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An Inside Look at Sjögren’s and Overlapping
Connective Tissue Diseases

T

he greatest risk factor for developing an autoimmune disorder is the existing
presence of an autoimmune disease. Overlaps are common and often complex.
This is why the Sjögren’s Syndrome Foundation (SSF) is publishing a series of
articles featuring the overlap of Sjögren’s with other connective tissue disorders, which
include a review of the major features of those disorders and comments on how the
presence of the other diseases may impact the expression of Sjögren’s and vice versa.
The SSF would like to thank Dr. Neha Bhanusali for authoring the third article in
this series, a focus on the overlap of Sjögren’s and rheumatoid arthritis. While reading
this article, please note the SSF “Sjögren’s and Rheumatoid Arthritis Glossary” on
page 4.

Sjögren’s with Rheumatoid
Arthritis as an Overlap
Neha Bhanusali, MD, Assistant Professor of Rheumatology, University of Central Florida
College of Medicine, Orlando, Florida

R

heumatoid Arthritis (RA) is a systemic autoimmune disease manifested mostly
in the joints but it is also associated with extraarticular complications such
as Sjögren’s as an overlap disease. Conversely, the opposite is also true where
Sjögren’s can have rheumatoid arthritis as an overlapping disease.
Patients with Sjögren’s often have a positive rheumatoid factor test without having
rheumatoid arthritis thus clinical correlation needs to be done to see if there is a
secondary inflammatory arthritis.
At that point consideration must be done to see if this is an extraarticular feature
of Sjögren’s versus a secondary disease such as rheumatoid arthritis.
Approximately 50 percent of patients with Sjögren’s complain of pain in the joints,
with or without evidence of arthritis. The arthropathy is usually intermittent, symmetric, and affects the hands and knees. Joint disease in Sjögren’s is typically nonerosive and non-deforming while in rheumatoid arthritis it may cause irregularities in
the bone as well as irreversible deformities.
Rheumatoid arthritis is a symmetric arthritis that causes inflammation in multiple
joints. There is often deformity associated with this condition because of the destruction of joints, tendons and ligaments by uncontrolled inflammation. This can lead to
continued page 2 t
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Former SSF Research
Grant Recipient
Receives a 5-year
$2.14 million
Sjögren’s grant!

T

he Sjögren’s Syndrome
Foundation (SSF) is proud
to announce Dr. Umesh S.
Deshmukh, former SSF research
grant recipient and Oklahoma
Medical Research Foundation
(OMRF) Scientist, has been
awarded a 5-year, $2.14 million
grant from the National Institute of Dental and Craniofacial
Research to study Sjögren’s! The
grant will be used specifically to
investigate the biological origins
and development of Sjögren’s.
Dr. Deshmukh’s upcoming
research explores the disease at
the genetic level. “This is truly a
unique study, because it integrates mouse research with human clinical research. By investigating basic mechanisms for how
continued page 4 t
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“Sjögren’s and Rheumatoid Arthritis” continued from page 1 t
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disability due to the loss of physical function thereby making it difficult
to do activities of daily living.
A secondary or overlapping diagnosis of rheumatoid arthritis can be
suspected in the Sjögren’s patient who presents with symmetrical joint
swelling particularly in the small joints (as opposed to the low back) with
greater than 30 minutes of stiffness in the joints upon wakening. Other
conditions such as lupus, psoriasis, inflammatory bowel disease must also
be excluded. Symptoms are generally present for greater than 6 weeks
(a shorter time of symptoms could be attributed to an arthritis related
to a viral syndrome). Antibodies for rheumatoid arthritis can be checked
and include the Rheumatoid Factor and anti-cyclic citrullinated peptide
(CCP) antibodies, along with a sedimentation rate or C-reactive protein,
which are called acute phase reactants.
A complete exam is done to assess for synovitis, swelling and tenderness along the joints. The mobility of the joints as well as nodules, nerves
and possibly the eyes and vascular areas can also be considered.
Early recognition is particularly important in this condition as achieving control of the underlying disease can often prevent joint injury and
disability. While not all the medications are effective for all people, with
appropriate guidance, many people can achieve relief from symptoms.
Untreated, or less fully treated disease can lead to erosions in the
joints, rheumatoid nodules, and other non arthritis related symptoms-usually seen in patients with a history of longstanding, poorly
controlled disease.
Treatment is usually pursued with disease-modifying anti-rheumatic
drugs (DMARDS) as an initial approach to treatment. In early disease
it is often difficult to distinguish other forms of inflammatory arthritis
such as if the disease is rheumatoid arthritis, Sjögren’s related arthritis or
another inflammatory arthritis.
If DMARDS are not effective, other biologic agents can be considered. These agents work on several different molecular pathways that are
assumed to be overactive in rheumatoid arthritis.
Fortunately, many medications are now approved to treat this form of
arthritis. Often aggressive treatment is used as an initial approach in order to put the disease into remission. This approach gives a better chance
in avoiding deformities or other extra articular manifestations as well as
the ability to stay in remission.
Having an additional inflammatory arthritis, along with the Sjögren’s
puts a patient at higher risk of cardiovascular disease. Risk factors such as
cholesterol, weight, blood pressure and blood sugar should all be assessed
and controlled in order to reduce the burden towards heart disease.
continued page 4 t
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“Grant Awarded” continued from page 1 t

Sjögren’s is triggered, we hope the discoveries will lead
to therapies toward preventing dryness. It also could be
used to develop new biomarkers, the substances that
indicate the presence of disease, in humans. While
there is currently no known cause for Sjögren’s, certain
genes are shown to put individuals at an elevated risk.
However, a triggering mechanism must be present, and
I am looking at ways infectious biological agents might
trigger the disease,” said Dr. Deshmukh.
The SSF research program is designed to reward exceptional research efforts and encourage investigators to
continue their focus on Sjögren’s throughout their career
and in 2008 Dr. Deshmukh was awarded the SSF Innovative Concept Grant for his abstract, “Adenosine receptor agonists: Novel therapeutic agents for Sjögren’s.”
Dr. Deshmukh is not the first SSF research grantee who has continued their career in Sjögren’s and
discovered key breakthroughs in the field. In 2013,
the first genome-wide study of Sjögren’s identified six
new genes associated with the disease. This research

was completed by the Sjögren’s Genetics Network
(SGENE) that consisted of an international coalition
of researches led by scientists at OMRF, include two
SSF Research Grantees: Dr. Kathy Sivils (Moser),
2011 SSF research grant recipient, and Dr. Christopher Lessard, 2013 SSF research grant recipient.
Their research was a first step in unlocking the mystery of Sjögren’s, opening the door for future researchers, like Dr. Deshmukh, to investigate causes, progressions and treatments at the disease’s genetic level.
The Foundation believes innovation is key for
Sjögren’s research and our research program aims to
inspire new ideas by encouraging investigators to take
risks by developing novel concepts that could lead to
major advancements in Sjögren’s.
SSF research grants are funded by your generous
contributions to the Foundation and, once again, this
shows that your donations are having a direct impact
on research and helping us to create a future filled
with hope for all patients and their families! n

“Sjögren’s and Rheumatoid Arthritis” continued from page 2 t

Sjögren’s and Rheumatoid Arthritis Glossary:
Arthropathy: any disease affecting a joint.
Disease-modifying antirheumatic drugs
(DMARDs): a group of medications commonly used
in patients with rheumatoid arthritis that work to
suppress the body’s overactive immune and/or inflammatory systems.
Extraarticular: situated or occurring outside a joint.
Nonerosive: not characterized by erosion of tissue.
Rheumatoid arthritis (RA): an autoimmune disease

and form of arthritis characterized by inflammation of
the joints, stiffness, swelling, synovial, and pain.
Rheumatoid factor: an autoantibody whose presence in the blood usually indicates autoimmune
activity.
Sjögren’s (SHOW-grins): 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.

Host an event in your area…
We’ll help!

sip for
a fine water
tasting event

If you are interested in organizing a Sip for Sjögren’s event in
your area, please contact Ben Basloe at bbasloe@sjogrens.org
or call 301-530-4420 ext 207.
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Spotlight on SSF Research Grantee:
Michael J. Passineau, PhD

M

ichael J. Passineau’s latest research article,
“IL-17 sequestration via salivary gland gene
therapy in a mouse model of Sjögren’s syndrome (SS) suppresses disease-associated expression
of the putative autoantigen Klk1b22” was published
in the Arthritis Research & Therapy online journal on
August 6, 2015. Some key findings from his manuscript include: 1) the most notable proteomic signatures of IL-17 sequestration on SS-like disease-related
proteins were Kallikrein-related peptidases, including
the putative autoantigen Klk1b22 and 2) IL-17 sequestration also notably led to an isoelectric shift, but
not a molecular weight shift, of Kallikrein-1, attributed
to phosphorylation. Dr. Passineau’s research infers
that Non-viral IL-17 sequestration gene therapy in the
salivary gland is feasible and downregulates expression
of a putative SS autoantigen in the Aec1/Aec2 mouse.
Dr. Passineau is the Director for the Gene Therapy
Program, Allegheny Health Network and is Associate
Professor, Drexel University College of Medicine, at
the Allegheny-Singer Research Institute, West Penn
Allegheny Health System, in Pittsburgh, Pennsylvania.
He was awarded a two-year SSF Innovative Concept
Research Grant in 2011 and 2012 for his project entitled “Ultrasound-assisted gene transfer of IL17R:Fc
to the salivary glands as a gene therapy for Sjögren’s
Syndrome.”

Michael J. Passineau, PhD

OraCoat

XyliMelts

®

for dry mouth

Adhering discs for use while sleeping and daytime!

Reference

XyliMelts long lasting adhering discs temporarily relieve dry
mouth* day and night, even while sleeping when dry mouth
is worst.
• 500 mg of Xylitol coats, moisturizes and lubricates*
• Discretely sticks to gums or teeth
• Lasts all night
• May reduce risk of tooth decay
• 12 disc sample; just pay $3.20 shipping
(online or telephone orders only)

™

Available at Rite Aid and CVS. Call 877-672-6541
for telephone orders or visit www.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.

OR50-108460_3.375x3.375_Ad2_Sjogrens_V2.indd 1

8/11/14 3:51 PM

Wu C, Wang Z, Zourelias L, Thakker H, Passineau MJ. “IL-17 sequestration
via salivary gland gene therapy in a mouse model of Sjögren’s syndrome
suppresses disease-associated expression of the putative autoantigen
Klk1b22” Arthritis Res Ther. 2015 Aug 6;17:198.
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own best medical advocate.
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To increase professional awareness about Sjögren’s, the
SSF has launched Sjögren’s Quarterly — a new professional resource geared toward medical and dental
professionals, clinicians, researchers, and anyone
interested in the latest in Sjögren’s research findings
and treatments.
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Although the content is primarily written for a professional audience, Sjögren’s Quarterly is not just for
doctors and researchers. Patients may benefit from
the information, too.
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Subscribe to Sjögren’s Quarterly today, and
you might just teach your doctor a thing or
two about Sjögren’s.
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If you are interested in subscribing to Sjögren’s
Quarterly, we are offering a special introductory
rate of just $20 for SSF members. Take charge
of your healthcare by keeping on top of all the
best medical information available.

A subscription can be purchased using the order form below,
or by contacting the Sjögren’s Syndrome Foundation office at 800-475-6473.

NonMember
Price

Member
Price

Sjögren’s Quarterly newsletter subscription (4 issues)

$50.00

$20.00

Qty

Amount

Total Amount

Mail to SSF, BB&T Bank • PO Box 890612 • Charlotte, NC 28289-0612 or Fax to: 301-530-4415
Name _____________________________________________________________________________________________
Address ___________________________________________________________________________________________
City __________________________________________________ State _________

Zip __________________________

Telephone ______________________________ E-Mail ______________________________________________________

o Enclosed is a check or money order (in U.S. funds only, drawn on a US bank, net of all bank charges) payable to SSF.
o MasterCard o VISA o Discover o AmEx Card Number _____________________________ Exp. Date ___________
Signature _______________________________________________________________

CC Security Code____________
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You Stood Up!
Atlanta Faces of Sjögren’s

T

his past spring we contacted Atlanta area members and encouraged them to submit their photo
be included in a collage that was to be displayed
at the Atlanta Sip for Sjögren’s event.
The Sjögren’s Syndrome Foundation holds special
events like Sip for Sjögren’s to raise funds and increase
awareness. The events bring forth local community members and provide us with the opportunity to
inform event attendees about Sjögren’s and how the
foundation is making a difference.
We are thankful to all who shared their photo as you
have helped the Atlanta Sip for Sjögren’s attendees see
that there are many living with this invisible illness,
that Sjögren’s can affect women, men even children of
any age or ethnicity.
What an impact these individuals have made!
Thank you!

sip for
a fine water
tasting event

The 2016 Atlanta Sip for Sjögren’s
Sunday, May 1, 2016
Atlanta, Georgia
2 – 4:30pm
Nelson Mullins – Atlantic Station
For information: (301) 530-4420 ext 218
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SSF in Action!
Coming Soon:
Sjögren’s Patient
Survey

S

jögren’s patients deserve a therapy that will treat
the entire disease, and not just one symptom.
This is why the SSF’s Clinical Trials Consortium
is working alongside companies that have compounds/
molecules currently under review for clinical trials in
Sjögren’s. To help these companies and regulatory industries better understand the disease and our patient
community, we will be reaching out to you to ensure
that your voice is heard.

In the upcoming months, the Foundation will be
mailing a survey to all patient members. Our hope is
to gather information from patients about their numerous complications and manifestations, the burden of
their illness and their quality of life after diagnosis. We
will be using the results to encourage these companies
to explore new Sjögren’s therapeutics and convince
them that a therapy for Sjögren’s is needed NOW!
In addition, it is important for regulatory industries,
most notably the FDA, to recognize the severity of the
disease, what symptoms patients are suffering from
and what type of treatment is needed. To make the
largest impact, it’s vital that every patient member
completes this survey.
Please watch for more information about this survey in the mail and we truly appreciate your support.
Remember, the time is now to let your voice be heard!

NeutraSal® is a prescription strength oral rinse for dry mouth that has been
proven to help improve a range of painful dry mouth symptoms, such as
 Difficulty eating, drinking, and swallowing
 Ability to speak
 Sore tongue and taste disorders
 Burning or stinging sensations in the throat
 Difficulty wearing dentures
Its supersaturated calcium phosphate formulation mimics your natural
saliva to help repair and protect oral tissues, reduce bacteria levels to help
prevent cavities, and help restore a healthy mouth.
NeutraSal® is easy to use 2 to 10 times a day, as needed, with single-use
packets that dissolve in water. It has no added flavors, no anticipated side
effects, and no known interactions with medicinal or other products.
For more information, visit www.neutrasal.com.
NeutraSal® is a registered trademark of Valeant Pharmaceuticals International, Inc., or its affiliates.
©OraPharma, Inc. 2016 OH/NSL/15/0026 1/16

Depression
and Sjögren’s
Karen Dymond, Ph.D.
Clinical Medical Psychologist
Specializing in both Neuropsychology
and Health Psychology

D

epression is a clinical term and represents a
mental disorder; 6-20% of individuals will experience a depressive episode in their lifetime.
Female to male ratio is 3:1. Depression and Sjögren’s
has not been well studied. With that being said,
depression in any autoimmune disorder is difficult to
study. The reason being is that the way “depression”
is measured, and the confounding variables of fatigue, pain, sleep disturbances, and cognitive changes;
common to both disorders. There is a clear association
between the clinical syndrome of depression and its
negative effect on our immune system, and pain. This
clearly confirms the long held belief that the mind and
body are inextricably linked.
Clinical depression can manifest in various ways and
vary from mild to severe. However, there is a constellation of symptoms of commonality including cognitive
distortions, affective and behavioral disturbances. Depression is not stress, transient feeling of “being down
in the dumps,” just crying, grief, or adjustment difficulties. Screening measures typically used at physician
offices, sadly, are of poor utility. Best physician practice
would be to ask for a referral to a Ph.D./Psy.D. level
Clinical Psychologist (especially if they work in the
medical field themselves).

Research has clearly shown that Mild to Moderate
Clinical Depression (no matter which variant) is best
treated via psychological treatment alone. Severe Clinical Depression is best treated via both psychopharmacological (medicine) and psychological treatment.
Together, they have a synergistic effect. Let’s first talk
about the different psychological treatments available.
Cognitive-behavioral therapy (CBT) and Interpersonal therapy (IPT) have the best supported research
in terms of treating mild-to-moderate depression. The
assumption is based upon that thought and experience
is mediated by changes in the brain, and, conversely,
brain changes affect your thoughts and experience.
Cognitive-behavioral therapy (CBT), usually associated with Aaron Beck, M.D., states that we all have core
beliefs and schema that allow us to process information and interpret the world around us. In 2008, Dr.
Beck discusses his theory of how his cognitive model
fits in with our physiology. He asserts that a gene
(connected with vulnerability) to depression named,
5-HTTLPR, is associated with a reactive amygdala, which produces a cognitive bias that exaggerates
stressful events. In turn, this activates the hypothalamic-pituitary-adrenal (HPA) axis, which produces
continued page 11 t
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Roseann Cordelli

In Honor of Terres Dimitri
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In Honor of Donna Fulmer
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Ava Wu
Carol Watson
In Honor of Elaine Harris
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In Honor of Al, Debbie and Jill Herman
Ken and Edie McPherson
In Honor of Linda and Dennis Howard
Martha and Lawrence Costa
In Honor of Virginia Kelly
Susan Mactye
In Honor of Lari Lopp
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In Honor of Nora McLean
Lise McLean
In Honor of Betty McMinn
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Susan Meyer
In Honor of Jacquie Raines
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In Honor of Margaret Rothman
Gale and Bruce
In Honor of Heidi Shierry
Fred Schultz MD
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In Honor of Heidi Syndergaard
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increased activity in the brain’s limbic system causing
deficient appraisal of negative cognitions, resulting in
depressive symptoms. Basically, genetic vulnerability
to depression causes one to filter events as stressful,
which alters brain function to, again, filter events in
a negative light, resulting in depression. Hence, the
mind and body’s effect on one another.
Interpersonal therapy (ITP) helps a person identify
interpersonal needs, assesses if and how those needs
are being met, and then assists the person with devising healthy strategies to have their interpersonal needs
met. The physiological mechanisms underlying this
therapy are thought to be much the same as Dr. Beck
proposed. In any case, neuroimaging (i.e. PET, functional MRI scans of the brain) examining changes in
brain functioning over several sessions of therapy show
profound, positive changes in cortical (i.e. prefrontal,
parietal), limbic (i.e. cingulate cortex, and amygdala),
and subcortical (i.e. caudate, and thalamus) regions.
Psychotherapy has a top-down effect, meaning brain
changes start first in the cortical and then reach the
subcortical regions. The changes include increase
in brain volume, blood flow and overall, metabolic
changes. This is very important since depression is
linked with chronic, over-release of glucocorticoids
(steroid hormones), which is especially detrimental
in the autoimmune community. It causes an increase
in excitotoxicity of neurons, particularly in the hippocampus, which, in turn, reduces its volume and
why many experience memory difficulties. Research
scientists hypothesize that the positive brain changes
consequent to psychotherapy observed on functional
neuroimaging are likely the result of cognitive processing associated with problem-identification and solving,
challenging self-perceptions, Psychologist’s use of
Socratic questioning, active cognitive reframing, and
consequential emotional activation.
Newer therapeutic approaches include vagus nerve
stimulation (VNS) and transcranial magnetic stimulation (TMS). In vagus nerve stimulation, a stimulator
is implanted in the chest with electrodes wrapped
around the vagus nerve where it passes through the
neck. By way of understanding the vagus nerve, it
extends from the brain (amygdala and hypothalamus)
to the gut. The vagus nerve has multiple functions. At
this point in time, scientists simply do not know why
VNS has positively affected depression and there is
not enough research, either. However, we believe that
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VNS manages depression by altering the norepinephrine release and elevating levels of inhibitory GABA
(both neurotransmitters). By the way, VNS is also used
for seizure control and scientists are still unsure why
VNS helps with the control of seizures at this time.
Transcranial magnetic stimulation is a treatment that
is repeated over many sessions (rTMS). The apparatus
generates and concentrates magnetic energy over areas
of brain modifying cerebral blood flow, and cortical
excitability is either increased or decreased depending
on the stimulation frequency. There is not a great deal
of vigorous, peer-reviewed literature on utilization of
rTMS and its positive effect on depression. However,
some preliminary research suggests that is has been
helpful in “treatment-resistant depression.”
So what does one do if they have a severe case of
Clinical Depression. Well, hopefully, you have been
diagnosed properly and you will be dually treated by
your doctoral-level Psychologist and M.D. Psychiatrist.
Together, they make a great team, having the best
knowledge base in their respective areas of expertise,
and will likely get your clinical depression under the
quickest control. Please remember at this point, your
mind and body are inextricably linked. So, research
shows that if you are encountering, at minimum,
your fourth episode of a Clinical Depression, then a
neurophysiological shift occurs where one’s depression
becomes more endogenous. This means, “produced
within or caused by factors within the organism.”
Stressors continue to play a role in the onset of a
depressive episode, however, endogenous factors (e.g.
chronic physiological alterations, neuro-anatomical,
neuropsychological, have settled in for a warm winter’s
nap) and do not want to give up their position easily.
As a result, treatment becomes a bit more aggressive
and a combination of pharmacotherapy (medicine)
and psychological treatment (the one’s already mention above) are required. Together, research shows a
powerful synergistic effect.
Have your Psychologist refer you to a M.D. Psychiatrist that they trust and work with on a regular
basis. That way, you know they have a good working
relationship. Psychiatrists have a collection of medicinal choices that will best fit your diagnosis along with
a good working knowledge of how it would affect any
other medical conditions and associated medicines.
Psychiatrists are essentially exceptional Psychopharmacologists; excellent in the ability to evaluate medicontinued page 12 t
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cations and understand their interaction effects. There
is typically an algorithm when treating severe Clinical
Depression. However, it is important to let your Psychiatrist know that you suffer from Sjögren’s. This will
likely shake up the standard algorithm. For instance,
benzodiazepines and hypnotics are quickly thrown
out the window because of their deleterious effect of
cognition and fatigue; an already problematic symptom
in Sjögren’s. They will also be more thoughtful about
using medications that would worsen sicca symptoms. Many of the first-line treatments will include
SSRI’s (selective serotonin reuptake inhibitors). This
is an especially good line of treatment if pain is also a
symptom. An important note, pain and depression run
along the same neural pathways. Have you noticed the
association yourself? That is likely why 80% experience relief if they have these two symptoms. However,
an SSRI is not so helpful if your depression is characterized by amotivation and anhedonia (inability to
feel pleasure). Well, that sounds a lot like Sjögren’s
sufferers, too. Needless to say, you will have to work
with your Psychiatrist. Other medicines work on the
neurotransmitters: norepinephrine, dopamine, or a
combination of these. There are also newer thoughts
on medications as well that work on the glucocorticoid
level itself, as this is what largely helps and harms
those with autoimmune disorders.

Lastly, there has been a treatment utilized by Psychiatrists for many years called Electroconvulsive Therapy
(ECT). There are many negative connotations to this
treatment, but it remains one of the most effective
treatments for severe and/or treatment resistant depression. ECT induces a seizure as the therapeutic agent.
It is thought to increase neurogenesis, regulate neurotransmitters, and correct dysregulation of neuropeptides. Personally, I have spoken to many ECT patients
previously miserable and having tried every other option, praise the glory of ECT; even with the side effect
of temporary memory loss. I think that is amazing.
It seems clear that depression is multi-factorial
with genetic, phenotypic, internal, and environmental
influences, lacking a single satisfactory unifying theory
to understand its origins, and, therefore, its treatment.
Introduce Sjögren’s, a disorder that is also multi-factorial, with poorly understood symptoms that are difficult
to operationalize, measure, and get quality research as a
result of its rarity. However, I think there is much commonality in our understanding of the mind-body connection and many auto-immune diseases. Here, there
is a plethora of research to disseminate. Hopefully, our
next discussion can be on dealing with stress in the face
of a chronic illness, stress with lack of social and governmental support, sleep, quality of life, relationships,
“pain,” “fatigue,” how to speak with our physicians in a
mutually respectful and productive way.” More research
in these areas and as it relates to Sjögren’s, alone. n
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National Patient Conference

April 8-9, 2016
Hilton Seattle Airport &
Conference Center
17620 International Boulevard,
Seattle, Washington

Save The Date

“The Sjögren’s
Journey”

T

his April we invite you to join with fellow Sjögren’s patients, their
families, medical experts, the SSF staff and industry/ product exhibitors for our 2016 National Patient Conference, “The Sjögren’s Journey,”
at the Hilton Seattle Airport & Conference Center (Seattle, Washington).

We encourage you to take this opportunity and travel “The Sjögren’s
Journey” with us. This two-day educational experience will give you
the tools to take control of your health and learn how to manage and
understand your Sjögren’s symptoms and complications.

Sjögren’s is not the same for every person diagnosed, which is why
educating yourself on the most up-to-date information and treatment
options is so important. Attending the SSF National Patient Conference
is one way you can gain information from many different sources while
also meeting fellow patients.

Watch for your conference brochure coming in February or visit
www.sjogrens.org to see updated Conference information.

This year’s Conference will include opportunities to:
• Hear from national Sjögren’s experts, researchers and SSF staff
• Find new products and receive free samples at our exhibitor hall
• Learn from your fellow patients
• Browse Sjögren’s resources at the SSF Book Table
• Become inspired during the Conference’s Awards Banquet Dinner

Presentation topics will include:
• Sjögren’s Overview
• Dry Skin and Dermatological Issues
• Oral & Ocular Manifestations of Sjögren’s
• Examining Sjögren’s – Case by Case
• Tips for Your Sjögren’s Journey
• Gynecological Issues with Sjögren’s
• An Inside Look at Sjögren’s and Gluten-Free Diets
• Sjögren’s – Where Are We in Drug Development?

Speakers and Topics of Discussion - NPC 2016
Sjögren’s Overview

of the clinical faculty at the University of California, San Francisco (UCSF). Additionally, Dr.
Carteron has served as a principal investigator
in studies of biologic agents and has performed
extensive studies in the areas of immunology,
molecular virology, and cellular immunology. Dr.
Carteron co-authored a Sjögren’s book, “A Body
Out of Balance,” and is a current SSF national
board member where she serves as Chair of
the Medical and Scientific Advisory Board and
Editor of the Sjögren’s Quarterly.

Timothy B. Niewold, MD, is Associate Professor
of Medicine, Division of Rheumatology and
Department of Immunology, Mayo Clinic, in
Rochester, Minnesota. Dr. Niewold studies the
pathogenesis of human autoimmune diseases,
such as lupus, rheumatoid arthritis and Sjögren’s.
His laboratory is mapping the genetic factors
that cause autoimmune diseases, and exploring
the ways in which genetic variations alter the
human immune response to result in disease. Dr.
Niewold will present a comprehensive explanation
Ocular Manifestations of Sjögren’s
of the range of symptoms that Sjögren’s patients
experience, explain their causes, and offer practi- Majid Moshirfar, MD, is an ophthalmologist and
cal tips for managing them.
has practiced at the University of California, San
Francisco and the University of Utah, Moran Eye
Center. Dr. Moshirfar specializes in refractive
Oral Manifestations of Sjögren’s
surgery, medical and surgical management of
Ava J. Wu, DDS, is Clinical Professor,
corneal disorders, cataract removal and inflamDepartment of Orofacial Sciences, School of
matory eye diseases. He has written numerous
Dentistry, University of California, San Franpublications and has contributed to the research
cisco, where she is Director of the Sjögren’s
as well as the treatment of corneal diseases.
Syndrome Clinic. Dr. Wu’s presentation will
Dr. Moshirfar will describe the latest dry eye
provide insights into how Sjögren’s impacts
therapeutic treatments, covering the extensive
your oral health as well as information to help
range of options from artificial tears to silicone
manage and minimize the effects of dry mouth
plugs to systemic drugs that are available for
issues. After seeing thousands of patients in
managing the ocular complications of Sjögren’s.
her career, Dr. Wu will deliver the answers that
you have been waiting to hear.

Tips for Your Sjögren’s Journey

Dry Skin and Dermatological Issues Dona Frosio is the co-support group leader of
John R. Fenyk, Jr., MD, is a Retired Professor
and now an Adjunct Professor at the Department
of Dermatology at the University of Minnesota
Medical School in Minneapolis. Dr. Fenyk is
active in the teaching and clinical efforts of the
Dermatology Department of Hennepin County
Medical Center in Minneapolis. He also is the
founding dermatologist member of one of the
nation’s first combined rheumatology/dermatology clinics at Hennepin County Medical Center
in Minneapolis. Dry skin is often overlooked as
a major feature and frequent issue for Sjögren’s
patients. Dr. Fenyk will enhance your understanding of the wide variety of dermatological
issues associated with Sjögren’s.

the San Diego and Imperial Counties Chapter
of the SSF, a fellow Sjögren’s patient, and
a frequent guest speaker at patient support
groups and national conferences. Ms. Frosio
understands first-hand the challenges of living
with Sjögren’s and will provide us with some
practical tips for coping with the day-to-day
symptoms of this chronic illness.

Sjögren’s – Where Are We in
Drug Development?

Daniel J. Wallace, MD, is Clinical Professor of
Medicine at the David Geffen School of Medicine at UCLA. His clinical practice is based
at Cedars-Sinai Medical Center, where he is
involved in the care of 2,000 lupus patients,
Examining Sjögren’s – Case by Case the largest practice of its kind in the United
States. Dr. Wallace is the author of eight (8)
Nancy Carteron, MD, will review a few unique
Sjögren’s cases and discuss how she is helping medical textbooks and edited the 2011 edition
of the Sjögren’s handbook, “The Sjögren’s
them reach their optimum level of wellness.
Book.” The Wallace Rheumatic Disease
Dr. Carteron specializes in autoimmunity and
immune dysregulation and is in private practice Research Center currently runs over 30 clinical
in the San Francisco area. She is also a member trials for patients with various autoimmune

diseases. Dr. Wallace will give an update on
clinical trials and therapies that are in the
pipeline for Sjögren’s.

Gynecological Issues with Sjögren’s
Rita Melkonian, MD, is a gynecologist, with a
sub-specialty of urogynecology, with a private
practice in San Francisco, California. She also
is Education Chair, Marin General Hospital in
Greenbrae, California. Additionally, Dr. Melkonian
is Past Chair, Northern California American Congress of Obstetricians and Gynecologists, Past
President of the San Francisco Medical Society
and a former Stanford University Faculty Member.
Her clinical areas of interest are minimally
invasive surgery, laparascopic and hysteroscopic
surgeries, HPV management, and urological
surgeries for incontinence and prolapse. Dr.
Melkonian will share her wealth of knowledge of
Sjögren’s gynecological issues including, vaginal
dryness, pregnancy, and intimacy problems.

An Inside Look at Sjögren’s and
Gluten-Free Diets
Keith Wilkinson, NMD, is a Naturopathic Physician in a group private practice, Arthritis Health,
in Scottsdale, Arizona. Dr. Wilkinson works in
an integrated setting with a rheumatologist,
nurse practitioner, and physician’s assistant, as
well as with onsite yoga therapists, to provide
comprehensive care. Dr. Wilkinson will explain
how different aspects of nutrition can impact
Sjögren’s and will discuss what gluten is, how
some people react to it, and if a person with
Sjögren’s would benefit from living gluten-free.

Fatigue and Sjögren’s
Donald E. Thomas, Jr., MD, has a special interest in systemic autoimmune diseases, especially
Sjögren’s and lupus. He is in private practice
in Maryland, but he also enjoys teaching health
care providers about Sjögren’s in his capacity
as an Assistant Professor of Medicine at the
Uniformed Services University of the Health Sciences in Bethesda, Maryland. He is passionate
about empowering patients, and he is the author
of the patient education book, “The Lupus Encyclopedia: A Comprehensive Guide for Patients
and Families.” Fatigue is one of the most
prevalent and disabling symptoms of Sjögren’s.
Dr. Thomas will add to your understanding of
the variety of causes and will offer tips to help
you cope, manage and treat the problem.

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.

2016 NATIONAL PATIENT CONFERENCE
SEATTLE, WASHINGTON — APRIL 8-9, 2016

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 15, 2016)
March 15th and before
SSF Members & Guests
$170 per person
Non-Members
$190 per person

March 16th 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

o 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.
o MasterCard o VISA o Discover o AmEx Card Number ____________________________ Exp. Date ________________

Signature _________________________________________________________________

CC Security Code________________

• Refund requests must be made in writing. Registrants whose written requests are received by March 20th 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.

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

• A limited number of rooms are available, on a first-come basis, at the Hilton Seattle Airport & Conference Center (17620 International
Boulevard, Seattle, WA 98188) at the SSF rate of $129 per night plus tax if reservations are made by March 15, 2016. Call the toll-free
hotel Central Reservations number at (800)-Hiltons or call the Hilton Seattle Airport & Conference Center directly at (206) 244-4800 and
refer to the group name “Sjögren’s Syndrome Foundation” for the discounted rate.
• The Hilton Seattle Airport & Conference Center is approximately 1/4 mile from the Seattle-Tacoma International Airport. The hotel offers a
24-hour complimentary shuttle service to and from the airport. Alternate transportation suggestion: Taxi Fare/$12 (one way).

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

2016 SSF Special Event Calendar
SSF events are organized in an effort to increase Sjögren’s awareness in local communities,
while raising funds to support research & education. They are also an excellent opportunity
to connect Sjögren’s patients and their families to others living with the disease.

February
20

April
8-9
9
TBA

May

National Patient Conference
Hilton Seattle Airport, Seattle, Washington

Denver Walkabout and Health Fair
Hudson Gardens, Littleton, Colorado

4

Dallas Walkabout and Health Fair
Parks at Arlington, Arlington, Texas
Greater Washington Region Walkabout
and Health Fair
Two Democracy Plaza, Bethesda, Maryland

Triangle Sip for Sjögren’s
Raleigh, North Carolina

7

Philadelphia Walkabout and Health Fair
Philadelphia Zoo, Philadelphia, Pennsylvania

TBA

4

11

Seattle Walkabout (NPC Event)
Hilton Seattle Airport, Seattle, Washington

Atlanta Sip for Sjögren’s
Nelson Mullins, Atlanta, Georgia

21

June

Phoenix Walkabout and Health Fair
Paradise Valley Mall, Scottsdale, Arizona

1

Northeast Ohio Walkabout
Oak Grove Picnic Area, Brecksville, Ohio
New York City Sip for Sjögren’s
TBA, New York, New York

If there is already an event in your
area and you would like to get involved, or learn about starting one,
please visit www.sjogrens.org or contact us at (301) 530-4420 x207

sip for
a fine water
tasting event

