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In Search of Normal 
Do you ever feel abnormal? Maybe not all the time but in 

certain situations, circumstances or places? Or perhaps in the 

middle of a particular conversation? Kind of like you don‘t 

really fit in? Not necessarily better or worse than anyone else, 

just a bit different on some level? And not massively 

dysfunctional in some deeply tragic kind of way, but just a 

couple of steps left of normal. But then maybe a couple of 

steps to the left (of everyone else) is your normal. Maybe 

that‘s exactly where you should be. Perhaps that‘s where 

you‘re happiest and most productive. 

 

Who Makes the ‘Normal’ Rules? 
Who determines what normal is anyway? Is it the majority? 

Is it a conscious process or does it just happen incidentally? 

Is it strategic and logical, or is it simply a byproduct of how most of us do 

things? Do we need to be normal to be happy, fulfilled, functional and 

effective? Does normal necessarily equate to ‗right‘, or is it merely a 

reflection of typical group behaviour, accepted standards and consensual 

thinking? Twenty years ago it was normal to sit in a restaurant and blow 

cigarette smoke all over your friends. These days it‘s not only an 

unacceptable social faux pas but where I live, it‘s illegal! So I guess normal 

changes over time. Just think acid wash jeans, skinny leather ties and 

platform shoes. Eventually normal becomes abnormal. Strange even. Once 

upon a time Elvis was considered to be immoral, provocative and sexually 

explicit for gyrating his fully clad hips at his audience. I wonder how the 

Pussycat Dolls of 2008 would have been received in 1958? 
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Message From The Executive Director . . .  

I Just Want To Feel Normal Again  

 
Have you ever heard a lupus patient say - I just want to feel normal again? Have you 

ever said that? I know I have, more times than I care to admit. But lately I‘ve been 

struggling with trying to find out just what exactly MY NORMAL IS. It seems with all the changes a lupus patient 

has to deal with, their normal is constantly changing. And then, just when you think you have it figured out - a 

flare hits and normal is moved on you – out of range, out of sight once again. 

I hear people speak about their pain, how they have been in pain for a couple days. I just smile and walk away – 

my normal is a life with pain every day.  Some days, normal for me, involves a lot more pain than on other days. 

Some days my appetite allows me to eat three meals a day. Some days it allows me to eat very little. Some days I 

am plagued with headaches. Some weeks I am plagued with headaches. All of these are normal in my life of be-

ing a lupus patient. 

 

Normal for me, means taking hands full of medication every day. Normal also means doctor‘s appointments, lots 

of them. And not just one doctor, it means family practitioner, rheumatologist, gastroenterologist, dermatologist, 

pulmonologist, cardiologist, pain management specialist, opthomologist and some other ologists I can‘t remem-

ber. Normal also means I have a very bad memory. 

Recently I had a bad flare that landed me in bed for 6 days. On the 7th day I got out of bed for 2 reasons: 1) I was 

afraid that if I didn‘t get out of bed, even if it was just to sit on the couch, that I would die in bed; 2) I didn‘t want 

being in bed to become my normal. But during these days in bed I found myself saying I just want to feel normal 

again. 

 

Each day I am regaining strength and each day I can work a little longer. But I live with the fear that if I overdo it 

I will bring the flare back in to my life. So my new normal now involves living with fear – something I have 

never been used to and only now am accepting as a part of my new normal. It is a normal I am not at all used to 

or comfortable with. There are things I used to do like read and write every day. Since the flare I have not had the 

passion or the energy to do either one of these things. So, for the time being, my normal does not involve reading 

and writing on a daily basis. That is not what I thought was normal for me, but it is the current normal I am being 

forced to live with. 

 

I have learned many things due to this last flare in my illness, but the most compelling thing is that I have learned 

to question what NORMAL is. My normal is probably not what your normal is. And yours will not be the same 

as another person‘s normal. Even people who live without lupus have different normals. So when I say ―I Just 

Want To Feel Normal Again,” I‘m not sure I know what I‘m talking about - I no longer know what normal is. 

Perhaps a better choice of words would be, I just want to feel 

the way I used to feel, or, I just want to feel like me again. 

 

At one of the support groups I facilitate there is a lot of discus-

sion about lab tests, values, new findings, etc., etc. And even 

more discussion about all of these things being abnormal. Per-

haps that‘s true. But it‘s just as possible that these values are 

the normal for the person being tested. 

 

If you find it difficult to find out what normal is, don‘t worry. 

Stop focusing on what you see as ―not normal´. Instead view 

yourself as an individual with your own version of normal. 

Everyone‘s normal is different, and in actuality, there is no nor-

mal when it comes to how we feel. Normal is ever changing, and is unique to the individual it belongs to. 
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President’s Message  . . .  

Greetings to those of you I haven't met in  
person- I am very blessed to have this  
opportunity to serve the Lupus Support  
Network! 
 
A little about my background:  I'm a graduate of 
Florida State University with a Community 
Health degree, focus on health programs and 
epidemiology.  I have seven years experience as 
an EMT, Paramedic, and EMS Administrator.  I 
retired in 2007 from 20 years with the  
Department of Justice, Bureau of Prisons, 
bringing with me extensive experience in 
public and media relations, and professional  
instructor training. 
 
Kristie (my wife) was diagnosed with SLE in 
1995.  She and I have  facilitated the Pensacola 
Lupus Support Group since about 2000, and, 
additionally, Kristie has served on the Board for 
several years.  With your support, ideas, and 
love, our journey continues... 
 
In life, events occur that prepare us for the  
journey.  We do not know it at the time, but, 
when we look back, it makes sense. No one asks 
for  a chronic illness; the measure of a person is 
not based on whether 
bad things happen, but 
how we rise to the 
challenge. 
 
I look forward to this 
new challenge, and 
will work with the 
Board to support 
Wanda, Anna, and the 
members of our LSN 
in the coming year. 
 
Sincerely, 
 
David Fagan 
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National Fatigue Survey Launched 

by The Fatigue Management Institute 

The National Chronic Fatigue Survey, an internet-based survey of fatigue related to chronic illness, has been 

launched by the Fatigue Management Institute of Florida Institute of Technology.  The survey is designed to gather 

information on the nature and impact of fatigue associated with chronic medical disorders.  The survey findings 

will be used to better describe the experience and severity of fatigue related to chronic medical conditions and will 

contribute to the development of improved techniques for managing fatigue.  
The Survey is open to adults with a chronic medical condition, can be completed anonymously, and can be 
accessed at: 

http://research.fit.edu/fmi 
Survey closes in January, 2010….submit your survey today! 

Epidemiology of Osteoporosis in Women with Lupus. Osteoporosis is a condition 
which can result in poor posture and an increased risk of bone fracture because of 
loss of bone density (strength of bones). (IRB #408-010, -001, -004) 

Purpose To determine any risks of osteoporosis due to lupus. 

Status 
Currently recruiting adult women participants with and without systemic lu-
pus..  To date, over 200 women with and over 140 women without lupus 

have been enrolled. 

Sponsors 
 NIH / NIAMS 

 Arthritis Foundation 

 Arthritis Foundation - Greater Chicago Chapter  

Participant Procedures 

 bone density scans 

 nutritional advice 

 counseling on osteoporosis risk reduction 

 researcher observation 

Risks 

For each bone density scan, your exposure to radiation will be approximately 

25% that of a standard chest x-ray if you are pre-menopausal and 12.5% if 
you are post-menopausal. 
The potential hazards of drawing blood include a bruise at the site of vein 
puncture, inflammation of the vein and infection; care will be taken to avoid 

these complications. 

http://research.fit.edu/fmi
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The Normal Myth (continued) 

A Snapshot of Normal. 
If we took an objective, un-emotional look at all the 

‗normality‘ around us, we might conclude that normal 

equals massive personal debt, broken and damaged re-

lationships, unfulfilled careers, wasted talent, grumpy 

people constantly hurrying to nowhere in particular and 

a propensity to medicate with more and more drugs for 

an ever-increasing range of medical issues. And I guess 

if we chubby Aussies and Americans continue on our 

current health trajectory then pretty soon anyone who‘s 

not fat will be abnormal. There‘s a thought. That‘s a 

normal I don‘t really want. As I write this sentence, 

normal is seeming less and less attractive to me. 

 

It all Depends what Building You’re in. 
If I‘m at a pentecostal church and 

I‘m singing about Jesus with my 

arms in the air, then I‘m normal 

(in that environment). If I walk 

into the bowling alley next door 

and do the same thing, I‘m a freak. 

A weirdo. Conversely, if I walk 

back into that same church wear-

ing a pair of those weird-ass bowl-

ing shoes, I might be put into the 

abnormal basket. So maybe nor-

mal is an environmental thing. Perhaps it‘s a perspec-

tive thing. An attitude thing. A situational thing. A be-

lief thing. An expectation thing. 

―You‘re not expected to behave that way in this envi-

ronment/situation, therefore, you‘re abnormal….‖ 

In some ways it‘s a dilemma because on the one hand 

we want to fit in (be seen as normal, part of the group), 

but at the same time, normal doesn‘t necessarily corre-

late with happiness or success. And of course, we all 

want both of those. That‘s not to say that abnormal nec-

essarily equates to nirvana either. So what to do? 

 

Maybe it’s a Myth? 
Maybe normal doesn‘t really exist. In a universal sense 

anyway. Come to think about it, we all create our own 

normal don‘t we? There is no globally accepted stan-

dard is there? Much of what is normal where I live 

(Melbourne, Australia) would be perceived as strange 

in another country or culture. Much of what is normal 

in my life would be abnormal in someone else‘s world. 

I‘ve been told many times that I‘m not normal because 

I‘ve never consumed alcohol and I‘ve never been 

drunk. Apparently my alcohol-avoidance is bordering 

on un-Australian. Unmanly perhaps. Aussies have an 

international reputation for being big consumers of al-

cohol. Wow, what a less-than-desirable accolade. I‘ve  

even had my sexuality questioned because I don‘t 

drink beer. Apparently there‘s a correlation between 

sexual orientation and beer consumption and I have 

been unaware of it. I must have missed that research 

paper. Or maybe my dad forgot to teach me. When it 

comes to not putting alcohol in my body, I‘m happy 

with my abnormality. And my sexuality. 

 

Abnormally Single 
Then there‘s the being single thing. Being in my forties 

and unmarried is clearly a testament to my abnormal-

ity. People are always interrogating me in an attempt to 

discover exactly what‘s wrong with me. Gotta be 

something. Under all that self-help crap you‘re really a 

weirdo aren‘t you!! In many ways they are right; I am 

abnormal and interestingly, I‘m not offended by their 

perspective. I understand why they have that attitude/

belief. After all, the vast majority of blokes my age are 

married or have been married. Growing up in Australia 

(and most places), it‘s never “if you get married”, it‘s 

always “when you get married.” Because that‘s what 

the normal people do. Unmarried men in their forties 

must have something wrong with them; that‘s why 

they‘re not married. That‘s the rule. Unwritten of 

course, but it is the rule. Just ask any normal person. 

Society‘s normal is… marriage. And now one of our 

new ‗normals‘ is… divorce. It wasn‘t once, but it is 

now. Expected almost. That‘s a sad normal. Normal, 

like everything else, is dynamic; constantly changing 

and evolving. 

As a student of life and a keen observer of humanity, I 

find it sad to see so many people trying to be normal at 

the expense of being themselves. Sometimes the cost 

of assimilation is happiness. Sometimes the cost is our 

identity. If you‘re like me and happen to feel a little 

abnormal from time to time (or maybe all of the time), 

then take heart, your abnormality might just be your 

greatest asset. 

So next time you‘re feeling a bit different, celebrate it 

rather than stress about it. And now that you know nor-

mal doesn‘t actually exist, you have nothing to worry 

about anyway. And even if it did exist, you wouldn‘t 

wanna be part of it. Because if you were, you‘d just be 

like the others. 

And then how would we find you? 

http://www.craigharper.com.au/philosophical-spiritual/

the-normal-myth/  

http://www.craigharper.com.au/philosophical-spiritual/the-normal-myth/
http://www.craigharper.com.au/philosophical-spiritual/the-normal-myth/
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Psychological Complications of Chronic Illness  

Growing up is a stressful developmental process even for physically healthy 

children and teens. Chronic illness further complicates normal development. 

The chronic disorder, treatment requirements, hospitalization, and surgery 

(when necessary) all intensify concerns about physical appearance, interfere 

with the process of gaining independence, and disrupt changing relationships 

with parents and friends. Also, adolescent developmental issues complicate a 

teen‘s transition toward taking responsibility for managing their illness and 

learning to comply with recommended treatment.  

Developmental complications of chronic illness:  

Children and adolescents who are faced with acute or chronic illness are more 

likely to experience increased concerns and fears when their illness or health-

Body Image Issues  

Children are establishing their identities as individuals and adolescents are normally focused on the physical changes 

occurring in their bodies. Chronic illness intensifies these concerns with fears or distortions related to the illness 

(such as fearing a surgical scar will interfere with physical attractiveness or the ability to wear certain clothes).  

Encourage children and adolescents to share their concerns related to their bodies and how they may be af-

fected by their illness or treatment.  

Inform children and adolescents using age-appropriate terms, about anticipated physical effects of medica-

tions and treatment. Encourage discussion about ways to reduce or cope with the effects.  

Developing Independence  

Chronic illness frequently interferes with a child's or adolescent‘s comfort in becoming less dependent on parents. 

Parents of chronically ill children and adolescents often are more resistant to their efforts to act independently. 

Some ways to address the conflict between normal development of independence, while still addressing health-

care needs of the chronic illness include the following:  

Involve children and adolescents in health-related discussions (i.e., current concerns about their illness, treat-

ment choices).  

Teach children and adolescents self-care skills related to their illness as they show they can be responsible for 

their own care.  

Encourage children and adolescents to monitor and manage their own treatment needs as much as possible.  

Encourage the development of coping skills to address problems or concerns that might arise related to their 

illness.  

                      Continued on page 19 
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Before we can write about specific behavioral disorders, we must define 'abnormal'.  

And what is normal behavior?  The following criteria are used to determine whether a persons be-

havior is abnormal or not: 

1.    Deviation from statistical norms;the word 

abnormal means 'away from the norm'. Many 

population facts are measured such as height, 

weight and intelligence. Most of the people fall 

within the middle range of intelligence, but a few 

are abnormally stupid. But according to this defi-

nition, a person who is extremely intelligent 

would be classified as abnormal. Thus in defin-

ing abnormal behavior we must consider more. 

2.   Deviation from social norms; every vulture 

has certain standards for acceptable behavior; be-

havior that deviates from that standard is consid-

ered to be abnormal behavior. But those standards 

can change with time and vary from one society to 

another. 

3.   Maladaptiveness of behavior; this third criterium is 

how the behavior affects the well-being of the individual 

and/or social group. Examples are a man who attempts 

suicide, an alcoholic who drinks so heavily that he or she 

cannot keep a job or a paranoid individual who tries to 

assasinate national leaders. 

4.     Personal distress; the fourth criterium considers 

abnormality in terms of the individual's subjective 

feelings, personal distress, rather than his behavior. 

Most people diagnosed as 'mentally ill' feel miserable, 

anxious, depressed and may suffer from insomnia. In 

the type of abnormality called neurosis, personal dis-

tress may be the only symptom, because the individ-

ual's behavior seems normal. 

None of these definitions provides a complete description of abnormal behavior. The legal definition of 

abnormality declares a person insane when he is not able to judge between right and wrong, but this     

criterium is not used by psychologists.  

Source: ThinkQuest Team  
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Welcome to our 

Children’s Corner: 
 

 
 

 

Since your last birthday, a lot of things have 

changed. For one, you're much smarter than 

you were last year. That's obvious. 

But there might have been some other 

changes — ones that you weren't ready for. 

Perhaps you've sprouted several inches 

above everyone else in class. Or maybe they all did the sprouting and you feel too short. Maybe you haven't gained a pound and 

you feel like a feather on the seesaw, or maybe you can't fit into your favorite pair of jeans. And now you're looking in the mir-

ror, thinking only one thing: Am I normal? 

Everybody's Different 

First of all, what's normal? There's no one normal. Otherwise, the world would be full of a lot of abnormal people! The next time 

you go to the mall, take a look around. You'll see tall people, short people, and people with broad shoulders, little feet, big stom-

achs, long fingers, stubby legs, and skinny arms … you get the idea. You can change your hairstyle or put on a new hat, but the 

way you look isn't entirely under your control. Your looks were largely determined by your parents. When your parents created 

you, they passed on their genes — a kind of special code — and those genes helped to decide your size and shape, your eye 

color and hair texture, even whether you have freckles. 

Small or Tall 

Height is just one of the thousands of features your genes decide. In fact, because you have two parents, your genes act like a 

referee, giving you a height that usually lands somewhere between the height of each parent. If both your parents are tall, then 

most likely you will be tall, too, but if you have questions about how tall you're going to be, ask your doctor if he or she can help 

you figure it out.  But genes don't decide everything. For example, eating an unhealthy diet can keep you from growing to your 

full potential. Getting plenty of sleep, enough exercise, and nutrients will help you grow just like you should. No doubt you're 

wondering how fast you should grow. It depends. There's no perfect or right amount. On average, kids grow about 2 inches (6 

centimeters) a year between age 3 and when they start puberty (when your body starts changing and becoming more grown up). 

Your doctor will know how your growth has been going over the years. Two centimeters here and 2 inches there are not nearly 

as important as the height you're at now, how you've been growing up to this point, and what other changes your body may be 

going through. 

Growth Spurts 

Don't be scared if you seem to have grown a lot in a very short time. Everyone has a growth spurt during puberty. The average age 

for starting puberty is about 10 for girls and about 11 for boys. But it can be earlier or later — between 7 and 13 for girls and 9 and 

15 for boys.  You'll usually begin to notice that you're growing faster about a year or so after your body starts to show the first 

changes of puberty — girls will develop breasts and a boy's penis and testicles will get bigger. 

Weighing In 

Weight can vary a lot, too, from kid to kid. It's tempting to compare yourself with your friends. But kids often weigh more or less 

than their friends and are still considered normal. TV and magazines might make us think our bodies should weigh and look a 

certain way, but in real life, there are a lot of differences.  Some kids worry so much about their weight that they try unhealthy and 

dangerous things to change it. The best way to have a healthy weight is to eat right and get a lot of playtime (exercise). 

What to Do if You're Worried 

If you have concerns about your weight — or how your body is changing — talk it over with a parent or your doctor. The doctor 

can tell you if anything is wrong. But most likely, your one-of-a-kind body is growing just like it's supposed to. 

Reviewed by: Steven Dowshen, MD 

Date reviewed: May 2008 

http://kidshealth.org/kid/talk/qa/what_is_gene.html
http://kidshealth.org/kid/stay_healthy/food/pyramid.html
http://kidshealth.org/kid/stay_healthy/body/not_tired.html
http://kidshealth.org/kid/stay_healthy/fit/work_it_out.html
http://kidshealth.org/kid/grow/body_stuff/puberty.html
http://kidshealth.org/parent/misc/reviewers.html
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Make sure you understand the prescribed routine for medications, food, 

rehabilitation and so on for the sick family member. Be sure you under-

stand these instructions to a level that you feel comfortable with adminis-

tering them or making sure that they get done. Consistent, competent help 

sometimes can be difficult to find. If taking care of sick people in general is 

not your forte, recognize this early in the process and enlist the assistance 

of others so that the ill family member's care is not compromised.  

How to Cope With a Sick Family Member 

If coping with an under-the-weather, ill or just plain 'blue" family member is giving you the 

'blues," here are some strategies you can use to keep your mind, body and spirit healthy  

Take a deep breath and make sure your immediately implement the 

three "C's:" calm, cool and collected. The family member is sick, and at 

the moment, you're not. Breathe and make sure, no matter what hap-

pens, you implement and practice the three c's regularly. If the family 

member begins to try your patience during the illness period, you'll 

probably find yourself practicing them more often than you thought.  

Avoid becoming ill yourself. Sounds simple, eh? This can prove to be 

more difficult than you think. Some people have a tendency to transition 

from being sympathetic to the family's member's illness to becoming so 

empathetic that they, unfortunately become ill themselves. Real or imag-

ined, it can happen, so be aware of this point.. You won't be any good to 

the family member if you're sick, too.  

Do you best to create light , bright and cheery surroundings. Environ-

ment plays a huge role in the rebound process. The better the environ-

ment, usually the faster the return to health. No sulking allowed, no 

dark room or somber music. Use this time to bring out that old Feng 

Shui book you've been meaning to read and actually use so of the tips in 

it to brighten up the sick person's environment. It will do wonders for 

the both of you.  

Source: http://www.ehow.com/how_2301622_cope-sick-family-member.html 

http://www.ehow.com/how_2301622_cope-sick-family-member.html#
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 Abnormal means statistically rare. If you have unusual skills, physical features or a high IQ - compared to a certain 

population - you are abnormal. If you are sane in a lunatic asylum - you are abnormal.  Unfortunately. modern so-

ciety tends to see abnormal people as deviant (Harpending & Cochran 2002). 

 

 Social - your society has many unwritten 'norms‘ or guidelines or cultural expectations for acceptable behavior. 

If you reject social norms - you are abnormal. 

 Psychological - normal behavior includes accepting stress and discomfort. If you speak about your distress or 

discomfort when most do not - you are abnormal. 

 Domestic -  normal behavior includes your ability to cope with your everyday life. If you cannot cope with the 

everyday details of your life - you are abnormal. 

 Medical - normal behavior is a lack of disease symptoms. If you have an unusual physical disorder - or if you 

heal very quickly - you are abnormal. 

 

Mental abnormality cannot be diagnosed by blood analysis, imaging technique or other laboratory tests. Mental 

abnormality is always an opinion by an observer; a comparison to a population. A judgment of mentally abnormal 

may be based on behavior, or may follow some legal or political agenda. A definition of abnormality depends on 

both the individual and the community to which the individual is compared. Each definition applies to a limited 

range of abnormal behavior. In some families and communities, it may be abnormal to have financial success or 

happy relationships. 

People who cannot differentiate between real and unreal experiences, logical and illogical thoughts, or appropriate and inappropriate 

behavior may be diagnosed as psychotic. This label can devastate lives. Some people suicide following a diagnosis of schizophrenia. 

Diagnosis of Abnormal Behavior 

Most mental health professionals assess the normality or abnormality of individuals during interviews. A person is 

asked broad questions such as: ―Have you ever felt depressed about life?‖; ―Have you ever experienced a major 

change in your appetite?‖ or ―Were you ever easily distracted?‖  Such questions can be answered positively by almost 

everybody. Unless there is something to gain by honesty, however, many normal people will lie, to avoid being judged 

as abnormal.  Eventually, a clinician will decide that he or she has enough information to determine whether a person 

is abnormal or suffering from a mental illness and, if so, to make a diagnosis. Some people are reluctant to talk about 

their fantasies, sex life, or use of drugs. Some people may suffer from more than one set of symptoms. Few symptoms 

are specific to mental illnesses. For example, overwork, infections, family stress and lack of sleep can produce symp-

toms similar to symptoms that may be called psychosis. 

All of us are mad. If it weren't for the fact every one of us is abnormal, there wouldn't be any point in giving each     

person a separate name.   Ugo Betti 

Treatment of Abnormal Behavior 

Normal mental health diseases are unhealthy behaviors that are shared by the majority of a community. Common exam-

ples include ethnocentricity, identity conflict, racism, nicotine addiction and chronic stupidity. The symptoms and prog-

nosis of some normal behavior can be as bad, or worse, than many abnormal mental health disorders.  Mental health 

problems refer to identifiable sets of symptoms that interfere with normal day-to-day life. Mental health issues may be 

existential (e.g. non-stop or all-of-life), contextual (e.g. specific situations with well-defined triggers) or systemic (only 

apparent within certain relationships). Treatment depends on the perceived type and severity of the disorder. Schizophre-

nia is primarily treated with drugs, while phobias are generally treated with psychotherapy. For severe symptoms such as 

depression, an effective treatment may be a combination of drugs and psychotherapy. Less than half of people with men-

tal disorders seek professional help. Not only does mental abnormality often carry a social stigma, in some cultures men-

tal disorders are considered normal and psychotherapy may be perceived as both expensive and futile.  

Psychosis is a name for exaggerated normality. 

Source: Martyn Carruthers 1996 -2009  
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To whom it may concern: 

Congratulations! You have been selected to be the host for (any chronic 

condition -- RA, FM, lupus, MS, you name it). You will begin to experi-

ence many or all of these symptoms -- and may even deal with several of them at the same time.  

--Pain can be anywhere you can imagine. We are equal opportunity destroyers, therefore we will choose many 

places for you to experience pain. We have even devised many different types of pain -- it could be aching, stab-

bing, throbbing, tingling, burning, gripping, or cramping. We are continually improving our repetoire of pain cate-

gories, so updates are to be expected. 

--Dizziness. This can be accompanied by nausea, mental confusion, ringing in the ears, vomiting, loss of coordina-

tion, and sensations of spinning, rocking, or shaking. We try to simulate the experience of riding a never-ending 

roller coaster to satisfy your adventurous spirit. No safety harnesses required, and you have no choice of when the 

coaster ride starts,ends, or how fast it goes. 

--Extreme fatigue (Now remember, this is not just being "tired". We will suddenly "pull your plug", so to speak, 

and you will have NO energy at all. Even dressing or taking a shower will be too daunting of a task for you to com-

plete. And because we like surprises, we will NOT give you any advance warning, so you could be in the middle of 

the grocery store, at work, playing with you kids, or trying to clean the house.) 

--Poor balance, lack of coordination. Let's just say you may walk or talk like you are drunk -- even if you haven't 

had any alcohol recently. And for those of you who have never indulged in alcohol, you are now going to 

understand what it is like to be drunk and to have a hangover. 

--Forgetting, losing, dropping things. These are just a few of the perks of your condition. You will learn to expect 

them, but never to enjoy them. 

In addition to the symptoms above, we also want to eliminate some things from your crowded lifestyle. Here are a 

few of the things which will be taken away from you now that you are chosen to have a chronic condition: 

(1) The ability to stand or walk for longer than 15 minutes without experiencing pain in you feet, ankles, knees, or 

legs; (2) The ability to sit for longer than 10 minutes without experience cramping in your legs and butt, or shoot-

ing pains in your back; (3) The ability to complete any task which requires more than 10 minutes of concentration, 

multi-step activities or long-term projects will take 2-3 times longer then average; (4) The ability to play and run 

with your children like you did before; (5) The ability to have a "normal" social life; and (6) The ability to accumu-

late sick days at work/ school to earn the perfect attendance bonus. As indicated previously, this condition is in 

constant flux and more symptoms will be added as we deem necessary. There is no warranty guarantee, technical 

support, or customer service available. 

Sincerely, Your chronic condition 

_________________________________________________________________ 

Dear My chronic condition: 

I would like to clarify that, while you may wreak havoc on my body, and maybe even confuse my mind -- you can-

not have my heart or my soul. You cannot have my faith, my hope, or my love. There are some good things that 

you have given me, things I never could have experienced had you not come to possess my body. 

You have given me: 

-- strengthened prayer life and increased dependence on God's grace and strength, rather than my own 

-- renewed friendship with strong, close, true friends. 

-- appreciation for every precious moment I am given. A gift that is sometimes lost on 

the "healthy". 

-- growth in character, perseverance, and hope. 

-- inspiration for to help others. 

-- more compassion for others who are suffering. 

-- better knowledge of my own body & health. 

-- a reason to eat more nutritiously and take care of myself. 

-- reasons to rest when I need it. 

You see, you will not find me an agreeable host. I will fight you, I will not give up. On 

bad days, I will take care of myself. On the good days, I will take advantage of every 

precious moment. You have thrown some obstacles in my life's journey, but I will go over them or around them, no 

matter what it takes. In fact, while I am overcoming them, I will stop for a moment to reflect upon the mountain I 

am climbing, plant a few seeds and then continue on. I will learn and grow from this experience and help others. 

Sincerely, ME  
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Effects Of Life On Chronic    

Illness 

 
The effects of chronic illness on life can be completely life-

altering. However, the path is laid out in front of you and how to 

intend to handle day-to-day situations influence the quality of 

your life and that is why you have to prudent and wise. 

When understanding the effects of chronic illness on your 

life, you first have to understand the illness itself. This knowl-

edge can make all the difference in how to handle each day. Ask 

your healthcare professional to suggest books or other resources 

that will increase your knowledge and understanding about your 

disease. Keep a medical diary that tracks the reasons for your vis-

its to the doctor, the date of each visit, the list of medications you 

are taking and any possible side effects. If necessary, you can 

even include results of your tests, symptoms, severity of the 

symptoms and triggers that bring on the symptoms. 

All this information will help you live well even with the 

chronic illness. Basically you will need to make some important 

lifestyle changes that will help you manage your illness better. 

No doubt chronic illness ends up changing your life completely 

but the adjustments you make are very important to the quality of 

life you lead. Therefore, do not neglect your doctor's instructions 

and be sure to take your medication regularly.  

If you are suffering from pain, you take some therapy to 

help you cope with the pain or you can get your doctor to pre-

scribe medication so that the pain does not over take your life. In 

addition, make sure you eat well and if necessary, get a nutrition-

ist's help to plan a healthy menu for you so that you maintain 

healthy weight and get all vitamins and mineral for proper bodily 

functions. And you should also continue eating well even when 

you are not feeling well. 

Remember, living with a chronic illness is like being on an 

emotional roller coaster and you should take steps to handle these 

emotions. You can seek emotional support from friends and fam-

ily members so that you are not handling the challenges of your 

illness alone. You can also join a support group and meet people 

with similar condition and seek solace from the fact that you are 

not alone in the world battling the illness.  

 
http://www.babyboomercaretaker.com/senior-care/chronic-illness/Effects-Of-

Life-On-Chronic-Illness.html 

For people who are suffering from a chronic illness, life 

no longer is normal. In fact, the word normal does not exist in 

their dictionary. Many people compare living with chronic ill-

ness to taking a walk in the woods. The trails in the wood are 

of different types. You can find leveled areas where walking is 

easy or you can rock climbs where the ascend or descend is 

difficult. Living with a chronic illness is the same; you can at 

times have an easy time or difficult. 

 

Lupus Diagnosis –

 Autoantibodies 
 

From Jeri Jewett-Tennant, MPH, for 

About.com 

Updated: February 10, 2008 

 

Lupus is a tricky disease to diagnosis be-

cause its signs and symptoms mimic those 

of so many other diseases. When diagnosing 

the disease, doctors take in many factors, 

including a patient‘s medical history, routine 

lab test results, and specialized tests focused 

on immune status. 

 

A common test that is often performed is the 

anti-nuclear antibody (ANA) blood test, 

which screens for several autoimmune dis-

eases by determining whether autoantibodies 

to cell nuclei are present in a person‘s blood-

stream.  

 

If the ANA test comes back positive, and the 

patients is showing signs and symptoms 

common to lupus, the doctor may order a 

number of follow-up tests to detect specific 

autoantibodies, including an anti-DNA test, 

an anti-SM test and an anti-RNP. 

 

Autoantibodies:  
The anti-DNA test is one of several blood 

tests that specifically detect individual types 

of autoantibodies, many that are specific to 

people with lupus. Not that not all people 

with lupus have the same antibodies. These 

antibodies include anti-DNA antibodies, 

which attack a person‘s DNA.  

 

Similarly, anti-Sm autoantibodies are almost 

exclusively found in lupus patients, and anti-

bodies to ribonucleoprotein (RNP) are an 

indicator of mixed connective tissue disease, 

a condition with symptoms like SLE. 

Sources:  

Handout on Health: Systemic Lupus Erythematosus. National Insti-

tute of Arthritis and Musculoskeletal and Skin Diseases. August 

2003.  

http://www.babyboomercaretaker.com/senior-care/chronic-illness/Effects-Of-Life-On-Chronic-Illness.html
http://www.babyboomercaretaker.com/senior-care/chronic-illness/Effects-Of-Life-On-Chronic-Illness.html
http://lupus.about.com/mbiopage.htm
http://lupus.about.com/od/lupus101/p/WhatIsLupus.htm
http://lupus.about.com/od/signsandsymptoms/p/SignsSymptoms.htm
http://lupus.about.com/od/diagnosisandtreatments/p/LupusDiagnosis.htm
http://lupus.about.com/od/diagnosis/p/LupANA.htm
http://www.niams.nih.gov/Health_Info/Lupus/default.asp
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Patients occasionally complain about their doctors. Did you know that sometimes doctors complain about their 

patients, too? 

 

An informal survey yielded a variety of answers to, ―What bothers you most about patients?‖ Knowing what 

behaviors doctors dislike gives us an opportunity to decide whether we need to make adjustments. 

 

• Doctors don’t like difficult, nasty, obnoxious or disruptive patients. We can’t blame them! You’ll get better 

care by being diplomatic, even if you are upset or angry. 

 

• Sometimes patients have unrealistic expectations. Like the patient who never takes his blood pressure medi-

cine. Or the obese patient who needs to lose weight and control her diabetes, but doesn‘t make efforts toward 

either. Instead they expect their doctors to magically fix their problems for them. Such irresponsibility benefits 

no one. 

 

• Patients may make demands a doctor believes won’t be helpful, like requesting a specific drug, or insisting on 

an alternative treatment. This may be safety problem or a difference in philosophy. Don‘t tell a doctor what you 

expect; instead, carry on a respectful exchange of ideas. 

 

• Doctors complain about patients who don’t pay their bills but still expect care. It may not be easy, but get 

those bills paid. If you showed up for your job every day but never got paid, would you keep going to work? 

 

• Some doctors object when patients arrive with a fist full of Internet printouts. If you think this may bother 

your doctor, try to determine whether it upsets him that you are involved in your care, or just the way you 

shared your research with him. Being engaged is smart, but approach him with what you‘ve learned diplomati-

cally by leaving the print outs at home. 

 

• Some doctors are bothered by patients who complain too much. They believe those patients’ symptoms are all 

in their heads. These are often the same doctors who don‘t believe diseases like fibromyalgia or chronic fatigue 

syndrome really exist. If this has been your experience, then it‘s time to find a new doctor. 

 

Sometimes it‘s up to us patients to make changes in our approach to our doctors. Putting ourselves in their shoes 

will help us better manage the relationship.  

 

But just because a doctor complains doesn‘t mean we are doing anything wrong. A smart patient assesses 

whether she‘s causing a problem that needs adjustment, or whether it‘s time to find a new doctor. 

 



 14 

A TIA Is Your Stroke Warning  
Find out how a TIA is different from a stroke, and what having a TIA 

could mean for your future health. 
By Diana Rodriguez - Medically reviewed by Lindsey Marcellin, MD, MPH 

 

Mini-stroke. Little stroke. Pre-stroke. Warning stroke. These are all terms used to describe a transient ischemic 

attack, or TIA, which causes the symptoms — but not the damage — of a stroke.  

No matter what you call it, a TIA is a big red warning flag that indicates you are at major risk for a more serious 

stroke.  

TIA and Stroke: What Happens  
A TIA, like an ischemic stroke, is caused by a blood clot blocking an artery and preventing blood flow to an area 

of the brain. The blockage during a TIA is only temporary, usually causing symptoms for no more than five min-

utes, and typically for only around a minute, although they may sometimes last longer.  

Because blood flow to the brain is restored after the TIA, no damage is done, and the person having a TIA doesn't 

suffer any lasting side effects. During a stroke, the blood supply to the brain is cut off for a significant period of 

time, causing damage to brain cells and a number of complications and side effects.  

TIA and Stroke: Understand The Connection  
Not everyone who has a stroke will have a TIA to warn them beforehand. And not everyone who has a TIA will 

go on to have a stroke, but many will. More than one-third of those who have at least one TIA will have a stroke.  

A TIA can't predict when a stroke will occur, however; it only serves as a warning flag of your increased risk of a 

stroke. But that doesn't mean that a TIA doesn't require medical attention and transient ischemic attack. A stroke 

can occur any time after a TIA but most often will strike within a year.  

TIA and Stroke: Risk Factors  
The risk factors for a TIA are similar to those of a stroke and include:  

 High blood pressure and high cholesterol 

 Heart disease, atherosclerosis (clogging or hardening of the arteries), diabetes, sickle cell anemia, sleep apnea, 

migraine, and artery diseases 

 Poor nutrition, lack of exercise, obesity, alcohol abuse, and cigarette smoking 

 Family history of stroke or TIA 

 Being older than age 55 
Being African-American 

People who have these risk factors should make lifestyle changes that can reduce the risks that can be controlled 

and also improve overall health, thus lowering your risk of TIA.  

TIA and Stroke: Symptoms and Warning Signs 
The symptoms and warning signs that you're having a TIA are similar to those of a stroke, but remember that a 

TIA doesn't last as long and doesn't leave lasting effects. To spot a TIA, look for:  

 Speech problems, slurred speech, or difficulty speaking or comprehending 

 Paralysis and weakness, which may occur in a leg or arm or in the face, usually on one side of the body 

 Vision problems, such as double vision or loss of vision (may be in one eye or both) 

 Balance problems, including losing your balance, difficulty walking, and losing coordination 
Headache, which is usually severe and with no known cause 
If you have any of these warning signs — even if they go away after just a few min-

utes — it's likely a TIA. As with symptoms of a possible stroke, you should seek 

immediate medical evaluation if you notice symptoms of a possible TIA because 

you never know how far behind a stroke may be. If you spot and treat a TIA early, 

you can reduce your risk of having a more serious stroke that could cause significant 

damage.  
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Stopping Autoimmunity Before it Strikes 
American Journal of Pathology  

Current research describes a new method to track the development of autoimmune diseases before the onset of 

symptoms. The related report by Zangani et al, "Tracking early autoimmune disease by bioluminescent imaging of 

NF-κB activation reveals pathology in multiple organ systems," appears in the April 2009 issue of The American 

Journal of Pathology. 

 

Autoimmune diseases such as lupus, multiple sclerosis, rheumatoid arthritis and diabetes are caused when the im-

mune system attacks the body's own cells. Normally, immune cells are prevented from attacking normal cells; 

however, in patients with autoimmune disease, this "tolerance" is lost. The immediate causes of autoimmune dis-

eases remain unknown, partially due to the inability to detect disease before the onset of symptoms. Early detec-

tion of autoimmune disease is critical for assessing new treatments.  

 

The molecule NF-κB is activated by inflammation, which plays a key role in autoimmune disease development, 

making NF-κB a prime candidate to track autoimmune activity. Researchers at the University of Oslo led by Drs. 

Ludvig Munthe and Bjarne Bogen in collaboration with Rune Blomhoff engineered NF-κB such that it would emit 

light when activated. Using a mouse model of systemic autoimmunity with features of lupus, they found that NF-

κB activation signals were present in affected organs several weeks before the clinical manifestations of disease. 

The light signal intensity correlated with disease progression. NF-κB tracking may therefore provide a new tool in 

the evaluation of early autoimmune therapies.  

The article from Zangani et al "indicate[s] that NF-κB mediated bioluminescence is a very sensitive and early in-

dicator of inflammation and disease", allowing precise identification of incipient disease sites for biomedical and 

pathogenetic studies. In future studies, Drs. Munthe, Bogen, and colleagues will utilize this new model "for stud-

ies on early intervention, e.g. drug treatment, to prevent or treat autoimmune disease", and for studies of the devel-

opment of B cell lymphoma. 

Upon inflammation, a transcription fac-

tor (NF-kB) activates the translation of 

a firefly protein (Luciferase) generating 

photons in cells of diseased tissues. The 

technique is highly sensitive and pre-

dicts development, severity... 

Upon inflammation, the transcription factor 

NF-kB in cells of transgenic mice activates 

the translation of the Luciferase protein. 

Luciferase allows light emissions from in-

flamed tissue. 

Link: http://www.eurekalert.org/pub_releases/2009-03/ajop-sab032309.php   

http://ajp.amjpathol.org
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Foods That Prevent Disease 
by Tanya Zuckerbrot, MS, RD  

In the past few years, researchers have studied whether eating certain foods actually prevents dis-

ease.  Scientists have begun to identify thousands of natural chemicals in foods that seem to have preventative 

powers.  These aren‘t just vitamins and minerals, they are phytochemicals.  Below are 6 foods that pack a nutri-

tional punch.  When used correctly they may have the power to prevent all kinds of serious ailments, including 

heart disease, diabetes and even cancer. 

 

1. Fiber: Fiber helps to lower cholesterol, reducing risk factors for cardiovascular disease.  Researchers at the 

University of California have said that fiber also reduces the risk factors for colon cancer and breast cancer.  Fiber 

also helps control blood sugar levels, which is important for diabetics.  Lastly, diets high in fiber help to keep you 

feeling full on few calories which will lead to weight loss. 

 

2. Tomatoes: Tomatoes are high in lycopene- which is one of the most powerful antioxidants.  Lycopene mops up 

free radicals thus reducing the risk for prostate cancer.  Lycopene is best released from cooking tomatoes, so 

ketchup and tomato sauces are great sources. Tomatoes are also a great source of vitamin C. 

 

3. Salmon: Salmon has lots of omega- 3 fatty acids which help the heart. Omega- 3s prevent platelets in the blood 

from clumping together and sticking to arterial walls in the form of plaque.  They also drive down triglycerides 

and LDL cholesterol.  Researchers suspect that omega- 3‘s may block the production of inflammatory substances 

linked to arthritis and lupus and may even help fight against Alzheimer‘s.  That‘s because omega 3‘s interact with 

the fatty layers that surround brain cells and may help protect them. 

 

4. Spinach:  This vegetable is oaded with iron and folate.  Folate lowers blood levels of homocysteine, an amino 

acid that irritates blood vessels and is linked to heart disease.  Spinach also contains two phytochemicals that ward 

off macular degeneration, a leading cause of blindness.  One cup has 41 calories, which means you don‘t have to 

worry about excess calories. 

 

5. Blueberries: Out of all fruits and vegetables blueberries have the most antioxidants per serving.  Blueberries 

contain a phytochemical called anthocyanins that reduce risk factors for cancer and cardiovascular disease and 

may boost brain power as well.  In a recent study, rats were fed blueberry extract for 9 weeks.  Those that were 

fed the extract performed better as tasks such as navigating mazes and memory tests.  Another blueberry benefit, 

like cranberries, they seem to fight urinary tract infections. 

 

6. Pistachios:  They are loaded with fat and can be salty but these filling little snack foods are nutritional power-

houses.  Nuts are high in monounsaturated and polyunsaturated fats, which help to lower triglycerides and LDL 

cholesterol (bad cholesterol) while raising HDL levels(good cholesterol), thus reducing the risk factors for heart 

disease.  Pistachios are also a good source of Vitamin E which is a potent antioxidant that may help ward off can-

cer.  The downside? At about 160 calories per ounce, they are a sure ticket to the fat farm.  Eat them by the hand-

ful, not bowlful. 

Tanya Zuckerbrot, MS, RD is a nutritionist and founder of Skinnyandthecity.com.    She is also the creator of The 

F-Factor Diet™, an innovative nutritional program she has used for more than ten years to provide hundreds of 

her clients with all the tools they need to achieve easy weight loss and maintenance, improved health and well-

being.  For more information log onto www.FFactorDiet.com. 

http://health.blogs.foxnews.com/2009/04/30/foods-that-prevent-disease/
http://www.FFactorDiet.com
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 Happy Birthday to all our  

 September and October Members!! 

 
September:  
Ladonna Smitt  Patsy Smith 
Shannon Kelly  Susanne Dowling 
Glenda Sumrall  Reese Key 
Terri Sewell   Cecilia Futral 
Barbara Gaines  Glenn Thompson 
Tamika Davis  Cherry Green 
Tamu Griffin  Helen Peterson 
Carol Wachal  Janice Lawrence 
Brenda Oldham  Ida Nogosky 
Christy Hill   Stella Faye Morse 
Joann Wilcox  Ethel Montgomery 
Irene Crawford  Ivy Wright 
Marie Clark   Sylvia Smith 
Carol Hughes  Martha Hunter 
Kathleen Bussey  Lois Wiggins 
Karen Hewitt  Mashun Hunter 
William Clark  Shelly Trione 
Doris Vernon  Rebecca Eckford 

(3 anonymous) 
October:  
Jeanne Barnes  Leslie Johnson 
Marsha O’donnell  Doris Crewell 
Linda Sexton  Karen Harris 
Margaret Harshman Joy Dickson 
Virgie Alexander  Marge Kempfer 
Tammy Elliott  Suzy Flores 
Eleanor Campbell  Dorothy Buffington 
Veronica Hollins  Karen Berrian 
Majorie Woods  Ann Montabana 
Domanique mcConico Tina Cucurella 
Jerry Watson  Alyce Hoff 
Madelyn Ortiz  Kathy Brobst 
Virginia Warren  Nellie Payne 
Suzy Rivera  Madeline Turner 
Edie Rivera   Charlotte Taylor 
Laura Shaud  Jennifer Shook 
Kris Kahalley  Agnes Dubuisson 
Leslie Innis   Sharon Boutwell 

 
**If your name is not listed then we 

do not have your birthday on file, please 
call us with your correct birthday! ** 

MEMORIALS 

 

In Memory Of:   

Sandra Marie Johnson 

Received from:   Henry and Elizabeth Hurrell 

 

In Memory Of: 

Dorothy Arcement 

Received from:  Catherine Hogg 

Received from:  Joseph and Daisy Delaune 

Received from: Rodney and Joann Bercegeay 

Received from:  Peggy Brower 

 

Should you or someone you know wish to send a 

donation in memory of a loved one, please com-

plete the form on page 22 and return the form 

along with your donation to our  

Pensacola office.  

 
DONATIONS 

 

Kristie Sessions  and Golden Girls LLC 

Rick  Lambert 

Gloria Butler and Golden Girls, LLC 

Sonic Drive-In, Tallahassee 

 
THANK-YOU! 

The difficulties we have as an organization in get-
ting our literature to every doctorôs office, commu-
nity clinic and health department are tremendous.  
Ivy Wright in Tallahassee has been calling physi-
cian offices for us and requesting if they would al-
low us to place literature in their offices.  This has 
resulted in our literature being in many doctorôs 

offices in the Tallahassee area.  A special thanks to 
Ivy for your hard work.  If you would like to do the 

same in your area, please call our office!!!! 
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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*: 

 
 Victoria Allen   Lynne Miller 
   Mary Gibson 

 
(2 remaining anonymous) 

 

Renewing Members*: 
 Mary Jackson   Leslie Knauber 
 Bob & Marge Kempfer  Kathleen Bussey 
 Elizabeth Batchelor  Lois Wiggins 
 Hank & Joanne Rach  Carol Hughes 
 Eleanor Faye Campbell  Jessie Williams 
 Wendy Wheelers  Kelby Matthews 
 Willie Daniels   Sheila Blue 
 Gloris Cooper   Arlene Hilburn 
 Frank & Arlene Sadro  Rod Maddox 
 Leslie Hughes   Shirley Spears 
 Jo Smyly   Saipin Bordogna 
 Lena Leavins   Joy Dickson 
 Patty Krueger   Dorothy Buffington 
 Barbara Gaines   Charles Zarlenga 

(1 remaining anonymous) 

 
**PLEASE remember to renew your membership.  Your  

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

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

GREAT NEWS!!!! The Physician For  

Patients website that we told you about in 

our last newsletter is allowing us to host 

online support groups in  the chat rooms at 

this site.   

 

In order to participate, you must be a    

member of the Physician For Patients site.  

It is free to become a member and the 

wealth of knowledge you will learn from 

being a part of this group is priceless.  Plus 

you get the chance to possibility make a 

difference in the life of another lupus  

patient.   

 

If you are unable to  attend one of our tradi-

tional support groups (Mobile, Brewton, 

Pensacola, Crestview, FWB or Tallahassee) 

and have internet access, join us for 

monthly online support groups at this site.  

The link to join is below.  If you have you 

questions , do not hesitate to call us and we 

will do our best to help you.   

 

ALSO, if you are in need of a computer, we 

have several that have been donated and 

just need good homes.  Call us to inquire 

about receiving one  of these computers.   

 

http://lupus.physiciansforpatients.com/ 

Opportunities always exist for volunteers 

at the Lupus Support Network, whether it 

be attending a local health fair, facilitating 

a support group, calling members of the 

support group and the list goes on and 

oné.if  you have extra time on your hands 

and would like to be a volunteer for the or-

ganization, please let us know and when 

an opportunity presents itself in your area, 

we will give you a call to see if you are 

available.  It is very rewarding to  

volunteer! 
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Non-compliance with medical treatment  

As children and adolescents with chronic illnesses learn more about their illness and are encouraged to 

take responsibility for their management, they commonly attempt to make their own decisions about treat-

ment. Trials of decreasing their medication or not taking it without consulting a physician often occur. 

While this behavior may be developmentally normal, it may create the need for additional healthcare inter-

vention. Angry or self-conscious feelings related to having a chronic illness, or poor judgment in how to 

cope with feelings about their illness, might also affect compliance with recommended treatment or man-

agement techniques. For example, adolescent diabetics are more likely to use poor judgment in making 

food choices when they are with their friends. It is important for parents and healthcare professionals to 

help the child and adolescent develop emotionally healthy ways of living with chronic illness and its man-

agement requirements. Some ways to help deal with the complications chronic illness often imposes on 

development may include the following:  

Encourage children and adolescents to share their ideas and concerns with healthcare professionals.  

When a chronic illness reaches an unstable state due to non-compliance of treatment recommenda-

tions, encourage discussion of what happened rather than reprimand non-compliance.  

Teach and encourage use of problem-solving skills related to their illness. Ask questions such as: 

"What do you think you would you do if……?" or "What do you think would happen if……..?" En-

courage children and adolescents to ask you the same kinds of questions.  

Seek mental health services when:  

a child or adolescent seems overwhelmed with emotional issues related to living with a chronic ill-

ness.  

a pattern of non-compliance continues.  

development regresses, overly dependent behavior continues, and/or the 

child or adolescent withdraws from or gives up interest in age-appropriate 

activities  

© 1996-2009 The Children's  

Hospital of Philadelphia  

Help children and adolescents find ways to respond if teased by peers.  

Relationships with peers  

Chronic illness and treatment often interferes with time spent with peers or in the school setting, which 

is the child's and adolescent‘s primary social environment. Self esteem issues related to acceptance of 

one‘s self and concerns about acceptance by others are intensified by chronic illness and related treat-

ment needs. To address these concerns, consider the following:  

Encourage spending time with friends as much as possible.  

Discuss concerns about what information to share with friends.  

Encourage humor.  

Encourage and assist friends in being supportive.  

Teen Talk  (continued) 
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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/$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 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 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   

___Awareness Vehicle Magnets $5.00/$5.50  ___Flashlights $3.00/$4.00    

___Key Chains $7.50/$8.50    ___Door Grips $3.00/$3.50 

 

NEW AWARENESS SHIRTS - call to inquire to preorder your shirt to-

day! 
 

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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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 recipient‘s  

 
Name: _______________________________________ 
 

Address: _____________________________________ 
 

City:________________  St.: ____  Zip: ___________ 
 

County: ______________  Phone: ________________  
 

Fax: _______________  E-mail: __________________ 
 

Date of Birth:________________ 

 

Make checks payable to Lupus Support Network 
 

Each member will receive a  membership card,  vehicle awareness 

magnet, The Lupus News and educational printed materials 

distributed through support group meetings, by coming into the 

office, or by calling and requesting information  

to be sent to you. 

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

organization.) 
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SUN MON TUE WED THU FRI SAT 

  1 2 3 4 5 

6 7 
Labor Day 

Office Closed 

8 9 Brewton & 

Crestview 

Support 

Group 

10 11 12 

13 14 15 16 17 Mobile 

Support 

Group 

18 19 Tally  

Support 

Group 

20 21 22 FWB  

Support 

Group 

23 24 Board 

Meeting 

25 26 Pensacola 

Support 

Group 

27 28 29 30    

September, 2009 

SUN MON TUE WED THU FRI SAT 

     1 2 3 

4 5 6 7 8 9 10 

11 12 13 14 Brewton & 

Crestview 

Support Group 

15 Mobile 

Support Group 
16 17 Tally  

Support Group 

18 19 20 21 22 23 24 Pensacola 

Support Group 

25 26 27 FWB  

Support Group 

28 29 30 31  
HAPPY  

HALLOWEEN 

October, 2009 
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Pensacola, Florida 

*Don‘t miss a single issue of ―Caring and Sharing‖.  The date on your address label 

is your due date!!!  Remember to Renew! Thank you for your continued support!!  

Support Group Information: 
 

Pensacola Support Group Meetings: 
Cokesbury United Methodist Church 

*4th Saturday @ 11 a.m. 
 

Crestview Support Group Meeting: 
Crestview Library 

*2nd Wednesday @ 1 p.m. 
 

Ft. Walton Beach Support Group Meeting 
FWB Medical Center 

*3rd Saturday @ 10 a.m. 
 

Tallahassee Support Group Meetings: 
Broadview Assisted Living Facility, Tallahassee, FL 

*3rd Saturday at 10 a.m. 
 

 

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 
*September 24, 2009 @ 11:30am  

*Board Meetings are held bi -monthly  

 
**************************************** 

 

ñTHANKS SO MUCHò 

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. 
 **************************************** 

OUR MISSION 

To provide support education and assistance to 

those affected by lupus and to find a cure in 

our lifetime. 
 **************************************** 

 

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 

Post Office Box 17841 

Pensacola, Florida 32522-7841 

Phone:  (850) 478-8107 or  

(800) 458-8211 
 

Email:  questions@thelupussupportnetwork.org 

Web Site: thelupussupportnetwork.org 

  Address Service Requested 


