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Sjögren’s and
Invisible Diseases
by Dominica Drazal
Director, Tear Film and Ocular Surface
Society (TFOS) Global Ambassador Program

I

f you have a broken arm or leg, people are inclined to offer
their help. If you are elderly and frail, people tend to offer their
help. If you are blind, people usually offer their help. If you
have an obvious disability, people proactively reach out to offer
their help.
What happens to those who suffer from an invisible disease – a
disease that is emotionally and physically paralyzing but not visibly
tangible? Without obvious physical indicators, it is difficult for us to
offer our help. Hence, what happens when we are aware of someone’s invisible disease – do we offer help, or are we dismissive?
continued page 2 ▼

Headaches and Sjögren’s
by Chadwick Johr, MD
Assistant Professor of Clinical Medicine Rheumatology
Co-Director of the Penn Sjögren’s Syndrome Center

S

jögren’s is a systemic autoimmune disease often characterized by dryness of the eyes and mouth and accompanied by chronic fatigue and
musculoskeletal pain. More than half of Sjögren’s patients experience
systemic symptoms, some of which can involve the nervous system. One
of the most common symptoms involving the nervous system is headache.
Headaches are a common complaint in healthy people who do not have an
autoimmune disease. Some of the most common types of headaches include
tension type headaches, migraines (with and without aura), and cluster
headaches. Headaches are common in Sjögren’s, estimated to occur in
roughly 50 to 75% of patients.
Many Sjögren’s patients may wonder whether or not their underlying
autoimmune disease is causing the headaches. Although the answer to this
continued page 8 ▼

In This Issue

5 Pediatric Sjögren’s

9 You Stood Up

11 SSF in Action

12 In Memorial/Honor

13 2017 NPC

2

February 2017 / The Moisture Seekers

“Invisible Diseases” continued from page 1 ▼

Founded by
Elaine K. Harris in 1983

Board of Directors
Chairman of the Board
Stephen Cohen, OD
Chairman-Elect
Janet E. Church
Treasurer
Kathy L. Sivils, PhD
Secretary
Tricia Gooding
Immediate Past Chairman
Ken Economou
Esen K. Akpek, MD
Herbert Baraf, MD, FACP, FACR
Nancy L. Carteron, MD, FACR
Jack Faricelli
Patricia Hurley, MSc
Cathy Ingels
Theresa Lawrence Ford, MD
Cynthia Lopynski
Monica McGill, PhD
Timothy Niewold, MD, FACR
Thomas D. Sutton
Michelle Wallace
Ava Wu, DDS

Medical & Scientific
Advisory Board
Chairman
Nancy L. Carteron, MD, FACR
Esen Akpek, MD
Richard Brasington, MD, FACR
Michael T. Brennan, DDS, MHS
Steven E. Carsons, MD
Troy Daniels, DDS, MS
Denise Faustman, MD, PhD
H. Kenneth Fisher, MD, FACP, FCCP
Gary Foulks, MD, FACS
Theresa Lawrence Ford, MD
S. Lance Forstot, MD
Philip C. Fox, DDS
Robert I. Fox, MD, PhD, FACP
Tara Mardigan, MS, MPH, RD
Austin Mircheff, PhD
John Daniel Nelson, MD, FACS
Kelly Nichols, OD
Athena Papas, DMD, PhD
Ann Parke, MD
Andres Pinto, DMD
Nelson Rhodus, DMD, MPH
Vidya Sankar, DMD, MHS
Daniel Small, MD, FACP
Neil Stahl, MD
Frederick B. Vivino, MD, FACR
Jeffrey Wilson, MD, FACR

Chief Executive Officer
Steven Taylor

While this has not been quantitatively proven, generally, our reactions
to an invisible disease tend to depend on our own personal frame of
reference. In other words, if we have suffered something comparable we
can more easily both sympathize and empathize. But even then, most
of us have limited tolerance. More globally, people tend to dismiss what
cannot be seen and as such, those who suffer from an invisible disease
often have little to no emotional support. Chronically ill patients have
stated that living this way is lonely and it is “like visiting a part of the
world where no one speaks your language; no one understands you or
your pain.” Another person told me that she feels like “a ghost because
people see your shell, but the real you that’s screaming, no one can see.”
Have you heard of Sjögren’s? Most people have not, but yet, it is one
of the most prevalent autoimmune diseases, affecting over 4 million
people in the United States alone. However, exact incidence is unknown
because few studies have been published, and even these have been
complicated by the use of different diagnostic criteria. The excellent
news is that new criteria accepted by both the U.S. and Europe has just
been published (http://www.sjogrens.org/news/482-new-classification-criteria-for-sjogrens).

A few facts about this systemic autoimmune disease that affects the entire body:
●
●

●

●
●

Symptoms may remain steady, or worsen
Some people experience mild discomfort, others suffer debilitating
symptoms that greatly impair their functioning; symptoms of extensive dryness. Other serious complications include profound fatigue,
chronic pain, major organ involvement, neuropathies and lymphomas
Can even cause dysfunction of organs (kidneys, gastrointestinal system, blood vessels, lungs, liver, pancreas), and central nervous system
Patients also have a higher risk of developing lymphoma
Nine out of ten patients are women

As with many diseases, early diagnosis is of fundamental importance
however, since symptoms of Sjögren’s mimic other conditions and
diseases, this disease can often be overlooked or misdiagnosed. Can
you imagine that only a few years ago it took about 6 years to receive a
diagnosis? The Sjögren’s Syndrome Foundation (SSF) has worked hard to
reduce this long diagnostic period and as a result, a Foundation survey in
the spring of 2016 showed that it has been reduced to 3 years.
continued page 6 ▼
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Make more of your own tears.
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the entire dose is absorbed. No adverse events were observed at oral doses up to 15 mg/kg/day (2,000 times
greater than the daily human dose).
There are no adequate and well-controlled studies of RESTASIS® in pregnant women. RESTASIS® should
be administered to a pregnant woman only if clearly needed.

Nursing Mothers
Cyclosporine is known to be excreted in human milk following systemic administration, but excretion
in human milk after topical treatment has not been investigated. Although blood concentrations are
undetectable after topical administration of RESTASIS® ophthalmic emulsion, caution should be exercised
when RESTASIS® is administered to a nursing woman.
Pediatric Use
The safety and efficacy of RESTASIS® ophthalmic emulsion have not been established in pediatric patients
below the age of 16.
Geriatric Use
No overall difference in safety or effectiveness has been observed between elderly and younger patients.
NONCLINICAL TOXICOLOGY
Carcinogenesis, Mutagenesis, Impairment of Fertility
Carcinogenesis: Systemic carcinogenicity studies were carried out in male and female mice and rats. In the
78-week oral (diet) mouse study, at doses of 1, 4, and 16 mg/kg/day, evidence of a statistically significant
trend was found for lymphocytic lymphomas in females, and the incidence of hepatocellular carcinomas in
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In the 24-month oral (diet) rat study, conducted at 0.5, 2, and 8 mg/kg/day, pancreatic islet cell adenomas
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islet cell adenomas were not dose related. The low doses in mice and rats are approximately 80 times
greater (normalized to body surface area) than the daily human dose of one drop (approximately 28 mcL) of
0.05% RESTASIS® twice daily into each eye of a 60 kg person (0.001 mg/kg/day), assuming that the entire
dose is absorbed.
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treated mice. A study analyzing sister chromatid exchange (SCE) induction by cyclosporine using human
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Impairment of Fertility: No impairment in fertility was demonstrated in studies in male and female rats receiving
oral doses of cyclosporine up to 15 mg/kg/day (approximately 2,000 times the human daily dose of 0.001 mg/kg/
day normalized to body surface area) for 9 weeks (male) and 2 weeks (female) prior to mating.
PATIENT COUNSELING INFORMATION
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emulsion. To avoid the potential for injury to the eye, advise patients to not touch the vial tip to their eye.
Use with Contact Lenses
RESTASIS® should not be administered while wearing contact lenses. Patients with decreased tear
production typically should not wear contact lenses. Advise patients that if contact lenses are worn, they
should be removed prior to the administration of the emulsion. Lenses may be reinserted 15 minutes
following administration of RESTASIS® ophthalmic emulsion.
Administration
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Rx Only
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Patient Education Sheet

Pediatric
Sjögren’s

by Jay Mehta, MD1 and Scott Lieberman, MD, PhD2
1 Pediatric Rheumatology, The Children’s Hospital of Philadelphia, Assistant Professor of Pediatrics,
Perelman School of Medicine, The University of Pennsylvania, Pennsylvania.
2 Pediatric Rheumatology, University of Iowa Stead Family Children’s Hospital and Assistant
Professor of Pediatrics, Carver College of Medicine, University of Iowa, Iowa.

S

jögren’s is a systemic autoimmune disease that
affects the entire body. Along with symptoms of
extensive dryness, other serious complications
include profound fatigue, chronic pain, major organ
involvement, neuropathies and lymphomas. This disease in children often presents differently than it does
in adults; the single most common presenting
feature of childhood Sjögren’s is swelling of the
parotid gland(s) (with or without tenderness).
The parotid gland is the major salivary gland(s) located
over the angle of the jaw on both sides.
Tests for Sjögren’s may include blood tests, imaging
studies, ocular and salivary gland tests and a biopsy of
the minor salivary glands located in the inner side of
the lower lip.
Regular oral and eye health care is absolutely necessary for maximizing oral and ocular health. Additional management of pediatric Sjögren’s is dictated
by the specific symptoms of their disease. Potential
strategies include:
● Short course of oral corticosteroids (e.g. prednisone) may help to improve symptoms short-term

●

●

●

but additional therapy should be used to prevent long-term exposure to high doses of these
medications.
Typically, recurrent parotid gland swelling in children is treated with hydroxychloroquine (a daily
oral medication) which often helps minimize
episodes of recurrent parotid swelling and may
be helpful with improving fatigue and joint pain
often seen in pediatric Sjögren’s.
More potent immunosuppressive medications
commonly used for other rheumatic diseases
(including methotrexate, mycophenolate mofetil,
azathioprine, rituximab, belimumab, abatacept)
may be used especially if children have other
organ involvement – including brain and spinal
cord, lungs, joints, and blood.
Children with Sjögren’s should have regular
visits with their Pediatric Rheumatologist,
Ophthalmologist (eye doctor), and Dentist!
These visits can help ensure good quality of life
by preventing damage and monitoring for potentially serious complications. ■
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“Invisible Diseases” continued from page 2 ▼
Katherine (Kathy) Morland Hammitt, SSF Vice President of Medical &
Scientific Affairs, asks us – as doctors, researchers, and individuals – to
pause for a moment and acknowledge how difficult it is to live with
an invisible disease. Even worse, imagine living a normal life, and
then, increasingly suffering from an onslaught of ailments, resulting in
a diagnosis and the assumption of a new normal. A new normal that
is extremely painful and debilitating, ultimately upending families,
careers and daily lives, and one that cannot be readily cured: A dry
eye doesn’t disappear with a few eye drops. A dry mouth cannot be
assuaged with a sip of water. And chronic fatigue doesn’t disappear
with an extra long nap. Sjögren’s is an all-encompassing condition.
Acknowledging the disease and its ramifications is
only a first step. The step that follows is collaboration,
and Kathy encourages us to “join our voices together
around the world” to mobilize funding so that awareness,
research and therapies are more aggressively introduced.
Kathy herself is a Sjögren’s patient, diagnosed with
Sjögren’s in 1984 shortly after her daughter was born.
Her symptoms were intensely debilitating and her
fatigue was so “toxic” that not only did she struggle
to care for her infant but ultimately; she was forced
to resign from her role as a television news producer. While we now know that Sjögren’s is the second
most common autoimmune disease, at the time Kathy
was diagnosed, there was little awareness about the
disease. As such, her interminable visits to the doctor
reaped no conclusive diagnosis, and she spent two
years using penicillin as a Band-Aid to treat what was
assumed to be an unknown infection. In fact, the doctor who finally diagnosed her, bicycled home to fetch
his medical school notes that related to the disease; all
two lines of medical notes.
Joining the SSF seemed like an obvious choice,
personally and professionally. Not only did Kathy want
to learn more about what was taking place in research,
she hoped to spark greater awareness, interest and
groundbreaking research for the disease, ensuring the
next generation would have a cure for this insidious
and painful malady.
Many steps in the right direction have been taken
towards researching Sjögren’s Disease as well as its
many symptoms, such as dry eye. Kathy states that
the Tear Film and Ocular Surface Society (TFOS) has
been instrumental in terms of generating awareness of

the latter and further, has offered a strong infrastructure to move forward research for dry eye, which in
turn impacts Sjögren’s. During our discussion about
TFOS, Kathy asserted that “Dr. David A. Sullivan has
been a model in what he has accomplished; he had
a wonderful vision for bringing together international
leaders and TFOS.” She attributes much of this profound impact to the publication of TFOS DEWS in
2007, which has since encouraged increased interest
in the international dry eye medical and scientific
communities, ultimately inspiring the launch of many
start-ups focused on dry eye.
As with most things in life, more needs to be done
for the awareness of invisible diseases such as dry eye,
and Kathy hopes to see the same interest and dedication directed towards Sjögren’s and rheumatology.
Kathy further hopes to compel future collaboration,
mimicking the “moon shot” concept recently seen in
cancer research. The exact cause of Sjögren’s is still
unknown – though it has been associated with both
environmental agents and complex hereditary factors –
and working in consortiums rather than in silos could
accelerate an understanding of the disease’s origin, facilitating treatment. In addition, there isn’t enough research
into western treatments or the compliment or eastern or
alternative medicines, as more funding is needed.
In the past few years Europe and Japan have accelerated their support for research. The Sjögren’s Syndrome
Foundation is conducting surveys to learn more about
patients and in fact, another of their achievements was
to change awareness with a 5-Year Breakthrough Goal
of shortening the time of diagnosis by 50% for those
continued page 8 ▼
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“Invisible Diseases” continued from page 6 ▼
diagnosed in 2017. While Sjögren’s affects nine women
for every man, and diagnosis tends to occur most often
in middle-aged women, Kathy suspects that as we learn
more about the disease and increase recognition, diagnoses will increase in younger age groups.
Last, more awareness and education are needed for
both patients and the community at large. Kathy explained that living with dryness 24/7 implies that normal tasks (e.g. looking at a computer, being outdoors in
windy or dry conditions) are rendered extremely difficult. It is hard for people to understand what patients
face day to day but the step is in raising awareness.

Lets get rid of the ghosts, shall we?
This article was first published on the TFOS blog.

Who is the Tear Film and
Ocular Surface Society (TFOS)?
The TFOS is a world leader in eye health education.
TFOS’ global collaboration among scientists, clinicians and industry professionals seeks action needed
to help the world see better. The purpose of this Society is to advance the research, literacy, and educational aspects of the scientific field of the tear film and
ocular surface.

■

“Headaches and Sjögren’s” continued from page 1 ▼
question is largely unknown, some research comparing Sjögren’s patients with healthy controls show that
tension-type headaches and migraine headaches, the
most common headache subtypes found in Sjögren’s,
are more common in those with Sjögren’s than in the
general population. Other data demonstrate headaches
are more severe in those with Sjögren’s than in those
of the general population with depression as a significant influence on headache severity.
Sjögren’s patients may also develop a rare and particularly severe type of headache caused by inflammation
of the outer lining of the brain (the leptomeninges)
called aseptic meningitis. Although meningitis in general is typically caused by infectious agents like viruses
and bacteria, in aseptic meningitis, the inflammation is
not caused by infection but rather by other causes such
as a reaction to a medication or autoimmune activity.
In addition to headaches, aseptic meningitis may also
be associated with fever, neck stiffness, and other neurologic symptoms such as double vision.
In general, treatment for routine headaches is the
same in those with Sjögren’s as it is for anyone else
including medications such as acetaminophen or
ibuprofen. Treatment for aseptic meningitis may also
involve glucocorticoids such as prednisone. For those
Sjögren’s patients who suffer from headaches, it is
important to discuss this symptom with their primary
care practitioner and rheumatologist to see if further
evaluation is warranted. ■

SYLK® All-Natural Personal Lubricant

“Nothing Else Compares”

30 Year Trusted Product
www.sylkusa.com

USE CODE “TMS” FOR 20% OFF!
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You Stood Up!
Stepping Up for Sjögren’s Awareness!

Why We Walk…
I Walk For My Son
Jamie Diianni

T

hank you to the 2,000 walkers who attended a
Sjögren’s Syndrome Foundation (SSF) Walkabout
last year!
With many of our 2017 Spring Walkabout events
recently announced, we are excited to share our new SSF
Walkabout logo that will be featured on this year’s T-shirt:

“As the mother of a young boy with
Sjögren’s, I am in awe of his strength and
refusal to let Sjögren’s stop him.
I walk for him.”

I Walk For Myself
Asha-Lateef Williams

SJÖGREN’S
WALKABOUT
Sjögren’s Walkabouts are a fun and meaningful way
to raise funds and awareness for Sjögren’s, while also
bringing your community together to fight the disease!
This family friendly event is also a great way to help
educate the people in your life about Sjögren’s and
connect with local patients.
Earn prizes, like a signature SSF Walkabout T-shirt,
by raising funds or donating to your local Walkabout!
Raising funds by reaching out to your family, friends
and local businesses, is a great opportunity to educate
them about the disease.
You can view a listing of the SSF event calendar on
the back page of this newsletter. If there is already an
event in your area and you would like to get involved or if
there’s not an event near you and you’d like to learn about
starting one, please contact Ben Basloe at the SSF at
(301) 530-4420, ext. 207 or email Bbasloe@sjogrens.org.
The time is now to stand up and step out for all
Sjögren’s patients. Join the fun and help transform the
future of Sjögren’s!

”It has been a long road since my first
symptoms at age six, but I keep fighting
against the many complications and the
daily challenges that Sjögren’s throws in
my path. I walk for myself.”

I Walk For My Wife
Ken Economou
“As the husband of a Sjögren’s patient,
I want nothing more than for my wife,
Anne, to be free of the pain and struggles
and fear of not knowing what she will
face on a daily basis. I walk for her.”

I Walk For My Patients
Dr. Fred Vivino
“I am grateful that so many Sjögren’s
patients have trusted me to care
for them. I walk for them and all
Sjögren’s patients.”

NASHVILLE
Join Team Sjögren’s and travel with us to Nashville!
The SSF is looking for runners/walkers that want to train to participate
in the Nashville Rock ‘N Roll Half Marathon (13.1 Miles) on April 29th!
As a team member, you will receive world-class training along with
mentorship from past runners and SSF staff. Our team trainer and
nutritionist will be there to help guide you and ensure you’re ready
to complete the distance. You will also receive- travel reimbursement,
a pre-race team dinner and hotel accommodations, all while raising
awareness and crucial funds for Sjögren’s research and education.
Just imagine how it will feel to cross that finish line knowing
that you met your personal goals while also helping to raise
awareness & funds for Sjögren’s research.
Can’t run yourself? Recruit a loved one to run in your honor!
For more information on Team Sjögren’s and this amazing
experience, contact Steven Taylor at
(301) 530-4420 ext 211 or staylor@sjogrens.org.

We Run in Honor of the 4 Million
Americans with Sjögren’s...

We Are Team Sjögren’s!!!
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SSF in Action!
The SSF and Outcome Health
Partner to Raise Sjögren’s Awareness

T

he Sjögren’s Syndrome Foundation (SSF) has
recently partnered with Chicago based Outcome
Health to bring Sjögren’s information into healthcare provider offices using digital media.
Outcome Health, formerly known as ContextMedia
Health, delivers hyper-targeted information to patients
at the point of care, which are the most actionable
moments of their treatment. They provide patient education with waiting room digital screens, interactive
exam room wallboards and digital exam room tablets
for patients. We are excited about the possibilities
ahead with this technology and the opportunity to
raise both general and professional awareness using
this new medium!
Healthcare providers in all different specialties
across the country are working with Outcome Health
to bring this educational content into their offices. The
SSF is beginning by targeting rheumatology offices
with the “This is Sjögren’s” campaign poster for their
exam room wallboards. If your providers have these
in their offices, you may see this information on your
exam room screens beginning this month.
In the upcoming months, we will begin to expand to
other specialties such as primary care, ocular specialists and oral care providers. In addition, we are working
with Outcome Health to expand our content to include
additional Sjögren’s information, a patient video for
the digital waiting room screens, “Sjögren’s Fast Facts,”
targeted symptom information on the exam room wallboards and short educational videos on patient tablets.
We are looking forward to a great partnership with
Outcome Health and expanding our reach to more
patients and healthcare providers using this great tool!
Look for the SSF on the wallboards in a medical office
near you! ■
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for dry mouth

Adhering discs for use while sleeping and daytime!
XyliMelts long lasting adhering discs temporarily relieve dry mouth†
day and night, even while sleeping when dry mouth is worst.
• 1/2 gram of Xylitol coats, moisturizes and lubricates†
• Discreetly sticks to gums or teeth
• Lasts all night
• Reduces plaque and new cavities†
• Stimulates saliva†
• 12 disc sample; just pay
$3.20 shipping
(online or telephone orders)

Available at CVS, Rite Aid, and amazon.com.
Call 877-672-6541 for telephone orders
or visit www.oracoat.com and amazon.com
facebook.com/OraCoat
* Survey of 1168 dentists, March 2016 Clinicians Report®, an independent,
non-profit, dental education and product testing foundation. Full report
available at oracoat.com
†

These statements have not been evaluated by the Food and Drug
Administration. This product is not intended to diagnose, treat,
cure, or prevent any disease.
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In Memory of Andrew Carlson
Cindy and Ovide Pomerleau
In Memory of Barbara “Bobbi” Melfi
Silhooettes
Kinnelon Education Association
Mary Kay Catalano
Salvatore V. Manforte
In Memory of Carole Crandall
John and Amy Hofer
Pamela and Timothy Segich
In Memory of Christine Morrissey Dougan
Chuck and Liz Webb
ERC, Inc.
Marina Katsacos and Family
In Memory of Doris Zemaitis
W. John Bauer
In Memory of Frances Shapiro
Donald and Bonnie Wittenberg
Nadine Krasner
Randy and David Pine
Ricki and Garry Hurwitz
Rose Anne and Steve Weiner
In Memory of Grace
Kathy Watts
In Memory of Linda Zerby
Micheal Zerby and Children

In Memory of Lisa Davis
Melba Sharp
In Memory of Louise Catapano
Micki and Tony Parente
In Memory of Marianne Kahn
Richard Kahn
In Memory of Marilyn Thompson
Frank and Cynthia Cwirka
Steven and Theresa Mitchell
In Memory of Mary Hines
Eleanor Kuntz
In Memory of Michael McCrady
James R. Mahoney and Ann Marie Mahoney
In Memory of Norma Shull
Andrea Kline
Bill, Mitchell and Meg
Carole Solomon
Cindy and Steve Jacobs
J Nelson
Joel Subnick
Joseph Pallant
Lynne and Howard Halpern
Mr. and Mrs. James Herscot
Sarah Gold
Sharon Rosen
Steve and Jude Paskoski

Legacy of Hope

In Memory of Pat
L.S. Brown
In Memory of Susan Janet Howard
Charlie, Cathy, Tim, Margaret and Sarah Vance
Deidre Carroll
Nancy Weller
Robert and Lucy Hughes
In Memory of Sylvia Jaffe
Judy Pearl, Phyllis Spool, Chuck Jaffe
and Debi McCarthy
In Memory of Timothy Hurteau
Bernard Fitzgerald
Cindy Garretson and Family
Dave and Carol Marshall
Dee McGrath
Donald and Linda Strandberg
Ellen and David Isham
Flora Hurteau and Family
Gayle Garretson
Georgia Elementary and Middle School
Jacalynn Blouin
Jenifer Hardy
Juliette Harnois
Margaret and Cary Young
Michael and Sylvia Gagne
Robert and Marylou Lombard
Tyler and Meg Smith

Sjögren’s Syndrome Foundation

If you would like to receive information on how
you can Leave a Legacy to support the Sjögren’s
Syndrome Foundation’s critical research initiatives or
to support one of our many other programs, please
contact Steven Taylor at 800-475-6473.

Leave A Legacy –
Remember Us in Your Will

In Honor of Abby Swanson
Juliette and Andreas
In Honor of All the Bloomsburgh’s
Ruth and Mike
In Honor of Cathy Anderson
Nancy Mancuso
In Honor of Elaine and Larry Levin
Hannah and David Kaplan
In Honor of Gretchen Reeks
Mary and James Skala
In Honor of Jose Escobar
Wendy
In Honor of Joyce Granger
Mike and Ruthie
In Honor of Julie Reeve
Karen and Douglas Swift
In Honor of Ken and Anne Economou
Debbie and Bob Rosenfeld
In Honor of Ken Sabotta
FlexPro Group LLC

In Honor of Lari Lopp
Rachel
In Honor of Lauren
Meredith Moses
In Honor of Margaret Rothman
Barbara Stockman
In Honor of Nancy Crabbe
Pete Giacopelli
In Honor of Nancy Kirkpatrick
David, Noreen and Kirby Wolansky
In Honor of Sandra Leon
Maryann and Milton Pancer
In Honor of Sandra Nelson
Pam and Marty Bernstein
In Honor of Sharon and Grace Tiger
Peggy and Alonzo Vance
In Honor of Susan Paul-Souza
Rita Paul Ttee
Lisa DiMarino
In Honor of Susan Zimmerman
Murph and Virginia

Neurological problems,
concentration/memory-loss,
dysautonomia, headaches
Dry nose, recurrent
sinusitis, nose bleeds
Dry mouth, mouth sores,
dental decay, difficulty
with chewing, speech,
taste and dentures

Dry eyes, corneal
ulcerations and
infections
Swollen, painful
parotid/salivary glands
Difficulty swallowing,
heartburn, reflux,
esophagitis

Fatigue, vasculitis,
lymphoma,
dry skin

Arthritis,
muscle pain

This is
Sjögren’s...

An educational journey

Recurrent
bronchitis,
interstitial lung
disease, pneumonia
Abnormal liver function
tests, chronic active
autoimmune hepatitis,
primary biliary
cholangitis

Peripheral
neuropathy,
Raynaud’s

Join us for…

Stomach upset,
gastroparesis,
autoimmune
pancreatitis
Irritable bowel,
autoimmune
gastrointestinal
dysmotility

2017
National
Patient
Conference

Interstitial
cystitis
Vaginal dryness,
vulvodynia

A

nother exciting Sjögren’s patient conference is on the horizon. Plan to join fellow Sjögren’s patients at our National
Patient Conference this spring in Cherry Hill, New Jersey –
just outside of Philadelphia! This exciting and informative two-day
program will feature an array of presentations from leading Sjögren’s
experts who will help you understand how to manage all key
aspects of this educational journey.

March 31 –
April 1, 2017
Crowne Plaza
Philadelphia/Cherry Hill

Speakers and Topics of Discussion - NPC 2017
The State of Sjögren’s
Steven Taylor, SSF Chief Executive Officer
The Sjögren’s Syndrome Foundation (SSF) has
been embarking on new initiatives that are realizing huge advancements for Sjögren’s patients.
From clinical trials for new therapies, to research
to unlock the mystery of Sjögren’s, Steven Taylor,
CEO of the SSF, will share with us what is on the
horizon for Sjögren’s patients.

Sjögren’s Overview Presentations
Join us for this kickoff session where Dr.
Frederick Vivino, Dr. Nancy Carteron, and Dr.
Scott Lieberman will share with us an overview
of Sjögren’s, including presentations about Men
with Sjögren’s and Pediatric Sjögren’s.

Sjögren’s Overview

Frederick B. Vivino, MD, MS, Chief, Division
of Rheumatology, Penn Presbyterian Medical
Center, and Director of the Penn Sjögren’s
Center, Perelman School of Medicine,
University of Pennsylvania, Philadelphia,
Pennsylvania, will present a comprehensive
explanation of the range of symptoms that
Sjögren’s patients experience, explain their
causes, and offer practical tips for managing
them. In his role as Past Chairman of the SSF’s
Medical & Scientific Advisory Board, Dr. Vivino
implemented and developed the idea to create
clinical practice guidelines for how to treat,
manage and monitor Sjögren’s. This initiative
has now become one of the largest initiatives
ever undertaken by the SSF and will change the
face of Sjögren’s in the clinical setting.

Stead Family Children’s Hospital and Assistant
Professor of Pediatrics, Carver College of
Medicine, University of Iowa. Dr. Lieberman’s
research lab studies the role of T lymphocytes
in the initiation of lacrimal and salivary gland
autoimmunity in the context of Sjögren’s. He
is also heavily involved in an effort to better
define childhood Sjögren’s. Dr. Lieberman
will discuss aspects of childhood Sjögren’s
to highlight clinical manifestations, diagnosis, and the need for greater awareness that
children get Sjögren’s too.

Pulmonary Issues and Sjögren’s
Augustine S. Lee, MD, is a pulmonologist from
Jacksonville, Florida. He is Associate Professor
of Medicine at Mayo Clinic College of Medicine;
Director, Chronic Cough Clinic, Division of
Pulmonary Medicine, Mayo Clinic. Additionally,
he is Co-Director, LAM Clinic, Mayo Clinic in
Jacksonville and Hawaii. Lung complications
are sometimes the most misunderstood and
life-threatening manifestations of Sjögren’s. Dr.
Lee will add to your understanding of the various
pulmonary complications and leave you with
knowledge to share with your own physician.

Ocular Manifestations of Sjögren’s

Stephen Cohen, OD, a private practice optometrist
in Scottsdale, Arizona, since 1985, will describe
the latest dry eye therapeutic treatments, covering
the extensive range of options - from artificial
tears to silicone plugs to systemic drugs that are
available for managing the ocular complications
of Sjögren’s. Dr. Cohen is a past-president of the
Arizona Optometric Association and a recipient
Men with Sjögren’s
of the “Arizona Optometrist of the Year Award.”
Nancy Carteron, MD, will discuss the various
issues and complications that men experience Dr. Cohen is the current Chairman of the SSF
as Sjögren’s patients. Dr. Carteron is a scientific Board of Directors and has also been a principal
clinician and senior consultant in rheumatology investigator on a number of FDA clinical studies
immunology in San Francisco, California, and involving ocular surface disease and dry eye.
Clinical Associate Professor of Medicine at the
University of California, San Francisco (UCSF). Social Security Disability for Sjögren’s
Additionally, she has performed studies in
Thomas D. Sutton has been with the Philadelphia
immunology, molecular virology, and cellular
Social Security Disability law firm of Leventhal
immunology at Johns Hopkins University
Sutton & Gornstein since 1994. He is a member
and UCSF medical centers. Dr. Carteron
of the SSF Board of Directors, and a former presco-authored a Sjögren’s book, “A Body Out of
ident and current board member of the National
Balance,” and is a current SSF national board
Organization of Social Security Claimants’
member where she serves as Chair of the Med- Representatives. Having represented hundreds of
ical and Scientific Advisory Board and Medical claimants before the federal courts and thou& Scientific Editor of the Sjögren’s Quarterly.
sands before the Social Security Administration,

Pediatric Sjögren’s

Scott M. Lieberman, MD, PhD, is a pediatric
rheumatologist with the University of Iowa

Mr. Sutton will help attendees understand the
often complex workings of the Social Security
Disability system.

Oral Manifestations of Sjögren’s
and their Management
Domenick T. Zero, DDS, MS, is Director of the
Oral Health Research Institute at Indiana University School of Dentistry. His current research
interests include the evaluation of the clinical
efficacy of topical fluorides in the prevention
of dental caries and erosion, non-fluoride
remineralization agents, and salivary diagnostics.
Additionally, he recently served on the SSF’s
Clinical Practice Guidelines, Oral Working Group.
Dr. Zero will provide insights into how Sjögren’s
impacts your oral health including tooth decay as
well as share with us information to help manage
and minimize the effects of dry mouth.

Clinical Trials Panel Discussion
Every day research is being conducted to unveil
new medications, therapies and diagnostic tools
for Sjögren’s. Join us for this informative patient/
physician panel discussion about the importance
of participating in clinical trials!

Neurological Complications
and Sjögren’s
Julius Birnbaum, MD, MHS, Assistant Professor,
Division of Rheumatology, and Assistant Professor, Department of Neurology, Johns Hopkins
University School of Medicine, Baltimore, Maryland, will share his insights and vast knowledge
of the challenges that may afflict patients with
neurological manifestations of Sjögren’s. Dr.
Birnbaum, who also serves as Associate Director
of the Johns Hopkins Jerome L. Greene Sjögren’s
Syndrome Center, is committed to improving the
diagnosis and treatment of neurological complications due to Sjögren’s.

Are You Collecting
Autoimmune Diseases?
Chadwick R. Johr, MD, is an Assistant Professor
of Clinical Medicine in the Division of Rheumatology at the University of Pennsylvania Perelman
School of Medicine. He is also the Co-Director
of the Penn Sjögren’s Center and has a special
interest in caring for patients with Sjögren’s. A
variety of connective tissue diseases and other
disorders can coexist with Sjögren’s and add
to the patient’s burden of illness. Dr. Johr will
provide a wide-ranging synopsis of autoimmune
diseases, explain how they are associated with
Sjögren’s, and provide key facts on diagnosis and
treatment methods.

Space is limited. Please register early!

Registration Form
Registration fees include: Friday evening dinner, Saturday’s lunch,
hand-out material from speakers and entrance to exhibit area on
Friday and Saturday.

2017 NATIONAL PATIENT CONFERENCE
Crowne Plaza Philadelphia/Cherry Hill, New Jersey
March 31 – April 1, 2017

1

ATTENDEE – complete for each registrant
Attendee Name(s) _____________________________________________________________________________
Attendee Name(s) _____________________________________________________________________________
Street Address ________________________________________________________________________________
City ______________________________________ State _______________ Zip _______________________
Telephone _______________________ E-mail _____________________________________________________

2
3

FEES – please circle appropriate fee(s) (Note: Early Bird Deadline is March 8, 2017)
March 8th and before
SSF Members & Guests
$170 per person
Non-Members
$190 per person

March 9th and after
$190 per person
$210 per person

TOTAL:

PAYMENT – Mail to SSF, c/o BB&T Bank • PO Box 890612 • Charlotte, NC 28289-0612 or Fax to: 301-530-4415

❏ Enclosed is a check or money order (in U.S. funds only, drawn on a U.S. bank, net of all bank charges) payable to SSF.
❏ MasterCard ❏ VISA ❏ Discover ❏ AmEx Card Number ___________________________ Exp. Date _______________

Signature ________________________________________________________________

CC Security Code _______________

• Refund requests must be made in writing. Registrants whose written requests are received by March 13th will receive a 75% refund. After that
time, we are sorry that no refunds can be made.
• Dietary Requests: Unfortunately, we cannot accommodate all special dietary requirements.
We can accommodate vegetarian or gluten-free dietary requests.

❏ I would like a vegetarian meal
❏ I would like a gluten-free meal

• A limited number of rooms are available, on a first-come basis, at the Crowne Plaza Philadelphia/Cherry Hill hotel (2349 West
Marlton Pike, Cherry Hill, New Jersey 08002) at the SSF rate of $119 per night plus tax if reservations are made by March 7,
2017. Call the toll-free hotel Central Reservations number at 1-888-233-9527 or call the Crowne Plaza Philadelphia/Cherry Hill
hotel directly at 1-856-665-6666 and refer to the group name “Sjögren’s Syndrome Foundation” for the discounted rate.
• The Crowne Plaza Philadelphia/Cherry Hill hotel is approximately 14 miles from the Philadelphia International Airport.

QUESTIONS? Call 800-475-6473 or visit www.sjogrens.org

The Moisture Seekers
Sjögren’s Syndrome Foundation Inc.
6707 Democracy Blvd., Ste 325
Bethesda, MD 20817
Phone: 800-475-6473
Fax: 301-530-4415

If you would like to receive this newsletter but are not currently an SSF Member, please contact us! 800-475-6473

2017 SSF Event Calendar
MARCH
Saturday, March 18, 2017
Phoenix Walkabout, Phoenix, AZ

If there is already an event in your

Friday, March 31 - April 1, 2017
SSF National Patient Conference, Cherry Hill, NJ

volved, or if there is not an event

APRIL

learn about starting one, please visit

Saturday, April 29, 2017
Team Sjögren’s Nashville

www.sjogrens.org or contact us at

area and you would like to get inin your area and you would like to

(301) 530-4420 x207

Sunday, April 30, 2017
Tastefully Georgia – An afternoon of Food, Wine and Friends, Atlanta, GA
MAY
Saturday, May 6, 2017
Philadelphia Walkabout, Philadelphia, PA
Saturday, May 20, 2017
Northeast Ohio Walkabout, Parma, OH
JUNE
Saturday, June 3, 2017
Dallas Walkabout
Saturday, June 3, 2017
Denver Walkabout
Saturday, June 10, 2017
Greater Washington Walkabout

Watch for the March Issue of
The Moisture Seekers to
view more SSF events in 2017!

