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Your medical team

Rheumatologists have the primary responsibility for managing Sjögren’s and usually are the lead of your 
“medical team.” That is why, when seeing a new physician or any of your many specialists, it is important 
to establish clear guidelines regarding your medical management, which means clarifying what things 

that doctor will be managing versus what your rheumatologists and/or primary care physician will oversee. All 
of these healthcare providers make up your “medical team.” However, it is crucial that your lead physician has 
all of the information regarding your diagnoses, treatment plans and prescriptions that your entire medical 
team is providing. This will help the lead physician better manage your case. 

Finding a Knowledgeable Medical Team 101

Sjögren’s is an autoimmune inflammatory disease targeting exo-
crine glands, including the vestibular glands (vulva). Lympho-
cytic perivascular infiltration of predominately CD4+ T-helper 

cells can result in gland destruction and decrease in lubrication by 
glairy fluid. Vaginal dryness and itching, painful intercourse (dys-
pareunia) and frequent yeast infections contribute to decrease in 
quality of life (QOL), including sexual dysfunction. 

Gynecology | Urology and Sjögren’s
                              by Nancy Carteron, MD, FACR 
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It is important to find a doctor who is both a good partner in 
treating your disease, as well as a good listener. While we know 
this can be very difficult, it is needed to make sure you are getting 
the attention your disease requires. One of the best ways to find a 
physician in your area is to contact your local support group or sup-
port phone contact. You can do this by visiting www.sjogrens.org.

What medications to ask your doctor about
A Sjögren’s patient’s treatment path should be decided on a 

case-by-case basis after the potential benefits and side-effects are 
weighed by patients and their healthcare providers. Currently, a 
number of different medications are available that might be used 
to manage symptoms. However, at the present time there is no 
single medication that has been conclusively proven to slow the 
progression of Sjögren’s or cure the disease. 

Success in using disease-modifying agents to treat closely related 
disorders like systemic lupus and/or rheumatoid arthritis has led phy-
sicians to utilize some of these treatments in Sjögren’s as well. The 
two most popular choices at present include Plaquenil® (hydroxy-
chloroquine)® (hydroxychloroquine) and intravenous rituximab. The 
decision to prescribe these specific medications is made on a case-by-
case basis after careful consideration of potential risks and benefits.

In addition, many patients also are prescribed corticosteroids 
as well as prescription products to treat their various symptoms 
including but not limited to dry eyes, dry mouth, gastrointestinal 
and joint pain symptoms. As the SSF continues to release Sjögren’s 
Clinical Practice Guideline Sheets, be sure to ask you physician 
about the recommend treatment options listed. 

The SSF is dedicated to research into studies that help us better 
understand the full benefit of these treatments as well as working 
with companies to help develop new therapeutics that can treat 
the disease as a whole. The SSF is excited about the current pipe-
line for treatments that are being investigated by companies, and 
we continue to be at the forefront at working with and encouraging 
these companies to move forward.

What to take to a doctor’s appointment
You should be prepared for a new doctor’s appointment and know 

your specific objectives for that visit. If this is your first visit to a 
doctor, it is essential to give them a copy of all your medical records. 

“Medical Team 101” continued from page 1 t
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Brittle nails are characterized by hardness, peeling, 
crumbling, fissures, excess longitudinal ridges or 
lack of flexibility of the finger and toe nails. This 

sometimes causes pain and interferes with normal daily 
activities. Although no clear association between Sjögren’s 
and nail disorders has been reported, Sjögren’s patients 
frequently complain of this problem. Many different der-

Dry Brittle Nails  
     and Sjögren’s
            by Adam I. Rubin, MD 

matologic conditions including some autoimmune 
disorders, infections, dryness and certain medica-
tions can affect the nails. 

Here are few tips to help
l Keep the nails short. This prevents the nails 

from catching on things or acting as a lever and 
causing further damage. 

l Avoid biting the nails, pulling on them or other 
tasks that cause repeated trauma. 

l Avoid excess contact with water or chemicals (includ-
ing nail polish remover) which can cause dryness. 

l Protect the nails when performing wet work by 
using rubber gloves and cotton glove liners. 

l Avoid excess hand washing and exposure of 
nails to water. 

l Use moisturizer on your nails multiple times per 
day and reapply the moisturizer after your hands 
come in contact with water. You can use the 
same moisturizer used for your dry skin. 

l Steer clear of cosmetic products such as artificial 
nails and nail wraps which can cause damage. 

l Avoid nail polish and hardeners. However, if used, 
leave on as long as possible to help retain moisture. 

l After removing polish, moisturize the nails and 
give them a break from cosmetic products be-
fore re-application. 

l If your dermatologist approves, try a course of 
biotin if you have brittle nails. 

l If you’re diagnosed with a fungal infection of 
your nails, your dermatologist can discuss a vari-
ety of treatment options which are available.  n



Clinicians Report ® , March 2016 Dry Mouth Survey Results
In a survey of 1168 dentists about effectiveness of dry mouth remedies, dentists who had experience with 
OraCoat XyliMelts for dry mouth rated it as more effective than any other non-prescription remedy for dry mouth.*

XyliMelts are available at:

OraCoat XyliMelts
• Rated most effective by dentists* 
• Oral adhering discs for use while 
 sleeping and daytime 
• Coats, moisturizes and lubricates† 
• Stimulates saliva† 
• Reduces risk of tooth decay 
• Freshens breath 
• Reduces plaque by 50%‡

• Mild-Mint and Mint-Free available

OraCoat

*Survey of 1168 dentists, March 2016 Clinicians Report ®, an independent, non-profit, dental education and product 
testing foundation. Citation available at oracoat.com
†These statements have not been evaluated by the Food and Drug Administration. This product is not intended to diagnose, 
treat, cure or prevent any disease.
‡In people with dry mouth who use 2 discs while sleeping and 4 more during the day.

OraCoat XyliGel
For patients with very low levels 
of saliva or who prefer a gel
• pH 7.4 neutralizes acids

Call now for a free sample:
855-275-4766 
(limit one per household)

Unlike other oral moisturizers, XyliMelts and 
XyliGel are non-acidic and will not harm teeth.

XyliGel is available at:

Starting 
March 25, 2019

oracoat.com

OR50-112068_MoistureSeekersAd_Update_V2_901.indd   1 2/13/19   9:21 AM

They will not have time to read it over during your 
appointment, but they can keep it on file to review 
after your first visit. 

It is also key to show your physician that you 
want to be an active participant in your care. 
Make sure to tell them about all of your daily 
care. Bringing with you a typed list of medications 
with dosage (including over-the-counter products 
and supplements) can be helpful. 

In addition, keeping a symptoms journal or 
diet journal can be beneficial to recognize new or 
worsening symptoms along with foods that can 

“Medical Team 101” continued from page 2 t trigger a flare. The SSF Tracking Your Symptoms 
Worksheet can be useful tool (see page 5).

And finally, if you have questions for that 
healthcare provider, bring a list and hand it to 
them to review. This will help expedite their an-
swers and make sure you get as many answers as 
possible in one appointment. The healthcare pro-
vider can sometimes quickly review a list of ques-
tions and tell you which ones are most important 
to be concerned about and which questions he/
she can address at another appointment. Not only 
will you leave with more answers, but your health-
care provider will appreciate your organization.  n

In addition to vaginal dryness 
(common), the following occur in 
Sjögren’s: 

l Lichen planus and Lichen sclerosis 
l Vaginal yeast infections
l Cervical dysplasia and cancer, especially in 

setting of HPV (human papilloma virus) 
l Interstitial cystitis (~10%) | pelvic pain re-

lieved by voiding; urgency, and frequency 
l Endometriosis (4-fold increase) | pelvic pain 

around menses, excessive bleeding, back 
pain, painful urination 

l Primary ovarian failure (20%) | premature 
menopause, infertility 

Treatment Tips 
l Topical estrogen products (vaginal cream, pill, 

ring) or systemic Hormone Replacement Ther-
apy (HRT) 

l Topical lubricants for dryness (see SSF Prod-
uct Directory for a list of vaginal moisturizers)

l PAP or visual inspection (if prior hysterecto-
my) every 1-2 years;| PAP yearly and colpos-
copy for high risk patients

l Lichen planus or sclerosis may warrant topi-
cal steroids

l Antifungals (topical or oral) for frequent or 
severe vaginal yeast infections

“Gynocolgy | Urinary” continued from page 1 t

l Refer to Urogynecologist for interstitial cysti-
tis and pelvic pain symptoms  n
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Date:  ________________________________ 

Additional notes about 
daily activities/results:

Sleeping Notes

________________________________________________________________

________________________________________________________________

________________________________________________________________

________________________________________________________________

Bed Time:  ____________________

Hours of Sleep: ______________

Times Getting up for Medication:  _______________________

Activity Notes

________________________________________________________________

________________________________________________________________

________________________________________________________________

________________________________________________________________

________________________________________________________________

________________________________________________________________

________________________________________________________________

________________________________________________________________

Tracking 
Your 
Sjögren’s 
Symptoms

Symptom Morning Afternoon Evening
Fatigue Level

Joint Pain

Dry Eyes

Dry Mouth

Key: N= None, S= Slight, M= Moderate, SE= Severe, I= Intense

Work Sheet

Dry eyes, corneal  
ulcerations, and  

infections

Difficulty 
swallowing,  

heartburn, reflux  
esophagitis 

Recurrent bronchitis,  
pneumonia, 

interstitial  
lung disease

Arthritis, muscle 
pain

Abnormal liver 
function tests, 
chronic active  
autoimmune 

hepatitis, primary 
biliary cholangitis  

Vaginal dryness, 
vulvodynia (women)/ 

chronic prostatitis 
(men)

Neurological 
problems, 
concentration/
memory-loss (brain 
fog), headaches

Dry nose, recurrent  
sinusitis, nose bleeds

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

Dry skin, vasculitis,  
Raynaud’s 
phenomenon

Stomach upset, 
gastroparesis,  
autoimmune 
pancreatitis

Peripheral neuropathy  
(numbness and 
tingling 
in the extremities)

SSF_17138.02STS



You Stood Up!
This is Sjögren’s Photo Booth

During the 2019 SSF National Patient 
Conference, the Foundation hosted a fun 
photo booth to kick off our Conquering the 

Complexities of Sjögren’s awareness campaign.
The photo booth was created to build on the 

SSF’s new vision statement: “To create a community 
where patients, healthcare professionals and re-
searchers come together to conquer the complexities 
of Sjögren’s.” This was done to help others visualize 
the disease because Sjögren’s is commonly referred 
to as an invisible disease. While many patients expe-
rience debilitating symptoms, people cannot always 
physically see them, which can create a misunder-
standing about the seriousness of the disease.

The SSF photo booth was one way to help 
bring our campaign to life and help others better 
understand the reality of living with the disease. 
At the booth, patients could pick from one of sev-
en signs that resonated the best with them. Each 
sign included one of the following messages:

l This is Sjögren’s 
l 4 million Americans suffer from Sjögren’s 

#ThisIsSjögrens
l I wake up everyday hoping a treatment is 

developed #ThisIsSjögrens
l You can’t see the profound fatigue  

#ThisIsSjögrens
l My body is attacking itself #ThisIsSjögrens 
l #ThisIsSjögrens
l I support all Sjögren’s patients 

This is Sjögren’s

Thank you to everyone who participated in our 
photo booth for standing up and sharing your sto-
ry. We hope these pictures inspire you, like they 
inspired us. Learn more about this campaign by 
visiting www.sjogrens.org.  n

Keep an eye out for more information 
from the 2019 SSF National Patient 
Conference in next month’s issues  
of The Moisture Seekers.
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Case Presentation

A 15-year-old male presents to our Emergency Department
with acute onset of right cheek swelling. He had a similar
episode affecting his left cheek last week, and he was treated

with IV antibiotics with subsequent resolution of his symptoms. 
This current episode is his fifth such episode (4 affecting the right 
side, and 1 affecting the left) in the last 12 months. His family his-
tory is notable for his mother and a maternal aunt with rheumatoid 
arthritis. He has no history of dry mouth, dry eyes, dental caries, vision changes, neurologic 
abnormalities, rash, oral ulceration, chest pain, shortness of breath, or cough.

On exam, he has swelling, warmth, and erythema just anterior to the right ear, suggesting 
parotid inflammation. The remainder of his exam is normal. Salivary gland ultrasound is no-
table for marked right parotid gland hyperemia and echotextural heterogeneity. The left parotid 
gland is heterogeneic without hyperemia. Because of the low suspicion for a bacterial cause of 
his parotitis, he is discharged from the Emergency Room. At his ENT evaluation two weeks later, 
his exam is normal. An MRI of his face and neck shows both parotid glands to be within normal 
limits. One month later, he develops another episode of painful parotid swelling and is admitted 
for IV antibiotics. During his five day admission, his parotid swelling resolves. 

Top Stories
7 SSF Abstract & 

Research Awardees

11International Cohort:
Scandinavia 

12ISSS Reports: Systemic
Symptoms & Lymphoma

15Patient Education –
Burning Mouth

Jay Mehta, MD

Continued on page 2 t

Jacques-Olivier Pers, DDS, PhD

Clinician’s Corner:
Childhood Sjögren’s
by Jay Mehta, MD, Clinical Director, Pediatric Rheumatology, The Children’s 
Hospital of Philadelphia; Assistant Professor of Pediatrics, Perelman School  
of Medicine, The University of Pennsylvania, Philadelphia  

And Scott Lieberman, MD, PhD, Assistant Professor of Pediatrics, Division  
of Rheumatology, Carver College of Medicine, University of Iowa, Iowa City

Scott Lieberman, MD, PhD

B Cell Drugs in Sjögren’s and Their Potential Promise
by Jacques-Olivier Pers, DDS, PhD, Laboratory of Immunology, Brest University, Brest, France

A long-held wisdom has been that Sjögren’s proceeds from T 
lymphocytes, with B lymphocytes confined, under their strict 
control, to the production of antibodies (Abs). Recently, the 

physiology of B cells has been revolutionized by the attribution of a 
number of new functions. We have indeed seen ever-growing evi-
dence that B cells do not have the exclusive rights to turn into plasma 
cells as the way to manufacture and secrete anti-self Abs. Actually, 
their affects in the pathophysiology of Sjögren’s are so numerous that this 
pathology may now be regarded as a quintessential B cell-induced autoim-
mune disease. Such considerations have provided the rationale for develop-
ing strategies aimed at depleting B cells to treat Sjögren’s patients.

Continued on page 6 t
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SSF Clinical Practice Guidelines for Caries Prevention are Here!
by Domenick T. Zero, DDS, MS, Indiana University School of Dentistry, Oral Health Research Institute, Indianapolis, Indiana;  
Michael T. Brennan, DDS, MHS, Department of Oral Medicine, Carolinas Medical Center, Charlotte, North Carolina; and 
Troy E. Daniels, DDS, MS, Department of Orofacial Sciences, UCSF Schools of Dentistry and Medicine, San Francisco, California 

Sjögren’s Syndrome Foundation (SSF) Clinical Practice 
Guidelines for Caries Prevention in Sjögren’s have been 
released! The guidelines will help dentists, oral medi-

cine specialists and Sjögren’s disease patients determine the 
best strategies for preventing caries due to dry mouth. These 
recommendations mark the first-ever set of Clinical Prac-
tice Guidelines for Oral Manifestations of Sjögren’s. The SSF 
Oral Working Group stresses that identification of potential 
Sjögren’s patients in one’s clinical practice is paramount for 
ensuring proper monitoring of Sjögren’s patients, timely 
treatment, prevention of serious complications, and referral 
to other specialists who can monitor and manage non-oral 
aspects of this disease.

Salivary dysfunction in Sjögren’s frequently leads to ram-
pant caries, tooth erosion and loss, diminished quality of life, 
and costly treatment.1-7 Providing guidelines for improved and 
greater consistency of care across all areas of Sjögren’s is a top 
priority for the SSF. Ensuring that dentists and other specialists 
embrace and follow guidelines also is critically important, and, 
to this end, a highly rigorous and transparent process delin-
eated by several leading national organizations was followed, 
including the American Dental Association (ADA) and its 
Center for Evidence-Based Medicine, which assisted the SSF in 
this important initiative. The Journal of the American Dental 
Association (JADA) published this first set of guidelines for 
oral management in Sjögren’s in its April 2016 issue.8 

The SSF Oral Working Group (See Table 1, page 2) divided 
oral manifestations into three phases for guidelines development: 

A viral infection is thought to be one of the trig-
gers in the development and/or progression of 
Sjögren’s. Prior studies have identified viruses 

present in Sjögren’s patients, including Epstein Barr 

Identifying Viral-Mediated Triggers of Sjögren’s
by Melodie Weller, PhD, National Institute of Dental and Craniofacial Research 
(NIDCR), National Institutes of Health (NIH), Bethesda, Maryland
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Clinician’s Corner n

Fotini N. Skopouli, MD, FRCP Stergios Katsiougiannis, PhD

Is Stress a  
Major Player  
in the 
Pathogenesis 
of Sjögren’s 
Syndrome?

Fotini N. Skopouli, MD, FRCP 
Harokopio University Athens,  
School for Health Sciences,  
Department of Nutrition and Dietetics,  
Athens, Greece

Stergios Katsiougiannis, PhD 
Harokopio University Athens,  
School for Health Sciences,  
Department of Nutrition and Dietetics,  
Athens, Greece

Stress and autoimmunity

A large body of clinical studies support the associa-
tion between stressful life events and autoimmu-
nity. Physical and emotional stresses are major 

environmental factors with underestimated impact on the 
disease development.1-2 During the last decades, studies 
on psychoneuroimmunology and immune-endocrinology 
have focused on the mechanisms through which stress af-
fects the immune system.

Psychological stress, as well as the mechanisms involved 
to cope with it, activate hormonal circuits. The two main 
stress-induced hormonal responses are the hypothalamic-
pituitary-adrenal (HPA) axis and the Autonomic Nervous 
System (ANS). Inadequate secretion of cortisol as well as in-
creased sympathetic tone at rest but an inadequate response 
during stress exposure seem to be key factors for stress-
induced aggravation of chronic inflammatory rheumatic 

Vaccinations 
in Sjögren’s 
Syndrome

Richard Brasington, MD, FACP 
Rheumatology Fellowship Program Director  
Professor, Department of Medicine 
Washington University in St. Louis,  
St. Louis, Missouri

One of the most impor-
tant aspects of “pre-
ventive health care” is 

receiving the appropriate vac-
cinations. This is particularly important for patients with 
autoimmune disease with comprised 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.

Richard Brasington, MD, FACP

SSF Medical and Scientific
Advisory Board

Chair
Theresa Lawrence Ford, MD, FACR

Members
Esen Akpek, MD
Penny A. Asbell, MD, FACS, MBA
Herbert S. Baraf, MD, MACR
Richard Brasington, MD, FACR
Michael Brennan, DDS, MHS
Steven E. Carsons, MD*
Nancy L. Carteron, MD, FACR
Troy Daniels, DDS, MS*
Denise L. Faustman, MD, PhD
H. Kenneth Fisher, MD, FACP, FCCP
Gary Foulks, MD, FACS
S. Lance Forstot, MD
Philip C. Fox, DDS*
Robert I. Fox, MD, PhD, FACP*
Tara Mardigan, MS, MPH, RD
Austin Mircheff, PhD
John Daniel Nelson, MD, FACS
Kelly Nichols, OD
Athena Papas, DMD, PhD
Ann Parke, MD
Andres Pinto, DMD
Nelson Rhodus, DMD, MPH
Vidya Sankar, DMD, MHS
Daniel Small, MD, FACP
Neil Stahl, MD
Frederick B. Vivino, MD, FACR
Jeffrey Wilson, MD, FACR

Associate Members
Simon J. Bowman, PhD, FCRP
Janine A. Clayton, MD
Arthur Grayzel, MD, FACR*
Roland Jonsson, DMD, PhD
Stuart S. Kassan, MD, FACP*
Robert Lebovics, MD
Michael Lemp, MD*
Xavier Mariette, MD
Haralampos M. Moutsopoulos, MD*
Manuel Ramos-Casals, MD, PhD
James J. Sciubba, DMD, PhD*
Harry Spiera, MD*
Leo Sreebny, DDS, MS, PhD*
Athanasios G. Tzioufas, MD
Ira J. Udell, MD*
Claudio Vitali, MD
Daniel J. Wallace, MD
Pierre Youinou, MD, Dsc

*Counselor

Sjögren’s
QUARTERLY

10701 Parkridge Blvd., Ste. 170
Reston, VA 20191
(301) 530-4420

www.sjogrens.org
©2018 Sjögren’s Syndrome Foundation

Vol. 14, Issue 1 – Winter 2019  The Professionals’ Resource on Sjögren’s

Top Stories
5 Multidisciplinary 

Teams for Sjögren’s

7 Clinical 
News

18 In Memory of
Stephen Katz

19 Patient Education:
Health Insurance Tips

Continued on page 10 t

Continued on page 2 t

Jessica Tarn, PhD

Jessica Tarn, PhD 
Institute of Cellular Medicine 
Newcastle University Medical School, 
Framlington Place, Newcastle upon Tyne

Could Vagus Nerve Stimulation 
Improve Symptoms of Sjögren’s?

Cranial nerve X, or the vagus nerve, is the major 
parasympathetic nerve of the autonomic nervous 
system. It comprises a bundle of ~80% afferent and 

~20% efferent fibres necessary for the control of essential 
visceral functions such as gastrointestinal motility, secre-
tions and heart rate.1 Several homeostatic axes are inner-
vated by the vagus nerve including the brain-gut axis, the 
hypothalamic-pituitary-adrenergic (HPA) axis and the 
cholinergic anti-inflammatory pathway (CAP).2-4 The vagus 
nerve is hypothesised to be a key modulator of each of these 
pathways and has been associated with immune regulation. 
Recent studies have provided evidence that stimulation 
of the vagus nerve (VNS) may provide therapeutic effects 
in immune-mediated inflammatory diseases (IMIDs). In 
Sjögren’s, there is still an unmet need for pharmacological 
and non-pharmacological treatment options.5,6

Bio-therapeutics (or biologics), the fastest-
growing sector in the pharmaceutical industry, 
are transforming medicine. These agents are 

instrumental in the management of autoimmune dis-
orders and certain cancers, but also have multiple and 
increasing applications in eye care. Recently, the An-
terior Segment Section of the American Academy of 
Optometry hosted a novel symposium highlighting 
biologic therapy, “Biologic Therapy: Applications in 
Anterior Segment Disease.” The course provided an 
orientation to this class of medications, a discussion 
of the most commonly prescribed agents in medicine, 
and applications in ocular disease with an empha-
sis on disorders of the anterior segment. This event 
was moderated by Walt Whitley, OD, FAAO, chaired 
by Katherine M. Mastrota OD, FAAO, Diplomate, 
American Board of Optometry, and included panel 
speakers: Casey Hogan, OD, FAAO, FSLS, Diplomate, 
American Board of Optometry, Laura M Periman, 
MD, and David Scales, MD.

Biologic Therapy: 
Applications in 
Anterior Segment 
Disease
A Summary of An Anterior 
Segment Section Symposium 
Presented at the 97th Meeting 
of the AAO, 2018

The SSF thanks the 
participants of the symposium 
for authoring this article

4 issues for 

just 

$20
for SSF members!

Stay informed. Stay aware.  
Be your own best medical advocate! 

To increase professional awareness about Sjögren’s, the SSF has 
launched Sjögren’s Quarterly — a professional resource geared 

toward medical and dental professionals, clinicians, 
researchers, and anyone interested in the latest in 
Sjögren’s research findings and treatments.

Although the content is primarily 
written for a professional audience, 
Sjögren’s Quarterly is not just for 
doctors and researchers. Patients may 
benefit from the information, too. 

If you are interested in subscribing to 
Sjögren’s Quarterly, we are offering a 
special introductory rate of just $20 
for SSF members. Take charge of your 
healthcare by keeping on top of all the 
best medical information available. 

Subscribe to Sjögren’s Quarterly 
today, and you might just teach your 
doctor a thing or two about Sjögren’s.



Clinical News

High Percentage of Fibromyalgia 
Patients Test Positive for Sjögren’s 
Autoantibodies 

A recent analysis found that nearly one-third of 
fibromyalgia patients tested positive for a Sjögren’s 
biomarker, and of that group, the majority tested 
positive for at least one tissue specific autoanti-
body. Fibromyalgia patients (n=185) were tested 
for either the classic autoantibodies (SS-A/Ro, 
SS-B/La, ANA and RF) and early tissue specific 
autoantibodies (SP-1, CA6, PSP) (n=151) or just 
the early tissue specific autoantibodies (n=34). In 
the group of 151 patients, 49 tested positive for 
Sjögren’s autoantibodies, with four testing posi-
tive for the classic Sjögren’s markers, 40 testing 
positive for early Sjögren’s markers and five testing 
positive for both the early and classic markers. 
In the group of 34, 10 patients tested positive for 
early Sjögren’s markers. Across both groups, 55 
patients were positive for the early markers (SP-1, 
CA6, PSP). Specifically, 83.6% were positive for 
SP-1, 12.7% were positive for CA6 and 20% were 
positive for PSP. Notably, 14.5% of these patients 
were positive for more than one early marker. 

Citation 
Applbaum E & Lichtbroun A. Novel Sjögren’s autoantibodies found 
in fibromyalgia patients with sicca and/or xerostomia. Autoimmun 
Rev. 2018 Dec 17. pii: S1568-9972(18)30293-3. doi: 10.1016/j.au-
trev.2018.09.004. [Epub ahead of print]. 

Lymphoma Diagnosis Precedes 
Sjögren’s Diagnosis in Large 
Percentage of Patients 

Investigators found that Sjögren’s remains 
undiagnosed until after lymphoma diagnosis in a 
substantial number of patients, particularly men. 
Being male (39% vs 10%, p=0.006), enlarged 
lymph nodes during the disease (61% vs 27%, 
p=0.01), mucosa-associated lymphoid tissue 
(MALT) lymphoma (50% vs 22%, p=0.02), and 
salivary gland lymphoma (61% vs 26%, p=0.006) 
were more common in patients with a pre-exist-
ing lymphoma at Sjögren’s diagnosis compared to 
those without. Sjögren’s patients with a diagnosis 
of malignant lymphoma (n=224) before or after 
their Sjögren’s diagnosis were identified by linking 
the Swedish National Patient Register (1964-
2007) with the Cancer Register (1990-2007). 

Citation 
Vasaitis L. Comparison of patients with and without pre-existing 
lymphoma at diagnosis of primary Sjögren’s syndrome. Scand J Rheu-
matol. 2018 Nov 13:1-6. doi: 10.1080/03009742.2018.1523456. 
[Epub ahead of print] 

Efficacy of Xerostom® on Dry  
Mouth in Sjögren’s Patients 

Xerostom® mouthwash and toothpaste may 
help to alleviate side effects of xerostomia in 
Sjögren’s patients and improve quality of life, but 
researchers feel that additional efficacy studies 
with larger groups of patients are needed. For 
this study, Sjögren’s patients were placed in test 

continued page 10 t



“Clinical News” continued from page 9 t

(n=13) and control (n=11) groups and used the 
given products three times per day for 28 days. Vi-
sual analogue scores for xerostomia and the Oral 
Health Impact Profile-14 (OHIP-14) were used at 
baseline and after treatment. Importantly, signifi-
cant improvements in OHIP-14 were noted in the 
treatment group. 

Citation 
Lopez-Pintor RM et al. Effects of Xerostom® products on xerosto-
mia in primary Sjögren’s syndrome: a randomised clinical trial. Oral 
Dis. 2018 Dec 17. doi: 10.1111/odi.13019. [Epub ahead of print] 

Unexplained Cough and Sjögren’s 
The purpose of this study was to evaluate pa-

tients with an unexplained cough for undiagnosed 
Sjögren’s. A total of 24 patients were identified 
from a single location, 22 of which agreed to par-
ticipate in the evaluation. Included patients pre-

sented with an unexplained cough and concomi-
tant dry eye and were evaluated by pulmonologists, 
rheumatologists and ophthalmologists specializing 
in autoimmune disease. Patients were asked to 
complete a variety of tests, including the Leicester 
Cough Questionnaire, spirometry, antibody test-
ing and a series of ophthalmologic exams. At four 
years, a follow-up questionnaire was administered 
via telephone. Of the 22 patients involved, eight 
were diagnosed with Sjögren’s. At follow-up, 37% 
of the Sjögren’s patients reported that their cough 
improved while 64% of patients without Sjögren’s 
noted improvement. This finding supports the con-
sideration for adding an unexplained cough to the 
diagnostic algorithm for Sjögren’s.  n

Citations 
Koslow M, Kivity S, Vishnevskia-Dai V, Ben-Dov I. Unexplained 
cough: it is time to rule out Sjögren’s syndrome. Clinical Rheumatol. 
2018. doi/10.1007/s10067- 018-3987-4 

Learn more  
about Clinical 
Trials in Sjögren’s!

Links on this page take you to:
l An article by Theresa Lawrence Ford, MD, the  

SSF Medical and Scientific Advisory Board Chair and  
Chair of the SSF Clinical Trials Consortium

l A list of clinical trials in Sjögren’s that are currently  
recruiting Sjögren’s patients

The SSF now has a section on its website devoted to clinical trials in Sjögren’s. 
Visit http://www.sjogrens.org/home/about-sjogrens/clinical-trials-whatsinvolved. 
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Exploring Sjögren’s is our new YouTube video series that explores Sjögren’s and the daily lives of our 
patients. We have created six episodes for season one that discuss Sjögren’s as a disease and the 
work being done to help conquer the complexities of Sjögren’s. The first episode premiered on 

April 30th, with a new episode airing each following Monday. Two of the episodes specifically focus on 
living with Sjögren’s and how our patients cope. Visit www.sjogrens.org to view our new YouTube series. 

Special thanks Brad Lemack from Lemack & Company, our Executive Producer, and all the physi-
cians, researchers and patients who took part in season one of this important project!  n
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A Body Out of Balance by Ruth Fremes, MA and Nancy Carteron, MD, FACR $16.00 $13.00
The Memory Bible by Gary Small, MD $16.00 $13.00
How to Live Well by Toni Bernard $17.00 $14.00

Shipping and Handling: US Mail: $5 for first item + $3 for each additional item
 Canada: $14 for first item + $3 for each additional item
 Overseas: $22 for first item + $3 for each additional item

Total Amount

 Non-
 Member Member
 Price Price Qty Amount

This book can be purchased using the order form below, online at www.sjogrens.org  
or by contacting the Sjögren’s Syndrome Foundation office at 800-475-6473.

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

Name  ____________________________________________________________________________________________

Address  __________________________________________________________________________________________

City  _________________________________________________    State  ________    Zip  _________________________

Telephone  _____________________________   E-Mail  _____________________________________________________

o Enclosed is a check or money order (in U.S. funds only, drawn on a US bank, net of all bank charges) payable to SSF.

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

Signature  ______________________________________________________________ CC Security Code ___________

A Body Out of Balance:  
Understanding and Treating Sjögren’s Syndrome
by Ruth Fremes, MA and Nancy Carteron, MD, FACR
One of the most common yet underrecognized autoimmune and rheumatological disorders, Sjögren’s, 
affects more people than rheumatoid arthritis and lupus combined. A Body Out of Balance provides a 
comprehensive guide to a wide array of symptoms, traditional and complementary treatments, and 
invaluable coping methods, so patients may devise a personal treatment plan.
Cowritten by a woman living with the disease and by a physician who has treated Sjögren’s patients, 
this indispensable resource will enhance awareness and demystify this often-misunderstood disorder.
Member Price: $13              Non-Member Price: $16

The Memory Bible: An  
Innovative Strategy for  
Keeping Your Brain Young
by Gary Small, MD

We all forget things sometimes - our keys, a phone number, 
the reason we went to the market - and our forgetfulness only 
increases with age. According to Dr. Gary Small, director of the 
UCLA Center on Aging, we can easily eliminate much of this 
problem with his innovative memory exercises and brain fitness 
program. This program has helped thousands of people improve 
their ability to remember every day issues like where the car is 
parked, as well as the more important ability to think fast and 
maintain a healthy brain for life.
Member Price: $13              Non-Member Price: $16

How to Live Well with Chronic Pain  
and Illness – A Mindful Guide
by Toni Bernhard

Chronic illness creates many challenges, from career crises and relationship issues to struggles with 
self-blame, personal identity, and isolation. Toni Bernhard addresses these challenges and many 
more, using practical examples to illustrate how mindfulness, equanimity, and compassion can help 
readers make peace with a life turned upside down. 
Member Price: $14              Non-Member Price: $17



In Memory of Carole Freeman’s beautiful mother
Barbara & Alan Levin

In Memory of Carolyn Wall
Rebecca Williams

In Memory of Dorothy Selleck
Florence Selleck

In Memory of Geraldine “Jeri” Courcy
Joseph & Genevieve Magliari

In Memory of Gloria Ruiz-Mikolajczak
Donald Mikolajczak

In Memory of Joanie Ethier
Karen & Don Crossman

In Memory of Joseph Rubin
J. Delman & Sandy Fields

Velma Ausbrooks
In Memory of Joyce M. Adkins

Ruth & Wallace Thayer
George B Fleshman

In Memory of Judy Johnston
Howard F. Johnston

In Memory of Lesley Cohen
Elaine & Larry Levin

In Memory of Morris Katz
Meryl Raksin

In Memory of Patricia & Elfriede Frank
Diane Stadtmiller

In Memory of Rose Ann Talty
David & Mary Russell

In Memory of Ruth Grube
Marjorie Grummitt

In Memory of Susan Hegeman Freedman
Brian, Marty & Jerry Freer

In Honor of Antoinette
Vera Manolakas

In Honor of Cathy Lee O’Neill
Jenna O’Neill

In Honor of Christina Deane
Bill Albrecht

In Honor of Dr. Joshua Gamse
Lisa & Steve Shapiro

In Honor of Elaine Harris
Elyse Hecht

In Honor of Joshua Gamse
Stephan A. Shapiro

In Honor of Lauren Teukolsky
Roselyn Teukolsky

In Honor of Leiba Hughes
Barbara Burka

In Honor of Lois Pippin
Jean S. Finney

In Honor of Polly Youngstein
Valentina Trepatschko

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

Sjögren’s Syndrome FoundationLegacy of Hope

Leave A Legacy – Remember Us in Your Will

Remember your  
loved ones and  
special occasions  
with a donation to the 
SSF in their name.
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The Walk for Sjögren’s is a national fundraising 
program designed to raise awareness and cru-
cial funds to support Sjögren’s research and 

education. This non-competitive family fun event 
provides an opportunity for participants to learn 
more about Sjögren’s, connect with area health-
care providers and others living with Sjögren’s. 

Circle of Strength  
We are proud to celebrate and recognize the 

personal strength of Sjögren’s patients and those 
that support them every day! That is why we host 
“Circle of Strength” ceremonies and activities at 
each Walk, to recognize people who give Sjögren’s 
patients their strength and determination to con-
tinue to fight each day! 

Each Circle of Strength member and the 
Sjögren’s patient they support will receive special 
recognition and a Walk wristband to proudly iden-
tify themselves as a champion for Sjögren’s!

Earn Great SSF Prizes!
Raise Funds – You can make a difference – reach 

out to your friends, family and companies in your 
local community and tell them about Sjögren’s. Ask 
for donations to support your Walk efforts. If you 
raise funds, you can earn the following:

$40 – $99 Official Walk for Sjögren’s T-shirt

$100 – $299 Official Walk for Sjögren’s T-shirt 
and Sjögren’s Star Medal

$300 – $499  Official Walk for Sjögren’s 
T-shirt, Medal and Hat 

$500 + Official Walk for Sjögren’s 
T-shirt, Medal, Hat and Sport 
Duffle Bag  

Walk for Sjögren’s: 
Celebrating our Strength
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SSF Event Calendar

DC Metro Area Walk for Sjögren’s 
Saturday, May 18, 2019 
SSF National Office, Parkridge Center, Reston, VA 

Denver Walk for Sjögren’s 
Saturday, June 8, 2019 
The Hudson Gardens

Dallas Walk for Sjögren’s 
Saturday, June 22, 2019 
The Parks at Arlington

May
June

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

Join in the fun!
2019 SSF Special Event Calendar 
The SSF is very excited for all of our events coming this Spring. Look at our 
special event calendar below to see if there is a Walk for Sjögren’s or other 
SSF event coming to your area. Register today!

Start an event in your area! 
With the Spring events underway we’ve also 
started planning for the fall and winter! 

We want to make a BIG awareness impact in 
as many communities as we can this year and 
need your help! 

Maybe there is already a Walk for Sjögren’s or 
other SSF event in your area and you would 
like to get involved. Or maybe you are moti-
vated and want to start an event in your area. 

Contact Jessica Levy at (301) 530-4420 x218 
or by email at jlevy@sjogrens.org to learn how 
you can get involved.



The Moisture Seekers
Sjögren’s Syndrome 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 an SSF Member, please contact us! 800-475-6473

Sjögren’s Fast Facts
l Sjögren’s is pronounced “SHOW-grins”.

l The primary symptoms of Sjögren’s are dry eyes, dry mouth, fatigue and joint pain, but the disease is systemic, 
affecting the entire body.

l Sjögren’s is one of the most prevalent autoimmune disorders, striking as many as 4,000,000 Americans.

l Early diagnosis and proper treatment may prevent serious complications and greatly improve the quality of life 
for individuals living with Sjögren’s.

l It takes an average of 2.8 years to receive a proper diagnosis.

l The SSF is the only national organization focused on increasing research, education and awareness for 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.


