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Looking Good, Feeling Bad!

By: Lupus Blog at www.dailystrength.org/groups/Iupeesriors.com
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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 inevita
are afraid to answer honestly. And when they do they are met with the
i nevitable response, &ébut you | o
bad. Al Il of this | eads me to pon
when people tell us we | ook so g

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
6recognitiond of our illness com
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?

| have a dear friend who had lived with lupus for more than 40
years. She is a beautiful, remarkable woman. Since her diagnosis of lupt
she has been confined to a wheelchair twice that | know of. To be able tc
leave the wheelchair behind, she was required to learn the skill of walkin
Though she has severe CNS (central nervous system) involvement, and
all likelihood could have remained in the wheelchair for life, she fought tf
odds. She did the physical therapy. She did the exercises she learned fr
the physical therapist. And yes, she walked again. | remember one of the
times, her goal was to walk by her'8@irthday. She made it. She gave up
the one visible sign of her illn
great. d She doesnét need or want
need the acknowledgement from others that she is ill. She knows this fac
She lives with this fact everyday.

I have one outward sign of my
year s. I wouldndét ask for it whe
today. But there are times | need this sign. There are times my life would
halt without this sign. The one outward display of my illness that | have b

havenét quite accepted, is the d
vehicle. Il have it. Per manentl| y.
my disability. Yes people wonder

using a disabled parking space. Does it bother me? These stares and ru
comments have nothing to do with me. | know who | am. Do | wish they
could see my illness? Never. | wish | could give the plate back and remo

al | outward signs that | am a | u
need that bit of extra help. Does having that sign make me feel better? N
it doesndt. Does having that sig

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 | would once again hear



~ RESEARCH ~

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 & Positive
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
Imerriam@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
3 dan_odenheimer@hgsi.com
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Drug Development in
SLE Receives
Unprecedented Attention

/

At last! Although there have been numerous new
drugs devel oped and appr
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 treatmet
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 doesndt invol

§ 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, 200

To find out the requirements for a particular study,
contact the coordinator of the study you are intereste
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.
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Svstemic Lupus Ervthematosus and Dental Practice

Swaternic lupus erythematosus (SLE) i a chronic, multifaceted, rhewmnatic antoirrmune
dizease with significant oral manifestations. Oral lesions, including desquamative or matrginal
oingivitis of erosive mucoesal lesions, have been reported i 40 percent of SLE patients. 1 Tt
hasz a worldwide prevalence of between 12 and 20 per 100, 0002 and cccours
predomunantly in women =20 yvears of age and older. =2 It 15 more common among Afican
Ainencans, Latinos, Asians, and Mative Americans. 3
Clitical Presentation
=LE can affect vanicus parts of the body, although it most often attaclos the skin, joints,
muscles, kidnews, lungs, and the cardiowvascular systermn. 1 Possible dental manifestations
mclude mucocutanecus lesions, indwelling odontogenic infections, tetnporomandibular joint
dizorders, Sjdgren’s disorder {ancother=2 Otype of autormmune disease), and sub optimal
aotral hwgiene because of painfial oral lesions and caries in patients with Z1égren’ slilce
syndrome. 1 Because of its mulhisystem involvement, diagnosis of SLE can be difficult.
Classification of patients as suffering from S1LE requires that they present with at least four
of the following eleven criteria: inflatnmation of serous tissue, oral ulcers, positive antinaclear
antibody test, arthritis, sensibivity to hght, butterflv-shaped facial rash, discoid lupus (a form
of lupus that only invelwes the skin), and blood, dney, tmmunelogic of neurologic
dizsorders. 1 At disease onset, the primary complant of more than halt of SLE patients is
Joint pait, with other symptoms mclading fever, malaise, myalgias, and fatigue. 1
Treatment
=LE management includes disease prevention, mflatmmation reversal, mamtenance of
rermission, and allewation of disease symptoms (LTabkle). 1 In severe cases, anti-mmflarmmators
medications, primarily corticosteroids and wntnunosuppressants, are used to control the
dizease and prevent symptom recurrence. The dental professional must be cogme=ant of all
medications being talen by the patient to address possible dg interactions and awoid
potential umpacts on dental treatment. For instance, patients on long-term cotticosterodds
may require additional doses of medication before dental surgery.
For oral lesions, topdcal corticosters ids are an effective treattment option. Dental
procedures must be performed gently to mimtmize tissue disrupton, and hand scaling may
ke a preferable techmoue to other dental methods 3 A soft-bnstle toothbrush and mild
dental products are also indicated fer ZLE patients. =
Patients wiath ZLE often have sident, difficult-to-detect infections which can progress rapadly
due to the patient” s immunosuppressed state. Preventive dental care through frecquent recall
wisits, identification of trigger mechanisims, and close monitoring for head and neclc
mfections are wital for controling the disease. In SLE patients suffering from rmigrammes, it 1s
the dental professional’ s role to rule out odontogenic, temmp oromandibular joint, and
associated myveofascial sources of pain. SLE patients with renal faddure and recernng dialysis
should have their dental surgery one day after dialwsis te ensure elimmination of admimstered
medications and their by-products. S1LE sufferers can alse present waith inflarmmmation of
wartous patrts of the heart resulbing i valvular damage. In these cases, it 15 essential that oral
health professionals utilize the appropnate antibiotic prophylasxs before bactererma-
associated dental and oral surgical intervention. 1,3 Additonally, SLE patients recetving
anticocagulation therapies necessitate the dental team worlung closely with the medical team
4 (Continued on page 5)
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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!
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Clinical Practice continued...

priotr to beginting anv dental treatment that could result in Bleeding.

Clonclusion

SLE iz one of the most difficult of all autctmtmune rhewmatic disorders to treat;, prevention of
mfections 15 critical. Dhisease management of ZLE iz a prime example of the inportanice of
dentist participation within the multidisciplinary healthcare teamm. The oral healthcare
professionals” roles in the management of SLE are to encourage good oral hygiene, to
mottor and aggressively treat dental and oral mfections, and to assist in the diagnosis of
mucocutaneous lesions of the head and neclk. 100
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TEEN TALK

BOdy Image . ¥

DO make the
most of your unique

shape by wearing something wrong with the wa Yt RV e S SRV TR YR s

clothes that you magazines, in the movies,
feel good in. GOSN ond on TV a

They are not!

Do you ever think that there is D O N 6think of
the images of girls

short or too tall, too heavy, ¢
DO look your best by

eating healthy foods, too skinny? These feeling;
exercising, and taking

care of your skin. about how you look are call

D O N Gcdmpare
yourself to others,
including your friends.
Body types come in all
different sizes, shapes,

body image. Body image cd and colors.

DO walk with your
SIIGEIRY W U IEEL] affect how you feel about
high. Good posture says,

~

il | i ke yourself in general. To build &

D O N Gjufige yourself
on looks alone. The secref
to being beautiful is
feeling beautiful, using

strong body image, keep thesd your mind.

doamldonot s 1 n

Source: Teen Survival Guide: Health Tips
for Onthego Girls

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

FUN QUIZ

People who try to become
thinner and thinner by not
eating have

nervosa.

you throwing up after lunch. I think you should talk to your mgjm
about this. 16d like to beflth
may get mad or deny it, or even ask you to keep it a secret. Heing
a good friend also might mean you need to tell her parents, o

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

school nurse is also a good person for you to talk to about yor
friend.

BlXaloue IaMSuy

Answer: Try telling her: il amljl wo



Why Should You Care About Clinical Trials?

If you or someone you care about has lupus, you know how badly new drugs for Iu
are needed. Researchers, doctors, drug companies, and others are working on th
test whether they have identified a drug that is safe and will work, they run what is

able. Many people who take part in a clinical trial also say that it makes them feel
good to give researchers a chance to | earn so
unlikely that new drugs and better ways of preventing and caring for lupus will come about.

Who can patrticipate in a clinical trial?/ery carefully written guidelines say who can participate. Dependir
the trialds goal, there may be rules about suc

pus
is. T
callel

a fAclinical trial, o in which people wit

——. 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 nurs¢s wh
are helping to run the trial, and a chance to try out a treatment before it is widely ayvail-

really
mu

gon
h 1

of other health conditions. The purpose of these rules is to let the researchers safely and efficiently ansyver tr
guestions 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 lupu3here are several, each with a different overall purpose.
Treatment trials test new treatments or drug combinatiqgrevention trials look for better ways to prevent
flares or even stop lupus from developing in people who have never had it. All sorts ehibutigmes,
vitamins, vaccines, minerals, lifestyle changes tested in these kind of triatBagnostic and screening trials
aim to find better tests for diagnosing or detecting lupus (or flares) before serious damage is dpradityod
life trials search for ways to improve the comfort and quality of life for people with lupus.

What happens in a clinical trialThis depends partly on what type of trial is being done. A treatment trial g
new drug is done in stages, for example, with studies for safety and effectiveness done in labs and anim
people are i nvolved in any way. All treat ment
numbers of people.

na
als be

What happens to a person in a clinical tria# the beginning of a trial, a team that includes doctors, nurses, and

social workers check the personés health and g
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 tre
may not work well, for example, or may cause unpleasant or even serious side effects. Involvement ma
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- S il
sity hospital in your area; contact your local lupus organization ol
visit www.clinicaltrials.gov or www.centerwatch.com

-Source: LupusNY.or

Research Manager
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Wel come to our Childrends Cor

OLupus Lewyds Newsé

We can be whatever and whoever we want to
Draw your beautiful face in the mirror above

and remember that it is up to you to decide w
you want to be and no one else!!!
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