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It is hard to believe that in 2012, the Sjögren’s Syndrome Foundation (SSF) 
announced our ambitious 5-Year Breakthrough Goal to transform the future 
of Sjögren’s for all patients. Our Goal: “To shorten the time to diagnose 

Sjögren’s by 50% in 5 years!”
When our Goal was launched in January 2012, research showed the aver-

age diagnosis time was nearly 6 years. The SSF Board of Directors knew that 
we had to take action to help those patients searching for answers and set our 
Goal to decrease the average time to 2.5 years for those diagnosed in 2017. 
As you know, early diagnosis and treatment are critical for preventing serious 
complications and no patient should suffer by waiting for a diagnosis! 

Following an aggressive timeline with a series of consecutive goals and ac-
tions, every year the SSF works with an outside marketing research company 
to conduct an annual survey of newly diagnosed patients. The SSF is proud 
to report that our 2016 survey revealed that for those patients diagnosed in 
2015, it took an average of 3 years to receive an accurate diagnosis.
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SSF 5-Year Breakthrough Goal Update:
The Average Sjögren’s Diagnosis  
Time Decreases to 3 Years! 

The American College of Rheumatology (ACR) Annual Meeting 
was held in Washington, DC November 13-16, 2016. This is the 
premier conference in Rheumatology, attended by over 15,000 

Rheumatologists from around the world. At this year’s conference 
there were many exciting things happening in Sjögren’s! 

The Sjögren’s Syndrome Foundation (SSF) once again had an ex-
hibit booth in a great location on the exhibit hall floor. The booth was 
stocked with materials and books for providers and SSF staffers were 
available to help providers learn about all we have to offer them. 

SSF at the 2016 American 
College of Rheumatology 
Annual Meeting
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Although our work is far from done, the SSF has seen our years of 
hard work and perseverance finally paying off. The dream of reaching 
our Goal by the end of 2017 and making Sjögren’s a household name is 
within our grasp! 

Beyond the Breakthrough Goal 
This bold initiative was designed to benefit all patients by putting 

Sjögren’s in the forefront of people’s minds. The SSF continues to ad-
vocate for all patients and reach our Goal by focusing on three specific 
action items:

l Increasing public awareness
l Increasing involvement from our friends and partners
l Increasing education and awareness among healthcare professionals

Sjögren’s can often be overlooked or misdiagnosed because symptoms 
can manifest in various ways and a comprehensive understanding of 
Sjögren’s by healthcare professionals is one of the most vital aspects of 
the SSF’s mission. As more patients are diagnosed faster and physicians 
start seeing more Sjögren’s patients in their practice, they will need to 
become more knowledgeable about the disease’s different manifestations 
and the treatment options available.

As you have read in past issues of the newsletter, the SSF has brought 
together clinical leaders and Sjögren’s experts in all areas of care to pro-
duce and publish the very first Clinical Practice Guidelines for Sjögren’s. 
These guidelines will help doctors and dentists in various disciplines to 
provide appropriate care to Sjögren’s patients and will ensure that pa-
tients receive the best treatment possible. We hope these resources help 
physicians as they begin to see more patients and ensure that everyone is 
getting the proper care to manage their disease. There are currently three 
different guidelines that have been completed in round 1 and are avail-
able on the SSF website.

Published SSF Sjögren’s Clinical Practice Guidelines:
l Systemic Manifestations in Sjögren’s Patients
l Oral Management: Caries Prevention in Sjögren’s
l Ocular Management in Sjögren’s Patients

The SSF is proud of our hard work in 2016 on behalf of Sjögren’s 
patients. Thanks to hundreds of volunteers around the United States, we 
have helped to educate the general public and physicians about Sjögren’s 
while also adding to our patient resources. We have expanded our “This 
is Sjögren’s” campaign; introduced new educational opportunities for 
patients; continued to grow the Awareness Ambassador program; hosted 

“Breakthrough” continued from page 1 t
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Sjögren’s 

Syndrome 

Foundation’s 

Clinical 

Practice 

Guidelines

The Sjögren’s Syndrome Foundation (SSF) has developed the first-ever U.S. Clinical Practice 
Guidelines for Caries Prevention in Sjögren’s to ensure quality and consistency of care for 
the assessment and management of patients. 

The SSF Clinical Practice Guidelines for Caries Prevention in Sjögren’s patients will help den-
tists, oral medicine specialists and Sjögren’s disease patients determine the best strategies 
for preventing caries due to dry mouth. The SSF Oral Working Group stresses that identifi-
cation of potential Sjögren’s patients within the clinical practice is paramount for ensuring 
proper monitoring, timely treatment, prevention of serious complications, and referral to 
other specialists who can monitor and manage non-oral aspects of this disease. 

SSF Caries Prevention Guidelines Summary and Recommendations

Salivary gland dysfunction associated with Sjögren’s frequently leads to numerous tooth 
caries, tooth erosion and loss, diminished quality of life, and costly treatment. For the devel-
opment of the SSF Caries Prevention Guidelines, a highly rigorous and transparent process 
was employed with important guidance from the American Dental Association (ADA) and 
its Center for Evidence-Based Medicine. For caries prevention, questions pertaining to the 
following topics were addressed: use of fluoride, salivary stimulants, antimicrobial agents, 
and non-fluoride remineralizing agents.

The Oral Working Group had a high level of confidence that using topical fluoride represents 
a best clinical practice. Topical fluoride should be used in Sjögren’s patients with dry mouth. 
This recommendation was rated as strong. The expert panel did not make a recommenda-
tion on fluoride type or frequency. 

Salivary stimulation is widely accepted as a basic therapeutic measure for preventing caries 
in Sjögren’s patients with dry mouth. While no studies to-date link improved salivary func-
tion in Sjögren’s patients to caries prevention, it is generally understood in the oral health 
community that increasing saliva may contribute to decreased caries incidence. Based on 
expert opinion, it is recommended that Sjögren’s patients with dry mouth increase saliva 
through gustatory, masticatory stimulation, and pharmaceutical agents. Pharmaceutical 
agents may include sugar-free lozenges and/or chewing gum, xylitol, mannitol, and the 
prescription medications pilocarpine hydrochloride (Salagen®) and cevimeline (Evoxac®). 

Chlorhexidine administered by varnish, gel or rinse may be considered in Sjögren’s patients 
with dry mouth and high root caries rate. The strength of this recommendation is rated as weak 
because of a lack of evidence and potential side effects associated with chlorhexidine use. 

Non-fluoride remineralizing agents may be considered as an adjunct therapy in Sjögren’s 
patients with dry mouth and a high root caries rate. The moderate strength of this recom-
mendation was based on studies that demonstrated the benefit of calcium phosphate rinse 
in preventing caries.

Dry mouth may signal the presence of Sjögren’s, particularly when it is associated with in-
flammation, difficulty in management, or dry eye. A patient with suspected Sjögren’s should 
be referred to an ophthalmologist for ocular disease management and to a rheumatologist 
for systemic treatment.

Oral Management: Caries  
Prevention in Sjögren’s Patients
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Syndrome 

Foundation’s Clinical 
Practice 

Guidelines

The Sjögren’s Syndrome Foundation (SSF) has developed the first-ever U.S. Clinical Prac-

tice Guidelines for Ocular Management in Sjögren’s to ensure quality and consistency of 

care for the assessment and management of patients. 

The SSF Clinical Practice Guidelines for Ocular Management in Sjögren’s established that, 

in a given patient, the clinician must determine whether the dry eye is due to inadequate 

production of tears, excess evaporation, or a combination of both mechanisms. The success 

of a treatment option depends upon proper recognition and approach to therapy. For the 

development of the SSF Ocular Guidelines, the Report of the International Workshop on Dry 

Eye (DEWS) was used as a starting point, then panels of eye care providers and consultants 

evaluated peer-reviewed publications and developed recommendations for evaluation and 

management of dry eye disease associated with Sjögren’s. 

SSF Ocular Guidelines Summary and Recommendation:

Evaluation of symptoms can be accomplished by use of a number of questionnaires to grade 

severity of symptoms. Practical considerations recommend use of three specific questions 

(Table 1). A number of clinical tests of tear function can be performed in the office setting 

to quantify the volume and stability of tear function, including tear meniscus height and 

rapid tear film breakup time (TFBUT). Determination of 

tear secretion rate is the most helpful way to differentiate 

aqueous-deficient dry eye from evaporative dry eye, and this 

is usually accomplished by the Schirmer test. More advanced 

diagnosis of dry eye can be achieved by measuring tear film 

osmolarity, which can also be used to monitor response to 

therapy. Evaluation of lid blink function and health of the 

eyelid margin, particularly the meibomian glands, is necessary 

to quantify evaporative dry eye. Evaluation of the severity of 

dry eye disease is possible with application of topical dyes, 

including fluorescein, rose bengal, and lissamine green, to 

quantify damage to the ocular surface.
Management of dry eye depends upon the nature of the dry 

eye and the severity of symptoms. The algorithm presented in 

Figure 1 details the options available. In early disease, tear replacement with topically applied 

artificial tear or lubricant solutions may be sufficient, but progressive or more severe inflam-

mation of the lacrimal gland and ocular surface occur both as an inciting event in many cases 

and as a secondary effect as the dry eye disease worsens, called keratoconjunctivitis sicca 

(KCS), requires the use of dietary supplements (omega 3 essential fatty acids), anti-inflamma-

tory measures (e.g., topical corticosteroids or cyclosporine), or oral secretagogues.

Plugging of the lacrimal puncta can be done once the inflammatory component of dry 

eye is controlled. Control of lid margin (meibomian gland) disease may require topical 

antibiotic or systemic doxycycline therapy. The most severe cases of dry eye, particularly 

those unresponsive to more standard therapy, may require use of topical autologous serum 

or partial closure of the interpalpebral fissure to reduce surface exposure. Scleral contact 

lenses may be needed to control severe ocular surface damage. 

Dry eye may signal the presence of Sjögren’s, particularly when it is associated with inflam-

mation, difficulty in management, or dry mouth. A patient with suspected Sjögren’s should 

be referred to a dentist for oral disease prevention/management and to a rheumatologist 

for systemic treatment.

Ocular Management in Sjögren’s Patients

Key screening questions for dry eye disease 

A patient reporting ‘Yes’ to any of the following  

warrants a full ocular examination
How often do your eyes feel dryness, discomfort, or irritation? 

Would you say it is often or constantly? (Y/N)
When you have eye dryness, discomfort, or irritation, does this 

impact your activities (e.g. do you stop or reduce your time doing 

them)? (Y/N)
Do you think you have dry eye? (Y/N)

Table 1 – Screening Questions for Dry Eye
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Foundation’s 

Clinical 

Practice 
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The Sjögren’s Syndrome Foundation (SSF) has developed the first U.S. Rheumatology Clinical 

Practice Guidelines for Sjögren’s to ensure quality and consistency of care for the assess-

ment and management of patients by offering recommendations to clinicians for systemic 

disease management.

Previously, treatment guidelines for serious organ involvement from Sjögren’s were borrowed 

from those used to treat Systemic Lupus Erythematosus (SLE) and Rheumatoid Arthritis (RA). 

Among the recommendations, the guidelines address the treatment of inflammatory, muscu-

loskeletal pain in systemic Sjögren’s, use of biologic agents and management of fatigue.

SSF Rheumatology Guidelines Summary and Recommendations

For the development of the SSF Rheumatology Guidelines, a highly rigorous and transparent 

process was employed with important guidance from the American College of Rheumatolo-

gy and the Institute of Medicine. An extensive, systematic literature review by Topic Review 

Groups (TRG) was followed by data extraction and drafting of recommendations to be con-

sidered by separate consensus expert panels (CEP) consisting of academic and community 

practice clinicians, registered nurses and patients. Using a modified Delphi-type consensus 

process, the CEP reached consensus on eighteen recommendations with consensus set at a 

minimum of 75% agreement.

DMARDs for Musculoskeletal Pain

Recommendations regarding the use of disease-modifying anti-rheumatic drugs (DMARDs) 

to treat musculoskeletal (MSK) pain were presented as a decision tree with use of hydroxy-

chloroquine (HCQ) as the first-line therapeutic approach. Although HCQ treatment failed 

to reach the primary endpoint for pain in a recent, randomized control trial, other studies 

have shown that following HCQ treatment, Sjögren’s patients demonstrated improvement in 

inflammatory markers and MSK pain. The favorable safety profile of HCQ contributed to the 

92% positive agreement of the Rheumatology Working Group. Thus, the recommendation 

for the use of HCQ received a moderate strength rating and is considered a best clinical 

practice first-line therapy. 

Biological Medications

Biological therapies such as rituximab will become increasingly important in the management 

of Sjögren’s patients and are best used in Sjögren’s patients with serious organ manifesta-

tions who fail more conservative treatments. There was strong consensus that TNF-α inhibi-

tors not be used to treat sicca symptoms in patients with Sjögren’s. This recommendation was 

qualified by the consideration that clinicians should not withhold TNF-α inhibitor treatment if 

a patient also suffers from another condition for which such treatment would be indicated. 

Fatigue

Fatigue is most effectively managed with self-care measures and exercise. Exercise provides 

similar benefit to reduce fatigue in Sjögren’s patients as was seen for those with RA, SLE or 

Multiple Sclerosis.

Systemic Manifestations in 

Sjögren’s Patients

more than 175 support group meetings around the 
country and continued to offer our National Patient 
Conference. 

In 2017, the SSF will continue, on behalf of our 
patients, to expand our awareness and education cam-
paigns to increase awareness about Sjögren’s and its 
numerous complications. 

The Time is Now for Sjögren’s
In 2017 the SSF will continue our leadership role 

to encourage collaborations and break down barriers 
to help more patients and discover new treatment 
options. Never in the history of the disease has there 
been so much interest in finding new treatment op-
tions for Sjögren’s patients and we are on the cusp of 
amazing discoveries! 

“The most thrilling aspect about these emerging 
therapeutics is that they are not symptomatic treat-
ments, but therapeutics to treat the entire disease,” 
said Steven Taylor, SSF CEO

There are currently nine companies that have 
shown an interest in developing a therapeutic for 
Sjögren’s. Each of these companies are looking to 
enter or have entered clinical trials in Sjögren’s. The 
SSF is actively engaged with these companies, as well 
as the U.S. Food and Drug Administration and other 
regulatory agencies, to ensure that the patient voice 
is captured throughout the entire drug development 
pipeline. This includes discussions concerning what 
patients want from a therapeutic to discussions about 
clinical trial design. 

Sjögren’s is finally getting the attention it deserves 
and we hope you will help us continue this momen-
tum. As you have seen in past issues of The Mois-
ture Seekers, we continually ask everyone to become 
involved with the SSF to help us spread the word by 
participating in awareness events and other activities. 
If you have ever thought about getting involved in 
one of our events or programs, make 2017 the year 
you connect with the Foundation. Patients deserve 
better treatment options, a shorter diagnosis time and 
respect from their healthcare professionals. The time 
is now to make this happen – please join us!  n

Round 1 of SSF Sjögren’s Clinical 
Practice Guidelines (CPG) Fast Facts

l 56 Recommendations were issued for oral, ocular 
and rheumatology/systemic management and 
treatment aspects for Sjögren’s patients 

l 172 volunteers were involved in the CPG initia-
tive 

l 8 patients participated on the Expert Consensus 
Panels that voted on the Recommendations 

l 42 experts led the effort for oral, ocular and 
rheumatology/systemic guidelines 

l 129 experts participated in the Expert Consen-
sus Panels that reviewed and voted on Oral and 
Rheumatology Recommendations 

l 6 posters were presented at professional meet-
ings on the guidelines

l 2,153 abstracts were reviewed for oral and rheu-
matology guidelines 
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They had the opportunity to subscribe to the medical 
newsletter, Sjögren’s Quarterly, in order to keep them 
up to date on the latest clinical research and findings 
in Sjögren’s long after the conference ends. Creating 
the most buzz at the booth was our new, easy to use 
reference sheets for the Clinical Practice Guidelines. 
These guidelines were incredibly well received and ap-
preciated by attendees and we know they will be used 
in medical offices throughout the country and around 
the world! 

The annual SSF luncheon meeting took place on the 
first day of the conference. This luncheon is an invita-
tion only gathering of rheumatologists and researchers 
with a special interest in Sjögren’s. Our topic this year 
was Scientific Frontiers in Sjögren’s. Attendees enjoyed 
a presentation from Kathy Sivils, PhD (Oklahoma 
Medical Research Foundation) who discussed the dis-
coveries in science with a report from the Biomarkers in 
Sjögren’s conference that was held in September. Rob-
ert Fox, MD, PhD (Scripps Memorial Hospital-XiMED 
Medical Group) talked with the group about new sci-
entific approaches in Sjögren’s and the SSF’s very own 
VP of Medical and Scientific Affairs, Kathy Hammitt, 
gave attendees an SSF research and clinical initiatives 
update. The SSF would like to thank Nancy Carteron, 
MD, FACR from University of California, San Francis-
co for chairing this year’s luncheon meeting! 

Study groups are great opportunities for individ-
uals interested in a particular clinical area, such as 
Sjögren’s, to come together and learn. During these 
groups attendees often hear a presentation and then 
participate in large group discussions about the topic, 
asking questions and sharing ideas with their col-
leagues around the world. 

The annual Sjögren’s Study Group was highly 
attended this year with close to 200 participants in 
the room. This year’s topic focused on Biomarkers in 
Sjögren’s. Moderated by Athanasios Tzioufas, MD, 
he also shared a presentation on Predictors of Lym-
phoma for one of his colleagues from Athens, Greece 
and Kathy Sivils, PhD presented Genetics Discoveries 
in Sjögren’s. At this study group the SSF presented 
their annual Outstanding Abstract Award to Nadia 
Howard-Tripp, MA, MBSS, for her abstract titled, 
Rethinking Primary Sjögren’s Syndrome: Stratification 
by Clinical Phenotypes to Improve Understanding of 
Disease Pathogenesis, Trial Design, Clinical Manage-
ment and Prospective Health Gains?

New and exciting this year was the addition of a 
second study group to focus on Childhood Sjögren’s! 
For the past few years pediatric rheumatologists have 
been working to bring childhood Sjögren’s into the 
light. Scott Lieberman, MD, PhD (University of Iowa) 
and Jay Mehta, MD, MS (Children’s Hospital of 
Philadelphia) moderated this year’s presentation with 
a focus on diagnostics. There was a presentation of 
pediatric ophthalmology survey results by Jaime Lai, 
MD, this topic was followed by a discussion on the 
use of the Schirmer’s test in children. Paul DeMarco, 
MD then spoke about the use of ultrasonography of 
the salivary glands of Sjögren’s patients. There were 
two machines available during this presentation and 
participants had the opportunity to perform an ultra-
sound of the glands during the program. 

Clinical programs on Sjögren’s are always a great 
way for rheumatologists to learn more and gain greater 
insight into the disease. This year there were several 
programs focusing on Sjögren’s including: 

Clinical Conundrums in Sjögren’s – Julius Birn-
baum, MD, MHS (Johns Hopkins University) spoke 
about neurological manifestations of Sjögren’s, Alan 
Baer, MD (Johns Hopkins University) focused on 
salivary gland complications and parotid and lacrimal 
gland swelling and E. William St. Clair, MD (Duke 
University) discussed the use of biologics in Sjögren’s. 

When to Consider Childhood Sjögren’s – Scott 
Lieberman, MD, PhD (University of Iowa) shared 
how Sjögren’s presents itself in children and how to 
diagnose Sjögren’s in children. 

Controversies in Sjögren’s – Fred Vivino, MD, 
FACR (University of Pennsylvania) this was pre-
sented as part of the Meet the Professor series of 
programs where participants register separately. Two 
programs were offered and both events were full. 
These programs are designed to promote conversa-
tion and consultation among participants using cases 
and discussion. 

Abstract sessions are a forum for providers to 
receive the most relevant and latest developments 
in rheumatology. Every year the number of abstracts 
focusing on Sjögren’s increases, which is an exciting 
thing for the disease. Researchers are gaining more 
and more interest in Sjögren’s and others are interest-
ed in finding out what they have learned. Over 80 ab-
stracts with a focus on Sjögren’s were presented at this 
year’s conference. These abstracts can be presented in 

“ACR” continued from page 1 t
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Who is the Sjögren’s 
Syndrome Foundation?

The Sjögren’s Syndrome Foundation (SSF) is proud to 
be the only national non-profit organization focused 
on increasing research, education and awareness for 

Sjögren’s. Founded in 1983 by Elaine Harris, a frustrated 
patient, the SSF’s mission was simple: help patients cope 
with their Sjögren’s, increase awareness, and support 
research efforts. 

Today, under the leadership of Steven Taylor, SSF 
CEO, our mission has remained the same while we have 
grown into a multi-faceted organization that has expanded its outreach, increased 
its funding for research, education, and awareness of this debilitating disease. In 
addition, the Foundation is an internationally recognized organization shaping the 
industry in terms of research, education, patient care, advocacy and new therapies. 

As the SSF continues to expand, our commitment to patients will never change; 
they are the reason we were founded and the reason we continue to operate today. 
Thank you for being an SSF member and joining your voice to ours as we fight for 
all Sjögren’s patients!

What is Sjögren’s?
Sjögren’s (“SHOW-grins”) is a systemic autoimmune disease that affects the 

entire body. Along with symptoms of extensive dryness, other serious complica-
tions include profound fatigue, chronic pain, major organ involvement, neuropa-
thies and lymphomas.

Today, an estimated 4 million Americans suffer from Sjögren’s, both men and 
women of different ages and ethnicities.

Elaine Harris, Sjögren’s 
Syndrome Foundation 
Founder, at the 2016 
New York City Sip for 
Sjögren’s Event

Steven Taylor, CEO of the 
Sjögren’s Syndrome Foundation
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This is 
Sjögren’s...

Sjögren’s (“SHOW-grins”) 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.

“I look healthy on the outside, however my 
disease is attacking my internal organs and 

destroying me from the inside out”

“Sjögren’s has started to attack my  
lungs and I have difficulty breathing  

and performing everyday tasks”

“I rarely smile or talk in public since my 
inability to produce saliva has caused 

embarrassing tooth decay” 

“I lost my passion for dining out  
because Sjögren’s has affected my  

ability to chew and digest most foods”

“Joint pain, aching muscles and inability to 
sleep is an everyday occurrence for me”

“My inability to produce tears causes 
extreme eye discomfort and makes me 

prone to chronic eye infections”

“This terrible disease sets a ‘new normal’ 
way of life, which is ‘not normal’ at all” 

“I wake up each day hoping a treatment 
is developed that will allow me to live an 

active and normal life again”

Neurological problems, 
concentration/memory-loss, 
dysautonomia, headaches

Dry nose, recurrent  
sinusitis, nose bleeds

Dry mouth, mouth sores, 
dental decay, difficulty  
with chewing, speech,  
taste and dentures 

Fatigue, vasculitis, 
lymphoma,  
dry skin

Arthritis,  
muscle pain

Peripheral  
neuropathy,  
Raynaud’s

Dry eyes, corneal 
ulcerations and  

infections

Swollen, painful  
parotid/salivary glands 

Difficulty swallowing, 
heartburn, reflux, 

esophagitis 

Recurrent  
bronchitis,  

interstitial lung  
disease, pneumonia

Abnormal liver function 
tests, chronic active 

autoimmune hepatitis, 
primary biliary  

cholangitis 

Stomach upset, 
gastroparesis, 
autoimmune  
pancreatitis

Irritable bowel,  
autoimmune 

gastrointestinal 
dysmotility

Interstitial  
cystitis

Vaginal dryness, 
vulvodynia

www.sjogrens.org
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This is 
Sjögren’s...

Sjögren’s (“SHOW-grins”) 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.

“I look healthy on the outside, however my 
disease is attacking my internal organs and 

destroying me from the inside out”

“Sjögren’s has started to attack my  
lungs and I have difficulty breathing  

and performing everyday tasks”

“I rarely smile or talk in public since my 
inability to produce saliva has caused 

embarrassing tooth decay” 

“I lost my passion for dining out  
because Sjögren’s has affected my  

ability to chew and digest most foods”

“Joint pain, aching muscles and inability to 
sleep is an everyday occurrence for me”

“My inability to produce tears causes 
extreme eye discomfort and makes me 

prone to chronic eye infections”

“This terrible disease sets a ‘new normal’ 
way of life, which is ‘not normal’ at all” 

“I wake up each day hoping a treatment 
is developed that will allow me to live an 

active and normal life again”

Neurological problems, 
concentration/memory-loss, 
dysautonomia, headaches

Dry nose, recurrent  
sinusitis, nose bleeds

Dry mouth, mouth sores, 
dental decay, difficulty  
with chewing, speech,  
taste and dentures 

Fatigue, vasculitis, 
lymphoma,  
dry skin,  
rashes

Arthritis,  
muscle pain

Peripheral  
neuropathy,  
Raynaud’s

Dry eyes, corneal 
ulcerations and  

infections

Swollen, painful  
parotid/salivary glands 

Difficulty swallowing, 
heartburn, reflux, 

esophagitis 

Recurrent  
bronchitis,  
interstitial  

lung disease,  
pneumonia

Abnormal liver  
function tests,  
chronic active 

autoimmune hepatitis, 
primary biliary  

cholangitis 

Stomach upset, 
gastroparesis, 
autoimmune  
pancreatitis

Irritable bowel,  
autoimmune 

gastrointestinal 
dysmotility

Interstitial  
cystitis

chronic  
 prostatitis

www.sjogrens.org
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What is your New Year’s Resolution? 
• Become more physically fit

• Get involved & make a difference

• Meet new people

• Go on an adventure 

• Show my support of a loved one struggling  
with Sjögren’s

• Show myself that, despite my disease, I am strong!

Meet all of your goals in 2017 by joining  
Team Sjögren’s!

Join the team and travel with us to Nashville, TN to participate 
in the Rock ‘N’ Roll Nashville event on April 29th. As a team 
member, you will receive world-class training along with 
mentorship from past runners and Foundation staff. Our 
team trainer and nutritionist will be there to help guide you 
and ensure you’re ready to complete the event. You will also 
receive travel reimbursement, a pre-race team dinner and 
hotel accommodations within walking distance of the start 
and finish line! 

Just imagine how it will feel to cross that finish line knowing 
that you met your personal goals while also helping to 

raise awareness & funds for Sjögren’s research. 

Can’t run yourself? Recruit a loved one to run  
in your honor! 

For more information on Team Sjögren’s and this 
amazing experience, contact Steven Taylor at  
(301) 530-4420 ext 211 or staylor@sjogrens.org. 

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

 We Are Team Sjögren’s!!!

NASHVILLE



USE CODE “TMS” FOR 20% OFF!

www.sylkusa.com
30 Year Trusted Product

“Nothing Else Compares”
SYLK® All-Natural Personal Lubricantone of two ways, either poster or oral presentations. In 

poster format, researchers have a poster of their work 
and attendees visit posters at a specific time where 
the researcher is available to discuss their work and 
answer questions. During oral presentation sessions, 
several researchers present their work in a lecture 
format to the attending group. There were two oral 
presentation sessions focusing on Sjögren’s this year, 
one on Basic Insights and another on Clinical Insights. 

While the ACR Annual Meeting is always a great 
forum for learning and awareness about Sjögren’s, it is 
also a wonderful opportunity to connect with others 
interested in focusing their work on Sjögren’s. The 
SSF staff spent a lot of time meeting with companies 
who are interested in developing new therapies in 
Sjögren’s, as well as, other professional organizations 
who are interested in partnering on projects with 
the SSF. It also allowed for us to pull together our 
Clinical Trials Consortium to talk about clinical trials 
available for providers and patients to get involved 
in. Interested in finding out about clinical trials 
in Sjögren’s? Visit www.sjogrens.org/home/about-
sjogrens/clinical-trials-resources n

“ACR” continued from page 4 t

You Stood Up!
This is Sjögren’s: Grace’s Story

When I was diagnosed with Sjögren’s, my first thought 
was RELIEF!

I had been feeling bad for so long that it was nice to 
have an explanation.

I had unexplained fevers, joint pain, dry mouth, dry 
skin, rashes, swelling of my face and hands and some 
other really annoying things.

I go to a lot of doctor’s appointments and sometimes I 
can’t participate in everything my friends are doing. I also 
have to be careful of the sun.

I take medicine every day. And every day is different 
for me. Some days are good and some days are bad.

I have learned that Sjögren’s can be annoying and 
inconvenient, but that I can still do whatever I decide I 
want to do. I just have to decide I want to do it and work 

at it. I may have to work 
harder or move more 
slowly than others, but 
I will do it. 
– Grace, 10 years old.

Thank you Grace and 
to everyone who has 
stepped up and shared 
his or her Sjögren’s 
story. Please visit www.
sjogrens.org to see how 
you can share your story 
as a part of our “This 
is Sjögren’s” awareness 
campaign!  n
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Clinicians 
Corner

Nancy L. 
Carteron, 
MD, FACR
SSF Medical and Scientific 
Board Chairperson, 
Consultant, Rheumatology 
Immunology|Autoimmune 
Disease, Associate Clinical 
Professor UCSF

Q  “I keep reading about the association of Vitamin D with 
autoimmune diseases. How do I know if I’m Vitamin D 
deficient and what are the best sources of Vitamin D that 
you would recommend?”

A Low Vitamin D levels can be seen in several disease states, 
including autoimmune diseases and cancers. It is not clear if 

low Vitamin D contributes to the disease process or is a result of the dis-
ease. It is even less clear if raising the serum (blood) level of Vitamin D is 
clinically beneficial. However, adequate Vitamin D and calcium is known 
to be important in bone health and fracture prevention.

Vitamin D level can be measured by a blood (serum) test. Vitamin D, 
25 hydroxyvitamin D or 25(OH)D is most often reported as the Total 
25(OH)D, the sum of D2 (ergocalciferol) + D3 (cholecaciferol).

l Normal 25(OH)D is greater than 30 ng/ml.
l Insufficient 25(OH)D is 20-30 ng/ml.
l Deficient 25(OH)D is less than 20 ng/ml.

Most Vitamin D is made in the skin when exposed to sunlight. Foods 
containing the oil-soluble Vitamin D include fatty fish (salmon, tuna), 
cod-liver oil, eggs, mushrooms (D2), and dairy products. Some food 
products, like cereals, have been “fortified” with additional Vitamin D.

The current recommendation is 800 IU of Vitamin D per day. A serv-
ing of salmon contains approximately 800 IU’s and 1 cup of milk 100 
IU’s, as an example. There are numerous Vitamin D supplements avail-
able. Some experts prefer D3 containing products.

After a Vitamin D enriched diet or 2-3 months of supplements, the 
blood test can be repeated to confirm the level is in the normal range.

If kidney or liver or intestinal problems affecting absorption are pres-
ent, higher doses of Vitamin D may be needed, and should be dis-
cussed with your healthcare team.

Suggested Resource

UpToDate Subscriptions for Patients and Caregivers www.uptodate.
com/patients  n

Do we have your e-mail address?
If you want to receive all the latest updates from the Sjögren’s Syndrome 

Foundation, then you should make sure we have your most up-to-date e-mail 
address! The SSF is starting to share more information via e-mail, from news 
about the SSF and Sjögren’s, to information about the latest treatments and 
medicines, to local Support Group updates and more. So contact us at ssf@
sjogrens.org to be certain we have your latest e-mail address in our database, 
and then keep an eye out in your inbox for Sjögren’s news.

Just like all information you give the Foundation, your e-mail address will 
remain private and will never be given or sold to an outside organization.
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Sjögren’s patients, and those suffering from auto-
immune disease in general, need to be cautious 
about their time in the sun. Ultraviolet (UV) 

radiation emitted from the sun and other light sources 
(such as some fluorescent lights) can alter immune 
function and lead to an autoimmune response in the 
body and skin.

In response to the sun, Sjögren’s patients can expe-
rience skin rashes, ocular sensitivity, pain, and disease 
flares. Sun sensitivity with Sjögren’s is associated with 
the autoantibody SSA/or Ro. Below are a few tips to 
help protect yourself year-round. 

l Protect your skin and eyes through use of 
sunscreen, UV-protective lenses/sunglasses, 
ultraviolet light-protective clothing, hats, and 
non-fluorescent lighting. Sun-protective clothing 
is designed to protect your skin from UVA and 
UVB rays and is more reliable than sunscreen.

l Wear sunscreen on areas not covered by sun-pro-
tective clothing, such as the neck and ears.

l Read sunscreen labels and look for the words 
“broad spectrum,” which protects from both UVA 
and UVB light. Note that the SPF ratings refer 
only to UVB rays. 

l Use plenty of sunscreen with a higher number 
SPF. Most people only use about 1/3 the recom-
mended amount of sunscreen. This reduces the 
benefit of the SPF rating.

l Wear good UV-protective eye lenses and sun-
glasses.

l Investigate whether UV-protective clothing and 
eyewear, window shields, and sunscreens are 
eligible for reimbursement under your insurance 
plan or Flexible Health Care Spending Account. 

This information is from the SSF Patient Educa-
tion Sheet, “Sun and Sjögren’s” by Mona Z. Mofid, 
MD, FAAD  n

The Sun and Sjögren’s: How to 
protect yourself year-round
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Anti-Inflammatory Diet
Keith Wilkinson, ND,  
Naturopathic Physician

Inflammation is a component of Sjögren’s and essen-
tially all autoimmune disease. From a naturopathic 
perspective of treating the cause of disease, one of 

the first ways to address this is through an Anti-In-
flammatory Diet. This upstream approach to treatment 
focuses on avoiding pro-inflammatory foods and eating 
a diet rich in anti-inflammatory foods. Additionally, 
since medical research is converging on inflamma-
tion as the common link in most diseases (i.e., heart 
disease, Alzheimer’s, asthma, diabetes, cancer, etc.), 
eating an anti-inflammatory diet is a great model of 
dietary health for everyone. Avoid most packaged foods 
with a long list of ingredients. When preparing foods 
select raw, fresh, steamed, or broiled options over 
fried, BBQ’d or highly-processed choices.

Specific recommendations are:
Eat More

l Colorful Whole Fruits and Vegetables – Eating 
foods with deep red, yellow, orange and green colors 
provides vitamins and minerals, phytonutrients, fiber 
and potent antioxidants that minimize inflammation. 
Eating foods as close to their unrefined state pre-
serves the content of these beneficial nutrients.

l Healthy Fats – This includes the omega 3 oils 
found in fatty fish (salmon, mackerel, sardines) and 
foods such as avocados, extra virgin olive oil, raw 
nuts and seeds.

l Fiber – Fiber promotes adequate bowel move-
ments, creates a favorable environment for healthy 
bacteria in your gut, and supports the body’s overall 
detoxification process. A few tablespoons of ground 
flax seeds daily are a great way to add soluble and 
insoluble fiber.

l Moderate Amounts of Organic Meat – Grass-fed 
beef or bison is higher in anti-inflammatory essen-
tial fats. Organic free-range chicken tend to be low-
er in antibiotics and are fed a vegetable/grain based 
diet which tends to offer cleaner sources of protein.

l Spices/herbs – Seasonings such as garlic, ginger 
and turmeric add an anti-inflammatory component 
to the diet.

Eliminate / Eat Less
l Trans or Hydrogenated Fats – The body has no 

mechanism to use these unnatural fats that ul-
timately cause inflammation. These should be 
eliminated from your diet.

l Refined Oils – Commercial safflower, corn, and 
canola oils have had much of their health-promot-
ing content removed for shelf-storage purposes and 
tend to be high in omega 6 fats that can be con-
verted to inflammatory arachadonic acid, a type of 
fat that stimulates inflammation in the body.

l High Glycemic or Processed Foods – Highly pro-
cessed carbohydrates such as bread, pastas, cakes, 
candy, fruit juice and corn syrup are quickly digested 
leading to a rapid rise in blood sugar and a subse-
quent inflammatory cascade stimulated by insulin.

l Red Meat – Avoid these meats when possible or 
eat organic grass-fed meat to reduce ingesting high 
levels of pro-inflammatory arachadonic acid.

l Common Food Allergies – Milk products, eggs, glu-
ten from wheat and peanuts can cause inflammato-
ry reactions in many people and are best avoided.

l Artificial Sweeteners & Preservatives – These addi-
tives have no nutritional value and tend to promote 
inflammatory reactions.  n



The Sjögren’s Syndrome 
Foundation 2016 Outstanding 
Abstract Award Winner

SSF in Action!

Recently, the Sjögren’s Syndrome Foundation 
awarded the 2016 Outstanding Abstract Award at 
the American College of Rheumatology’s (ACR) 

scientific meeting in Washington, DC. This year’s award 
was presented to Nadia Howard-Tripp, MA, MBSS, of 
the Institute of Cellular Medicine, Newcastle Univer-
sity, Newcastle-uopn-Tyne, United Kingdom. How-
ard-Tripp received this award for her abstract titled, 
Rethinking Primary Sjögren’s Syndrome: Stratification by 
Clinical Phenotypes to Improve Understanding of Dis-
ease Pathogenesis, Trial Design, Clinical Management 
and Prospective Health Gains? Howard-Tripp’s abstract 
was selected by a distinguished panel of scientists from 
eighty-two eligible applicants. 

This award is designed to recognize exceptional 
research efforts in the field of Sjögren’s and encourage 
new or early stage investigators to continue their focus 
on Sjögren’s throughout their career. SSF Medical and 
Scientific Advisory Board Chair, Nancy Carteron, MD, 
FACR, presented the award to Howard-Tripp during 
the ACR meeting. 

Syed Muhammad Shakaib Quadri, MD, from the 
Oklahoma Health Science Center and Oklahoma 
Medical Research Foundation, Oklahoma City, Okla-
homa, received the honorable mention award for his 
abstract titled, The Unusual Cross-Reactivity of Anti 
Muscarinic Receptor 3 Monoclonal Antibodies Derived 
from Slaivary Glands of Sjögren’s Syndrome Patients to 
Ro Peptides.  n

SSF 2016 Outstanding Abstract Awardee, Nadia 
Howard-Tripp, and SSF Medical and Scientific 
Advisory Board Chair, Nancy Carteron, MD, 
FACR
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Why I run
This is Sjögren’s: Yolanda’s Story

After my diagnosis in 2007, I never thought that 
this little known disease with a difficult name 
to pronounce would have such an effect on my 

life. I also never thought that I would be a runner for 
Team Sjögren’s like I was a sprinter for my high school 
track team. But, this time I was not sprinting 200 me-
ters to score points for my track team, I was running a 
10K to raise awareness about Sjögren’s. 

I really enjoyed being a part of Team Sjögren’s. But, 
to be honest, when I agreed to join Team Sjögren’s, I 
doubted my ability to train for and run a 10K. I had 
never run that distance and of course, I have Sjögren’s! 
What about my dry mouth and my frequent stomach 
nausea? Thanks to the program’s exceptional informa-
tion on training, nutrition, proper shoe fit, and race day 
rules, I ran my first 10K at Disneyland in 2015! I had 
neither run competitively nor leisurely for more than 3 
miles, so to complete 6.2 miles was a pretty big deal to 
me, Sjögren’s or no Sjögren’s.

Words can’t express how I felt when I saw the finish 
line immediately ahead of me and the time that the clock 
displayed! I had done it! My bruised toenails, sore Achil-
les tendons and doubt were now a distant memory. I had 
no stomach issues and my mouth was only a little dry. 
Completing the race was a huge accomplishment and 
seeing the other Team Sjögren’s members and my family 
cheering for me along the course kept me motivated.

The post-race brunch made my Team Sjögren’s expe-
rience come full circle. Learning about ongoing research 
and the recent breakthroughs reiterated why I and the 
other Team Sjögren’s participants fundraised and brought 
awareness to a disease that affects 4,000,000 Americans. 
And one of those 4,000,000 Americans is me. 

I am extremely grateful for the Team Sjögren’s 
program. Since I ran the 10K race at Disneyland, I 
have participated in four local races ranging in distanc-
es from 5K to 10K. I also ran another 10K for Team 
Sjögren’s at Disney World last January and for Team 

Yolanda with 
Team Sjögren’s 
Denver 2016!

Sjögren’s again in Denver this past fall!
Running has always been an integral part of my life 

and I’m glad I can raise awareness while doing so!  n
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2017
National 
Patient 
Conference

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

Join us for…

This is 
Sjögren’s...
An educational journey

Neurological problems, 
concentration/memory-loss, 
dysautonomia, headaches

Dry nose, recurrent  
sinusitis, nose bleeds

Dry mouth, mouth sores, 
dental decay, difficulty  
with chewing, speech,  
taste and dentures 

Fatigue, vasculitis, 
lymphoma,  
dry skin

Arthritis,  
muscle pain

Peripheral  
neuropathy,  
Raynaud’s

Dry eyes, corneal 
ulcerations and  

infections

Swollen, painful  
parotid/salivary glands 

Difficulty swallowing, 
heartburn, reflux, 

esophagitis 

Recurrent  
bronchitis,  

interstitial lung  
disease, pneumonia

Abnormal liver function 
tests, chronic active 

autoimmune hepatitis, 
primary biliary  

cholangitis 

Stomach upset, 
gastroparesis, 
autoimmune  
pancreatitis

Irritable bowel,  
autoimmune 

gastrointestinal 
dysmotility

Interstitial  
cystitis

Vaginal dryness, 
vulvodynia

A
nother exciting Sjögren’s patient conference is on the hori-
zon. Plan to join fellow Sjögren’s patients at our National 
Patient Conference this spring in Cherry Hill, New Jersey – 

just outside of Philadelphia! This exciting and informative two-day 
program will feature an array of presentations from leading Sjögren’s 
experts who will help you understand how to manage all key 
aspects of this educational journey.



Speakers and Topics of Discussion - NPC 2017
The State of Sjögren’s
Steven Taylor, SSF Chief Executive Officer

The Sjögren’s Syndrome Foundation (SSF) has 
been embarking on new initiatives that are real-
izing huge advancements for Sjögren’s patients. 
From clinical trials for new therapies, to research 
to unlock the mystery of Sjögren’s, Steven Taylor, 
CEO of the SSF, will share with us what is on the 
horizon for Sjögren’s patients.

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

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

Men with Sjögren’s
Nancy Carteron, MD, will discuss the various 
issues and complications that men experience 
as Sjögren’s patients. Dr. Carteron is a scientific 
clinician and senior consultant in rheumatology 
immunology in San Francisco, California, and 
Clinical Associate Professor of Medicine at the 
University of California, San Francisco (UCSF). 
Additionally, she has performed studies in 
immunology, molecular virology, and cellular 
immunology at Johns Hopkins University 
and UCSF medical centers. 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 Med-
ical and Scientific Advisory Board and Medical 
& Scientific Editor of the Sjögren’s Quarterly.

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

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

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

Ocular Manifestations of Sjögren’s 
Stephen Cohen, OD, a private practice optometrist 
in Scottsdale, Arizona, since 1985, will describe 
the latest dry eye therapeutic treatments, covering 
the extensive range of options - from artificial 
tears to silicone plugs to systemic drugs that are 
available for managing the ocular complications 
of Sjögren’s. Dr. Cohen is a past-president of the 
Arizona Optometric Association and a recipient 
of the “Arizona Optometrist of the Year Award.” 
Dr. Cohen is the current Chairman of the SSF 
Board of Directors and has also been a principal 
investigator on a number of FDA clinical studies 
involving ocular surface disease and dry eye. 

Social Security Disability for Sjögren’s
Thomas D. Sutton has been with the Philadelphia 
Social Security Disability law firm of Leventhal 
Sutton & Gornstein since 1994. He is a member 
of the SSF Board of Directors, and a former pres-
ident and current board member of the National 
Organization of Social Security Claimants’ 
Representatives.  Having represented hundreds of 
claimants before the federal courts and thou-
sands before the Social Security Administration, 
Mr. Sutton will help attendees understand the 
often complex workings of the Social Security 
Disability system.

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

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

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

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



• Refund requests must be made in writing. Registrants whose written requests are received by March 13th will receive a 75% refund. After that 
time, we are sorry that no refunds can be made. 

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

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

• The Crowne Plaza Philadelphia/Cherry Hill hotel is approximately 14 miles from the Philadelphia International Airport.

3 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 _______________

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 8, 2017)
 March 8th and before March 9th and after
SSF Members & Guests $170 per person $190 per person
Non-Members $190 per person $210 per person

 TOTAL: 

Space is limited. Please register early!

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

2017 NATIONAL PATIENT CONFERENCE
Crowne Plaza Philadelphia/Cherry Hill, New Jersey 

March 31 – April 1, 2017 

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

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



The Moisture Seekers
Sjögren’s Syndrome Foundation Inc.
6707 Democracy Blvd., Ste 325
Bethesda, MD 20817

Phone: 800-475-6473 
Fax: 301-530-4415

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

2017 SSF Event Calendar
FEBRUARY

Saturday, February 4, 2017
Los Angeles Sjögren’s Education Day and Luncheon, Los Angeles, CA

MARCH

Saturday, March 18, 2017
Phoenix Walkabout, Phoenix, AZ

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

APRIL

Sunday, April 30, 2017
Tastefully Georgia – An afternoon of Food, Wine and Friends, Atlanta, GA

MAY

Saturday, May 6, 2017
Philadelphia Walkabout, Philadelphia, PA

Saturday, May 20, 2017
Northeast Ohio Walkabout, Parma, OH

If there is already an event in your 

area and you would like to get in-

volved, or if there is not an event 

in your area and you would like to 

learn about starting one, please visit 

www.sjogrens.org or contact us at 

(301) 530-4420 x207

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


