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LAS WALK FOR
LUPUS 2022

Sometime in mid-July, LAS received an email from Collin of Ideas
Room, the event organiser whom we engaged for the LAS World
Lupus Day and Lupus Awareness Month Event in May 2022.
Collin, on behalf of Ideas Room, extended an invitation to us to
participate in one of the segments of their SG57 Nation Walk
event, the non-competitive 5-km walk. The SG57 Nation Walk
event was aimed at getting true-blue Singaporeans, regardless of
age or gender, to come together as “One people, One Nation” in
celebrating Singapore’s 57th birthday. Other nationals residing in
Singapore were, of course, welcome to join in too.

The lure of the 5KM physical walk in the morning of 30 July 2022 / S :-ASociely .

at the Palawan Beach on Sentosa was hard to resist. The idea : ) o A
) - f— eoret,  the cause of helping ./
itself was exciting to us, to say the least. Palawan Beach, with its rT—
natural beauty and pristine shoreline, would be a great place to : ]
enjoy a breezy, scenic and idyllic walk with family and friends. e M Lupus pssocaton singapore
The non-competitive nature of the 5-km walk would allow
participants to walk or run at their own pace and, at the same
time, soak up the atmosphere and enjoy the sea breeze.
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Around that time, the Government had just began lifting
most of the Covid-19 restrictions and LAS immediately
recognised the invitation from Ideas Room as a great
opportunity for our volunteers and members to get together
for an in-person activity after more than two long years
of suspended activities due to the Covid-19 pandemic. It
would be a good time for everyone to gather and do an
activity to keep fit together. Hence, it was decided that we
would tag along the SG57 Nation Walk event and make it
our own Walk for Lupus 2022. Afterall, our last WFL was
held in 2016.

With only less than two weeks to go, the organising and
planning including seeking of sponsors, printing of tee-
shirts and dissemination of the event information to our
members, etc. had to be executed with much haste. Very
quickly, almost 50 persons registered with us and they
included LAS members, and their family and friends and
staff of sponsors, etc.
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Other than the event organiser, Ideas Room, other sponsors
for our event included:

BioMedix Pte. Ltd. who sponsored our tee-shirts
Joo Hin Pte. Ltd. Sponsor for umbrellas
Puro Water Pte. Ltd. Sponsor for bottled mineral water.

The day came and everyone was excited to see each other
after a long time. The walk itself was fun and enjoyable.
Everything went as planned and it was a beautiful day.

Our sincere thanks to all sponsors who made the event
possible, the members who joined us and made our
efforts worthwhile, and volunteers who helped ensure the
event went smoothly.

We shall all look forward to the next LAS Walk for Lupus
and other activities.
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On 10 December 2022, after almost 3 years of holding
our educational talks on Zoom, we finally held our first
physical LAS Empowerment Talk at the TTSH Theatrette

alongside our Year-end Party.

Our members were really excited about seeing each
other again after such a long time that they needed no
persuasion to attend the event. There were happy and
excited faces all round. The programmes included a talk
entitled "Mental Health of Patients with Lupus” by Clinical
Psychologist, Maximilian Chen, sharing by Lupus patient,
Jean Eng, on "Against the Odds - From lliness to Wellness”,
music entertainment by “Afterglow” and a Lucky Draw.
Bento lunch and drinks were provided as refreshments.
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From the talk, we learnt that patients with SLE face
significant stress and anxiety and often experience high
levels of psychological burden. We were taught coping
strategies and when to seek help. These are certainly
important information for Lupus patients.

Getting together was not nearly as convenient and
comfortable as in the old days, but nevertheless, we
enjoyed each other's company and managed to have a
good time.

Finally, we are heartened that our physical meetings and
events are now back in full swing.
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DB Hearts Challenge
@ Passmnwave

3 T —

't-'.

Il |||||‘iim|||u|u| Il '!!!!
Yl il s
| Q| i i w"

DB Hearts Challenge, which began in 2017, allows dragon boat
paddlers from all walks of life, including those with disabilities,
to participate and enjoy the activity.

Since 2019, DB Hearts Challenge, a ground-up initiative
comprising volunteers from the local dragon boat community
that seeks to be inclusive, has co-organised the race with
PAssionWave @ Marina Bay.

The partnership between PAssion Wave and DB Hearts
provides people with disabilities the opportunity to experience
competitive dragon boat racing and necessary training
alongside able-bodied paddlers in local community regattas.

After a two-year hiatus due to the COVID-19 pandemic, the race
resumed on 5 November 2022.

This year's race involved 378 paddlers and 80 volunteers, with
the paddlers competing under five main categories: Survivor
Open, Corporate Open, Hearts of Passion, Adaptive Open
(Intellectual) and Adaptive Open (Sensory).
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Survivor Open includes cancer survivors.

Three teams of 22 paddlers competed in the Adaptive
Open (Intellectual) category for paddlers with autism and
Down syndrome.

Team Lupus took part in the Hearts of Passion category.

Through Ms. Jean Eng, founder of Team Lupus
and a lupus patient herself, the Lupus Association
(Singapore) was invited to set up a booth at the
DB Hearts Challenge in 2019 and 2022. At the
booth, we sold handicrafts made by our volunteers,
raised funds through donations, and promoted awareness
of the Lupus disease.

Lupus Association (Singapore) is proud of Ms Jean Eng,
who embodies the goal of the association by way of
encouraging and empowering Lupus patients to manage
their condition through education, knowledge and
positivity and to live their lives as normally as they can
when their disease is under control.

Thank you, Jean! You are certainly an inspiration to many
Lupus patients!
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y Society devoted to the cause of helping all Lupus patients
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When Illness

Becomes Wellness

g extreme sport: like motor cross, outdoor
enturing and water sports.

Things changed in 2015 when | was first diagnosed with systemic
lupus erythematosus (SLE). Initially, | experienced common
ailments like a simple skin rash on my cheek the size of a penny
and a slight swell on my wrist. | thought that it was the common
athletic aches. | did not pay much attention to it until finally, | lost
grip of my bike, and found that I had no strength to lift anything
| once deemed easy.

The news following my blood test results was heart-breaking.
Little did | know that SLE would go on to change my life
thereafter. It has affected my kidneys and since it is incurable,
| am taking immunosuppressive drugs and treatments to
keep my immunity at bay. Throughout the years | have had
SLE, | have experienced three episodes of flares that almost
paralysed me. | was prescribed cyclophosphamide and |
underwent episodes of increased prednisolone dosage.

The journey to control Lupus is a long and tough one. It disrupts
one's emotional wellness and self-esteem to a great extent.
The treatment changed my physical appearance and increased
my cholesterol levels. As a result of these, | have to be mindful of
my environment and my lifestyle. | have had to reduce rigorous
sports and was advised to minimise sunlight exposure. | now
take preventive actions like putting on coats of sunscreen and - ;
dressing up in long sleeves and hats to reduce UV exposure. " 1

Nevertheless, | have come to terms with the condition. | have P 3 ‘ b - . . ~
learnt to practise self-awareness, getting to know my body's - e
reaction to the food | eat and my energy needs for the activities

| participated.

Despite being a lupus patient, | figured that pursuing my
passion, particularly dragon boating, has helped me physically
and mentally. Dragon boating being a team sport, | have never
felt any less, a part of the team. Consequently, Team Lupus
was formed — to serve as an avenue to get together with like-
minded people embodying perseverance and consistency. It
has given me a purpose in life — to stay healthy.

To date, Team Lupus has participated in several community
Dragon boat races, collaborating with the Lupus Association for
the purpose of fundraising. It has developed into a purposeful
sport that provides much exposure, broadening public awareness
of Lupus. | hope the sport can serve as a social support for Lupus
patients and their caregivers with its good vibes!

I wish all Lupus patients strength in fighting this battle gracefully
and live their lives to the fullest. When “I" is replaced with "We”,
even “lliness” becomes “Wellness"!

& LUPUS LINK ISSUE 02/22 | Dec 2022




HEFR P %,

R

FORAZTH, WAEE IR, SMSEEESER, FIMNRI
MK EEEhFMREE), AREIAFE MM ERLZR .

20155, IBIZUTBA RJMLAVURRB(SLE), —IRANE. €4, &
REZENER, NMESREINEDRANEE, FREGMK, BUAT
TREBEHAMSELHN/NER, UMAEER. H2IER, HRERE
ERtIERELF, RREEFETHARSNENDEHHMRRIZA.

W MIRE KR, LHRAITE, 2E8E), SLE ABURRREAMIERE
HEVEE., BRI T HEROVRE, MERTELRN, HAERBRE
HBFIMIRZAEXRTRE, RNMRENNKERER, ZHRBEMARXLEE
R, HEDIS=RTENERNE, JLFRERkR. EEENBAREHE
BipR, HOANFEIBINREMENAE,

A [el 2R R

THFHISLEEIR, FTEXN 22— ERRHNEIE, AR
Bk, ENMEEMTHNOERE, hilHTHENES
D, AT RENMERE T HRNSMAIN, highn T KA
ElEEKF,

ETHMRAZR, BHASTEEERCHNEERENABI
B, BRERIBAINEE, hEEREBRAZIH ., M
ENE, EMRLE-—EX—ENBEWEE, TAMTF LK
H, BLEE, SZULFURRSEMNEINERIER.

FHEHRCEES T SRBHAFNIL, HBFERTRSEH
BiR, ZERFRNTREMHURN, UESMEMERN
iy, BCREEMS.

SREE—BAVURERE, BRBEMNENTENNELT
A FHRADEOREL ERNERE, f5al2dLr. Wi
E—MERNIER, HEAERN—2F, BMITHEBEE
CREETAG. AWM ULARN, ERET —PE
B, IEEEENEFEFNERFIERGENS, Eha TR
—MRESRNED Bin MEETERRNEE.,

ARANNS BAS NI FERR AR ED A, thil
ABURBIMNEERENENEN. EBLREZN—FEER
ABXMEE), RA—MFE, EURSHEALNTI
BURBMEIR., RAERXTEMEERELBETREZER
B3 F, thABENETETRESER!

HRELREMBARBERE, FEARPLENETFN
MOSENM}E, LESHNESIFTEMRE. A5l
BB “EA1T,  RBRAT HEBE, BEER
1, HEBEERAEE!

LUPUS LINK ISSUE 02/22 | Dec2022 9



LUPUS -

THE WOLF AND
THE BUTTERFLY

Systemic Lupus Erythematosus (SLE), or Lupus for short, is an
autoimmune disease where the patient's immune system attacks the
organs and tissues instead of just protecting the patient against foreign
invaders such as germs. It is like a soldier who attacks his own people
instead of the enemy.

Lupus is a Latin word which means "wolf". The reason behind this is that
some rashes in lupus attack the face and cause scars. Doctors in the
old days thought they resembled wolf bites and hence the name Lupus.

The other animal associated with SLE is the butterfly. This is because
some of the rashes caused by SLE are worsened when exposed to
sunlight. This results in a rash on the face that is mostly on the cheeks,
but not around the eyes or under the nose, resembling a butterfly. This
type of rash is thus termed “butterfly rash”.

Interestingly, the wolf represents all the bad things about lupus and the
butterfly represents all the good things about lupus. You will notice that
the logo for Lupus Association (Singapore) also resembles a butterfly.

What are some of the bad things about Lupus?

It affects women nine times more than men and the illness
usually starts between the ages of 20 and 50.

Lupus is an autoimmune disease. Some other
autoimmune diseases only attack one organ (e.g.
autoimmune thyroid diseases). Lupus, however,

can attack any organ in the body and therefore
shows up in many different ways depending

on which organ is affected. It can show
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itself first as fever, rashes, joint pains, leg swelling,
easy bruising, cough or even breathlessness. In fact,
any symptom is possible. Lupus is therefore difficult
to diagnose, earning itself the nickname the "Disease
of a Thousand Faces".

Diagnosis is not easy and treatment is no different.
The Lupus doctor (rheumatologist) has to juggle
between controlling the illness and avoiding side
effects from the treatment. The disease arises
because of an overactive immune system and
medications are used to dampen the effect of
the immune system. This can increase the risk of
infections. For severe lupus, there is no choice but to
use corticosteroids, a type of medicine that has many
side effects. The rheumatologist will often add other
medicines so as to lower the corticosteroid medicine
to a safe maintenance dose.

For the patient, itis a challenge to understand what is
going on. In the past especially, the patient may stop
proper treatment, seek unproven treatments and
return to the hospital in very bad shape. Uncontrolled
lupus leads to organ failure (e.g. kidney failure) or
even death. Not taking medicine properly to control
lupus is like letting the wolf out of the cage.

What are some of the good things about Lupus?

Lupus is a relatively new disease in the world of
medicine and was only properly described in 1982.
Since then, there have been many changes for the
better.

Firstly, although it is not a curable disease, it is
definitely treatable. There is a difference between
curable and treatable. An example of a curable
disease is urine infection. There are germs in the
urine that cause trouble. Antibiotics are given to
kill the germs and that is the end of that episode of
infection. A common example of a disease that is not
curable but definitely treatable is diabetes. A diabetic
patient needs to take medicine regularly for the long
term to control his or her blood sugar levels. If the
control is good, everything will be fine. However, if the
blood sugars are always out of control, this can lead
to blindness, kidney failure, amputated limbs or even
death.



The same is true for lupus. In the 1970s, 50% of
lupus patients died after five years. Nowadays, 90%
of patients can survive for a decade and many survive
beyond that. If the disease is well controlled, they can
lead normal lives, have full-time jobs and even have
children.

This improvement is because of a better
understanding of the disease. This results in
better strategies for treating lupus and also newer
medications such as belimumab, mycophenolate
mofetil and anifrolumab.

Patients also have better access to information and
do not stop their own treatments so much like in the
past. Much credit goes to nurses dedicated to patient
education as well as groups like Lupus Association
(Singapore), with their patient education and patient
support activities and materials.

Conclusion

There is hope for the future. With more research
and breakthroughs, treatment will continue to have
better outcomes. There may come a time when
lupus can be cured and not just controlled. Until
that happens, things are still looking bright. Lupus
today can be controlled so well that the patient can
essentially lead a normal life.

The patient needs to cooperate with the doctor to
make sure that they keep the wolf in the cage so that
everyone can enjoy the butterflies.

by Associate Professor
Leong Keng Hong
MBBS M Med (Int Med)
MD MRCP (UK)
FRCP Edin FAMS

)
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by Irene Lim

We have come a long way since COVID-19 changed our lives almost
three years ago. For the Association, many activities were similarly
disrupted and physical gatherings had to be halted, forcing us to adapt
to the COVID-19 restrictions by transitioning to virtual sessions.

Over the past few years, life has not been easy for everyone as we
had to make several adjustments to our daily lives. For the
Association, we have not had the opportunity to gather together
as much as we would have liked to. | hold several fond memories
of the times spent together with members at physical gatherings,
including our quarterly LAS Empowerment Talks, various volunteer
and handicraft sessions and impromptu dinner meetups during
the pre-pandemic days. Close friendships were built over these
sessions, as everyone supported and cheered each other on,
not only during the happy moments but also through the most
difficult times. While there were virtual sessions after COVID-19
struck, they were not quite the same as face-to-face gatherings
where we could talk, laugh, or simply offer each other a smile.

With the progressive lifting of the COVID-19 restrictions in 2022,
we were able to slowly, but surely, recommence our physical
activities. Earlier this vyear, our focus on patient education
continued with the LAS Empowerment Talks, albeit held virtually.
For the month of May, we organised ‘Living with Lupus in
celebration of World Lupus Day on 10 May 2022. Living with Lupus
saw the virtual congregation of our members, several medical
experts and health professionals, including our founding member,
Dr Boey Mee Leng. The event comprised several talks
as well as physical and mental workouts, which not only

% 'l:/( E"] 1%- :%s HIEERL
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DREEIRNGE, LWERBINLASHEHE, STERSF
TZEAN—LEEIXNRERSE ., RERTMEAREFAIE, &
URIENEFNER, AREGEHRS FRBMNEY, HEEITSEFO
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instilled  in  participants
knowledge of lupus, but also
how to manage it holistically.
We also resumed our
annual physical Walk For
Lupus in July after a 6-year
hiatus, and | am pleased to
see members, volunteers
and their families coming
together like the good
old days. In December,
we can look forward to
our yearly Christmas
gathering where we can catch up with one another before
the year draws to a close. The road to today was certainly
not without challenges, and | would like to thank our
members, volunteers and my committee for making the
events happen as it is only with their dedication and commitment
that they were made possible.

If there is one thing 2022 has taught me, it is that things will
always get better. No matter how hard circumstances may
be, they always get better with time. There is much all of us
have to go through but let us keep holding on and not lose
hope — there will be a rainbow waiting for us at the end. Merry
Christmas and Happy New Year everyone, and | look forward to
seeing everyone in 2023.
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Editor-In-Charge Dr Stanley Angkodjojo (SKH)

REACH US MAILING ADDRESS
Office Operating Hours Towner Road P.O. Box 460
Monday to Friday, 12pm-5pm Singapore 322101

Tel.: +65 6254 9130
Email: enquiry@lupus.sg
Website: www.lupus.sg

Get to know other members of our Association, share information about

lee us on ' 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.

facebook
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