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A Message From Our President
Hi Dear Friends
I am proud to announce that I have been 100% “cleared” of my psoriasis. Will I get
a relapse? Perhaps I might if I stress too much or consume “forbidden” food. We and
our doctors have always been treating the symptoms of Psoriasis and paid little
attention to what was happening to the person.
But, increasingly, research in the field of medical science has discovered what
many unconventional therapists have believed instinctively all along – that the health
of the mind and body are intricately linked and both need to be brought into play to
“cure” ill-health.
Mind Chemistry – what has the mind-body link got to do with the skin, you may ask?
Well, many alternative practitioners believe the “dis-ease” of the mind is the root of
physical ill-health and that the physical symptoms are there to alert us of the fact
that we have not recognized or dealt with certain psychological and emotional
factors in our lives. in other words, the skin, they believe, reflects the state of a
person’s internal emotional and physical health. Other studies have found that the
skin of over 50% of psoriasis sufferers broke out for the first time after a stressful
event or period in their lives. Among the members of PAM, when I did a survey, I
found that almost 60% of them had a traumatic experience before the psoriasis
appeared.
If you have any questions on this matter, please call or sms me. I have some other
very serious subjects to talk about.
We the executive committee are feeling the pinch as we are unable to convince
members to join us. There are so many very capable members who are reluctant
to come forward. We the committee only meet once in two months for about 2 hours.
Please, those with capabilities - come forward. Just call me and we can talk about
it.
I extend my deepest gratitude to my present committee for all your generous
efforts. A very special “Thank You” goes to our online specialist Mr Dominic Wong
for his untiring efforts in engaging all our online circle. Another special “Thank You”
goes to our former secretary Ms Aaliya Tan and IG Advertising for assisting with the
design and layout of this Bulletin, without whom this bulletin was doomed.
Finally, I wish to thank some of our very constant supporters in all our programs for
the benefit of our members:
•
Novartis Corporation (M) Sdn Bhd
•
Leo Pharma Malaysia
We the members of the Psoriasis Association of Malaysia are grateful from the
bottom of our hearts for your constant support in our programs.
THANK YOU VERY MUCH!.

PRESIDENT
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My Journey as a Psoriatic Patient
This year marks 18 years since I discovered I had
psoriasis. It started one fine sunny day at Pantai
Lumut, Perak. Being young and mischievous I
climbed the rocks surrounding the beach and
grazed my thigh along the way. This little graze took
a long time to heal, even after a week it was still
there. It slowly developed into some circular rash, all
red and flaky.
The GP diagnosed it as ringworm (I might be wrong,
the memory is not as good now) and gave me some
medication. It did not go away and after months the
patch seemed to have gone bigger from a fifty cent
coin size to that of a tennis ball. I finally visited a
dermatologist and she and she diagnosed me with
psoriasis.
The first few months after that was spent reading every material available about
this condition and the fact that it cannot be cured, just controlled. Those days the
tar solution would stink and stain our clothes, as though being a teenager was not
hard enough!
Over the years, more areas of my body were covered with these dry red patches,
noticeably on my limbs (hands and legs) and scalp. I removed black tops and skirts
from my wardrobe until today. As a girl it was quite hard to deal with this. I used to
actively take part in outdoor activities but exposing my legs would draw so much
attention. I remember the looks on strangers, leaving the public pool once I got in.
Some would just stare as I walked pass.
“Snow” on my shoulder is another social stigma I had to deal with every day. The
perception from people is that I’m not clean, hence I have dandruff. Even my
boyfriend (now husband) would complain that I scratch my scalp too much and
look unhygienic. He used to make insensitive comments like “Just put your medication and you’ll be fine. Just stop scratching. Learn to control.” As if controlling the
terrible itch is as easy as switching off a button.
Do people not realise we actually spend many minutes of the day applying moisturizer on our entire body once we get out of shower, then apply topical medication spot
by spot to the entire body and scalp, every day? So don’t call us lazy if we missed
out sometimes! If there was anything out there that would completely cure us,
wouldn’t we want to be cured?
There are also many “good” advice dished out by friends and family who tell you to
avoid seafood, go vegetarian, drink herbal leaves from the deepest of jungles, take
MLM supplements that cost thousands of ringgit every month, use ringworm
cream, use steroid, use Chinese medicine, go soak in the dead sea, use/consume
anti-inflammatory products, meditate and much more. Trust me I have tried
many of these to no avail.
Doctors will also tell us to reduce stress. That is the number one trigger factor.
But how does anyone avoid stress? Not work? Relocate to the beach? Have
enough money to live this way until 100 years old? Stress cannot be eliminated;
it can only be managed better. So if I get stuck in traffic, I will listen to music or
look out the window at the trees and sky. If I had an issue or impossible dead
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line at work, I would take a 5 minutes breather to read some inspirational articles
before I tackled the issue. 5 minutes is my golden tip to change my emotion from
anger, stress and sadness to a state of calm.
I try to count my blessings, be thankful for every day that I am healthy and have the
company of my family (husband and 2 children). For me, the shift took placewhen
I had children as they became my focus. I became too busy to listen to all the negativity
in my head. I paid less attention to self-pity and, instead, just moved forward.
When I meet other friends from the community, I actually feel blessed that my
condition is superficial. Some have Psoriatic Arthritis and bad attacks that have
left them hospitalised! A lady had her family rejected her, her own children
disgusted with her skin. What is my condition compared to them?
I met this group of extraordinary people during World Psoriasis Day event and I
immediately knew I wanted to be part of this group. They are not supported by any
major organization or fund and do not receive constant support from Pharmaceutical
companies because psoriasis is not considered by these companies and organisations
to be a life threatening disease if compared to heart attack, stroke, diabetes or
cancer. The committee has been managing out of their own backyard over the years
and their dedication inspired me to do more as a member of the “younger” generation.
There is definitely more of us out there. Let’s gather and support one another on this
journey! Let’s create awareness so that new patients in the future need not go
through the stigma we went through as people will already know that it is psoriasis
and it is non-contagious. Let’s make psoriasis as well-known as acne! Nobody goes
up to another person to enquire about their acne condition. Why must psoriasis
patients be subjected to such scrutiny?
Lastly, I would like to share what seemed beneficial to me. Please do continue all your
medication if it has been controlling your symptoms. I’m a pharmacist by profession
so I DO believe in western medicine. Natural soaps and moisturisers help (they’re
expensive so if you know of homemakers that make these, it could be more economical
than those from branded stores). Natural to me means less of all the SLS, Parabens,
Alcohol and nasty stuff. They are less drying for the skin, resulting in less itch and
flakes. I have tried many balms, salve and creams.
Any of you have personal tips? Share with us at www.facebook.com/psoriasismalaysia.
Maybe we should have people sponsoring us to test their products on our skin and
then we can write reviews to share our experience with other sufferers? Let’s get
creative!

Patrina

Part 1 : Better Together Combining Treatments
How combining treatments can deliver better results, and what you need to know
to manage multiple meds safely
By Melissa Leavitt
You name it, Lisa Medlin has tried it. Since being diagnosed with psoriasis as a
child, her treatment regimen has run the gamut from topicals to biologics and everything
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in between, with detours through phototherapy, methotrexate and steroids.
During college, her search for "the one" - the one treatment, that is - even took her
to a dermatologist who she says took an experimental approach to treatment,
putting her on antibiotics to eradicate her psoriasis. "Needless to say, I didn't get
better with that," Medlin said. "I just got worse."
Now 49, the Tennessee family nurse practitioner and associate professor of nursing
has settled into a therapy routine of the biologic Cosentyx (secukinumab) and
topicals, with short courses of cyclosporine to manage flares. Medlin may have finally
found "the one". But for her - like many people living with psoriasis and psoriatic
arthritis - "the one" is actually more than one.
Why two (or more) can be better than one
Doctors call the practice of combining two or more therapies into a single treatment
plan "combination therapy." It can be helpful for many diseases, including psoriatic
disease.
For psoriasis, combinations might come in the form of one or more topicals, a
topical plus a systemic treatment or even multiple systemic treatments. Topicals
are applied directly to the skin, while systemic treatments affect the whole body and
can be taken by mouth or injection.
According to a May 2013 article in the Journal of Drugs in Dermatology, combination
therapy is the most common method of treating psoriasis in the United States. And
those with psoriatic arthritis are no strangers to combination therapy either, with
systemic medications often sharing space in the same medicine cabinet.
The reason for trying a combination therapy rather than just one treatment at a time
is straightforward, said Dr. Steven Feldman, a dermatologist at Wake Forest Baptist
Medical Center in Winston-Salem, North Carolina. "The goals are improved efficacy
and greater safety," he said.
Many treatments for psoriatic disease affect the immune system, making them
great candidates for calming the overactive immune reaction seen in patients with
psoriasis and psoriatic arthritis. But that also caps how much of the drug a patient
can safely take.
As noted in an April 2015 article in the journal JAMA Dermatology, in which the NPF
Medical Board offered guidelines for combining biologics with other systemic
treatments in psoriasis, increasing the dose is not always an option.
If a patient is not getting the desired result from one systemic treatment, for
instance, he or she can't always take more. So when that happens, doctors often
prescribe an additional medication.
"None of the agents is absolutely perfect," said Dr. Tina Bhutani, a dermatologist at the
University of California, San Francisco. "Even if someone is having really good
control on, let's say, a biologic or another systemic agent, they might still have
some stubborn plaques left over.
They might still have some joint pain that's occurring. So we add on the combination therapy as a way of getting them even better." For example, combining a
topical with a systemic treatment can make the wait before a patient starts seeing
results a little easier. "Usually the systemic agent takes a little bit of time to start
working. While we're waiting for the systemic agent to take full effect, the topical
can start to work very quickly," Bhutani said.
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Combining topicals can deliver better results as well, Feldman said. Ointments,
cream and foams, for instance, may all be suited to different parts of the body. And
some formulations work better for different symptoms and locations.
"You might treat the scalp differently from the elbows, the elbows differently from
the genitals," Feldman said. Combination therapy can be used to address multiple
symptoms of psoriasis arthritis at the same time.
According to Dr. Evan Siegal, a rheumatologist in private practice in Maryland and a
member of NPF's Medical Board, a treatment may improve one symptom of psoriatic
arthritis, such as joint inflammation, but not another manifestation of the disease,
such as enthesitis (inflammation where the tendons and ligaments insert into the
bone) or ongoing skin disease.
That's when combination therapy comes into play. "Almost always it would be
methotrexate plus a biologic if we need two therapies" for psoriatic arthritis, Siegel
said.
Taking methotrexate in addition to another systemic treatment - particularly a
biologic - can be an effective treatment for psoriasis and psoriatic arthritis. Medlin
has used methotrexate in combination with phototherapy, Enbrel (etanercept),
Humira (adalimumab) and Remicade (infliximab), to name a few. The nausea she
experienced with methotrexate meant she didn't always take it as directed, she
said. But she often saw better results when she combined it with a biologic.
A June 2015 review published in the British Journal of Dermatology analyzed
results from eight studies examining a biologic used in combination with methotrexate
for the treatment of psoriasis. Overall, the study found that combining a biologic
with methotrexate was more effective than the biologic alone and was not associated
with a higher rate of adverse events.
Based on available data in 2015, NPF's Medical Board recommendations
expressed the highest preference for combining methotrexate with biologics over
combining methotrexate with other systemics such as acitretin, phototherapy and
cyclosporine. Methotrexate can also be effective as a standalone treatment, but in
combination with a biologic, it can make the biologic more effective.
When a rheumatologist told her why that was, Medlin said it made her more willing
to take it. Many people who take biologics find that they deliver dramatic improvement
up front but slowly lose effectiveness because the body has a tendency to develop
antibodies against biologics. But methotrexate can stop the formation of antibodies
because it affects the part of the immune system that makes them.
In contrast to biologics, which target specific parts of the immune system, "methotrexate
does more of what we call 'blanket immunosuppression,' calming down all aspects
of the immune system," said Bhutani.
Combinations to control flares
Taking more than one drug at the same time isn't the only type of combination therapy.
An article in the March 2004 issue of the Journal of the American Academy of
Dermatology described several different combination therapy approaches. One is
taking multiple drugs concurrently.
Another is called "sequential therapy." This involves taking a powerful, fast-acting
drug to begin with, then gradually transitioning to a different drug for long-term
therapy. Medlin knows firsthand about transitioning from powerful short term fixes
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About a year ago, a trip to the hospital for a flare of pustular psoriasis unfolded into a
five-week stay. During that time, she said she took steroids intravenously as well as
other treatments, including acitretin and Cosentyx. Today, Cosentyx is her mainstay
although breakthrough flares still require her to take cyclosporine for shorter periods of
time.
"It's working really well," she said.While she was in the hospital, Medlin said she
was carefully monitored to make sure that the treatments were not causing dangerous
side effects. Acitretin, for example, can cause liver damage.
"They could take my blood any time they wanted to, to make sure my liver was
okay," she said. At one point, she did develop an elevation in liver enzymes that can
be a sign of liver damage.
Does double the treatment double the risk?
One advantage of combination therapy is that it can reduce the risk of side effects
from medications, Bhutani said. "Instead of using a really high dose of a medication
and possibly getting side effects from it, we can use a lower dose of two medications
and minimize the side effects of both of them," she said.
Being aware of the risks associated with your combination therapy plan is essential
to managing multiple therapies safely, and many individual treatments or combinations
require monitoring for specific side effects.
Siegel explained what that means, for instance, for someone taking a biologicmethotrexate combination. "What you've done is combined the individual risks of
each therapy," Siegel said. "Methotrexate has one set of toxicities, the biologics
have a different set of toxicities. For example, a particular biologic that a patient is
on may not have much in the way of liver toxicity. Adding methotrexate would mean
that you have to be much more vigilant for problems with the liver."
Managing multiple treatments
In addition to developing elevated liver enzymes, Medlin also experienced hyperglycemia
when she was in the hospital, she said.
Hyperglycemia, otherwise known as high blood sugars, is a symptom of diabetes.
Diabetes can be a comorbidity (a health condition that has been linked to another
disease) of psoriatic disease, and having psoriasis or psoriatic arthritis can be associated
with a higher risk of developing diabetes, something Medlin works hard to avoid.
Being aware of how psoriatic disease treatments may interact with treatments for
comorbidities - or the comorbidities themselves - is an important part of managing
multiple treatments.
Siegel, Feldman and Bhutani said there are some therapies and combinations that
may not be the best option for people with certain comorbidities. "We are always,
always, always thinking about the entire patient - and all of the ways that their
various comorbidities would interact with their underlying psoriatic arthritis and with
the medication that we're going to give them," Siegel said.
"If someone is diabetic, for example, you want to be very careful about adding prednisone, a steroid," because of potential effects on blood sugar or blood pressure,
he explained.
Adding a nonsteroidal anti-inflammatory drug (NSAID) to a patient's treatment plan
can also require extra care, he said. NSAID can help with persistent joint pain
and swelling, but if a patient also has cardiovascular disease or high blood pressure,
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Siegel said, "I'm going to be very careful about adding nonsteroidal anti-inflammatory
drugs."
Feldman urges caution against someone with liver disease taking methotrexate,
and he also noted that acitretin can elevate lipid levels, which are linked to high
cholesterol and other signs of heart disease.
Sometimes a treatment can have a negative effect on psoriatic disease itself. For
example, beta blockers are drugs commonly prescribed to lower blood pressure.
But, according to Bhutani, "Beta blockers are actually infamous for worsening
psoriasis. If that's the only option, then we have to work through it. But if at all possible,
we try to avoid treating psoriasis patients' blood pressure and cardiovascular
disease with a beta blocker."

Part 2 : Avoiding Dangerous
Drug Interactions
Regardless of health conditions, some treatments aren't meant to be taken together
because they can lead to dangerous drug-drug interactions. For example, Feldman
said that giving patients an antibiotic called Septra (trimethoprim and sulfamethoxazole)
when they're already on methotrexate can be very dangerous. "That can make
methotrexate toxicity much worse," he said.
A study published in the journal Dermatology in February 2010 examined the
frequency of drug-drug interactions in people with psoriasis in the United States
taking either methotrexate or cyclosporine.
Of nearly 8,000 patients, researchers found that more than half also had prescriptions
for drugs that could interact in a potentially dangerous way with their psoriasis
treatment, leading to problems with the kidneys or gastrointestinal system, for
example.
Interactions can occur when someone takes multiple drugs that are processed the
same way in the body, such as oral treatments that are processed in the liver,
Bhutani said. However, an advantage of biologics is that, because they are injected
or given intravenously, they are processed in a different way, said Bhutani.
She advised patients who think they may be experiencing a drug interaction to call
their physician as soon as possible. And if the problem is urgent, take immediate
action. "If you have trouble breathing or some more serious signs, just stop the
medication and [go] to urgent care or the emergency room," Bhutani said.
Many resources are available to help ensure people with psoriatic disease avoid
dangerous drug interactions and are on a treatment plan that takes their total health
into account. For example, NPF offers patients booklets that discuss treatment
options and the potential risks of particular therapies or combinations. Feldman
said he always keeps them in his coat pocket to give to patients when he's discussing
potential medications.
NPF's Patient Navigation Center can answer your questions about treatments. Visit
psoriasis.org/navigationcenter for more information. Another resource to help make
sure your treatments are as safe and effective as possible might be right around the
corner - or at your local shopping center.
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"The pharmacist is a great option for patients to not only manage their medication but
also to manage their disease," said Dr. Renee Baiano, a pharmacist and NPF medical
professional member. Physicians can sometimes be difficult to reach, she said,
while pharmacists are available most of the day, and in some cases, 24 hours a
day. They are trained to review medications prescribed by different doctors and
make sure everything can be safely taken together.
Juggling medications from different providers
Many people with psoriasis or psoriatic arthritis see multiple physicians - a dermatologist,
rheumatologist and primary care physician, for example. Because it can be difficult
for every member of the care team to interact, it's often up to the patient to keep
everyone informed of medication changes and any health issues that have arisen.
Bhutani recommends patients keep a card in their wallet that lists all of their medications,
including the name of the drug, the dose and how often it's taken. "Having all of that
information is very, very helpful and probably the most efficient way of making sure
that everyone is on the same page," she said.
Siegel also urges patients to make sure that, if they're on a biologic, every member
of their care team knows about it. For Medlin, staying healthy is a team effort. She
has an internist, a dermatologist and a nutritionist she sees regularly. But she
knows she's the most valuable player on her team. "I have to tell them when I know
something is wrong. I listen to my body, and I call them. And I think that's my
responsibility," Medlin said.

BIOLOGICS : What you need
to know?
Q: Are there any diet restrictions while on biologics, and can alcohol be
used while on these drugs?
In the era before biologics, our mainstay of therapy for aggressive treatment was
methotrexate. And that's still a great treatment, and it's much cheaper than any of
the biologics. But when you take methotrexate, it's a liver toxin and you can't drink.
It's absolutely contraindicated. I don't even let patients have a glass of wine on their
birthday. With biologics, there is no organ system toxicity, so there are no restrictions.
You can eat any kind of food, you can have any kind of alcohol, and almost any kind
of medication is compatible.
Q: Are biologics safe for children?
Some unfortunate children have incredibly severe psoriasis, and the answer to the
question is unequivocally yes. Biologics are excellent treatments, and they're safe for
children. Because they are marketed in a syringe form, you can adjust the dose for
the weight of the patient. If you have a child who is suffering with psoriasis or psoriatic
arthritis, it's very important to make sure that you get in touch with a pediatric
dermatologist or rheumatologist who is using the full spectrum of biologics because
they are a great advance for treating younger people, as well as adults and the
elderly.
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Editor's note: At press time, there were no biologics approved by the U.S. Food and
Drug Administration (FDA) to treat pediatric psoriatic disease, but they are sometimes
used off-label to treat psoriasis and psoriatic arthritis in children. Off-label relates to
the prescription of a drug for a condition other than that for which it has been FDA
approved.
Q: Do biologics reduce the risk of comorbidity factors associated with
psoriasis?
It's only been recognized in the last 15 years that psoriasis is not just a skin
disease. Psoriasis is a disease that is associated with heart disease, diabetes and
hypertension. So, of course, the first thought is, "If I take this biologic, will my risk of
heart disease or diabetes go away?" And the answer is no. Taking a biologic and
getting your skin clear is definitely a wonderful thing, but it's not going to make
those comorbidities - those other diseases that may be associated with psoriasis - go
away.
Editor's note: Studies are ongoing to investigate whether systemic treatments for
psoriatic disease may also reduce risk of some comorbidities.
Q: What about taking immunosuppressant drugs and the side effects when
undergoing surgical procedures?
You should skip the dose of medication. The drugs are immunosuppressive, so if
you're going to have surgery, whether it's a tooth extraction or cardiac surgery, the
drugs do not have a long half-life, which means they are out of your system in a short
period of time. With Enbrel, it's only a few days. With a drug like Stelara, it's longer,
up to 21 days. But once you've gone through that period, your immune system is
working full force, so you can go ahead and have surgery, and have the confidence
that your immune system is going to be able to handle that.
Editor's note: The NPF Medical Board advises patients to always check with their
medical team to determine if they need to adjust their medication before or after
surgery.
Q: What are the pros and cons of intermittent use of biologics?
When you stop a biologic, you actually get a fairly long period of remission for your
psoriasis. It may take a month, two months, three months or six months for your
psoriasis to start coming back slowly. If you delay long enough, it's kind of like turning
an ocean liner, it's so big you have to give yourself two miles to turn it around. Once
you decide that you want to turn it, it's not going to really turn for a couple of miles.
So once your psoriasis comes back, you're not going to make it go away by starting
the biologic again. If it took six weeks or three months to get rid of your psoriasis, it's
going to take six weeks or three months for it to go away when you restart.
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Understanding Psoriasis
There are many different treatment options to help manage and alleviate
psoriasis symptoms. You can discuss your options with your doctor together
and find the treatment that is best for you. Treatments range from creams
and gels to tablets and injectable medication, and even light therapy. The
treatment prescribed will depend on many factors, such as the physical
severity of the disease and what will best fit with your lifestyle and personal
needs. The following is the information on prescription topical treatments.
Prescription topical treatments
Vitamin D3: topical forms of synthetic chemically produced vitamin D
analogue to help slow down the growth of skin cells and remove scales.
Topical steroids: often come in a cream, gel or ointment formulation, and
are measured in strengths of ‘mild,’ ‘moderate,’ ‘potent,’ and ‘very
potent.’ The are used to reduce inflammation and may be useful to use
on thickened plaques of psoriasis which appear on the palms and soles.
Combination fixed-dose products: combine a topical steroid and topical
form of vitamin D, coal tar or salicylic acid in one treatment to slow down
the development of skin cells as well as to suppress inflammation.
Dithranol: a topical treatment that comes in a cream, gel, ointment or
paste and is good for chronic scaly psoriasis.
Topical retinoids: these are derived from vitamin A and can reduce the
thickness of psoriasis plaques by slowing skin cell growth.

Source: https://psoriasis.qualitycarebyleo.co.uk/myqualitycare/articles/understanding
-psoriasis/psoriasis-one-condition-many-treatments
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Living With The Stigma
Of Psoriasis
Misconceptions about psoriasis start at a young age. When the disease isn't well
understood, it's often assumed to be contagious, causing unfair assumptions that
add emotional stress to physical discomfort.
In Beijing, Helen Wu's 16-year-old son Michael lives with these assumptions. "I
know Michael has to undergo more misunderstanding and discrimination due to
psoriasis in current society," said Wu, whose son was diagnosed in 2011 "Michael
has been unfairly judged and even badly bullied by classmates. He had a severe
relapse on his face and scalp at that time. Four boys in his class laughed at him,
gave him a bad nickname and threw away his textbooks."
Wu starts each school year with a letter to Michael's teachers explaining his condition
and reassuring them that it's not contagious. Despite these attempts, neither classmates
nor teachers seem to know how to handle his psoriasis, she said.
"The teacher talked with the four boys, but bullies never stop," Wu said. "He pushed
Michael to fight to protect himself. Even an adult couldn't understand it. How hard it
is for a 12-year-old boy. Fighting against psoriasis is enough. Why waste energy to
fight with others?"
Fighting the stigma of psoriasis
Battling the stigma of psoriasis can be as exhausting as the condition itself. According
to the WHO report, some psoriasis patients feel lonely and isolated because they're
sometimes excluded from public places such as school and work. This causes
embarrassment and anxiety, lowers self-esteem and increases depression. As a
result, psoriasis patients are believed to report higher rates of suicidal thoughts
than other patients.
The WHO report cited a European study that suggests the impact of psoriasis
correlates with the severity of the disease. Ranging from inconvenient to debilitating,
psoriasis influences everything from clothing choice and bathing frequency to
sleep, school, sports and social relations.
"It's important to remember that society, not psoriasis, causes the exclusion and
discrimination," said Dr. Belinda Loring of the WHO. "Ignorance is a key driver of
prejudice."
However, the report also noted that "the impact of psoriasis on the individual goes
beyond the apparent severity of skin lesions." The stigmas and burdens associated
with psoriasis can be debilitating to patients with very mild cases, even without
life-threatening conditions or visible scarring.
Society's reaction to psoriasis can be so stressful that many patients avoid it
altogether - either by covering up or, like Kayla McKenzie, calling it something else
entirely.
"I've started telling people that I have eczema because everyone knows what that
is, and no one bats an eyelid," said McKenzie, a 23-year-old from Australia who
works in the hospital industry. "When i say psoriasis, people make a face and get
weird about it. People react as if it's contagious because they're unsure what it is.
I've had people say, 'If the health inspector comes, you should cover that up.'"
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Stay home or venture out?
McKenzie had to skip some university classes when her psoriasis flares prohibited
her from moving without 'snowing' flakes of skin everywhere. Although she now
uses a steroid cream to minimize flares, she can't call in sick because she needs to
make money to afford her treatment.
Severe cases of psoriasis and psoriatic arthritis can hinder education or careers
significantly, limiting travel and public interaction. For example, Hina Shahab's
erythrodermic psoriasis, a severe form of the disease, keeps her from leaving her
house to work, and even at home, it's hard to escape questions and suggestions
from family members who don't understand the disease.
"Psoriasis struck me after two and a half years of marital life, when my son was a
year old," said Shahab, a 36-year-old from Islamabad, Pakistan.
"You can imagine what a setback it was for my husband, in-laws and, most of all,
my parents. My mother, a homeopathic doctor, has been the biggest [source of]
support and strength. My husband and in-laws went into great depression after
learning it's incurable. My mother-in-law often gets impatient and asks me to take
desperate measures, including [treatments] bearing worse side effects. The intention
is right, but the unwanted concern proves to be annoying and hazardous."
What saddens her most is her young son asking when she'll be "normal." Although
questions can be "socially uncomfortable," Shahab has found ways to build her
confidence. She left her job after getting married, years before she began showing
symptoms of psoriasis, but the disease motivated her to pursue new entrepreneurial
and philanthropic ventures.
"With zero health and high levels of weakness, I decided to give something to
society before I leave," Shahab said. "I started a charity organization by the name
of Qalam that supports the educational expenses of deprived children in Pakistan,
and I started my own business of graphic design and communication solutions by
the name of iMark. I've become more confident than ever. Going out in public
makes heads turn, as they are totally shocked by my physical state, but it hardly
affects my confidence."
Shahab works from home, mostly online, with occasional meetings at her house.
She tries to attend as many weddings, birthday parties and dinners as possible, but
because traveling agitates her psoriasis, it's easier to stay home.
"I cannot accompany my husband and son to social functions when I get flare-ups,"
she said. "I can't be part of strenuous traveling, so I'm restricted to one city. Moving
to a new surrounding and leaving my routine disturbs me, as management of
flaking gets difficult elsewhere."
Across cultures, psoriasis infiltrates every aspect of life, from family interactions at
home, to performance at school and work, to the ability to walk through a public
place with confidence. But as debilitating as psoriasis can be, it can also be a catalyst
for positive change if patients get support - instead of curious stares - from the
people around them. Shahab's story, and the positive outlook of countless other
patients, are proof.
"Yes, it's incredibly embarrassing and, yes, I'm always scouring the internet for new
lotions and potions to try," Zara Klokkou said. "But [there] are people far worse off
than me with diseases that are life-threatening.* It's something I just have to live
with and hope, one day, I'll find [treatments] that work."
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*Editor's note: Erythrodermic psoriasis, a rare and severe form of the disease, is
indeed life-threatening. And if left untreated, psoriatic disease can be life-threatening
due to related comorbidities such as cardiovascular disease

Coping With Psoriasis @ School
Tips for telling other kids about psoriasis and how to handle school.
By Emily Delzell
When she was in middle school, Alyson Wren Tharp drew away from her peers
rather than explain her sometimes-visible scalp psoriasis.
"Everyone's trying to figure out who they are at that age. So, I was trying to figure
myself out and trying to figure out what this new thing was I had," said 18-year-old
Tharp, who was diagnosed with psoriasis at age 11.
She wasn't exactly teased, she said, although she was surprised by the strong
reactions from some of her friends. "Some were really turned off by it, but it was
more me alienating myself because I felt different," she said. "I didn't want to have
to say, 'Yes, I have this,' and then explain what it is."
She found a more accepting environment in high school. Tharp came to see her
condition as an educational tool and now spreads the word as a National Psoriasis
Foundation Youth Ambassador.
However, telling her first serious boyfriend about the condition was particularly
stressful. "I was worried that I might get treated differently or they he wouldn't find
me attractive," Tharp said. "Psoriasis is a lot more of a burden than people expect
it to be." Her boyfriend was "totally supportive" and, for Tharp, it was a major
moment. "That was when I realized I'm not like an alien because I have psoriasis,
but it took me a long time to get where I am now," she admitted.
Children worry about being different, and how they come to terms with their disease
can change over time, said Dr. Becky Lois, attending clinical psychologist and
assistant professor of psychiatry and pediatrics at the Children's Hospital at Montefiore
in the Bronx, New York.
For instance, things may go smoothly when a child is younger and has a circle of
accepting friends, but that can change dramatically as he or she enters higher
grades with shifting social expectations and behavior, Lois said.
"There are days and times when parents and kids may find it's easier and days and
times when it's not," she said. "I think it's key to recognize this is a process that's
going to be ever-changing and that picking up support is an important way to cope
with that roller coaster."
Coping with PsO in school
Psoriasis and psoriatic arthritis demand a lot. Tharp said she isn't ready for biologics, so she deals with daily applications of messy topicals. Andy Moy, 18, who was
diagnosed with psoriasis and psoriatic arthritis before he was 6, needs to take
breaks from writing test answers because severe arthritis stiffens and pains his
hands.
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Potential social isolation, teasing or bullying, and appearing different by needing
special accommodations at school, can make it difficult for children to cope. And
that stress can cause psoriatic flares, said Dr. Amy Paller, professor and chair of
dermatology and professor of pediatrics at Northwestern University in Chicago.
To deal with that stress, find allies and information by teaming up with other children
and parents going through the same things, said Paller, who recommends getting
involved in the NPF community.
"Having a place where you can talk openly about symptoms and what you're going
through with people who understand is big from an adjustment standpoint," said Lois.
"Kids also learn specific, concrete coping skills."
Parents should meet with teachers and school staff at the start of each school year
to educate them about their child's condition and any special needs. "For younger
kids especially, it can be helpful to identify a 'home base person,' a guidance counselor
or teacher, for example, who your child feels connected to and who understands
their condition," said Lois.
Having that ally can also be helpful when dealing with curious classmates. "They
want to know what that rash is and whether they can catch it," she said. Whether
children are ready to explain it on their own depends on how quickly they're developing
mentally. "Children need sufficient comprehension to be able to do this," Lois said.
"School-age is a minimum, but for some, this may mean first grade, for others,
fourth or fifth grade."
Lois advises preparing younger children by asking them what they'd say to a
schoolmate or friend who asked about their condition. "See what your kid says and
help them adjust as needed," she said. "Children really do absorb information and
are able to explain it in a way that is developmentally appropriate as opposed to adults
putting the words into their mouths."
Teens typically need less guidance and usually want to make their own decisions
about when and how to tell other kids, said Lois.
Tharp said that her peers have often asked her to see her psoriasis. "It can be kind
of uncomfortable, but I understand how they might be curious," she said. "Usually,
I don't get a negative reaction."
Dealing with teasing and bullying
Moy experienced teasing in elementary school, when psoriasis basically covered
him from head to toe, and the school was quick to intervene. In middle school,
however, things got more difficult. "Older kids would say stuff to me in the hall, but
I couldn't do much about it because I didn't know their names," he said.
By eighth grade, the teasing was mostly behind him. His advice? "Distance yourself
from bullies and hang out with friends who like you for who you are," he said.
"Things will die out eventually, but if it gets to a point where it's bad, talk to someone."
When parents choose to intervene with bullies, the matter should be handled
delicately, Lois advised. "If it seems to the bully that a kid has 'told' on them, it can
make bullying worse," she said.
Rather, she suggests parents give school staff specifics and ask them to watch
closely so.they can catch offenders in the act to avoid the child being labeled a
snitch. And monitor the child's state of mind.
"Kids with psoriasis and psoriatic arthritis have an increased risk for depression,"
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said Paller. "It's important to be aware of signs of problems that require psychological
help." Watch for major behavioral changes that could indicate a child is being
bullied, said Lois.
"Look for social withdrawal, for example, in kids who used to be very interested in
having play dates or hanging out with friends," she said. "Similarly, shifts in mood particularly a lot more sadness, tearfulness or irritability - can be trouble signs.
Teens in particular often mask sadness and depression as irritability."
Making special accommodations
For kids with disabling conditions, the Americans with Disabilities Act (ADA)
requires special accommodations at school to help them succeed academically. In
addition to having extra time during written tests, for example, Moy also had all of
his high school classes scheduled on the first floor.
Although the ADA requires it, setting up and adjusting these accommodations isn't
always an easy process, said his mother, Jaime Moy. "Everything takes a lot of time
to work out, so if things aren't going as expected, get in touch right away," she
suggested.
It's also important to ask the child how she or he feels about particular accommodations,
said Lois. "The child may not want to stand out more by getting any additional time
or other accommodations," she said. "Whenever possible, get feedback from the
child and provide accommodation in a way the child will accept and that doesn't feel
socially scarring."
For Moy, this meant that, while he got additional writing time, it was done discreetly
so his peers would be less likely to notice. At publication time, Moy was getting
ready to leave for college, where he's already checked into special accommodations.
"There's one where they'll come to pick you up so you don't have to walk across
campus," he said. "I don't think I'll be using it that much, but if we get a bad winter
or something, I wouldn't hesitate to call."
Tips for college-bound kids
Leaving home for college is a huge transition in any young person’s life. Students
with psoriasis and psoriatic arthritis in particular must find new ways to live with
their disease without parental guidance.
Here are three ideas to help make that transition as smooth as possible:
1. Empower them at a young age. Ideally, you should start encouraging children
to take ownership of their care in the pre-adolescent years, said Dr. Amy Paller,
professor and chair of dermatology and professor of pediatrics at Northwestern
University in Chicago.
“They could start by applying moisturizer and later applying topicals or giving
themselves shots,” she advised. “This gives children a sense of control and sets up
the concept that they’re developing into a person who can take care of themselves.”
2. Be prepared. Stress, a new diet, a change in climate and a new routine can
prompt flares. Have a plan in place for connecting them with college health services
and refilling medications. Investigate the campus and dorms to understand any
special accommodations that may be needed.
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3. Get help. Most colleges offer a raft of resources for students with special needs.
This ranges from academic help, such as tutoring and guided study groups, as well
as writing and math centers and academic advising, to counseling and campus
transportation. Encourage your child to take advantage of these as needed.

Potential New Solution
for Nail Psoriasis
By Melissa Leavitt
Treating nail psoriasis can be, well, as tough as nails. Research shows that up to
55 percent of people with psoriasis may have nail involvement. In many cases,
symptoms of nail psoriasis, such as pitting and crumbling, can also be a warning
sign of psoriatic arthritis.
Topical treatments and steroid injections are two treatment options for nail psoriasis.
According to research presented at the 2016 American Academy of Dermatology
meeting in Washington, D.C., a third treatment may be in the works. A group of
researchers from Greece and Switzerland reported on trial results testing a new
way of managing nail psoriasis that puts familiar psoriasis treatments in a solution
designed specifically for nails.
The Phase II trial enrolled nearly 80 patients and had them use one of two psoriasis
nail solutions or a placebo treatment once a day for about six months. Patients had
to have mild to moderate psoriasis, with psoriasis on at least one fingernail. One
treatment contained cyclosporine, while the other contained the vitamin D-based
treatment calcipotriene.
At the end of the study, researchers found that the calcipotriene-based solution
delivered the greatest improvement in nail psoriasis. The cyclosporine treatment
helped the nail bed but not the nail matrix, the part of the nail located under the skin.
According to the results, the nail solutions were also deemed safe for patients in
that no patients in any treatment group had a serious side effect, and no patients
withdrew from the study because of a side effect. Based on the findings, the
researchers concluded that the calcipotriene-based nail solution should be further
developed and tested in clinical trials.
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PERSATUAN PSORIASIS MALAYSIA

(PSORIASIS ASSOCIATION OF MALAYSIA - PAM)

No 1 Jalan 14/2C, Taman Serdang Utama, 43300 Seri Kembangan,
Selangor
Tel : 03-8948 4335
Fax : 03-8958 2980
Email: psoriasismalaysia.org@gmail.com
Website: www.psoriasismalaysia.org

MEMBERSHIP TO THE ASSOCIATION IS OPEN TO ALL MALAYSIANS AND FOREIGNERS
(ABOVE 18 YEARS OF AGE) WHO HAVE PSORIASIS, ARE REPRESENTING
A MINOR WITH PSORIASIS AND ANYONE INTERESTED TO SUPPORT
THE ASSOCIATION IN SUPPORTING PEOPLE WITH PSORIASIS
THE BENEFITS OF BEING A MEMBER ARE AS FOLLOWS:A) RECEIVE INFORMATION ON PSORIASIS
B) RECEIVE OUR BIANNUAL BULLETIN
C) RECEIVE INFORMATION ON NEW TREATMENTS AVAILABLE
D) HAVE YOUR QUESTIONS ANSWERED BY OUR MEDICAL ADVISORS
D) BE INVITED TO EDUCATIONAL TALKS/WORKSHOPS ON PSORIASIS
E) BE INVITED TO EVENTS AND GET-TOGETHERS
F) NETWORK AND CREATE LASTING RELATIONSHIPS WITHIN OUR COMMUNITY

RM60.00 FOR THREE (3) YEARS OR RM300.00 FOR LIFETIME MEMBERSHIP
Payment method:
1. Transfer/bank-in RM60 or RM300 into the association's CIMB Account, No. 8000864461.
2. Issue a cheque for RM60 or RM300 payable to Persatuan Psoriasis Malaysia.
Form submission:
1. Scan or screen capture your completed form and email to the address stated above,
together with your payment slip, OR
2. Fax your form and payment slip to the given fax number, OR
3. Send your form and cheque/payment slip by mail to the association's address stated above.
Please enrol me for

3 years

Lifetime Membership

Full Name (as per IC)
IC No

Email Add

Tel No Home

Mobile

Address

State

Postcode

Occupation

Date
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