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A The terms “Primary and “Secondary” were first used in 
the 1960s and were devised by researchers who wanted 
to distinguish between those Sjögren’s patients whose 

disease was not “complicated” by other major rheumatic or 
autoimmune disorders. When carrying out research, the investi-
gators wanted to make sure they were looking at purely Sjögren’s 
patients and not looking at outcomes for patients who had, for ex-
ample, both Sjögren’s and rheumatoid arthritis (RA). They thought 
that could confuse clinical trials looking at how well a specific 
therapy worked. As such things usually happen, though, the

Q Should I Treat My Sjögren’s 
Different If I Have Primary  
vs Secondary Sjögren’s?

What, if any, are the benefits of going on a  
gluten free diet because of my Sjögren’s?

This is a question I get frequently. Going gluten free can have its benefit in 
some patients. However, gluten is found in many foods and it can be a chal-
lenge to eliminate from the diet. Before I recommend going gluten free, I 

typically go through a process with my patients. This article is some background 
on gluten and my thoughts on when I decide to recommend a gluten free diet. 

An Inside Look at Sjögren’s  
and Gluten Free Diets
by Keith Wilkinson, NMD, Naturopathic Doctor
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terms began to carry over to general clinical diagnosis and medical discussions 
and thought patterns, and that’s where everything became complicated and not 
helpful for patients and not even helpful for the clinicians treating them. It didn’t 
always make a major difference for the research, either.

So, first, what do the terms mean? “Primary” has been defined as a Sjögren’s 
patient who does not have another major rheumatic and/or autoimmune disease 
and “Secondary” as a Sjögren’s patient who does. But as you can imagine, it’s 
not always simple or easily apparent. If a patient has another major rheumatic, 
autoimmune disease such as lupus, RA, scleroderma or the autoimmune disease 
multiple sclerosis, they would have traditionally been categorized as have “Sec-
ondary Sjögren’s.” The term “Secondary” has not been applied to the prevalent 
autoimmune thyroid diseases, however, which are common in Sjögren’s, and so 
the terms are somewhat tricky. 

Also, investigators have confronted a dilemma when a patient has had Sjögren’s 
for many years and been labeled as “Primary” and then is diagnosed with another 
major rheumatic and/or autoimmune disease and automatically being re-labeled 
as “Secondary Sjögren’s.” And to complicate matters more, some clinicians have 
now started saying their patient has “Primary Sjögren’s” and “Secondary lupus”(for 
example) while others undiagnosed the patient from having “Primary Sjögren’s” 
and changed the diagnosis to “Secondary Sjögren’s.” How confusing!

Does it really matter? NO - It certainly doesn’t matter to the patient or the cli-
nician treating a patient. It doesn’t alter treatment, since treatment for these dis-
eases is based largely on the clinical manifestations and symptoms. All patients 
should be treated on a case-by-case basis. 

Does the label mean your disease is more or less severe? ABSOLUTELY NOT. 
If someone has labeled you as having “Secondary Sjögren’s,” it does not mean 
that your Sjögren’s is less severe or secondary in importance to the other condi-
tion. It also doesn’t mean that symptoms that were labeled as Sjögren’s symptoms 
previously are now symptoms of the other disease. Autoimmune diseases often 
overlap, and sometimes it’s difficult to tell if a symptom is Sjögren’s or, say, lupus. 
In fact, Sjögren’s is the most frequent disorder that occurs in conjunction with 
other autoimmune and rheumatic diseases, so, again, your signs and symptoms 
must guide the treatment. 

Does the label make a difference as to whether patients are monitored for spe-
cific complications or not? NO. Again, your management and treatment should 
depend on your manifestations of autoimmune disease. You might be labeled as 
having lupus AND Sjögren’s or rheumatoid arthritis AND Sjögren’s, and then 
your symptoms and diseases should be managed according to your specific case 
and with complications specific to each in mind. 

Traditionally, it has mattered to an investigator running clinical trials, but even 
that is now being called into question. First, diagnosis and pigeon-holing these 
diseases is not always easy or an exact science. Second, investigators didn’t mind if 
patients with RA or lupus who entered clinical trials also had Sjögren’s and thought 
it did not muddy the results of trying a new therapeutic. Why? Because, again, like 
clinical treatment, the trials were primarily targeted toward clinical manifestations 
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Talk to your eye doctor about RESTASIS® today.Talk to your eye doctor about RESTASIS

My eye doctor said I have reduced tear production caused 
by infl ammation due to a disease called Chronic Dry Eye. 
That’s a big deal.

She told me I can use artifi cial tears for temporary relief. But to make 
more of my own tears, she prescribed RESTASIS® (Cyclosporine 
Ophthalmic Emulsion) 0.05% for continued use, twice a day in 
each eye, 12 hours apart, every day. 

Approved Use
RESTASIS® Ophthalmic Emulsion helps increase your eyes’ natural ability 
to produce tears, which may be reduced by infl ammation due to Chronic 
Dry Eye. RESTASIS® did not increase tear production in patients using 
anti-infl ammatory eye drops or tear duct plugs. 

Important Safety Information
Do not use RESTASIS® Ophthalmic Emulsion if you are allergic to any of 
the ingredients. To help avoid eye injury and contamination, do not touch 
the vial tip to your eye or other surfaces. RESTASIS® should not be used 
while wearing contact lenses. If contact lenses are worn, they should be 
removed prior to the use. 

The most common side effect is a temporary burning sensation. Other 
side effects include eye redness, discharge, watery eyes, eye pain, foreign 
body sensation, itching, stinging, and blurred vision.

You are encouraged to report negative side effects of prescription drugs to 
the FDA. Visit www.fda.gov/medwatch, or call 1-800-FDA-1088.

Please see next page for the Brief Summary of the full Product Information.

Individual results may vary.

® marks owned by Allergan, Inc.   

© 2013 Allergan, Inc., Irvine, CA 92612, U.S.A.                  APC51IG13

For a free information kit 
and long-term savings, 
go to restasis.com 

or call 1-866-271-6242.

16 MILLION RESTASIS® 
PRESCRIPTIONS WRITTEN 

SINCE 2003

Available by prescription only.

So I saw my doctor—after all, these are my eyes.

And she said I have a disease.

So I saw my doctor—after all, these are my eyes.So I saw my doctor—after all, these are my eyes.

I used artifi cial tears often, like when at lunch with friends.
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RESTASIS® (Cyclosporine Ophthalmic Emulsion) 0.05%
BRIEF SUMMARY—PLEASE SEE THE RESTASIS® PACKAGE INSERT FOR  
FULL PRESCRIBING INFORMATION.
INDICATIONS AND USAGE
RESTASIS® ophthalmic emulsion is indicated to increase tear production in patients whose 
tear production is presumed to be suppressed due to ocular inflammation associated with 
keratoconjunctivitis sicca. Increased tear production was not seen in patients currently taking topical 
anti-inflammatory drugs or using punctal plugs.
CONTRAINDICATIONS
RESTASIS® is contraindicated in patients with known or suspected hypersensitivity to any of the 
ingredients in the formulation.
WARNINGS AND PRECAUTIONS
Potential for Eye Injury and Contamination
To avoid the potential for eye injury and contamination, be careful not to touch the vial tip to your eye 
or other surfaces.
Use with Contact Lenses
RESTASIS® should not be administered while wearing contact lenses. Patients with decreased 
tear production typically should not wear contact lenses. If contact lenses are worn, they should be 
removed prior to the administration of the emulsion. Lenses may be reinserted 15 minutes following 
administration of RESTASIS® ophthalmic emulsion.
ADVERSE REACTIONS
Clinical Trials Experience 
Because clinical trials are conducted under widely varying conditions, adverse reaction rates 
observed in the clinical trials of a drug cannot be directly compared to rates in the clinical trials of 
another drug and may not reflect the rates observed in practice.

In clinical trials, the most common adverse reaction following the use of RESTASIS® was ocular 
burning (17%).

Other reactions reported in 1% to 5% of patients included conjunctival hyperemia, discharge, 
epiphora, eye pain, foreign body sensation, pruritus, stinging, and visual disturbance (most  
often blurring).
Post-marketing Experience
The following adverse reactions have been identified during post approval use of RESTASIS®. Because 
these reactions are reported voluntarily from a population of uncertain size, it is not always possible to 
reliably estimate their frequency or establish a causal relationship to drug exposure. 

Reported reactions have included: hypersensitivity (including eye swelling, urticaria, rare cases 
of severe angioedema, face swelling, tongue swelling, pharyngeal edema, and dyspnea); and 
superficial injury of the eye (from the vial tip touching the eye during administration).  
USE IN SPECIFIC POPULATIONS
Pregnancy
Teratogenic Effects: Pregnancy Category C
Adverse effects were seen in reproduction studies in rats and rabbits only at dose levels toxic 
to dams. At toxic doses (rats at 30 mg/kg/day and rabbits at 100 mg/kg/day), cyclosporine oral 
solution, USP, was embryo- and fetotoxic as indicated by increased pre- and postnatal mortality and 
reduced fetal weight together with related skeletal retardations. These doses are 5,000 and 32,000 
times greater (normalized to body surface area), respectively, than the daily human dose of one drop 
(approximately 28 mcL) of 0.05% RESTASIS® twice daily into each eye of a 60 kg person (0.001 
mg/kg/day), assuming that the entire dose is absorbed. No evidence of embryofetal toxicity was 
observed in rats or rabbits receiving cyclosporine at oral doses up to 17 mg/kg/day or 30 mg/kg/day, 
respectively, during organogenesis. These doses in rats and rabbits are approximately 3,000 and 
10,000 times greater (normalized to body surface area), respectively, than the daily human dose.

Offspring of rats receiving a 45 mg/kg/day oral dose of cyclosporine from Day 15 of pregnancy until 
Day 21 postpartum, a maternally toxic level, exhibited an increase in postnatal mortality; this dose is 
7,000 times greater than the daily human topical dose (0.001 mg/kg/day) normalized to body surface 
area assuming that the entire dose is absorbed. No adverse events were observed at oral doses up 
to 15 mg/kg/day (2,000 times greater than the daily human dose).

There are no adequate and well-controlled studies of RESTASIS® in pregnant women. RESTASIS® 
should be administered to a pregnant woman only if clearly needed.

Nursing Mothers
Cyclosporine is known to be excreted in human milk following systemic administration, but excretion 
in human milk after topical treatment has not been investigated. Although blood concentrations are 
undetectable after topical administration of RESTASIS® ophthalmic emulsion, caution should be 
exercised when RESTASIS® is administered to a nursing woman.
Pediatric Use
The safety and efficacy of RESTASIS® ophthalmic emulsion have not been established in pediatric 
patients below the age of 16.
Geriatric Use
No overall difference in safety or effectiveness has been observed between elderly and  
younger patients.
NONCLINICAL TOXICOLOGY
Carcinogenesis, Mutagenesis, Impairment of Fertility 
Carcinogenesis: Systemic carcinogenicity studies were carried out in male and female mice and 
rats. In the 78-week oral (diet) mouse study, at doses of 1, 4, and 16 mg/kg/day, evidence of a 
statistically significant trend was found for lymphocytic lymphomas in females, and the incidence of 
hepatocellular carcinomas in mid-dose males significantly exceeded the control value.

In the 24-month oral (diet) rat study, conducted at 0.5, 2, and 8 mg/kg/day, pancreatic islet 
cell adenomas significantly exceeded the control rate in the low dose level. The hepatocellular 
carcinomas and pancreatic islet cell adenomas were not dose related. The low doses in mice and 
rats are approximately 80 times greater (normalized to body surface area) than the daily human 
dose of one drop (approximately 28 mcL) of 0.05% RESTASIS® twice daily into each eye of a 60 kg 
person (0.001 mg/kg/day), assuming that the entire dose is absorbed. 

Mutagenesis: Cyclosporine has not been found to be mutagenic/genotoxic in the Ames Test, the V79-
HGPRT Test, the micronucleus test in mice and Chinese hamsters, the chromosome-aberration tests 
in Chinese hamster bone-marrow, the mouse dominant lethal assay, and the DNA-repair test in sperm 
from treated mice. A study analyzing sister chromatid exchange (SCE) induction by cyclosporine using 
human lymphocytes in vitro gave indication of a positive effect (i.e., induction of SCE).

Impairment of Fertility: No impairment in fertility was demonstrated in studies in male and female rats 
receiving oral doses of cyclosporine up to 15 mg/kg/day (approximately 2,000 times the human daily 
dose of 0.001 mg/kg/day normalized to body surface area) for 9 weeks (male) and 2 weeks (female) 
prior to mating.
PATIENT COUNSELING INFORMATION
Handling the Container
Advise patients to not allow the tip of the vial to touch the eye or any surface, as this may 
contaminate the emulsion. To avoid the potential for injury to the eye, advise patients to not touch the 
vial tip to their eye.

Use with Contact Lenses
RESTASIS® should not be administered while wearing contact lenses. Patients with decreased tear 
production typically should not wear contact lenses. Advise patients that if contact lenses are worn, 
they should be removed prior to the administration of the emulsion. Lenses may be reinserted 15 
minutes following administration of RESTASIS® ophthalmic emulsion.
Administration
Advise patients that the emulsion from one individual single-use vial is to be used immediately after 
opening for administration to one or both eyes, and the remaining contents should be discarded 
immediately after administration.

Rx Only

Based on package insert 71876US15 
©2013 Allergan, Inc.  
Irvine, CA 92612, U.S.A.  
® marks owned by Allergan, Inc.   APC23SO13 
Patented. See www.allergan.com/products/patent_notices 
Made in the U.S.A.

FILL A RESTASIS® (CYCLOSPORINE OPHTHALMIC EMULSION) 0.05% PRESCRIPTION 
AND WE’LL SEND YOU A REBATE CHECK FOR $20!* IT’S EASY TO GET YOUR REBATE. JUST FILL OUT THIS INFORMATION AND MAIL.

Follow these 3 steps:
1. Have your prescription for RESTASIS® filled at your pharmacy.
2. Circle your out-of-pocket purchase price on the receipt.
3.  Mail this certificate, along with your original pharmacy receipt  

(proof of purchase), to Allergan RESTASIS® Ophthalmic Emulsion 
$20 Rebate Program, P.O. Box 6513, West Caldwell, NJ 07007.

© 2013 Allergan, Inc., Irvine, CA 92612, U.S.A.   ® marks owned by Allergan, Inc.  Please allow 8 weeks for delivery of your rebate check.       APC18SR13  Certificate expires 12/31/2014

Last Name First MI

Street Address

City  State ZIP

* RESTASIS® Rebate Terms and Conditions: To receive a rebate for the amount of your prescription co-pay (up to $20), enclose this certificate and the ORIGINAL pharmacy receipt in an envelope and mail to Allergan 
RESTASIS® Ophthalmic Emulsion $20 Rebate Program, P.O. Box 6513, West Caldwell, NJ 07007. Please allow 8 weeks for receipt of rebate check. Receipts prior to September 30, 2013 will not be accepted. One 
rebate per consumer. Duplicates will not be accepted. See rebate certificate for expiration date. Eligibility: Offer not valid for prescriptions reimbursed or paid under Medicare, Medicaid, or any similar federal 
or state healthcare program including any state medical or pharmaceutical assistance programs. Offer void where prohibited by law, taxed, or restricted. Amount of rebate not to exceed $20 or co-pay, 
whichever is less. This certificate may not be reproduced and must accompany your request for a rebate. Offer good only for one prescription of RESTASIS® Ophthalmic Emulsion and only in the USA and Puerto Rico. 
Allergan, Inc. reserves the right to rescind, revoke, and amend this offer without notice. You are responsible for reporting receipt of a rebate to any private insurer that pays for, or reimburses you for, any part of the 
prescription filled, using this certificate.

❑  Enroll me in the My Tears, My Rewards ® Program to save more!
❑   I am not a patient enrolled in Medicare, Medicaid, or any similar 

federal or state healthcare program. For more information, please visit our website, www.restasis.com.
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RESTASIS® (Cyclosporine Ophthalmic Emulsion) 0.05%
BRIEF SUMMARY—PLEASE SEE THE RESTASIS® PACKAGE INSERT FOR  
FULL PRESCRIBING INFORMATION.
INDICATIONS AND USAGE
RESTASIS® ophthalmic emulsion is indicated to increase tear production in patients whose 
tear production is presumed to be suppressed due to ocular inflammation associated with 
keratoconjunctivitis sicca. Increased tear production was not seen in patients currently taking topical 
anti-inflammatory drugs or using punctal plugs.
CONTRAINDICATIONS
RESTASIS® is contraindicated in patients with known or suspected hypersensitivity to any of the 
ingredients in the formulation.
WARNINGS AND PRECAUTIONS
Potential for Eye Injury and Contamination
To avoid the potential for eye injury and contamination, be careful not to touch the vial tip to your eye 
or other surfaces.
Use with Contact Lenses
RESTASIS® should not be administered while wearing contact lenses. Patients with decreased 
tear production typically should not wear contact lenses. If contact lenses are worn, they should be 
removed prior to the administration of the emulsion. Lenses may be reinserted 15 minutes following 
administration of RESTASIS® ophthalmic emulsion.
ADVERSE REACTIONS
Clinical Trials Experience 
Because clinical trials are conducted under widely varying conditions, adverse reaction rates 
observed in the clinical trials of a drug cannot be directly compared to rates in the clinical trials of 
another drug and may not reflect the rates observed in practice.

In clinical trials, the most common adverse reaction following the use of RESTASIS® was ocular 
burning (17%).

Other reactions reported in 1% to 5% of patients included conjunctival hyperemia, discharge, 
epiphora, eye pain, foreign body sensation, pruritus, stinging, and visual disturbance (most  
often blurring).
Post-marketing Experience
The following adverse reactions have been identified during post approval use of RESTASIS®. Because 
these reactions are reported voluntarily from a population of uncertain size, it is not always possible to 
reliably estimate their frequency or establish a causal relationship to drug exposure. 

Reported reactions have included: hypersensitivity (including eye swelling, urticaria, rare cases 
of severe angioedema, face swelling, tongue swelling, pharyngeal edema, and dyspnea); and 
superficial injury of the eye (from the vial tip touching the eye during administration).  
USE IN SPECIFIC POPULATIONS
Pregnancy
Teratogenic Effects: Pregnancy Category C
Adverse effects were seen in reproduction studies in rats and rabbits only at dose levels toxic 
to dams. At toxic doses (rats at 30 mg/kg/day and rabbits at 100 mg/kg/day), cyclosporine oral 
solution, USP, was embryo- and fetotoxic as indicated by increased pre- and postnatal mortality and 
reduced fetal weight together with related skeletal retardations. These doses are 5,000 and 32,000 
times greater (normalized to body surface area), respectively, than the daily human dose of one drop 
(approximately 28 mcL) of 0.05% RESTASIS® twice daily into each eye of a 60 kg person (0.001 
mg/kg/day), assuming that the entire dose is absorbed. No evidence of embryofetal toxicity was 
observed in rats or rabbits receiving cyclosporine at oral doses up to 17 mg/kg/day or 30 mg/kg/day, 
respectively, during organogenesis. These doses in rats and rabbits are approximately 3,000 and 
10,000 times greater (normalized to body surface area), respectively, than the daily human dose.

Offspring of rats receiving a 45 mg/kg/day oral dose of cyclosporine from Day 15 of pregnancy until 
Day 21 postpartum, a maternally toxic level, exhibited an increase in postnatal mortality; this dose is 
7,000 times greater than the daily human topical dose (0.001 mg/kg/day) normalized to body surface 
area assuming that the entire dose is absorbed. No adverse events were observed at oral doses up 
to 15 mg/kg/day (2,000 times greater than the daily human dose).

There are no adequate and well-controlled studies of RESTASIS® in pregnant women. RESTASIS® 
should be administered to a pregnant woman only if clearly needed.

Nursing Mothers
Cyclosporine is known to be excreted in human milk following systemic administration, but excretion 
in human milk after topical treatment has not been investigated. Although blood concentrations are 
undetectable after topical administration of RESTASIS® ophthalmic emulsion, caution should be 
exercised when RESTASIS® is administered to a nursing woman.
Pediatric Use
The safety and efficacy of RESTASIS® ophthalmic emulsion have not been established in pediatric 
patients below the age of 16.
Geriatric Use
No overall difference in safety or effectiveness has been observed between elderly and  
younger patients.
NONCLINICAL TOXICOLOGY
Carcinogenesis, Mutagenesis, Impairment of Fertility 
Carcinogenesis: Systemic carcinogenicity studies were carried out in male and female mice and 
rats. In the 78-week oral (diet) mouse study, at doses of 1, 4, and 16 mg/kg/day, evidence of a 
statistically significant trend was found for lymphocytic lymphomas in females, and the incidence of 
hepatocellular carcinomas in mid-dose males significantly exceeded the control value.

In the 24-month oral (diet) rat study, conducted at 0.5, 2, and 8 mg/kg/day, pancreatic islet 
cell adenomas significantly exceeded the control rate in the low dose level. The hepatocellular 
carcinomas and pancreatic islet cell adenomas were not dose related. The low doses in mice and 
rats are approximately 80 times greater (normalized to body surface area) than the daily human 
dose of one drop (approximately 28 mcL) of 0.05% RESTASIS® twice daily into each eye of a 60 kg 
person (0.001 mg/kg/day), assuming that the entire dose is absorbed. 

Mutagenesis: Cyclosporine has not been found to be mutagenic/genotoxic in the Ames Test, the V79-
HGPRT Test, the micronucleus test in mice and Chinese hamsters, the chromosome-aberration tests 
in Chinese hamster bone-marrow, the mouse dominant lethal assay, and the DNA-repair test in sperm 
from treated mice. A study analyzing sister chromatid exchange (SCE) induction by cyclosporine using 
human lymphocytes in vitro gave indication of a positive effect (i.e., induction of SCE).

Impairment of Fertility: No impairment in fertility was demonstrated in studies in male and female rats 
receiving oral doses of cyclosporine up to 15 mg/kg/day (approximately 2,000 times the human daily 
dose of 0.001 mg/kg/day normalized to body surface area) for 9 weeks (male) and 2 weeks (female) 
prior to mating.
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Handling the Container
Advise patients to not allow the tip of the vial to touch the eye or any surface, as this may 
contaminate the emulsion. To avoid the potential for injury to the eye, advise patients to not touch the 
vial tip to their eye.

Use with Contact Lenses
RESTASIS® should not be administered while wearing contact lenses. Patients with decreased tear 
production typically should not wear contact lenses. Advise patients that if contact lenses are worn, 
they should be removed prior to the administration of the emulsion. Lenses may be reinserted 15 
minutes following administration of RESTASIS® ophthalmic emulsion.
Administration
Advise patients that the emulsion from one individual single-use vial is to be used immediately after 
opening for administration to one or both eyes, and the remaining contents should be discarded 
immediately after administration.
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You Stood Up!
Keep Shopping – You’re making a BIG difference!

Last year, the SSF asked members to consider 
giving back in a different way by using iGive, 
a shopping website that gives a percentage of 

what you purchase back to the SSF.
From the time this issue went to print, iGive 

donations to the SSF for 2014 had already in-
creased by 8% over the entire 2013 calendar year!  
It’s easy to think that shopping percentages are a 
small contribution but because of you stepping up 
collectively, they become significant and allow the 
SSF to provide more educational resources and 
patient services this year.  

If you are not familiar with iGive, it is a free 
service to both shoppers and charities. Shoppers 
can generate donations by simply shopping at any 
of iGive’s 1,500+ brand name stores. Once you 
have selected the SSF as your charity, an “iGive 
Cookie” is assigned to your browser. This tells the 
store, “Here is an iGive shopper” and the store 
reports back the amounts for the donation to the 
SSF, meaning iGive never have access to your pay-
ment information.

From holiday shopping to general purchases, by 
shopping with our partners and choosing the SSF 
as your charity of choice, you’re making a 
big difference! To learn more about 
shopping for Sjögren’s, visit 
www.sjogrens.org or call the 
SSF at (301) 530-4420.  n

iGive.com®



for example, joint pain, which can occur in several rheumat-
ic diseases including Sjögren’s. While a few manifestations 
might be distinctive of one disease versus another, such as 
the joint damage that occurs only in rheumatoid arthritis, the 
results still were based on the manifestation. 

The Sjögren’s Syndrome Foundation (SSF) is trying to 
move the medical and scientific community away from 
these terms, because they usually are NOT helpful or nec-
essary. In fact, they are most often used out of habit, and 
while we recognize that habits can be hard to change and 
it can take a long time for a majority to start using differ-
ent terminology, the SSF is on a mission to accomplish 
this. Simply put, someone either has Sjögren’s or does not 
have Sjögren’s. Having another identifiable disease doesn’t 
change the fact that the patient has Sjögren’s, and a some-
what arbitrary decision about which additional diseases and 
conditions might change a patient between “Primary” and 
“Secondary” no longer makes sense.

Katherine Hammitt, SSF Vice President of Research 

Q	 I keep reading about immunosuppressants  
as therapy for Sjögren’s —- 
What is an immunosuppressant?

A There isn’t a universally accepted definition of an 
immunosuppressant medication. In general, I think 

most providers would agree that a medication that has been 
shown to potentially increase the risk for infections in long-
term studies would be considered an immunosuppressant. 
It is important to note that many, if not most, patients with 
Sjögren’s do not need or benefit from immunosuppression. 
For certain patients, however, they can be very helpful. 
The most common immunosuppressant medications used 
for Sjögren’s include methotrexate, azathioprine (Imuran), 
mycophenolate (Cellcept), cyclophosphomide (Cytoxan), 
and biologic agents, such as rituximab (Rituxan). These 
are also used for many other related autoimmune diseases, 
and the effect of each medication on the immune system 
varies from blocking inflammation pathways to directly af-
fecting white blood cells.

There is a common goal for all immunosuppressants: to 
put the disease into remission, or at the very least reduce 
the severity or frequency of symptoms and allow patients to 
avoid steroids. As with all medical treatments, the hope is 
that the benefits outweigh the risks. If not, then the dose is 
typically decreased or the medication is stopped completely. 
With the exception of certain cases, immunosuppressives 
are generally used to help provide symptomatic relief and 
not necessarily to prevent something bad from happening. 
So if an immunosuppressive is tried but doesn’t help after 
an adequate amount of time, it is usually stopped.

“Q&A” continued from page 2 t Hydroxychloroquine (Plaquenil®), a medication often tak-
en by Sjögren’s patients, is not generally considered an “im-
munosuppressant.” While it does change or “modulate” the 
immune system in various ways, it does not lead to an in-
creased risk of infections and does not require lab monitoring.

Joseph Lutt, MD

Q	 Is it safe or suggested for a Sjögren’s  
patient to use medical marijuana to  
cope with symptoms?

A In the United States, medical marijuana (MM) has 
now been legalized in 23 states and the District of 

Columbia. The clinical indications for the use of MM vary 
from state to state with severe or chronic pain included 
in all but one. It is indicated specifically for patients with 
Sjögren’s (SS) only in Illinois. This is curious in light of the 
absence of any literature on the use of medical marijuana in 
patients with Sjögren’s. 

The most common symptoms in patients with Sjögren’s 
are dry eyes, dry mouth, fatigue and musculoskeletal symp-
toms, including arthralgia (joint pain), myalgia (muscle 
pain), arthritis and fibromyalgia syndrome (FMS). Canna-
binoids, the active agents in marijuana, have been shown to 
be helpful in reducing musculoskeletal pain in both patient 
reporting surveys and in 3 formal clinical trials, 2 in patients 
with FMS and 1 in patients with rheumatoid arthritis. Meta-
analyses of controlled trials in non-cancer-related pain pa-
tients also suggest that MM is useful. The benefits observed 
in these studies must be weighed against the observed side 
effects of marijuana which include dry mouth, drowsiness, 
impaired motor function, altered perception and altered 
cognition (thinking). Inhaled cannabinoids are also reported 
to be associated with increased periodontal disease which 
has a heightened significance in patients with SS. 

These are the short-term effects and side effects of MM. 
The long-term effects of MM have yet to be determined. 
Withdrawal of cannabinoids after long-term use can lead to 
sleep difficulties and strange dreams. 

Taking these observations together, MM may help the 
musculoskeletal symptoms in SS but may worsen dry 
mouth and fatigue as well as increase periodontal disease, 
and cause impaired motor function, and alter perception 
and cognition. In conclusion, the side effects of MM prob-
ably outweigh the potential pain-related benefits of medical 
marijuana in patients with Sjögren’s.

For those interested in further information about MM, 
the following website provides a balanced view of the 
conflicting opinions on the use of this drug in medicine:  
http://medicalmarijuana.procon.org.

Neil I. Stahl, MD, FACR 

continued page 8 t
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Q	 Can Sjögren’s patients  
wear contact lenses?

A Whether or not you can wear contact lenses depends 
on how severe your dry eye is. If you have mild dry 

eye, then there is a high likelihood that you will be able to 
wear contact lenses. If you are currently wearing contact 
lenses and they are uncomfortable, I usually recommend 
taking a “contact lens holiday” and not wearing your con-
tacts at all for 3-4 consecutive weeks. I also recommend 
trying to improve the dry eye as much as possible before 
attempting to re-start contact lens wear. Some Sjögren’s 
patients will need punctal plugs or cautery to keep extra 

tears on the surface of their eyes in order to allow them to 
wear contact lenses. For patients with moderate-to-severe 
dry eye, I will try to maximize all of their dry eye treatments 
before trying to have them wear contact lenses. 

I usually recommend daily disposable soft contact lenses 
that are specifically made for dry eye patients. There is some 
trial and error involved in finding the best brand for a par-
ticular patient, and also the best fitting contact lens. Having 
a properly fitting contact lens is critical as sometimes the 
discomfort with contact lens wear is due to a poorly fitting 
lens rather than dry eye. 

When you are trying to re-start contact lens wear, I rec-
ommend starting slowly and building up gradually to find 
the amount of time you can wear the contacts comfortably 
without much irritation. I usually recommend starting with 
1 hour/day for a few days, and then gradually increasing by 
an additional hour/day as tolerated. I also instruct patients 
to use preservative free artificial tears (avoid bottled contact 
lens rewetting drops or bottled tears as these contain pre-
servatives) when wearing the contact lenses. Preservative 
free tears should be administered at least every 3-4 hours 
or more frequently to keep the eyes well lubricated while 
wearing the contact lenses. If you have any discomfort or 
redness when wearing the contacts, you should immedi-
ately remove them. 

If you are unable to tolerate soft contact lenses, then you 
could also consider trying the mini-scleral lens, or the PROSE 
lens (prosthetic replacement of the ocular surface ecosystem). 

Vatinee Bunya, MD

Q	 I have heard a lot about a new  
test for Sjögren’s called “Sjö™ “? 
What is it and who is being tested with it? 

A The SSF is excited that new diagnostics are continu-
ously being developed to test for Sjögren’s.  The Sjö™ 

test that was recently launched by Nicox is one example of 
progress being made in detecting Sjögren’s early and promptly.  

Sjö™ is an advanced diagnostic blood test to help doctors 
determine whether or not you may have Sjögren’s. The test 
incorporates new biomarkers to help detect Sjögren’s in its 
early stages and to provide more accurate results than previ-
ous testing methods.  

Currently, Sjö™ is being marketed to eye care providers 
to test all dry eye patients. Patients who receive a positive 
Sjögren’s indication are then referred to a rheumatologist 
for further follow-up. This new test will help those suffer-
ing from symptoms of Sjögren’s get a proper and prompt 
diagnosis of Sjögren’s.  The test is currently being used on 
un-diagnosed Sjögren’s patients. 

Michele Champigny, SSF Director of Professional Awareness

“Q&A” continued from page 6 t
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Sjögren’s Syndrome Foundation  
is partnering with Tupperware to  
kick start your holiday shopping!

From October 22 to November 19, you can purchase Tupperware through the SSF website 
and 50% of your order will be donated back to the Foundation! Stock up on great items knowing 
that your purchase is helping the Foundation’s life-changing initiatives. 

Make sure to share the link with friends and family, because together we will conquer Sjögren’s!
Look for the link on www.sjogrens.org to start shopping for Sjögren’s today! If you have any 

questions, please contact Steph with the SSF at (301) 530-4420 x227 or shilton@sjogrens.org. 

50%
of your purchase will be donated  

to Sjögren’s Syndrome Foundation!



Q	 I know dental care is important with Sjögren’s. 
How often should I brush my teeth and what 
type of tooth brush do you recommend?

A Xerostomia or dry mouth is among the most common 
symptoms experienced by Sjögren’s patients. Dental 

care is extremely important to those who experience dry 
mouth because a decrease in saliva flow has many negative 
effects on overall oral health. 

Saliva not only serves a natural lubricant that keeps our 
mouth moist and comfortable, but it also plays an impor-
tant role in the health of our teeth and gums. Minerals in 
saliva help to neutralize acid and assist in the enamel repair 
of our teeth. Saliva also acts as a natural rinsing agent re-
ducing the amount of bacterial plaque buildup on our teeth 
and gums. Plaque is a film of bacteria and sugars that forms 
on our teeth and leads to tooth decay (cavities) and gum 
disease if not removed properly. 

Our toothbrush serves as the most important tool to 
remove bacterial plaque from the tooth surface. Brush-
ing at least twice a day for 2 minutes will help to remove 
sticky plaque from the teeth, reducing the risk of develop-
ing cavities. Sonic toothbrushes are an excellent option 
for patients with Sjögren’s. These brushes are shown to 
remove more plaque than manual toothbrushes because 
of the high intensity vibrations that they generate. Sonic 
toothbrushes create an average of 30,000 brush-strokes 
per minute as compared to an average of 300 with a man-
ual toothbrush. The vibration created by the sonic tooth-
brush also drives fluid between the teeth and along the 
gum line. This can aid in stimulating the gum tissue and 
which can sometimes become sensitive with a chronically 
dry mouth. Using a soft or extra soft bristled toothbrush 
is also recommended since lack of saliva can cause the 
mouth to be more susceptible to cuts and sores. 

In addition to brushing, it is important to floss daily to 
help remove the plaque in between the teeth and under the 
gum line. If not cleaned effectively, plaque that is allowed 
to accumulate around the gums can lead to gum disease. 

A dry mouth also makes it easier for bacteria to stick to 
the tongue. This can lead to bad breath and impaired taste. 
It is recommended to brush your tongue daily with your 
toothbrush to loosen bacteria from the surface. You can 
also use a tongue scraper to gently remove bacteria from 
the tongue. 

Because saliva plays such a significant role in the health 
of our teeth and gums, patients who experience dry mouth 
are at an increased risk for tooth decay and gum disease. 
Excellent oral hygiene and regular visits to an understand-

“Q&A” continued from page 8 t ing and Sjögren’s-knowledgeable dentist and dental hy-
gienists can help reduce the negative effects of dry mouth 
and keep the patient happy and healthy. 

Erin LaChapelle, RDH, BSDH

Q	 I have joint pain because of Sjögren’s, are 
there any holistic treatment options that you 
can recommend?

A Many patients with Sjögren’s experience joint symp-
toms. Most commonly, patients will complain of 

joint aching that is often worse in the morning. Joint swell-
ing may also sometimes occur. Tart cherries are a delicious 
nutrient and anti-oxidant rich fruit with potential health 
benefits. In fact, the red color of cherries are due to pow-
erful anti-oxidants, called anthocyanins. Red tart cherries 
have been considered a folk remedy to help joint symp-
toms for many years. Studies conducted at the University 
of Michigan concluded that a cherry enriched diet lowered 
inflammation in animals by 50%. Clinical studies con-
ducted with human subjects using commercially available 
cherry products have also shown benefit in osteoarthritis, 
the most common type of arthritis. One study was con-
ducted at Lenox Hill Hospital in New York and the Uni-
versity of Pennsylvania used a brand of cherry juice called 
Cheribundi. In addition to some benefit with joint pain, 
there was also some improvement in sleep as tart cherries 
contain natural melatonin. 

In addition to eating the fruit or drinking cherry juice, 
another common way to get the benefits of cherries is 
through supplements. CherryFlex is a popular brand that a 
number of my patients have tried over the years. It was de-
veloped by a cherry farmer in Michigan. Each gel cap con-
tains both the skin and the pulp of the Montmorency tart 
cherry. A word of caution regarding cherries, in any form, is 
that some people may develop loose stools as a side effect. 

Other natural supplements which may also be helpful 
for joint symptoms include turmeric, boswellia, and SAMe 
(S-adenosylmethionine). If muscle discomfort is an issue, 
magnesium supplementation may be of help. 

I recommend patients discuss the use of any supplement 
with their physician and consider periodic blood monitor-
ing for unusual side effects that can occur with any prod-
uct, even natural ones. While there are no studies available 
looking at these “holistic” treatments for Sjögren’s, infor-
mation gained from other common arthritic conditions in-
dicate that these products could be helpful for the joint 
health of Sjögren’s patients.

Scott Zashin, MD 
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October
Breakthrough Bullet:
Time it takes to diagnose 
Sjögren’s is shorted to 3.9 years

Thank you for joining us on the journey to reach our 
5-Year Breakthrough Goal and help Sjögren’s patients 
receive better care from knowledgeable physicians 

by shortening the time it takes to be diagnosed with 
Sjögren’s. As many of you know, the SSF is tracking our 
progress by working with a marketing research company 
and surveying newly diagnosed patients. 

When our Goal was launched in 2012, the average 
time it took for a patient to be accurately diagnosed with 
Sjögren’s from the time they started seeking a diagnosis 
was over 5 years- an amount of time that we all agreed 
was grossly too long! And in 2013, we were happy to an-
nounce that the average time had decreased to 4.7 years. 

It is with great pride that we can reveal the initial re-
sults from this year’s survey, which shows that it currently 
takes an average 3.9 years to receive a diagnosis from 
the time a patient started seeking a diagnosis for their 
symptoms! There is a lot more work to be done for us to 
reach our Goal by 2017 and shortening the time it takes 
to be diagnosed to less than 2.5 years, but all of the hard 
work is paying off. 

By focusing on educating the general public and phy-
sicians, who were missing the diagnosis, it is clear to see 
that awareness of Sjögren’s is on the rise! The SSF knew 
we couldn’t do it alone and it is because of you and your 
efforts that we can share this exciting news. As always, 
the SSF will give a full update on the 5-Year Break-
through Goal and this year’s survey results in the January 
issue of The Moisture Seekers.  n
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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 campaigns. If 
they need more information, please contact the Foundation at 800-475-
6473 and ask for Elizabeth Trocchio.

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.

Remember, the  
Foundation has received the:

IT’S TIME
United Way • Combined Federal Campaign • State Payroll Deduction

Remember your loved ones 
and special occasions with  
a donation to the SSF in 
their name.

Team Sjögren’s is once again going to Disney 
World to participate in the 2015 Disney 
World Half-Marathon and 10K Race week-

end in January 2015.
This year, the SSF is looking for runners/

walkers that want to train to participate in 
either a Disney World half marathon (13.1 
miles) or the Disney World 10K (6.2 miles). 
Both events happen the same weekend and 
each runner/walker will be a part of the Team 
Sjögren’s training program- where we help you 
train and get ready for the race!

The Walt Disney World course will take you 
through Walt Disney World Theme Parks in-
cluding Epcot and the Magic Kingdom before a 
picture worthy finish back at Epcot, where you’ll 
receive your Mickey Mouse finisher medal!

As a team member, you will receive world-
class training along with mentorship from past 
runners and Foundation staff. Our team trainer 
and nutritionist will be there to help guide you 
and ensure you’re ready to complete the 6.2 or 
13.1 miles. If you’re unable to run or walk in a 
race, consider recruiting someone you know to 
run or walk in your honor.

Limited spaces are available for both 
the half-marathon and the 10K. Please  
contact Steven Taylor, CEO of the SSF, at  
staylor@sjogrens.org as quickly as possible 
to learn more about our great program. 

We hope you will join us at the most  
magical place on earth- Disney World!
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What is gluten?
Gluten is an umbrella term for many different proteins 

found in gluten containing grains. The two most com-
mon gluten proteins are gliadin and glutenin, however 
there are many more. The most common gluten contain-
ing grains are wheat, rye, and barley. Gluten can also be 
found as an additive in many processed foods.

How do people react to gluten?
The effects of ingested gluten can range from no reac-

tion at all to the most serious reaction called celiac dis-
ease (CD). Celiac disease is triggered by an interaction 
between gluten and one’s intestinal cells. This interac-
tion modifies the cells enough to trigger an autoimmune 
reaction and destruction of the intestinal villi by the 
immune system. On the other end of the spectrum are 
people that have no autoimmune reaction to gluten and 
therefore no positive labwork or gastrointestinal damage, 
but nevertheless feel better when they go gluten free. 
This is called Non-Celiac Gluten Sensitivity (NCGS).

What are the symptoms  
of a gluten reaction?

Symptoms of gluten sensitivity, whether CD or 
NCGS, are not limited to the GI tract. They include 
conditions such as arthritis, brain fog, ataxia, fatigue, 
myalgias, plus many more. All of these symptoms can be 
seen in people with Sjögren’s.

How do I know if I react to gluten?
To test for CD the two most common blood based lab 

tests are Tissue-TransGlutaminase IgA and IgG and De-
amidiated Gliadin IgA and IgG. If any of these are posi-
tive, it is an indication of an autoimmune reaction and 
gluten should be eliminated from the diet. Patients can 
also test for an allergy to wheat with a blood based test 
for Wheat, Gluten, and Gliadin IgA and IgG antibodies. 
Elevation in these indicates the immune system is mak-
ing antibodies to gluten, but no autoimmune destruction 
of tissues. Gluten should be avoided in these patients, 
too. However, there are other patients that do not test 
positive for any of these tests.

What do you do if you do not have a 
positive lab test for a gluten reaction?

Before I recommend patients go gluten free I first 
assess the diet they are already consuming. If someone is 

“Gluten-Free” continued from page 1 t consuming a diet high in processed foods, carbohydrates, 
and other “foods” that are low in nutrients, tremendous 
benefits can be made by just cleaning up their current 
diet. A health promoting diet is loaded with fresh veg-
etables, greens, healthy fats, clean sources of protein and 
therefore nutritionally dense foods. The vast majority of 
my patients that adhere to the whole foods way of eating 
that I recommend get significant health benefits. The 
concern I have with someone going “gluten-free” without 
addressing their overall diet first, is that it makes people 
think gluten is the primary concern without recognizing 
that for most people it is best to start by making sure 
they eat a diet of minimally processed fresh foods. Only 
after I have cleaned up their diet, but have not noticed 
significant improvement, would I then recommend pa-
tients go gluten free.

It is also important to know that “gluten-free” does 
not necessarily mean healthy. Many foods with a “gluten 
free” label are simply highly processed packaged foods 
with excess sugars and additives – ingredients that are 
pro-inflammatory. 

In summary, yes, Sjögren’s patients can benefit from 
going gluten free. However, given that most people can 
get significant benefit from making the simple changes of 
eating a whole foods diet, I recommend this as a start-
ing point before I recommend the more challenging, but 
sometimes appropriate treatment of going gluten free. n
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NEW
T-Shirt

Design

We hope this Thanksgiving you will 
consider participating in your com-
munity 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 Tur-
key 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.

Your Kit Includes:

l Awareness Bracelet

l Team Sjögren’s T-shirt, with NEW Turkey Trot 
logo on the front!

l Certificate of Participation

l “What is Sjögren’s Syndrome?” Brochures 

Find Your Local Turkey Trot:
You can find a local Turkey Trot by visiting www.ac-

tive.com. Then enter your state and type in “Turkey” 
under keyword search. You can also check with your 
local newspaper or search online.

	 		  Qty.	 Total

Team Sjögren’s Turkey Trot Kit		  $30 ea.
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 __________________________________________________________

If there’s not a race near you, consider asking family 
and friends to join you for a morning walk on Thanks-
giving in your neighborhood while wearing your Team 
Sjögren’s T-shirts!

Price: $30 plus shipping and handling

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



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

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

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

October
	 18	 Harrisburg Walkabout 

Harrisburg Mall, Pennsylvania

Be Part of the SSF Breakthrough Goal Team!

November
	 8	 Nashville Area Walkabout 

River Park in Brentwood, Tennessee

	 15	 Capital Region Walkabout 
Colonie Center, Albany, New York

	 16	 Boston Sip for Sjögren’s 
The Athenaeum Building, Cambridge, Massachusetts

January 2015
	 9-10	 Team Sjögren’s Walt Disney World®  

Half-Marathon and 10K Race 
Orlando, Florida

April 2015
	 17-18	 National Patient Conference 

The Grand Hyatt Tampa Bay, Tampa, Florida 
(more details coming soon)

Upcoming Special Events
Join in the fun and help increase Sjögren’s awareness. The SSF is very excited for 
all of our events coming this year. Look at our special event calendar below to see 
if there is a event coming to your area.

Visit www.sjogrens.org or con-
tact the SSF office to learn more 
about our events!

sip for

a fine water 
tasting event


