
 

 

 

 

 

     

Sometimes, the only thing worse than dealing with lupus pain and fatigue 

is being told, ñBut you look great!ò  When youôre in pain, even the most 

well-intentioned ñcomplimentò can feel like a brush-off or, worse, 

disbelief.  

 

ñSometimes people who arenôt ill just donôt understand,ò    

says Robert Phillips, Ph.D., director of the Center for Coping in 

Hicksville, NY, and author of 35 books about living with chronic illness, 
including the recently updated Coping With Lupus.  ñThey may think 

theyôre giving you a compliment, but people with a chronic illness donôt 

feel good - they would like some sympathy or empathy.ò  Part of the 

problem is the symptoms themselves.  As Phillips points out, ñOthers 

canôt see your pain or fatigue, so they may not take it seriously.ò   

 

So how can you protect yourself?  First, try to give 

the speaker the benefit of the doubt.  ñPeople often 
get hurt when they expect family and friends to 

understand,ò Phillips says.  ñI advise clients to 

think, óIt would be nice if they understood, but Iôm 
going to encounter people who donôt, and Iôm not 

going to let that be a negative reflection on me.ôò 

 

Many people simply donôt know what lupus is.  Others, says Phillips, 

ñarenôt sure how to deal with a medical problem.  They might feel that 

theyôre expected to give profound advice, but if they donôt have answers, 

they may be uncomfortable.ò  He suggests asking people if they would like   

to understand what you feel.  ñIf they say óyes,ô then you know theyôre 
receptive to a few minutes of explanation.ò   Sometimes, however, 

discretion is the better part of valor--especially at work.  While the 
Americans with Disabilities Act makes it illegal for a company to fire you 

due to illness, Phillips says that going on record with lupus is a ñticklishò 

proposition.  ñI suggest that clients talk to their bosses on a need-to-know 

basis,ò he says.  Try to speak to an objective party, like a support group, 

before revealing too much at your workplace.  Ultimately, your happiness  

is the priority.  ñRemember that people who donôt walk in  your shoes 

canôt possibly understand all the nuances of what youôre going through,ò 

says Phillips.   
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Message From The Executive Director . . .  
 

 I hear from lupus patients all the time telling me it is very difficult 

for them because they feel so bad, but look so good. When they talk to  

people and are asked the inevitable question, óhow are you doing?ô, they 
are afraid to answer honestly. And when they do they are met with the   

inevitable response, óbut you look so goodô, which makes the patient feel 

bad. All of this leads me to ponder the question, ówhy are we offended 
when people tell us we look so good?ô Would we feel better if our disease 

manifested itself outwardly? Would we feel better if we looked bad? 

 

 Are we so tied in to trying to convince others that we are sick that 

we honestly want to look sick? Where does this need for others 

órecognitionô of our illness come from? Most of these people are            

acquaintances at best. Those close to us, those we love and care about 
know all of the things we suffer daily. Do we really need to show this 

physically to convince the world? 

 
 I have a dear friend who had lived with lupus for more than 40 

years. She is a beautiful, remarkable woman. Since her diagnosis of lupus 

she has been confined to a wheelchair twice that I know of. To be able to 

leave the wheelchair behind, she was required to learn the skill of walking. 

Though she has severe CNS (central nervous system) involvement, and in 

all likelihood could have remained in the wheelchair for life, she fought the 

odds. She did the physical therapy. She did the exercises she learned from 

the physical therapist. And yes, she walked again. I remember one of these 
times, her goal was to walk by her 50th birthday. She made it. She gave up 

the one visible sign of her illness. She delights in the words, ó you look 

great.ô She doesnôt need or want an outward symbol of lupus. She doesnôt 

need the acknowledgement from others that she is ill. She knows this fact. 

She lives with this fact everyday. 

 

 I have one outward sign of my illness that I didnôt accept for 10 

years. I wouldnôt ask for it when I needed it and I would gladly give it back 

today. But there are times I need this sign. There are times my life would 

halt without this sign. The one outward display of my illness that I have but 
havenôt quite accepted, is the disable (handicapped) license plate on my 

vehicle. I have it. Permanently. Yes I get stares from those who canôt see 

my disability. Yes people wonder why they see óa perfectly healthyô person 

using a disabled parking space. Does it bother me? These stares and rude 

comments have nothing to do with me. I know who I am. Do I wish they 

could see my illness? Never. I wish I could give the plate back and remove 

all outward signs that I am a lupus patient. But I canôt. On occasion I really 

need that bit of extra help. Does having that sign make me feel better? No 
it doesnôt. Does having that sign help people understand? No. Does having 

that sign make life better? No, but on occasion it does make it easier. 

 
 So what is the difference between having this outward sign on my 

car and wishing for and outward sign on my physical being? Would the 

latter help me in any way? No. It would only make me wish for it to go 

away so I would once again hear people say, óbut you look so good.ô 

2 



 3 

Characteristics and Disease Progression of Mixed 
Connective Tissue Disease and SLE  
Sponsored by:  National Institute of Arthritis and  
      Musculoskeletal and Skin Diseases 
Age Groups:     16 and older 
Study Type:      Observational 
Start Date:      October, 2007 
Contact:      Judith Pignac-Kobinger, MS 
                          (305) 243-8567 
                          Jpignac@med.miami.edu 
 
Study of Epratuzumab in Serologically ðPositive 
SLE Patients with Active Disease  
Sponsored by:  UCB 
Age Groups:     18 and older 
Study Type:      Interventional 
Start Date:      January, 2008 
Contact:      UCB Clinical Trial Call Center 
                          1-877-822-9493 
 
Study of LJP 394 in Lupus Patients with History   
of Renal Disease (ASPEN)  
Sponsored by:  LaJolla Pharmaceutical Company 
Age Groups:     12 to 70 years of age 
Study Type:      Interventional 
Start Date:      October, 2004 
Contact:      Diana Pax 
                          (954) 229-0425 
 
A Study to Evaluate the Safety and Tolerability of 
Multiple Subcutaneous Doses of  MEDI 545 in    
Patients with SLE  
Sponsored by:  MedImmune LLC 
Age Groups:     18 to 95 years of age 
Study Type:      Interventional 
Start Date:      June, 2007 
Contact:      Lynne Merriam, ARNP 
                (727) 466-0078 
                          lmerriam@crwf.com 
 
A Study of Belimumab in Subjects with SLE  
Sponsored by:  Human Genome Sciences and            
                GlaxoSmithKline 
Age Groups:     18 and older 
Study Type:      Interventional 
Start Date:      December, 2006 
Contact:      Dan Odenheimer, PhD,  
                          1-866-447-9749 
                          dan_odenheimer@hgsi.com 

 
At last! Although there have been numerous new 

drugs developed and approved for  SLEôs sister 

 diseases such as rheumatoid arthritis, inflammatory 
bowel disease, and multiple sclerosis, drug  

development in SLE has been frustratingly quiet.   

But this has all changed in the last year.   
 

Approximately 12 - 20 drugs are in the pipeline for 

development in SLE.  Some are further along in the 

development process than others.  The SLE treatment 

Center of the North Shore LIJ Health System, in 

conjunction with the Program in Novel Therapeutics, 

is participating in many of these efforts to develop 
safer and more effective therapies for patients with 

SLE.  

 
At the current time, the SLE Treatment  Center is  

participating in over a half dozen clinical trials.  Each 

study is looking for a different type of patient.  Some 

studies require patients with active disease, whereas 

others require patients with no disease activity at all.  

 

In summary, eligible patients include:  

§ Patients with SLE whose disease is currently ac-

tive 

§ Patients with SLE whose disease is currently ac-

tive but doesnôt involve the kidneys 

§ Patients with active kidney disease (lupus nephri-

tis) 

§ Patients with a history of kidney  disease but 

whose disease is currently active 

 
- Source:  The Lupus Newslink, Summer, 2008 

 

To find out the requirements for a particular study, 
contact the coordinator of the study you are interested 

in learning more about.  The five studies listed here 
are all being done in Florida at this time and are  

currently recruiting individuals to participate.  

 Read more about clinical trials on page 7.  

Drug Development in 

SLE Receives  

Unprecedented Attention 
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Clinical Practice continued... 

 

 
Annual Lupus Awareness Luncheon 

 
October 9, 2008 

11:00 a.m. until 1:00 p.m.. 
Carrabbaõs Italian Grille 

311 N. 9th Avenue, Pensacola, Florida  
Free to Members and 1 Guest 

Non-members: $10.00   
Speaker: Dr. Jason Pierce  

Pierce Specific Chiropractic 
 

Please contact the office to RSVP by 
September 15, 2008 

 
Tallahassee Annual  Meeting 

 
October 12, 2008 

1:30 p.m. until 4:00 p.m.. 
Tallahassee Memorial Hospital 

Light snacks provided  
Free to everyone 

Speaker: Barbara Gray 
Florida Department of Health 

 
Please contact the office to RSVP by 

September 15, 2008 

DRIVE AWAY LUPUS SALE  

In the parking lot of the Lupus Support Network office  

Saturday, October 4, 2008 beginning at 7 a.m.  

Donations are currently being taken! 

 ~ YOUR JUNK IS SOMEONE ELSEôS TREASURE ~ 
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FUN QUIZ  
 

People who try to become  

thinner and thinner by not  

eating have _ _ _ _ _ _ _ _  

nervosa.  

 

 Answer: anorexia 

 

Do you ever think that there is 

something wrong with the way 

you lookðlike youôre too 

short or too tall, too heavy, or 

too skinny?  These feelings 

about how you look are called 

body image.  Body image can 

affect how you feel about 

yourself in general.  To build a 

strong body image, keep these  

doôs-and-donôts in mind.  

Source:  Teen Survival Guide:  Health Tips 

for On-the-go Girls 

DOôS 
 

DO make the  

most of your unique  

shape by wearing  

clothes that you  

feel good in. 

 

 

DO look your best by  

eating healthy foods,     

exercising, and taking   

care of your skin. 

 

 

DO walk with your  

shoulders back and head 

high.  Good posture says, 

ñI like me!ò 

DONôTS 
 

DONôT think of  

the images of girls  

and women you see in 

magazines, in the movies, 

and on TV as ñnormal.ò  

They are not! 

 

DONôT compare  

yourself to others,  

including your friends.  

Body types come in all 

different sizes, shapes,  

and colors. 

 

DONôT judge yourself 

on looks alone.  The secret 

to being beautiful is 

 feeling beautiful, using 

your mind.  

Question:  A friend of mine throws up in the restroom after lunch.  
What can I do to help her?  

 
Answer:  Try telling her:  ñI am worried about you because I hear 

you throwing up after lunch.  I think you should talk to your mom 

about this.  Iôd like to be there for you if thatôs okay.ò  Your friend 

may get mad or deny it, or even ask you to keep it a secret.  Being 

a good friend also might mean you need to tell her parents, or  

another adult who can get your friend the help she needs.  The 

school nurse is also a good person for you to talk to about your 

friend.  



7 

Why Should You Care About Clinical Trials?  
 

If you or someone you care about has lupus, you know how badly new drugs for lupus 
are needed.  Researchers, doctors, drug companies, and others are working on this.  To 

test whether they have identified a drug that is safe and will work, they run what is called 

a ñclinical trial,ò in which people with lupus try it out.   

 

Why take part in a clinical trial?  A person enrolled in a clinical trial usually gets several 
positive things out of the experience, such as expert care by the doctors and nurses who 

are helping to run the trial, and a chance to try out a treatment before it is widely avail-

able.  Many people who take part in a clinical trial also say that it makes them feel really 
good to give researchers a chance to learn so much.  Without enough people in the clinical trials, itôs very 

unlikely that new drugs and better ways of preventing and caring for lupus will come about.  
 

Who can participate in a clinical trial?  Very carefully written guidelines say who can participate.  Depending on 

the trialôs goal, there may be rules about such things as age, severity of lupus, treatment history, and the presence 

of other health conditions.  The purpose of these rules is to let the researchers safely and efficiently answer the 

questions that the trial is designed to answer.  Also, strict rules protect the health and privacy of participants.  

 
Are there different types of clinical trials for lupus?  There are several, each with a different overall purpose.  

Treatment trials test new treatments or drug combinations; prevention trials look for better ways to prevent 
flares or even stop lupus from developing in people who have never had it.  All sorts of things-medicines,         

vitamins, vaccines, minerals, lifestyle changes-are tested in these kind of trials; diagnostic and screening trials 

aim to find better tests for diagnosing or detecting lupus (or flares) before serious damage is done; and quality of 

life trials  search for ways to improve the comfort and quality of life for people with lupus.  

 

What happens in a clinical trial:  This depends partly on what type of trial is being done.  A treatment trial on a 

new drug is done in stages, for example, with studies for safety and effectiveness done in labs and animals before 

people are involved in any way.  All treatment trials go through ñPhasesò that involve increasingly larger        

numbers of people.  

 

What happens to a person in a clinical trial?  At the beginning of a trial, a team that includes doctors, nurses, and 
social workers check the personôs health and give instructions on what is involved in participating.  During the 

trial and even after it ends, the team watches the participant carefully through many visits.  

 

What risks are involved?  By law, the team must carefully explain all the possible know outcomes.  The treatment 

may not work well, for example, or may cause unpleasant or even serious side effects.  Involvement may also  

require many trips to the study site, hospital stays, or more treatment.  

 

How can you find a clinical trial?  Ask your doctor; call the univer-

sity hospital in your area; contact your local lupus organization or 

visit www.clinicaltrials.gov or www.centerwatch.com 
-Source:  LupusNY.org 



Welcome to our Childrenõs Corner: 
 

òLupus Lewyõs Newsó 
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We can be whatever and whoever we want to be.  

 Draw your beautiful face in the mirror above 

and remember that it is up to  you to decide who 

you want to be and no one else!!! 


