
Volume 37, Issue 08 September 2019 SjogrensSyndromeFoundation @SjogrensOrg

The Sjögren’s Syndrome Foundation is excited to announce 
the selection of the 2019-2020 research grant recipients 
– the first under the newly revamped SSF Grant Program. 

This new program offers two distinct grant types, the SSF High 
Impact Research Grant at $75,000 and the SSF Pilot Research 
Grant at $25,000. Additionally, our research review committee 
has renewed three excellent research grants from the 2018-
2019 awardees. 
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Lupus and Sjögren’s
by Donald E. Thomas, Jr., M.D., FACP, FACR, RhMSUS, CCD

While Sjögren’s was named after a physician, 
Dr. Henrik Sjögren (the ophthalmologist 
who described many characteristics of the 

disease in 1933), lupus gets its name from the Latin 
word for wolf (lupus). The term lupus has been used 
as a term to name diseases since the Middle Ages. 
We know this because of a letter written by one of 
the very first people affected by lupus. In 959 AD, 
a priest named Eracle was chosen to be the Bishop 
of Liege (located in what is today Belgium) by Pope 
John XII. The bishop wrote that he was afflicted by 
a disease that caused pain throughout his body and 
open sores on his skin. The sores looked as if a wolf 
had bitten him, which was the reason for the name 
of the disease, lupus. A 12th Century account states 
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that Bishop Eracle’s doctors treated him by placing the carcasses 
of two freshly killed chickens on his skin every morning and night. 
Although this helped him feel better, his condition worsened to 
the point that he was dying from lupus. It wasn’t until he prayed 
to be healed at 
the shrine of Saint 
Martin in Tours, 
France that he was 
cured of his lupus 
by Saint Martin 
and Saint Brice. 
Bishop Eracle was 
so appreciative 
that he returned 
to Liege where 
he built a church 
in gratitude. The 
church was named 
after Saint Martin 
to commemorate 
this event. To-
day, you can visit 
the “Basilica of 
Saint Martin” in 
Liege, Belgium: 
the church that 
was originally built 
because of the dis-
ease called lupus. 

After that, lupus 
was used as a name 
for diseases that 
caused scarring lesions on the body. Before modern medicine and 
the ability to separate diseases (using microscopes and cultures), 
these lesions were due to very different disorders. The infection tu-
berculosis causes “lupus vulgaris,” an inflammatory disease called 
sarcoidosis caused “lupus pernio,” and the autoimmune disease 
“lupus erythematosus” causes other rashes as described below. This 
article is about lupus erythematosus. Erythematosus is a medical 
term meaning “red-colored” and refers to the fact that the rashes of 
lupus are often pink or reddish. 

“Lupus” continued from page 1 t
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The greatest risk factor for 

developing an autoimmune 

disorder is the existing 

presence of an autoimmune 

disease. Overlaps are common 

and often complex. This is 

why the Sjögren’s Syndrome 

Foundation is dedicated to 

featuring articles showing the 

overlap of Sjögren’s with other 

connective tissue disorders, 

which include a review of 

the major features of those 

disorders and comments on 

how the presence of the other 

diseases may impact the 

expression of Sjögren’s and 

vice versa.
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“Lupus” continued from page 2 t

There are several different forms of lupus. 
Neonatal lupus occurs in newborn babies. It is 
caused by the passage of autoantibodies from the 
mother through the placenta and then into the 
unborn baby where those antibodies can some-
times attack the baby’s organs. The most com-
mon antibody that does this is anti-SSA antibody 
(discussed later in this article), commonly found 
in patients with Sjögren’s. Pregnant women who 
have Sjögren’s are at an increased risk of having 
babies born with neonatal lupus. Fortunately, this 
only occurs in around 3% of anti-SSA positive 
mothers. In some babies, the SSA antibodies can 
attack the heart, most commonly causing heart 
block (called congenital heart block) where the 
baby’s heart’s electrical system doesn’t work nor-
mally. Congenital heart block due to neonatal lu-
pus often requires the use of a pacemaker to keep 
the heart working properly. Other babies with 
neonatal lupus will develop a red rash (most com-
monly on the face) as soon as they are exposed 
to ultraviolet light. The rash looks exactly like the 
sun-sensitive rashes that some Sjögren’s patients 
get as well as being similar to a type of lupus 
rash called subacute cutaneous lupus. Because 
this rash is due to the mother’s SSA antibodies 
that are circulating in their baby’s bloodstream, 
it disappears at about eight months of age when 
these antibodies are replaced by healthy antibod-
ies form the baby’s own immune system. Unfortu-
nately, the damage to the heart in those who have 
congenital heart block is usually permanent due 
to damage to the heart’s electrical system.

Cutaneous lupus occurs when the immune 
system of a person with lupus attacks the skin 
(“cutaneous” is the medical term for skin). There 
are several different types of cutaneous lupus. 
The most common type is called chronic cu-
taneous lupus erythematosus, CCLE for short 
(“chronic” refers to conditions that last a long 
time). There are many different types of CCLE 
with discoid lupus being the most common. Dis-
coid typically causes disc-shaped (oval to round) 
rashes that most commonly occur on the face and 
scalp and, unfortunately, can permanently dam-
age the skin. This damage can lead to permanent 

scars, pigment changes, and hair loss. Subacute 
cutaneous lupus erythematosus, SCLE, causes 
red rashes, most commonly on the face, arms, 
chest, and back. They are particularly more pro-
nounced with sun exposure. This form of lupus 
rash is especially common in lupus patients who 
are positive with the antibody SSA (the antibody 
that is so common in people who have Sjögren’s). 
It is not surprising that some people who have 
Sjögren’s will also get a sun-sensitive rash that is 
indistinguishable from the SCLE of lupus. The 
third major type of lupus rash is called acute 
cutaneous lupus erythematosus, ACLE (“acute” 
meaning it occurs for a shorter amount of time). 
The most common forms of this rash are the clas-
sic butterfly rash (also called malar rash) of lupus 
where there is a red rash on the bridge of the nose 
and cheeks in the form of a butterfly. ACLE can 
also cause a red rash on most surfaces of the body, 
or a red rash primarily on the sun-exposed areas.

Systemic lupus erythematosus (SLE) is a 
third type of lupus that occurs when the immune 
system of the person is overactive. It can attack 
any part of the body, including the skin. While 
some people who have cutaneous lupus will only 
have skin involvement and never develop the sys-
temic form of lupus, SLE, around 80% of people 
who have SLE will also have some form of cutane-
ous lupus as a part of their systemic involvement. 
For example, only around 20% of people who have 
discord lupus (DLE) will ever evolve to have oth-
er organs of the body affected with lupus (in other 
words, develop SLE). However, close to 100% of 
people who have ACLE (e.g., the butterfly rash) 
will develop SLE.

The fourth major form of lupus is called 
drug-induced lupus (DIL). DIL occurs when a 
medication causes the immune system to become 
overactive and causes the person to develop lupus 
(especially lupus rashes, arthritis, pleurisy, and 
many of the lupus antibodies). However, in DIL, 
the lupus problems resolve after the medicine is 
stopped. Today, the most common medicines to 
cause DIL are Enbrel, Humira, Remicade (all 
three are U.S. Food & Drug Administration-ap-
proved to treat rheumatoid arthritis), hydralazine 
(a blood pressure medicine), and procainamide (a 

4 September 2019 / The Moisture Seekers



and lupus are located on the X-chromosome, 
therefore, women (who have two X chromosomes 
in each cell of their body) are twice as likely to 
inherit those genes than men (who only have one 
X chromosome). A recent study even showed that 
there can be a rare genetic problem where some 
women with lupus and Sjögren’s can have even 
three sets of X-chromosomes (this phenomenon is 
much rarer in healthy women).

When someone then develops an autoimmune 
disease caused by these genes and environmen-
tal triggers, it can sometimes be difficult to tell 
whether someone has Sjögren’s or SLE. One 
reason for this is that they share many of the same 
blood test abnormalities. Almost all SLE patients 
are positive for anti-nuclear antibody (ANA), and 
most people with Sjögren’s are also positive for it. 
Around 30% of people who have SLE will have 
SSA antibodies (SSA stands for “Sjögren’s Syn-
drome A”) while around 70% of Sjögren’s patients 
will be positive for it. An interesting thing about 
SSA antibodies is that this antibody was initially 
discovered in SLE and Sjögren’s patients around 
the same time in separate laboratories. The 
doctors who discovered it in Sjögren’s patients 
called it SSA antibody (naming it after the dis-
ease), while those who found it in a lupus patient 
named it “Ro” antibody, incorporating part of the 
patient’s name into the antibody. Later, it was dis-
covered that anti-SSA and anti-Ro were the same 
antibodies. A similar thing occurred with SSB an-
tibody and La antibody (discovered respectively in 
a Sjögren’s patient and a lupus patient). Other lab 
tests commonly found in both SLE and Sjögren’s 
include rheumatoid factor (RF), elevated gam-
maglobulins (polyclonal gammopathy), elevated 
double-stranded DNA (though more common in 
SLE), low C3 and C4 complement levels (though 
more common in SLE), low white blood cell 
counts and anemia due to inflammation. 

To make things more complicated, both SLE 
and Sjögren’s can cause inflammation (swelling and 
pain) of the joints (arthritis), inflammation around 
the heart and lungs (pericarditis and pleurisy), 
scarring of the lungs (interstitial lung disease), liver 
inflammation (hepatitis), mouth sores, subacute 

heart medicine). 
Therefore, the potential connections between 

lupus and Sjögren’s are that women with Sjögren’s 
can potentially have a baby with neonatal lupus 
due to her SSA antibodies, and Sjögren’s patients 
can develop a sun-sensitive rash that appears the 
same as SCLE. However, the most commonly 
encountered connection is that some people with 
Sjögren’s will initially be thought to possibly have 
SLE. Other Sjögren’s patients can develop SLE 
in addition to their Sjögren’s (called an overlap). 
Both Sjögren’s and lupus occur in people who 
are born with genes that can alter the function of 
the immune system, causing them to have that 
particular autoimmune disease. Some of the same 
genes that cause Sjögren’s can also cause lupus. It 
is not at all uncommon to have people with lupus 
and Sjögren’s in the same family due to these 
genes. Most people who inherit these genes never 
develop an autoimmune disease at all. It appears 
that these diseases occur when the genetically 
predisposed person (i.e., they are born with the 
genes) are exposed to a trigger that “turns them 
on.” Some examples of highly suspected triggers 
include cigarette smoking, ultraviolet light (sun) 
exposure, low vitamin D levels, stress, and certain 
infections (especially Epstein Barr virus, which 
causes mononucleosis). Why some people who 
are born with similar genes end up getting classic 
SLE (for example, develop a butterfly rash), and 
others will end up having their immune system 
attack primarily the glands of the body causing 
dryness (leading us to call it Sjögren’s) is not fully 
known. It may have to do with the particular set 
of genes that the person inherits, which triggers 
turn the disease on, and exactly which genes are 
activated and in what manner. Much research is 
being done on this subject.

An interesting similarity between SLE and 
Sjögren’s is that they occur more commonly in 
females. Around 90% of SLE and Sjögren’s pa-
tients are women. This is partially explained by 
the influences of the person’s hormones on the 
diseases (for example, lupus is much more com-
mon in women of childbearing age and not un-
commonly will flare up during menstrual cycles). 
However, some of the genes that cause Sjögren’s 
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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

Financial Impact of Sjögren’s
Two in three (66%) Sjögren’s patients said living with 
Sjögren’s adds a significant financial burden to their life. 
Sjögren’s patients 60 years of age and under reported 
spending more money, on average, on treatments and were 
more likely than those over 60 to say living with Sjögren’s 
adds a significant financial burden to their life (72% vs. 
63%). When asked how much money they spent on different 
types of medical
expenses in the past 12 
months, patients said 
they spent the most, on 
average, on dental care 
followed by prescription 
medications, 
and healthcare 
appointments/ 
co-payments. 

Hope for New Treatments
The vast majority (96%) of Sjögren’s patients reported they 
wish there were additional treatments available.  Four-in-
five (82%) said that it is extremely important/absolutely 
essential that new systemic therapies addresses dryness 
symptoms throughout their body (eyes, mouth, skin, vagina).  
Respondents also identified the importance of the need for 
new treatments for fatigue (63%), brain fog/forgetfulness 
(53%), sleep problems (51%), joint pain or swelling (48%) and 
muscle pain (43%).

® 2017 Sjögren’s Syndrome Foundation

About the Survey
Living with Sjögren’s was conducted in the United States using a paper instrument by Harris Poll on behalf of the Sjögren’s Syndrome 
Foundation between May 11 and July 11, 2016.  The research, conducted among 2,962 adults aged 18+ who reported having been 
diagnosed with Sjögren’s by a medical professional or doctor, examined the variety and severity of experiences Sjögren’s patients 
have with Sjögren’s and the impact it has on their quality of life.  Data was not weighted and therefore represents only the individuals 
surveyed. Because the sample was based on the individuals from SSF’s database who agreed to participate, it is not possible to 
estimate a theoretical sampling error.

About the Sjögren’s Syndrome Foundation
The Sjögren’s Syndrome Foundation is the only non-profit organization focused on increasing research, education and awareness for 
Sjögren’s, one of the most prevalent autoimmune disorders, affecting as many as four million Americans, with an estimated 2.5 million 
patients currently undiagnosed. For more information, visit www.sjogrens.org or call 1-800-475-6473.

6707 Democracy Boulevard
Suite 325
Bethesda, MD 20817

Toll Free: (800) 475-6473

sjogrens.org

This is

2 IN 3
Sjögren’s patients
say the disease

ADDS A SIGNIFICANT FINANCIAL 
IMPACT TO THEIR LIFE

“The Sjögren’s Syndrome Foundation is committed 
to accelerating the development of better 
diagnostic, management and therapeutics that will 
have the greatest potential impact on improving 
the quality of life for Sjögren’s patients.” 
- Steven Taylor, CEO, Sjögren’s Syndrome Foundation

Living with Sjögren’s was conducted by Harris Poll on behalf of the Sjögren’s Syndrome Foundation (SSF), the only 
non-profit organization focused on increasing research, education and awareness for Sjögren’s, an autoimmune 
disease that affects the entire body. The purpose of the survey was to gain an understanding from adults ages 18 and 
older who have been diagnosed with Sjögren’s about the physical, emotional and financial impact of the disease on 
their lives.

LIVING WITH 
SJ�GREN'S Summary of Major Findings

Most Common Symptoms Experienced

Sjögren’s Survey Patient Demographic Profile 
The vast majority (96%) of Sjögren’s patients who completed the survey 
were female.  About one-third (32%) of respondents were  
60 years of age or younger.  On average, respondents said they  
were diagnosed with Sjögren’s over a decade ago (12.3 years mean). 10 YEARS AGO

ON AVERAGE
DIAGNOSED OVER

96% 
FEMALE

32% AGE 60
OR YOUNGER

The vast majority of Sjögren’s patients reported having 
experienced dry eyes (97%), dry mouth (97%), fatigue (94%), dry or 
itchy skin (93%), trouble sleeping (91%) and forgetfulness (90%) 
over the last year.  Most said that their dry mouth (92%), dry eyes 
(92%), and fatigue (80%) symptoms occurred almost weekly or 
more frequently. 

Patients 60 years of age and under said they were more likely 
than patients over age 60 to experience brain fog (i.e., confusion, 
forgetfulness, and lack of focus and mental clarity) (66% vs. 53%)
and joint pain (67% vs. 62%) almost weekly or more frequently.  
Patients over 60 years of age reported that they were more likely  
than patients 60 years of age and under to experience dry nose 
(65% vs. 59%) and photosensitivity (sunlight) (64% vs. 56%) almost 
weekly or more frequently.

FATIGUE

DRY OR ITCHY 
SKIN

Common Symptoms Experienced  
Almost Weekly or More Frequently

DRY EYES 92%

DRY MOUTH 92%

80%

76%

TROUBLE 
SLEEPING 67%

FORGETFULNESS 60%

BRAIN FOG 57%

DRY NOSE 63%

JOINT PAIN 64%

Half of Sjögren’s patients with severe dryness (53%) 
also have severe fatigue.

® 2017 Sjögren’s Syndrome Foundation

MORNING 
STIFFNESS 69%

Sjogrens_HarrisPoll_ES_Feb2017_11x17spreads.indd   2-3 4/1/17   11:22 AM

cutaneous lupus-like rash, Raynaud’s (where the 
fingers turn white or blue with cold), fatigue, and 
fevers. None of the above lab tests or organ prob-
lems are seen only in Sjögren’s or SLE. Also, both 
Sjögren’s and lupus can involve the kidneys (usu-
ally noted as increased protein in the urine picked 
up while testing urine samples). However, they 
usually affect the kidneys in very different ways. 
The doctor can obtain a small piece of a patient’s 
kidney with a tiny needle inserted through the skin 
(called a kidney biopsy) and examine it under the 
microscope to tell whether the kidney involvement 
is due to SLE or Sjögren’s. Sometimes we need to 
get a biopsy of the salivary glands (lip biopsy) to 
diagnose Sjögren’s.

Some problems are so typical for SLE and 
Sjögren’s that when they occur, the diagnosis is 
easier. For example, the butterfly rash, hair loss, 
low platelet counts, a type of anemia called hemo-
lytic anemia or having a positive blood test called 
anti-Smith antibody can make it much easier 
to make a diagnosis of SLE. The problems that 
are primarily seen in Sjögren’s are dry eyes, dry 
mouth, joint pain, fatigue dry, itchy skin, and oth-
er dryness problems. If these occur in someone 
who has additional problems that are more typical 
of Sjögren’s (for example, a high SSA antibody, 
high RF, and polyclonal gammopathy, all of which 

are more classic for Sjögren’s, but not 100% 
specific), then a doctor may feel comfortable in 

continued page 14 t

“Lupus” continued from page 5 t

6 September 2019 / The Moisture Seekers

Elizabeth Bryant




You Stood Up!
Thank you for Celebrating World Sjögren’s Day!

On July 23rd, Sjögren’s Syndrome 
Foundation (SSF) members 
and people from around the 

globe joined together in recognizing 
World Sjögren’s Day. 

World Sjögren’s Day commemorates 
the birthday of Henrik Sjögren, the 
Swedish ophthalmologist who first 
identified the disease in 1933. More 
importantly, this day is an opportunity 
to talk about Sjögren’s and share the 
message that it is a serious and com-
plex disease. The Foundation was truly 
thrilled by all of the donations we re-
ceived, the thousands of Sjögren’s fact 
sheets downloaded, the large number 
of posts shared on social media and 
messages about how you celebrated the 
day in your community. 

Your generosity raised a remarkable 
$17,000 for SSF programs and research! 

Although World Sjögren’s Day has 
now passed, the fight against Sjögren’s 
continues. While it certainly made an 
impact, one day alone is not enough to 
conquer the complexities of Sjögren’s. 
We must continue to work together 
and strive to carry on our momentum. 
We encourage you to look for ways to 
become more involved with the SSF in 
the upcoming months. 

Thank you for your continued support 
of the Foundation and all your efforts 
throughout the year to help make every 
day feel like World Sjögren’s Day!  n

Social media shows 
their support on World 
Sjögren’s Day.

Staff at the SSF national office handing 
out awareness materials on World 
Sjögren’s Day.
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2019-2020 SSF High Impact  
Research Grant Recipient 

Kristi Ann Koelsch, PhD
Assistant Professor of Research 
Dept. of Medicine, College of Medi-
cine, University of Oklahoma Health 
Sciences Center Oklahoma City, OK

Project Title
Salivary Anti-Ro Defines a New 
Phenotype of Sjögren’s Syndrome 

Abstract
Sjögren’s syndrome is characterized by a lympho-

cytic infiltration of the salivary glands as well as an-
ti-Ro (or SSA) in the serum. Neither research clas-
sification nor clinical diagnosis can be made without 
at least one of these two features. We have studied 
subjects attending a comprehensive sicca evaluation 
clinic who had dry eyes, dry mouth, objective find-
ings of lacrimal and salivary gland dysfunction but 
no serum autoantibodies and no focal lymphocytic 
infiltration. In a substantial subset of these subjects 
we find anti-Ro in the saliva. Some subjects have 
both IgA and IgG anti-Ro, while others have only 
IgA anti-Ro. This project will fully characterize this 
group of patients, who may represent a previously 
unrecognized phenotype of Sjögren’s syndrome, or 
an intermediate stage from which some will develop 
classical Sjögren’s syndrome. 

2019-2020 SSF Pilot Research  
Grant Recipient 

Emily Anne Lanzel, DDS, 
MS
Visiting Assistant Professor 
University of Iowa, College of 
Dentistry, Iowa City, IA

Project Title
Salivary Biomarkers for 
Diagnosis of Childhood 
Sjögren’s Syndrome

Abstract
Diagnosing childhood Sjögren’s syndrome is 

difficult. Childhood Sjögren’s syndrome is not 

“Research Grants” continued from page 1 t well-defined, it often presents differently than 
adult cases, and child-specific criteria have not yet 
been established. Development of a reliable diag-
nostic biomarker, evaluated through non-invasive 
means, would be a huge advance with immediate 
clinical impact on more reliably diagnosing child-
hood Sjögren’s syndrome allowing for interventions 
aimed at prevention of long-term organ damage 
and irreversible symptoms. The objective of this 
study is to identify reliable diagnostic biomarkers 
that may be used to diagnose childhood Sjögren’s 
syndrome. We hypothesize that chemokines, cyto-
kines, and biomarkers associated with the presence 
of CD4+ T cell, CD8+ T cell, and B cell infiltra-
tion in the salivary glands of children with Sjögren’s 
syndrome should be detectable in their saliva.

Renewed 2018-2019  
Research Awards

Kimberly Jasmer  
McDonald, PhD
Postdoctoral Fellow, University of Mis-
souri, Dept. of Biochemistry, Colum-
bia, MO

Project Title
P2Y2 Receptor as Therapeutic 
Target in Sjögren’s Syndrome 
Mouse Model

Description
Sjögren’s is a chronic autoimmune exocrinopa-

thy characterized by lymphocytic infiltration of the 
salivary and lacrimal glands. Chronic inflammation 
leads to salivary gland dysfunction and systemic 
effects including fibrosis, secondary autoimmune 
diseases, and lymphoma development. Using 
the NOD.H-2h4,IFNγ-/-,CD28-/- mouse mod-
el of Sjögren’s, we explore the contributions of 
P2Y2R-mediated inflammation to the Sjögren’s 
phenotype. Our preliminary findings demonstrate 
that P2Y2R antagonism improves salivation and 
diminishes inflammation in the submandibular 
gland (SMG). Additionally, functional P2Y2R is 
expressed in SMG B cells. Through the nucleotide 
activation of P2Y2R on infiltrating SMG B cells 
and subsequent chemokine and cytokine release, 

continued page 10 t
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Team Sjögren’s 
Goes Turkey!

 A Single Kit Includes:             $40
l Team Sjögren’s T-shirt, with NEW  

Turkey Trot logo on the front!
l SSF Awareness Bracelet
l SSF Umbrella 

  Qty. Size: S-2XL Total

Team Sjögren’s Turkey Trot T-Shirt $20 ea.

Single Person Team Sjögren’s Turkey Trot Kit $40 ea.
Shipping and Handling:
U.S. 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 Due

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  _________________________________________________________

This Thanksgiving, we hope you will consider participating 
in your community Turkey Trot as a member of Team 

Sjögren’s! 

What a great way to start your day of giving thanks 
– by purchasing a Team Sjögren’s Turkey Trot Kit and 
walking or running with others in your area, increasing 
awareness for Sjögren’s and helping raise crucial funds 
for Sjögren’s research. 

With a NEW T-shirt design, you can represent Team 
Sjögren’s in your community by purchasing a kit or by 
wearing it in a community Turkey Trot race. 

You can find a local Turkey Trot by visiting  
www.active.com or in your local newspaper. If there isn’t 
one in your area, consider creating your own Turkey Trot! 
Ask family and friends to join you for a morning walk in 
your neighborhood or at a nearby park on Thanksgiving 
morning while wearing your Team Sjögren’s T-shirts!

Order your Team Sjögren’s Turkey Trot Kit by calling  
800-475-6473 or online at www.sjogrens.org.

l SSF Hat
l SSF Pin 
l Certificate of Participation
l “What is Sjögren’s?” Brochure 

NEW
SHIRT
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Shop for Sjögren’s
Simplify your everyday shopping by having your merchandise 
delivered directly to you, while also supporting the SSF!

Shop to benefit the Sjögren’s Syndrome Foundation
The Sjögren’s Syndrome Foundation has partnered with online retailers who will donate a portion of  
your purchase to the SSF, so shopping online is now an easy way to contribute to Sjögren’s!

Just visit www.sjogrens.org/shopforsjogrens and click through the links provided so that your purchases 
will benefit the SSF. Once you select the “Sjögren’s Syndrome Foundation” as your charity of choice, whenever 
you return to these retailers and log in, any shopping you do will benefit the SSF. It’s that simple!

Some of our partners include:

Amazon is one of the most popular online stores in the world, offering a wide variety of products. 

iGive.com offers exclusive deals with over 700 brand name stores you know and  
love, with a specified percentage of each purchase coming back to the SSF. 

we hypothesize that P2Y2R might facilitate the 
recruitment of peripheral lymphocytes leading 
to salivary gland destruction, hyposalivation, and 
chronic inflammation. It is the goal of this propos-
al to elucidate the role P2Y2R plays in infiltrating 
SMG B cell function and evaluate P2Y2R as a nov-
el therapeutic target for the treatment of Sjögren’s.

Melodie Lynn Weller, PhD
Assistant Professor, University of Utah, 
School of Dentistry, Salt Lake City, UT

Project Title
The Impact of a Global Increase 
in Hepatitis Delta Virus (HDV) 
Exposure on the Incidence of 
Sjögren’s Syndrome Diagnosis

Description
We hypothesize that this increase in global HDV 

exposure may lead to increased Sjögren’s develop-
ment in susceptible populations. This discovery in 
connection with the novel HDV profile observed in 
Sjögren’s patients is highly innovative and warrants 
immediate investigation. Therefore, we have de-
signed two studies to perform cross-correlative anal-

ysis between HDV and Sjögren’s diagnoses within 
the Utah population. These studies will provide the 
foundation for advancement to clinical trials.

Yee Ling Wu, PhD
Assistant Professor, Loyola University 
Chicago, Dept. of Microbiology and 
Immunology, Maywood, IL

Project Title
Genetic and Phenotypic 
Polymorphisms of Complement 
C4 in the Pathogenesis of 
Sjögren’s Syndrome

Description
We hypothesize that C4 genetic and protein 

polymorphisms are engaged in disease predispo-
sition and in modulating the clinical presentation 
of Sjögren’s. We will analyze patient samples using 
accurate molecular assays for determining C4 gene 
copy numbers, immunoassays for activated comple-
ment protein products and transcriptomic analyses 
to 1) determine the cause of low C4 in Sjögren’s, 
and 2) evaluate the utility of combining genetic 
stratification of C4 and new protein markers in the 
diagnosis and management of Sjögren’s.  n

“Research Grants” continued from page 8 t

“Shopping AmazonSmile is one of the easiest ways I can 
support the SSF. I feel good knowing that my purchase, no 
matter how small, is helping to make a difference.”

-Lisa, AmazonSmile customer 

AmazonSmile shoppers have raised 
an incredible $15,323.42 for the SSF!



 

You may be eligible to participate in a research study 
evaluating an investigational product for treating dry 
eye syndrome in individuals with Primary Sjögren’s 
Syndrome.  
PARTICIPATION MAY INCLUDE: 
 • 5 office visits over a 42-day period 
 • Using eye drops 3 times a day for 8-weeks 
 • Compensation for participation 
This study is being conducted by TearSolutions at 
multiple locations. To learn how to participate or 
obtain more information call 919-353-5938 or email 
csherry@tearsolutions.com.  

SSF Event Calendar

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

New Hampshire Area Walk for Sjögren’s:  
In Memory of Karen T. Caron 
Sunday, October 6, 2019 
Dorrs Pond at Livingston Park, Manchester, NH

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

September 2019 / The Moisture Seekers 11



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



SSF in Action!
Steven Taylor, SSF CEO,  
Presents at EULAR 2019

At the recent EULAR European Congress of 
Rheumatology held June 12th to 15th in Ma-
drid, Spain, Steven Taylor, SSF CEO, along 

with colleagues from Bristol Myers Squibb present-
ed a poster titled, “Characteristics and Treatments 
of Patients with Sjögren’s Syndrome in a Real-World 
Setting.” This presentation shared data gathered 
from the SSF through the Living with Sjögren’s 
survey and described patient characteristics and 
treatment in a real-world setting and categorized 
patients based on baseline characteristics. 

Four discrete patient clusters were identified (re-
cent, slower progressing, second and most severe). 

Steven Taylor (left) and Carlos 
Gonzalez-Najera (right) present-
ing a poster at EULAR 2019.

The most differentiating comorbidities across all 
clusters included gastroesophageal reflux disease, 
fibromyalgia and Raynaud’s syndrome. The symp-
toms that impacted patients’ lives the most and 
that were differentiating across clusters were brain 
fog, fatigue and forgetfulness. The treatments that 
were most contrasting were oral comfort agents, 
followed by DMARDS and secretagogues.

The analyses presented show differences in 
disease characteristics and treatment across patient 
clusters, however, it’s important to note that more 
work is required in order to validate these clusters.  n



About the Author
Donald E. Thomas, Jr., M.D., FACP, FACR, RhMSUS, CCD is a rheumatologist who has 
a special interest in systemic autoimmune diseases such as Sjögren’s and lupus. His desire 
to educate patients drove him to write the highly acclaimed patient education book, “The 
Lupus Encyclopedia: A comprehensive guide for patients and families.” He is in private 
practice at Arthritis and Pain Associates of P.G. County in Greenbelt, MD; is an Associate 
Professor of Medicine at the Uniformed Services University of the Health Sciences, and 
proudly serves on the Sjögren’s Foundation Board of Directors. Dr. Thomas’ talk from the 
2019 SSF National Patient Conference on “Fatigue and Sjögren’s” is available for purchase 
on page 12. 

References:
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Diplomatica. Tomus Uno. Editio Secunda auctior et correctior. Caput XXV, pg 653. Joannes Franciscus Foppens, Brussels. 1723.

Hebernus (Archbishop of Tours). Miracula B. Martini [The Miracles of St. Martin]. AD 855. In: Anastasius (the Librarian). Patrologiae 
Cursus Completus Sive Bibliotheca Universalis, Integra, Uniformis, Commoda, Oeconomica, Omnium SS Patrum, Doctorum Scriptorum 
que Ecclesiasticorum, patrologiae tomus CXXIX. Paris: J.-P. Migne; 1853: col. 1036.

Arnaud L, et al. Drug-induced systemic lupus: revisiting the everchanging spectrum of the disease using the WHO pharmacovigilance 
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making a diagnosis of Sjögren’s. However, it does 
sometimes take a lip biopsy to know for sure.

Also, studies show that 20% to 30% of SLE pa-
tients also have Sjögren’s. When someone has more 
than one autoimmune disease, it is called an “over-
lap.” If someone has dry eyes, dry mouth, arthritis, 
the butterfly rash, a low platelet count, positive 
ANA, and SSA antibodies, then that person may 
have both SLE and Sjögren’s. An additional prob-
lem is that people can develop one autoimmune 
disorder (for example, SLE or Sjögren’s), then over 
time, develop the other autoimmune disorder, 
seemingly out of nowhere. So, it is important for 
both the patient and the physician to pay close 
attention to what the body is doing, and what the 
blood and urine tests are showing over time.

One huge difference between Sjögren’s and SLE 
is the availability of proven treatments. Though we 
use many of the same medicines to treat both with 
the goal being to calm down the immune system 
to keep it from attacking the organs, it is generally 
easier to see responses in people who have SLE 
compared to Sjögren’s. Many of the problems in 
SLE can respond relatively quickly (for example, 

“Lupus” continued from page 6 t arthritis, pleurisy, mouth sores, kidney inflamma-
tion, rashes, etc.), while the dry mouth and dry eyes 
occur incredibly slowly over time due to damage 
and inflammation of the glands. Looking for re-
sponses of the glands to medicines that calm down 
the immune system have thus far been very difficult 
to evaluate and prove. Thankfully, the Sjögren’s 
Foundation is currently hard at work, promoting 
more research (called clinical trials) to try to find 
medications which effectively treat Sjögren’s.

Fortunately, some of the problems that are 
shared by SLE and Sjögren’s respond quickly and 
respond to the same medications. For example, 
medicines such as hydroxychloroquine (Plaque-
nil), methotrexate, azathioprine (Imuran), and 
prednisone can help the rashes, joint inflamma-
tion, and pleurisy of lupus and Sjögren’s.

Possibly, many of you who have read this article 
did so because your diagnosis of Sjögren’s was 
considered in addition to the possibility of a di-
agnosis of lupus at some point. It may have been 
quite confusing for you and your doctors in sort-
ing out all the pieces of the puzzle to finally reach 
a correct diagnosis. In some people, it may not be 
possible to reach a definite diagnosis or answer. I 
hope that the explanations above help to at least 
show why it can be so difficult.  n
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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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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 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(C3) organization and qualify for most payroll deduction 
campaigns. If they need more information, please contact the 
Foundation 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 • Combined Federal Campaign • State Payroll Deduction

Remember, the Foundation has received the:


