
Volume 37, Issue 04 April 2019 SjogrensSyndromeFoundation @SjogrensOrg

A Most people who have Sjögren’s will have dry eyes, also called keratocon-
junctivitis sicca. Sensitivity to light (also known as photophobia) is one of 

the common symptoms experienced by people who have dry eyes, though not 
everyone with dry eyes experiences light sensitivity. However, dry eyes alone do 

not commonly cause headaches. The most common cause of light sensitiv-
ity and headaches would be migraine headaches. If your headaches are 

primarily located on one side of the head, then there is a good chance 
that this problem could be related to migraine rather than to dry eyes. 

Migraine headaches are also often associated with nausea, sound 
sensitivity, and typically get worse with physical activity. If these 

apply to your headaches, then you should ask your doctor if you 
may have migraine headaches, which require treatment differ-
ent than that used for Sjögren’s dry eyes. 

derlying lupus. That being said, Sjögren’s patients exhibit 
a variety of skin rashes that are important to recognize 
and know when to see a board-certified dermatologist. 
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A Skin rashes most certainly occur in the setting of Sjögren’s. 
As opposed to many of the other autoimmune skin rashes 

that I see in my autoimmune dermatology clinic, there are no 
rashes that are specific for Sjögren’s. In other words, I cannot 

Q “I’ve recently developed a rash on  
my neck and arm. Are skin rashes  
common with Sjögren’s and how  
can I prevent them in the future?”

look at a rash in a Sjögren’s patient and immediately tell 
them that they have Sjögren’s. In comparison, I can of-
ten look at a lupus rash and tell the patient they have un-

Q “I’ve been experiencing light sensitivity and have been  
getting more headaches. Is this common with Sjögren’s?”
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By and far the most common skin conditions associated with 
Sjögren’s are xerosis, or clinically dry skin, and eczematous dermatitis. 
These are caused primarily by barrier dysfunction of the skin. Gentle 
skin care practices and liberal moisturizers are the best way to prevent 
these common skin eruptions. When caring for your skin you should 
take no more than one short, lukewarm shower per day. You should 
remain in the shower for less than 10 minutes. Soaps like Dove sensi-
tive and Vanicream™, can be utilized as they will not strip your skin. 
If a wash cloth is used while bathing, it should be limited to areas that 
give off body odor like the armpits, genital, and buttock areas, in order 
to not disrupt the skin barrier. Immediately after getting out of the 
shower, you should pat dry and then apply a moisturizer. Ointments 
are the best moisturizers followed by creams. Lotions are not typically 
moisturizing enough for patients with Sjögren’s. The best ointments 
are Vaseline® or Aquaphor®. If an ointment is too greasy for your taste, 
cream moisturizers like CeraVe®, Vanicream™, Eucerin®, or Aveeno® 
can be used. For itchy skin, Sarna Original lotion can give immediate 
relief especially when stored in the refrigerator. If scaly, dry skin is 
present, utilizing moisturizers with lactic acid, urea, or salicylic acid 
can be used. Examples include: AmLactin®, CeraVe® SA, and Eucer-
in® Roughness Relief. If your rash is not responding to moisturizers 
and gentle skin care practices, a prescription corticosteroid cream or 
a steroid-sparing anti-inflammatory cream may need to be prescribed 
by your physician. 

If you develop a purple-to-red rash that does not lighten, or blanch, 
with pressure, ulcerations of the skin, or a purple net pattern on your 
skin, this should prompt you to see a dermatologist for evaluation. Rash-
es that are associated with purpura (blood spots) can represent vasculi-
tis, an inflammation of the blood vessels. Although these rashes are not 
as common as the ones discussed above, they are important to recog-
nize in Sjögren’s patients and should be seen quickly by a dermatologist. 

Natalie Wright, MD, FAAD

Q “I have recently heard about salivary gland ultrasound 
for patients with Sjögren’s. Could this be done instead  
of a lip biopsy for diagnosis?” 

A Ultrasounds have been steadily gaining popularity as a way to 
help confirm the diagnosis of Sjögren’s over the past decade. In 

certain circumstances, ultrasound imaging could be used as a substi-

“Q&A” continued from page 1 t
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tute for lip biopsy. Some studies have shown that 
ultrasound imaging has similar significance in help-
ing to make the diagnosis of Sjögren’s as the typical 
dryness symptoms, blood tests (SSA and SSB) and 
lip biopsy. However, to be sure of the diagnosis one 
would need to have 3 out of 4 of these. So, if a per-
son has dry eye and mouth, and positive blood tests, 
then the typical ultrasound findings would confirm 
the diagnosis and a biopsy would not be needed, but 
if the person has dryness symptoms and negative 
blood tests, then the ultrasound alone may not be 
enough to avoid the biopsy. 

Ultrasounds of normal salivary glands look very 
bland and evenly grey, while in Sjögren’s, they devel-
op multiple cyst like pattern throughout the glands. 
Unfortunately, other rare immune conditions that 
can affect the salivary glands may cause similar, 
and perhaps indistinguishable patters. On the other 
hand, an ultrasound is ideal for distinguishing com-
mon causes of mouth dryness such as medication 
side effects, chronic alcohol use or diabetes from 
Sjögren’s because these causes do not result in the 
cyst like appearance of the glands.

Eugene Kissin, MD

Q “What is Plaquenil and what are its 
benefits for Sjögren’s patients?”

A Plaquenil (hydroxychloroquine) is a medica-
tion that has been used for many years to help 

musculoskeletal symptoms and fatigue in patients 

with autoimmune conditions such as rheumatoid 
arthritis, lupus and Sjögren’s. While there is good 
clinical evidence demonstrating the drug’s efficacy 
in rheumatoid arthritis and lupus, there are very few 
studies looking at hydroxychloroquine as a treat-
ment for Sjögren’s. The studies that do exist show 
mixed results (some show benefit, and some show 
no benefit) in whether or not the drug is effective 
in helping with pain, fatigue, dry eyes or dry mouth.

Nonetheless, despite the lack of clinical studies, 
rheumatologists feel that hydroxychloroquine may 
have a potential beneficial effect in helping patients 
with symptoms of fatigue and achiness, which are 
common complaints in patients with Sjögren’s. 

How the drug works is unclear, but recent research 
has pointed to an inhibitory effect on toll-like recep-
tors that are proteins involved with inflammation. 
The good news is that hydroxychloroquine targets 
the immune system without causing an increase in 
the risk of infection or cancer that can be seen with 
other immunosuppressant medications. The typi-
cal dose for hydroxychloroquine is 200-400mg per 
day and is based on a person’s body weight (or if 
you are overweight, your ideal body weight). While 
hydroxychloroquine is considered a relatively safe 
medication, like all medications there are potential 
risks. These include body rashes that often will itch. 
The rash typically occurs in the first 6 weeks and is 
usually mild. In general, the rash will resolve within 
2 weeks after stopping the drug. A more severe rash 
affecting larger areas of the body may occur but is 
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not common. If this type of rash occurs, other medi-
cations such as anti-histamines and steroids may be 
required to help with symptoms. 

Over time, hydroxychloroquine may uncommonly 
have an adverse effect on the retina that can lead 
to permanent visual damage if not picked up early. 
In order to protect the eyes, a baseline exam is rec-
ommended before starting the drug if you are color 
blind, have prior retinal problems or have never had 
a dilated exam (checking color vision is one way the 
doctor monitors for early damage) or within the first 
6-12 months if you have a history of healthy eyes 
and a recent retinal examination. After the baseline 
exam, it is recommended that patients get a dilat-
ed exam at the minimum of once per year. Retinal 
problems are more likely to occur after 5 years of 
use. Newer technologies are available (OCT-op-
tical coherence tomography) that can pick up ear-
ly changes. If early changes are found on exam, it 
would be uncommon to have progression of eye tox-
icity or visual changes. 

Other potential side effects include but are not 
limited to nausea, changes in mood, muscle weak-
ness, skin pigmentation and anemia. While the drug 
may be used during pregnancy, the potential bene-
fits and risks should be discussed with your doctor. 

In summary, if you have Sjögren’s, hydroxychloro-
quine may be an option to help your symptoms. Be-
cause there are other more effective therapies avail-
able to treat dry eyes and dry mouth, it is typically 
prescribed to help musculoskeletal pain and fatigue. 
Be patient, as the drug may take up to 6 months to 
see a beneficial effect. 

Scott Zashin, MD 

Q “Why do dry eyes feel awful in the 
morning when I first wake up, especially 
if I don’t use an eye lubricant at night?”

A There are certain conditions that can get worse 
during the night with the eye in a closed state. 

For example, if you have blepharitis, which is caused 
by a common skin bacteria called “staph epidermid-
is,” the waste products of the staph are very irritat-
ing. But with your eye closed that staph toxin is lying 
there all night. If I have a patient who wakes up with 

“Q&A” continued from page 3 t really irritated eyes, one of the first things I want to 
look at is untreated blepharitis.

Another possible cause is called “recurrent corne-
al erosion.” Think about pulling a scab off all the 
time. It starts to heal, and you pull the scab off. If 
the surface of the eye gets irritated through dryness 
and adherence to the back of the lid, or through an 
injury, that tissue needs to heal. The good news is 
it heals very quickly. The bad news is it hurts a lot 
as I’m sure you’ve found. So, it heals quickly but 
it doesn’t necessarily anchor itself. That thin, out-
er layer of the cornea doesn’t anchor itself to the 
eye very fast, so you run the risk of re-irritating your 
eye even after you are feeling better. And when you 
do that over-and-over, it is called “recurrent corneal 
erosion.” You are basically tearing off the outer layer 
of the front of your eye. Classic sign is you wake up, 
you open your eyes and it hurts. Using ointments 
at night helps. Using an antibiotic ointment would 
help if you have blepharitis as well because it would 
treat that and give your eye a little more coating.

Dry Eye Tip!
If you have severe dry eyes and trouble opening 

your eyes in the morning because your lid is sticking, 
try to keep your eyes closed when you wake up and 
use the heels of your hands to gently massage your 
lids. What this will do is break any of those adhe-
sions that may be there, and it stimulates a little tear 
production so that you can actually open up your eye 
safely. But if you wake up and open up your eyes 
right away, you run the risk of – ouch – pulling that 
adhesion off, again, like pulling a scab off of a wound.

Stephen Cohen, OD

Q “I have been diagnosed with Sjögren’s 
and fibromyalgia. How do I know what 
symptoms are because of my Sjögren’s 
and which are from the fibromyalgia? 
Should I change how I treat a symptom 
based on which disease caused it?” 

A There are many symptoms of Sjögren’s and fi-
bromyalgia that overlap, and many people suf-

fer from both conditions simultaneously, so this is a 
very good question. For example, both disorders can 

4 April 2019 / The Moisture Seekers



cause symptoms of dry eyes. If the dry eyes are due 
to Sjögren’s the person’s eyes will actually be dry, 
and artificial tears or medications to increase tearing 
can help. That same symptom seen in fibromyalgia 
is not due to the eye really being dry, but instead the 
nerves throughout the body being more sensitive 
and feeling dryness when there is none. 

Pain is another symptom that both disorders can 
cause. If it is from Sjögren’s the pain will typically 
be in the joints, whereas if it is due to fibromyalgia 
it can be anywhere, and will especially involve the 
trunk, muscles, etc. 

Fatigue is a characteristic of both disorders as well, 
but it is difficult to differentiate the fatigue of Sjögren’s 
from that of fibromyalgia, except by “the company it 
keeps.” By this I mean that if you have overall symp-
toms of fibromyalgia (pain in many areas, sleep prob-
lems, sensitivity to brightness of lights, noises, odors, 
etc), then the fatigue you are experiencing is likely 
more due to the fibromyalgia, whereas if there are no 
other symptoms of fibromyalgia and you primarily are 
experiencing symptoms of Sjögren’s, then the fatigue 
is more likely due to the Sjögren’s. 

Daniel Clauw, MD 
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Other Diagnosed Health Conditions  
for Sjögren’s Patients
There are many known comorbidities or manifestations of 
Sjögren’s that can occur in conjunction with the disease. Sur-
vey respondents reported having been diagnosed by health 
care provider with an average of five other health conditions, 
including Gastroesophageal Reflux Disease (GERD) (45%), 
Raynaud’s (38%), Neuropathy (38%), Sinusitis (33%), Hy-
pertension (31%), and Irritable Bowel Syndrome (31%).

Q “IBS (Irritable Bowel Syndrome) and 
gluten sensitivity appear to have a lot  
of overlapping symptoms, is there a way 
of distinguishing between the two?” 

A No there is not because IBS is a diagnosis of 
exclusion. We have tests that diagnose celiac 

disease, but we don’t have tests that diagnose gluten 
sensitivity. There’s a gluten allergy we can test for, 
but gluten sensitivity is tricky. So, because the same 
symptoms can cause gas, bloating and discomfort, 
we tend to lump them together. 

Now, many people with IBS can benefit from go-
ing on a gluten light diet. Going on a gluten free 
diet can be tricky and should only be done with the 
help of a dietician. However, a gluten light diet is 
still very healthy and very safe, as long as it’s not 
too restrictive and for many people can lead to a big 
improvement in IBS type symptoms. 

Matthew Nichols, MD 

Q “I often have burning pain in mouth 
from oral thrush. Is this because of my 
Sjögren’s and what are some tips that 
can help?”

A Oral candidiasis, or thrush, is a common 
problem in dry mouth and Sjögren’s patients. 

Thrush can cause oral burning and pain. The ap-
pearance of thrush in a dry mouth patient is often 
atypical and appears as red and irritated instead of 
the typical white cottage-cheesy. The tongue may 
show grooves, and the corners of the lips appear red 
and crusty (called angular cheilitis). Here are a few 
tips that can help manage and treat oral thrush: 

l Practice excellent oral hygiene and change 
your toothbrush frequently when oral candi-
diasis is active.

l Talk to your dentist or rheumatologist about 
taking Evoxac® (cevimilene) or Salagen® 
(pilocarpine) to increase salivary flow.

l Don’t use mouthwashes containing alcohol.
l Limit sugar and foods that contain yeast, 

such as wine, beer and bread. And increase 
your intake of acidophilus through unsweet-
ened yogurts with live lactobacillus acidophi-
lus or capsules.

continued page 6 t

April 2019 / The Moisture Seekers 5



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

l Avoid caffeine and alcohol, both of which 
can increase dryness.

l Sip water frequently and rinse after eating or 
drinking if you can’t brush.

l If you smoke, STOP!
l Clean dental prostheses every day with an 

anti-fungal preparation and avoid wearing 
them at night.

l Talk to your dentist about prescription ther-
apies available to help with oral candidiasis. 
Sometimes a combination of treatments is 
necessary if the problem is severe.

For maintenance once thrush is under control, 
discuss with your dentist frequent use of a magic 
mouthwash with diphenhydramine, nystatin and 
Maalox. A chlorhexidine gluconate rinse can also 
be helpful (and if you wear dentures, it’s good for 
cleaning those too).

Nelson L. Rhodus, DMD, MPH, FICD

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. Most often 
prepared as a 20% topical solution, autologous se-
rum must be prepared by removing blood from the 
patient’s vein and spinning down the clotted cells to 
isolate the liquid serum which is then diluted in ar-
tificial tears solution into small vials. It is not specif-
ically approved by the FDA. Autologous serum con-
tains fibronectin, vitamin A, cytokines, and growth 
factors, as well as anti-inflammatory substances, 
such as interleukin receptor antagonists and inhib-

“Q&A” continued from page 5 t itors of matrix metalloproteinases. It is not clear 
which of these components is most helpful, but sig-
nificant improvement in symptoms, tear break up 
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 3 months. 

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

This option may not work for every Sjögren’s pa-
tient and thus one will need to find an ophthalmolo-
gist or optometrist that is familiar with Serum Tears 
to accurately gauge the benefits.  n

Gary Foulks, MD, FACS
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SSF in Action!
SSF Participates in AADR FNIDCR  
Advocacy Day on Capitol Hill

On Tuesday, February 26, 2019, the SSF’s 
Katherine Hammitt, Vice President of 
Medical and Scientific Affairs, and Matt 

Makara, Director of Research and Scientific 
Affairs, participated in the American Association 
for Dental Research (AADR) and Friends of the 
National Institute of Dental and Craniofacial Re-
search (FNIDCR) Advocacy Day on Capitol Hill. 
Once again, the SSF was proud to sponsor this 
event, along with others, which helped to fund 
the attendance of students and advocates living 
outside the greater D.C. metro area.

The day was split into two parts, a morning 
briefing and advocacy training session, held at the 
U.S. Capitol Visitor Center, and then meetings 
with various members of Congress and congres-
sional staff, held throughout the afternoon. 

For the morning session, the SSF was joined by 
other advocates, dental school deans, researchers, 
students and AADR representatives for presenta-
tions from a variety of guest speakers, including 
Representative Mike Simpson, DMD (R-ID) and 
Representative Dave Loebsack, PhD (D-IA). The 

Representatives spoke about the importance of 
funding for the National Institutes of Health, the 
connection between oral and overall health and 
the need for continued research. 

Following these discussions were presentations 
by Dr. Jeffrey Kim of the American Dental Associ-
ation Foundation Volpe Research Center and Dr. 
Martha Somerman, Director, National Institute 
of Dental and Craniofacial Research (NIDCR). 
Dr. Kim spoke about the oral health effects of 
e-cigarette use while Dr. Somerman provide an 
update on a variety of initiatives and research 
taking place under the NIDCR’s purview, which 
includes many aspects related to Sjögren’s. 

To round out the morning, patient advocates 
shared personal stories and the importance of 
advocacy for sustained and continued research 
and funding. Patient advocates included Mary 
Fete, co-chair of the FNIDCR’s Patient Advocacy 
Council (PAC), Gaten Matarazzo, best known for 
his role in the Netflix series Stranger Things, and 

Kathy Hammitt and 
Gaten Matarazzo during 
the morning briefing on 
Advocacy Day.

Kathy Hammitt and Matt Makara at the NIH Dental Clinic.

continued page 8 t



If your headaches primarily occur after comput-
er work, then the possibility of “Digital Eye Strain” 
should be considered. The American Optometric 
Association (AOA) also calls this “Computer Vi-
sion Syndrome.” Having poor ergonomics and pos-
ture while performing prolonged computer work 
can cause strain on the joints and muscles of the 
head, neck, and shoulders which can, in turn, lead 
to muscle tension headaches. Dry eyes also typically 
worsen during computer work. While concentrating 
on computer work, blinking is reduced by a third 
or more, resulting in increased evaporation of the 
moisture covering our eyes. Common symptoms 
of Computer Vision Syndrome include headaches, 
blurred vision, dry eyes, eyestrain, and neck and 
shoulder pain. Both the AOA and the American 
Academy of Ophthalmology recommend abiding by 
the 20-20-20 rule: take a 20-second break every 20 
minutes during computer work to view something 
20 feet away to help minimize this problem. Oth-
er things you should do while performing computer 
work include concentrating on blinking more often, 
using artificial tears frequently, using an anti-glare 
computer screen protector, using a desk humidifier, 

“SSF in Action” continued from page 7 t

“Q&A” continued from page 1 t and positioning your computer screen so that the 
center is 4-5 inches below eye level.

Some patients who have Sjögren’s can have other 
problems with their eyes that can cause light sensitiv-
ity but are much less common than dry eye. Inflam-
mation of the white portion of the eye (the sclera) is 
called scleritis, and inflammation of the colored por-
tion of the eye (the iris) is called iritis (or anterior uve-
itis). Both of these cause light sensitivity and usually 
cause the sclera to become red or pink, causing eye 
pain rather than a true headache. These two condi-
tions are also treated differently than dry eyes.

The best person to sort out these possibilities is 
an eye doctor, either an ophthalmologist (a medi-
cal doctor, MD; or a doctor of osteopathy, DO) or 
an optometrist (optometry doctor, OD). If you have 
been diligent with treating your dry eyes with arti-
ficial tears every few hours, using a humidifier, not 
smoking, staying hydrated, etc. and the light sensi-
tivity and headaches continue, I would recommend 
that you call and see your eye doctor as soon as pos-
sible for appropriate evaluation. The correct treat-
ment depends upon identifying the actual cause of 
your symptoms.  n

Donald Thomas, MD

Kelly Wosnik, who, along with Mr. Matarazzo, is 
co-founder of CCD Smiles. 

During the afternoon, attendees participated 
in nearly 80 meetings with congressional staff 
and members of Congress, advocating for con-
tinued and increased funding for the National 
Institutes of Health and the NIDCR. Through a 
well-coordinated approach informed by AADR’s 
government relations and communication teams, 
participants, who conducted the majority of these 
meetings in groups, were able to speak to the 
need for these funding requests by emphasizing 
their personal stories and the understanding that 
oral health is a key factor in overall health. 

The day prior to this event, Hammitt and Ma-
kara, along with members of the FNIDCR PAC, 
visited the NIH campus in Bethesda, MD. Here, 
the group was met by a variety of leaders within 
the NIDCR and received updates on NIDCR 
initiatives and research. Additionally, two tours 
were provided. The first showcased the lab of 
Drs. Indu Ambudkar and John Chiorini, whose 
research focuses on salivary glands, including 

Members of the FNIDCR Patient Advocacy Council  
and NIDCR staff at the NIH Clinical Center. 

chronic dry mouth. The second stop was to the 
NIH Dental Clinic, where Dr. Pamela Gardner 
provided an overview of the clinic, which regularly 
sees Sjögren’s patients. 

The SSF thanks the AADR, NIDCR, all staff-
ers and members of Congress who provided their 
time and input and other attendees of these 
events for their continued efforts and support for 
oral health research.  n
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“Until Now”

How a new YouTube series helps viewers 
explore the complexities of Sjögren’s

         by Jack Taylor

Over the past year, the Sjögren’s Syndrome 
Foundation (SSF) has been busy work-
ing on creating a new web series called 

Exploring Sjögren’s set to launch this month. 
This documentary style talk show dives into 
the numerous symptoms that come with having 
Sjögren’s and what is being done to help patients 
conquer those complexities.

The series is comprised of six unique episodes 
focusing on different areas surrounding Sjögren’s. 
Each of them highlights a variety of patients, 
physicians, and researchers all focused on creat-
ing visibility for the disease, while also increasing 
education of the viewer. 

Episodes range from such topics as “What is 
Sjögren’s?” and “Tips for Living with Sjögren’s,” to 
more specific issues like “Pregnancy & Sjögren’s” 
and “Clinical Trials for New Therapies.” This se-
ries presents the opportunity for people unfamil-
iar with Sjögren’s to learn more about the disease, 
while allowing those with more knowledge to con-
tinue building on their previous understanding. 

This new series, Exploring Sjögren’s, came about 
because of the lack of anything similar existing for 
patients. Executive producer Brad Lemack wanted 
to make the series, because as a Sjögren’s patient 
himself, he understands the struggles that patients 
go through. In addition, Lemack has over 30 years 
of industry experience as a publicity executive and 
has worked on classic television shows like “The 
Jeffersons” and the original “One Day at a Time” 
before founding his own agency, Lemack & Com-
pany Talent Management/Public Relations. 

“My motivation is that information is empow-
ering for both patients and their support team,” 
said Lemack. “And the more you know, the better 
you’ll understand what’s happening to you, why 
it’s happening, and how to handle it.” 

Lemack works alongside the son of a Sjögren’s 
patient and CEO of the Sjögren’s Syndrome 
Foundation, Steven Taylor. Taylor serves as the 
host and primary interviewer throughout each 
episode. He sees Exploring Sjögren’s as an oppor-
tunity to spread awareness and education around 
the disease. “I believe that Exploring Sjögren’s 
is another way, we can use a current medium, 
such as YouTube, to help us reach more people 
and help educate them on the complexities of 
Sjögren’s” said Taylor. 

All six episodes launch in April on YouTube. 
Follow the Sjögren’s Syndrome Foundation on 
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Facebook, Instagram, Twitter, and LinkedIn to 
follow our journey or check out our YouTube 
channel, Exploring Sjögren’s.

This project is more than a regular web series. 
It is a place patients can learn but also refer their 

“Until Now” continued from page 9 t

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 
www.sjogrens.org/home/
about-sjogrens/clinical-
trials-whatsinvolved. 

Steven Taylor, CEO of the Sjögren’s Syndrome Foundation 
and host of Exploring Sjögren’s.

Steven Taylor interviewing Frederick B. Vivino, MD.

family and friends to watch as well. As Lemack 
said, “There has not been a place on the internet 
where people could hear directly from leading 
Sjögren’s experts and patients... until now.”  n

Suffering from 
dry mouth?

Nature has a solution.
Green Planet 

Herbal Mouthwash

Visit www.greenplanetpharma.com to learn more!
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April is Sjögren’s 
Awareness Month!

Conquering the Complexities of Sjögren’s

April is Sjögren’s Awareness Month and 
with an estimated four million Americans 
suffering from Sjögren’s, both men and 

women of different ages and ethnicities, it is one 
of the most prevalent but still lesser known auto-
immune diseases. Sjögren’s is also not a “cookie 
cutter” disease and affects patients differently. 
This can lead to a misunderstanding about the se-
riousness of the disease and be extremely isolating 
for those living with it.

Using our new 2019 theme, Conquering the 
Complexities of Sjögren’s, we are going to expand 
our #ThisIsSjögrens online campaign to help oth-

ers visualize what it is like for patients living with 
the disease. Each day in April, we will be using 
our website and one or more of our social media 
channels to educate people about the complexity 
of Sjögren’s. 

We encourage you to use Sjögren’s Awareness 
Month as a way to talk about the disease. Every day 
is an opportunity to start a conversation about liv-
ing with Sjögren’s and how it affects you. The more 
others understand, the more support you can find. 

Follow us online at www.sjogrens.org to learn 
more about our 2019 April Awareness campaign. 
Together we will conquer Sjögren’s!  n



The Sjögrren’s Syndrome Survival Guide by Teri Rumpf, PhD and Katherine Morland Hammitt $20.00 $17.00
The Sjögren’s Book 4th Edition by Daniel J. Wallace, MD $32.00 $28.00

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 ___________

The Sjögren’s Syndrome
 Survival Guide
by Teri P. Rumpf, PhD and Katherine Morland Hammitt

Continually one of our best selling and most highly recommended books. The Sjögren’s 
Syndrome Survival Guide is written together by a clinical phsychologist and a Sjögren’s 
patient, this unique resource provides both educational medical information and proven 
effective self-care strategies to help you:

The Survival Guide is a wonderful resource in a highly readable format addressing 
all aspects of Sjögren’s. It includes clear and practical advice to allow people to 
take control of this disease and enjoy enormous 
improvements in their quality of life.

The Sjögren’s Book
                Fourth Edition
Edited by Daniel J. Wallace, MD

 

April Awareness Resources



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

We’re having honest conversations  

about Sjögren’s and our health. Join  

SSF members in our online community:

smartpatients.com/ssf

In Memory of Bonnie Tarnoff Litton
Naomi and Neil Arnold

In Memory of Camille Silliman
M-A Thompson

In Memory of Gail Sexton
Mary Gail Nelson and Kate Mitchell

In Memory of Gloria
Jean Kling

In Memory of Julie Capigotti
Jason and Melissa Milostan

In Memory of Phyllis Keesey
Mary Beth and Scott Rice

Arlene Horn and Mike LoBasso
In Memory of Rose Ann Talty

Mr. and Mrs. Broderick and Family
Kevin and Diane Costello
JoAnne and Peter Coyne

Theresa Gannon
Mario and Cathy Giura

Taddei Family Fund
Sinsook and Sean Ye

In Honor of Dr. Katherine Wald
Anonymous

In Honor of Elaine Harris
Betsy A. Budne

Joan and Zach Levine
Martin, Carl, Audrey McKellar

Fran and David Penner
Mildred Rogovin

In Honor of Elaine Levin
Rochelle Catapano
Barbara Bernheim

In Honor of Elizabeth Clark
Grace L. Smith

In Honor of Linda Goldstein
Franz and Sally Jaggar

In Honor of Matthew Qualls
Mary Qualls

In Honor of Michele Kidd
Richard Kuper

In Honor of Susan Smith
Peggy and Don Bateman
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Awareness Never Looked So Good
Awareness comes in many different forms. Sjö your support of the SSF’s 
mission of increasing research, education and awareness of Sjögren’s!

SSF Tear Drop Pins 
$5

If you would like to order mul-
tiple pins, please call the SSF 
office at (301) 530-4420 for a 

discounted shipping rate.

Team Sjögren’s T-shirts 
(Sizes S-XL)  $18

Whether you run or not, if you are a patient or know 
someone with this disease, we are all part of Team Sjögren’s. 
Now you can tell the world by wearing this Team Sjögren’s 
t-shirt. On the front of the shirt is the Team Sjögren’s logo. 
The reverse of the shirt has the logo as well as the message:

In honor of the 4,000,000 Americans who have Sjögren’s

Awareness Wristbands
$15 for a pack of 10 Sjögren’s Awareness Wristbands

Wording: 
Conquering Sjögren’s – www.sjogrens.org

 Size Member Qty. Total

SSF Tear Drop Pin  $5

Awareness Wristband (10 pack)  $15

Team Sjögren’s T-shirt (Small)  $18

Team Sjögren’s T-shirt (Medium)  $18

Team Sjögren’s T-shirt (Large)  $18

Team Sjögren’s T-shirt (X-Large)  $18
Maryland Residents add 6% sales tax

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  _________________________________________________________

Front

Back
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In Memory of  
Janice Freeman

Janice Freeman, a Sjögren’s patient who competed on season 13 
of NBC’s The Voice in 2017, passed away on Saturday, March 3, 
due to combined complications of lupus and a bronchial infection 

according to Freeman’s rep. 
Freeman, a married mother of one who was a part of Miley Cyrus’s 

team and reached the top 11 on the singing contest series, had battled 
many health issues throughout her life, including lupus and Sjögren’s. The 
SSF is truly saddened by the loss of this gifted singer and Sjögren’s patient. 
Our thoughts are with her husband and daughter and extended family.

Sjögren’s is a systemic autoimmune disease that affects the entire body, 
including the respiratory system. According to the recent February issue 
of The Moisture Seekers, 20-50% of patients with Sjögren’s will have respi-
ratory symptoms (shortness of breath, cough), but some patients at mild 
stages of disease may have no symptoms. The management of respiratory 
complications of Sjögren’s thus requires a multi-disciplinary effort with 
close collaboration between the rheumatologist and the pulmonologist, 
and often also a chest radiologist and chest pathologist. 

The Foundation is currently working on Phase 2 of the SSF Sjögren’s 
Rheumatology and Oral Clinical Practice Guidelines, which will in-
clude pulmonary complications. As a Sjögren’s patient, remember that 
just because a symptom can’t be seen easily, it is still important to tell 
your doctor and have them monitor its progression. If you feel that a 
physician dismisses your Sjögren’s symptoms, help educate them and/
or find another physician. Know that the SSF is here for you and your 
membership is helping to support the vital work of the Foundation.  n

The Voice’s Janice Freeman,  
Sjögren’s patient, Dies at 33
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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

SSF Event Calendar
Tastefully Georgia 
Sunday, April 28, 2019 
Nelson Mullins – Atlantic Station

Philadelphia Walk for Sjögren’s 
Saturday, May 4, 2019 
Philadelphia Zoo

DC Metro Area Walk for Sjögren’s 
Saturday, May 18, 2019 
Reston, Virginia

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

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

April
May

June

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.


