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Heart Disease and Sjögren’s
by Nancy L. Carteron, MD, FACR

Heart disease remains under-recognized in wom-
en. However, the findings of increased risk of 
heart disease in numerous autoimmune diseas-

es, and the awareness of how heart symptoms differ in 
women compared to men, are improving the detection 
of cardiovascular disease in women. Heart disease in 
Sjögren’s has been studied less than in lupus, rheuma-
toid arthritis, and psoriatic arthritis. However, there 
are several published studies that provide a framework 
to begin to think about the risk and characteristics of 
heart problems in Sjögren’s.

Case Studies 
Bartoloni et al (2015) looked retrospectively at a group of 1,343 Sjögren’s patients with comparison to age 

matched controls finding heart attack and heart failure were more common in those with Sjögren’s. Hyperten-
sion (high blood pressure) and hypercholesterolemia (high lipids) were more prevalent in smoking, obesity and 

Ask the Experts
All About Dry Eye

The “Living with Sjögren’s” patient survey, conducted by 
Harris Poll on behalf of the Sjögren’s Syndrome Foun-
dation (SSF), showed that 92% of Sjögren’s patients 

suffer from dry eye. Chronic dry eye has two main causes: 
decreased secretion of tears by the lacrimal (tear-producing) 
glands and loss of tears due to excess evaporation. Both can 
lead to ocular surface discomfort, often described as feelings 
of dryness, burning, a sandy/gritty sensation, itchiness, visual 
fatigue, sensitivity to light and blurred vision. In Sjögren’s, a 
person’s white blood cells mistakenly invade moisture-produc-
ing glands and affects the entire body, including the lacrimal 
glands, causing inflammation and reducing secretion, 
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diabetes, and less prevalent in Sjögren’s. An intriguing observation 
was that low white blood cell count (leukopenia) was associated 
with an increased risk of angina. However, this potential correla-
tion will need further study to determine if it is a true correlation.

A meta-analysis of ten published observational studies of 
165,291 patients (Yong 2018) found an increased risk of cardiovas-
cular disease and increased artery stiffness in Sjögren’s. A me-
ta-analysis is a statistical analysis that combines results from multi-
ple scientific studies investigating the same question. This type of 
analysis can be used to identify a reproducible or “true” finding.

An older case-series (Rantapaa-Dahlqvist 
1993) looked at 27 consecutive Sjögren’s patients 
by echocardiogram (ECHO), heart ultrasound. 
Nine patients (33%) had current or past evidence 
of pericarditis, which is inflammation of the 
lining around the heart (pericardium). Four of 
the nine patients had focal decrease function of 
the heart muscle (left ventricle), commonly a result of prior ischemia. 
Ischemia, decreased blood flow to tissue, can lead to damage of the 
heart muscle and result in decreased ability of the heart to pump oxy-
genated blood to the body. Ten of the 27 Sjögren’s patients had symp-
toms of angina, palpitations, dyspnea (shortness of breath), and chest 
pressure. Thirteen patients reported Raynaud’s, fifteen reported joint 
pain (arthralgia), and four patients reported having joint inflammation 
(synovitis). Subsequent studies have suggested a high prevalence (up 
to 30%) of current or past pericarditis detected by ECHO. However, 
this commonly does not result in clinical problems.

There have been case reports of myocarditis (heart muscle 
inflammation) leading to congestive heart failure (CHF), and 
improvement with steroid treatment over a number of years. There-
fore, myocarditis associated with Sjögren’s should be considered in 
the differential diagnosis of cardiomyopathy and/or new onset CHF. 

Pulmonary hypertension also occurs in Sjögren’s, as with other 
autoimmune diseases, particularly lupus and scleroderma. ECHO 
can screen for elevated right heart pressure, with right heart cath-
eterization study needed to establish the diagnosis. Pulmonary 
hypertension can lead to heart dysfunction. A Turkish study (Ko-
bak 2014) of 47 Sjögren’s patients utilizing ECHO showed elevat-
ed pulmonary artery systolic pressure (PASP); PASP>30 mmHg in 
23%, which supports PASP>35 mmHg in 5 patients. PASP<=30 
mmHg supports a diagnosis of pulmonary hypertension. The gold 
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standard for diagnosis is right heart catheteriza-
tion is defined by an increase in mean pulmonary 
arterial pressure >=25mmHg. Pulmonary hyper-
tension leads to right-sided heart failure and can 
lead to death, if not effectively treated. Left heart 
dysfunction, both systolic and diastolic, has also 
been reported in Sjögren’s utilizing ECHO.

Congenital heart block (CHB) occurs in 2% of 
babies of SSA (Ro)/SSB (La) antibody positive 
mothers, with the incidence increasing if CHB 
has occurred in prior pregnancy. Although ex-
tremely rare, CHB has been reported in adults 
with SSA/SSB positivity. A recent study of 119 
CHB cases born to SSA+ mothers (Mofors 2019) 
from the Swedish National Patient Registry 
revealed increase cardiovascular co-morbidity 
over time, which included cardiomyopathy and or 
heart failure, cerebral infarction, and increase in 
autoimmune disease. Also, 128 siblings of CHB 
affected children were found to have increased 
risk of developing autoimmune disease over time.

Assessment of the true risk of developing heart 
disease in Sjögren’s, as well as the spectrum of the 
disease needs further study. Prior Sjögren’s studies 
do not even mention cardiac manifestations. For 
example, a retrospective analysis of 125 Sjögren’s pa-
tients followed over 25 years in the United Kingdom 
did not report cardiovascular disease (Abrol 2014). 
In this study, 28.3% of patients developed cancer, 
and 18.8% with NHL (non-Hodgkin’s lymphoma) 
had a second cancer. A nationwide population-based 
retrospective cohort analysis of Sjögren’s did show 
an increase in heart disease, even after adjusting 
for age, sex, co-morbid conditions: and medications 
(Wu 2018). The risk of heart disease increased by 
4% per year over the 12 years examined. This study 
looked at the Taiwan National Health Insurance 
Research Database, where 4,175 newly diagnosed 
Sjögren’s patients from 2003-2013 were examined. 
Cardiovascular disease was the leading cause of 
death in this study, not lymphoma. An earlier study 
from Taiwan examined 3,352 Sjögren’s incident cas-
es between 2005 and 2007 (Weng 2011). The esti-
mated mean annual incidence was 6.0 per 100,000 
inhabitants. The mortality rate was 33.4 per 1,000 
case person-years for men and 11.4 for women, thus 
a three-fold higher mortality in men. The cause of 
death was not reported.

A well-established Sjögren’s disease activity 
measure, the EULAR Sjögren’s Syndrome Disease 
Activity Index (ESSDAI) developed by European 
colleagues in France (Seror 2010) does not include 
a cardiac disease domain. The ESSDAI has been 
validated and is currently used in clinical trials for 
new systemic therapies for Sjögren’s. An opportuni-
ty to further capture information regarding cardio-
vascular findings in Sjögren’s is being missed, given 
the lack of a cardiac domain in this measure.

Conclusion
Given that heart disease is increased in au-

toimmune disease, and probably specifically in 
Sjögren’s, and heart disease in all women may still 
be under-diagnosed, an increased index of sus-
picion for cardiovascular disease is warranted in 
Sjögren’s patients. 

Established risk factors for cardiovascular 
disease include: 

l High blood pressure
l High lipids
l High glucose/diabetes
l Smoking
l Obesity
l Chronic kidney disease
l Chronic liver disease
l Chronic inflammation

Risk factors unique to women include: 
(Maffei 2019)

l Hormone medications
l Menopause
l Premature ovarian failure
l Endometriosis
l Recurrent pregnancy loss
l Phospholipid antibodies/pro-clotting

Summary
l Heart disease and cerebral vascular disease 

are likely increased in Sjögren’s, and may be 
under-appreciated

l Severity and chronicity of inflammation like-
ly increases risk

continued page 4 t
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l In addition to myocardial infarction, pericar-
ditis, myocarditis, and pulmonary hyperten-
sion can occur

l Many risk factors can be modified: HTN, 
weight, lipids, smoking, exercise, nutrition

l Unique female risk factors: hormones, pri-
mary ovarian failure, phospholipid antibodies

l Discuss cardiovascular risk factor assessment 
with your PCP, rheumatologist, OBGYN, and 
cardiologist for further risk-assessment  n
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which causes dry eye to be one of the primary 
symptoms of the disease.

In 2005, Congress officially declared July “Dry 
Eye Awareness Month” to help educate the public 
about symptoms and treatment options. In honor 
of this past Dry Eye Awareness Month, the Foun-
dation is bringing you a few of our most popular 
dry eye questions from leading experts aimed to 
promote dry eye education. 

Q “I have heard about sclera contact 
lenses. Can you tell me about their  
pros and cons?” 

A Scleral contact lenses (sclerals) are large-diam-
eter rigid contact lenses that, unlike small-di-

ameter rigid contact lenses and soft contact lenses, 
do not rest on the cornea, which is one of the most 
sensitive places on the body. Instead, they vault over 
the cornea and rest on the sclera, the white outer 
wall of the eye. 

Sclerals are made of healthy materials and 
can be used by optometrists to help improve the 
health of the ocular surface when dry eye syn-
drome, due to Sjögren’s and many other condi-

tions, are unable to be managed with Restasis® or 
artificial tears. 

Benefits of scleral lenses 
For the surface of the eye:

l People who suffer from dry eye due to 
Sjögren’s are likely to have at least some 
damage to the cornea, the front surface of 
the eye. Scleral lenses create a “pool” of fluid 
between the back surface of the contact lens 
and the cornea. This fluid can provide imme-
diate relief from the irritation dry eye causes 
and, in many cases, allows the corneal sur-
face to heal while the lens is being worn. 

l Sclerals allow 2-4 times more oxygen to pass 
through to your eyes than regular soft con-
tact lenses. 

For your vision
l Many people who have an irregular cornea 

(due to dry eye disease, keratoconus, corneal 
transplant, LASIK, RK, PRK, or trauma) also 
have decreased and/or unstable vision. Scler-
al lenses mask this irregularity and provide a 
smooth, round front surface for light to enter 
the eye. continued page 6 t
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Heart Disease and 
Sjögren’s Glossary

Angina: a type of chest pain caused by re-
duced blood flow to the heart. A symptom of 
coronary artery disease.

Arrhythmias: a problem with the rate or rhythm 
of your heartbeat. It means that your heart beats 
too quickly, too slowly, or with an irregular pattern. 

Cardiomyopathy: a disease of the heart mus-
cle that makes it harder for your heart to pump 
blood to the rest of your body. Cardiomyopathy 
can lead to heart failure.

Congenital heart block (CHB): is a rare 
condition that affects the heart’s electrical sys-
tem, which controls and coordinates its pumping 
function. In infants affected by this condition, the 
electrical signal that spreads across the heart and 
causes it to contract and pump blood, is slowed or 
completely interrupted.

Congestive heart failure (CHF): occurs 
when your heart muscle doesn’t pump blood as 
well as it should. Certain conditions, such as nar-
rowed arteries in your heart (coronary artery dis-
ease) or high blood pressure, gradually leave your 
heart too weak or stiff to fill and pump efficiently.

Diastolic: relating to the phase of the heart-
beat when the heart muscle relaxes and allows the 
chambers to fill with blood.

Dyspnea: shortness of breath. Often de-
scribed as an intense tightening in the chest, air 
hunger, difficulty breathing, breathlessness or a 
feeling of suffocation.

Echocardiogram (ECHO): heart ultrasound 
that uses sound waves to produce images of your 
heart. This common test allows your doctor to see 
your heart beating and pumping blood. 

Heart palpitations: the feelings of having a 
fast-beating, fluttering or pounding heart.

Myocarditis: an inflammation of the heart 
muscle (myocardium). Myocarditis can affect your 
heart muscle and your heart’s electrical system, 
reducing your heart’s ability to pump and causing 
rapid or abnormal heart rhythms (arrhythmias).

Pericarditis: swelling and irritation of the peri-
cardium, the thin saclike membrane surrounding 
your heart. Pericarditis often causes chest pain 
and sometimes other symptoms. The sharp chest 
pain associated with pericarditis occurs when 
the irritated layers of the pericardium rub against 
each other.

Phospholipid antibodies: when antibodies 
attack phospholipids, cells are damaged. This 
damage causes blood clots to form in the body’s 
arteries and veins. (These are the vessels that 
carry blood to your heart and body.)

Pulmonary hypertension (PH): a type of 
high blood pressure that affects the arteries in 
your lungs and the right side of your heart.

SSA: Sjögren’s associated antigen A (anti-Ro). 
About 40-60% of Sjögren’s patients are positive 
for anti-SSA.

SSB: Sjögren’s associated antigen B (anti-La). 
About 20-30% of Sjögren’s patients are positive 
for anti-SSB.

Synovitis: inflammation of the tissues lining  
a joint. 

Systolic: relating to the phase of the heartbeat 
when the heart muscle contracts and pumps 
blood from the chambers into the arteries.  n
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l Some people are unable to wear other forms 
of contact lenses and may find that sclerals are 
more comfortable than the other contact lenses 
they’ve attempted due to their larger diameters. 

l Scleral contacts are available for people who 
need to wear multifocal or bifocal lenses to 
enhance their near and intermediate-dis-
tance vision.  

Comfort
l The large diameter lens fits under the upper 

eyelid. This allows the lens to be very com-
fortable because the edge of the eyelid does 
not bump over the upper edge of the scleral. 

l Since the lens is custom-made for each eye, 
the edges can be optimized for best comfort 
on your eye. The scleral acts as a “bandage” 
to cover any irritating areas on the cornea, in 
a similar way dry eye irritation is relieved. 

Value
When properly cared for, sclerals are durable 

and have a long life of use, providing great value. 

Drawbacks of scleral lenses 

Measurements and customization
Special measurements and customization 

are needed to fit the lens to your eye and visual 
needs. This fitting process will likely take place 
over several visits to your optometrist. 

Lens handling
There is a small learning curve with how to han-

dle the lenses because of their unique attributes. 
Your optometrist and their staff will coach you on 
the best technique to get the lenses in and out. 

However, the customization process and learn-
ing how to handle this special type of contact 
lens is a small hindrance considering the amazing 
things they can do for your vision! 

Martin O’Donnel, OD 
President/CEO of Vision Source in Holdenville, OK

Q “I have heard a lot about some Sjögren’s 
patients finding relief from serum tears. 
What are they, how are they made, and 
will it help me with my dry eye?”

A Topical autologous serum used to treat ocular 
surface damage from dry eye disease is usually 

reserved for the most severe cases that have not re-
sponded to other treatments, particularly intensive 
lubricant and anti-inflammatory therapy. Autologous 
describes the fact that it is taken from the patient 
themselves; serum describes the component of the 
blood that is used to prepare the drop. It was first 
reported to improve dry eye symptoms and signs in 
1984, but there are now a number of reports sup-
porting its beneficial effect in Sjögren’s disease. 
Most often prepared as a 20% topical solution, au-
tologous serum must be prepared by removing blood 
from the patient’s vein and spinning down the clot-
ted cells to isolate the liquid serum which is then 
diluted in artificial tears solution into small vials. It 
is not specifically approved by the FDA. Autologous 
serum contains fibronectin, vitamin A, cytokines, 
and growth factors, as well as anti-inflammatory sub-
stances, such as interleukin receptor antagonists and 
inhibitors of matrix metalloproteinases. It is not clear 
which of these components is most helpful, but sig-
nificant improvement in symptoms, tear breakup 
time, and surface staining have been reported.

The disadvantages of the use of autologous 
serum include the issue that it must be prepared 
by the eye care practitioner under well controlled 
conditions or by a compounding pharmacy, as well 
as the need to refrigerate the drops. There is a 
potential risk of infection if contamination of the 
solution occurs. The stability of frozen autologous 
serum has been verified for up to three months.

Typically, the serum is applied topically four 
times daily, and this can be done in conjunction 
with other therapy including topical lubricants, 
topical cyclosporine, or oral tear stimulants. The 
serum does not work well with contact lens wear.

This option may not work for every Sjögren’s 
patient and thus one will need to find an ophthal-
mologist or optometrist that is familiar with serum 
tears to accurately gauge the benefits.

Gary Foulks, MD, FACS 
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Clinical News

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

Cardiovascular

Sjögren’s-Related Antibodies 
Associated with Increased Risk  
for Cardiovascular Disease

Investigators have noted a marked increase in 
risk of cardiovascular disease in Ro/SSA- and La/
SSB-positive Sjögren’s patients compared to the 
general population. Sjögren’s patients (n=960) 
and matched controls from the general popula-
tion (n=9,035) were identified from the Swedish 
National Patient Register, with their records being 
analyzed for myocardial infarction (heart attack), 
cerebral infarction (stroke) and venous throm-
boembolism (blood clot). Combined, the groups 
had hazard ratios (HR) of 1.6 (95% CI 1.2-2.1) 
for myocardial infarction, 1.2 (95% CI 0.9-1.7) 
for cerebral infarction and 2.1(95% CI 1.6-2.9) 
for venous thromboembolism. Compared to the 
general population, patients positive for both Ro/
SSA and La/SSB had a significantly higher risk for 
both cerebral infarction (HR 1.7, 95% CI 1.0-2.9) 
and venous thromboembolism (HR 3.1, 95% CI 
1.9-4.8). A higher disease duration, ≥10 years in 
this study, was associated with highest risk for ce-
rebral infarction (HR 2.8, 95% CI 1.4-5.4), while 
those between 0 and 5 years after diagnosis were 
at the highest risk for venous thromboembolism 
(HR 4.7, 95% CI 2.3-9.3). These findings support 
that monitoring and preventive measures for car-
diovascular disease should be considered for this 
patient group.

Citation 
Mofors J et al. Concomitant Ro/SSA and La/SSB antibodies are 
biomarkers for the risk of venous thromboembolism and cerebral 
infarction in primary Sjögren’s syndrome. J Intern Med. 2019 May 
25. doi: 10.1111/joim.12941. [Epub ahead of print].

Risk for Venous Thrombosis  
Identified in Sjögren’s 

Investigators have concluded that Sjögren’s 
patients are potentially at higher risk for venous 
thrombosis, with interstitial lung disease and 
anti-SSA positivity increasing that risk. A total of 
16 Sjögren’s patients were included in this retroac-
tive study, 14 of which had lower extremity venous 
thrombosis while the remaining two had jugular 
vein thrombosis. At admittance, 12 patients had 
symptoms of dryness and four had pulmonary 
symptoms. All cases in this study were found to 
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“Clinical News” continued from page 7 t

have interstitial lung disease and 12 of the 16 
cases were anti-SSA positive. Notably, the authors 
found that patients were negative for antiphos-
pholipid antibodies, which are normally associated 
with blood clotting in autoimmune populations. 

Citation 
Zhang YF & Lu YW. Clinical features of patients with primary 
Sjögren’s syndrome complicated with venous thrombosis. Zhonghua 
Yi Xue Za Zhi. 2018 Oct 23;98(39):3197-3199. doi: 10.3760/cma.j.
issn.0376-2491.2018.39.014. 

Sjögren’s Associated with Increased 
Cardiovascular Morbidity 

Investigators have concluded that Sjögren’s is 
associated with an increase in cardiovascular mor-
bidity and suggest Sjögren’s patients be screened 
by a cardiologist for cardiovascular comorbidities 
for preventive interventions as part of a multi-
disciplinary approach. In a meta-analysis, it was 

found that Sjögren’s patients, when compared to 
controls, were at a significantly increased risk for 
coronary morbidity (RR=1.34, 95%CI: 1.06-1.38; 
p=0.01), cerebrovascular morbidity (RR=1.46, 
95%CI: 1.43-1.49, p<0.00001), heart failure rate 
(odds ratio=2.54, 95%CI: 1.30-4.97, p<0.007), 
and thromboembolic morbidity (RR=1.78, 
95%CI: 1.41-2.25, p<0.00001). However, there 
was no statistically significant increased risk of 
cardiovascular mortality (RR=1.48, 95%CI: 0.77-
2.85, p=0.24). A total of 484 articles were iden-
tified from the MEDLINE and COCHRANE 
databases in addition to abstracts from recent 
meetings held in the U.S. and Europe. Fourteen 
of these articles, involving 67,124 Sjögren’s pa-
tients, were included in the study.  n

Citation 
Beltai A et al. Cardiovascular morbidity and mortality in primary 
Sjögren syndrome: a systematic review and meta-analysis. Arthritis 
Care Res (Hoboken). 2018 Dec 20. doi: 10.1002/acr.23821. [Epub 
ahead of print] 

Q “Is it safe or recommended for  
a Sjögren’s patient to have LASIK  
eye surgery?” 

A LASIK is a very safe and effective surgical 
treatment to improve vision and to decrease or 

eliminate the need for glasses and/or contact lens-
es. Among the most common post-operative issues 
are dry eyes and halos (e.g., around lights at night). 
When the “flap” is created on the eye, nerve endings 
are cut. This decreases the surface sensitivity to dry-
ness, so the brain is not sent the message to tell the 
eyes to create more tears. In most cases, this is tem-
porary, lasting 3-6 months. However, there are times 
in which the post-LASIK dryness can be permanent. 
Obviously for Sjögren’s patients, most of who suf-
fer from dry eyes, this poses a huge challenge. With 
Sjögren’s and many other autoimmune disorders, 
LASIK is “contraindicated;” meaning that it is not 
considered to be an appropriate treatment for peo-
ple who wear glasses or contact lenses. One concern 
for Sjögren’s patients is the prior-stated decreased 
stimulus for tear production. Another concern with 
Sjögren’s and other autoimmune disorders is that the 

body already tends to respond negatively to its own 
tissue. LASIK surgery, with the changes made to the 
surface of the eyes, may evoke a more pronounced 
autoimmune reaction, causing greater inflammation. 

The U.S. Food and Drug Administration (FDA) 
considers diseases like Sjögren’s to be a contra-
indication for LASIK surgery. That doesn’t cate-
gorically mean that a person with an autoimmune 
disorder cannot have LASIK surgery. It just means 
that it is an “off-label” use of the technology and 
requires the medical discretion of the surgeon 
to proceed. Although members of my family, as 
well as many of my patients, successfully have 
had LASIK surgery, I advise against it for patients 
with Sjögren’s. However, we can often provide 
alternatives to glasses with contact lenses, such as 
certain “daily replacement lenses” that are more 
resistant to dryness, and “scleral” gas permeable 
lenses (which is a larger, specially designed lens) 
that has worked well for many dry eye patients. 
In summary, LASIK is not a recommended option 
for Sjögren’s patients.  n

Stephen Cohen, OD 
Optometrist at Doctor My Eyes in Scottsdale, Arizona 

“Ask the Experts” continued from page 6 t



You Stood Up!
Celebrating Our Strength:  
SSF Members Stand Up Around the Country

As the Sjögren’s Syndrome Foundation 
starts planning for the fall and a new year 
of events, we want to thank everyone who 

stepped up by attending, volunteering or donating 
to one of our events over this past year! Our success 
is a direct result from you, our amazing volunteers 
and supporters. Thank you for being a part of our 
journey to conquer the complexities of Sjögren’s. 

The funds you raised allow us to continue provid-
ing programs and services, advocating for patients 
and funding research for the four million people 
living with Sjögren’s. Together we are working to 
develop new therapeutics to treat this debilitating 
disease and transform the future for all patients. 

Celebrating the Best of the Best 
More than 1,500 patients, family members, 

friends and healthcare providers joined us to 
strengthen the fight against Sjögren’s. You raised 
funds, donated, volunteered and helped us increase 
awareness by being a part of one of our events.  

To help raise funds, these dedicated volunteers 
write letters, make phone calls, secure sponsors, 
and use social media to reach their fundraising 
goals. Thanks to all of your support and hard work, 
we raised over $200,000 from Foundation events! 

A look back at the 2018-2019 SSF 
National Events:
l Los Angeles Area Walk for Sjögren’s and Health 

Fair, La Mirada, CA – October 20, 2018
l Austin Area Walk for Sjögren’s and Health Fair, 

Austin, TX – November 3, 2018
l Team Sjögren’s Goes Turkey, Turkey Trots 

Nationwide – November 22, 2018

l Team Sjögren’s New Orleans, New Orleans, LA 
– February 10, 2019

l Phoenix Area Walk for Sjögren’s and Health 
Fair, Phoenix, AZ – February 23, 2019

l SSF National Patient Conference, Woburn, MA 
– April 5–6, 2019

l Boston Area Walk for Sjögren’s at the SSF National 
Patient Conference, Woburn, MA – April 6, 2019

l Tastefully Georgia, Atlanta, GA – April 28, 2019
l Philadelphia Tri–State Area Walk for Sjögren’s and 

Family Fun Day, Philadelphia, PA – May 4, 2019
l Washington, D.C. Metro Area Walk for Sjögren’s 

and Health Fair, Reston, VA – May 18, 2019
l Denver Area Walk for Sjögren’s and Family Fun 

Day, Littleton, CO – June 8, 2019
l Dallas Area Walk for Sjögren’s and Health Fair, 

Arlington, TX – June 22, 2019

View the upcoming 2019 SSF National Event 
Calendar on page 15.

continued page 10 t
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Phoenix Area Walk for Sjögren’s and Health Fair 
l Doctor My Eyes
l Gilbert Center for Family Medicine
l Mayo Clinic
l Spinato’s Pizzeria and Family Kitchen

Washington, D.C. Metro Area  
Walk for Sjögren’s

l Arthritis and Rheumatism Associates, P.C.
l Ben and Jerry’s Rockville
l Johns Hopkins Jerome L. Greene Sjögren’s 

Syndrome Center
l NOVA Perio Specialists

National Walk for Sjögren’s Sponsor

Thank you for being a STAR! 

Thank you to our Volunteer Walk Committees, 
Local Walk Sponsors, and a special thank you to 
everyone who achieved our “Sjögren’s Star Status” 
by raising over $1,000 for a Walk for Sjögren’s! View 
our Sjögren’s Stars, on www.sjogrens.org.  n

Thank you for Supporting a  
2018-2019 Walk for Sjögren’s

We are truly grateful to all our Walk for Sjögren’s 
Sponsors! These sponsors demonstrated a commit-
ment to supporting local Sjögren’s communities across 
the country, while also generously impacting the over-
all success of the Walks.

Thank you to our Local Presenting 
and Major Walk Sponsors 

Austin Area Walk for Sjögren’s and Health Fair
l OCuSOFT
l Prisyna

Boston Area Walk for Sjögren’s at the  
SSF National Patient Conference 

l GEICO Philanthropic Foundation
l Eye Eco

Dallas Area Walk for Sjögren’s and Health Fair 
l Dr. David Brumbaugh DDS
l Fagadau, Hawk and Swanson, MD  

Eye Physicians and Surgeons
l James and Stacie Thomas
l The Bromberg Family 
l The Rubenstein Family 

Denver Area Walk for Sjögren’s  
and Family Fun Day

l Colorado Eye Consultants
l Jim and Joan Walsh Foundation
l Ken and Anne Economou

Los Angeles Area Walk for Sjögren’s  
and Health Fair 

l Eye Eco
l Prisyna

Philadelphia Tri-State Area Walk for Sjögren’s 
and Family Fun Day 

l Bassett Home Furnishings
l Lehigh Valley Plastics
l Leventhal Sutton and Gornstein
l Penn Dry Eye and Ocular Surface Center  

Scheie Eye Institute
l Penn Medicine Valley Forge
l Penn Sjögren’s Center and Division  

of Rheumatology
l St. Luke United Methodist Church
l The Vivino Family
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In Memory of Dawn Jerron
Derek and Debby Atkinson

In Memory of Deborah Bales Magill
The Grandkids 

In Memory of Donna Grace Klein
Klein Tools, Inc.

In Memory of Fritzi Marsa
David and Denise Marsa

In Memory of Geraldine Vobis
“Cousin Linda” Piccone

Jen Bauer
Susan and Bill Dest

The Smithdeals and McGuires
Bradley and Kennedy

In Memory of Jack Wilder Beam
Larry and Celia Beam

In Memory of MaryBeth Lee
John and Anita Irwin

In Memory of Nancy DeBruler
Jacquelin Wilson and Vicki Wojtow

Family of Nancy DeBruler
In Memory of Norman Collier

Matthew and Chi Mitson
Brandon Charlton and The Potential Church Family

Funky Buddha Brewery
Sam and Dain Charbonneau

In Memory of Patricia Kleinedler
Open Arms Ladies Bible Study

Julia Minton
Arthur D. and Angela J. Loy

JC and LA Mueller
John and Donna Pearl

The Yeater Family
In Memory of Ricki Feiner

North Valley Jewish Community Association
In Memory of Susan Dauphin

Audrey and Joe Courtney
In Memory of Thelma Dito

Marie and Eleni Tourlos
Dave and Barb Mitchell

In Honor of Kim Vaughn
Kelly and Wade Malone

In Honor of Lynn and Terry Arnieri
Ted and Linda Dost

Carol Okon
In Honor of Dr. Jennifer Capezio

Cheryl Levin

Each fall your local United Way, Combined Federal Campaign, state 
employee, and private employer payroll deduction campaigns begin. 
We hope you will remember the Sjögren’s Syndrome Foundation 
when choosing where to allocate your donation. (CFC #10603)

If we are not listed on the contribution form, you usually may write 
in the Sjögren’s Syndrome Foundation.

Tell your co-workers, friends, and family members how important 
it is to choose and write in the Sjögren’s Syndrome Foundation on 
their campaign form, too.

If your employers will not allow you to write in the Sjögren’s Syn-
drome Foundation, remind them that we are a national non-profit 
501(c)3 organization and qualify for most payroll deduction cam-
paigns. If they need more information, please contact the Founda-
tion at 800-475-6473.

Just think – every dollar counts.

Last year alone – thanks to those who chose to give through their 
employer’s payroll campaign – the Sjögren’s Syndrome Foundation 
was able to increase its Research and Awareness commitments.

IT’S TIME
United Way • State Payroll Deduction 

Combined Federal Campaign

Remember, the Foundation 
has received the:
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SSF in Action!
An International Partnership for Sjögren’s

HarmonicSS: A European Commission  
Sponsored Grant Aiming to Address  
the Unmet Needs of Sjögren’s

Athanasios Tzioufas, MD 
Department of Pathophysiology, School of Medicine, 
National and Kapodistrian University of Athens, 
Greece Coordinator of HarmonicSS

Since January 1, 2017, the European Com-
mission has provided funding of 10 million 
euros for HarmonicSS, one of the largest 

research grants ever given for Sjögren’s. This 
endeavor has 35 participating partners, including 
21 clinical centers, eight technical partners, three 
partners related to public health and two patient 
associations, the EULAR-PARE and the Sjögren’s 
Syndrome Foundation. 

The vision of HarmonicSS is to create an in-
ternational network and alliance of partners and 
cohorts entrusted with the mission of addressing 
the unmet needs in Sjögren’s in a multidimen-
sional way. 

The partners, working together, have created 
and maintain an electronic platform with open 
standards and tools, enabling the secure storage, 
governance, analytics, access control and con-
trolled sharing of information. The overall idea of 
the HarmonicSS project is to bring together large, 
well-characterized European cohorts of Sjögren’s 
patients. Additionally, after taking into consider-
ation the ethical, legal, privacy and IPR issues for 
sharing data from different countries we are work-
ing to interlink and harmonize them in the cloud 
as an integrated Sjögren’s cohort. Upon harmo-
nization, services for big data mining governance 
and visual analytics will be integrated to address 
the unmet needs identified for Sjögren’s. To this 
end, the electronic platform is created to:

l Provide a training tool for non-specialized 
physicians and patients. 

l Perform genetic data analytics in an attempt 
to compare the different genotypes of pa-
tients within the clinical picture. 

l Develop a stratification model by defining 
the different phenotypes of the disease. 

l Validate existing biomarkers and discover 
novel ones. 

l Identify models of lymphomagenesis, as lym-
phoma is the worst outcome of the disease. 

l Formulate clinical practices for patients  
and physicians.

l Develop salivary gland ultrasonography im-
age segmentation.

l Search and suggest health policies related to 
Sjögren’s and evaluate their implementation. 

The users of the HarmonicSS platform are 
clinicians, researchers undertaking basic and 
translational research, health policy makers and 
patient associations. 

I wish to emphasize and recognize the highly 
important contributions of the patient associa-
tions, particularly EULAR-PARE and the Sjögren’s 
Syndrome Foundation. One big success has been 
EULAR-PARE creating a chapter of Sjögren’s 
patient advocates from all over Europe, named SS 
Europe. Last but not least, these partners have 
made great contributions in helping to disseminate 
the results of this important project.  n



CDCDAudio  
Download

Audio  
Download

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  _________________ Security Code  __________________  Signature  ____________________________________________________________________________________________

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  _________________________________________________________

Audio talks of the most popular talks from our 2019 SSF 
National Patient Conference in Woburn, Massachusetts, 
are now available with the follow-along PowerPoint 
presentation printouts.

2019
National Patient 
Conference Audio  
Talks Available 
Get all the vital 
information you need 
in a downloadable 
audio format

 Non-  Non-
 Member Member  Member Member Qty. Total

The Complexities of Sjögren’s: An Overview by Theresa Lawrence Ford, MD $30 $18 $32 $20

Oral Manifestations of Sjögren’s by Vidya Sankar, DMD, MHS $30 $18 $32 $20

Fatigue and Sjögren’s by Donald E. Thomas, Jr., MD $30 $18 $32 $20

Understanding Blood Changes and Lab Results by Alan N. Baer, MD $30 $18 $32 $20

Ocular Manifestations of Sjögren’s by Esen K. Akpek, MD $30 $18 $32 $20

Nutrition, Wellness and Autoimmune Disease by Lauri Lang, RDN, LDN $30 $18 $32 $20

How Sjögren’s Can Impact the Central Nervous System by Edward A. Maitz, PhD $30 $18 $32 $20

NEW Audio Download Complete Set n/a $100 — —

CD Complete Set (Ships as one item) — — n/a $110
Shipping and Handling:

Audio Download: FREE
CD: $7 for first item + $1 for each additional item

 Total Amount Due



Clinical Trials 
in Sjögren’s
The SSF now has a section on its website 
devoted to clinical trials in Sjögren’s. 
Visit www.sjogrens.org/home/about-
sjogrens/clinical-trials-whatsinvolved.

Feature Study:
Do you suffer from Dry Eye?
A Sjögren’s and Dry Eye Study may  
be happening in your area. 

To learn more call: (919) 353-5938 or  
email csherry@tearsolutions.com 

Visit: www.TearSolutions.com

SSF Event Calendar

Team Sjögren’s Philadelphia 
Sunday, September 15, 2019 
Philadelphia, Pennsylvania

Los Angeles Area Walk for Sjögren’s 
Saturday, October 19, 2019 
La Mirada Community Regional Park

One Day Sjögren’s Patient Conference 
Saturday, November 2, 2019 
Hilton Garden Inn Cleveland-Downtown

Austin Area Walk for Sjögren’s 
Saturday, November 9, 2019 
Round Rock Premium Outlets

September
October

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

November
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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

Each July 23rd, the SSF 
joins with Sjögren’s 
organizations around 

the world to celebrate World 
Sjögren’s Day, which commem-
orates the birthday of Dr. Hen-
rik Sjögren, a Swedish ophthal-
mologist who first identified the 
disease in 1933.

World Sjögren’s Day is an 
opportunity to recognize ad-
vancements made in Sjögren’s 
this past year and the incredi-
ble progress the SSF has made 
on behalf of Sjögren’s patients. 
More importantly, it is a way 
to help raise awareness of this 
complex disease and funds for 
future research.

Thank you to everyone 
who helped celebrate World 
Sjögren’s Day by sharing your 
story or donating to the Foun-
dation’s research efforts. To-
gether, we are transforming the 
future for all Sjögren’s patients!

Visit www.sjogrens.org to 
learn more about the World 
Sjögren’s Day 2019! 

World Sjögren’s Day


