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A Letter from Your CEO:
A New Era for the Sjögren’s Foundation

A

fter over
a year of
planning,
and the involvement of volunteers, patients,
researchers and
physicians, the
Foundation is excited to introduce
the new Sjögren’s
Foundation!
The Foundation
leadership (volunteers and staff)
Steven Taylor
knew that words
Sjögren’s Foundation CEO
matter and that
is why, after much discussion, it was decided to work
towards dropping the use of “syndrome” whenever
referring to Sjögren’s. As leaders in the field, we feel
it is our responsibility to lead this paradigm shift and
that is why it was decided to first change our name to
the “Sjögren’s Foundation.”
We know that Sjögren’s is more than a “syndrome”
and that by continuing to use that word, we were not
appropriately communicating the complexities of the
disease. We know that Sjögren’s is a chronic autoimmune disease with a defined pathology, identified
genes and a set of complications and manifestations
that deserves to be taken seriously.
We know that this change will not be easy, as the
medical and research community will still use “syndrome” in many of the medical journals, medical
coding and research projects. But we know that by
the Foundation making this change first, we will set in
motion a long-term paradigm shift of everyone starting
to just say “Sjögren’s.” I must warn you however, that
from time to time, you may still see “syndrome” appear
in our publications but the Foundation is going to
make every effort to convince authors, researchers and
healthcare professionals to stop using “syndrome.”

And one of the first changes we are making, is with
the introduction of our very first issue of Conquering
Sjögren’s, our updated patient newsletter. Published
six times a year, Conquering Sjögren’s will have expanded content by leading experts and information
on Foundation programs. The newsletter, formerly The
Moisture Seekers will retain its long heritage of providing sound advice, updated research and clinical information as well as advice to help our patients navigate
their Sjögren’s diagnosis.
Revamping our newsletter and materials without
using the word “syndrome” will acknowledge the
complex nature of the disease, while showing our
continued commitment to accelerating the development of better diagnostic, management and therapeutics that will have the greatest potential impact
on improving the quality of life for patients.
Over the coming months, you will see new and
updated patient materials, awareness campaigns and
healthcare professional resources as we work to clearly convey the seriousness of Sjögren’s. In addition, we
will be launching a brand new innovative website to
better help the patient navigate their disease.
When the Foundation was founded in 1983 by
Elaine Harris, a Sjögren’s patient herself, she had a
mantra — “founded by a patient, for patients.” This
mantra still remains the center of what we do today
as the Foundation continues to ensure that the patient voice is never lost in our efforts.
I am proud of the work the Foundation has done in
education, awareness and research as we have moved
mountains to reach our vision of creating a community
where patients, healthcare professionals and researchers
come together to conquer the complexities of Sjögren’s.
Thank you for investing in us, volunteering with us and
joining us in this new era for Sjögren’s. Welcome to the
Sjögren’s Foundation!
Sincerely,
Sjögren’s Foundation CEO
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SjogrensSyndromeFoundation

2018 SSF National Patient
Conference Highlights

to Aurora, Colorado, for the
n April 13th, nearly 500 attendees traveled
s (SSF) National Patient Confer2018 Sjögren’s Syndrome Foundation’
This annual Conference provides
ence themed, “Exploring Sjögren’s.”
families to share with each other, while
an opportunity for patients and their
and talking to leading experts.
learning about new products from exhibitors
helped thousands of patients to
Over the years, SSF Conferences have
a better understanding of Sjögren’s.
take control of their health and gain
that the program caters
ensure
to
The SSF Education Committee works
longtime Foundation members by
to both newly diagnosed patients and
in order cover the disease’s complexcontinuously introducing new topics
enjoyed twelve
attendees
program,
ity. During the two-day educational
from around the country.
informative lectures by expert speakers
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Oral Management: Caries
Prevention in Sjögren’s Patients

Syndrome

Practice
has developed the first-ever U.S. Clinical
The Sjögren’s Syndrome Foundation (SSF)
for
to ensure quality and consistency of care
Guidelines for Caries Prevention in Sjögren’s
the assessment and management of patients.
denPrevention in Sjögren’s patients will help
The SSF Clinical Practice Guidelines for Caries
disease patients determine the best strategies
tists, oral medicine specialists and Sjögren’s
SSF Oral Working Group stresses that identififor preventing caries due to dry mouth. The
the clinical practice is paramount for ensuring
cation of potential Sjögren’s patients within
of serious complications, and referral to
proper monitoring, timely treatment, prevention
non-oral aspects of this disease.
other specialists who can monitor and manage

Foundation’s
Clinical
Practice

elines:
Sjögren’s Clinical Practice Guid
Phase 2 is Underway!

Sjögren’s
Syndrome
Foundation’s

Clinical

(SSF) Clinical Practice
hase 2 of the Sjögren’s Syndrome Foundation
and will significantly increase the
Guidelines (CPGs) is now underway
t and treatment of Sjögren’s. Excitingly,
guidance offered on the managemen
of specialists who have not
number
and
variety
wide
a
both
Phase 2 will include
or the SSF. Through this initiative, the
traditionally been involved with Sjögren’s
beyond those covered in Phase 1, includSSF is covering a number of new topics
three new topics under oral manidisease,
systemic
under
topics
new
ing five
a new
ocular guidelines from Phase 1 and
festations in Sjögren’s, updates to the
gy, oral and ocular medicine. Details
cross-cutting topic that will span rheumatolo
on each are provided in this article.
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Summary and Recommendations
SSF Caries Prevention Guidelines
Sjögren’s frequently leads to numerous tooth
Salivary gland dysfunction associated with
develquality of life, and costly treatment. For the
caries, tooth erosion and loss, diminished
a highly rigorous and transparent process
opment of the SSF Caries Prevention Guidelines,
the American Dental Association (ADA) and
was employed with important guidance from
the
caries prevention, questions pertaining to
its Center for Evidence-Based Medicine. For
salivary stimulants, antimicrobial agents,
following topics were addressed: use of fluoride,
and non-fluoride remineralizing agents.
of confidence that using topical fluoride represents
The Oral Working Group had a high level
be used in Sjögren’s patients with dry mouth.
a best clinical practice. Topical fluoride should
The expert panel did not make a recommendaThis recommendation was rated as strong.
tion on fluoride type or frequency.
caries
a basic therapeutic measure for preventing
Salivary stimulation is widely accepted as
funcno studies to-date link improved salivary
in Sjögren’s patients with dry mouth. While
it is generally understood in the oral health
tion in Sjögren’s patients to caries prevention,
to decreased caries incidence. Based on
community that increasing saliva may contribute
patients with dry mouth increase saliva
expert opinion, it is recommended that Sjögren’s
and pharmaceutical agents. Pharmaceutical
through gustatory, masticatory stimulation,
chewing gum, xylitol, mannitol, and the
®
agents may include sugar-free lozenges and/or
(Salagen®) and cevimeline (Evoxac ).
prescription medications pilocarpine hydrochloride
or rinse may be considered in Sjögren’s patients
Chlorhexidine administered by varnish, gel
weak
strength of this recommendation is rated as
with dry mouth and high root caries rate. The
side effects associated with chlorhexidine use.
because of a lack of evidence and potential
considered as an adjunct therapy in Sjögren’s
Non-fluoride remineralizing agents may be
recomcaries rate. The moderate strength of this
patients with dry mouth and a high root
rinse
phosphate
calcium
of
the benefit
mendation was based on studies that demonstrated

Guidelines
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A New Vision and

he Sjögren’s Syndrome
Foundation (SSF) began
in 1983 in the home
of Elaine Harris, a patien
t.
For the past 35 years,
the SSF has been honore
to support all Sjögren’s
d
patient and the mantr
a of
Elaine— “founded by
a patient, for patients”
— remains the center of what
we do by ensuring that
patient voice is never
the
lost in our efforts. Over
the
years, the work of the
Foundation has grown
and
adapted to meet the
needs of both curren
t patients
and future generations.
As we continue to expand
our reach and scope
as the
volunteer Board of Direct disease evolves, the SSF
ors wanted to clearly
communicate our vision
and what we want to
accomplish
in the coming years.
Today, the SSF is proud
to announce that after
months of planning and
the involvement of many
volunteers, patients,
researchers and physic
ians, we
have set a new vision
statement.

In This Issue

Mission for the SSF
SSF Vision Statemen

t

“To create a community
where patients, health
care
professionals and researc
hers
the complexities of Sjögre come together to conquer
n’s.”
With a new vision, the
Foundation decided
to
update our mission to
better reflect our curren
t and
future goals and aspirat
ions for the SSF.

SSF Mission Statemen

t

Support Sjögren’s patien
ts and their loved ones
through education, resour
ces and services
Provide credible resour
ces and education for
healthcare professionals
l Serve
as the voice for all Sjögre
n’s patients through
advocacy and awaren
ess initiatives
l Lead,
encourage and fund innova
tive research projects to better understand,
diagnose and treat Sjögren
’s
l

l

continued page 2 t
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Nutrition
to Improve
Symptoms of
Sjögren’s

S

jögren’s is an autoimmune disease where
immune cells attack exocrine glands (salivary,
sweat, lacrimal glands, etc.) leading to the most
common symptoms of dry mouth, dry eyes, and dry
skin. Extra-glandular manifestations can also be
present. Sjögren’s also can cause digestive system
difficulties such as difficulty eating (dysphagia), GERD
(Gastro-Esophageal Reflux Disease), acid stomach
(dyspepsia), and dysfunction of the pancreas and the
liver which are essential for digestion and absorption of nutrients. Although these symptoms have the
potential to affect nutritional status, the good news
is that specific nutrition and diet changes can greatly
improve Sjögren’s symptoms.
Decreased salivary flow (xerostomia) has been
shown to impact the dietary choices of Sjögren’s sufferers. Individuals who experience severe xerostomia
tend to avoid crunchy foods such as raw vegetables,
dry or tough foods such as meats and breads, and
sticky foods such as peanut butter. Xerostomia can
also affect dental health. Saliva contains enzymes
that break down sugars in the things we eat, buffers
that neutralize acid and minerals to remineralize
teeth. In the absence of saliva, sugars stick to the
teeth and increase bacterial proliferation and dental decay. Poor oral health in the form of missing or
highly diseased teeth can cause patients to choose
softer, more carbohydrate-rich foods that are easier
to chew. Since symptoms like dry mouth can lead
to individuals choosing a limited variety of tolerable
foods, it is extremely important to focus on maintaining a healthy diet. This means having a variety of fruits
and vegetables, lean meats and/or vegetable proteins,
whole grains, healthy fats, and avoiding saturated fat,

added sugars, and excess sodium as much as possible. This can often be difficult given the rough textures
of vegetables and other nutritious foods.
Additionally, in an effort to relieve symptoms of
dry mouth, many people find themselves constantly
sipping on beverages throughout the day. Sugar containing beverages like soda, juice, sweetened iced tea,
coffee beverages and any acidic beverages can promote
tooth decay and dental enamel erosion, so it is best to
avoid these. Even sipping on water washes away any
saliva produced and diminishes its protective effect. So,
try to use alternatives to drinking fluids like xylitol gums
and salivary stimulants to relieve dry mouth symptoms.
Several strategies can help improve the palatability
of nutritious foods. Increase protein intake by cooking
using moist cooking methods like baking in liquid,
boiling, and slow cooking or pressure cooking. Incorporate meats into soups or sauces, add Greek yogurt
to smoothies or dips, and try seafoods like fish and
shellfish as they tend to be softer. Increase vegetable
intake by adding a variety of them to soups, stews, and
smoothies, cooking them well and consuming them
mashed, or juicing them. Other recommendations
include increasing omega-3 fatty acid intake by having
fatty fish like salmon several times per week and incorporating healthy oils like olive and flaxseed oils.
Nutritional management of Sjögren’s symptoms is
not well studied, however, there is evidence that increased intake of antioxidants like omega-3 fatty acids
and vitamin E can have a positive effect on salivary
output, dry eye, and inflammation. Omega-3 fatty acids can be found in food sources such as fish like tuna,
salmon, and mackerel (consumed raw or canned),
continued page 6
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“Nutrition” continued from page 5 t
nuts like walnuts, peanuts, peanut butter, and oils
like canola, flaxseed, and walnut oil. Vitamin E can
be found in foods such as sunflower seeds, almonds,
almond butter, avocados, spinach, butternut squash,
broccoli, olive oil, trout, and shrimp, to name a few.
Omega-3 fatty acids and vitamin E are also available
in supplement form from your local supermarket or
online. When purchasing supplements, be sure to purchase them from a reputable source, and from companies labeled with the USP verification. For dosage
and safety information, please consult your dietitian or
doctor before starting a new dietary supplement.
Other symptoms of Sjögren’s like gastroesophageal
reflux disease (GERD) have been more thoroughly studied and can be well controlled by changing
the diet. GERD is a syndrome that is defined by the
backward flow of stomach acid into the esophagus
or even into the mouth. This condition is caused by
overproduction of stomach acid, or a weak junction
were the esophagus meets the stomach. GERD can
be diagnosed by a physician based on the presentation of symptoms including heartburn, bad breath,
coughing, abdominal pain, nausea or vomiting. GERD
affects 60% of Sjögren’s sufferers, a much higher percentage compared to 23% of the general population.

Lifestyle changes that may alleviate symptoms include quitting smoking, losing weight (if overweight),
walking after meals, and sleeping with the head of
bed elevated. Additional nutritional recommendations for improving GERD symptoms include:
l Avoiding fatty foods
l Choosing lean protein sources like poultry, fish,
tofu, and beans
l Avoiding foods that tend to exacerbate symptoms including alcohol, caffeine, acidic foods,
and spicy foods
l Avoiding large meals, and consuming smaller,
more frequent meals throughout the day
In summary, the symptoms related to Sjögren’s can
affect the diet, and consequently overall health and
wellbeing. Dietary changes can improve symptoms, and
associated quality of life. Adapting to Sjögren’s often
means limited dietary choices, however, this can lead to
malnutrition and weight loss. Try to maintain a varied
diet, rich in fruits and vegetables and proteins. Since antioxidants like omega-3 fatty acids and vitamin E in the
diet may improve symptoms of dry mouth and inflammation, focus on having more salmon and other fatty
fish, as well as nuts and oils to help improve symptoms
continued page 8
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Sjögren’s Foundation

In Action!

The Sjögren’s Foundation Collaborates with
Pri-Med to Educate Primary Care Providers

P

rimary care providers are an important part of
any patients care team. These providers are
often the ones who can connect the symptoms
and provide patients with a rheumatology referral or
necessary testing, which leads to a Sjögren’s diagnosis. It is also important for them to understand the
disease for care and monitoring after a diagnosis has
been made. Recognizing this, the Sjögren’s Foundation recently partnered with Pri-Med, for a continuing
medical education session on Sjögren’s. “Pri-Med is
proud to partner with the Sjögren’s Foundation to
educate our community of clinicians on the complex
symptoms, diagnosis and treatment of this serious
autoimmune disease,” said Aylin Madore, MD, MEd,
VP of Curriculum Development at Pri-Med.
This conference, held in Boston December 4-7th,
had primary care providers in attendance from New
England and beyond. The Sjögren’s session, which
was presented on the first day of the conference, was
titled “Sjögren’s: A Common, Complex, Misunderstood Autoimmune Disease” and was attended by
nearly 800 providers.

Specific goals for the session included identifying
Sjögren’s symptoms, describing methods used for
diagnosis, and discussing treatment options and the
status of Sjögren’s clinical trials. These goals were
measured using a pre and post-test with an electronic audience response system. The attendee’s responses to the same questions, which were presented at both the beginning and end of the session to
measure understanding, showed a marked increase
in learning among the attendees.
Speakers for the session were Theresa Lawrence
Ford, MD, along with Judith Furlong, MD. Dr. Ford is
the CEO and medical director of the North Georgia
Rheumatology Group, and Sjögren’s Foundation Medical and Scientific Advisory Board Chair. Dr. Furlong is
a family medicine specialist at the University of Toledo College of Medicine. The combination of rheumatology and primary care for this session proved to be
very effective and well received. Dr. Ford first provided
the Sjögren’s overview and then engaged in a fireside
chat with Dr. Furlong about primary care’s role in the
continued page 8
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“Nutrition” continued from page 6 t
over time. Be sure to talk to your doctor if you are experiencing symptoms of GERD or other gastrointestinal
complications. For further help, ask your doctor to refer
you to a Registered Dietitian who can give you guidelines
specifically tailored to your needs. n
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Nutrition & Sjögren’s Recipe: Salmon Chowder
Ingredients
1 tablespoon olive oil
1 small onion, diced
¼ cup chopped cilantro
½ medium head of cauliflower, chopped
2 cups chicken broth (low sodium)
4 cups baby spinach
¾ cup frozen corn
16 oz salmon
5 oz low-fat Greek yogurt

Directions
1. Heat large pot on the stove over
med-high heat.
2. Heat oil, chopped onion, cilantro stems and
sauté until starting to brown, 3 to 4 minutes.
3. Add cauliflower. Cook for 1 to 2 minutes.
4. Add chicken broth and bring pot to a simmer.
5. Let cook for 5 minutes, or until cauliflower
is tender.

6. Transfer to a blender, puree and
add back to the pot.
7. Over medium-high heat, add spinach
and corn. Let cook for 1 to 2 minutes.
8. Crumble salmon to bite-size chunks and add to
the pot. Reduce heat to a gentle simmer.
9. Remove from heat and stir in Greek yogurt.
10. Serve warm with finishing salt and chili flakes
to taste!
Adapted from: https://www.trifectanutrition.com/blog/healthy-salmon-chowder-recipe

“In Action” continued from page 7 t
disease. This was followed by questions from the
audience about the disease.
For three days following the Sjögren’s session, the
Sjögren’s Foundation had a booth in the exhibit hall.
The booth provided Foundation staff an opportunity
to interact one-on-one with providers as well as distribute materials which included medical newsletters,
clinical practice guidelines and brochures. There was
significant traffic at the booth and the Foundation staff

was impressed with the interest among providers to
learn more about Sjögren’s.
The Foundation would like to thank the wonderful speakers, Theresa Lawrence Ford, MD, Judith
Furlong, MD and Boston area volunteers who assisted at our exhibit booth. With the success of this
endeavor, the Foundation is now exploring opportunities with Pri-Med to offer this course in other cities
around the country. n
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Sjögren’s at the 2019 American College
of Rheumatology Annual Meeting

T

he American College of Rheumatology (ACR)
2019 Annual Meeting, which plays host to an
estimated 15,000 attendees, was held November 9-13 in Atlanta, GA. This meeting is one of the
largest rheumatology focused events in the world,
with an international audience making up a significant portion of attendees.
For the Foundation, this is one of the year’s top opportunities to interact, educate and raise awareness
among the rheumatology community on the many
things happening both at the Sjögren’s Foundation
and in the Sjögren’s community at-large. Staff also use
this gathering as an opportunity to meet with industry
partners, attend educational sessions and foster new
and existing relationships. This article covers some of
the highlights from this past year’s meeting.

Exhibit Booth

Once again, the Foundation set up a booth in the
exhibit hall to help educate and raise awareness on
Sjögren’s and how attendees could get involved with
our work. This year’s display featured a variety of
issues of Sjögren’s Quarterly, clinical practice guidelines, referral materials for a clinician’s office as well
as the newly designed guide for parents on the symptoms of Sjögren’s in children.

Foundation Luncheon

As in past years, the Foundation hosted an invite-only
luncheon that included rheumatologists, researchers,
industry partners and patients. Colleagues from U.S.
institutions and abroad attended the event, which
was themed, “Accelerating Progress: Clinical Care
& Clinical Trials.” In addition to the opportunity for
attendees to connect with old friends and meet new
ones, the lunch featured a variety of speakers, as well
as Foundation leadership, who shared updates on
various Sjögren’s focused projects taking place.
The first speaker of the day was Hal Scofield, MD, of
the Oklahoma Medical Research Foundation in Oklahoma City, OK. Dr. Scofield shared an update on the clinical practice guidelines for pulmonary manifestations of
Sjögren’s, which is the first set of guidelines being ad-

Sjögren’s Foundation Board Member Scott Lieberman, MD,
PhD, (left) with Michele Champigny, Sjögren’s Foundation
Senior Director of Awareness Initiatives (right), at the
Foundation’s booth during ACR 2019.

dressed as part of Phase 2 of the Foundation’s Clinical
Practice Guidelines initiative. During this presentation,
attendees received insight into the process for developing these guidelines, who was involved and the need for
specific guidelines related to pulmonary complications
in Sjögren’s patients. Dr. Scofield shared that, once completed, the group plans to submit publications aimed at
both rheumatologists and pulmonologists in order to
increase our chances of reaching both target audiences.
The second speaker of the day was Sara McCoy, MD,
of the University of Wisconsin-Madison, Madison, WI.
Dr. McCoy shared findings from a collaborative effort
with other experts and the Foundation to look further into data from the Foundation’s national patient
survey – specifically, this work centers around the
burden of oral symptoms on quality of life in Sjögren’s
patients. Though still in the works, initial findings
from this project show that mouth ulcers and sores,
trouble speaking and dysphagia are all linked to a reduced quality of life in Sjögren’s patients and that oral
manifestations are more highly related to a reduction
in quality of life when compared to systemic manifestations. Importantly, Dr. McCoy noted that findings
from this project are helping to identify future areas of
research and opportunities for improvement.
continued page 10
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After the first two presentations, the meeting shifted
its focus to share updates on the work taking place at
the Foundation, through the Foundation’s Clinical Trials Consortium and in select international initiatives.
Katherine Hammitt, Sjögren’s Foundation Vice
President of Medical and Scientific Affairs, shared that
the Foundation staff, along with Alan Baer, MD, and
Theresa Lawrence Ford, MD, met with the FDA just a
few days prior to discuss clinical trials in Sjögren’s.
A few of the key themes from this meeting that were
covered were the use of biomarkers as trial endpoints,
the potential for broadening the patient base for trials
and targeting patient subsets versus the broader disease. Continued discussions based on the outcomes
of this meeting are being planned for 2020.
Next, Xavier Mariette, MD, PhD, of the Paris-Sud
University, provided attendees with an update on
NECESSITY (New clinical endpoints in primary
Sjögren’s: an interventional trial based on stratifying
patients). Dr. Mariette noted the ambitious objectives
of this Innovative Medicines Initiative-funded work,
which includes new biomarkers for Sjögren’s, new
clinical endpoints for Sjögren’s and a new type of clinical trial for Sjögren’s. Dr. Mariette also noted that this
project affords participants, including academics, industry, patient associations and health authorities and
agencies, the unique opportunity to work together.
Theresa Lawrence Ford, MD, and Chair of the Foundation’s Medical and Scientific Advisory Board and
Clinical Trials Consortium followed Dr. Mariette’s presentation with an update on the OMERACT (Outcome
Measures in Rheumatology) Sjögren’s Working Group.
Dr. Ford’s presentation included an update on the
progress that’s been made to date and the next steps
for this initiative, which include a final modification
to the PICOC (population, intervention, comparison, outcome, context) questions, literature review,
protocol submission and an agreement among the
Working Group on a core domain set.
To conclude the lunch, Steven Taylor, the Foundation’s
CEO, shared updates on important Foundation-led initiatives, including STEP (Sjögren’s Training and Education Platform), the FNIH Biomarkers Consortium and the
efforts to update the ICD-10 Code for Sjögren’s.

Study Group

The Foundation-coordinated study group, “Global
Updates in Sjögren’s,” moderated by Nancy Carteron,
MD, took place on Sunday, November 10th. In addition to Dr. Carteron, this event featured three speakers, including:
l Wan-Fai Ng, MD, PhD
New Castle University, New Castle, UK

l

l

Hendrika Bootsma, MD, PhD
University of Gronigen, Gronigen, Netherlands
Tamiko Katsumoto, MD
Stanford University, Stanford, CA

The first presenter, Dr. Ng, spoke about the role of
the vagus nervous system, fatigue and immune dysregulation in Sjögren’s patients. Key takeaways from
Dr. Ng’s presentation were that non-invasive vagus
nerve stimulation (nVNS) appears to reduce physical
fatigue in Sjögren’s patients, though no differences
were seen when comparing sham and treatment
groups on patient-reported mental fatigue. Importantly, Dr. Ng noted that the mechanisms of action of
nVNS on fatigue is still unclear.

Wan-Fai Ng, MD, PhD, answers
a question during the Sjögren’s
Study Group at ACR 2019.

Next, Dr. Bootsma spoke about the role of the endothelium in Sjögren’s pathogenesis. A key takeaway from
Dr. Bootsma’s presentation included that the recovery
of saliva production in Sjögren’s requires restoring
function to the salivary gland epithelium.
The last speaker for this session, Dr. Katsumoto,
discussed immune-related adverse events from
checkpoint inhibitors. Dr. Katsumoto noted that with
the large increase in the use of immune checkpoint
inhibitors, an increase in the incidence and prevalence
of immune-related adverse events has also been
observed. An additional conclusion was that the phenotype of immune checkpoint inhibitor-related sicca
appears to be distinct from Sjögren’s and that further
mechanistic studies are needed to identify biomarkers
that can predict this complication along with potential
therapies that could lead to better functional recovery.
Additionally, as part of this Study Group, the Foundation recognized two young investigators for their
exceptional work in Sjögren’s. Pierre-Marie Duret, MD,
was awarded the Sjögren’s Foundation Outstanding
Abstract Award for 2019 and Jolien F. van Nimwegen,
MD, was awarded the Honorable Mention.

Sjögren’s at ACR

The aforementioned Foundation led events, of course,
are not the only Sjögren’s-related events taking place
continued page 14 t
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Vaccinations
and Sjögren’s
by Richard Brasington, MD, FACP
Rheumatology Fellowship Program Director
Professor, Department of Medicine
Washington University in St. Louis,
St. Louis, Missouri

O

ne of the most important aspects of “preventive health care” is receiving the appropriate
vaccinations. This is particularly important for
patients with autoimmune disease with compromised
immune function, especially when immunosuppressive medications are used. We can think of vaccinations in three broad categories: 1) those which everyone should receive; 2) those which are particularly
appropriate for patients with autoimmune diseases;
and 3) vaccines which may be dangerous for such
patients and therefore should be avoided.
Updating vaccinations is particularly important
before receiving some immunosuppressive medications, because these can seriously blunt a person’s
response to appropriate vaccination.
Nowadays, the “standard” vaccinations are administered during the pre-school and elementary school
years and include mumps, measles, rubella, tetanus,
diphtheria, etc. For purposes of this discussion, we will
assume that all patients who are ultimately diagnosed
with Sjögren’s have received all of the appropriate
childhood immunizations. All adults need to remember that at least every ten years they should receive
a tetanus and diphtheria “booster.” In reality, this
booster is often administered when a question arises
as to whether tetanus immunity is current; if there is
no documentation of a Td booster in the previous ten
years, it is given at that point.
Note that the Varicella vaccine is a live virus vaccine
and should not be given to immunosuppressed persons.
Patients with autoimmune disorders such as
Sjögren’s are generally considered to have some
compromise of the immune system and increased
susceptibility to infection. A simple way to think of
this is to consider that if the immune system is “mis-

directed” toward self, it probably is not doing an ideal
job of protecting against infectious agents. Obviously,
someone with mild Sjögren’s who does not have pronounced systemic disease will not be as susceptible
to infection as a patient with systemic disease requiring prednisone and/or immunosuppressive agents
such as azathioprine, methotrexate, mycophenylate
mofetil, rituximab, or cyclophosphamide. Nonetheless, I recommend that all patients with Sjögren’s
undergo vaccination for influenza, pneumococcal
pneumonia, and shingles.
While some patients fear that vaccines can activate
the immune system and cause systemic flares, no
scientific evidence exists to indicate that this is the case.
In fact, studies in systemic lupus erythematosus (SLE)
do not suggest disease activation with Pneumovax®.
Vaccines need only be avoided when a previous reaction
has occurred, and a reaction to one vaccination does not
mean that all future vaccinations should be avoided.
The annual “flu shot” each fall is familiar to everyone. This vaccine is different each year and must be
given every year. The vaccine for a given flu season
is developed based on scientists’ best predictions of
which strains of influenza virus will be dominant that
particular year. Hence, immunity one year does not
necessarily carry over until the next year. Even when
vaccination does not prevent the occurrence of influenza in those vaccinated, it is likely that the illness will
not be as severe in those vaccinated.
The “pneumonia shot” (Pneumovax, or pheumoccal polysaccharide vaccine) specifically protects
against one kind of bacterial pneumonia, pneumococcal pneumonia, and covers twenty-three serotypes. Those who are elderly or chronically ill are
continued page 15 t
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You Stood Up!
Growing up Living with Sjögren’s
by Alexis Brophy

A

s a young child, I always found myself ill or not
able to keep up with the others and spending
a considerable amount of time at doctor’s appointments was normal for me. At the age of 13, I started care with a new primary care physician. The new
doctor spent some time looking over my complete
health file and was very concerned with the size of the
file and my history of recurrent illnesses. He decided to
order a full blood panel and it came back with concerning results as my Antinuclear Antibody Test (ANA)
was over 10,000, my Sedimentation Rate (Sed) was
around 70, and my white blood cell (WBC) count pretty
much didn’t exist. The doctor immediately called Boston Children’s Hospital and scheduled an appointment
for me to be seen by Rheumatology within a week.
That appointment led me to a diagnosis of Sjögren’s,
Raynaud’s and Rheumatoid Arthritis.
At 13 I had no clue as to what all of this meant. I just
knew that after endless days of missing school and constant antibiotics, it was refreshing to finally have people
believe that I was not okay, even though I looked fine.
It was challenging to grow up with my many health
issues and I found that my biggest hurdles, aside
from not feeling well, involved schooling. School was
stressful for me because I was an A student but due
to my health, I could not attend classes like other students. I had five summers that consisted of tutors so I
could get the required “hours.” Not having a break for
that many years on top of treatments was draining.
As a teenager, I was already struggling in my day to
day social life that only caused more stress. I never
expected my friends or classmates to understand my
struggles. I just wanted to fit in, which was difficult as no
one understood the word “Sjögren’s” or “autoimmune.”
Having this disease has changed my life path in
many ways. Growing up I wanted to be valedictorian,
study abroad and maybe even run for president. Now I
am more realistic and keep my dreams to a place I can
reach without getting upset if a flare gets in the way.
After years of stress and anxiety, it became real that

I may not graduate high school
till 22 with the
credits I needed
to make up. I decided to enroll in
the GED program
at my local family
resource center.
I completed the
program and
earned my GED
in two months,
graduating about seven months ahead of schedule!
It is not about how you get there but that you did it.
I received my associate degree two years later and
started working full time as a real estate team coordinator. Now I am aiming to get my real estate license
within a few months.
I believe that living with Sjögren’s, as a child and
now as an adult, has taught me more life lessons than
any schooling could have. I learned to be a self-advocate, to be strong in any situation, to be open to
things not always going my way, to get used to explaining my situation to others, and to be proud that I
am still fighting every day to live my best life. It is easy
to give up, trust me, I have been at the bottom a few
times. It has only led me to anger of a disease that I
cannot get ahold of. Being strong is great but having
your emotional moments is also important. Balance is
everything in this life.
Today I see what the Foundation has done with
pediatrics and Sjögren’s awareness and it makes me
so happy and thankful that young adults have the
support and documentation to prove their illness is
real. Not that anyone has to prove anything. But with
this disease, a constant issue for me was having to
prove to peers, teachers, some doctors, family members and friends that what I was feeling and suffering
through is real. n
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Sjögren’s in Children
A Parent’s Guide to Symptoms

Sjögren’s has traditionally been thought to most commonly
occur in older populations. However, it is likely more common
in children than is currently appreciated. A major difference
between adults and children with Sjögren’s are the major
clinical presenting features. While over time children with
Sjögren’s can often see the same disease symptoms, initially
it looks slightly different than it presents in adults.

What is Sjögren’s?
Sjögren'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.

Symptoms that all children can experience are listed below. The
most common symptoms are boxed and bolded.
Neurological problems, concentration/
memory loss, dysautonomia, headaches
Dry eyes, corneal ulcerations and
infections

Dry mouth, mouth sores, dental decay,
difficulty with chewing,
speech and taste
Difficulty swallowing, heartburn, reflux,
esophagitis

Dry nose, recurrent sinusitis and
nose bleeds

Fatigue

Swollen, painful
parotid/salivary glands

Recurrent bronchitis, interstitial lung
disease, pneumonia

Peripheral neuropathy, Raynaud’s
Stomach upset, gastroparesis,
autoimmune gastrointestinal
dysmotility
Vaginal dryness/irritation
(female patients)

Joint pain, arthritis, muscle pain

Vasculitis, lymphoma, dry skin, rashes
Primary biliary cholangitis,
abnormal liver function tests, chronic
active autoimmune hepatitis

Interstitial cystitis

If you suspect your child may have Sjögren’s,
speak to your doctor about a referral to a rheumatologist.
Call the Sjögren’s Foundation at 800-475-6473 to learn more about
support for children and families of children with Sjögren’s.
Sjögren’s Foundation
10701 Parkridge Blvd Suite 170, Reston, VA 20191 | www.sjogrens.org
© 2020 Sjögren’s Foundation
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during ACR. Below are a few of the opportunities attendees had to learn about Sjögren’s at this year’s meeting:
On Saturday, November 9, Fred Vivino, MD, presented an ACR Review Course on Sjögren’s, titled,
“Sjögren’s: Sicca and Beyond.” Here, Dr. Vivino
discussed the caveats in diagnosing Sjögren’s,
reviewed the 2016 ACR-EULAR Sjögren’s Classification Criteria and examined the Sjögren’s Foundation
Clinical Practice Guidelines initiative. Notably, an
overview of Dr. Vivino’s course was included in the
Sunday edition of the ACR/ACP Annual Meeting Daily
News, further raising awareness of Sjögren’s among
conference attendees.
On Monday, November 11th, an oral abstract
session for Sjögren’s featuring both basic and clinical
research was held. This session was moderated by
Chiara Baldini, MD, PhD, and Soledad Retamozo, PhD,
and featured six 15-minute presentations. Excitingly,
both the room in which this was held, as well as the
overflow room, reached capacity, which highlights the
present and growing interest in Sjögren’s research.
Similar to previous years, there were two Meet the
Professor sessions under the heading of “Controversies
in Sjögren’s.” This year, both Alan Baer, MD, and Xavier
Mariette, MD, PhD, spoke with attendees about approaches to managing the disease while also reviewing
differential diagnoses for sicca symptoms and gland
enlargement. The speakers also described the spectrum
of clinical presentations of Sjögren’s, identified the best
approaches to establish a diagnosis of Sjögren’s and
discussed clinical practice guidelines for treating common and systemic manifestations.
On Tuesday, November 12th, a Study Group on
childhood Sjögren’s was held and featured Matthew
Basiaga, DO, Scott Lieberman, MD, PhD, and Sara
Stern, MD, as speakers. Time spent during this session was used to discuss the ongoing efforts to create

Sara McCoy, MD, (left) presenting a poster during ACR 2019 and
Sjögren’s Foundation Board Member Chadwick R. Johr, MD (right).

childhood-specific criteria for Sjögren’s as well as a
prospective international registry.
Lastly, on the final day of the conference, Wednesday, November 13th, Alan Baer, MD, and Chadwick R.
Johr, MD, moderated the session, “Sjögren’s: Beyond
the Dryness,” which featured Sharmik Bhattacharyya,
MD, MS, and Sara McCoy, MD. Dr. Bhattacharyya, a
neurologist, reviewed the clinical presentations of
neuropathy in Sjögren’s, the necessary testing for
identification and the application of treatments for
neuropathy in Sjögren’s. Dr. McCoy discussed the
mimics of Sjögren’s and reviewed the necessary testing to differentiate Sjögren’s from these differentials.
This year’s meeting also included two separate
poster sessions focused on Sjögren’s, which featured
more than 60 posters on both basic and clinical research taking place in the field.

Looking Forward

The ACR Annual Meeting is an important event for the
Foundation and Sjögren’s community as a whole. The
Sjögren’s Foundation appreciates the opportunity to
see and meet friends and colleagues, old and new, and
participate in the many events related to Sjögren’s. We
at the Foundation look forward to building on this past
year’s success as we look towards the next ACR Annual
Meeting in Washington, DC, and beyond. n
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Sjögren’s Foundation

Event Calendar

To learn more about SSF events, please visit www.sjogrens.org or contact
Jessica Levy at (301) 530-4420 ext. 218 or email jlevy@sjogrens.org.

February
March
April

May
June

Phoenix Walk for Sjögren’s
Saturday, February 29, 2020
Paradise Valley Mall
Orlando Walk for Sjögren’s
Saturday, March 14, 2020
Cypress Grove Park
Virtual Walk for Sjögren’s
Saturday, April 25, 2020
ANYWHERE
Philadelphis Tri-State Walk for Sjögren’s
Saturday, May 2, 2020
Philadelphia Zoo
Greater Washington Walk for Sjögren’s
Saturday, May 16, 2020
Sjögren’s Foundation Headquarters, Reston Virgina
Denver Walk for Sjögren’s
Saturday, May 30, 2020
The Hudson Gardens
Dallas Walk for Sjögrenʼs
Saturday, June 20, 2020
The Parks Mall at Arlington

“Vaccinations” continued from page 11 t
particularly at risk of developing severe, even fatal,
pneumococcal infections. For some persons, a second dose is recommended.
There has been an important advance in vaccination against pheumococcal pneumonia with the
advent of Prevnar, or Pneumococcal 13-valent Conjugate Vaccine. Prevnar provides additional protection, and should also be given. The order in which
one receives Pneumovax and Prevnar depends upon
a number of issues, so you should consult with your
physician about this. Everyone with Sjögren’s should
receive these vaccines, unless there are specific medical reasons to the contrary.
The third category of vaccines to consider is the “live
virus” vaccines. The vaccines discussed above are
made of killed viruses or bacteria and pose no risk of
infection. However, vaccination with a live virus does
pose some risk of infection, and in someone with an
autoimmune disease on immunosuppressive medication, this may be quite dangerous. One such live at-

tenuated vaccine is FluMist®, which is administered as
a nasal spray. FluMist® should not be given to immunosuppressed patients. The definition of immunosuppressed is open to interpretation but clearly includes
patients taking prednisone or immunosuppressive
agents such as azathioprine, methotrexate, cyclophosphamide, rituximab, or mycophenylate mofetil.
There has been a major new development in the
“shingles vaccine.” Zostavax is an attenuated live virus
vaccine that cannot safely be administered to patients
who are significantly immunosuppressed. The new
vaccine, Shingrix (recombinant zoster vaccine), is a
“killed virus” vaccine, and therefore is not as risky to
immunosuppressed persons. Furthermore, it appears
that it is much more effective than Zostavax in preventing shingles. The Centers for Disease Control recommends Shingrix over Zostavax, and recommends
two doses separated by two to six months in “immunocompetent persons” 50 years of age and older, incontinued page 16 t
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IN MEMORIAM
In Memory of Blossom Gardner
Brad and Donna Barton
In Memory of Bonnie Litton
Stephen Litton
In Memory of Carol Popet
Mark Benussi
In Memory of Pamela Morin
Heather and Pete Morin

In Memory of Deborah Magill
John Magill
Sara, Andy, Katharine, Ian, and Lindsay
In Memory of Douglas West
Fran-Man Foundation
In Memory of Johanna Selzer
Toni Feldmann

In Memory of Karen Caron
Wendy Grote
In Memory of Kay Shager
Richard J Shager
In Memory of Nancy Gonzalez
Manuel Gonzalez
In Memory of Rosalind Jacobson
Elaine and Larry Levin

In Memory of Pat
Laurence and Ann Brown
In Memory of Phyllis McArdle
Bill Locke
In Memory of Ron Parker Jr.
Kathy M. Hosea
In Memory of Ruth Case
The Lopynski’s

IN HONOR
In Honor of Anne Davidson
Jean Davidson
In Honor of Annie Palider
Nannie and Boompa
In Honor of Baby John
Steven Taylor and Joseph Milihram
In Honor of Barbara Honig
Daniel, Lisa, and Sophie Honig
In Honor of Bonnie Schneider
Barbara Lynn Kornrich
In Honor of Carla Fox
Kansas Gibsons
In Honor of Carol Hirashiki
Jennie Handy
In Honor of Cheryl Levin
Uncle Alan and Aunt Barbara
Mom and Dad
In Honor of Chris, Teri,
and Dakota Makulec
Dave, Ann, Ethan and Sara
In Honor of Dan Pettitt
Lori Ann Warring
In Honor of Darlene Sabinske
Kim and Chris Bowman
In Honor of Debbie Dudley
Joe and Marie Eckenrode
In Honor of Diane Davidson
Alex and Matt Russo

In Honor of Dr. Apostolos Kontzias
Evelyn Bromet
In Honor of Dr. Michele Bessler
Stacie Gross
In Honor of Elizabeth Chase
Mom and Dad
In Honor of Irma Rodriguez
Steve and Jennifer Perry
In Honor of Janice Lorick
Donna Smith
In Honor of Janine Bensman
Victoria Hanley
In Honor of Joseph Santucci
Kitty Berger
In Honor of Julie and John Reeve
Karen and Doug Swift
In Honor of Julie Reeve
Nancy Ragonese
In Honor of Kathy Donnelly
Elvira Albert
In Honor of Kazumi Price
Karen Barnette
In Honor of Ken Sabotta
FlexPro Group LLC
In Honor of Kim Wilkins
Jacobs Levy Equity Management
In Honor of Lari Lopp
Isabelle and Steve Halley des Fontaines

In Honor of Laura Dour
Jim Brown
In Honor of Lindsey Hatfield
Catherine D. Siegl
In Honor of Margaret Rothman
Barbara Stockman
In Honor of Mary and Jeff Adkins
Nancy Sarow
In Honor of Mary Gygax
Elizabeth J Wiggans
In Honor of Mary Jo Monten
Ryan Jahns
In Honor of Matt Qualls
Catherine Carlson
In Honor of Michiko Bowman
Kim and Chris Bowman
In Honor of Mihoko Tanaka
Anthony Wright
In Honor of Nadolyn Karchmer
Vicki and Norman Cohen
In Honor of Nancy Crabbe
Pete Giacopelli
In Honor of Nancy Kirkpatrick
David and Noreen Wolansky
In Honor of Nora O. McLean
John and Sarah McLean
In Honor of Paula Sosin
George and Ellen Monsma

In Honor of Robyn Laukien
Sidney Kaufman
In Honor of Rosalyn Morgen
David Joseph Berger
In Honor of Sally Campbell
Christopher Campbell
In Honor of Sara Cashen
Celia Baldwin
In Honor of Sharan and
Richard Flexner
Susie and Steve Berk
In Honor of Stefanie Campbell
Ellen Campbell
In Honor of Steven Taylor
Thomas Sutton
In Honor of Susan McKerron
Jeanine Balsis
In Honor of Susan Needles
Nancy Visocki
In Honor of Susan Paul-Souza
Lisa DiMarino
Rita Paul
In Honor of Teri Rumpf
Noah Rumpf
In Honor of Uyen Lam
Tamara Lee
In Honor of Vicki Baldwin
Betty Green

“Vaccinations” continued from page 15 t
cluding patients on “low dose immunosuppression.”
This latter term is open to interpretation, so ask your
doctor which vaccination is right for you.
Gardasil® protects against human papilloma virus
infection and the complication of cervical cancer.
Experience with this vaccine in young women with
Sjögren’s is limited; there is too little evidence to
recommend its routine use.
For patients on chronic steroids, keep in mind that
doses of prednisone higher than 30mg a day may
alter antibody production. Ideally, vaccines should
be administered at the lowest possible steroid dose.
For patients on Rituxan®, vaccines should be given at
least three weeks before the infusion in order to opti-

mize antibody production. Similarly, vaccines should
be given prior to a course of Cytoxan®, which can also
suppress B lymphocyte function. IVIg should not pose
a problem and, in fact, may provide what is known as
passive immunity to many microbes.
In conclusion, my recommendation is that all patients with Sjögren’s should have the pneumococcal
pneumonia vaccine, yearly influenza vaccine and a
tetanus-diphtheria booster at least every ten years.
Vaccination against shingles is now less complicated
and should be strongly considered. Live virus vaccines such as Flumist® and ZostavaxTM should be
avoided except in special circumstances to be determined by the physician. n

2020
National Patient

CONFERENCE

“Coming Together to
Conquer Sjögren’s”
April 3 – April 4, 2020
Hyatt Regency Phoenix
Phoenix, Arizona

“Coming Together to Conquer Sjögren’s”
Transforming the Future of Sjögren’s
Steven Taylor
Sjögren’s Foundation Chief Executive Officer
The Sjögren’s Foundation continues to launch
new patient, healthcare and research focused
initiatives that are changing the direction of
Sjögren’s! Join Steve as he shares updated
information about clinical trials, clinical practice guidelines, international collaborations
and much more.

Sjögren’s: An Overview
Nancy Carteron, MD, is a San Francisco area
rheumatologist with a long-standing interest in
Sjögren’s, beginning with co-authoring a book,
A Body Out of Balance, with a Sjögren’s patient.
Recently, Dr. Carteron has joined the University
of California, Berkeley, School of Optometry,
to collaborate with dry eye and oral medicine
specialists to advise Sjögren’s patients. Additionally, she is the medical and scientific editor
for Sjögren’s Quarterly and Rheumatology Chair
for the Sjögren’s Foundation Clinical Practice
Guidelines initiative. Dr. Carteron will present
a comprehensive explanation of the range of
symptoms that Sjögren’s patients experience,
explain their causes, and offer treatment options
and practical tips for managing them.

Sjögren’s and Dry Eyes: What’s New?
Stephen Cohen, OD, a private practice optometrist in Scottsdale, Arizona, will describe the
latest dry eye therapeutic treatments, covering
the extensive range of options for managing
your ocular complications of Sjögren’s. Dr.
Cohen is the Immediate Past Chair of the
Sjögren’s Foundation Board of Directors and
Past-President of the Arizona Optometric Association. Additionally, he has been a principal
investigator on a number of FDA clinical studies
and is one of 100 doctors worldwide to work on
the “DEWS II” program to update the diagnosis
and treatment of ocular surface disease.

Oral Manifestations of Sjögren’s
Ava J. Wu, DDS, is a Clinical Professor at the
Department of Orofacial Sciences, School of
Dentistry, University of California, San Francisco,
where she is Director of the Sjögren’s Syndrome
Clinic. Dr. Wu’s presentation will provide insights
into how Sjögren’s impacts your oral health as
well as information to help manage and minimize the effects of issues related to dry mouth.
After seeing thousands of patients in her career,
Dr. Wu will deliver the answers that you have
been waiting to hear.

“Ask the Doctor” Panel
Moderated by: Steven Taylor
Sjögren’s Foundation Chief Executive Officer
Join us for this esteemed panel of Sjögren’s
experts, who will be answering your questions
and offering suggestions on fatigue, joint
pain, internal organ issues, and lymphoma.
This informative session will be a conference
highlight. Start thinking of your questions for
the doctors now!

Banquet Awards Dinner
and Keynote Speaker

International Sjögren’s
Research Update

Joy Hubbard Selak is a published author and
experienced public speaker. In the mid-1990’s,
while living on San Juan Island, Washington, Joy
was diagnosed with several overlapping chronic
illnesses and had to leave her career in finance. As
she slowly regained her health, Joy, with her physician, wrote her first book You Don’t LOOK Sick!
Living Well with Invisible Chronic Illness, a guide
to help others build meaningful lives that contain
long-term illness.

Kathy L. Sivils, PhD, is Director of the Oklahoma Sjögren’s Center of Research Translation
in Oklahoma City. She is Chair-Elect of the
Foundation Board of Directors and serves on
the Foundation’s Clinical Trials Consortium. Dr.
Sivils is engaged in basic and clinical research
aimed at understanding the causes of Sjögren’s.
She is founder and director of the Sjögren’s
Genetics Network, where investigators from
over 20 research sites around the world have
come together to perform large-scale genetics
projects that are shedding new light on the
complex causes of Sjögren’s. Dr. Sivils also holds
leadership positions in other major international
research projects and will provide an update into
the exciting progress of Sjögren’s research.

We are delighted to have Joy Hubbard Selak as
our 2020 Keynote Speaker – you won’t want to
miss this insightful, warmhearted and inspirational presentation!
In addition, join us as we present our national
awards to volunteers, groups, and organizations that have helped to further the mission
of the Sjögren’s Foundation.

Integrative Medicine: A Role
for Treatment in Sjögren’s
William Mitchell, ND, is a naturopathic
physician specializing in rheumatology and
works with patients with various autoimmune
diseases. Dr. Mitchell is a proponent of “integrative medicine” and works alongside rheumatology specialists in Gilbert and Scottsdale,
Arizona. His special interests include systemic
lupus erythematosus, rheumatoid arthritis,
psoriatic arthritis, ankylosing spondylitis and
fibromyalgia. We know you won’t want to miss
this presentation as you will learn about alternative treatment approaches coupled with
information on traditional therapies.

Pediatric Sjögren’s
Scott M. Lieberman, MD, PhD, is a pediatric
rheumatologist with the University of Iowa
Stead Family Children’s Hospital and Associate
Professor of Pediatrics (with tenure), 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
international 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.

How Coaching Can Help
You Live Your Best Life
Janet Church, Chair of the Sjögren’s Foundation Board of Directors is also a Certified
Professional Coach and Certified Yoga Instructor. As a Sjögren’s patient, Janet has been on
a 10-year journey to discover how chronically
ill patients can live their best life and achieve
their goals while managing their disease.
Coaching is a solution-focused practice that
helps you break through what holds you
back from getting all you want in life — and a
Sjögren’s diagnosis can certainly derail your
life plans! In this session, Janet will present
what coaching is (and isn’t) to help you learn
if a professional life coach can support you to
thrive in your “new normal.”

Autonomic Nervous System
Involvement and POTS
Brent P. Goodman, MD, is a neurologist at the
Mayo Clinic in Arizona where he is the Founding
Director of the Autonomic Laboratories and
Clinic. His clinical and research interests include
neurophysiology, clinical phenotypes of autonomic dysfunction, dysautonomia in Sjögren’s,
and autonomic neuropathies. Dr. Goodman will
discuss the autonomic nervous system (ANS)
which controls and regulates vital bodily functions that we don’t have to think about - such as
blood pressure, heart and breathing rates, and
digestion. Additionally, he will explain how postural orthostatic tachycardia syndrome (POTS)
impacts the autonomic nervous system.

New Look!
New Logo! Same Foundation!
Janet Church,
Sjögren’s Foundation Chair of the Board
Ken Economou,
Past Sjögren’s Foundation Chair of the Board
Steven Taylor,
Sjögren’s Foundation Chief Executive Officer
Join us for this special presentation where
Steven Taylor and two lead volunteers, Janet
Church and Ken Economou, will explain the
future of the Foundation and exciting changes
happening in 2020. They will share how dropping “syndrome” from the Foundation’s name
is the first step in changing how the disease is
appreciated, treated, and researched. Same
Foundation - with a renewed purpose of getting
Sjögren’s the respect it deserves!

Conference Hours
Friday
12:30pm – 9:00pm
Saturday
8:30am – 4:30pm

Space is limited. Please register early!

Registration Form

Registration fees include: Friday evening dinner, Saturday lunch,
conference materials from speakers and entrance to exhibit area
on both days.

2020

April 3 – April 4, 2020

“Coming Together to
National Patient
CONFERENCE Conquer Sjögren’s”

Hyatt Regency Phoenix
122 North Second Street,
Phoenix, Arizona

1

ATTENDEE – complete for each registrant
Attendee Name(s) _________________________________________________________________________________________________________
Attendee Name(s) _________________________________________________________________________________________________________
Street Address _______________________________________________________________

City ________________________________ State _____________ Zip _________________
Telephone _______________________________ E-mail ___________________________________________________________________________

2

FEES – please circle appropriate fee(s) (Note: Early Bird Deadline is March 10, 2020)
March 10th and before
March 11th and after
Sjögren’s Foundation
Members & Guests
$170 per person
$190 per person
Non-Members
$190 per person
$210 per person

3

TOTAL:

PAYMENT – Mail to Sjögren’s Foundation, 10701 Parkridge Blvd., Suite 170, Reston, VA 20191

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 Sjögren’s Foundation.

o MasterCard o VISA o Discover o AmEx

Card Number ____________________________________________________ Exp. Date ____________ CC Security Code ______________
Signature _________________________________________________________________________________________________________________________

l

Refund requests must be made in writing. Registrants whose written requests are received by
March 10th will receive a 75% refund. After that time, we are sorry that no refunds can be made.

l

Dietary Requests: We can accommodate vegetarian or gluten-free
dietary requests. Unfortunately, we cannot accommodate all
special dietary requirements.

l

A limited number of rooms are available, on a first-come basis, at the Hyatt Regency Phoenix
(122 North Second Street, Phoenix, Arizona 85004) at the Foundation rate of $169 per night plus
tax if reservations are made by March 10, 2020. To make room reservations, call the hotel’s tollfree central reservations number at (877) 803-7534 or the Hyatt Regency Phoenix directly at
(602) 252-1234 and refer to the group name “Sjögren’s Foundation” for the discounted rate.

l

The Hyatt Regency Phoenix is approximately 5 miles from Phoenix Sky Harbor International Airport.

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

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

Conquering Sjögren’s
Sjögren’s Foundation Inc.
10701 Parkridge Blvd., Suite 170
Reston, VA 20191
Phone: 301-530-4420
Fax: 301-530-4415

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

Smart
Patients
Sjögren’s Community
in partnership with the
Sjögren’s Foundation

We’re having honest conversations
about Sjögren’s and our health. Join
Sjögren’s Foundation members in our
online community:
smartpatients.com/sjogrens

