Sy

L UpuUs Link

August 2012

#T A0 IR A FI

LUpy,
(a0t

By Ms Irene Lim FriniR i ihs £/

upus Association (Singapore) marked World Lupus Day on 1oth May 2012
(atTan Tock Seng Hospital Atrium and Theatrette) with an exhibition cum DVD screening featuring
Lupus patients and their walk with Lupus. The main aim of the event was to create awareness of
the illness. Many members of the public who stopped by our booth did not know much about the condition. Some had not even
heard of the disease. Our volunteers were at hand to share their knowledge of the disease. We sold handicrafts and received
donations. Feedback on our new DVD was also very positive. Once again, the event went well. My sincere appreciation to our
volunteers for being resourceful, spontaneous and responsive.
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Skin problems at different stages
of Lupus A patient with Lupus is
usually in one of these stages: acute,
subacute, chronic, or quiescent stage.
The skin signs are different at different
stages, and so is the care of the skin.

In acute Lupus, the disease is not yet
controlled. It is typified by a ‘butterfly
rash’ on the face, but it can also appear
as a non-descript rash on the body.
Patients often suffer from recurrent
mouth ulcers which impair enjoyment
and intake of food. One way to manage
these ulcers is to numb them by applying
salicylate gel (e.g. Bonjela gel), or to
simply swish and swallow a mixture of
one part (2.5ml) antacid (e.g. Mylanta,
an over-the-counter syrup that reduces
stomach acidity) with one part (2.5ml)
diphenhydramine (e.g. Benadryl, a
pharmacist-only medication with anti-
histamine effects). Alternatively, one
can reduce the inflammation by applying
a steroid gel (e.g. Oracort E or Kenalog in
Orabase), which can be purchased from
a pharmacy. To reduce further
aggravation of pain, avoid fried, sour,
spicy, crispy, caffeinated and alcoholic
food and beverage.

Another common complaint in the acute
stage of Lupus is hair-fall. Some people
may even recognize this as a symptom of
disease relapse. The good news is hair-
fall that is associated with acute Lupus is
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often temporary, and will reverse
gradually as the disease gets under
cont ‘ol. However, most females are very
disturbed by this. To accelerate the
regrowth of hair, one can purchase
minoxidil 2% solution from a pharmacy,
and massage it into the entire scalp
twice daily. Upgrade to a 5% solution
when the hair-fall fails to improve after 4
months of regular use. Alternatively,
one can see a dermatologist to discuss
the use of lasers andfor other
medications.

A person with chronic Lupus has rashes
on the body that are relatively more
difficult to eradicate. These recalcitrant
rashes are most often found on the ears
and face, and are characterized by thick
scaly dotty red-to-brownish islands.
Such rashes necessitate the use of
strong topical steroid creams/ointments.
However, indiscriminate use of these
topical steroid creams/ ointments can
cause side-effects such as skin thinning
and the appearance of fine blood vessels
and stretch marks. To avoid these
problems, apply the creams sparingly
without rubbing onto surrounding
unaffected skins. Apply no more than
twice daily, and reduce to once daily or
every other day when the lesions clear.
Occasionally stick a plaster onto the af-
fected skin overnight (after applying the
topical steroid) to achieve a more
powerful effect. A dermatologist can
inject steroids directly into very difficult-

to-treat lesions. Where side-effects have
developed, a dermatologist can discuss
with you the use of steroid-sparing
ointments.
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Skin complications of medication
Many patients with Lupus are on long-
term oral steroid therapy. Steroids
reduce one’s immunity, so a person can
be more prone to developing a fungal
infection on the skin. It typically
manifests as circular red scaly patches
(“ringworm”). One can apply an anti-
fungal cream (e.g.  miconazole,
clotrimazole, terbinafine) twice daily.
When the rash clears, it is important to
continue using the cream for another 2-3
weeks to ensure that the fungus is
thoroughly  eradicated. Fungal
infections may manifest as whitish
patches on the tongue or sides of the
mouth (“thrush”), or irritation and red-
ness on the angles of the mouth. One
can use miconazole oral gel twice daily
to handle these infections.

Another common problem associated
with long-term steroid therapy is acne. If
there are few whiteheads, blackheads
and red bumps, one can apply over-the-
counter benzoyl peroxide cream or acne
cream (or lotion) twice daily. A salicylic
acid-based cleanser can help manage
the whiteheads and blackheads.
Anti-bacterial  cleansers  (containing
trichlosan, cetrimide or chlorhexidine)
cleansers are useful where there are
predominantly red bumps. When the
skin starts to clear, apply a retinol or
retinaldehyde-based cream onto the
whole face nightly for maintenance. For
those with moderate to severe acne
(many more inflamed lesions - red
bumps, big bumps, pus-filled bumps), it
is advisable to see a dermatologist.



Prevention of Lupus flare-ups

Whatever the stage of Lupus, it is
imperative that all patients with Lupus
protect themselves from the sun.
Ultraviolet radiation is a well-known
trigger of Lupus and can cause skin flare-
ups, or other Lupus organ flare-ups.
Although staying indoors and actively
avoiding outdoor movement between the
peak periods of 10am to 4pm are helpful,
one cannot totally aveoid ultraviolet
radiation in Singapore. It is strongly
advisable to apply a good sunscreen on all
sun-exposed areas of the body at least
twice daily. Use a sunscreen of SPF 30and
above (ultraviolet B protection), and one
with adequate ultraviolet A protection
(PPD >15 or PA +++). Choose the
appropriate sunscreen for one’s needs
and skin type. Consider whether you need
a water-resistant sunscreen, whether
your skin is acne-prone (select only a
‘non-comedogenic’ product), or whether
you have a sensitive skin (select products
with purely or mostly physical agents).
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Lupus has had nearly 30 years to
attack Annie Ravitz's body. At age 11, it
prompted her immune system to start
destroying red blood cells. At age 14,
the kidney became a target. A heart
attack at 28 signaled clogged coronary
arteries, and Annie underwent a triple
coronary bypass. Despite top medical
care and a sensible lifestyle, she’s lost
count of the number of times she's
been hospitalized.

Nearly every part of Annie’s body — her
vital organs, joints, memory, skin—has
come under assault from the disease
itself or the powerful drugs she’s taken
to suppress her over-reactive immune
system. “I've been sick more years than
I've been well,” the 4o-year-old New
Yorker says. "And I'm not some special
case.”

More than 1.5 million Americans have
lupus, a chronic disease in which the
body turns on itself in an unpredictable
yet relentless pattern of flares and re-
missions. Existing medicines are highly
toxic and can have debilitating effects.
“I've just fought hard to stay alive and
to have some kind of life for myself,”
Annie explains. "And | have a wonderful
life except the sick part.” She went to
college, worked in children's theater
and television, and is now exploring
new career options.

The file cabinets in her 12th floor
Manhattan apartment are stuffed with
doctors’ bills—"they could fill up a
room!” she exclaims—but her many
friends and support group helps her get
through the tedium of the bills and the
inevitable highs and lows. “Growing up,
there were always two friends or so
who didn’t care | had lupus. And | have a
great family—my older brother and his
wife and kids, my parents.”

A Sense of Urgency

Annie’s father, Robert J. Ravitz, a New
York businessman, deeply admires his
daughter’s  spirit, intellect, and
attitude. “When | think of Annie, | hear
Fred Astaire singing ‘Take a deep
breath, pick yourself up, dust yourself
off, start all over again...’ That's Annie.
She never gives up.”

But along with unwavering admiration
for his courageous daughter, Robert
and Annie’s mother, Francine, also have
felt a mounting sense of urgency as the
years tick by with far too little new
insight into the disease. The toll on
Annie's health has only grown more
intense. Her kidneys started to fail and
she got a transplant. Drugs to keep her
immune system in check have
dramatically weakened her bones. A
knee replacement is scheduled for
June.

"We still don't know why people get
lupus, or why go percent are women,”
Robert points out. "One would think
these are fabulous clues, but in fact
they've long been known. We still don't
have the keys to this mystery.”

There has been no new major lupus
treatment in over 40 years.

Getting Involved
“Lupus took over Annie's body from the
time she was diagnosed as a young
teenager,” reflects her father. “In a way,
when she was diagnosed, lupus took
over our lives too.”

In the first few years after Annie's
diagnosis, the Ravitz's acted as many
parents do, getting educated about the
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Find inspiration and hope in these storles about peop e
whose lives have been profoundly affected by lupus.

disease and joining a lupus support
organization. Robert went on to serve
as a board member and President of
the S.L.E. Lupus Foundation, a leading
lupus organization headquartered in
New York (and Los Angeles) that
provides patient services and increases
public awareness about lupus.

When the family joined the
Foundation, it was itself branching out.
It had started funding the work of lupus
researchers in the New York
metropolitan area, and in 1997 it
spearheaded the nation’s first research
conference on lupus at the National
Institutes of Health in Bethesda,
Maryland.

Robert recalls it was “the first time
scientists had gotten together to ask:
where are we going with lupus?”

Once the word was out that the S.L.E.
Lupus Foundation had money for
research, grant applications from
across the country started flooding in.
“We were the only private sector funder
for lupus research,” Robert recounts.
"We quickly realized, we have to try to
replicate what we're doing in New York
on a nationwide basis.”



The Solution: Novel Research

In 1998, Robert and others at the
Foundation invited nearly 30 people-
top scientists, nationally recognized
clinicians, families with lupus—from
around the country to a meeting room
in mid-town Manhattan to ask a pivotal
question: “What's the best way to
accelerate progress in lupus?”

“We sat around a four-sided table with
an opening in the middle and quickly
boiled down the grant priorities to a
short list. A consensus rapidly
developed: novel research and young
talent were it,” recalls Robert, who now
serves as Co-Chairman of the LRI

In the five years since the LRI was
officially incorporated in 2000, it has
followed this directive, raising millions
to fund more than 40 groundbreaking
research projects and support out-the-
box thinking among brilliant lupus
investigators.

A Reservoir of Hope

Annie describes the thrill she felt when
her father described the new undertak-
ing. “l was so in awe that he was going
to take this on. Over the years, my
parents would mention things, but if it
(the science) didn't have a cure or new
treatment attached, | found it hard to
get excited.”

“But the LRI is different,” she
continues. “And really for the first time,
| feel hopeful and not scared to be
interested and involved.”

LRI-funded investigators already have
uncovered lupus disease mechanisms,
potential treatments, and diagnostic
techniques in central nervous system
lupus, premature  cardiovascular
disease, kidney disease (lupus nephri-
tis), and photosensitivity.

“There are clinical trials now,” Robert
points out. “Seven or eight years ago,
there were none. And word has gotten
out to pharmaceuticals that lupus is an
area that needs work.” In addition,
nearly three-quarters of the first round
of LRI-funded researchers have gone
on to secure even larger grants from
the NIH.

.
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“Now, with the LRI, there’s a%@servoir o

hope among lupus patients,” Robert says.
“Science will solve this disease.’
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Lupus Research Institute (LRI)



6

Welcome to our Marina Bay Water-
front Promenade. Let's all come
together for a casual walk or a jog on
Saturday mornings at 7:15 am.

We meet every Saturday at the Marina
Bay City Gallery (22 Marina Boulevard,
Singapore 018940). The walk starts
with a whistle at 7:30 am from the
"Olympic Walk sculptures”.

Who can join? Anyone can join the
Marina Bay 3.5 km walk. It is open to
male and female walkers, and if you're
disabled and think you can't partici-
pate, think again. For safety reasons,
participants who are disabled are ad-
vised to bring along their walking aids.

YOU will discover a new journey of
life all over again! Walking and chat-
ting allow new friendships to be forged
and exercise keeps us healthy. Inter-
ested to join the Marina Bay 3.5 km
walk? It's only an hour’s walk ... Plus,
it's free to join. Call LAS at

Tel/Fax no: 62549130 or

Email us: enquiry@e-lupus.org
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SLE Patient BOOklet In line with our associa-

tion's aim at patient support and education and the raising of public awareness,

we have printed a new SLE guide for patients that provides information on

symptoms, causes and diagnosis of the condition, explanation and answers to

questions on lupus, updated information on outlook of the disease, new drugs

and treatments available and advice on self-help and how sufferers can manage

their own condition. The booklet was jointly written by the doctors on our LAS

Council. We are distributing the booklets free of charge. Please call our office at

6254 9130 or email us at enquiry @e-lupus.org if you would like to get a copy.

Like us

Jon

facebook

Get to know other members of our Association, share information
about your health, and be the first to know about the latest activities

and events on Facebook! Do you have a question about lupus? Simply

email us so our editorial team may try answering you in the next

newsletter.

f i)
9P ALUPUS ASSOCIATION (SINGAPORE) PUBLICATION Issue 02/12

Council Members

President

Vice President
Hon Secretary
Hon Treasurer
Welfare Officer
Council Members

Council Members &
Editorial Team

Editorial Team &
Co-opted Member
Co-opted Member
Text Translation

=51
LI BHEIRFE

wAFH

SO £ LI

Systemic
Lupus
Erythematosus

A guide for patients

A blication of the Lupus Assocsation (Simapore)

Irene Lim

DrLeong Keng Hong

Serene Mai

Jennie Sokolik Reach Us

Nancy Chin

(I?I: Be;nard I_hong Office Operating Hours:
an Suan Liang :

Dr Andrea Low Hsiu Ling Mon:Er, aa-gpm

DrAisha Lateef Tel'":,ax: 625,4 9130

Dr Faith Chia Email: enquiry@e-lupus.org

Dr Agnes Xue Lishan Website: www.e-lupus.org

Corinne Kang
Teh Hui Ping

Mailing Address:
Towner Road P.O.Box 460
Singapore 322101



