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Dear NEA Friends:

What a year! If you’ve been following us on our journey,
you know NEA has been busy launching our new strate-
gic vision, The Roadmap, which exponentially expands
awareness of eczema and its impact on your lives, seizes
opportunities brought to us by new scientific findings,
and readies our community for the new treatment access
issues we know are coming.

Never before has it been as imperative for us to band
together and raise our voices to ensure we get the
treatment and support we need to live quality lives with
eczema. Thanks to your generous past support, we have
made great strides to meet the challenges ahead, including
building a strong team that has advanced multiple goals
on the Roadmap. In 2015, we jointly:

® Raised the profile of eczema from “just a rash” to a
serious, life-altering disease.

® Engaged national leaders, including the FDA leader-
ship, in eczema drug development, access, and afford-
ability issues.

® Funded “burden of disease” research to more fully
understand the impacts of eczema on the lives of
individuals and their families. This work is essential
so we can address the needs of the “whole” person;
eczema is not just a skin condition.

® Funded research on new potential therapies to relieve
the itch of eczema, and alternative therapies to treat
eczema.

e Built new connections with individuals and families
during our October Eczema Awareness Month, result-
ing in 7 million message views, 350,000 video views,
and nearly 5,000 new Facebook “friends.”

® Engaged more than 500 participants in our 2015
Itching for a Cure walks in Chicago and Los Angeles,
raising awareness and $120,000.

® Shared emerging eczema knowledge and treatment
options with nearly 100 people at our Leaders in
Eczema One-Day Patient Forums.

® Reached more than 25,000 people in our end-of-year
giving campaign.

® Engaged with National Health Council Committees—
including the Healthcare Reform Action Team, the
21st Century Cures/PDUFA Team, and the Grassroots
Action Team—to advocate for increased access to new
treatments for eczema patients.

In 2016, NEA will continue to implement innovative
strategies to increase research, education, and advocacy.
We plan to launch a national public awareness campaign
that explains what it’s really like to live with eczema, we
will fund research to find real solutions, and we will work
within our community to improve the quality of life for
everyone who is impacted by eczema.

Thank you for all you do to make this work possible.
As they say—and as | hope you know—we can’t do it
without you!

With deep appreciation,

Julie Block
President & CEO

P.S. Save the date! NEA will host our 2016 Itching for a
Cure walk on Sunday, October 2, at UCLA. Watch for up-
dates in our publications and online. ®

First Quarter 2016
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AWARENESS
MONTH

YOU RAISED YOUR VOICE and RAISED Y(

Thanks to you and the rest of the eczema community, 2015
Eczema Awareness Month was our most successful yet. You
raised your hands, raised your voices, shared your eczema
stories and helped NEA spread the word that eczema is a
significant burden on the lives of many who are affected, and
deserves to be recognized as a serious disease.

“I am standing in awe of the power that our eczema com-
munity holds in its hands,” said Julie Block, President and
CEO of NEA. “The amazing success of Eczema Awareness
Month 2015 was just the beginning. We need to raise our

voices even louder to advocate for affordable and accessi
ble treatments and we know now that we can. Stay tuned
for what you can do help in 2016.”

Our campaign to spread the word on social media took off
like never before. More than 7 million people were exposed
to our messages about eczema through their Facebook and
Twitter feeds and our videos were seen by almost 350,000
people. Our main video alone had over 138,000 views.
Almost 5,000 new people joined our Facebook community
and 3,700 people left comments such as these:

“I have suffered from eczema for 6 years now. I
have always been embarrassed of it. And being
a 17 year old girl attending a public school I got
a lot of rude remarks. I have about 5 people, on
a daily basis, ask me what’s on my arms, neck,
and cheek. This page has taught me that I don’t
need to be ashamed. So I'm raising my hand.”
-AB10.21.15

“Thankful to have mostly outgrown this painful
skin condition. Anyone who knew me as a
young kid, knows just how bad mine was. Even
as a kid, it affects your self-confidence. People
typically don’t understand it or even know
what it is. I remember other young kids my age
wouldn’t touch me because they thought it was
contagious. I believe Eczema Awareness is SO
important. Seeing this video made me so happy
that someone is trying to spread the word.
#ExposingFEczema #EczemaAwarenessMonth”
-AG10.8.15

There's never been a more exciting, hopeful time in the
history of eczema treatment. There is a new understand-
ing of the disease and many new treatments on the hori-
zon. NEA is leading the charge to turn this rare intersec-
tion of hope and opportunity into a new era of care and
we cannot achieve our goals without you, the eczema
community. Thanks for raising your voices and sharing
your stories. We will be in touch in the coming months
with more opportunities to take action! @

The National Eczema Association extends a special thank you to our 2015 Eczema Awareness Month Sponsors

REGENERON

SANOFI \7
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a division of Taro Pharmaceuticals US.A,, Inc.
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NEA EVENTS

OUR HANDS to PROMOTE ECZEMA AWARENESS
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MEMBER CONTRIBUTION

WHY I CONTRIBUTE

to the National Eczema Association

We asked Nathan, a member of NEA’s Board of
Directors, Co-Leader of the Chicago Support Group,
and longtime NEA supporter why he joined the
National Eczema Association. Here was his response:

Nathan lives in Chicago
where he is a medical stu-
dent. He was diagnosed with
eczema at two months old
and suffered from severe
eczema in grade school
and high school. Through
treatment, great doctors
and avoidance of triggers
he has been under control
since graduating college.

How did you first learn about NEA?

| first learned about NEA from my dermatologist, Dr. Peter
Lio, who is a member of the NEA’s Scientific Advisory
Committee. Several years ago, Peter mentioned that the
mother of one of his patients wanted to start a NEA sup-
port group. Dr. Lio asked if | wanted to help and | jumped
on board. We launched the Chicago-area NEA support
group in early 2013.

What inspired you to raise funds to support
our mission to improve the quality of life for
individuals with eczema?

I am excited about the next chapter in the care of eczema
patients. Over the next several years biologic medica-
tions will expand and improve the treatment tool-belt
exponentially. At the same time, sophisticated treatment
modalities will be disseminated to care providers across
the medical landscape.

NEA’s work is critical to ensure these things happen. Two
focus areas from the NEA’s Roadmap to Advocacy speak
to my personal interests and passions:

e Establish cross-specialty leadership to educate and
equip medical practitioners so that they are better
able to effectively manage eczema care

e Advocate on behalf of patients so that new and emerg-
ing eczema treatments are accessible and affordable

We can come together as a community through NEA so
that the next chapter of atopic dermatitis is about thriv-
ing, not just surviving.

What do you think the greatest challenges
are for people with eczema and their loved
ones?

Finding a doctor with expertise and passion for treating
eczema has been a major challenge in the eczema com-
munity. Fortunately, more dermatologists and allergist
seem to be taking an interest in atopic dermatitis. | also
think it is easier to find an eczema expert than it used to
be thanks to the NEA’s patient conferences and social
media.

Expense is another problem. Many insurance plans cover
Elidel but not Protopic. Both are good medications, but
personally Protopic helps me more, and | imagine there
are other people out there who feel the same. Co-pays
for phototherapy can also add up quickly. The problem of
expense will increase as new biologics come to market.

How has NEA’s work personally touched your life?
First and foremost has been the Chicago-area support
group. The walks have been important to me too. We did
a virtual walk here in Chicago at the same time as the Los
Angeles walk in 2014. Moreover, we had the ltching for a
Cure walk in Chicago last year. It was also great meeting
people from around the country at the Boston conference
two years ago and listening to such a dedicated group of
researchers and physicians.

If you could share any information or advice
with other individuals who suffer from
eczema, what would it be?

| enjoy watching the survival expert Bear Grylls on TV. One
of things he said during his show really resonated with me
and | think is good advice for living with eczema: “Survival
can be summed up in three words — never give up. That’s
the heart of it really. Just keep trying.” @
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october 11,2015 ¢ los angeles

NEA’s Itching for a Cure Los Angeles walk on October 11 was a
great event with over 300 individuals showing their Itching for a Cure
spirit. Thank you donors, sponsors, volunteers, and walkers!

Congratulations ~ A7 T W
Thank You Sy JLaN repn
to our AT N

Top Fundraisers

Teams
Rosenblum’s Rousers
Jarrett’s Jam Squad

Hugo’s Eczeterminators

Special
Thank You

Individuals Debbie Byrnes
Keith Heeley Ella Crowell
Ashley Blua Suzanne and David Hadley

Marie Parmer Khalela Hatchett

. Keith Heeley
Honorable Mentions

Christopher’s Itch Warriors
Sawyer the Warrior
Boz Borowiecki

Stephanie, Scot,
and Paige Knox

Palace Beauty College
Andrew Schleeter

Spirit of the Susan Tofte, RN, MS FNP
University of California,
Wa“( Award Los Angeles Events Office
Jayden’s Red Hot Chili
Scratchers
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Thank you for helping make NEA’s 2015
Itching for a Cure walks in Chicago and Los Angeles
our most successful yet!

Last year, more than 550 people joined NEA as walkers and
virtual walkers. Together, we raised nearly $120,000 through
individual donors and industry sponsorships. ,

have some form
of eczema.

NEA had over 87 teams between the two walks.
Congratulations and heart-felt thanks to our 2015 fundraising
superstar awardees who helped advance eczema research,
education and outreach through their IFAC fundraising efforts.
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Thank you to everyone
who helped make 2015 a great success!
And be sure to save the date for our 2016 IFAC

walk in LA: Sunday, October 2, 2016.
We look forward to seeing you then!

er we are
d a cure f0r

Thank You Sponsors

The National Eczema Association extends a special thank you to our
2015 Itching for a Cure Sponsors, totaling nearly $35,000

(ANACOR"‘ AYggnqu!% Eczema Curé]
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LEAKY GUT:

Does the Concept Hold Water or Is It Full of Holes?

Increasingly, the concept of leaky gut is being touted
by alternative and holistic practitioners as being
Sfundamentally important in many chronic illnesses.

By Peter A. Lio and Karan Lal, MS-4

It is now well accepted that skin barrier dysfunction is
implicated in a variety of important inflammatory skin
diseases including acne, atopic dermatitis, and psoriasis.’
Following the epidermis as it rounds the lips and becomes
the lining of the oro-digestive tract, it does not seem
unreasonable that barrier impairment could continue
internally as well. In fact, similar to the function of the
cutaneous epithelium, the intestinal epithelium separates
luminal contents from the interstitium, and impairment
of this function leads to increased intestinal permeability,
sometimes called “Leaky Gut.”?

Increasingly, the concept of leaky gut is being touted by
alternative and holistic practitioners as being fundamen-
tally important in many chronic illnesses.® Though it has
perhaps not yet garnered much conventional medical
attention, many patients seem aware of this entity and are
asking questions about it. In this brief review, we exam-
ine the science behind the idea and its potential clinical
relevance to dermatology.

The small intestine is where most of our nutrients from the food we eat are absorbed
into the bloodstream. The walls of the intestine contain small finger-like projections call
villi which increase the organ’s surface area, enhancing nutrient absorption

The Gut

Far more than a simple tube for absorbing nutrients, the
gut has three major constituents: luminal microbiota with
an outer mucus layer, an inner mucus layer, and finally the
epithelial layer. The luminal microbiome within the gut has
around one thousand grams of bacteria that digest nutri-
ents to produce hormones and vitamins, inhibit growth

of pathogenic organisms, and assist in the metabolism of
drugs and toxins.*® The intestinal cells known as entero-
cytes ultimately prevent substances from coming in con-
tact with the blood and adaptive immune system through
their tight intercellular junctions.* When functioning
normally, this barrier is highly selective, allowing nutrients
to pass but still protecting against foreign molecules and
pathogens.

Certain triggers and stresses are thought to cause dysbio-
sis and cellular junction disruption allowing for increased
intestinal permeability, which has been implicated in the
pathogenesis of many disease states including inflamma-
tory bowel disease, celiac disease, hepatic fibrosis, food
intolerance, and small intestinal bacterial overgrowth.”°
Interestingly, there are also non-gastrointestinal diseases
on this list, including fibromyalgia, chronic fatigue syn-
drome, and, relevant to dermatology, atopic dermatitis.

The Evidence

The exciting developments in understanding of filaggrin
and related proteins in atopic dermatitis (AD) have led
to a deeper understanding of the central importance of
barrier function in this disease.” Along with skin barrier
dysfunction, it has been postulated that there is compro-
mise of the intestinal permeability barrier in AD as well.
Many clinicians employ elimination diets—ostensibly in
hopes of avoiding food allergens or triggers—and often
report positive results from their afflicted patients despite
fairly convincing evidence that dietary exclusion does
not seem to benefit unselected patients.'? Directly or
indirectly, the implication of the gut in AD has been very
difficult to shake, with patients often insisting diet is the
“root cause.”™

One of the ways that the intestinal barrier can be tested
is to administer a mixture of sugars orally, frequently

lactulose and rhamnose or mannitol, and examine their
urinary excretion. These water-soluble, non-degradable

The Advocate
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molecules are instructive as the larger molecules (lactu-
lose) are thought to permeate between the cells only
when there is significant gut barrier impairment, while the
smaller molecules (rhamnose or mannitol) are absorbed
transcellularly, relatively independent of the barrier func-
tion. Therefore, by examining what is excreted in the urine,
one can determine a lactulose/rhamnose ratio, which is
elevated in proportion to gut barrier dysfunction.™

Compellingly, a study from the United Kingdom identified
significantly increased lactulose to rhamnose excretion
ratios (leaky gut) in children with AD when compared to
controls, and were particularly greater in children under
the age of eight years old.”> To examine the relationship
between leaky gut, atopic dermatitis, and cow’s milk al-
lergy, one study consisting of 35 infants under the age

of one year with AD examined the urinary concentra-
tions of end-products in children with cow’s milk allergy

~
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and AD compared to children with AD alone. Perhaps as
one might expect, children with both cow’s milk allergy
and AD had higher levels of the end-products, indicating
greater intestinal permeability, compared to children with
AD only.?

Another very recent study found a strong correlation
between a gut bacteria called Faecalibacterium praus-
nitzii and AD, and that these patients had markers of gut
epithelial inflammation, which can lead to barrier impair-
ment.’”® While these represent correlative data, they raise
the important question of the clinical implication of leaky
gut in these patients, particularly as we learn more about
the role of transcutaneous sensitization in AD, secondary
to what might be dubbed “leaky skin.”®

Interventions

Armed with these fundamentals, we now move into

the more clinically relevant realm: If leaky gut is indeed
involved in the pathogenesis of AD, can it be treated? The
answer seems to be “yes,” although with qualifications.

Diet has been implicated in the development of both leaky
gut and AD and is a provocative place to start. Parents
often note an association between certain foods and flares
of AD.”” When tested, some 39 percent of families recog-
nized improvement in their children with AD following an
elimination diet, although this remains a confusing and
controversial area.' Historically, the thinking has been that
food allergies (present in about 30 percent of children
with AD versus only 10 percent in non-atopics) may be
driving the skin disease.™
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Indeed, food allergies have been shown to cause inflam-
mation within the gut, altering the complex intestinal
barrier. One small study evaluated 15 children with atopic
dermatitis and subjected them to a two-week elimination
diet where they were only allowed to consume a highly
restricted group of foods. Interestingly, nine of the 15 pa-
tients had a significant reduction in clinical eczema scores
and mean intestinal permeability in responders was lower
when compared to that of non-responders.?° While stud-
ies suggest that only 40 percent of children with atopic
dermatitis that are food sensitized actually have specific
signs and symptoms of food allergy, these findings raise
the idea that perhaps there are other mechanisms at play
beyond simple IgE-mediated allergic responses.’”

While many questions remain unanswered about diet and
AD, there is hope that better understanding will help sort
what types of dietary modifications could be helpful and

in what settings.

Greater knowledge of the gut-skin connection has led

to introduction of probiotic therapy in the management

of AD. This concept relies on gut biodiversity and/or the
presence of certain beneficial organisms as critical compo-
nents to immunologic well being.

Perturbations in gut microbacterial diversity may inhibit
the maturation of the T-regulatory cells causing Th1 and/
or Th2 induced inflammation.?223 While the overall body of
data on probiotics and AD remains somewhat unclear, the
consensus currently states that probiotics are not effective
for the treatment of established AD but may be helpful

in prevention. However, there is the suggestion that the
non-uniformity of the results from the many studies belies
a more complex answer: not as simple as “probiotics are
not effective”, but that there may be different phenotypes
of the disease which respond more favorably than oth-
ers; depending on the preponderance of the phenotype
studied, the results could vary greatly.?*

One double-blind placebo controlled crossover study
administered two different strains of lactobacilli probiotic
to 41 children with moderate to severe AD for six weeks.
Ultimately, 14 patients had lactulose-mannitol excretion
tests after placebo, and after active treatment to assess
intestinal permeability. Median lactulose excretion de-
creased by 50 percent following treatment with probiot-
ics, suggesting a significant improvement in gut barrier.?4
Another study of 39 infants with AD were randomized to
receive lactobacillus rhamnosus GG for three months, and

the major groups of gut and skin bacteria were charac-
terized using PCR along with several immune indices. At
one month, the proportion of IgA- and IgM-secreting cells
decreased significantly in the treatment group, thought to
indicate an improved gut barrier function in those patients
who received the probiotic.?®

It is important to note that many unknowns remain here:
the appropriate strain, dose, and duration of probiotics
for AD still require a great deal of elucidation, but there is
certainly promise in probiotic therapy.

Newer physical modalities may also be of benefit in condi-
tions that result from possible compromise of the gut
barrier. Gelatin tannate is one such agent that, through

its chemical structure, may be able to form bonds with
mucin within the mucus layers of the gut barrier.* In
addition to its physical activity in preventing contact of
commensual organisms with the adaptive immune system,
gelatin tannate acts as an astringent and can complex
pro-inflammatory mucus-related proteins for elimination.?®
This may prove to be a viable option for treating impaired
barrier function, perhaps akin to a topical moisturizer for
the skin.?®

Verdict

Atopic dermatitis remains a complex, multi-faceted dis-
ease. Despite its increasing prevalence and concomitant
growing scientific interest, there are still many unanswered
questions. Leaky gut represents a thought-provoking no-
tion that has diagnostic and therapeutic ramifications, but
raises many questions. More studies are required to deter-
mine if leaky gut is universal in AD or if there are specific
subtypes/phenotypes for which it is relevant, and what
approaches will yield the most improvement. Until then,
as with all poorly-understood entities, we must keep alert
for connections and observations that will guide future
questions and research directions, and perhaps most of all,
keep listening to our patients.

Peter A. Lio, MD is Assistant
Professor of Clinical Dermatology
and Pediatrics-Dermatology at
Northwestern University Feinberg
School of Medicine and Director of
the Chicago Integrative Eczema
Center. Dr. Liois also a member of
the National Eczema Association Scientific Advisory
Committee.
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Karan Lal, MS-4 is at New York
Institute of Technology College of
Osteopathic Medicine.
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The National Eczema Association extends a special
thank you to Paul Winnington, Editorial Director,
Dermatology, Aesthetics, Neurology. @
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SUPPORT

The American Academy of Dermatology’s (AAD) Camp
Discovery program is for children ages 8-16 who have a
chronic skin disease.

Under the expert care of dermatologists and nurses, Camp
Discovery gives campers the opportunity to spend a week
with other young people with skin conditions having fun
and participating in activities such as swimming, horse-
back riding, arts and crafts and many more.

There is no fee to attend. All costs, including transporta-
tion, are provided by the AAD through generous dona-
tions from its members, outside organizations and indi-
viduals. All campers must be initially referred by their
dermatologist.

For more information about attending, volunteering or
donating, please visit campdiscovery.org or contact Janine
Mueller at jmueller@aad.org. ®
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NEA EVENTS

Dear National Lezema Assocra Lion,

| attended the Nashville forum, and | am writing to express
my appreciation to the National Eczema Association for
hosting a wonderful 1-Day experience.

The past year has been difficult for me and my wife, try-
ing to find ways to alleviate our daughter, Mae's, eczema.
Between her second birthday and the forum, my wife and

| have had some time to slow down and reflect on the past
year. It has been a long, confusing, and heartbreaking year
of watching her itch; learning the in’s and out’s about food
allergies, environmental allergens, and other kinds of
triggers; trying all sorts of steroids, antihistamines, creams,
soaps, and moisturizers; and negotiating conflicting advice
from pediatricians, allergists, and dermatologists.

At the forum, | learned that (1) eczema is not food-driven per se,
though food can certainly be an irritant; (2) eczema is cy-
clical and multi-factorial; any viable treatment plan should
therefore implement a range of medicines, moisturizers,
and alternative treatments (such as sunflower oil) to

identify what works; (3) skin is permeable; (4) since there
is technically no cure for eczema, a more constructive
question is not to try and identify the precise cause of a
flare up, but to become more and more sensitized to what
factors or conditions to avoid moving forward; (5) laugh
and avoid stress; (6) given the severity of Mae's eczema,
and the fact that my mother and my wife's mother both
have very mild forms of eczema, this may be a long-term
health concern for Mae.

These are not easy lessons to come by, particularly the last
one. But | am very grateful for them. | am also hopeful to
hear that there are many new medications and alternative
treatments that are currently in development. Most impor-
tantly, | am glad that there are competent and compas-
sionate people who are leading the way. My entire family
is grateful for NEA. This 1-Day forum has given us more
than a year’s worth of doctor's visits.

Best wishes,

f/&éﬂ/{ o

1
6 The Advocate



NEA EVENTS

LEADERS in ECZEMA

NATIONAL ROAD TO A BETTER FUTURE

Ass%%IeAﬁ% Two Educational Forums in 2016

The National Eczema Association invites you to LEADERS IN EczZEMA,
one-day educational events for adults, in Texas and California.
LeaDpERS IN EczEmA will provide you with information, resources,
and opportunities to meet patients, caregivers, and clinicians
= Learn from eczema experts

= Receive coping strategies

» Understand new developments in eczema research

SATURDAY, JUNE 4 DATE TBD
Houston, TX California

Discover how you can be an Eczema Leader and
how we can create a better future together!

Stay tuned and join us on Facebook, NEA’s online support forum,
and sign up for NEA’s elnsights for more information.

Peter Lio, MD, is the Medical Director of the Leaders in Eczema
forums. Dr. Lio is an Assistant Professor of Clinical Dermatology
and Pediatrics at Northwestern University’s Feinberg School of
Medicine and Director of the Chicago Integrative Eczema Center.

Dr. Lio is also a member of the National Eczema Association

Scientific Advisory Committee.
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NEA PARTNERS

ANACOR PHARMACEUTICALS

Partnering with the National Eczema Association

18
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We asked Anacor Pharmaceuticals, a proud
sponsor, why they support the National Eczema
Association. Here was the company’s response:

ANACOR

P H AR MATCEUTI

Founded in 2000, Anacor is a biopharmaceutical company
headquartered in Palo Alto, California focused on dis-
covering, developing, and commercializing novel small-
molecule therapeutics derived from its boron chemistry
platform. To learn more, please visit www.anacor.com.

What is NEA’s role to advance eczema care
for millions of Americans?

The National Eczema Association (NEA) is a national non-
profit organization dedicated to improving the health and
quality of life of millions of individuals with eczema through
education, research, and raising public awareness of the
disease. Already the world’s largest non-profit serving those
affected by eczema and atopic dermatitis, the organization’s
established online community is large, and growing.

Anacor Pharmaceuticals is proud to help support the NEA
and the important work it undertakes to help individuals
of all ages with eczema. Like NEA, we believe that more
innovation is needed, given the lack of long-term prescrip-
tion treatment options for this chronic condition.

Do you believe NEA’s new strategic direction
as outlined in the Roadmap to Advocacy will
make an impact?

NEA’s Roadmap to Advocacy is an important manifesto.
The organization’s Five Transformation Keys provide a
step-wise approach to addressing unmet needs of eczema
sufferers. This roadmap is consistent with Anacor’s belief
in the value of disease state education and ensuring that
our medications are accessible to those who need them.

How can eczema patients impact new
treatment developments?

The first step for patients is to find engagement that
works for them, be it through NEA’s social media and
online communities, or by attending local events.

This is where the momentum begins to build, the patient
voice gets elevated, and patient needs are heard.

Why does your company choose to support
the NEA?

Eczema is often a debilitating condition, the stigma of
which often adds to the burdens of those suffering from
the condition. Anacor believes in the NEA’s mission to im-
prove the health and quality of life of those suffering with
eczema through research, support, and education. @




. 19
First Quarter 2016

WHAT’S IT LIKE TO PARTICIPATE tn a CLINICAL TRIAL?

MEMBER CONTRIBUTION

Patient Perspectives

We all play an important role, especially patients, in
bringing new treatments to those that need them. Re-
search is like a relay race that scientists can only take
so far, and at some point, they must hand the baton to
patients to engage in clinical trials to help bring the
treatment to reality. The National Eczema Association
asked two NEA supporters about their first-hand
experiences as participants in clinical trials. Both
people are adults with eczema who have had the disease
throughout their lives.

MEET ASHLEY

Ashley lives in California and works in the public rela-
tions industry. Now 28, her eczema began when she
was two years old. In addition to her eczema, she also
suffered from asthma as a child, and continues to battle
severe allergies, all of which run in her family. Ashley
started the clinical trial in June of 2015, and is still a
participant.

Why did you participate in a clinical trial?

As a lifelong eczema sufferer, | thought | had the dis-
ease under control. I'd spent 20 plus years perfecting my
excuses, “Oh, | had an allergic reaction to something” or
my favorite as a kid, “My dog scratched my legs when we
were playing.” But as many people know, the disease is
unpredictable, and in the summer of 2014 it evolved into
something that a simple excuse could no longer cover. |
began trying the standard and alternative therapies such
as topical steroids, oral medication, allergy testing, trigger
avoidance, various diets, bleach baths, hypnosis, acu-
puncture, supplements ... you name it. | tried it. And was
left with no tangible results. It was disheartening and this
condition wasn’t getting any better. My eczema was now
showing up in places on my body that it had never been
before, creeping up from my legs, to my arms, shoulders,
neck — and eventually, my face.

Once the condition became so severe that | was regularly
missing work due to sleep deprivation, pain and overall
embarrassment of how | looked, | started scouring the
National Eczema Association’s website for new therapies.
| discovered information about a drug that was currently
in the clinical trial phase. Thanks to the “clinical trials” section
on the NEA’s website, | was directed to ClinicalTrials.gov,
where | inquired about the study and answered a handful
of questions about my condition.

One of the questions was “How many dollar bills would it
take to cover all of the eczema on your body?” Wow. | had
never thought about it like that before. | quickly pulled a
dollar from my purse and began counting. Let’s just say
the number was higher than the amount of dollar bills in
my purse.
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MEMBER CONTRIBUTION

Once | was done answering the questions and hit the
“submit” button, | cried. Hard. | cried because | was hope-
ful that there was something out there that would allow
me to get my life back, and | cried because | was scared
that | would be disappointed by another medication that
didn’t work.

To my surprise, within 24 hours a representative from

the participating doctor had reached out to gather more
details about my condition and less than a month after my
initial inquiry, | was accepted into the study.

What were the challenges?

The first challenge was dedicating the time to the study.
For the first few months | was required to visit the doctor
each week for blood tests, respond to survey questions
about my physical and emotional health and to receive
the “medication.” In the beginning, the hardest part was
answering the survey questions, because | would often be-
come emotional. For example “On a scale of 1to 10, how

The experts in
children’s skincare
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embarrassed/ashamed are you because of your eczema?”
always seemed to get the water works going. | couldn’t
imagine ever answering anything other than a 10. If | could
have answered 15, | would have written that.

Secondly, the routine blood tests were difficult because of
swollen skin on my arms. There were a few times where
the nurse had a difficult time finding a vein because of my
inflamed, broken skin. | learned quickly to be extra hy-
drated before each appointment, and taking a quick walk
before helped to get the blood flowing, and reduce the
swelling.

The third challenge about participating in the clinical trial
was not knowing if | was receiving the medication each
week, every other week, or if | was on placebo. Some days
my skin looked pretty good, and | was sure that | was
receiving the medication, and then other days it was so
severe, that | was positive | was on placebo. The process
can easily mess with your mind, but the nurses and doctor
were so encouraging and helped me remain hopeful by
sharing other patient’s success stories.
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Lastly, after many months in the first phase, the doctors
allowed me to give my own injections. This was great
because | didn’t have to spend time in the doctor’s office
each week, and could do my injections at home. It was a
challenge learning to give myself a pretty sizable shot in
the stomach, but as soon as | did it once, the fear quickly
diminished and | actually started feeling empowered by
doing it on my own.

What were the highlights (if any)?

One highlight from this experience is that it brought

me closer to the National Eczema Association. | started
volunteering, connecting with other people who have the
disease, and started to feel like | wasn’t so alone in my
struggle. I'm now at a place where I’'m not ashamed to
hide a flare, and am happy to answer people’s questions
when they ask “Oh honey, what did you get in to? Was it
poison ivy?”

While my eczema still isn’t completely controlled, it’s in a
much more tolerable place than it was a year ago. I'm still
participating in the clinical trial, and have stopped worry-
ing so much about if ’'m getting the medication or not. |
feel lucky to be involved, and hope that if anything, all of
my time, tears and blood samples will help the doctors
and scientists to improve the medication so that it can
help more people like me.

What advice do you have for others
regarding clinical trials considering your
experience?

1. Do Your Research. Lean in to the resources that are
out there. Use the National Eczema Association and
their support groups, events and news to stay in-
formed on your options — that’s how | learned about
the study I’'m in, which has been life changing (I'm no
longer a 10 in regards to my embarrassment level, |
get regular sleep, and now it only takes no more than
three or four dollar bills to cover my eczema patches.)

2. Be Brave. Yes, there can be risks associated with be-
ing involved in a clinical trial. | can’t promise that there
won’t be days where you feel like a lab rat. But just
remember, you can stop at any time, and the results
just might be worth the risk.

3. Fight a Good Fight. If you participate in a clinical trial,

MEMBER CONTRIBUTION

there may be multiple phases in which you will have
the opportunity to participate. If you think you may

be on placebo for the first four months, don’t give up.
There may be an opportunity for you to be involved

in the next phase. In my clinical trial, everyone will ulti-
mately get the medication in the end, which gives me
hope on the days I’'m not feeling so great.

MEET DEBBIE

&L

! b B
L{ f‘f,

Debbie’s eczema started when she was a baby. It con-
tinued to be a problem as a young child, but subsided
throughout her teenage and young adult years. Un-
fortunately, soon after turning 40 and moving to San
Antonio, Debbie’s eczema returned with a vengeance.
She also began suffering with seasonal allergies for the
first time in her life. Her only family member with seri-
ous eczema is an aunt on her fraternal side. Debbie’s
siblings have had mild bouts of eczema, but her three
children, ages 21-26, have not been affected at all. She
and her husband, Mike, still reside in San Antonio.
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Why did you participate in a clinical trial?

My atopic dermatitis (AD) has been something I've dealt
with all my life. | don’t remember how bad it was as a
child, although my mom tells me my skin was never clear.
For some reason, my disease improved during my high
school, college, and childbearing years. But a decade ago,
everything changed. Shortly after our family relocated

to San Antonio from Houston, my skin issues started to
worsen. My yearly trips to the dermatologist turned into
monthly visits, but | soon realized we were getting no-
where. | spent so much money and time visiting numerous
doctors, but it was to no avail.

On top of the endless amount of lotions and creams, | tried
both topical and oral steroids, cyclosporine, CellCept, and
phototherapy. Some of those treatments would work for a
while, but nothing continued to work for me. As a happy-
go-lucky individual, | struggled throughout the years trying
to maintain a positive outlook. | wanted just one of those
regimens to work so | could just get on with my life.

| became frustrated with my situation. My family didn’t
know what to do, and doctors seemed disinterested in
helping me. While reading about eczema on the Internet
one night, | discovered National Jewish Health (NJH) in
Denver, Colorado. This hospital treats children and adults
with severe eczema. At that time, | decided | had to go
and began my crusade with the insurance company to get
my visit covered. In October 2011, | spent 8 days at NJH.
When | got there | was covered head-to-toe in eczema
and had reached the end of my rope. During my visit, | un-
derwent extensive laboratory tests, visited with a psychol-
ogist, and learned more about how to control my skin. The
doctors and nurses showed me how to do wet wraps and
soon thereafter | began to notice significant improvement.

It was shortly after my trip to NJH that | became involved
with the National Eczema Association and began to build
my support system. Both of those events were a turning
point for me. Although | felt better while doing the wet
wraps, | knew it wasn’t something | wanted to do for the
rest of my life. The wraps felt like the best remedy | had
available at the time.

When the opportunity arose to get involved in the clini-
cal trial, | gave it a lot of thought. | understood that there
may be risks involved, but | didn’t really look at it that way.
Living with eczema is not easy. Chronic diseases such as
this wear you down and make it hard to think about the
future. | knew | wanted to try something to improve my
quality of life. My decision to participate in the clinical trial
was twofold. First, | felt | had exhausted all my resources
and | needed a different approach. | wanted to be part of
cutting edge treatments that would give me new hope.
Secondly, I've decided that while | find ways to cope with
my AD, it may not be that easy for the younger eczema
patients and their parents. | want to help find a way to get
closer to a cure for them as well as me. This is my way of
doing my part.

What were the challenges?

The biggest challenge for me has been missing work
for the clinical trial appointments. As a teacher, | don’t
have the liberty to go into work a few hours late. I've
had to take several half-day absences to make it to the
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Eczema

for at least 6 months
to participate in a clinical research trial
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appointments. When | started the trial a year ago, the ap-

pointments were weekly visits. Eventually | got to where |

was going in monthly. No matter how many appointments
it required, | was determined to make it work. The benefits
of the trial definitely outweigh this challenge.

Another challenging part for me in the beginning was
dealing with other illnesses while I'm participating in the
trial. Most of the times | go in for my clinic appointments,
the nurses draw blood for the trial. | became fearful that

if | took certain medications, such as antihistamines for
my allergies, it would affect my blood work in a negative
way. If possible, | would refrain from taking other medica-
tions so it wouldn’t jeopardize my participation in the trial.
Every time | go to a clinic appointment, | am required to
tell the nurses every change I’'ve had in my health and how
| was treated for it.

What were the highlights?

When | started this trial in January 2015, | understood
there was a chance I'd receive the placebo. | thought
about that all the time. | remember thinking to myself,
“What if | can’t tell what I'm getting?” “How will | cope if
it is the placebo?” “How long would it be before I'd notice
any improvement?” “Could | handle the fact that I'd never
really know what | got?”

Even though | consider myself a low-key person, the
anticipation was nerve wracking. | decided to focus on the
positive thoughts and keep the hope.

Just five days after receiving my first treatment, | felt

MEMBER CONTRIBUTION

different. | will never forget the feeling | had that particular
morning when | woke up. The feeling came from inside my
body, not from my skin. My body felt at ease and relaxed.

| have yet to find the right words to describe it, but |

knew in my heart that something exciting was happen-
ing. That feeling continued and | began to heal. My skin
looked better than it ever has. The itching stopped and

| began sleeping through the night. | didn’t dread show-
ers anymore, because my skin didn’t turn bright red from
the water. My skin became less dry and required minimal
work. | no longer needed all the creams, ointments, and
oral medication. My monotonous skincare routine ended
and my overall outlook on life changed. For the first time
in a decade, | felt and looked normal. The medication | re-
ceived through the trial didn’t cure me, but | no longer felt
like an eczema patient. For me it was almost 100% gone.

What advice do you have for others regarding
clinical trials considering your experience?

| would tell others who want to participate in a clinical trial
to take charge of your own destiny. Do research on the
available trials and decide which one is right for you. Once
you make that determination, be persistent on how you
get involved. Find out which doctors in your area are clini-
cal trial sites, and call them often. If possible, stop by the
office and talk with someone in person. | got on the list at
three different offices waiting for the trial to begin. | called
each site a couple times a week. Pursue all avenues to get
into a trial, and don’t give up. It could change your life in
ways you can’t even imagine. @
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RESEARCH

ECZEMA DRUGS in DEVELOPMENT

PHASE | PHASE Il
SAFETY POPULATION FILING

Is it safe? Is it effective and safe in large Researchers

Working with 20 to 100 healthy study ~ Researchers test the drug on a larger groups of people? file for FDA

participants, researchers evaluate group of people who have the disease Working with several hundred to several thousand patients, approval

in question to determine if the drug is
effective and to further evaluate safety.

safety, determine a safe dosage
range, and identify side effects.

researchers work to gain a more thorough understanding of
the drug’s effectiveness, benefits, and possible side effects.

The research pipeline identifies drugs being tested for eczema/atopic dermatitis. The information in this pipeline chart comes from public
sources and is as comprehensive as we understand it at this time.

The pipeline includes drugs that are in progress, listing: drug candidate (name of the drug), phase of study, mechanism of action (or how it works),

route of administration, sponsor (drug company), and study location.

Sometimes a drug candidate has two names — the name that is used in the trial and then the brand name when it is approved. Often the name
in the trial is a combination of letters and numbers to indicate the compound’s name during development at the drug company.

Route of
Adminis- Study

Drug Candidate Phase Mechanism tration Sponsor Location
BMS-981164 1 biologic (anti-IL31 monoclonal antibody) Injection Bristol-Myers Squibb Non-US
CNTO 7160 1 Injection Janssen Research & Develop- Non-US

ment, LLC
E6005 1 PDE4inhibitor Topical Eisai Co., Ltd. Non-US
FURESTEM-AD 1 Mesenchymal stem cells Injection Kang Stem Biotech Co., Ltd. Non-US
OPA-15406 1 PDE-4inhibitor Topical Otsuka Pharmaceutical Co., Ltd. Non-US
Sodium Hypochlorite Solution 1 antimicrobial Topical Makati Medical Center Non-US
XmAb®7195 1 biologic Injection Xencor, Inc. us
Treatment of Chronic Itch with Oral Clonidine & Oral Naltrexone 1 Clonidine: reduces sympathetic system outflow. Oral University of Minnesota — Clinical ~ US

Naltrexone: opioid receptor antagonist. and Translational Science Institute
GSK2894512 Cream 1 Non-steroidal anti-inflammatory Topical GlaxoSmithKline Non-US
LEO 32731 1 Inhibits secretion of TNF-a, IFN-y, and IL-5 but Topical LEO Pharma Non-US
increases anti-inflammatory IL-10.

Pimecrolimus 1% vs Betamethasone diproprionate 0.05% vs Clobeta- 1 Topical LEO Pharma Non-US
sol pripionate 0.05% vs Glaxal Base cream vehicle
AM1030-CREAM 1/ 5-HT2B receptor antagonist Topical AnaMar AB Non-US
Apremilast (CC-10004) PDE-4 inhibitor Oral Celgene Corporation US/ Non-US
AQX-1125 Activates SHIP1 pathway Oral Aquinox Pharmaceuticals, Inc. Non-US
CIM331 Anti-IL-31 receptor Injection Chugai Pharmaceutical us
CT1327 Anti-Pruritic Topical Creabilis SA Non-US
DS107G Derivative of an omega-6 fatty acid Oral Dignity Sciences, LTD US/ Non-US
Dupilumab and Immune Responses Biologic IL-4R Antibody Injection Regeneron Pharmaceuticals us
IgE specific Immunoadsorption removal of IgE Universitaire Ziekenhuizen Leuven ~ Non-US
ILV-094 anti- IL-22 Injection Rockefeller University us
KHK4577 Interventional Oral Kyowa Hakko Kirin Company, Non-US

Limited
KM110329 Dietary supplement Oral Kyunghee University Medical Non-US

Center
MRX-6 Cream 2% Anti-Inflammatory Topical Celsus Therapeutics PLC Non-US
0C000459 DP2 antagonist Oral Atopix Therapeutics, Ltd. Non-US
SBOM Cleaves GATA-3 mRNA Topical Sterna Biologicals GmbH & Co. KG ~ Non-US
QAWO039 (PGD2), DP2 (CRTH2) Oral Novartis Pharmaceuticals Non-US
Tralokinumab anti-IL13 Injection Medimmune LLC us
VLY-686 anti-pruritic Oral Vanda Pharmaceuticals Non-US
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Drug Candidate

Phase Mechanism

Route of
Adminis-
tration

RESEARCH

Sponsor

Study
Location

Omiganan (CLSOO0T)

ZPL-3893787

Asimadoline (To tx pruritis associated with AD)
Lebrikizumah

Lebrikizumab vs. Topical Corticosteroids in Adults

Device: Immunoadsorptions with an IgE-specific adsorption column
Q301

VPD-737 for Prurigo Nodularis

Moisturizer + Subject's Own Antimicrobial Bacteria

Ustekinumab

Amino Acid Moisturizing Cream/Desonide Cream

AN2728 Topical Ointment, 2%

Clemastine Fumarate + Dexamethasone

Dupilimab Monotherapy Efficacy and Safety

Dupilumab + Topical Corticosteroids Long-term Safety

Holly Mangrove Shower Gel

Device: Non-medicated emollient plus Lyocell/Chitosan Sleeve

Fluocinonide cream 0.1% in Reducing Itch
3% Oregano extract cream

Photocil

Lactobacillus Paracasei (GM080)
Bleach bath (sodium hypochlorite)

Xolair/Omalizumab in Severe Childhood Eczema

Runzao zhiyang capsule

Ganoderma Tea

Secukinumab

MEDI9929

Baricitinib (LY3009104)

Furoic acid loperamide hydrochloride cream; Mullite ointment; 3%
boric acid solution; Zinc oxide

Cetaphil Restoraderm Effect on Young Children with AD

Combined Probiotics in AD in Children

DSXS (Desoximetasone Topical)
Dilute Acetic Acid (Vinegar) in Baths in Pediatric Atopic Dermatitis

Trimethoprim/sulfamethoxazole vs Cephalexin vs Doxycycline vs
Sodium Hypochlorite: Effects on treatments on Atopic Dermatitis
Montelukast

Probiotics in Mild Atopic Dermatitis in Young Patients

Bacille Calmette Guérin (BCG) vaccine at birth for Allergy &
Infection Reduction

W W W W®WW®W

Cationic antimicrobial peptide
Histamine H4 receptor antagonist
Selective kappa-opioid receptor agonist
anti-IL13

anti-IL13

Removal of IgE after apheresis of blood
anti-inflammatory

Neurokinin-1 (NKT1) Receptor Antagonist
Decrease S. aureus colonization and increase
colonization by protective Staph species
anti-1L12/23

hydrates skin/anti-inflammatory

PDE-4 inhibitor

anti-Inflammatory

biologic IL-4R Antibody

biologic IL-4R Antibody

Improves skin barrier function

Ceramide embedded fabric

Corticosteroid; reduces inflammation

Natural product with antimicrobial, anti-
inflammatory, and antiseptic properties
Selectively delivers Narrow Band- Ultraviolet B
(NB-UVB) therapy when exposed to sunlight.

Alter skin microbiome and improve skin barrier and
decrease expression of inflammatory proteins in the skin
anti-lgk

Antibody that binds to and neutralizes proinflam-
matory cytokine interleukin 17A (IL-17A)

Antibody that blocks interaction of thymic stromal
lymphopoietin (TSLP) with the TSLP receptor
JAK1and JAK 2 Inhibitor

Skin moisturizer with filaggrin breakdown products
and ceramides

Probiotics (Lactobacillus and Bifidobacterium)

Characterizing microbiome alterations with drugs
in column 1
Blocks hinding of leukotriene D4 to its receptor

Probiotic

Topical
Oral

Oral
Injection
Injection

Device
Topical
Oral

Topical

Injection
Topical
Topical
Topical
Injection
Injection
Topical
Device/
Topical
Topical
Topical

Oral
Topical

Injection
Oral

Oral
Injection
Injection
(SubQ)
Oral

Topical

Topical

Oral

Topical
Topical

Oral/Topi-
cal

Oral

Oral

Injection

Cutanea Life Sciences
Ziarco Pharma Ltd
Tioga Pharmaceuticals
Hoffmann-La Roche
Hoffmann-La Roche

Universitaire Ziekenhuizen Leuven
Qurient Co., Ltd

Tigercat Pharma, Inc.

Richard Gallo, University of
California, San Diego

Rockefeller University

NeoStrata Company, Inc.

Anacor Pharmaceuticals, Inc.

EMS

Regeneron Pharmaceuticals
Regeneron Pharmaceuticals
Mahidol University

University of Minnesota - Clinical
and Translational Science Institute
Wake Forest School of Medicine
Rutgers, The State University of
New Jersey

Applied Biology, Inc.

Nestlé
University of Rochester

Guy's and St Thomas' NHS Foun-
dation Trust

Guizhou Tongjitang Pharmaceuti-
cal Co., Ltd

Hong Kong Baptist University

Icahn School of Medicine at Mount
Sinai; Novartis
Medimmune LLC; Amgen

Eli Lilly and Company
Shanghai Yueyang Integrat-
ed Medicine Hospital
Galderma

Casa Espirita Terra de Ismael

Taro Pharmaceuticals
Mayo Clinic

National Cancer Institute (NCI)
Murdoch Childrens Research In-

stitute
Biopolis S.L.

Non-US
Non-US

US/Non-US
US/Non-US
(Canada)
Non-US

us

Non-US

us

us
us
us
Non-US
us
us
Non-US
us

usS
uS

us

Non-US
1N

Non-US
(UK)
Non-US
(China)
Non-US
(Hong Kong)
us

US

us

Non-US
(China)
Non-US
(China,
Philippines)
Non-US
(Brazil)

us

us

usS

Not
Provided
Not
Provided
Non-US
(Australia)

NOTE: Although some drugs are not currently being developed in the United States, new studies might begin in the United States at any time.

The online table on the NEA website will be updated to reflect any changes.
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TREATMENT

INNOVATIONS IN ECZEMA CARE: THE ARON REGIME
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NEA’s Chicago Support Group recently hosted a meet-
ing, which included guest speakers Peter A. Lio, MD,
NEA Scientific Advisory Committee member and Dr.
Richard Aron. Dr. Aron is a South African dermatolo-
gist, specializing in Atopic Eczema, and he has created
“The Aron Regime.” Following the Chicago event, Dr.
Lio shared his thoughts on “The Aron Regime.”

Several years ago | heard about a Dermatologist — Dr.
Richard Aron — in London who was prescribing a com-
bination of a topical steroid, a topical antibiotic, and a
moisturizer with amazing results for atopic dermatitis. At
the time, | simply thought that this was pretty much what
we were doing already, and that it was not really worthy of
much extra attention.

Fast forward to last year, when one of my more seasoned
patients with pretty severe eczema approached me about
it. She said that she had read a lot on Facebook and that
his following was impressive, with very convincing stories.
She had one of his recipes and asked if we could try it.
Looking at it carefully — betamethasone valerate mixed
with mupirocin in a Vanicream base — it seemed innocu-
ous enough to try. It is important to note that this patient
had severe eczema and was doing all of the right things
already: using a potent-enough topical steroid correctly
and in sufficient amounts, doing dilute bleach baths
nightly, and applying moisturizer aggressively to protect
and hydrate the skin. Things were better, but she still suf-
fered and we continued to flirt with the idea of going on
cyclosporine, the powerful immunosuppressant that can
help to break the cycle, but carries with it a host of pos-
sible side effects. Suffice it to say that | was initially not
very optimistic...

Let me pause the narrative to point out that there are re-
ally three innovations with the so-called "Aron Regime":

1. Mixing a topical antibacterial agent with the steroid,
while not really a new idea, is important, especially
as we are learning more and more about how the
microbiome (the community of bacteria that normally
reside on our skin) is abnormal in atopic dermatitis.
In fact, a recent paper described a toxin (called "delta
toxin™) produced by the abnormal but ever-present

staphylococcus aureus bacteria on the skin that can
actually induce eczema on healthy skin! (Nakamura,
2013)

2. Using a low-potency corticosteroid but with increased
frequency of application. This is unconventional, and
to my knowledge, not well-studied. In fact, there are
studies that would suggest precisely the opposite:
that once daily application of a corticosteroid may
actually be sufficient. (Bleehen, 1995). However, there
may be theoretical benefits to using a less-potent
preparation more frequently, including the possibil-
ity that the skin barrier damage is decreased. Further
studies are needed to assess this, but it certainly is
thought-provoking.

3. Having only one thing to do rather than 3, 4, or even
more steps. While there is no doubt that 5 or 6 daily
applications is a lot, it is somewhat simpler than having a
complex morning and evening routine. And it really only
lasts for the first week, and then the tapering can begin,
going down to 3 times daily application, then twice daily,
then once, then ideally, off of the compounded cream.
This compared to soaking, then patting dry, then apply
the medicine, then a moisturizer, then a damp layer, then
a dry layer, etc... which can become very tedious for
some patients and families. Some have mentioned that
part of the reason it may work so well is simply because
patients are able to actually stick to the regimen because
it is so straightforward.

Back to the story...

At the one-week mark, | called the patient to ask how
things were going. She was ecstatic, saying that this was
better than anything we had done before. In fact, she was
sort of mad at me for "holding out” on this treatment for
so long. Was she cured? No, not at all. But was she better?
Absolutely. And it allowed us to avoid needing the cy-
closporine, which | consider a big win. Were this the only
story, | wouldn't be writing this. Some version of the above
has now happened to about 2 dozen of my patients and |
have to say that the results are generally very similar and
very encouraging.




It has not been all roses, however; there have been some
caveats as well:

e A few patients have found the cream base too irritating
— in those cases, I've cobbled together an ointment
version of the compound, sometimes with good effect.

e Several patients also simply did not respond to it
sufficiently, and did end up needing to go on more
powerful topical medications or immunosuppressants.
| can say with confidence that it — at least the way |
am using it — is not 100% effective by any means.

e |t can be fairly expensive since it has to be compound-
ed by a compounding pharmacy, and this adds a layer
of complexity for the patient.

® There is some concern that mupirocin-resistant bacte-
ria may emerge from such prolonged and widespread
use. This certainly seems possible, but if we weigh this
against the need for frequent oral antibiotics, it seems
to be a rather small price to pay.

® There is some concern that increasing the application
of steroids and the relatively prolonged duration of
use could increase the risk of side effects. While this
is certainly possible, Dr. Aron maintains that he has
not seen many side effects after many years of using
this approach. Still, this represents an off-label use for

TREATMENT

these medications and caution is advised until further
studies can validate his experience. We know that
there are real risks to using topical steroids, and it is
foolish to think that somehow this method is totally
immune from them. That said, with close supervision
and in the right context, the risks seem to be out-
weighed by the benefits.

In sum, | freely admit that while | am an eczema expert
and very much devoted to understanding (and beating!)
this terrible disease, | do not have all the answers. | need
— we all need — new ideas, new approaches, creativity
and innovation. | want to embrace and celebrate these
things, especially when they are taking familiar and tested
ideas and using them in new ways. Especially when no one
has a conflict of interest to sell a product. And, perhaps
most of all, especially when | get the sense that it is com-
ing from someone who is truly dedicated to his or her
patients. Fortunately, all three of these apply here.

Perhaps the Aron Regime will simply be a footnote in the
long history of eczema, but perhaps it will be something
more: a point of departure for new approaches in treat-
ing AD. The only way to know for sure is to study it and
its principles, and to do that, we must first keep an open
mind.

Peter A. Lio, MID is Assistant Professor
of Clinical Dermatology and Pediat-
rics-Dermatology at Northwestern
University Feinberg School of
Medicine and Director of the Chi-
cago Integrative Eczema Center. Dr.
Liois also a member of the National

Eczema Association Scientific Advisory Committee.
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1. Staphylococcus &-toxin induces allergic skin disease by activating mast cells.
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2. Fluticasone propionate 0.05% cream in the treatment of atopic eczema:
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cream application versus twice-daily treatment.
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Dear NEA Scratch Pad,

| developed hand eczema two years ago, shortly after going off all hormone treatments for
. my hysterectomy. 1 could not use Elidel or Protopic medication. Only strong hydrocortisone
creams were somewhat helpful, but even those became les and less effective.

The skin on my hands becamme very fragile and looked burnt. They would crack open and
~ occasionally bleed. Simple things like opening a screw top or playing the piano would injure my
hands. The skin on my fingertips thickened and 1 lost feeling, making it hard to hold or pick up

 items. After two years, 1 decided | needed to be more pro-active and find something that
would help me.

[ started with eliminating certain foods from my diet, and

at first, it would work! But then, after a short amount of
time, my skin would revert back to its original bad state.
After several months of trial and error, 1 found removing
the following items radically helped my skin improve: citric
acid and other acids found in food, sodium lauryl sulfate,
and Cocamidopropy| betaine. I use the following products
and they seem to work: CeraVe Hydrating Cleanser, Eucerin
Original Cream, Vaseline, and mineral oil.

\ Luckily, I have found that I can eat almost anything but 1
| cannot touch it with my hands. 1 hope this many help other
with hand eczema.

R
Susan G.

- Dear NEA Scratch Pad,

I have had chronic eczema since 1 was two years old. For me, sweat was a
~ trigger, causing my skin to swell and sting. | wanted so badly to rid myself
of eczema that [ said yes to any and every medication. After years of
| experimenting, | realized no one product would work for a long time and I
was building a tolerance. It only recently dawned on me how dependent on
- medication | had become. I had let my eczema rule my life, limiting time with

friends and family. | realized [ needed to figure out a way to accept living with
eczema.

So, after 20 years, | decided to turn in my prescriptions for good old-fashion
gauze and for the first time inmy life, ’m steroid free. While my skin is by

ho means perfect, I'm finding with the help of supplements and natural oils

and lotions, it's tolerable. I have learned to ask for help whenIneed it but I'm
nowhere near as embarrassed as | feared.

/N

| Cathryn S. a2
New York, NY
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Dear NEA Scratch Pad,
I'have to brag about this product. I saw it in Good Housekeeping magazine a couple of years
ago and | have been a believer ever since. O'Keefe’s Working Hands is the only

thing that has made a difference in mine and my husband’s life. The
balm is not greasy or sticky, and has absolutely zero scent. I highly
recommend this for hand eczema, as it works better than the
steroid ointment | had tried before and it’s much cheaper!

Heather K.
Gainseville, FL

Dear NEA Scratch Pad, =

I told my sister-in-law about my eczema and she recommended a new dermatologist to see.
The doctor told me about a product, InfiniteAloe Cream, which I can say with a smile on my
face, has worked wonders! I am finally able to sleep at night and has reduced my itch during the
day. luse it onmy legs and arms, along with CeraVe. I also bathe my legs with Grandpa’s Pine
Tar Soap. This has greatly helped with the scaly appearance on my legs so | don't even mind
stelling like beef jerky for a little while..

Gina L.
Labadieville, LA

Dear NEA Scratch Pad,
My family has had the enormous project of dealing with my son's eczema and asthma. It
began as soon as he turned 3 months old (Just like with my older son). However, his condition

lasted way past 18 months of age that my pediatrician \

and I hoped for. We removed food dyes/colors, \\

acidic foods, and azodicarbonamide from his diet and \ \
®

added probiotics (Lactobacillus & Bifidobacterium),

Herpanacine, and Hydroxyzine. In addition, we found /
Scratch-Me-Not Sleeves to be a huge help. 1 feel like era'

I have my son back and he is a much happier child with

better sleep and fewer tantrums. ’

Vrinda N. Proud Sponsor

/) | Portland, OR of the NEA gcratch Pad

K The recommendations contained in the "Scratch Pad” are those of the igxt:ibgtgr:; ﬁli%fcic;v:%evsice
i s this information is not intende .
1th information from a variety of sources; :
E::sons with questions regarding specific symptoms or treatments should consult a professional

health-care provider.

Email your "Scratch Pad” tip (along with a photo if you have it) to info@national?czema.org,
so that we may publish it in an upcoming issue of The Advocate and help others!
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SUPPORT

NEA supporter, Mia, raised over $605 in checks and cash at her birthday party to
donate to the National Eczema Association. She wanted to help raise awareness
and make a contribution towards eczema research that will someday help find a

cure for eczema.

Thank you Mia for all your hard work in promoting Itching for a Cure!

SUPPORT GROUP LEADERS

ALABAMA
Birmingham

Kelly Seewald
205.587.7246
kellyseewald@hotmail.com

CALIFORNIA

Los Angeles

Cynthia Kim

818.425.1681
MyltchyKid@gmail.com
www.MyltchyKid.wordpress.com

San Diego

Terese Cosan, RNC
858.576.1700 ext. 6841
tcosan@rchsd.org

San Francsico
Catherine Nguyen
sanfraneczema@gmail.com

Ventura

Monica Hernandez
805.703.0080
ItchyLittleLadyBug@gmail.com

WASHINGTON DC
Metro Area

Renee Dantzler
240.210.0094
dant59971@aol.com

Lori Dixon
301.704.3128
eczemaMD@gmail.com

GwenDolyn Yarborough-Hall
301.574.4936
livingweczema@gmail.com

GEORGIA

Atlanta

Angie Melton

404.518.6411
EczemaHurtsAtlantaSG@yahoo.com

Curél

ILLINOIS

Chicago

Co-Support Group Leader
Erika Czopkiewicz
630.412.1623
ChicagoEczema@gmail.com
ChicagoEczema.webs.com

Co-Support Group Leader
Nathan Jetter

630.412.1623
ChicagoEczema@gmail.com
ChicagoEczema.webs.com

IOWA

Cedar Rapids

Julie Hulseberg
319.560.6824
CReczema@gmail.com

KANSAS

Hays

Adrienne Gaschler

785.726.1344
Adriennegaschler@hotmail.com

MARYLAND
Baltimore

Angela Kelley-Green
410.456.6372
NEABaltimore@gmail.com

MASSACHUSETTS
Boston

Lisa Boyon

603.425.1968
LisaBoyon@aol.com

NEW YORK

New York City

Barjes Angulo

718.702.3439
EczemagroupNYC@gmail.com

PENNSYLVANIA
Danville

Mary Shaw

570.458.5002
NepaEczema@yahoo.com

TEXAS

Dallas

Kc de la Garza
713.253.9452
NEA4Houston@gmail.com

San Antonio

Co-Support Group Leader
Gabi Mehta

210.748.8824
EczemaGroupSA@yahoo.com

Co-Support Group Leader
Pam Van Scoyk

210.233.8720
EczemaGroupSA@yahoo.com

BRAZIL

Sao Paulo, Brazil

Roberto Takaoka, MD
Brazilian Atopic Dermatitis
Association (AADA)
55.11.3079.3053
aada@uol.com.br
www.aada.org.br

o PROUD SPONSOR OF NEA SUPPORT NETWORK 2

ITCH DEFENSE® LOTION

ARIZONA
Phoenix

Mandi Albert
480.636.6199
AZeczema@yahoo.com

CALIFORNIA
Berkeley

Ann Johnson
510.559.8659

San Diego

Co-Support Group Leader
Marcene Nielson
858.312.1463
marcene.nielson@yahoo.com

CONNECTICUT
West Haven

Donna Rhoads-Frost
203.233.4550
donna.frost@gmail.com

WASHINGTON, DC
Sanjana Apte

908.227.6924
Sapte03@gmail.com

Amanda Wenner-Calhoun
301.802.3599
akhr2001@hotmail.com

MASSACHUSETTS
Sandwich/Cape Cod

Sheila O’Shaughnessy
508.888.1232
sligo1905@verizon.net

South Hadley

Karen Sander-Buscemi
413.536.6306
datacure@netscape.net

TELEPHONE SUPPORT CONTACTS

NEW JERSEY
Morristown

Tanja Long
973.538.1025

NORTH CAROLINA
Wilmington

Gregory H. Stone
910.883.7914
gstone2@ec.rr.com

OHIO

Cleveland

Judy Bruno
216.291.3582
jebabbey@yahoo.com

TEXAS

Dallas

Lauren Bendiksen
214.495.3827
nea_lauren@halocube.com

Karen Vasquez
469.360.7423
karen.vasquez@gmail.com

UTAH

West Jordan

Bradly Baird

801.558.6691
thecivilsociety@gmail.com

VIRGINIA
Virginia Beach
Jennifer Kiggans
757.348.6213
JenateJam@aol.com

WASHINGTON
Greater Seattle/Puget Sound
Angeline Fowler
360.863.2829
england875@yahoo.com

Provides soothing relief for eczema-prone skin

Ifyou'd like information on establishing an eczema Support Group in your area or becoming a Telephone Support Contact, please

contact Alexandria Lindsay in the NEA office for information and an application: info@nationaleczema.org or 415.499.3474.
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NEA DONORS

From January 1, 2015 - December 31, 2015

We are grateful to all our donors. Every donation is vital to supporting the National Eczema Association’s mission.
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NEA DONORS

Platinum Benefactors: $50,000 & Up

Foundations

Fondren Foundation, Houston, TX

Gold Benefactors: $25,000 - $49,999

Suzanne & David Hadley

Elizabeth Hoff

Katherine & Sean Keenan
Ande & Bruce Rosenblum

Foundations
The Gayden Family

Foundation, Houston, TX

Silver Benefactors: $10,000 - $24,999

Julie Block

Eric Kageyama

Susan Tofte, RN, MS, FNP

Grand Benefactors: $5,000 - $9,999
Beth & Curt Hamann, MD Tom & Carolyn Reese

Lisa Choy
& Kirby Bartlett
Fran & Roger Cohen

Dr. Jon Hanifin
Dr. Peter Lio

Donald & Laila Young, JD

Major Benefactors: $2,500 - $4,999

John &Kathy Crossen, PhD

Erika & Thaddeus
Czopkiewicz

Kari Dias

Benefactors: $1,000 - $2,499

Anonymous

Ellise Barajas

Elvira Bartoli

Ashley Blua

Boz Borowiecki

Prashanth & Vidhi
Brahmandam

Jeanie Buss

Mike & Janis Chapman

Kelly Cirrintano

Carl & Sue Conrad

Bob & Denise Cook

Florence Lee
Sheila Rittenberg
Dinesh Shenoy

Foundations
The Broad Foundation,
Los Angeles, CA

Mr. & Mrs. Daniel Fellman Ronald & Naomi

Ann Forella
Tonya Frederic
Victoria Gokson
Russell Goldsmith
Linda Hannon
Keith, Walt

& Marilyn Heeley
Martha Henderson
Jim & Beth Hendricks
Fred C. Hock Jr.
Akira Kageyama

Sponsors: $500 - $999

Geraldine & Harold Alden
Gabriela & Carlos Arechiga
Dr. Lisa Beck & Steve
Georas
Kevin Beggs
Peter Benedek
Kerry Benjamin
& Nick Barrionuevo
Linda & John Berryman
Andrew Borowiecki
Lisa & Lou Boyon
Jennifer Brenner
Debbie Byrnes
Lisa, Erica & Ken Byrne
Linda Cardinale
Dr. Sarah Chamlin
Ivy Chazen
Dr. Kevin & Robin Cooper
Jonathan Cott

Grand Patrons:

Tom Arundel

John Bamberger

Dr. Donald Belsito

Janet Bendiksen

Matt & Lauren Bendiksen
Lee Berndt

Dr. Jeffrey Bienstock
Peter H. Bloom

Irene & Philip Croshy
Christina Crowley
Dr. Mark V. Dahl

Joe Decoma

Dr. J. Mark DeMay
Sam Fischer

Dr. Joel Gelfand

Lisa Gregorian
Candice Gupta

Dr. Emma Guttman
Madison Harman

Jill Higgins

Dan & Jamie Huber
Jolie Jashni

Nathan Jetter
Thomas Jolly

Betty Kageyama
Dana Kageyama

Li Kung & Eunice Park

$250-$499

Dr. Ronald Brancaccio
Julie Brown

Dr. Anna L. Bruckner
Liset Castaneda

Lyali Corona
Chandreyee Das
Kushal Dave
Charlotte Fajardo

Kageyama
Cynthia Kim
Tracy & Nicolas Munge
Randy King

& Marilyn Munson
Dr. Mark Lebwohl
Marie Parmer
Nina & Mike Pietrangelo
Sheila Prutsman
Dr. Phoebe Rich
Richard Sandler

Steve Lafferty

Dr. Kristin Leiferman
& Gerald J. Gleich

Dr. Ethan Lerner, PhD

Jared Levine

Dr. Harvey Leo

Greg Meidel

Burton & Pamela Mitchell

Irene Moy

Owen Mudge

Kuniko Nakamura

Kenji Ogawa

Dr. Amy Paller

Ellen Peterson

William Quach

Ginger Reynolds

Barbara Richards

Dr. Douglas Robins

Ed Romano

Mark & Mary Farrell
Kevin Fortson
Angeline Fowler
Richard Frankie
Rena Fulweiler
Celeste Glynn
Steven Goldberg
Theresa Hannon

Businesses
SmartPractice

Businesses
United Talent Agency,
Beverly Hills, CA

Anastasia Savas

Sandy Sigal

Carl Siminow

Dr. Eric Simpson

Sawyer & Heather Sullivan
Ann G. Trammell

Patricia Valenciano
James & Diane Woodrow

Organizations
Mt. Sinai School
of Medicine

Fredric Rosen

Elsy Sandoval

Deborah Searcy

Harvey Sherman

Dr. Robert Sidbury

Eric Siegel

Christopher Silbermann

Dr. Robert A. Silverman

Chananne Slepicka

Carolyn Spata

Lindsay & Michael
Swire-Jones

Alfonso Thomas

Elizabeth Tilney

Jill Wickert

Lisa & Dale
Yee-Litzenberg

Laura Henry

Veyann Henry

Richard B. Hill

Robert Hoff

Gretchen Horton-Dunbar
Carol Hudson

Julie & Randy Hulseberg
(cont...)

Grand Patrons: $250 - $499 (continued)

Lenette Hussey Mark Pedowitz Roberta Stockman Ming
Mike lkemoto Ellie Peterka George Sullivan

Diana & Mikaela Jauregui Jonathan & Laurie Pilkington  Robert Tannhauser
Margie Jetter Donald & Bonnie Poland Delores TenBroeck

Roger H. Kahn Fran Porter Florindo Volpacchio
Tracy Katayama Esse Katie Ramirez Isaac Wilson

Angela Kelley-Green Ruth Ramos Dr. Dale Wood

Charles Kingery Monica Rojas Jim Yeager

Stephanie & Scott Knox Sonia Sandoval

Rick MacDonald & Veronia Torre f

Renee MacDonald John Schindler g:vzmi'essl\li?ssery

Nolan Madson Dr. Lynda Schneider Lyons Self Storage
Hernan Marin David Schwan Millipore

Noel & Harley Mathews Jody & Henry Schwartz Southwest Asthma & Allergy
Cynthia Menchaca Peter Sherlock White Memorial

Kathy Mills Chehie Songstad Pediatric Medical Group
Sandra Murschel Stuart Sternberg

Sidnie Myrick Dr. Seth Stevens

NEA ALLIANCE PARTNERS
Sapphire: $50,000 & Up

(ANACOR
Curél

DERMATOLOGIST RECOMMENDED

REGENERON SANOFI «g

Ruby: $25,000 - $49,999

Eczema
Aveerul()@ !r‘ Therapy

adison of ko Phomoceuicals USA. e

o? <&y Neuogem

Patron: $5,000 - $9,999
TriCalm® Theraplex®

Contributor: $2,500 - $4,999
Exederm® Natralia™

Supporter: $1,000-$2,499
Eau Thermale Avéne

Editor’s note:

In some cases NEA Donors raised all or a portion of their
donation through fundraising. We regret the omission of any
names. If you find an error, please call our office and we will
print a correction in the next issue.




4460 Redwood Hwy, Ste 16D
San Rafael, CA 94903-1953

800.818.7546 or 415.499.3474

NATIONAL

czema

ASSOCIATION nationaleczema.org

NEA's
Going Green!

You can help NEA meet one of our 2016 new year resolutions by
“going green” and signing-up to receive our quarterly magazine,
The Advocate electronically.

Visit our website to sign-up today!
goinggreen.nationaleczema.org

Benefits to you include:

» Active links to promotions, events registrations,
and calls to action

» Easy to share information by forwarding to a friend
» Ability to save articles for easy reference

» Access to archived Advocates and articles on
NEA’s website (coming soon)

Thank you for helping NEA build a more sustainable future!



