carlisa Cooper-Harris 

Lois Rudolph 

Martha Robrecht 

Diane L. Palumbo 

Linda Williams 

Ella Ruth Young 

Jean Campbell 

June Busic 

Mary Joiner 

Shirley Spears 

Carol Davis 

Kathy Shook 

Machelle Mason 

Ann Knight 

Kelby  Mathews-Wheless 

Charles Zarlenga 

Pat Hengstebeck 

Rosa Deloras Campbell 

Theresa Wilson 

Rhonda Cobb 

Hifumi Gauspohl 

Barbara Stokes 

Eunice Dahn 

Carolyn Harrelson 

Linda G. McWilliams 

Ellen Sue Marshall 

Cindy Fernald 

Virginia Lynn 

Velma Knight 
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We are no longer sending postcard reminders via U.S. Mail of our monthly support groups.  

Please make a note of the support group that is most convenient to you and plan to visit us each 

month.  The support groups are going strong in MOBILE, PENSACOLA, BREWTON and TAL-

LAHASSEE.  Even if you are feeling well, come join us anyway as you may be the person some-

one else really needs.   

 

We are sending reminders of the meetings via email, if you have not received an email reminder 

of the support group that you normally visit, please take a minute and give us a call at 1-800-458-

8211 or email Anna at anna@thelupussupportnetwork.org and let us know your current email ad-

dress, so you can be sure to get the electronic reminder each month of the support group.  

 

The  current support groups, times and locations are below.  You may want to post this page of 

our newsletter somewhere close to use as a reminder of our meetings.  

 

Mobile     

USA Womenôs & Childrenôs Hospital   

3rd Thursday of every month at 12 noon  

 

Pensacola     

The Lupus Support Network Office 

4th Saturday of every month at 11 am  

 

Tallahassee   
Broadview Assisted Living Facility  

3rd Saturday at 10 am 

 

Brewton 

McMillian Hospital 

2nd Wednesday of every month at 11 am 
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Retrieved from: http://EzineArticles.com/?expert=Cate_Ferguson  

How to Journal - (continued from page 6) 

 

¶ Learn from others: So many times at the beginning of 

my journaling adventure I longed to peek inside the 

pages of other peoples journals. What did they do? How 

did they do it? I was fortunate that some of my friends 

were willing to share some of their pages with me and I 

was introduced to the idea of drawing and painting and 

collage and color and doodles in addition to the words 

which I was writing. This immediately reminded me of 

the newspaper cuttings, pressed flowers and pictures I 

have always found inside the pages of old books and 

this idea of adding such visual texture to my journal was 

so enticing I began right away. I am so grateful to my 

dear friends for opening my eyes to these new possibili-

ties. 

 

There are many reasons to keep a journal. If you really are 

concerned that you don't know how to journal, there are 

many sources of inspiration and motivation if only you will 

open your eyes and your heart to them. I have recently dis-

covered many books on the subject as well as a number of 

inspiring examples that have been posted in the Internet. 

Use these resources if you feel stuck or lacking inspiration 

and I'm sure it won't be very long before you are enjoying 

keeping a journal of your days, your dreams, successes and 

triumphs. 

Summer with Flair - Not Flare (continued from p. 10) 

Donôt underestimate the energy-saving power of paper plates and plastic cutlery, either! One of 

my kidsô favorite things is when we have ñBreakfast for Dinner." Toast some waffles, micro-

wave some bacon and put orange slices on the table and...Voila! We also make a game of it by 

pretending that weôre getting ready for the day by asking each other how we slept and what 

weôre going to do ñthis morning." (It helps that my kids are 6, 2 and 1 ï Teenagers would proba-

bly have me locked up by now.) ·  Pacing, Pacing, Pacing! 

I may have mentioned this before (grin) but knowing when to say ñwhenò is important. Overdoing it can be the 

fastest road to a flare. 

 

Instead of cooking for 15 people for a holiday weekend, host a potluck backyard meal. Have everyone contribute 

something like a casserole, corn-on-the-cob or some fried chicken. (Your food contribution can be a couple of 

cans of baked beans poured into a crock pot.) It doesnôt have to be boring, either! Tell everyone to wear their best 

retro gear and turn it into a ñBrady Bunch Barbequeò! Throw on your ñBest of the ó60s and ó70sò CD and every-

one will remember the great time they had and not the fact that you didnôt have to wash up!  

 

Summertime can be tough on lupies. It can also be a time for lemonade on a shady porch, the sound of children 

laughing under a sprinkler and the taste of ice-cold watermelon on your tongue. Make the most of your summer 

by avoiding a flare and doing what you can to keep yourself well! Whatever you do, take care of you! 

 

Source: Summer With Flair, Not Flare! http://www.suite101.com/article.cfm/lupus/70299/3#ixzz0jgbLOgic 

http://ezinearticles.com/?expert=Cate_Ferguson
http://www.suite101.com/article.cfm/lupus/70299/3#ixzz0jgbLOgic
http://www.suite101.com/article.cfm/lupus/70299/3#ixzz0jgbLOgic
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New & Renewed Members 

The membership list of the  Lupus Support Network is confidential & is not sold or given to any third party.  Names are 
published in the newsletter only after a member has given  permission to do so.  PLEASE-- allow time for your name to be 

published, it may not appear directly after payment. The newsletter is published bi-monthly &  
is at printers, being sorted & labeled weeks before being mailed. 

 

 

New Membership*: 
 

Shirley Jacobson  Stephanie Cheng 
Nancy Cofield   Ann Knight 
Alninak Abdeighany  Carlisa Cooper-Harris  
Tina Corzine   Diana Miller  
    

(2 remaining anonymous) 
 

Renewing Members*: 
Mary Jackson   Herb & Mary Lou Frashuer 
Bob & Marge Kempfer  Alice & Odie Eddins 
Martha Naoum-Ruben  Ida Ake 
Dee Soben   Shirley White 
Jason & Cheryl Tew  Peggy Gray 
Pearl Hartley   Sue Daws 
June Busic   Ann Montabana 
Terry & Marilyn Alexander Virgie Alexander 
Tonya McElroy Stallworth Rebecca Eckford 
Candy McMillan   Bob & Marge Kempfer 
 

(2 remaining anonymous) 

 
**PLEASE remember to renew your membership.  Your  

membership dues & any donations we receive are needed more 
than ever to help us continue our mission. 

  
We encourage everyone to recruit their family & friends to joinäif 
you need information or membership applications to hand out-call 
the office and we will mail them to you or the potential member. 

  Together we can make a difference!!  
 

 Just think with over 300 membersäif each person recruited one 
new memberäwe would double our åvoicesæ in spreading the word 

about lupus! 
  

We are continuously updating our recordsäplease call or email 
us and let us know the original date you joined the Lupus  

Support Network & your BirthdayäThanks!  
  email: info@lupuspensacola.com 

 

Apply for membership today.  If you cannot afford the 

cost, please contact us. We offer complimentary mem-

berships to those who qualify.  Show us your support 

and be a member by joining our ñfightò today!! 

Different membership levels are available.  

See page 28 for an application. 

 

 

Psychotherapy Can Help People 

With Lupus Cope 

After 10 sessions, anxiety, depression and stress 

lessened, researchers say  

TUESDAY, March 9 

(HealthDay News) -- Psy-

chotherapy helps cut the 

incidence of psychological 

woes in patients with lupus 

who have high levels of 

daily stress, a new study 

finds. 

The treatment also helps 

these patients improve and 

maintain their quality of life, according to a new 

Spanish study. 

 

The research included 45 patients randomly as-

signed to a control group or to a therapy group. 

Each received 10 weekly sessions of cognitive be-

havioral therapy (CBT). 

 

By the end of the study, the patients in the therapy 

group had significantly reduced levels of depres-

sion, anxiety and daily stress -- along with signifi-

cant improvement in quality of life -- compared to 

those in the control group. 

 

However, the patients in the therapy group didn't 

show any significant reduction in lupus disease ac-

tivity, said the Spanish researchers. The study was 

led by N. Navarrete-Navarrete of the University 

Hospital Virgen de Las Nieves, and was recently 

published in the journal Psychotherapy and Psy-

chosomatics. 

 

SOURCE: Psychotherapy and Psychosomatics, 

news release, March 3, 2010  

Copyright © 2010 HealthDay. All rights reserved. 

http://www.healthday.com/
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Should I Keep a Pain Journal? 
By Erica Jacques, About.com Guide 

January 06, 2010 

 

Question: Should I Keep a Pain Journal? 

 

Answer: Keeping a pain journal is a worthwhile way to learn how best to manage your pain. 

A pain journal is where you write down everything relating to your chronic pain -- what kind of pain you have, 

what level of pain you are experiencing, what you were doing when you were in pain and so on. 

What exactly do you log in a pain journal? Everybody uses their journal differently, but most practitioners advise 

including the following: 

 

Pain scale rating -- Most pain scales use the 0-10 rating system, with 0 representing no pain and 10 representing 

the worst imaginable pain. Your pain will usually fall somewhere in between. 
 

¶ Pain descriptor words -- Is your pain burning? Tingling? Pulsating? Using pain descriptor words in your 

journal can help you track changes and patterns in your pain quality. It can also help doctors pinpoint your type of 

pain. 
 

¶ Time of day -- Do you hurt more in the morning or the evening? How are your afternoons? 
 

What you are doing when your pain begins -- Did you just get out of bed, or had you been sitting for awhile 

when your pain started? Write down how you feel after activities, such as walking the dog or playing with the 

kids, as well. 

§ This information is useful both for you and your doctor. It can be turned to help identify patterns of pain, such 

as time of day or level of stress, or pain triggers, such as certain activities. A pain journal can also show what 

doesnôt increase your pain, which can help you make better decisions about how you spend your day. At the 

very least, it can be a good reference when memory doesn't serve you (for example, if you're not sure how to 

answer when your doctor asks if your pain is worse after lunch. 

 

§ Donôt feel restricted to the categories above. You can also include what you eat, what you drink and how you 

feel mentally when you are in pain.  
 

Retrieved from: http://pain.about.com/od/livingwithchronicpain/a/living_with_cp.htm 

http://pain.about.com/bio/Erica-Jacques-55017.htm
http://pain.about.com/od/whatischronicpain/a/what_is_cp.htm
http://pain.about.com/od/testingdiagnosis/a/pain_scales.htm
http://pain.about.com/od/livingwithchronicpain/a/relaxation.htm
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The following pages have a few samples of different types of journaling from the basic 

thoughts journal entries, to recording mood changes and recording daily pain.  These sam-

ples are just a few ways that journaling can be advantages.  

The Lupus Support Network has a Personal Health Journal 

that was created by our Executive Director, Wanda 

Argersinger.  The Personal Health Journal is unique in that it 

was developed by a lupus patient for lupus patients, but can 

really be advantageous to anyone suffering from a chronic 

illness.  The Journal is sold by us for $15.00 with inserts 

available for $7.50.  You can keep using this hardbound jour-

nal year after year by simply inserting another insert for the 

next year.  For more information on the MY PERSONAL 

HEALTH JOURNAL contact our office at 1-800-458-8211 

or email us at questions@thelupussupportnetwork.org.   

 

 

 

Other great sources for journal pages are listed below.  Some of these are done online and 

after inserting the data, you can see charts and graphs that can help you communicate with 

your physician more effectively and some have unique templates that you can use.    

 

§ http://office.microsoft.com/en-us/templates/CT101441201033.aspx  

§ http://www.bellaonline.com/subjects/7420.asp 

§ http://sobolstones.com/diary/index.cfm 

§ http://www.my-diary.org/ 

§ http://www.mytherapyjournal.com/ 

§ http://painstats.com/frontpage 

§ http://www.medhelp.org/landing_pages/show/12 

 

Journaling can be the  answer to  not 

only understanding your illness but also 

communicating with your physicians and 

others more effectively.  
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Date:   Date: 
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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  __Canôt Afford Your Medicine 

__Diet and Lupus   __Drug Induced Lupus __Drugs Used to Treat Lupus 

__Fibromyalgia Basics             __Fibromyalgia Booklet __Childrenôs 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 

__Raynaudôs Phenomenon  __Schleroderma  __Sjogrenôs 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 Patientôs 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/$7.75 

___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 Womenôs 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-2xl) 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.  

 

National Lupus Awareness Month 

May is National Lupus Awareness Month! Systemic lupus erythematosus 

(SLE), or lupus as it's more commonly known, is an auto-immune disease that 

afflicts around 1.5 million Americans. Because lupus is difficult to diagnose and not many are familiar with the condition, 

the Lupus Support Network declared May National Lupus Awareness Month in 2008 to raise consciousness of the disease 

and let people know ways they could get involved to help. With 16,000 new cases reported each year in the United States 

alone, it is becoming increasingly important to raise awareness about Lupus.  You can help raise awareness with some of 

our awareness items such as our silicone wristband and car magnets.  Order your supply of awareness materials today and 

spread the word about lupus to everyone you talk to during the month of May. 
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A Memorial Donation  
 

to honor 
 

 

____________________________________ 

(Please Print Name of Recipient) 
 

Given by 
 

Name: __________________________________ 

 

Address: ________________________________ 

 

City: ______________ St.: ____  Zip:__________ 
 

In the amount of 

$  _________________ 

Send acknowledgment to 
 

Name: __________________________________ 

 

Address: ________________________________ 

 

City: ______________ St.: ____  Zip: ________ 

 

Relationship: ____________________________ 

 

Giving a memorial donation is a meaningful way of 
doing something special to reach out and help 
others, and  unlike flowers, a memorial lasts forever.  
Please consider a memorial donation to the Lupus 
Support Network, Inc. as a special way of 
remembering or honoring a friend or loved one. 

 

Make checks payable to:  

  Lupus Support Network, Inc. 

 

Mail to: 

 

Lupus Support 

Network , Inc. 

P.O. Box 17841 

Pensacola, FL  

32522 

 

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: 
 

 Single - $20   Family- $25 

 Supporting - $30       Sponsor - $50 
 

Patron - $100        

                   

   Do not publish my name in the newsletter               

  

 New  Renew  Gift 
 

Name: _____________________________________ 
 

Address: ____________________________________ 
 

City: __________________ St.: ____  Zip: ________ 
 

County: ________________ Phone: _____________  
 

Fax: _______________ E-mail: _________________ 
 

Date of Birth:_______________ 
 

 

Lupus Patient:           Yes        No 
 
 
 

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

 

If giving a gift membership, please fill in the recipientôs  

 
Name: _______________________________________ 
 

Address: _____________________________________ 
 

City:________________  St.: ____  Zip: ___________ 
 

County: ______________  Phone: ________________  
 

Fax: _______________  E-mail: __________________ 
 

Date of Birth:________________ 

 

Make checks payable to Lupus Support Network 
 

Each member will receive a  membership card,  vehicle 

awareness magnet, The Lupus News and educational printed 

materials distributed through support group meetings, by coming 

into the office, or by calling and requesting information  

to be sent to you. 

 
(The Lupus Support Network , Inc. is a tax deductible, non-profit, 

charitable organization.) 
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Sun Mon Tue Wed Thu Fri Sat 
      2 

2 3 4 5 6 7 8 

9 
Motherôs 

Day 

10 
Womenôs Health 
Week Begins 

11 12 
 

13 14 15 

16 17 18 19 20 21 22 

 

23 24 25 26 27 
Board Mtg. 

28 29 

30 31 Memorial Day 

Office Closed 
     

       

May, 2010 

Sun Mon Tue Wed Thu Fri Sat 
   1 2 3 4 5 

6 7 8 9 

Brewton Support 

Group 

10 11 12 

13 14 Flag Day 

 

15 16 17 18 19 

 

20 

Fatherôs Day 

21 22 23 24 25 26 

27 28 29 30    

       

     June, 2010   

Lupus Support Network, Inc. 

850-478-8107 

   Happy Birthday to all our  

     May Members!! 

 Happy Birthday to all our 

June Members!!!! 
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Saturday, September 18, 2010 

 
DOGWOOD HILLS MUNICIPAL GOLF COURSE  

BREWTON, ALABAMA  
For details call 1-800-458-8211 or (850) 478-8107  

or email anna@thelupussupportnetwork.org  

 

FOUR MAN TEAM  18 HOLE SCRAMBLE 

GOLD SPONSOR - $300.00 
Includes company name or logo predominately displayed on number 1 tee box and hole of your 

choice; being announced in the local media prior to the even and after with a picture of the win-

ning team; and one foursome. 

 

HOLE SPONSOR - $100.00 
Includes sign on tee box of your choice   

 

DOOR PRIZES - Will be given away at the end of the tournament.  The name of the busi-

ness will be announced before each drawing 

 

Make checks payable to THE LUPUS SUPPORT NETWORK 

 

Business Name: _________________________________________________________ 

 

Contact Name: __________________________________________________________ 

 

Address: _______________________________________________________________ 

 

Phone: _____________________________Email: ______________________________ 

 

Donation Amount (check one): _______Gold __________Hole  _______Door Prize 

 

Sponsored Hole Number (2 thru 18):__________________________________________ 

 

Door Prize: ______________________________________________________________ 


